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1.1  Introduction

Person Centered Medicine (PCM), as a basic concept, recognizes the whole person 
as the center of medicine and health and as the objective and protagonist of health 
actions. This compact notion will be unpacked and explained through complemen-
tary delineations, both informal ones and those resulting from systematic conceptu-
alizations studies presented in the course of this introductory chapter.

To understand further PCM as a concept and as a programmatic movement, a 
number of angles are to be engaged in this chapter. These include historical unfold-
ing, philosophical bases, maturation processes, inter-institutional collaboration, 
organizational development, and scholarly activities such as research projects, edu-
cational programs, and publications.

Then, the present Person Centered Medicine book will be outlined and analyzed 
in terms of their objectives, authorship, structure and content. Major substantive top-
ics as well as issues for the implementation of person-centered care will be touched 
on. The chapter will end with concluding words on the book’s thrust and horizons.

1.2  Historical Development of Person Centered Medicine

An overview of the historical development of medicine in general reveals the spe-
cial place of the person throughout such development. The pre-historic Neanderthal 
era strongly suggests the crucial role of social mutual care for the protection and 
promotion of life and health among our remote ancestors.

It appears that care for illness and injury became widespread and depended on 
the close social bonds developed within groups and the concern for each other's 
well-being [1]. This resonates with the contemporary understanding of universal 
health as both a right and a responsibility.

An appraisal of Early History documents the personalized concept of health through-
out both Eastern and Western ancient civilizations. In the Far East, the first significant 
records of formal medicine were in China, where the sense of complementarity (the 
ying and yang) was a fundamental symbol of health [2]. From 1700 BC, the Vedic and 
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Sanskrit books in India detailed medical practices some of which, such as Ayurveda 
holistic medicine and massage, may have been established as early as 3000 BC [3].

Highly relevant to Person Centered Medicine and contemporary ecological con-
cerns is the encompassing concept of health in the Andean cosmovision as harmonic 
equilibrium among the internal, social and natural worlds, which appear to resonate in 
several other ancient civilizations [4]. Also interesting and relevant are the discernible 
coincidences on the concept of life well lived, eudaimonia in Aristotelian ethics [5, 6] 
and allyn kawsay in the Andean worldview [7]. The intrinsic value of an encounter 
between persons highlighted in Ubuntu humanism in Africa [8] resonates with the 
previously mentioned mutuality of social support for health among Neanderthals.

In the Middle Age, the Golden Era of Islamic Medicine revealed the attentive and 
considerate attention dispensed to ill persons to promote their well-being, as epito-
mized by the architecture and landscape of some of the world’s earliest hospitals 
built in that era [9, 10].

During the Modern Age, first, the rediscovered interest on the person in the arts, 
and then the cultivation of the humanities through the illustration and rationalism, 
as eponymized by Spinoza [11], demonstrated high concern for the flourishment of 
human beings.

The first phase of the Contemporary Age, from the late eighteenth century to the 
end of the nineteenth century, has as highlights, first, the French Revolution and its 
Declaration of Human Rights, and second, German Philosophy on ethics, particu-
larly through Immanuel Kant’s [12] categorical imperative affirming the person as 
always a goal, not a means.

A second Contemporary phase, covering the twentieth century, exhibits early per-
son-centered formulations, highlighted by Jose Ortega y Gasset’s [13] dictum I am I 
and my circumstance, and if I do not save it, I do not save myself, by the books of 
Tournier [14], starting with Médecine de la Personne, and by Rogers [15] and Rogers 
and Rosemberg [16] person-centered approaches to education and psychotherapy, 
especially Becoming a Person and The Person as Center. There were also proposals 
for a patient- or person-centered medicine connected with highly relevant medical 
fields such as dementia [17] and family medicine [18] and within specific countries 
such as Italy, with proposals related to alternative medicine [19] and medical episte-
mology [20]. All this took place at the same time as the massive development of sci-
entific medicine, with its hyperbolic interest on organs and diseases, led to striking 
advances in diagnosis and treatment, but also to neglect of the doctor-patient relation-
ship, dehumanization of medicine and commercialization of health care [21].

1.3  Collaborative and Institutional Development of Person 
Centered Medicine

Building on twentieth century person-centered care proposals and responding to its 
noted challenges, a collaborative, institutional and programmatic movement for per-
son centered medicine emerged in the twenty-first century. It involved two phases. 
The first one from 2005 to 2008 took place in the form of an Institutional Program 
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on Psychiatry for the Person within the World Psychiatric Association (WPA). The 
second one, since 2008 to date, evolved from the first one by extending its scope 
from psychiatry to medicine at large and progressing institutionally through collabo-
ration with a large number of top global institutions in medicine and health.

The Institutional Program on Psychiatry for the Person, established by the 
2005 General Assembly of the World Psychiatric Association (WPA), involved an 
organization-wide initiative (engaging its 130 national psychiatric societies and 65 
scientific sections) and affirming the whole and contextualized person of the patient as 
the center and goal of clinical care and health promotion, at both individual and com-
munity levels. This was set to involve the articulation of science and humanism to 
optimize attention to the ill and positive health aspects of the person. As care is basi-
cally a partnership experience, the program involved the integration of all relevant 
health and social services. Furthermore, the program also involved advancing public 
health policies.

Historians Garrabe and Hoff [22] have noted that the core principles behind psy-
chiatry for the person could be already detected at the very beginning of the WPA in 
1950 and appeared to be the critical factors underlying its emergence. As a conceptual 
and programmatic introduction, two editorials were published in World Psychiatry, 
one on articulating medicine's science and humanism as a basic tenet [23] and another 
on the dialogic basis of the profession [24]. A monographic set on the conceptual 
bases of psychiatry for the person was prepared and eventually published [25, 26].

A key area of work was person-centered diagnosis, building on an earlier consul-
tation with a large number of WPA national psychiatric societies and the resulting 
development of the International Guidelines for Diagnostic Assessment (IGDA) 
combining standardized multiaxial and personalized idiographic formulations [27] 
as well as on close collaboration with the World Health Organization for the plan-
ning of ICD-11 [28, 29]. This eventually led to the construction of the Person- 
centered Integrative Diagnostic Model [30].

The second phase of the institutional development of Person Centered 
Medicine started around 2008, through contacts between the leaders of WPA and 
those of other important global organizations such as the World Medical Association, 
the World Health Organization, the World Federation of Neurology, the World 
Organization of Family Doctors (Wonca), the International Council of Nurses, and 
the international Alliance of Patients’ Organizations, among others. These interac-
tions revealed wide interest in a perspective that placed the person at the center of 
general medicine and health care.

This led to the collaborative organization of the first Geneva Conference on 
Person Centered Medicine at Geneva University Hospital in April 2008. This started 
a process of annual Geneva Conferences, from which emerged the International 
Network, now International College, of Person Centered Medicine [26, 31].

Collaboration has been particularly strong with the World Medical Association 
(WMA) and the World Health Organization (WHO). Relevant to cooperation with the 
WMA is its long standing commitment to medical ethics as manifested by its Geneva 
Declaration as an updated Physician’s Oath [32], and its Declaration of Helsinki as 
Guideline for Ethical Medical Research [33, 34]. In line with this, the WMA, which 
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is headquartered just outside Geneva, has provided logistic support for the ICPCM’s 
annual Geneva Conferences since its first edition in 2008 to date, and has facilitated 
the prominent participation of WMA presidents at many of these Conferences.

World Health Organization [35] World Health Report identified People-centered 
Health Services as one of its pivots and made this perspective a fundamental ele-
ment of its Program of Work, which has been the basis for much of its collaboration 
with the ICPCM along the years. WHO also provided funding for the ICPCM’s 
seminal study on the Systematic Conceptualization of Person Centered Medicine 
and the Development and Validation of a Measurement Index [36]. WHO also 
hosted many of the ICPCM Geneva Conferences at its headquarters in Geneva. 
Furthermore, WHO’s Regional Office for the Americas is collaborating closely with 
the ICPCM’s Latin American Network in the exploration and delineation of innova-
tive persons-centered health strategies.

The Geneva Conferences on Person Centered Medicine were conceived 
since its first edition in 2008 as the stable matrix for the conceptual and procedural 
maturation of a perspective that could evolve into a programmatic movement for 
a whole- person medicine. The selection of Geneva for this purpose was predicated 
in its being known as the city of encounters and its hosting within its boundaries 
and surrounding area the most important global institutions for medicine and 
health such as the World Medical Association, the World Health Organization, as 
well as the World Health Alliance that encompasses the International Council of 
Nurses, International Pharmaceutical Federation, the World Dental Association, 
and the Council of International Organizations of Medical Science, among others.

As the chronological list of Geneva Conferences show on Table 1.1, there have 
been 14 such events between 2008 and 2022, one every year except in 2020 due to 
the Covid19 pandemic. The Conferences in 2021 and 2022 were held on line only. 

Table 1.1 ICPCM Geneva conferences on person centered medicine

No. Year Main theme

1 2008 Conceptual explorations on person-centered medicine
2 2009 From concepts to practice
3 2010 Collaboration across disciplines, specialties and programs
4 2011 Articulating person-centered clinical medicine and people-centered public 

health
5 2012 Chronic diseases: person- and people-centered perspectives
6 2013 Person-centered health research
7 2014 Person- and people-centered care for all
8 2015 Person-centered primary health care
9 2016 Person-centered integrated care through the life course
10 2017 Celebrating 10 years of promoting healthy lives and well-being for all
11 2018 Person centered women’s health 40 years after alma ata
12 2019 Promoting well-being and overcoming burn-out
13 2021 Self-care and well-being in the times of Covid-19
14 2022 Optimizing clinical care through person centered medicine

1 Introduction to Person Centered Medicine
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Their main themes, as a group, covered general conceptual and strategic issues, 
examined core principles of PCM, and dealt with major challenges such as the burn- 
out of health professionals and the Covid19 pandemic. Since the 5th Geneva 
Conference, their impact was extended through a Declaration that was dissemi-
nated widely.

The International Congresses of Person Centered Medicine were organized 
by the ICPCM and a host institution annually since 2013 as attempts to extend the 
PCM perspective world-wide and to learn how PCM may be practiced in different 
latitudes and meridians. The first one in Zagreb recognized the pioneer PCM 
achievements of our colleagues in Croatia, and honored Andrija Stampar, the 
founder of the Zagreb University School of Public Health and early person-centered 
care proponent who chaired the First World Health Assembly and coined the still 
currently official definition of health focused on the promotion of well-being. As 
shown in the list of these nine Congresses on Table 1.2, they have been held annu-
ally in four different world regions. Their main themes decided jointly by the 
ICPCM Board and the host organization have covered topics that are of both broad 
international significance and pointed interest locally. Every International Congress 
has been generating a Declaration to extend its impact, accompanied by an aca-
demic paper to support it.

The Paul Tournier Prize constitutes an annual event to promote Person 
Centered Medicine by honoring the legacy of Paul Tournier, the Geneva family 
doctor regarded as one of the fathers of Person Centered Medicine. It is awarded 
annually since 2017 by the International College of Person Centered Medicine in 
cooperation with the Paul Tournier Association and the Paul Tournier Family, to 
scholars who have made highly distinguished international contributions to this 
programmatic perspective. The Prize winners, who are listed on Table 1.3, have 
come so far from North America, Latin America and Europe, which are the world 
regions, along with Oceania, currently most active in the cultivation of Person 
Centered Medicine.

Table 1.2 ICPCM International Congresses of Person Centered Medicine

No. Year City Main Theme

1 2013 Zagreb Whole person in health education and training
2 2014 Buenos 

Aires
Advancing humanistic and interdisciplinary health care

3 2015 Londres Celebrating primary care achievements: seeing the person behind the 
patient and a life course approach

4 2016 Madrid Person centered medical education and the goals of health care
5 2017 Zagreb Person-centered cancer care
6 2018 Nueva Delhi Person-centered care for non-communicable diseases
7 2019 Tokyo Work-life balance: challenges and solutions
8 2020 Montevideo Responding to the pandemic with persons-centered comprehensive 

care, human rights and sustainable development goals
9 2021 Kuwait Culture and person centered clinical care and public health in the 

eastern Mediterranean region
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Table 1.3 Winners of the Paul Tournier Prize

Prize year Winner’s name City and country

2017 Wim Van Lerberghe Geneva, Switzerland
2018 C Robert Cloninger St. Louis, USA
2019 Alberto Perales Lima, Perú
2020 George Christodoulou Athens, Greece

John Cox Cheltenham, United Kingdom
2021 W James Appleyard Canterbury, United Kingdom
2022 Sandra Van Dulmen Nijmegen, The Netherlands

1.4  Conceptual Development of Person Centered Medicine

In its most basic form, it may be said that Person Centered Medicine (PCM) is a per-
spective that places the whole person as the center of an encompassing concept of 
health and as the target and protagonist of health actions. Analyzing this formulation, 
the term perspective could be seen just as a generic concept or, taking into account 
various important considerations discussed throughout this book, it could be said that 
it is a historically- and philosophically-grounded collaborative programmatic move-
ment. For a further ontological interpretation, it could be said in the words of the 
eminent Latin American internists Calderon and Vildózola [37], that this perspective 
constitutes both a fundamental principle and a crucial strategy in medicine.

A key term in the definition of PCM is the person, which appears more valuable 
than alternatives such as “individual” or “self” on two important grounds. One is 
its strong connection to ethics, a concern of the highest order in medicine as evi-
denced by the commitment of the World Medical Association [34] to its Helsinki 
Declaration, and by the close relationship between person and ethics, i.e., WHO eth-
ics specialist Bouësseau [38] asserted at a Geneva Conference on Person Centered 
Medicine that if a research project is ethical it has to be person-centered and if it 
is person- centered, it would be ethical. Furthermore, Ierodiakonou [6] has argued 
that Aristotle’s ethics work is based on person-centered considerations, and Kant’s 
[12] categorical imperative states that the person is always a goal not a means. 
Consideration of ethics, ensures respect for the dignity of persons and for their 
autonomy (which is essential for coupling promotion of human rights with promo-
tion of human responsibilities).

A second ground for preferring the term person to various alternatives is the rich-
ness of its descriptive and scientific meaning, as follows, (1) Person is quite proteic 
and comprehensive with biological, psychological, social, ecological and spiritual 
dimensions, (2) It promotes a concept of whole health, encompassing ill health 
(diseases, disabilities, health problems) and positive health (functioning, resilience, 
well-being), (3) It represents an organizing pivot for understanding the increasingly 
prevalent multimorbidity and the corresponding need for the coordination of health 
services, (4) It highlights the persons that are behind the roles of patients, health 
professionals, and family members. The last point also explains why person- 
centered is preferable to patient-centered, i.e., “patient” is just a role, while “per-
son” stimulates broadness and creativity in care.

1 Introduction to Person Centered Medicine
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Further substantiating and delineating the conceptual value of the person, is that 
this is ontologically a central, basic, irreducible element; and epistemologically, it 
can be stated that person-level knowledge is both important and possible [39]. 
Concerning the centrality of the person for understanding health, this has been 
pointedly argued by Cassell [40] and Cassell and Stoyanov [41] (“the person as 
center of health”) and by Tempier [42] (“what is good for the person, is good for his/
her health”). In regard to the view of the person as target and protagonist of health 
actions, this is widely acknowledged as Cassell [43] does in his Nature of Healing.

To complement the presentation and analyses above of a central formulation of 
PCM, some other helpful formulations are presented next. Well received in the clin-
ical arena is the assertion that PCM involves a medicine of the person (of the totality 
of the person’s health, including its ill and positive aspects), for the person (promot-
ing the fulfillment of the person’s life project), by the person (with clinicians extend-
ing themselves as full human beings with high ethical aspirations, and with the 
person (working respectfully, in collaboration and in an empowering manner with 
the person presenting for care) [31].

Also important, as proposed by then WHO Assistant Director General and now 
PAHO Director General Carissa Etienne, is the articulation of person-centered clini-
cal medicine and people-centered public health and to involve a wide range of pro-
fessional and patient organizations to implement and promote such perspectives 
[44]. As person and people are seen as the two sides of the same coin, the term 
persons is often used.

Furthermore, as a theory of medicine, PCM is seen as informed by evidence, 
experience, and values, and aimed at restoring and promoting the health and well- 
being of whole persons. Finally, the following two research models on conceptual-
ization and measurement and on a person-centered integrative diagnosis are 
denotative of the conceptual development of Person Centered Medicine.

1.4.1  Systematic Conceptualization and Measurement 
of Person- centered Medicine and Care

In response to the growing interest and variable understanding of person-centered 
medicine and care, the need for efforts on their systematic conceptualization and 
measurement became apparent. With financial support from the World Health 
Organization, the International College of Person Centered Medicine undertook this 
task [36]. The objectives included the elucidation of the core concepts of person 
centered medicine and healthcare, the design of a prototype measuring instrument, 
and the study of its metric structure, further development, acceptability, reliability 
and validity. The methods employed were the following: A systematic review of the 
literature, consultation exercises with broad international panels composed of health 
professionals and representatives of patient and family organizations, and quantita-
tive and qualitative data analyses.

J. E. Mezzich et al.
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The following key concepts underlying person centered medicine were eluci-
dated: (1) Ethical Commitment, (2) Cultural Awareness and Responsiveness, (3) 
Holistic scope, (4) Relational Focus, (5) Individualized Care, (6) Common Ground 
for Collaborative Diagnosis and Care, (7) People-centered Systems of Care, and (8) 
Person-centered Health Education and Research. On this basis, a Person-centered 
Care Index was developed composed of 8 broad items and 33 sub-items, each mea-
sured on a 4-point scale. The PCI is displayed in Table 1.4.

Table 1.4 The person-centered care index (PCI)

No. Indicators Never Occasionally Frequently Always

1. Ethical commitment
1.1 The dignity of every person involved is 

honored
1 2 3 4

1.2 The patient’s rights are respected 1 2 3 4
1.3 The patient’s autonomy is supported 1 2 3 4
1.4 The patient’s empowerment is advanced 1 2 3 4
1.5 The patient’s personal values and needs are 

understood and respected
1 2 3 4

1.6 The fulfillment of the patient’s life project is 
enabled and encouraged

1 2 3 4

2. Cultural sensitivity
2.1 The patient’s ethnic identity and cultural 

values are recognized
1 2 3 4

2.2 The patient’s language and communication 
preferences are considered

1 2 3 4

2.3 The patient’s gender and sexual preferences 
are respected

1 2 3 4

2.4 The patient’s spiritual needs are pointedly 
considered

1 2 3 4

3. Holistic scope
3.1 The biological, psychological, social, cultural 

and spiritual factors of health inform 
understanding and care

1 2 3 4

3.2 Both health problems/disabilities and positive 
health are attended

1 2 3 4

4. Relational focus
4.1 Clinicians, patients and families work in 

partnership
1 2 3 4

4.2 Empathy in clinical communication is 
emphasized

1 2 3 4

4.3 Inter-personal trust is fostered throughout the 
care process

1 2 3 4

5. Individualized care
5.1 The patient’s individuality and unique qualities 

inform care
1 2 3 4

(continued)
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Table 1.4 (continued)

No. Indicators Never Occasionally Frequently Always

5.2 The patient’s historical and social context are 
factored in process of care

1 2 3 4

5.3 The patient’s personal growth and 
development are promoted

1 2 3 4

6. Common ground for diagnosis and care
6.1 Diagnosis of health status involve patient/

clinician joint understanding
1 2 3 4

6.2 Diagnosis is cooperatively worked out for 
whole person and whole health

1 2 3 4

6.3 Care plan decisions are made collaboratively 1 2 3 4
7. People-centered systems of care
7.1 The health and rights of all people in the 

community are attended
1 2 3 4

7.2 The community participates in the planning of 
health services

1 2 3 4

7.3 Collaboration across disciplines and service 
programs is promoted

1 2 3 4

7.4 Personalized services are aimed at attaining 
high quality and excellence

1 2 3 4

7.5 Health services are responsive to specific 
community needs

1 2 3 4

7.6 Health services are integrated and coordinated 
around patients’ needs

1 2 3 4

7.7 Services emphasize people-centered primary 
care

1 2 3 4

7.8 Services ensure continuity of care 1 2 3 4
7.9 Services are informed by wide person-centered 

perspectives
1 2 3 4

8. Person-centered education, training and 
research

8.1 The health system promotes person-centered 
public health education

1 2 3 4

8.2 The health system promotes person-centered 
health professional training

1 2 3 4

8.3 The health system promotes person-centered 
health research

1 2 3 4

Global average score
Additional evaluative comments

Copyright: Mezzich JE, Kirisci L, Salloum IM et  al. for the International College of Person 
Centered Medicine
Please rate the following person-centered care indicators in terms of their level of presence in a 
given health service. The term “patient” here refers to a person who experiences health problems 
and/or uses health services. To obtain a global average PCI score, please add the partial scores and 
divide this by the number of items actually rated.
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The study of its metric structure revealed high Cronbach internal consistency 
(0.95), scale unidimensionality through factor analysis (69% of the variance 
accounted for by the first factor), and interesting inter-correlations such as the sub- 
item attaining the highest correlation with the global average score being “fulfill-
ment of the person’s life project” (0.88). Validation studies in California, London 
and Lucknow (India) showed quite high levels of inter-rater reliability (above 0.80 
intra-class correlations for most items) and substantial content validity.

The elucidated core concepts of person centered medicine appear to be consistent 
with those of international studies on the bases of person- and people- centeredness 
in primary care and on research and implementation of person centered care. The 
concepts are also consistent with the key domains of person-centered diagnostic 
approaches. Further validation studies with larger samples in diverse settings and 
cultures seem to be warranted. In conclusion, the emerging core concepts of person 
centered medicine appear to be robust. The Person-centered Care Index based on 
such concepts appears to have suitable metrics and promising acceptability, reli-
ability and content validity.

1.4.2  The Person-Centered Integrative Diagnosis Model

Also of substantial conceptual value for Person Centered Medicine is the Person- 
centered Integrative Diagnostic (PID) model aimed at evaluating the person’s whole 
health through key informational domains, upon establishing a common ground 
among involved professionals, patient and family, and employing categories, dimen-
sions and narratives as descriptive tools [30]. The specific objectives of the pertinent 
research program were to review the conceptual bases of person-centered integra-
tive diagnosis as a component and contributor to person-centered psychiatry and 
medicine and to outline its design and development. To this effect, an analysis was 
conducted of the historical roots of person-centered psychiatry and medicine and of 
emerging efforts to reprioritize medicine from disease to patient to person in col-
laboration with global health professional associations and with the coordinating 
support of the International Network and the subsequent International College of 
Person Centered Medicine.

The emerging Person-centered Integrative Diagnosis (PID) model articulates sci-
ence and humanism to obtain a diagnosis of the person (of the totality of the per-
son’s health, both ill and positive aspects), by the person (with clinicians extending 
themselves as full human beings), for the person (assisting the fulfillment of the 
person’s health aspirations and life project), and with the person (in respectful and 
empowering relationship with the evaluated person). This broader and deeper notion 
of diagnosis goes beyond the more restricted concepts of nosological and differen-
tial diagnoses [45]. More specifically, the proposed Person-centered Integrative 
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Diagnostic model, is defined by three keys: (a) broad informational domains, cover-
ing both ill health and positive health along three levels: health status, experience of 
health, and contributors to health, (b) pluralistic descriptive procedures (categories, 
dimensions and narratives), and (c) evaluative partnerships among clinicians, 
patients and families.

An unfolding research program is focused on the construction of practical guides 
and their evaluation, followed by efforts to facilitate clinical implementation and 
training. In summary, Person-centered Integrative Diagnosis is aimed at appraising 
the total health of the total person through plural descriptions and evaluative part-
nerships in order to establish the bases for integrative and effective care of the 
total person.

1.5  Scholarly Development of Person Centered Medicine

Research, educational and publication activities are milestones of PCM scholarly 
development. They are outlined below.

1.5.1  Research on Person-Centered Diagnosis

The diagnostic instrument investigated involved the practical application of the 
Person-centered Integrative Diagnosis (PID) model in terms of the (Latin American 
Guide for Psychiatric Diagnosis) (GLADP-VR) published by the Asociación 
Psiquiátrica de América Latina, Sección de Diagnóstico y Clasificación [46]. This 
guide represents an adaptation of the ICD-10 that seeks through a biopsychosocial 
approach to better reflect the holistic framework and culture of Latin American 
countries. This revision of the original GLADP included updated Latin American 
annotations and the new integrated diagnostic model centered on the person.

The aim of this study was to evaluate among Latin American psychiatrists the 
levels of applicability and usefulness of the GLADP-VR in comparison with major 
international diagnostic classification systems [47]. The survey evaluation instru-
ment included questions about fundamental characteristics of a useful diagnostic 
guide and comparative questions about the acceptability and usefulness of the 
GLADP-VR, the original ICD-10, DSM-IV and DSM-5, and suggestions to improve 
the guide. The sample included 127 Latin American psychiatrists with an interest on 
diagnosis and classification and membership in one of the 17 national psychiatric 
societies affiliated with Latin American Psychiatric Association (APAL). They were 
sent the evaluation instrument by e-mail. Thirty-seven (29.1%) responses were 
obtained. There were no indications of demographic bias between respondents and 
no-respondents. The vast majority of respondents answered the questionnaire com-
pletely. Ninety-two percent reported knowing the GLADP-VR before the survey 
and 65.6% had actually used it before.
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Concerning results, the most commonly used diagnostic system was the original 
ICD-10 (86.5%), followed by the GLADP-VR (56.8%). Regarding applicability, 
the diagnostic system recognized as the most user-friendly was the ICD-10 fol-
lowed by the GLADP-VR, with the most difficult being the DSM-5. Concerning 
diagnostic accuracy, the GLADP-VR was found most useful; and the DSM-5 was 
least useful. Regarding usefulness for clinical care and professional practice, the 
ICD-10 was rated highest, followed by the GLADP-VR, and lowest was DSM-5. 
Regarding usefulness for yielding a complete view of the clinical situation, the 
GLADP-VR was best (83.3%), and DSM-5 was the lowest. Concerning cultural and 
psychosocial contextualization, the GLADP-VR was considered most useful, well 
above the original ICD-10 and the DSMs. Furthermore, the GLADP-VR was con-
sidered more useful for teaching and research by about 80% of psychiatrists, supe-
rior to the other diagnostic systems.

The findings of this study on the most prevalent use of ICD-10 are consistent 
with the results of a survey conducted earlier by the World Psychiatric 
Association across the world [48]. In addition, in the present study less than half 
of the respondents used regularly the DSMs. The findings of the present study 
concerning the GLADP-VR were quite consistent with the corresponding find-
ings of an earlier preliminary evaluation of the GLADP-VR. This seems to be 
related to the GLADP-VR comprehensive personalized diagnostic formulation 
with various components, including narratives. In conclusion, there were indi-
cations that the GLADP-VR is seen in Latin America as having higher diagnos-
tic accuracy, yielding a comprehensive view of the clinical situation and its 
context, and more suitable for teaching, research, and work in community men-
tal health.

1.5.2  Research on Person-Centered Care

This research line is illustrated by a Comparative Study of Prototype Hospitals in 
Lima with the Person-centered Care Index Rated by Health Professionals conducted 
by Perales et al. [49]. The development of generic instruments with substantial met-
ric features to appraise progress towards person-centered care is quite encouraging. 
The aim of the present study was to initiate a person-centered care research program 
in Latin America through the comparative evaluation of prototype hospitals in Lima, 
Peru with the use of the generic Person-centered Care Index rated by health 
professionals.

The study design involved the comparative appraisal of person-centered care in 
four prototype hospitals through the engagement of health professionals using the 
generic Person-centered Care Index (PCI) [36]. A Spanish version of the PCI was 
prepared for the present study in Lima, Peru. For this, groups of physicians and 
nurses working in clinical medicine and surgery services were engaged from four 
prototype hospitals, i.e., a public general hospital, a public specialized hospital, a 
social security hospital, and a private hospital.
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Analyses of the Person-centered Care Index (PCI) global scores that resulted 
from health professionals rating with the PCI four prototype hospitals revealed sig-
nificant differences among these hospitals. They were placed in the following 
decreasing order of person-centered care: private hospital, public specialized hospi-
tal, public general hospital, and social security hospital. There were no significant 
overall differences between the ratings for clinical medicine services and those for 
surgical services, nor between the ratings made by physicians and those made by 
nurses. Professionals with less experience tended to make higher PCI ratings than 
those with more experience. Overall ratings of the ease of use and person-centered 
care suitability of the PCI were between moderate and substantial levels. The find-
ings suggested the value of the PCI for clinical and health service evaluations and 
continued research on person centered care in Latin America and beyond.

1.5.3  Educational Programs on Person-Centered Healthcare

Health professional education was from the beginning at the core of the program-
matic movement on Person Centered Medicine [50]. Initial discussions to outline 
concepts and procedures took place during the annual Geneva Conferences and 
International Congresses on Person Centered Medicine outside their public ses-
sions, under various heads and moderators. Its leadership eventually was assumed 
by Professor Jim Appleyard who had extensive academic educational experience in 
the United Kingdom, the Caribbean Grenada and in Uganda, and had led the World 
Medical Association and some of its ethical programs as well as the International 
Association of Medical Colleges [51].

The ICPCM Educational Program on Person-centered Healthcare started getting 
formally organized during the International Congress in New Delhi, hosted by the 
Indian Medical Association. Chapter authorship was assumed by members of the 
ICPCM Board who are as well experts on various aspects of the educational pro-
gram and lecturers at the above mentioned events. The three initial sections of the 
Educational Program were, (1) General Concepts and Program Organization, (2) 
Communication, Common Ground, Diagnosis and Assessment, and (3) Care 
Planning, Share Decision Making and Inter-Professional Collaboration. They were 
published in three Issues of the International Journal of Person Centered Medicine 
(IJPCM).

A year later these papers plus some other materials were assembled into a mono-
graphic volume titled Seeking the Person at the Center of Medicine, published by 
the University of Buckingham Press under the sponsorship of the Kuwait Medical 
Association. A fourth section of the Educational Program, titled Foundations and 
Horizons was added shortly afterwards and is being published in a Special Issue of 
the IJPCM. The four sections are the current components of the ICPCM Educational 
Program on Person Centered Healthcare, a ‘live program” intended to be so by its 
director Jim Appleyard. Its table of contents is presented in Fig. 1.1.
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International College of Person Centerd Medicine
Educational Program on Person Centered Healthcare

Table of Contents

Prologue: James Appleyard and Juan Mezzich

SECTION 1: General Concepts and Program Organization. 
Introduction to Section 1. Jim Appleyard and Juan E. Mezzich

1.1 Person Centered Medicine Foundations for Medical Education: Juan Mezzich, Ihsan Salloum, Levent 

Kirisci, Alberto Perales

1.2 Medical Professionalism and Ethical and Human Rights Foundations of Person Centered Medicine: 

Jon Snaedal
1.3 The Making of a Physician: A Person-Centered Approach: Shridhar Sharma, Gautam Sharma

1.4 Concepts and Strategies of People-Centered Public Health: Fredy A. Canchihuaman, James
Appleyard, Juan Mezzich

SECTION 2: Communication, Common Ground, Diagnosis, and Assessment

Introduction to Section 2. James Appleyard and Juan E. Mezzich

2.1 Clinical Communication and Empathy: Michel Botbol
2.2 Setting a Common Ground for Collaborative Care and Clinical Interviewing: Juan Mezzich
2.3 Person-centered integrative diagnosis: concepts and procedures: Ihsan Salloum and Juan Mezzich
2.4 Continuity and integration of Person Centered Assessment and Care across the lifecycle: James

Appleyard and Michel Botbol  

SECTION 3: Care Planning, Shared Decision Making and Inter-Professional Collaboration

Introduction to Section 3. James Appleyard and Juan E. Mezzich

3.1 Person-centered Care Planning and Shared Decision-making for Mental and Comorbid Conditions: 
Helen Millar 

3.2 Shared Decision Making in Oncology and Palliative Care: Paul Glare 

3.3 Shared Decision Making for Other General Conditions: James Appleyard and Jon Snaedal 

3.4 Inter-professional Collaboration: Tesfa Ghebrehiwet

SECTION 4: Foundations and Horizons

Introduction to Section 4. Juan E. Mezzich and Michael Wong

4.1 Médecine de la Personne :Tournier’s vision and legacy : John Cox and James Appleyard 

4.2 The Science of Well-being: Integrating the physical, mental, and spiritual aspects of health:
C. Robert Cloninger

4.3 Mental Health Promotion: Person-Centered Perspective: George N. Christodoulou 

4.4   Culture in Person-and People-Centered Healthcare: Werdie Van Staden

4.5 Spirituality and Person Centered Healthcare: John Cox

Fig. 1.1 Table of contents of the ICPCM Educational Program on Person Centered Healthcare

1.5.4  The International Journal of Person Centered Medicine

The importance of having a dedicated academic periodical for the cultivation of the 
emerging programmatic movement on person centered medicine was identified 
early in the course of the annual Geneva Conferences. An opportunity then appeared 
to achieve this objective in a collaborative manner, namely as a joint venture 
between, on one hand, the emerging International Network of Person Centered 
Medicine registered in the State of New York, which would be responsible for sci-
entific content and editorial leadership and, on the other, the University of 
Buckingham Press, established in London, which would be responsible for the 
finances, logistics and the production process of the Journal.
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Publically starting with the mission of advancing the global communication of 
scholarship and research for personalized healthcare, the International Journal of 
Person Centered Medicine was set to provide an effective forum for the rapid com-
munication of advances in PCM and a major vehicle for the stimulation of thinking, 
scholarly interchange and basic and applied research as they pertain to the person-
alization of care for the patient and the development of humanistic models of care 
for groups of individual patients within the context of their social settings. As the 
conceptual and procedural development of PCM has evolved over the years, corre-
spondingly the focus and scope of the journal have evolved as well. The cover of a 
recent issue of the Journal is displayed in Fig. 1.2.

Since the beginning of the Journal, a number of highly distinguished individuals 
with impressive and well established international reputations in their fields agreed 
to assume leadership responsibilities and to join the Editorial Board, some of them 

Fig. 1.2 Cover of the 
International Journal of 
Person Centered Medicine, 
Vol 9 No 4
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accepting the onerous task of a regional editor. Over the years, this group has 
evolved, some members rotating out and others joining the effort. As of 2022, the 
Journal editorial leadership includes Chief Editor Juan E. Mezzich (USA and Peru), 
and Co-Editors C.  Robert Cloninger (USA) (North America), Christine Leyns 
(Bolivia & Belgium) (Latin America), Sandra Van Dulmen (The Netherlands) 
(Europe), Werdie Van Staden (South Africa) (Africa), Michael TH Wong (Hong 
Kong, China) (Asia), Paul Glare (Australia) (South Pacific), and Levent Kirisci 
(USA) (Statistical Editor).

Since its inception, the Journal has published eleven annual volumes. It is indexed 
by various agencies, most recently by the China Knowledge Information Network, 
reportedly the world’s largest indexing and repository service.

1.5.5  The Person-Centered Books Program

Another major publication ICPCM activity refers to textbooks. First it was the 
Person Centered Psychiatry book, then the recently published educational mono-
graph on Seeking the Person at the Center of Medicine, and now the present Person 
Centered Medicine volume.

Perhaps the Person Centered Psychiatry book appeared first in this series 
because the Person Centered Medicine programmatic movement started among the 
130 national member societies and 65 scientific sections of the World Psychiatric 
Association and therefore as a person-centered field it had more time to mature. 
Also true is that its core concern on mental health is not privative of psychiatry but 
has a panoramic cross-sectional place in the whole of medicine. Its publisher was 
Springer, Switzerland and its cover is shown in Fig. 1.3.

The experience of its five editors, Mezzich et al. [52] ranges from genetics to 
behavioral sciences to clinical care to public health. They are among the earlier and 
more consistent contributors to person centered psychiatry.

The 40 chapters of the book encompass an introduction and 39 chapters clus-
tered into the following five sections: (1) Principles (nine chapters), (2) Diagnosis 
and Assessment (five chapters), (3) Person-centered Care Approaches (seven 
chapters), (4) Person-centered Care for People with Specific Mental Conditions 
(11 chapters), and (5) Special Topics (seven chapters). The 83 chapter authors, all 
prominent scholars and clinicians come from 30 different countries from across 
the world.

The second volume in the ICPCM book series, titled Seeking the Person at 
the Center of Medicine, was edited by Appleyard and Mezzich [53] and pub-
lished by the University of Buckingham Press. It contains the core of the “live” 
ICPCM Educational Program on Person-centered Healthcare. It is predicated on 
the pressing need, articulated increasingly by patients themselves, to move 
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Fig. 1.3 Cover of the 
person centered 
psychiatry book

towards personalized, integrated and contextualized models of clinical practice 
within a humanistic framework of care that recognizes the importance of apply-
ing science in a manner which respects the patient as a whole person and takes 
full account of his values, preferences, and aspirations. This monograph is 
divided into three discrete but interrelated sections. The first section of four 
papers includes the conceptualization and measurement in person centered med-
icine and embraces the relevance of the social determinants of health and people 
centered public health. The second group of articles moves on to the practical 
aspects of patient-physician communication and the importance of a compre-
hensive diagnosis. The third section emphasizes the importance of shared deci-
sion making with key examples and inter-professional collaboration. The 
program is a living document and it is intended to be revised with the help of 
those who study and apply a person-centered approach to their own practice. Its 
cover is presented in Fig. 1.4.
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Fig. 1.4 Cover of the book 
on seeking the person at 
the Center of Medicine

1.6  Presentation of the Person Centered Medicine Book

The textbook on Person Centered Medicine presents in an authoritative manner the 
PCM international collaborative programmatic movement, as it has evolved to date, 
and its growing knowledge base. It is officially sponsored by the International 
College of Person Centered Medicine and published by Springer Nature Switzerland. 
This section outlines the purpose, authorship, structure, and content of the book.

The book is edited by five professorial clinician-scholars in Family Medicine, 
Pediatrics, Geriatric Medicine, Palliative Medicine and Psychiatry. Most chapters 
are written by two or more authors from diverse parts of the world. This arrange-
ment intends to promote authoritative consensus, convergence validity, and broad 
international perspectives and coverage. In total, 105 clinician-scholars authored 
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the book chapters. As a group they come from 25 different countries, covering all 
continents and world regions, i.e., North America, Latin America, Europe, Africa, 
the Middle East, Asia and Oceania.

The book structure encompasses an Introduction to the field and the book, and 
four sections on Principles of Person Centered Medicine (8 chapters), Methods for 
Person Centered Clinical Care (9 chapters), Clinical/Health Fields for Person 
Centered Care (22 chapters), and Empowerment Perspectives for Community 
Members and Health Professionals (2 chapters). Figure 1.5 displays the table of 
contents of the book, including its editorship and publisher, and the book sections 
within which chapters are nested along with the authors of each.

1.6.1  Section Highlights

The Section on Principles of Person Centered Medicine (PCM), starts with a 
chronological review of the history of medicine in general and of person centered 
medicine in particular, both in narrative and tabular forms. It denotes that persons’ 
health and life have represented fundamental social caring concerns throughout 
human history. The critical review of the ontology and epistemology of PCM reveal 
its strengths as well as its exploratory aspects as a theory of medicine and a practical 
strategy. Its axiological and ethical bases are the foremost principles of PCM. Other 
principles that articulate science and humanism are also reviewed, including a holis-
tic framework for understanding and action, the value of communication and rela-
tionships, the need to individualize care, and the consequential establishment of a 
common ground among health professionals, patient and family for collaborative 
diagnosis as joint understanding, and shared decision-making for collaborative care. 
PCM principles at the systems level involve the persons-centered integrated organi-
zation of health services and enriching professional education and health research 
as person-centered crucial support activities.

The Section on Methods for Person Centered Clinical Care reviews the proce-
dural aspects of various components of person-centered clinical care. The review 
starts with how to establish common ground among physicians, patients, and fami-
lies for collaborative diagnosis and shared decision making, a common ground 
which is recognized as the crucial first step for the whole person-centered medical 
practice. The ensuing chapters deal in fact with a collaborative approach to the two 
most basic components of clinical care, i.e., diagnosis and treatment. Diagnosis, 
however, is not just the conventional identification of disorders (nosological diag-
nosis for [45]) but a diagnosis of disorders and positive health (full diagnosis for 
Lain Entralgo), i.e., total health diagnosis, which also encompasses diagnosis of 
risks and protective factors, and consideration of the experience and values of the 
protagonists in the collaborative process, all to be presented in a comprehensive 
schema and in a narrative summary. Treatment decisions are also to be made col-
laboratively. As care involves more than conventional treatment, a chapter on educa-
tion and counselling provides such complement. Powerful descriptive and processing 
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Person Centered Medicine A Book Published by Springer Nature Switzerland
Editors: Juan E Mezzich, W James Appleyard, Paul Glare, Jon Snaedal, and C Ruth Wilson 

1.      Introduction: Juan E Mezzich, W James Appleyard, Paul Glare, Jon Snaedal, Ruth Wilson. 

Part I Principles of Person Centered Medicine (Editor: W James Appleyard) 

2. Historical Development of Person Centered Medicine: Harvey White, John Cox, George Christodoulou, W James
Appleyard

3. Ontological and Epistemological Bases of Person Centered Medicine: Tim Thornton
4. Human Rights, Ethics and Values in Person Centered Medicine: W James Appleyard, George Christodoulou,

Francisco León

5. Holistic Framework: Werdie Van Staden, Robert Cloninger, John Cox
6. Individualized Care: Ihsan Salloum, w James Appleyard, Mohammed Abou-Saleh

7. Communication and Relationships: Roger Ruiz-Moral, Tesfa Ghebrehiwet
8. People-centered Health Services: Alison N. Huffstetler, Robert Phillips, Christine Leyns,Joel S. Willis, Fredy

Canchihuaman
9. Person-centered Health Education and Research: S Hauck, L Salvador-Carulla, A Perales, J Saavedra, C Salcedo,

TM. Bastos

Part II Methods for Person Centered Clinical Care (Editor: Ruth Wilson)

10. Establishing Common Ground, Engagement, and Empathy: Michel Botbol, Neal Adams, Juan E Mezzich
11. Interviewing and Diagnosis: Juan E Mezzich, Ihsan Salloum, Michael Wong, Marijana Bras, Veljko Djordjevic,

Ruth Wilson
12. Collaborative Treatment Planning: Paul Glare, W James Appleyard

13. Education and Counselling: Alberto Perales, W James Appleyard, Juan E Mezzich, Eduardo Ticona
14. Narrative Medicine: Laurence Kirmayer, Ana Gómez-Carrillo, Eduardo Garrido, Ekaterina Sukhanova
15. Digital Technology for Person-centered Care: Paul Glare, Liliana Laranjo da Silva, Levent Kirisci, Claire

Ashton-James
16. Rehabilitation: Marianne Farkas, Juerg Kesselring
17. Prevention: Salman Rawaf, Celine Tabche, George N Christodoulou, David Rawaf, Harumi Q Yamamoto

18.    Health Promotion: Susan Phillips, Margit Schmolke, Christine Leyns

Part III Clinical/Health Fields for Person-Centered Care (Editors: Jon Snaedal/
Chps 19-29 and Paul Glare/Chps 30-40) 
19. General Practice/Family Medicine: Ted Epperly, Ruth Wilson, Michael Kidd

20. Internal Medicine: José Luis Calderón, Herman Vildózola
21. Women’s Health and Maternity Care: Ruth Wilson, Jose Pacheco, Petra ten Hoope-Bender
22. Neonatal Health Care: Ornella Lincetto, Silke Mader, Saverio Bellizi, Arti Maria, John Cox, Nathalie Charpak
23. Pediatrics: W James Appleyard, Manuel Izaguirre, Lucy Gait, Ian Sinha

24. Geriatric Medicine: Jon Snaedal, Mariarí Uzcátegui
25. Neurology: Juerg Kesselring, Heena Narotam Jeena
26. Psychiatry and Psychology: Michel Botbol, Diogo Telles, Maria Ammon, Ihsan Salloum
27.    Emergency Medicine: Al Giwa, Cailey Simmons, Christopher Clifford, Melissa Villars, Clifford Marks, Demis Lipe

28.   Infectious Diseases and Pandemics: Eduardo Ticona, George Fu Gao, Lei Zhou, Marcos Burgos
29 Clinical Genetics: Vigdis Stefansdottir, Jon J. Jonsson, Christine Patch
30. Endocrinology (including diabetes and obesity): Sanjay Kalra,Guy Rutten

31. Cardiology: Dante Manyari, Israel Belenkie, Oscar G Quiroz
32.  Pulmonary Medicine: Christopher Dennis
33.  Intensive Care Medicine: Marc Tonelli
34. Oncology: Rajiv Agarwal, Zoran Rakusic, Ana Misir Krpan, Trinh Le Huy, Andrew Epstein
35. Surgery and Anesthesiology: Rebecca Martin,Pringl Miller, Gheorghe Borcean, Oscar Cluzet, Ghassan Shahrour

36. Pain Medicine: Chris Hayes, Hema Rajappa
37. Palliative Care: Odette Spruijt, Dante Manyari, Rachel Halpin-Evans, Paul Glare
38. Public Health: Fredy Canchihuaman, Christine Leyns, Juan E Mezzich
39. Nursing and Other Health Professions: Tesfa Ghebrehiwet, Julio Mendigure

40.    Traditional Medicine: Thomas Heise, Martha Villar-López, Oswaldo Salaverry

Part IV Empowerment Perspectives (Editor: Juan E Mezzich)

41. Community Members: Austen El-Osta, Pete Smith, Christine Leyns, Otto Steenfeldt-Foss, David Webber
42. Health Professionals: Robert Cloninger, Drozdstoj Stoyanov, Kristina Stoyanova, Kimberly Stutzman

Fig. 1.5 Table of contents of the person centered medicine book
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tools are presented as narrative medicine and digital medicine. Separate chapters 
review additional components of care, i.e., prevention and rehabilitation. And the 
final one caps it all as health promotion or salutogenesis, in line with persons- 
centered medicine being aimed at the fulfillment of all.

The Section on Health Fields for Person-centered Care is the largest in the 
Book as it contains 22 quite diverse chapters. It starts with two pivoting fields. The 
first on Family Medicine or General Practice is aimed at addressing prominently the 
fundamentals of health care, the articulation of levels of care, contextualization with 
family and community, and coordination with public health, and thus has a major 
role in persons-centered medicine. The second, internal medicine, also has a pivot 
role representing and coordinating the highest levels of specialized care and perhaps 
of this its contributors in this book recognize PCM as a fundamental principle and a 
crucial strategy, beyond differences in procedures and tactics. The ensuing chapters 
on Women’s Health, Neonatal Care, Pediatrics, and Geriatric Medicine are closer to 
the first two in the sense that focus on broad groups of the general population more 
than on specific diseases or procedures. Chapters 25 (Neurology) to 37 (Palliative 
Care) correspond to the more conventional medical and surgical specialties largely 
focused on clinical conditions and specific treatments. Even so, person centered 
medicine, as these chapters’ authors recognize, is still highly pertinent in order to 
fulfill the fundamental responsibilities of physicians beyond differences in diagnos-
tic and therapeutic techniques these practitioners are expected to use competently. 
In this group of specialty chapters, that on Psychiatry and Psychology has a particu-
lar place given that it deals not only with mental disorders but also prominently with 
mental health, which as a crucial aspect of positive health is a major goal of person 
centered medicine. The last three chapters have special features and roles. Public 
Health is of course a major broad area of health services and policies, complement-
ing here the clinical fields. The chapter on Nursing and Other Health Professions 
emphasizes the crucial importance of inter-professional training in order to ensure 
effective collaborative care, a key goal of person centered medicine. Traditional 
Medicine is grounded on history and anthropology and as such provides depth and 
contextualization to medical practice.

Practical Issues for the Implementation of Person-centered Care were dealt 
with particularly in this Section on Health Fields. Concerning Key Factors for such 
implementation, a preliminary review of some of the chapters revealed that all the 
eight principles of PCM [36] were identified by this small group of chapters as key 
factors. Most frequently identified were the historically deepest principle, Ethical 
Commitment, and the most recently developed, Common Ground for Collaborative 
Diagnostic Understanding and Shared Decision Making. Next in frequency of iden-
tification were Holistic Framework, Relationship and Communication Focus, and 
Individualized Care. In addition to the three other principles less frequently identi-
fied, there were two other Key Factors suggested in terms of “focus on outcomes” 
and “hope for recovery”. Concerning the Extent To Which the Field is Person- 
centered, one chapter suggested that the field was already quite person-centered in 
practice and in terms of formal authoritative statements; while others suggested 
there was still much to be done although there is a growing perception of the value 
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of this approach. Concerning the Obstacles for the Implementation of Person- 
centered Care a large number of barriers were identified, including a mind-body 
dualism that militates against a holistic approach, financial incentives that privilege 
attention to organs and techniques, and unawareness and unpreparedness of practi-
tioners to look for and carry-out person-centered medicine. Concerning Field 
Changes Needed for Person-centeredness, the many suggestions offered included 
adding self-care, mutual care and community engagement to medical science evi-
dence, implementation of inter-professional collaboration, introduction of regula-
tory provisions and financial incentives to promote person-centeredness, and 
upgrading clinicians’ personal attitudes towards the fundamental role of healthcare. 
Book readers and researchers may enrich the responses to these Person-centered 
Implementation Issues.

The final Section on Empowerment Perspectives addresses the importance of 
social engagement for care at the center of medicine and health since Neanderthals 
times [1] to person-centeredness in the twenty-first century. Such empowerment is 
first applied to community members where new health strategies such as self-care 
and mutual care are being developed and where active social participation in caring 
for each other’s health and well-being, since primary school years, is essential. 
These perspectives are also applied to health professionals, on one hand, to optimize 
their work through the establishment of common ground with patients and families 
for collaborative broad diagnostic understanding and shared decision-making, and 
on the other, to overcome burn-out and promote well-being leading to healthy pro-
fessional corps that are socially effective and personally fulfilled.

1.7  Colophon

The prevalent outlook of medicine in the twentieth century marked by reductionist 
and dehumanized care is slowly changing towards the twenty-first which is being 
recognized as the century of the Person, not only in Medicine and Health, but also 
in Education and other social activities. Emerging within this promising context is 
Person Centered Medicine as a broad, conceptual, international and collaborative 
programmatic movement. Springer published in 2016 a textbook on Person Centered 
Psychiatry under the sponsorship of the International College of Person Centered 
Medicine and the World Psychiatric Association, having a core concern on mental 
health, which is not a private domain of psychiatry but has a panoramic cross- 
sectional place in the whole of medicine.

Now, the textbook on Person Centered Medicine presents in an authoritative 
manner the PCM international collaborative programmatic movement, as it has 
evolved to date, and its growing knowledge base. It is officially sponsored by the 
International College of Person Centered Medicine and published by Springer 
Nature Switzerland. Its authorship and structure reflects the features of a program-
matic movement that is historically- and science-informed, ethically-committed, 
and socially responsible. Its vision and goals involve total health for a total person. 
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Ongoing work and upcoming publications would focus on redesigning health sys-
tems fit to purpose, training health professionals who are ready for collaborative 
practice, and people engaged in their own and mutual care, and integrating ancestral 
and community knowledge and wisdom with the contributions of all health-relevant 
social sectors.

Acknowledgements and Disclosures The book editors and chapter authors do not 
report conflicts of interest.

Professor Jim Appleyard passed away after fulfilling his authorship and editing 
responsibilities. He personified what is best of person centered medicine and thus his 
legacy is inspiration and encouragement for colleagues and friends across the world.
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2.1  Introduction

Medicine is nothing without the person. The historical overview of person centered 
medicine to be conducted in this chapter will be organized in sections correspond-
ing to relatively standard history eras or ages. In each them, a more basic medical 
historiography will be presented followed by more specific person-centered con-
cerns and developments.

2.2  Pre-history (Up to 4000 BC)

As homo sapiens metamorphosed into a person with an individual character—and 
moreover became a member of a stable group—relationships and interactions inevi-
tably changed, leading to growing interdependence. Initially communities were 
relatively simple and static; skills and knowledge were most likely incipient. Persons 
not feeling well and those around them may have waited and watched for a resolu-
tion of illness, accompanied and comforted by each other. As communities became 
more differentiated and sophisticated, core tasks such as food gathering and then 
hunting were undertaken by some on behalf of the others. Neanderthal care for ill-
ness and injury was widespread and depended on close social bonds, at least as in 
later times. Fundamentally, they seem to have lived in groups with substantial con-
cern for each other’s wellbeing [1].

Neanderthal healthcare is significant not in its distinctiveness compared with 
that of more modern humans in later periods but in its similarity. Neanderthals 
appear to share a common human emotional and practical response to vulnerabil-
ity and suffering in those to whom they were close. Attitudes also reflected in the 
care of children and to the body at death through mortuary practice. The very simi-
larity of Neanderthal healthcare to that of later periods has important suggested 
implications—that basic organized care is not unique to our species but is also 
seen in animal groups [2]. Despite the skills and acquired knowledge meeting 
many caring needs within the communal group, there must have been frustrations 
in certain areas including the understanding of death and infirmity. Inevitably, 
some believed they had special powers in communicating with the dead as well as 
good and evil spirits. With few therapeutic measures available, magical healing 
often became part of their repertoire. The ‘medicine man’—initially a male but 
eventually also a role undertaken by women—became a feature of many very early 
communities [3].

Of major relevance to person centered medicine, the above observations about 
Neanderthals bring into clear focus how important were accompanying, concern, 
and commitment by the primary support group for the protection and restoration 
of health.
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2.3  Early History (4000 BC to 476 AC)

The mutation into a physician was far distant but the course of travel had been set 
and would depend on observation, the accumulation of knowledge, records and 
eventually the development of a higher structure within society. This led to appren-
ticeship, centers of learning and places where treatment could be delivered by spe-
cialists. These, ultimately, became subjected to certain controls imposed upon them 
by Trade Guilds which also oversaw the way in which they were able to practice. [4] 
Although religions have usually championed the needs and wishes of the individual, 
this was often subservient to the analysis and treatment of a case in a trial. Less 
thought was given to considering the wishes, sensitivities and anxieties of those 
receiving universally accepted and prescribed treatment. Patients were consequently 
becoming a statistic in the delivery of scientific medicine. During five millennia of 
evolution of the medical profession, the importance of the person as a patient has 
become secondary to the ever-increasing complexity of the delivery of care [5]. This 
results in a loss of dignity, compassion and respect.

Archaeological excavations across Europe right to the Atlantic seaboard—
including, also, the Middle East Egypt, and Andean cultures—confirm that many 
people survived serious injury and even surgical intervention [6]. This is proved by 
the deposition of new bone around the sites of injury or intervention. We know, 
therefore, that incipient but effective treatments have been attempted since very 
early times.

In the Far East, the first significant records of formal medicine were in China, 
where the sense of complementarity (the ying and yang) was a fundamental symbol 
of health. Some of the earliest records correspond to Huangdi Neiging—the so 
called ‘first’ but actually mythical Emperor who seemed to have reigned from 2500 
BC. Often referred to as the ‘Yellow Emperor’, the book associated with him was a 
series of questions and answers on medical topics [7]. It became a popular text dur-
ing the reign of Emperor Shi Huang, founder of the Qin dynasty in 247 BC. Although 
traditional Japanese medicine—kampo which taught that mind and body were 
inseparable for health—was introduced via Korea in the fifth century CE, the first 
written records of Japanese medicine, do not appear until the seventh century AC in 
documents known as the ‘Daido Ruijuho’ commissioned by Emperor Kanmu [8]. 
Clearly, therefore, oceans at that time formed an almost impenetrable barrier to 
communication and the exchange of culture.

There was, however, a relatively seamless exchange, across land masses accom-
panying trade. Cuneiform tablets discovered in Babylon and dated to 266 BCE in 
the reign of King Hammurabi recorded legal aspects of regulating malpractice 
within society generally [9]. Within this were some medical examples. Certain 
errors and malpractices were associated with a monetary fine. These were less 
severe if it was a slave rather than a freeman who had been wronged. The general 
thrust of the code of practice was the protection of the individual person and that the 
physician should ‘do no harm’.
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Later, in India, the Vaidya Oath warned Hindu physicians not to undertake 
unlawful acts during the course of their medical duties. From 1700 BC the Vedic 
and Sanskrit books in India detailed medical practices some of which such as 
Ayurvedic holistic medicine and massage may well have been established as early 
as 3000 BC [10]. In Assyria cuneiform tablets from the reign of King Ashurbanipal 
(668–627 BCE) further codified the laws which had been developed over centu-
ries [11].

The formal development of the medical ethical code and person-centered care in 
the West can be traced most directly to Ancient Greece, specially to Plato, Socrates, 
Aristotle and Hippocrates.

The collection of writings known as the Hippocratic (450–370 BC) ‘Corpus’ 
has contributed immensely to the development of medical practice. They empha-
sized the need for confidentiality and non-maleficence as well as the role of a psy-
chosomatic element in some conditions. Emotions such as anxiety, sadness and fear 
may be responsible for physical symptoms. Mental conditions were attributed to an 
imbalance of the ‘humours’—water, air, fire and earth leading to phlegmatic, san-
guine, choleric and melancholic moods. Not dissimilar attempts were made by 
ancient Chinese philosophers with their ‘yin and yang’ concept of dualism to 
explain the balance of opposites in both nature and medicine. The pre-Socratic phi-
losophers of nature (physikoi) in the sixth century B supported a biological percep-
tion of illness as distinct from a theocratic one. A major contributions of Hippocratic 
teaching was to develop these ideas and teach that the “holy disease” (epilepsy) was 
no more holy than the rest of the diseases and that, contrary to the beliefs of the 
time, it resulted from physical causes. The exact date of the Hippocratic code or 
‘oath’ and indeed the likelihood that one individual was responsible for the code is 
questionable.

The two important centers of medicine with Asclepions (healing sanctuaries) and 
Asclepiads (priests of Asclepion) were Cnidos which had close connections with 
Egypt, and Kos. The Hippocratic Oath is probably a combination of the ‘Cnidian 
sentences’ and the ‘Hippocratic corpus’ [12]. As training was undertaken at both 
places, there is speculation that part of the ‘oath’ was an address to students at the 
end of their training. (Lane Fox) Hippocrates also highlighted the importance of 
respect for one’s teachers and expressed opposition to euthanasia and abortions. His 
emphasis on confidentiality referred to both ‘free’ citizens and slaves alike. This is 
important as it is an early example of a person-centered approach. The principle that 
physicians should not treat illnesses but persons who suffer from illness was 
accepted and confirms the importance of the person.

Plato and Socrates also made a significant contribution to person-centered med-
icine, holistic medicine and psychosomatic medicine. In the dialogue “Charmides” 
the two basic principles of Psychosomatics, namely psychogenesis and ‘holism’—a 
term not actually used until 1926 by Jan Smuts—were communicated. Plato further 
contributed to person centered medicine by stating in the dialogue “Phaedros” that 
Medicine is not just giving medication but it is an Art and concludes that in the same 
way that medicine treats the body, words cure the soul [13].
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The basic concepts and provisions of the Hippocratic teachings have been devel-
oped into contemporary ethical codes. An example is the incorporation of benefi-
cence and non-maleficence within the ethical concept of ‘’Principlism’ [13]. 
Philosophers of ancient Greece, like Plato and Aristotle compiler of the 
Nicomachean Ethical Treatises have greatly influenced our present-day and con-
stantly developing perception of ethics [14, 15]. Aristotle also made major contribu-
tions to person-centered care by highlighting well-being in terms of life lived well 
(“eudaimonia”), i.e., the fulfillment of health and personhood.

Other ethical oaths such as the ‘Oath of Sun Simiao’ (581–681 CE) in China 
show how widely attention was being paid to ethical aspects of medical practice.

Also important for medicine and health among early civilizations is the Andean 
world view [16, 17], with its emphases on ethical solidaristic living (living well in a 
dignified manner, allyn kawsay, not leaving anybody behind), and a profound (and 
surprisingly modern) concept of health as harmonious equilibrium among the inter-
nal, social and natural worlds). Also pertinent is to mention here South African 
ancestral cultures, emblematized by Ubuntu humanism (encounter of persons as a 
goal in itself; becoming a person through other persons) [18].

2.4  Middle Age (476–1493 AC)

2.4.1  Pre-islamic Period

The culture and medical practices of the ancient Eastern civilizations, reached the 
Seleucid Empire—a Hellenistic State in Western Asia—through trade and Westward 
migration from the third century BCE onwards. Then from the second century BCE 
the Sassanid Empire—the last Persian dynasty before Islam—came to benefit from 
this influx of culture from the East [19]. As trade, migration and both Byzantine and 
Islamic conquests pushed to the West, there was the opportunity also to absorb the 
culture and medical practices of Greece, the Roman Empire and Egypt from around 
the Mediterranean littoral. All these ancient civilizations had been developing and 
recording medical traditions of their own. Excavations at Mycenae in Greece (1400 
BCE) yielded a hoard of surgical instruments.

There are records of medical and surgical patients and medical books in Rome in 
the first century CE including when Galen, a native of Pergamum in Asia Minor, 
came to practice in Rome. Galen maintained that there was no distinction between 
mental and physical aspects of disease. He described various physical conditions 
expressed through mental symptoms and concluded that in view of the fact that the 
soul is affected by physical influences it must be an integral part of the body.

He carried this conclusion further by stating that body and soul may share the 
same composition [20].

The torch of medical learning was not passed on smoothly like a relay baton. 
Sometimes conflicts and established prejudices—both temporal and spiritual—held 
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up dissemination of medical learning—when, for example, religious doctrine inhib-
ited anatomical dissection. On other occasions the converse was true. An example 
of this was the unintended consequence when Nestorius, the Patriarch of 
Constantinople, was declared a heretic at the Council of Ephesus in 431 AC.

His followers fled East with the Greek and Roman medical texts which were 
housed in the libraries of Constantinople. Nestorians set up various centers of medi-
cal learning and teaching in the Sassanid Empire. Prominent amongst these were 
those at Nisibis, Jundishapur and Edessa.

2.4.2  Islamic Medicine Golden Age

With the emergence of Islam in seventh century CE, their close proximity to the 
Nestorian diaspora provided an opportunity for the Greek and Roman texts to be 
translated into Arabic. The resulting texts incorporated the wisdom and practices 
from many centuries and from many civilizations stretching Westward from China.

The apogee of Islamic Medicine is epitomized by the physicians Haroon Al 
Rashid, Rhazes and Avicenna, centered in Baghdad and prominent in the Eastern 
Arab Caliphate between 766 and 1037 AC during what is referred to as the ‘Golden 
Age’. Avicenna was influenced by Aristotelian philosophy. The works he is believed 
to have compiled include The Canon of Medicine, a encyclopedia, which became a 
standard medical text at many medieval universities and remained in use as late as 
1650 AC [21].

When the territorial conquests of Islam moved to the West along the coast of 
North Africa, they were able to encapsulate the Egyptian medical traditions and 
those of the Western Byzantine Empire and finally the ancient Berber traditions 
from the Atlas Mountains. The Islamic invasion of the Iberian Peninsula in 711 CE 
made this wealth of knowledge accessible to Northern Europe. Physicians who 
emerged here and flourished in the Western Caliphate between 936 and 1204 AC 
were Albucasis, Avenzoar, Averroes and Maimonides. The centre most significantly 
engaged in the translation of the medical texts, into the European lingua franca of 
Latin and also French was Toledo. Gerard of Cremona (1114–87 CE) was promi-
nent amongst the translators who were encouraged by King Alfonso X.  Indeed, 
Toledo became part of the interface between two cultures who had not previously 
met significantly [22].

European medicine was therefore led out of the Dark Ages as a result of com-
munication with the Arab world. However, when the ‘reconquist’ started—from as 
early as 790 AC—a gradual expulsion of Arabs began from Spain. Some of the 
medical scholars, rather than returning to North Africa, journeyed overland towards 
the East, populating universities such as Padua which developed a fine medical tra-
dition. Graduates were attracted to these Universities from Northern Europe and 
even England. Europe continued to benefit enormously from the wealth of medical 
knowledge brought by Islam via Spain. Therapies not previously practiced in 
Europe and especially a knowledge of herbal medicine was part of this legacy. In 
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addition, the Arab influence left behind important principles of care by developing 
the earliest health care institutions or hospitals such as the Maristan in Granada 
(courtyards with medical facilities as well as places of commerce and refuge) within 
communities [23]. The principles in their delivery of care were holistic treatment, 
gentle care, pleasant areas, specialist units and outreach home visits. Accreditation 
of physicians, multi-denominational care and minimal religious control were either 
adopted or ‘reinvented’ in Europe.

Maimonides, 1135–1204 AC although Jewish and living in Spain under Arab rule, 
enjoyed the intellectual freedom afforded to them by their oppressors. His ‘prayer’ or 
code of practice aimed to remove all evil people who might ‘frustrate the wisest pur-
poses of our art’. He also ‘willed himself to be open to improvement and instruction 
to benefit mankind’ [24]. It is unlikely that all these historic codes would have devel-
oped without any communication with or understanding of the needs of neighboring 
communities and civilizations. In recent years, the World Medical Association and 
Board of Internal Medicine have developed codes in response to current needs.

2.4.3  Other Salient and Late Middle Age Events

The Crusades reflect the articulation of religion and war. The First Crusade was 
ordered by Pope Urban II in 1095 CE to retake Jerusalem after it had fallen first to 
the Sassanid Empire and then the Arabs under Umar. The Knights of St. John 
(Hospitallers) was founded in 1023 CE to tend to sick pilgrims and subsequently 
they came to be involved in the care of those injured during the Crusades [25]. The 
polarization of the Arab and Western world has never really recovered and the West 
has to a large extent forgotten the intellectual and medical debt which historically is 
owed to the Arab invasion of the Iberian Peninsula—the final common path of the 
passage and development of medical knowledge which started its long journey from 
origins in the East.

Travel and trade have often led to the introduction of disease and epidemics 
between communities which had previously not been in contact. Occasionally this 
was overwhelming and in the form of a pandemic when no related cross-immunity 
existed. Plagues inflicted on Egypt by the God of Israel are recorded all through the 
book of Exodus. More recently and well documented historically is the First Plague 
in Europe (541 AC). This was caused by fleas with rats as the intermediate ‘host’. 
With ever increasing contact between countries through trade and travel, plagues 
became a feature of the Middle Ages. The next pandemic was in 1300 CE and 
known in Europe as the ‘Black Death’ [26]. Its path can be traced along the Silk 
Road from the East. The last major outbreak was in London was 1665 AC, a year 
before the Great Fire which may indirectly have helped eradicate the final traces of 
the plague by reducing the rat population. Interestingly, the pandemic caused by the 
corona virus which started in 2019 CE also seems to have started in the East and 
worked its way westward across the Globe—aided by international air travel 
and trade.

2 Historical Overview of Person Centered Medicine



36

Following the First Crusade, leprosy was introduced into England by the return-
ing Crusaders. Leper colonies had been developed in England after the disease was 
initially brought in by the Norman invaders. These colonies probably formed some 
of the first medical communities. After the Crusades, leprosy, again, became a prob-
lem and further colony to house and contain the sick in isolation were constructed. 
Examples of these are St John’s Hospital in Oxford and St Nicholas Hospital near 
Canterbury Kent UK.

What is regarded as the first general hospital in England to look after patients 
with broad and various medical problems is St Bartholomew’s Hospital founded in 
1123 AC and attached to an Augustinian Priory in Smithfield, London. The Founder 
of the Hospital and first Prior of the associated Monastery was Rahere. He had 
become ill in Rome when on a pilgrimage. He must have been impressed with the 
provision of care for the sick which he had seen on his travels. This had undoubtedly 
benefitted from Arab influence. After a ‘vision’ Rahere vowed to found a hospital on 
his return to London if he was restored to health [27]. The resulting foundation is 
now about to celebrate the 900th anniversary of continuous clinical care.

The invention of printing by Johannes Guttenberg in 1440 was a development 
of enormous importance for the dissemination of general, professional and scien-
tific information.

2.5  Modern Age (1493–1789)

The rediscovery of the person in the arts and the cultivation of the humanities denote 
the profile of the Modern Age. Its later phases involved the development of illustra-
tion and rationalism, which contributed to the bases of the French Revolution and 
the emergence of the Contemporary Age.

2.5.1  Impact of Travel and Publications

Without travel to and communication with countries and cultures leading to the 
sharing of ideas and knowledge, the delivery of care would inevitably stagnate. 
International travel by doctors has, for Centuries, been enormously beneficial in this 
respect. There are documented examples of academic pilgrimages made to Padua 
by Andreas Vesalius from Leuven as early as 1537 and William Harvey from 
Cambridge in 1599. It was there that they both sat at the feet of Hieronymus 
Fabricius who, in 1562, had revolutionized the teaching of anatomy with public dis-
section. This focused attention on the individual—muscles, nerves, bones and inter-
nal organs—rather than disease involving communities. It was not, however, until 
many years later following experiments with animals when back in England that 
Harvey developed his theory of the circulation of blood. By observation, he proved 
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that blood flowed along veins which have one-way valves and 1628 his treatise De 
Motu Cordis on the circulation of blood was published. From such early examples, 
medical travel now embraces individual visiting fellowships and also conferences 
which allow a vital exchange of ideas and skills. Co-operative international initia-
tives encouraging travel to other countries including travelling fellowships and 
organizations such as Medicine sans Frontiers have been founded. This has led to an 
exchange of knowledge on the one hand and aid, instruction and community care to 
stricken communities on the other.

2.5.2  Influence of Religion and Churches

During the fifteenth century, the influence of the Churches on learning in general 
and medicine, in particular started to wane. A leader in this separation was 
Theophrastus Bombastus von Hohenheim—otherwise known as Paracelsus 
(1493–1541). He was the son of a Swiss Physician and considered to be almost a 
prophet by the German Rosicrucians. His ideas were defined as Paracelcianism. 
Although many of his prophesies were not fulfilled, he is often regarded as the 
father of modern medicine as, like Hippocrates, he rejected sacred magic and ques-
tioned religious orthodoxy.

By the sixteenth century, the impact of learning, observation and apprenticeship 
unfettered by the Church allowed medical practitioners to find an important place in 
society all over Europe. They formed Trade Guilds which oversaw training and 
standards. These often grew into professional bodies—as happened when the 
Barbers and Surgeons became united in London in 1540 under the guidance of 
Thomas Vicary. In 1800 it metamorphosed into a Royal College with a Royal 
Charter. An important example of a Barber-Surgeon practicing in France is that of 
Ambroise Paré (1510–1590) who had been apprenticed to his brother. His skills, as 
with many Islamic practitioners in earlier times, ranged widely from cataracts, blad-
der dysfunction and stones to arterial ligation—and, importantly, record keeping 
which now included illustrations.

Thomas Percival 1740–1804 was an English physician and health reformer who 
in 1803 wrote Medical Ethics; or, a Code of Institutes and Precepts, Adapted to the 
Professional Conduct of Physicians and Surgeons. He is said to have coined the 
term ‘medical ethics’ to describe moral correctness. He was also a pioneering cam-
paigner in Manchester for public health measures, factory regulation and occupa-
tional health. He led a group of doctors who supervised textile mills. Their report 
influenced Robert Peel to introduce the Health and Morals of Apprentices Act 1802. 
This legislation stipulated that children could work for only 12 h a day. The work-
place had to be clean and light, and inspectors admitted so that they could make 
suggestions about health and wellbeing. This underlined the importance of the per-
son in any group whether that was a factory workforce then or a cohort in an evi-
denced based trial today. [28]

2 Historical Overview of Person Centered Medicine



38

2.5.3  Further Advances in Medicine

A period of great advancement and discovery in medicine was ushered in from the 
seventeenth century onwards. This was a consequence of careful observation, mea-
surement and classification made possible by many technical advances in unrelated 
fields such as optics. The development of the microscope was made possible as a 
result of the ability to make lenses and a knowledge of the physics of light waves. 
The first ‘compound’ microscopes—having an objective and an eyepiece lens 
appeared in Europe about 1620. These allowed Malpighi to observe and describe 
capillary vessels in 1661.

Herman Boerhaave (1668–1738 CE) was a Dutch physician who pioneered a 
quantitative approach to medicine by using a thermometer to measure the tempera-
ture of patients [29]. The recording of physical and chemical aspects of disease in 
patients by physicians has, since then, been and remains the cornerstone of diagno-
sis of disease in individual patients despite the growing importance of any circum-
stantial evidence from public health and epidemiology.

2.6  Contemporary Age (1789–Present)

The intellectual ferment leading to the French Revolution and its affirmation of 
Human Rights, which marks the beginning of the Contemporary Age, continued in 
an intensified and systematic manner in the ensuing centuries.

Of considerable impact for new developments was the severe outbreak of cholera 
near Broad Street in London from 1846 to 1860. John Snow (1813–1858) an English 
physician linked the outbreak to contaminated water [30]. This gave great impulse 
to the science of epidemiology and public health.

By 1719 Antonie van Leeuwenhoek in the Netherlands had refined the micro-
scope sufficiently to see bacteria which led to great advances in microbiology. 
Edward Jenner developed the technique of vaccination for smallpox and introduced 
vaccination for Smallpox in 1796. The French microbiologist Louis Pasteur 
(1822–1895) made great advances in our understanding of infection and fermenta-
tion and is universally remembered for his work on the heat treatment of milk and 
wine below their boiling temperature to prevent fermentation.

Robert Koch (1843–1910) working in Germany identified the bacteria which 
caused tuberculosis, cholera, and anthrax. In so doing, he identified the scientific 
criteria required to identify a particular micro-organism with a specific infec-
tion—known as Koch’s postulates.

Joseph Lister (1827–1912) a British surgeon working in Glasgow translated the 
developing knowledge of bacteria and infection to his surgical practice and used a 
dilute carbolic spray to make the field of operation sterile which did not damage the 
tissues. The success of this led to surgeons introducing measures leading to aseptic 
surgery [31].
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An expansion of surgical horizons followed the first public demonstration of the 
anesthetic properties of ether by William Morton in 1846 at the Massachusetts 
General Hospital in Boston. Anesthesia and pain control have been among the 
important developments in many branches of medicine—and it is tailored not only 
to the procedure but also to the person. The discovery of blood groups by Karl 
Landsteiner in 1901 led to the practice of blood transfusion and new horizons in 
surgery including extra-corporeal circulation and oxygenation.

The medical profession has always been quick to harness developments in scien-
tific disciplines for its own purposes. Following Wilhelm Roentgen’s discovery of 
X-rays in 1895 and Marie Sklodowska Curie’s demonstration of the therapeu-
tic properties of radium, a whole new field of therapy started with radiotherapy 
leading on to computerized tomography and body imaging. For developing the tech-
nique of axial tomography, Alan Cormack and Godfrey Hounsfield shared the Nobel 
Prize in 1979.

From the end of the nineteenth century, Austrian neuro-psychiatrist Sigmund 
Freud pioneered the exploration of the unconscious, with an enormous impact 
on psychology and many other fields. This revealed the importance of subjectivity, 
crucial in diagnostic assessment, and empathy of fundamental value for collabora-
tive and person-centered care.

For the last 50 years antibiotics have been singularly effective in controlling 
many infections—most famously the first being penicillin originally found inci-
dentally by Alexander Fleming in 1928. Developing resistance of organisms 
since then has provided challenges which the ingenuity of scientists have so far 
been largely able to meet. However, the effectiveness of antibiotics is becoming 
less certain as organisms mutate and adapt. Moreover, virus infections are now 
a real threat as global trade and travel allow mutant forms to cause serious epi-
demics and even pandemics across the globe as experienced in the Coronavirus 
Covid 19 pandemic from 2020 which strained the capacity of all the world’s 
health systems.

Opening a crucial genomic era, if any proof were needed that individuals are 
unique and an expression of their ancestors, this was confirmed by the discovery 
in 1953 of the double helix ‘building blocks’ of DNA by Francis Crick and 
James Watson. Ultimately, the human gene project (HGP) was completed with 
the cooperation of several international laboratories in 2003. This offered greater 
insight and understanding not only of molecular medicine but also evolution. The 
genetic code of an individual as expressed in their DNA is a unique template 
which has been programmed by their ancestry. Any modification during the life 
of an individual will not only affect their own life but also serve as a blueprint for 
future progeny.

The introduction of scientific and experimental methodology into clinical medi-
cine in the nineteenth century brought with it an increased demand for experimen-
tation on human subjects, particularly in bacteriology, immunology, and 
physiology. This research was done mainly on patients in hospital, often without 
their consent, striving for the advancement of science and medicine. As a result of 
injury to some patients subjected to non-therapeutic research, however, controversy 
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and public debate ensued about the ethics of human experimentation. The first regu-
lations about non-therapeutic research in Western medicine came from the Prussian 
minister for religious, educational, and medical affairs in 1900. This led to the 
requirement for informed consent from the patient which confirmed not only the 
rights of an individual but also the unassailable dignity and importance of each per-
son requiring medical attention [32].

The World Medical Association, in 1948 incorporated the principles of 
Hippocratic Medicine into its Declaration of Geneva, and set ethical bases for 
research on human subjects in its Declaration of Helsinki in 1964, which is 
regularly updated and has emerged as the most respected ethics reference for medi-
cal research [33].

Health Systems are attracting considerable interest advances in medicine have 
caused escalating costs of health care which many governments have not felt able to 
afford for all their populations and new management systems have been introduced. 
These are changing the traditional relationship between the patient as a person and 
the physician by introducing differing ‘priorities’. Some rationing of primary care 
has been rather myopically seen as an affordable way forward. Also of importance, 
burn-out phenomena are being seen not only as indications that individual health 
professionals need to take better care of their own health, but also the responsibility 
of health systems in neglecting and abusing their employees [34].

The principles of Primary Health Care were first outlined in the Declaration of 
Alma-Ata by the World health Organization in 1978, which was a seminal mile-
stone in global health [35]. Forty years later, global leaders reaffirmed those prin-
ciples at the Global Conference on Primary Health Care in Astana, Kazakhstan in 
October 2018.

Health Care in the view of some health planners aims to provide an agreed level 
of services to those in the state or country within their jurisdiction. This was judged 
to be the most efficient and effective way to achieve a certain standard of uniform 
care in a community when there was a limited budget. In some countries, this has 
not been able to keep pace with the new and expensive investigations and treatments 
continually being introduced. Any limitations in the overall funding and delivery of 
Primary Health Care mean that the resources available must be targeted to individ-
ual patients with greater efficiency. Considerations must include a person’s health 
needs throughout life, the benefits of multidisciplinary treatment, and the empower-
ing of individuals, families and communities to take charge of their own health.

Care should be provided in the community as well as through the community. 
The concept of Primary Health Care addresses not only the needs of the individual 
and family health, but also the broader issue of Public Health in defined communi-
ties or populations. Tejada de Rivero [36] a Peruvian physician and one of the archi-
tects of the Alma Ata Declaration has recently cogently argued that the real meaning 
of “primary care” is integral care of all for all.

Prologuing paradigm changes in the twentieth century, conflicts have often 
been a catalyst for developments in medical treatment. John Hunter addressed 
the problems of gunshot wounds in 1761. In the First World War 1914–1918, the 
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importance of triage in field hospitals and the introduction of portable blood trans-
fusion kits by Geoffrey Keynes helped to reduce the massive loss of life on the 
battlefield. Afterwards great and overdue social changes took place. The effects 
were aggravated by the Influenza pandemic of 1919. Amongst intellectual social 
philosophers, eugenics and renewed nationalism became dominant themes.

Reacting to considerable personal and professional turmoil, Paul Tournier 
(1898–1986) a family physician in Geneva elevated his way of practicing medicine 
by engaging creatively his patients and exploring the context of their underlying 
difficulties and the prospects for enhancing their health holistically and spiritually. 
Tournier [37] first book Médecine de la Personne outlined his vision of an inte-
grated body/mind/spirit framework for understanding and healing. This embraced 
psychodynamic and developmental aspects as well as broad theological concepts. 
The approach can be applied to all healthcare situations and is limited only by a lack 
of empathy and communication with the patient. Tournier’s thinking was widely 
disseminated through his writings and at international conferences. In order to 
encourage wide discussion, he formed in 1947 an International Study Group on 
Medicine of the Person. This group met annually and is still active today in 
Switzerland, United Kingdom, United States, Germany and France. Tournier’s 
ideas have continued to influence the present day work of the International College 
of Person Centered Medicine.

During the period following the Second World War, involving efforts at social 
and ethical introspection, an influential American psychologist and educator, Carl 
Rogers (1902–1987) independently developed his own unique person-centered 
approach to understanding personality and human relationships. He was, therefore, 
an early promoter of a humanistic approach to psychology, psychotherapy, person- 
centered counselling and student-centered education. An individually targeted rela-
tionship between patient and professional carer is critical in helping people make 
changes in their lives. It is not the therapist that changes the person, nor the person 
that changes by one self; it is the relationship between the two individuals that 
allows change to occur. Rogers believed that an ideal relationship between therapist 
and patient was built on three elements, the first being a mutual empathetic under-
standing. He also believed that the inability to communicate is a result of a failure 
to listen effectively. Secondly, that their thoughts, feelings and actions should be in 
close alignment and thirdly, that there should be an unconditional and positive 
mutual regard [38, 39].

As a reaction to reductionistic Flexner [40] scientific medical education model 
and “evidence-based-medicine” [41] clinical model, and the often dehumanized and 
commercialized organization of health services, more encompassing models that 
articulate science and humanism have emerged under the general term of person 
centered medicine.

More broadly and historically, the emergent paradigm on person-centered 
medicine, may be traced back to how medicine was conceived and practiced in 
ancient civilizations and through the present time, including efforts to redress con-
temporary reductionist distortions in clinical medicine and public health. With a 
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sense of paramount ethical commitment, many leaders in medicine have recognized 
the interdependency of science and humanism and reaffirmed a medicine of the 
person, for the person, by the person, and with the person. Recent systematic explo-
rations of person centered care have identified as key concepts in addition to its ethi-
cal imperative: a holistic framework to understand health and illness, cultural 
awareness and responsiveness, a communicational and relationship focus at all lev-
els, individualization of care, establishment of common ground among clinicians, 
patient and family to arrive at and formulate a joint diagnosis and shared care deci-
sions, people-centered organization of integrated care, and person-centered health 
education and research.

The collaborative construction of person centered medicine has been unfolding 
over the past two decades. In 2005 the World Psychiatric Association (WPA) estab-
lished a broad institutional program on Psychiatry for the Person, building on the 
articulation of science and humanism as the essential joint motivation for the orga-
nization and work of WPA since its foundation in 1950 [42]. This initiative was later 
extended to medicine at large in close collaboration with the World Health 
Organization, the World Medical Association, the International Council of Nurses, 
and the International Alliance of Patients' Organizations, among a number of other 
international health institutions [43]. From a process of annual Geneva Conferences 
on Person Centered Medicine since 2008 emerged an International Network and 
then an International College of Person Centered Medicine. Step-wise maturation 
of this process has led to the establishment of an International Journal of Person 
Centered Medicine, the organization of International Congresses in different cor-
ners of the world complementing the Geneva Conferences, and the publication of 
Declarations extending the work and impact of Conferences and Congresses [34, 
44, 45].

2.7  Articulating Person Centered Medicine Concepts 
and Historical Eras

The narrative historical overview of Person Centered Medicine presented in the 
previous sections within the intricacies and complexity of the general framework of 
the history of medicine, is now complemented in Table 2.1 by a schematic display 
attempting to present a more specific unfolding of Person Centered Medicine and 
some of its key features along historical eras.

Table 2.1 reveal very early antecedents of PCM in the form of the crucial nature 
of care by social support groups for the maintenance and restoration of a person’s 
health, documented since Neanderthal’s Pre-historical times [1]. During the ensuing 
Early History era, virtually all ancient Eastern and Western civilizations exhibited 
personalized or person-centered concepts of health and healthcare [46].

In the Middle Age, the Golden Era of Islamic Medicine revealed the attentive and 
considerate attention dispensed to ill persons to promote their well-being, as 
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epitomized by the architecture and landscape of some of the world’s earliest hospi-
tals built in that era [47].

During the Modern Age, first, the revelation of the person in the arts, and then 
the cultivation of the humanities through illustration and rationalism, as epony-
mized by Spinoza [49] demonstrated high concern for the flourishment of human 
beings. At the same time, major explorations were made of the systematic under-
standing of the natural world, as illustrated by the detailed taxonomies primarily 
of plants and animals, but also of human diseases in Linnaeus [50] systematiza-
tion work.

The Contemporary Age is divided in Table 2.1 into three phases. The first one 
from late eighteenth century to the end of the nineteenth century has as highlights, 
first, the French Revolution and its Declaration of Human Rights, and second, 
German Philosophy on ethics, particularly through Emmanuel Kant’s [51] categori-
cal imperative affirming the person as always a goal, not a means.

The second Contemporary phase, covering the twentieth century, exhibits early 
person-centered formulations, highlighted by Jose Ortega y Gasset’s [54] dictum I 
am I and my circumstance, and if I do not save it, I do not save myself, by the books 
of Tournier [37], starting with Medicine of the Person, and by Rogers [38] and Rogers 
and Rosemberg [39] person-centered approaches to education and psychotherapy, 
especially Becoming a Person and The Person as Center. All this took place at the 
same time as the massive development of scientific medicine, with its hyperbolic 
interest on organs and diseases, which led to striking advances in diagnosis and 
treatment.

The third Contemporary phase involving the present twenty-first century, has 
seen a fuller development of Person Centered Medicine both as a concept and as a 
programmatic collaborative movement, including the elucidation of eight principles 
(ethical commitment, holistic framework, cultural awareness and responsiveness, 
relationship and communication focus, individualized care, common ground for 
collaborative diagnosis and care, people-centered and integrated health services, 
and person-centered health education and research) from which measuring proce-
dures have evolved [58]. This paradigmatic perspective also represents a theoretical 
articulation of science and humanism as a balanced contrast to reductionist evidence- 
based medicine Sackett et al. [41] and Flexner’s [40] medical education models as 
well as to dehumanized and commercialized health systems.

2.8  Conclusions

This overview of the historical development of medicine in general and person 
centered medicine in particular have shown the special place of the person 
throughout such development. The historical analysis has travelled from pre-
historical times, to early history involving ancient Eastern and Western 
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civilizations, to the Middle Age, the Modern Age, and discernible phases of the 
Contemporary Age. The analysis has intended to illustrate in the main body of 
this manuscript the complexity and intricacies of the longitudinal unfolding of 
medicine in relation to recognized historical eras and the multiplicity of influen-
tial national, regional, political and migratory factors as well as the emergence 
and inter-play of concepts, experimental discoveries, and organization of ser-
vices in medicine and health.

A more focused and tabular analysis of the unfolding of the broad concepts 
and what could be considered as eight principles of person centered medicine 
across the tenets of the historical eras listed above was quite revealing of the 
fundamental place of the person at the center of medicine and how much we can 
learn from such historical analysis. At the outset, the pre-historic Neanderthal era 
strongly suggests the crucial role of social mutual care for the protection and 
promotion of life and health among our remote antecessors. An appraisal of 
Early History documents the personalized concept of health throughout both 
Eastern and Western ancient civilizations. A highlight here may be the encom-
passing concept of health in the Andean cosmovision as harmonic equilibrium 
among the internal, social and natural worlds, which appear to resonate in several 
other ancient civilizations. Of particularly illuminating value for person centered 
medicine are the discernible coincidences in that Era on the concepts of life well 
lived, eudiamonia in Aristotelian ethics and allyn kawsay in the Andean world-
view. Inter-connecting eras, the fundamental intrinsic value of the encounter 
between persons in African Ubuntu humanism may remind us of the mutuality of 
social support for health among Neanderthals.

Also emerging from the above analyses is the presence of broad person centered 
medicine concepts in all historical eras. Among the specific eight principles of per-
son centered medicine, ethical commitment was the most frequently present across 
eras, attesting to its wide historical scope and conceptual depth. Next in presence 
were relationship focus, holistic framework, and people-centered organization of 
services, all individually and groupally highly distinctive of person centered 
medicine.

Elucidated furthermore in these analyses are historical pearls of enormous sig-
nificance for present and future concerns. One is the crucial value of mutual social 
support for healthcare noted among Neanderthals which argues that the contempo-
rary drive for universal health must be both a right and a responsibility. Another is 
that the wide holistic framework needed for understanding health and projecting 
health actions should include an ecological dimension (as in the traditional Andean 
concept of health as harmonic equilibrium among our internal, social and natural 
worlds). These considerations and the historically anchored broad concepts and spe-
cific principles of person centered medicine emerge as highly relevant and promis-
ing for responding effectively to the major global challenges such as pandemics and 
climate change that we confront as human species.
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Chapter 3
Ontological and Epistemological Bases 
of Person Centered Medicine

Tim Thornton

3.1  Introduction

The precise nature of Person Centered Medicine (PCM) is contested. What are its 
implicit contrasts? Person versus patient or person versus sub-personal body part, 
for example? What are its essential features? Does it presuppose a specific set of 
person-level values? Such potential choices and conflicting claims, addressed in 
other chapters of this book, have consequences for articulating the bases of PCM.

‘Base’ itself suggests two meanings. It may mean the explicit justification or 
rationale for advancing PCM. Here, a more minimal reading is offered and the main 
work of justification is left for other chapters. The ‘bases’ of PCM are taken to be its 
presuppositions: specifically, the kinds of ontological and epistemological claims it 
presupposes to be true. As will become clearer, however, this does offer some partial 
account of its rationale, too.

However its precise nature is articulated, PCM assumes the following broad 
claims. Ontologically, the level of the person is an irreducible and significant feature 
of ontology and a proper focus for healthcare. Epistemologically, not only is knowl-
edge of the human person (human beings, people) possible and significant in health-
care, there are also irreducible forms of person-level knowledge which are important 
to healthcare. A commitment to PCM is thus a substantive commitment to ontologi-
cal and epistemological claims. These commitments will be examined in turn. At 
the end, other possible necessary elements will be considered.
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3.2  Objectives

The aim is to clarify the implicit conceptual or philosophical commitments (in 
ontology and epistemology) of subscribing to PCM. One key premiss is that to sub-
scribe to PCM is to assume the genuine existence of persons, for example. A fully 
worked out account of that commitment might require a completely satisfactory 
philosophical analysis of ‘person’ and refutation of all rival accounts. But that is an 
unrealistic account of what is required to support PCM.  This short chapter will 
restrict itself to the sort of claims presupposed for PCM.  A full philosophical 
defence of PCM might be possible but would also require narrowing down a precise 
specification of what PCM is. The aim here is more modest but therefore of broader 
application to a range of views of what PCM involves.

3.3  Approaches to Fulfil the Objectives and Knowledge Base 
#1: The Ontological Presuppositions of PCM

At the very least, PCM presupposes the existence of persons. Further, it assumes 
that the ‘level’ of the person is important and irreducible in healthcare. That is, 
truths about persons are not reducible without loss to truths at a more basic level, 
such as the biochemical functioning of the body and its parts. If such truths were 
reducible, there would be no need to complement or contrast conventional biomedi-
cal approaches with something distinct. PCM would be subsumed by a biomedical 
view of healthcare.

PCM need not reject the importance of bio-medical medicine so much as com-
plement it. A proper knowledge of the functioning of bodily systems seems to be an 
essential feature of anything recognisable as general medicine by contrast, for 
example, with healthcare disciplines that focus solely on specific forms of mental 
pathology or distress, such as psychotherapy. On the other hand, to count as person 
centred, PCM must resist the claim that the concept of the person reduces without 
loss into a set of component bodily systems.

Given the success of modern science in explaining larger systems by decompos-
ing them into the behaviour of smaller scale, simpler systems, what would rational-
ise the presupposition that the person is a basic feature of ontology and irreducible 
to smaller scale biology?

One once influential answer—and a helpful illustration here—is provided by 
Cartesian substance dualism. Descartes’ own account of the bulk of the natural 
world was that of a mechanical ‘plenum’: a packed world of direct causal pushes 
and pulls. Responding to the rise of mechanical natural philosophy—corresponding 
with the rise of modern science—Descartes assumed that mechanical models would 
apply very generally. At the same time, however, he exempted the mind from this 
domain. His dualism divides the world into two realms of different sorts of sub-
stance: res extensa—the domain of direct causal interaction within a spatial 
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realm—and res cogitans, the non-spatial mental realm. Despite this distinction, the 
mental realm appears to be modelled on the mechanical philosophy in one sense: 
mental states are free-standing states, acting as though akin to causal factors [1, 
pp. 237–243]. This is one of the features that makes accounting for everyday mental 
phenomena difficult: for example, the capacity for thoughts to be relational rather 
than free-standing, about things, to possess ‘intentionality [ibid: 242–243]. If 
thoughts are free standing items in an inner realm, how can they be about anything, 
in the outer realm? Another is the problem Descartes himself recognised of account-
ing for the apparent interaction of the mental and extended realms.

If those objections are put to one side for the moment, however, Cartesian sub-
stance dualism would provide a rationale for PCM by explaining one of its presup-
positions. Substance dualism implies that persons—possessors of both mental and 
physical attributes—cannot be entirely made of extended matter. The mental 
belongs to a distinct non-bodily realm. But subscription to what now seems an out-
moded approach to the mind would be a high price to pay for subscribing to PCM. So 
if not that, why else might one take the concept of the person to be irreducible?

One lesson of academic philosophy of mind since the 1970s is that there are 
many (apparently or epistemically) possible models of the relation of mind and 
body [2, p. 653]. At one end of a spectrum is substance dualism. At the other is 
eliminativism: the view that there are no mental states because the mental is a failed 
theory of the physical and should be eliminated. Between are varieties of forms of 
property dualism, more or less closely tethered by supervenience (an asymmetric 
relation of dependence), and reductionist physicalism (the view that the mental can 
be reduced without loss to physical descriptions). Thus, a commitment to PCM 
requires a rejection of eliminativism and reductionist physicalism but leaves open a 
variety of other ontological positions. But what might motivate that choice however 
precisely it might be realised?

Within analytic philosophy of mind, two main lines of argument have been 
stressed. One concerns the irreducibility of the qualitative aspects of mental states 
and experiences: their qualia. One such argument is Frank Jackson’s thought experi-
ment concerning Mary the neuroscientist, locked in a black and white room but 
knowing the full physics and neurophysiology of colour vision [3]. Surely, runs the 
line of thought, she learns something new when presented for the first time with a 
red object? But if so, there is at least one fact to be learnt—what red looks like to the 
conscious mind—that cannot be captured within physical and neurophysiological 
theory. So reductionism of the mental to the physical is false.

A second line of argument, associated with Donald Davidson, concerns the irre-
ducibility of the structure of rationality to mere lawlike relations between natural 
events [4, pp. 229–244]. On the twin assumptions that the mental is essentially tied 
to rationality, and that rationality cannot be codified into any structure of laws and 
hence captured in physical theory, then the mental is irreducible to physical 
properties.

Such arguments—or the premises of such arguments however precisely for-
malised: the appeal to qualia or to rationality—supply plausible motivations for 
subscribing to a view of the irreducibility of the mental to something physical of 
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bodily. But that is not yet to say that the notion of a person is specifically of impor-
tance. What of the centrality of the person?

There is a line of thought in philosophy dating back to David Hume which would 
motivate scepticism about its importance, even while conceding the importance of 
the mental. Hume presents an argument that focuses on the nature of the self as 
something mental able to unify (mental) experiences as the experiences of a particu-
lar subject. Hume suggests that an introspective search for such a self, as the subject 
of thoughts and experiences, yields nothing.

For my part, when I enter most intimately into what I call myself, I always stumble on some 
particular perception or other, of heat or cold, light or shade, love or hatred, pain or plea-
sure. I never can catch myself at any time without a perception, and never can observe 
anything but the perception…. If anyone, upon serious and unprejudiced reflection, thinks 
he has a different notion of himself, I must confess I can reason no longer with him. All I 
can allow him is, that he may be in the right as well as I, and that we are essentially different 
in this particular. He may, perhaps, perceive something simple and continued, which he 
calls himself; though I am certain there is no such principle in me [5, p. 252].

Hume’s final comment is clearly meant to be ironic. Introspection, Hume suggests, 
reveals nothing that could stand in the sort of relation to one’s mental states that a 
self is supposed to do. This leads him to advocate a minimalist ‘bundle theory’ of 
mind. The self is identified simply with the mental states encountered in introspec-
tion and not with an ego which stands in some ownership relation to them. 
Philosophers since Hume have adopted a variety of responses that concede the basic 
point. Daniel Dennett argues that the self is an abstraction: a narrative structure of 
mental states. ‘A self is also an abstract object, a theorist’s fiction’ [6]. Others have 
denied the existence of self in favour of underlying neurological structures [7–9].

There is, however, a conflicting line of thought dating back to Kant that grants an 
important basic status to the person. The philosopher Peter Strawson offers an 
explicitly Kantian account [10, 11]. To earn the right to the idea that experiences are 
unified as the experiences of a particular subject (a person), there has to be some 
way to specify or identify that subject. Without some such criteria, the idea of a 
single subject is vacuous. But as Hume’s description of introspection reveals, con-
scious experience does not yield any criteria to identify a subject (or owner) for 
one’s experiences. It reveals only the experiences themselves. From this, Hume con-
cludes that there is no substantial self. But there are criteria for the identification of 
a subject available elsewhere: third-person criteria for the ascription of experiences 
to fellow human beings on the basis of what they say and do.

Strawson suggests that these can provide substance to the idea of a self even 
though they are not appealed to in self-ascriptions of experiences. This is because, 
while self-ascription of experiences is made without any appeal to these (or any 
other) criteria to identify a subject, it is still made in accord with them. As Strawson 
puts it, ‘The links between criterionless self-ascription and empirical criteria of 
subject-identity are not in practice severed’ [11, p. 165]. Thus, it is because we are 
identifiable from a third person perspective as embodied subjects located within the 
world that we can also self-ascribe experiences without appeal to, but still in accord 
with, those criteria. The third-person criteria substantiate the idea of a subject.
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Strawson goes on to argue that the person is a basic feature of ontology. Persons 
have, essentially, both physical and mental predicates. It is this combination that 
underpins the kind of subjective perspective to which Hume appeals but which can-
not, by itself, constitute a self. As the contemporary philosopher John McDowell 
puts it:

The alternative [to a purely mental construal of the self as subject of experience] is to 
leave in place the idea that continuity of “consciousness” constitutes awareness of an 
identity through time, but reject the assumption that that fact needs to be provided for 
within a self- contained conception of the continuity of “consciousness”. On the contrary, 
we can say: continuous “consciousness” is intelligible (even “from within”) only as a 
subjective angle on something that has more to it than the subjective angle reveals, namely 
the career of an objective continuant with which the subject of the continuous “conscious-
ness” identifies itself. The subjective angle does not contain within itself any analogue of 
keeping track of something, but its content can nevertheless intelligibly involve a stable 
continuing reference, of a first person kind; this is thanks to its being situated in a wider 
context, which provides for an understanding that the persisting referent is also a third 
person, something whose career is a substantially traceable continuity in the objective 
world [12, p. 363].

This is not to suggest or justify the claim that a Kantian account of the nature of the 
person and a Strawsonian justification of its ontologically basic status is a necessary 
presupposition of PCM. But it provides a worked example of the kind of account to 
which PCM is committed: to the existence and importance of persons as a basic 
feature in ontology.

3.4  Approaches to Fulfil the Objectives and Knowledge Base 
#2: The Epistemological Presuppositions of PCM

Just as PCM presupposes that the person is a proper part of ontology—an irreduc-
ible level of description of the natural world—so it also carries epistemic presup-
positions. Centrally, it is possible to have knowledge of persons. To clarify this 
point, think of the more normal English plural. It is possible to have knowledge of 
people. Well of course it is! But a biomedical perspective that explicitly rejected the 
principles of PCM would still claim knowledge of the bodies, of their functions and 
dysfunctions, of people. Thus, to arrive at a presupposition that marks PCM out as 
a distinct substantive and potentially contentious approach, it is necessary to say 
something more. It is not just that knowledge of persons is possible, for example, of 
their bodies, but that knowledge of persons or people as persons is possible. What 
might be the characteristic content of such person-specific knowledge?

The previous section, however, mentioned one way to substantiate just such a 
claim. Descriptions of mental phenomena answer to a distinct constitutive principle 
that ‘finds no echo in physical theory’: the Constitutive Ideal of Rationality [4, 
p. 223]. To adopt a different metaphor: even without subscribing to a dualism of 
substances (mental and physical), one might still recognise a distinction between 
two conceptual spaces or modes of intelligibility: the space of reasons and the realm 
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of law [13]. The former has application at the level of the person and captures a 
normative or evaluative character in the assessment of reasons for belief or action. 
One of the features that mark out persons or people from other objects of scientific 
scrutiny is that people, unlike planets or atoms, act for reasons or motives or to fur-
ther goals or interests and they can be successful or fail in the attempt. This intro-
duces a normative dimension—a dimension of correctness or incorrectness, good or 
bad—that is missing from basic physical sciences. Thus, part of the way in which 
PCM earns the right to claim a sui generis level of knowledge of persons as persons 
is to commit to the importance and irreducibility of placing subjects in the ‘logical 
space of reasons’.

This link opens up connections to other areas often taken to be part of PCM when 
less minimally approached. (Recall that this chapter has adopted a minimal approach 
to what PCM requires in order to explore the central ontological and epistemologi-
cal presuppositions of any plausible view of PCM.) The space of reasons is also the 
space of values. Thus, any version of PCM that argues for the moral and ethical 
consequences or presuppositions of treating patients as persons will have to trade in 
this space: the space of evaluating the Good and the True.

But while sketching the logical space of knowledge of persons as persons helps 
show the nature of the ambition for PCM it does not address one specific worry that, 
while philosophically-influenced, can occur in reflective moments inspired by 
everyday life. It is the worry that, desirable that knowledge of other people—as 
persons—is, it is strictly impossible. One can never achieve good enough evidence 
to justify claims about another’s mental life. Such is the worry. Here is a way to 
seem—misleadingly!—to ground it. Consider again the Cartesian substance dualist 
picture of the relation of mind and body. If mind and body occupy different dimen-
sions—the physically extended and the thinking—then it seems that no form of 
perception based on causal receptivity in the physical realm can yield awareness of 
other minds because minds are simply not in that realm. How therefore is knowl-
edge of others as persons so much as possible? Surely one can never bridge the gap 
between one’s own experience of another person and their actual thoughts and feel-
ings? This worry then seems to float free of the specifically Cartesian dualist back-
ground. Even if the mind is software running on the hardware of brains—as 
philosophical functionalism claims—how is it possible to infer from someone’s 
behaviour to their underlying software state?

During the last 30 years, there have been two dominant philosophical answers to 
this question. One approach argues that such knowledge is akin to scientific theo-
retically mediated knowledge of unobservable entities: ‘theory theory’ [14]. Its 
main rival starts from the idea of empathic projection: one imaginatively places 
oneself in the position of the other and imagines one’s thoughts and experiences: 
‘simulation theory’ [15]. It is worth noting in practice how unsatisfactory either is 
to ground the idea that one can ever have genuine knowledge of how another per-
son—a patient or service user or even a loved one, perhaps—is feeling. We do not 
seem to know the theory presupposed by the former approach while the act of imag-
ination outlined by the second seems inadequate for knowledge.
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PCM need presuppose no particular account of how person-level knowledge of 
persons as persons is possible. Its commitment is not to any specific explanation of 
how but to the more generic claim that it is possible. However, it is worth noting that 
the very idea that there is a problem to be solved may be more philosophical—albeit 
longstanding—artefact than common sense.

A helpful alternative view stems from the same account of the basic role of per-
sons highlighted in the previous section which is both essentially mental and physi-
cal. If one starts from that perspective, rather than the dualistic separation of mind 
and body, then there is no need to deny the common-sense idea that human minds 
can express themselves in human behaviour and hence be known by others through 
that expressive behaviour. This contrasts with the ‘alienated’ conception of our rela-
tion to others that underpins a Cartesian view of human bodies where bodies are 
brute machines at best merely controlled by minds that inhabit a different dimen-
sion. On the non-Cartesian picture, one can have a form of almost direct knowledge 
of another’s mental states. It is direct knowledge of the expression of the mental 
state. As John McDowell argues, experience of other people is not limited to their 
bare behaviour, with mentality hidden behind it. The idea of almost direct knowl-
edge can be applied:

in at least some cases of knowledge that someone else is in an “inner” state, on the basis of 
experience of what he says and does. Here we might think of what is directly available to 
experience in some such terms as “his giving expression to his being in that ‘inner’ state”; 
this is something that, while not itself actually being the “inner” state of affairs in question, 
nevertheless does not fall short of it in the sense I explained [1, p. 387].

Although one person’s inner states do not themselves fall within the direct percep-
tual experience of another person (hence ‘almost’), the fact that they express them 
can. This idea of expression is not one that is consistent with the absence of the 
inner state. So McDowell replaces an account in which all that is visible to an 
observer is another person’s intrinsically brute or meaningless behaviour, standing 
in need of further interpretation and hypothesis, with one in which that behaviour is 
charged with meaning and expression.

One way to think about this alternative to the Cartesian picture is to think about 
how one might describe another person’s smile. We naturally reach for apparently 
epistemically risky and mind-presupposing words over the supposedly more basic 
purely physical descriptions. A smile is relaxed, ecstatic, forced, brave etc. Such 
descriptions are easier to offer than the purely geometric and non-mental descrip-
tions that the Cartesian picture of the relation of others’ bodies and minds would 
suggest.

This particular philosophical ‘diagnosis’ of the implicit error behind the thought 
that it can seem that direct person-level knowledge is impossible provides one ratio-
nale for thinking that the epistemological strand of PCM is fully justifiable. But it is 
not necessary to accept this diagnosis to subscribe to PCM. The epistemological 
mark of PCM is merely that there is an available form of knowledge, couched at the 
level of the person, that is a key component of healthcare alongside more basic 
knowledge of bodily functions and dysfunctions.
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3.5  Other Necessary Conditions for PCM?

The two conditions considered above concern the most abstract ontological and 
epistemological commitments of PCM. Nothing, surely, could count as a form of 
PCM unless it accepted them? But additional claims have been made about other 
potentially necessary features of PCM. For example, Juan Mezzich, writing with a 
number of co-authors, has developed a much richer account over the last decade 
(e.g. [16, 17]). He summarises his view in five key claims of which the first, third 
and fifth are the ‘three main definitional ones’ (Mezzich personal communication 
12 August 2021 and 20 August 2021).

• The whole person is at the center of the concept of health and is the proper objec-
tive of health actions.

• The concept of health to which the person is related encompasses both ill health 
(diseases) and positive health, particularly well-being and quality of life, as they 
are intrinsic or essential to the fulfilment of the person.

• In the clinical field, PCM is often seen as a medicine of the person (of the totality 
of the person’s health, including both ill and positive aspects), for the person (to 
assist in the fulfilment of each person’s health aspirations and life project, and 
not merely disease management), by the person (with clinicians extending them-
selves as total human beings with high ethical aspirations), and with the person 
(in respectful collaboration and in an empowering manner).

• PCM fundamentally articulates science (as essential) and humanism (as the 
essence of medicine).

• In contrast to Evidence Based Medicine, PCM involves a Medicine that is 
informed by evidence, experience and values and is aimed at the restoration and 
promotion of health of the whole person.

Adding more necessity claims makes the view of PCM more specific and hence 
invites the challenge of rival specifications which deny (some of) these elements 
and perhaps add others. But given the picture summarized thus by Mezzich, what 
would be its underpinning philosophical grounding or justification? What further 
ontological and epistemological commitments are introduced by this greater speci-
ficity, beyond the two abstract claims considered so far in this chapter?

Space precludes a detailed answer to these questions but a preliminary sketch is 
given below starting with the first claim that the whole person is at the center of the 
concept of health and is the proper objective of health actions.

To claim that health—positive or negative, in accord with the second commit-
ment—is an essentially person-level concept rules out the idea that sub-personal 
notions of disease or disorder or dysfunction, for example, are anything other than 
parasitic on a logically prior notion of the health of the individual. That suggests—if 
it does not strictly imply—a rejection of a primarily evolutionary or biological 
notion of health and illness set out at the sub-personal level. In other words, it pres-
ents at least some difficulty for a view of disorder as dysfunction since, by contrast 
with the commitment above, dysfunction does seem to be a notion that applies at the 
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sub-personal level, at the level of mere biological traits. In other words, the first 
claim is a substantial ontological claim about the nature of health and ill-health. 
What could justify this commitment?

One suggestion is made in the second commitment listed above: the idea that 
health and illness are concepts that relate to well-being, quality of life and the fulfil-
ment of the person. This is an Aristotelian view. It suggests that the goal of health-
care is human flourishing not, say, some biological mean. But further, on an 
Aristotelian view, flourishing is an essentially value-laden notion and this is picked 
up in the third, and the fourth and the fifth commitments listed above.

Mezzich’s third commitment specifies some of the values involved. Again 
according with a broadly Aristotelian view, this includes both a connection to human 
flourishing rather than mere disease management and making demands on the 
virtue(s) of clinicians, not least to work in respectful collaboration with patients and 
clients.

The fourth and fifth commitments are broadly epistemological but fit with the 
view so far set out. Given the person-level view of health and illness and the idea 
that the aim of healthcare is a value-laden notion of human flourishing, medicine 
has to draw on resources outside the narrowly scientific (or at least outside a narrow 
picture of what is scientific) to achieve this.

Mezzich’s picture helps to illustrate the fact that while it is possible to articulate 
a minimalist interpretation of PCM as merely a commitment merely (ontologically) 
to the existence of the person and (epistemologically) to the idea that person-level 
knowledge of other people is possible, further richer—though thus riskier—views 
with more specific ontological and epistemological commitments exist. Mezzich’s 
account briefly sketched connects flourishing and values in a particular Aristotelian 
view of healthcare. A full philosophical justification of this thus calls for a self- 
conscious articulation and defence of the connections presupposed. For example, it 
may require a defence against a rival view that health and illness can be viewed as 
biological properties realised at a sub-personal level. That said, it may be that a view 
of PCM is proposed not because it is a true account of the nature of health and dis-
ease but because it would be a virtuous or better approach to healthcare, tracking the 
good rather than the true [18].

Such self-conscious philosophical work may, however, suggest yet further con-
nections. For example, a natural way to chart human flourishing is via a narrative 
conception of a life [19]. And hence one possible partnership—suggested by philo-
sophical and conceptual work—is between PCM and narrative medicine. Another 
is to the Recovery Model in mental healthcare [20].

3.6  Practical Implications

The practical implications of adopting a PCM approach will be explored more 
directly in other chapters of this book. The purpose of this conceptual and theoreti-
cal chapter is to clarify the presuppositions and suggest the logical space for such a 
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distinctive view. Only if some things are ruled out by it does PCM have any content. 
The argument above is that what is ruled out is the idea that person-level claims can 
be reduced without loss to lower level bio-medical claims and that there is no dis-
tinctive person-level knowledge. A brief route map has been sketched to escape the 
pessimistic thought that it is simply impossible to have knowledge of other people’s 
mental states.

But some practical implications are immediately apparent. If person level knowl-
edge exists and is irreducible and assuming that it is important to healthcare (a claim 
for which no argument has been offered here for reasons of space but is apparent 
elsewhere in this book) then the pursuit of person level knowledge requires the right 
kind of inquiring stance. Since the most obvious way to find out how things stand 
with another person is to ask them, to listen to what they say, and to watch what they 
do, then these forms of inquiry must be available in doctor-patient, or specialist- 
client, or practitioner-service user relations.

3.7  Discussion and Conclusions

Person Centred Medicine is a substantial and contentious view within the philoso-
phy and practice of healthcare. The mark of its substance is that it rules some things 
out. It is incompatible with some other views of nature and hence healthcare. This 
chapter has explored two of its main broad presuppositions concerning ontology 
and epistemology. Its commitment to the existence of the person as a basic and 
irreducible element within ontology stands in opposition to views that deny that by, 
for example, promising to reduce the concept of the person to more basic phenom-
ena. Thus, it stands opposed to various reductionist views. Its commitment to there 
being a form of person level knowledge and it being achievable stands in opposition 
both to claims that there is no such irreducible level and sceptical claims that it is 
impossible to attain. Although advocates for PCM need not have a fully worked out 
philosophy of the person or person-level knowledge, this chapter has sketched the 
nature of this sort of commitment and made some suggestions for how they might 
be supported.
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Chapter 4
Human Rights, Ethics and Values 
in Person Centered Medicine

W. James Appleyard, George N. Christodoulou, 
and Francisco J. León-Correa

4.1  Introduction

Recognition of the individual is at the foundation of ethics and is one of the main 
human motivations. It is based on dialogue but also on the fundamental experiences 
that underlie and sustain most discourses on interculturality, experiences such as 
identity, recognition, encounter, and solidarity [1].

Bioethics involves this professional dialogue with the communication and the 
elaboration of universal standards based on each person and built up amongst every-
one. The prime feature highlighted in clinical bioethics is human communication in 
the doctor-patient or professional relationship of health and people served. The 
importance of a narrative bioethics, (Scholarship, Razmilic, 2014) incorporating 
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biographical account into deliberation, with a “perspective from context. And the 
relationship to the particular, the emotional and affective elements that influence 
decision-making and attitudes” [2] have been highlighted.

Human communication is deepened through texts, “complex processes of argu-
mentation, deliberation and public exchange through which civil society associations 
are questioned and contextualized, invoked and revocationed, affirmed and positioned 
claims and principles of universalist rights, both in legal and political institutions and 
in civil society associations” [3]. The essence of language and writing is ethical, it has 
more to do with sincerity than truth and of its use for deception or insult [4].

Bioethics is a tool to save conflict and build that intercultural dialogue. It helps us 
practice ethics as an effort and the component of a human culture of coexistence. Training 
in Bioethics has among its purposes the ability to establish consensus and avoid dissen-
sions, and therefore can serve intercultural dialogue, based on mutual recognition.

4.1.1  Mutual Recognition

The basis is respect for the other, “the honoring of the dignity of the other” [5, 6] 
that leads to live not only with the other, but to live towards the other.

Negative recognition [7, 8] involves humiliation, contempt or cruelty to social groups 
which may be devalued or dismissed by society [9, 10]. There is a need to build a decent 
society in which institutions do not humiliate individuals but give them positive recogni-
tion, as a vindication of different cultures [11, 12] and as an ethical claim that leads to 
political decisions of justice and advancement in social equality [13].

In his theory of recognition, Honneth [9] suggests three models or spheres of 
mutual recognition: affective love that leads to self-confidence; the right, with a 
capacity for moral responsibility that leads to self-respect; and solidarity, referring 
to a community of shared values, which corresponds to social valuation and leads to 
self-esteem [4]. The justice of care beyond formal care, focuses on solidarity [14].

There are levels in this recognition: that of the individual, his or her aspirations 
and way of life, by belonging to one or more groups and the appropriate recognition 
of the identity of a minority by the host group [15, 16]. It is the recognition by others 
that builds their identity as people.

4.1.2  Identity

Identity provides, among other things, one more source of value, one that helps us 
find a path between those reasonable moral choices. To adopt an identity, to make it 
person, is to see it as the factor that structures my path in life [17, 18].

Taylor affirms “My identity is defined by the commitments and identifications 
that provide the framework or horizon within which I try to determine, on a case-
by- case basis, what is good, valuable, what to do, what I approve of and what I 
object to” [19, 20].
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“Not only those we allegedly learn from (ourselves), but also those whose behavior we react 
to with rejection (the others) fulfill the function of modeling our identity, producing both 
our own self and the us we believe we belong to” [10]

An individual’s membership in a community with shared values is an indispens-
able basis for self-respect, obtained from the recognition of each person’s merits by 
those who are in a position to value them [1, 21].

Bioethics thus should contribute to a universal language that transcends cultural 
or philosophical differences and be based on ‘common sense’. It is also the mission 
of ethics to orient this language within the concepts of globalization and universal-
ization towards a duty to promote the health and wellbeing of all peoples. This 
should not be as an absolute for an ideal good life, to which all will have to adjust, 
but to the particular good life, daily loved and desired by each person.

4.2  Inclusion and Forgiveness

Every state, society and each individual person must be responsible and inclusive. In the 
gesture of forgiveness, the sovereignty of the autonomous self faces another autono-
mous ‘self,’ Forgiveness means the suppression of resentment [22]. It should be possible 
to forgive the unforgivable and the unconventional [23, 24] Responsibility is the value of 
thinking about a type of social cohesion such as identity or by appealing to feelings of 
belonging. A society that guarantees without any discrimination the exercise of indi-
vidual responsibility by appealing to well-defined human Rights offers its citizens the 
most pragmatic argument for their aspiration for a common ‘good’ life, inclusive of All.

To be inclusive it is necessary first to forgive. Considering one another presup-
poses that certain values are shared because only in the light of these can it be 
understood why the capacities or properties of the other are of positive relevance to 
the common practice of life. Community cohesion, depends on the precondition that 
there is an understanding of intersubjectively shared values [24, 25]. Inclusion reaf-
firms identity, avoids moral grievance, promotes forgiveness, and enables solidarity.

Only by forgiving the faults of others, an individual person, group, community, 
or country in this way does forgiveness become possible and enable ourselves to 
become emancipated [26].

Considering one another presupposes that certain values are shared because only 
in the light of these can it be understood why the capacities or properties of the 
‘other’ are of positive relevance to the common customs of living together. Inclusion 
reaffirms identity, avoids moral grievance, promotes forgiveness, and enables cohe-
sion and stability.

4.3  Core Values

Shared values and virtues are absolutely necessary for the common good and at the 
very least a decent and [22, 27] humane society. They are meta-values in that they 
allow respect and coexistence even in those who adhere to other visions of life and 
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Table 4.1 Principles or virtues and positive and negative personal and social consequences

Topics Items

Principles or 
virtues

Living 
with

Welcome Care Identity/
respect

Pardon Living 
together

Positive personal 
and social 
consequences

Tolerance Empathy Compassion Recognition Inclusion Solidarity

Negative 
personal and 
social 
consequences

Conflict Passivity Irritability Moral 
grievance

Marginalization No sense

amongst those who accept different material and concrete values; If we understand 
that There are certain conditions that must be met for a minimum requirement of the 
health and welfare of individuals living together to be met.

Virtues are not socially pleasing qualities, nor the provisions that strengthen the 
will to fulfill duty, they are the qualities in which the moral subject has been forged 
from childhood, from the family community and from school to desire and discover 
what is right [23, 28]. They play an important moral role in the way people live 
together socially (Table 4.1).

4.4  The Importance of Dialogue

In a globalized world of social networks, the depersonalization of relationships has 
been described, where anonymous communication and not respect for the individual 
prevail. Han maintains that we live in a swarm of noises without permanent mean-
ings, without proper language, where everyone speaks and hears, and hardly anyone 
listens. There has been a breakdown of social life, with the failure of the social moral 
conscience, [13] among those who are [29] recognized in different identities.

There is a human desire to communicate: ideas and ideals through language, 
which integrates us into the family first, in communities and society afterwards, and 
finally makes us part of something more universal that is called humanity.

In the face of the late liberalism procedure of conventionally substantiating pub-
lic life, Cortina [25] raises the following objections:

 (a) The validity of conventions requires, whether or not it means, a moral basis, 
because as a condition of possibility of the moral obligation of the conventions, 
it is necessary to assume, at least, the intersubjective validity of morality to 
keep the promises made.

 (b) Systems of law that cannot be morally legitimized, lose their credit sooner or later.
 (c) There is no ethical-normative interpretation of the decisions of individuals, so 

the sum of decisions does not have to give rise to a rational decision. If private 
decisions are irrational, more of them can be irrational.

 (d) A democratic agreement, based solely on factual consensus, compromises only 
the participants, and does not bind or take into account those who, affected by 
the agreement, have not participated in it (marginal classes, third world peoples, 
future generations) [25, 30].
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4.4.1  Consensus

Three fundamental dangers are lurking in the consensus—among many others: to 
conceive of it as a strategic pact, to reduce it to a mere formal mechanism, and to 
make it the philosopher’s stone that moralizes its touch. The conviction that consen-
sus is strategic pacts, in which everyone defends their individual interests rabidly 
until they reach a balance, dependent on the correlation of forces, undermines the 
profound sense of democracy at the root of the process.

However, there is no less error in understanding consensus as a formal proce-
dure, as a legitimizing mechanism of rules, which has nothing to do with the way of 
life on which it ultimately relies. And not only because the consensus, so under-
stood, tends to be identified with the rule of majorities, which is the lesser evil, in 
need of major amendments; nor because the factual consensus does not constitute a 
sufficient guarantee of the correction of decisions. It is necessary to appeal to an 
ideal consensus as a regulatory idea and as a levy on criticism, which takes on 
meaning, is an irrelevant mechanism.

Morality is also concerned about highs, not just normative minimums; it is also 
concerned about the values worth living in [4, 5].

4.5  Human Rights

Human rights are internationally agreed standards, which apply to all human 
beings. They encompass the civil, cultural, economic, political and social rights 
of individual persons as set out in the Universal Declaration of Human Rights 
[31]. Their aim is to safeguard the inherent dignity and equal worth of each per-
son—each right being interdependent, interrelated and indivisible with the others.

The Declaration defines all individuals as equal and entitled to human rights 
without discrimination of any kind, such as race, colour, sex, ethnicity, age, lan-
guage, religion, political or other opinion, national or social origin, disability, prop-
erty, birth, physical or mental disability, health status, sexual orientation or any 
other status as interpreted under international law.

Inequality and discrimination can slow down economic growth, reduce the 
capacity to address poverty and create inefficiencies in public institutions [32].

4.6  Highlighting the Articles of the UN Declaration 
of Human Rights

The Articles of the Declaration embrace all peoples in the World and each person in 
their social, political, cultural and environmental context. Medical Care is men-
tioned specifically in Article 25.
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Article 1 states that ‘All human beings are born free and equal in Dignity and 
Rights. They are endowed with reason and conscience and should act towards one 
another in a spirit of brotherhood.’

Article 2 Everyone is entitled to all the rights and freedoms set forth in this 
Declaration, without distinction of any kind, such as race, colour, sex, language, 
religion, political or other opinion, national or social origin, property, birth or other 
status. Furthermore, no distinction shall be made on the basis of the political, juris-
dictional or international status of the country or territory to which a person belongs, 
whether it be independent, trust, non-self-governing or under any other limitation of 
sovereignty.

Article 3 Everyone has the right to life, liberty and security of person.

Article 6 Everyone has the right to recognition everywhere as a person before 
the law.

Article 22 Everyone, as a member of society, has the right to social security and is 
entitled to realization, through national effort and international co-operation and in 
accordance with the organization and resources of each State, of the economic, 
social and cultural rights indispensable for his dignity and the free development of 
his personality.

Article 25 Everyone has the right to a standard of living adequate for the health 
and well-being of himself and of his family, including food, clothing, housing and 
medical care and necessary social services, and the right to security in the event of 
unemployment, sickness, disability, widowhood, old age or other lack of livelihood 
in circumstances beyond his control. Motherhood and childhood are entitled to spe-
cial care and assistance. All children, whether born in or out of wedlock, shall enjoy 
the same social protection.

4.7  The WHO Constitution

The World Health Organization’s Constitution [33] defines health broadly as “a 
state of complete physical, mental and social well-being and not merely the absence 
of disease or infirmity.”

Within the Constitution, the Right to Health is defined as “the enjoyment of the 
highest attainable standard of health,” and enumerates some principles of this Right 
as healthy child development; equitable dissemination of medical knowledge and its 
benefits; and government- provided social measures to ensure adequate health.

The WHO Constitution established the right to health as a “fundamental, inalien-
able human right” that governments cannot abridge, and are obligated to protect and 
uphold. This encompasses the full spectrum of contemporary international public 
health [34].
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4.8  The UN International Covenant on Economic, Social 
and Cultural Rights

The United Nations further defines the Right to Health in Article 12 of the 1966 
International Covenant on Economic, Social and Cultural Rights, [35] which states:

“The States Parties to the present Covenant recognize the right of everyone to the enjoyment 
of the highest attainable standard of physical and mental health.”

The steps to be taken by the States Parties to the present Covenant to achieve the full 
realization of this right shall include those necessary for:

 – The reduction of the stillbirth-rate and of infant mortality and for the healthy 
development of the child;

 – The improvement of all aspects of environmental and industrial hygiene;
 – The prevention, treatment and control of epidemic, endemic, occupational and 

other diseases; the creation of conditions which would assure to all medical ser-
vice and medical attention in the event of sickness. (i.e. Universal Health Coverage).

In 2000, the United Nations’ Committee on Economic, Social and Cultural Rights 
issued General Comment No. 14, which addresses “substantive issues arising in the 
implementation of the International Covenant on Economic, Social and Cultural Rights” 
with respect to Article 12 and “the right to the highest attainable standard of health” [36].

The General Comment provides more explicit, operational language on the free-
doms and entitlements included under a right to health.

Article 12 tasks the State with recognizing that each individual holds an inherent 
right to the best feasible standard of health, and itemizes the ‘freedoms from’ and 
‘entitlements to’ that accompany such a right; however, it does not charge the State 
with ensuring that all individuals, in fact, are fully healthy, nor that all individuals 
have made full recognition of the rights and opportunities enumerated in the right to 
health. This acknowledges the importance of the underlying determinants of health 
by stating that the right to health is dependent on, and contributes to, the realization 
of many other human rights, such as the rights to food, to an adequate standard of 
living, privacy and access to information.

4.9  Criteria for Right to Health

General Comment 14 sets out four criteria by which to evaluate the right to health.

Acceptability All health facilities, goods and services must be respectful of medi-
cal ethics and culturally appropriate, sensitive to gender and life-cycle requirements, 
as well as being designed to respect confidentiality and improve the health status of 
those concerned.

Quality Health facilities, goods and services must be scientifically and medically 
appropriate and of good quality.
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Availability Functioning public health and health facilities, goods and services, as 
well as programs, have to be available in sufficient quantity.

Accessibility Health facilities, goods and services have to be accessible to everyone 
without discrimination, within the jurisdiction of the State party.

4.10  Limitations of the Health and Human 
Rights Perspective

Though the field of health and human rights has grown quickly over the last 
70  years since the Universal Declaration of Human Rights, there is no clear 
consensus regarding the most promising directions for the future [37]. The cur-
rent outcome- oriented assessments lead us to question approaches that rely 
solely on recourse to formal legal and civil rights. Similarly, unpromising are 
approaches that rely overmuch on appeals to Governments. State power has been 
responsible for most human rights violations and most violations are embedded 
in “structural violence” that is the social and economic inequities that determine 
who will be at risk for assaults and who will be protected [38]. Global economic 
inequalities and inequities in the distribution of resources contribute to enor-
mous disparities in the current health and wellness of human populations [39]. 
Many opportunities are now available to address these inequities by improving 
health care for all.

A future agenda suited to public health and medicine should be linked not 
only to the equitable distribution of the benefits of scientific advances but also to 
a refreshment of the focus on the individual person as the fundamental tenet of 
medicine and medical care within a health system. At the heart of medicine and 
medical practice lies the person whose relationship with their physician is based 
on trust and empathy within a framework of values that form the core of medical 
ethical practice.

In his comparative study of relationship—based Health Care in the US, United 
Kingdom, Canada, Germany, South Africa and Japan, Magee concluded that the 
patient/physician relationship is a critical underpinning of stable societies second in 
importance only to family relationships in all the countries studied. This is captured 
in the words of the ‘Father’ of Medicine Hippocrates 500 years BC and one of the 
greatest protagonists of Modern medicine in the twentieth century Sir William Osler.

“Wherever the art of Medicine is loved, there is also a love of Humanity.”
“It is far more important to know what person has the disease than what disease the 

person has”.
―Hippocrates

“Medicine is a science of uncertainty and an art of probability”.
“The good physician treats the disease; the great physician treats the patient who has 

the disease”.
―Osler
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4.10.1  Ethical Principles

Let us now examine briefly the various ethics principles. These are shaped by the 
Ethics Theories [32, 40], which can be summarized as follows, Virtue Ethics, 
Casuistry, Deontological Theory, Utilitarianism and Principlism [41].

4.10.2  Virtue Ethics

This theory stems from the teaching of Aristotle in the Greek philosophical tradi-
tion. It underlines the importance of developing character traits that promote virtu-
ous behavior, like magnanimity, trustworthiness, integrity etc. Pursuit of wisdom 
(as intellectual wisdom and as prudence—“phronesis”) is considered of primary 
importance. This theory supports the primacy of principles over rules and is consid-
ered as the only approach that has retained relevance and legitimacy over the course 
of history [34].

4.10.3  Casuistry

Based on the Aristotelian concept of phronesis, this theory builds on the ideas of the 
‘sophists’ and particularly their opinion that moral issues depend on the analysis of 
particular circumstances. It is a “bottom up” theory in contrast to the rules-based 
theories which are “top-down”.

4.10.4  Deontological Theory

Immanuel Kant (1724–1804) [31] the chief advocate of this theory (derived etymo-
logically from the Greek word δέον—duty) believed that the obligation to do the 
right thing should not arise out of fear for the consequences but because the right 
thing is an imperative in and of itself (binding categorical principle).

4.10.5  Utilitarianism

The essence of this theory developed by Jeremy Benthem (1748–1832) is that the 
moral value of an action depends on the degree of happiness or pain produced by 
the action.
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4.11  Principlism

A principle is defined as a “Fundamental Truth, or proposition on which many others 
depend” or “A fundamental assumption forming the basis of a chain of reasoning”.

The theory of Principlism combines principles, two ancient ones (beneficence 
and no maleficence) and two traditional ones (autonomy and justice). Three 
more principles can added, namely Truth, Confidentiality and Fidelity [32]. The 
first two principles, arising from the teaching of Hippocrates have never been 
disputed but Autonomy and Justice have: autonomy on the grounds that it is 
subject to cultural factors and justice on the grounds that it is unfair to deal with 
unequal subjects in an equal way (Aristotle). One of them is that the weak should 
be offered more protection and the other is that conversely the gifted should be 
given more advantages to be able to flourish. A combination of these two 
approaches would perhaps represent the ideal way to resolve existential ethical 
dilemmas The Hippocratic Code of Ethics would be nonsensical if it was not 
based on principles.

The values of professionalism are expressed in the doctor patient relationship by 
the following principles, recognized around the world as essential to ethical prac-
tice. These are:

Beneficence Physicians must always aim to do good, look after patients’ best inter-
ests and recognize circumstances where conflict of interest may compromise pro-
fessional judgment.

Non Maleficence Physicians must endeavour to do no harm—“primum non 
nocere”—avoiding unnecessary risks with treatments and refusing to take advan-
tage of the intimacy of the patient—physician relationship.

Patient Autonomy Patients’ decisions about their care must be respected. 
Physicians should empower patients to make informed decisions about their 
treatment.

Justice Physicians must treat all people equally according to their need. Physicians 
should work actively to eliminate discrimination based on race, gender, socio- 
economic status, religion or ethnicity and promote justice in a health system based 
on individual and community clinical need. This effort demands a commitment to 
reduce barriers to access to medical care based on education, geography, finances 
and legal structures.

Fidelity Physicians’ ‘duty of care’ is the free acceptance of a commitment to ser-
vice. This commitment entails being available and responsive when needed, accept-
ing inconvenience to meet the needs of patients, advocating the best possible care 
within the available resources regardless of ability to pay, seeking active roles in 
teaching and professional organizations, and volunteering skills and expertise for 
the welfare of the community. Medical professionals, therefore, should be encour-
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aged to participate in professional organizations, community programs and institu-
tional committees.

This duty also includes a commitment to competence and lifelong learning. 
Where appropriate, a physician’s duty may require referring the patient on to those 
that have greater competence in a particular area to meet a patient’s needs.

Truthfulness Physicians must ensure that patients are completely and honestly 
informed before consenting to treatment and after treatment has started. They must 
not mislead patients when medical errors have occurred. It implies keeping one’s 
word and meeting commitments. It also requires the recognition of possible con-
flicts of interest and avoidance of relationships that allow personal gain to supersede 
the best interest of the profession.

Confidentiality Confidentiality is one of the foundations on which the trust 
between patient and physician is based. It may only be breached where there is a 
real and imminent threat to the patient or to others if this confidentiality were 
maintained.

4.12  Practical Application of Ethical Principles

These ‘principles’ need to be ‘internalized’ and become a physician’s professional 
conscience, a compass guiding the journey through the complex scientific and med-
ico social scenes.

The physician’s individual conscience provides the foundation of the ‘trust’ 
given by the patient to the physician. The profession’s collective conscience shapes 
the essential wider ‘contract’ between the medical profession and society in general.

The ‘Art’ of Medicine is the application of our knowledge and skills within this 
framework of our collective conscience to make judgments in the best interests of 
individuals seeking our help.

In practice it may be enormously difficult to balance these ‘principles’ as each 
may internally conflict within the individual person’s circumstances. Though they 
are ‘absolutes’ to which we aspire, they should not be applied in isolation but in 
dynamic combination. In this way mistakes can be avoided. For example, telling the 
truth for the sake of truth alone may have catastrophic effects in some cases (e.g. 
revealing the full truth about cancer or AIDS to unprepared persons).

The implementation of these ethical principles is filtered through each individual 
practitioner’s “conscience”. There is no one right answer. Just the right answer for 
the individual person based on both the virtues and the morality of the physician’s 
best clinical judgment. The physician is called to implement the Ethics code on the 
basis of one’s individual sense of responsibility which forms the basis of ethical 
practice. It is the ethical principles of the individual practitioner that play the most 
important role and not the prevalent legal rules and codes. This of course is in line 
with the teaching of Immanuel Kant but even before Kant with the principles 
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advocated by the ancient Greek philosophers and physicians. Additionally, it is in 
line with the person-centered perspective as it emphasizes the importance of the 
ethical stance of each individual practitioner.

‘The Ethics of care’ theory is based on the idea of cultivation of virtuous per-
sonal traits (Aristotle) and emphasizes “moral emotion” like love, compassion and 
friendship.

“Virtues” are attitudes, dispositions, or character traits that are developed through 
learning and through practice. They are habits that, once acquired, become charac-
teristic of a person who becomes naturally disposed to act in ethical ways that are 
consistent with moral principles within the professional communities and to act in 
ways that develop certain ideals, such as excellence or dedication to the common 
good. They enable us to pursue the shared ideals of honesty, courage, compassion, 
generosity, fidelity, integrity, fairness, self-control, and prudence within local 
communities.

Fulford et al. [42] have identified as one of the basic challenges in the person- 
centered approach the harmonization of scientific findings with the values of each 
individual patient [38]. They have postulated that there are two ethical responses to 
this challenge, the following:

 1. Substantive Ethics, like Utilitarianism, Deontology and Principlism aiming to 
define “the right values” that should guide clinical practice

 2. Analytic Ethics, based on moral reasoning, like the “values based practice” [43]

A synthesis of these two approaches is thought to provide solutions to problems aris-
ing from conflicts of guiding principles (e.g. in the case of compulsory admissions 
between the “purpose” principle that includes safety and the “respect” principle that 
refers to respect for the patient’s wishes. This balance is not easy to achieve and one 
may ask if attention and respect of the person is a higher principle justifying suspen-
sion of the application of other ethics principles. This is particularly relevant to psy-
chiatric Ethics where the ethical justification of coercive treatment and treatment 
without consent still remain hot issues of debate. Further consideration of these 
issues should aim at harmonization of the various points of view to “reach conclu-
sions that are theoretically valid but also clinically useful” [39].

Yet another issue that is certainly related to Ethics stems from the need to harmo-
nize the good for the person versus the good for society as a whole. Jeremy Bentham 
and his school of Utilitarianism has dealt with this issue concluding that whatever is 
good for the majority is ethical (“the greatest good for the greatest number”). This 
is perhaps the greatest weakness of this theory because it neglects the needs of the 
minority. Other theories on the other hand profess the exact opposite by insisting on 
the well-being of the individual versus benefit to society as a whole, as in the 
Helsinki Declaration of the World Medical Association [44]. For more details, see 
Appleyard [40] and Christodoulou et al. [39]. The International College of Person- 
Centered Medicine has incorporated the societal dimension in its person-centered 
perspective. Thus, it considers the “person” in the singular but also in the plural by 
enlarging the Person-Centered Medicine approach to also incorporate the public 
health dimension [45].

W. J. Appleyard et al.



77

Physicians need to be called to account by their patients and their peers to justify 
their actions within a delegated professional regulatory framework which respects 
the difficulty and contradictions of ethical medical practice. Imposition of a politi-
cal, bureaucratic or business ethic distorts this accountability and works against the 
best interests of the individual person.

Industries as well as professions acknowledge the importance of such a struc-
tured ‘internal regulatory’ framework. External regulation of the medical profession 
should re-enforce good practice rather than impose inappropriate unprofessional 
standards. Overregulation leads to poor professional morale when it conflicts with 
physicians’ duties to their patients and when it imposes unrealistic difficulties that 
render research and innovation impossible. An alienated profession spends much 
time attempting to circumvent regulations that interfere with, rather than promote, 
best practices.

4.13  Instilling Ethics in Medical Education

The World Medical Association has exhorted all medicals schools in the world to 
ensure the teaching of medical ethics within their curricula. Of all the 44 standards 
required by the American Boards for a medical school to be accredited in the US, 
the Deans of US medical schools have ranked ethical behaviour the highest.

Undergraduate Medical Curricula have been developed to ensure that ethical 
issues are always reviewed in medical decision making.

The Arnold Gold Foundation of Columbia University in New York recognized 
the difficulties of fostering the medical conscience and initiated in August 1993, 
the White Coat Ceremony in which medical students publicly committed them-
selves to the profession’s ethics. The ceremony also reinforces the professional 
culture amongst the teaching faculty and administration of the School. Now 90% 
of US medical schools have introduced the ceremony, and it is spreading 
into Europe.

The Association of American Medical Colleges have published a “Compact 
between Teachers and Learners of Medicine” based on three guiding principles, as 
follows:

• The duty of medical educators to inculcate the values and attitudes required for 
preserving the medical profession’s social contract across generations

• The need for integrity and role models that epitomize authentic professional val-
ues and attitudes

• Respect for every individual as a fundamental part of the ethic of medicine

Some medical schools have found it helpful to link these concepts with the students’ 
“code of conduct” and the disciplinary procedures required to re-enforce them. This 
is important because the social milieu or ‘informal’ curriculum of a medical school 
has a great influence on the values and professional identities acquired by its 
students.
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The University of Chicago, USA has emphasized six principles in teaching clini-
cal ethics, namely:

 – Clinically based—for relevance
 – Cases (real)—narratives for fidelity and effectiveness
 – Continuous—the reinforcement of learning outcome
 – Coordinated—an integrated approach to all issues pertaining to the ‘case’
 – Clean (i.e. simple case) for clearer take home messages and better impact and
 – Clinicians as Instructors—for source credibility and all round case discussion

Early on in their courses, students are introduced to medical decision making. As 
they progress, some clinical tasks are delegated to them, within the ethical frame-
work described above. They come to understand through their teachers, mentors 
and role models that the unifying umbrella of medical ethics does not mean unifor-
mity. It is the very diversity of the clinical problems faced by their patients and the 
issues surrounding them that make medicine not only such a fascinating and inter-
esting career but a vocation where their individual conscience as a physicians is key 
to the application of their knowledge and skills in the best interests of their patients.

At Graduation publicly professing the same ethical principles helps to reinforce 
the importance of maintaining and developing the ethical standards expected of 
members of the medical profession.

4.14  The Essence of Medical Professionalism

The practice of Medicine is a “vocation whose core element is work based upon the 
mastery of a complex body of knowledge and skills and whose members ‘profess’ 
a commitment to competence, integrity, morality, altruism and the promotion of the 
public good within their domain.”

These commitments form the basis of a social contract or covenant between a 
profession and society, which in turn grants the professions the right to autonomy in 
practice and the privilege of self-regulation.

Society benefits by having those who govern the knowledge and skills for pro-
viding essential services primarily for the good of others rather than personal gain 
or political advantage.

In exchange for the privilege and authority to be responsible for key aspects of 
their professional work including the setting of professional standards, education 
,credentialing with a significant influence on the medical market and their working 
conditions society demands that professionals maintain and develop high standards 
of competence and moral responsibility.

Public awareness of the professions’ ethical standards serves to maintain the 
professions’ devotion to medical science and to advocate for health care values in 
the context of competing social imperatives.

With the vast and increasing amount of information available on the world wide 
web, some no longer acknowledge the value of professional competence, believing 
that anyone can find the relevant information on line and follow a protocol, others, 
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especially Heath Service Managers feel it is possible to reduce medicine to its com-
ponent parts, apply those parts in isolation and save money by deskilling the process.

The profession continues to exist because people, especially when ill, want per-
sonalized information from a trustworthy source. As Dr Mike Magee has shown, 
people still consult doctors for information. They are justifiably uncertain about the 
validity of the information on the web and are confused by its complexity and 
contradictions.

Patients need their physicians to help them interpret and apply that knowledge to 
their own individual circumstances with shared understanding as a foundation for 
their decisions. Providing coherent, well-informed care is the art of our profession 
and the foundation of person centred practice.

4.15  The Eight Characteristics of a Profession

4.15.1  Code of Ethics

Code of ethics from the time of Hippocrates represent the applied morality of the 
Profession governing the behaviour of members.

It has been updated by the World Medical Association’s Declaration of Geneva 
which embraces the core principles of professional ethics, now in the form of the 
Physicians Pledge.

4.15.2  The Physician’s Pledge

I MAKE THESE PROMISES solemnly, freely, and upon my honour
AS A MEMBER OF THE MEDICAL PROFESSION:
I SOLEMNLY PLEDGE to dedicate my life to the service of humanity;
THE HEALTH AND WELL-BEING OF MY PATIENT will be my first consideration;
I WILL RESPECT the autonomy and dignity of my patient;
I WILL MAINTAIN the utmost respect for human life;
I WILL NOT PERMIT considerations of age, disease or disability, creed, ethnic origin, 

gender, nationality, political affiliation, race, sexual orientation, social standing or any other 
factor to intervene between my duty and my patient;

I WILL RESPECT the secrets that are confided in me, even after the patient has died;
I WILL PRACTISE my profession with conscience and dignity and in accordance with 

good medical practice;
I WILL FOSTER the honour and noble traditions of the medical profession;
I WILL GIVE to my teachers, colleagues, and students the respect and gratitude that is 

their due;
I WILL SHARE my medical knowledge for the benefit of the patient and the advance-

ment of healthcare;
I WILL ATTEND TO my own health, well-being, and abilities in order to provide care 

of the highest standard;
I WILL NOT USE my medical knowledge to violate human rights and civil liberties, 

even under threat;
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4.15.3  Autonomy

Professions are granted autonomy in order that they may respect the autonomy of 
each individual patient, provide a professional person centred space in which the 
patient can be recognised as a person and act in the best interest of both their patients 
and society, in the face of competing social priorities.

General respect for the personal autonomy of both physician and patient creates 
trust, ennobles and professionalizes the relationship. Essentially autonomy demands 
that individual patients have the right to choose both their physicians and their 
treatment.

Physicians always need to justify what action they take with their patients to the 
patients themselves and be able to do so to their peers through audit and peer 
reviews.

Authoritarian governments continually seek to undermine this right because of 
their concern about the influence the medical profession may exert by indepen-
dently advocating for the health needs of individuals and society. In more demo-
cratic societies, medical autonomy is threatened by capitalist values that place 
efficiency and the generation and concentration of wealth over sometimes costly, 
seemingly irrational or apparently inefficient individual preferences and practices.

4.15.4  Morality and Integrity

A fundamental characteristic of any profession is the expectation that its individual 
members and the associations and institutions representing them are ‘moral’ and 
carry out their activities with integrity.

4.15.5  Altruism

The trust placed in the profession and medicine’s privileged status are only justified 
if we consistently place the interests of individual patients and society above 
our own.

The word “altruism” (from Latin alter: “other”) was coined by the French phi-
losopher Auguste Comte, the founder of positivism. He believed that individuals 
had a moral obligation to renounce self-interest and live for others, the definitive 
formula of human morality, gives a direct sanction exclusively to our instincts of 
benevolence, the common source of happiness and duty.

Philosopher W. G. Maclagan defines it as “a duty to relieve the distress and pro-
mote the happiness of our fellows...Altruism is to...maintain quite simply that a man 
may and should discount altogether his own pleasure or happiness as such when he 
is deciding what course of action to pursue” [36].
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4.15.6  Knowledge

Professions are given stewardship over their body of knowledge. They are respon-
sible for the integrity of the knowledge base. In medicine, this requires dedication 
to scientific evidence and clinical experience. The proper professional application 
of knowledge includes responsibility for its expansion—(promoting research and 
development)—and for its transmission to future practitioners—(medical educa-
tion). The profession must also apply its knowledge to the public good in order to 
improve public health and the health of nations.

4.15.7  Service

Professional knowledge must be used in the service of others, individual patients 
and society in general.

4.15.8  Accountability

Physicians are accountable personally to their patients and to their profession for 
adhering to medicine’s time-honoured ethical principles, politically to the public as 
whole and economically to third party payers.

4.15.9  Professional Associations

Professional collegiality establishes common goals and encourages all members of 
a profession to comply with them. Independent associations and State sanctioned 
licensing bodies exist to set and maintain professional standards, discipline unethi-
cal behaviour, and establish. educational standards. At their best, they are custodi-
ans of the medical professions’ conscience and need to ensure that in any Health 
System there is a continuing professional space that enables the independent prac-
tice of medicine that places the person in the centre of medical care.

4.16  Conclusions

Person Centred Medicine means -placing the person in the centre of medicine; of 
medical practice and health and healthcare. Central to this is the dialogue between 
the ‘person’ and his or her physician to elucidate their needs, as opposed to their 
‘wants’, based on trust. Trust depends on a shared understanding of the values that 
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underpin this professional relationship, of respect for each individual and the physi-
cian’s prime responsibility to be an advocate for the individual persons needs inde-
pendent of any Health System. Patients need their physicians to help them interpret 
and apply their knowledge to each person’s individual circumstances with shared 
understanding as a foundation for shared decisions. Providing coherent, ethically 
based, well-informed care is the art of our profession and the foundation of person- 
centred practice.
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Chapter 5
Holistic Framework in Person Centered 
Medicine

C. Werdie Van Staden, C. Robert Cloninger, and John Cox

5.1  Introduction: Zooming-In and Zooming-Out in Medicine

Medicine as a discipline has made remarkable and laudable strides by virtue of 
zooming-in. It zooms in on specific diseases, organs, cells, genes and nowadays even 
on sub-molecular activities. It zooms in when acquiring generalizable knowledge as 
well as in the practical activities of making a diagnosis and devising treatments for 
an individual patient. These strides have been hard-won by vast research and cumu-
lative practical experiences of indisputable benefits that this zooming-in accrues.

This strength of medicine holds a major risk for its own integrity, however. A 
failure to zoom out, so to speak, is at risk of suffering from a kind of simultagnosia. 
Seen also in neurology including patients with dementia, simultagnosia is a kind of 
blindness by which one is unable to recognize that which one observes, specifically 
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perceiving more than a single object at a time and how a perceived object relates to 
its context.

The holistic framework described in this chapter seeks to avert that a clinician and 
medicine as a discipline contract this kind of blindness. Instead the chapter deliberately 
creates space for developing medicine’s strengths in zooming-out too. In some respects, 
the importance of zooming-out is already well-established in medicine. In pathophysi-
ological accounts, for example, focusing on merely the heart without accounting for 
the cardiovascular system would be plainly naïve, if not clinically irresponsible.

Whilst this example of zooming-out from organs to physiological systems is hardly 
at issue, this chapter describes a framework on how far medicine should zoom out, not 
only to avert a professional simultagnosia, but also accrue the benefits of doing so. It 
considers three key concepts that may be construed too narrowly, resulting in a profes-
sional simultagnosia irrespective of being suffered by medicine as a discipline or the 
individual clinician. These are the concepts ‘person-centered medicine’, ‘person’ and 
‘health’. The chapter describes a framework by which to attain a holistic take on these 
concepts—that is, zooming out in ways that accrue optimal benefits for both the disci-
pline of medicine and serving patients individually and collectively.

5.2  Zooming-Out from Patient-Centered Medicine 
to Person-Centered Medicine

Patient-centered Medicine and Person-centered Medicine overlap in part. Both 
advocate, for example, a deliberate shift from too narrow a focus on merely a dis-
ease, symptoms and signs, a bodily organ, a physiological system such as the car-
diovascular system, the body, or the mind (as for psychiatric disorders). 
Patient-centered Medicine advocates a shift from these clinical foci to putting the 
patient central to clinical practice, attending to what the patient wants and (as it 
features most commonly in the literature) his or her satisfaction with clinical ser-
vices [1, 2]. Person-centered Medicine extends further, notwithstanding the overlap 
[3, 4]. This is presented in the Venn-diagram seen in Fig. 5.1.

Zooming-out from Patient-centered Medicine to Person-centered Medicine 
extends the holistic framework in terms of six respects. The first four respects con-
cern the concept of a person, for which details are considered in the next section. 
The fifth and sixth respects will be considered in subsequent sections. The six 
respects are as follows:

 1. A person is more than a mere patient
Person-centered Medicine puts the person before his or her role as a patient. 

This difference is important in that it recognizes (a) the various roles of the person 
including his or her roles of patient, parent, citizen, student, etc.; (b) that a spe-
cific person is not the same as the next person (as if just another patient for exam-
ple); and (c) each person is constituted in part by his or her particular circumstances, 
expressed by the philosopher Ortega as “I am I and my circumstance”.

 2. A practitioner is also a person with various roles

C. W. Van Staden et al.
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Person-
centered
Medicine

Patient-
centered
Medicine

Fig. 5.1 Conceptual Venn-diagram depicting the relation between person-centered medicine and 
patient-centered medicine

Person-centered Medicine puts central not only one person in his or her 
patient role, but recognizes that the practitioner is also a person with various 
roles. These roles are both professional and personal. Professional roles include 
being a service provider, a representative of his or her profession, an agent of his 
or her institution or employer, a researcher, or a clinical pedagogue. Personal 
roles include being a potential patient, a parent, a family member, an employer, 
an employee, a community member, a citizen, etc.

 3. Other persons are crucial too, also when neither a patient nor practitioner
Person-centered Medicine recognizes persons other than the patient or the 

practitioner as being crucial in healthcare. These include family members, 
employers, institutional managers, policy makers, etc.

 4. Interpersonal relationships are crucial
Person-centred Medicine situates a person not only in his or her roles and 

circumstances (see above), but also within relationships with other people [5]. 
As part of healthcare, these relationships should be nurtured [6]. They are fur-
thermore constitutive of person-centered processes [7]. For example, within 
interpersonal processes shared understanding is pursued, treatment plans are 
conjointly created, shared decisions are made [8], and informed consent is 
sought and given (or declined) [9].

 5. Experiences of persons are crucial
Experiences of persons are crucial. They are not just about satisfaction, but 

what it is (like) “for me”, what matters to “me” in “my” specific circumstance. 
Taking the first person experience of a specific person as crucial means his or her 
values [10], interests and preferences are given a central place in healthcare, not 
merely as an add-on but at the core of healthcare and shared decision making [11].

 6. Both positive and negative health should be attended
Person-centered Medicine attends to negative health—that is, for example, when 

someone is diseased. Person-centeredness requires more than this, though. It requires 
attention to positive health as well. This includes the person’s well- being, strengths 
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and resilience. Congruent with the WHO’s definition of health [12], this means health 
promotion extends beyond the prevention and treatment of disease. Furthermore, 
attending to both positive and negative health should extend to the experiences of 
persons (see point 5 above). This means the person’s experiences of not only negative 
health but also his or her well-being feature in a person-centered approach.

Zooming-out in these six respects extends the holistic framework of Person-centered 
Medicine in its conceptual scope, which should be distinguished from the means 
and principles by which its scope is addressed [3]. There are of course many means 
by which to pursue the full scope of Person-centered Medicine as evident in many 
chapters of this book. These include for example good communication, interper-
sonal interaction and engagement, and accounting for values and experiences of all 
the people involved. Principles by which to pursue Person-centered Medicine 
include for example honoring the dignity, autonomy and rights of the person(s), 
beneficence, non-maleficence, distributive justice, duty to care, respect for differ-
ences and diversity, social and communal responsibility, etc. Means and principles 
of Person-centered Medicine are also captured in the Person-centered Care Index [3].

In this zooming-out, the concept of a person features centrally. The next section 
considers zooming-out and zooming-in specifically in relation to the concept of a person.

5.3  The Concept of a Person in a Holistic Framework

In pursuit of a holistic framework, the biopsychosocial model has provided a way in 
which to zoom-out from the usual biological interests in disease, symptoms, clinical 
signs, organs, and physiological systems. It served well for zooming-out, bringing 
into view also the psychological and social aspects of a person. In recent years, 
further zooming-out added cultural and spiritual interests in respectively an extended 
bio-psycho-social-cultural and a biopsychosocial-spiritual model [13–16]. The 
zooming-out of these extended models has helped in capturing a more holistic 
framework than afforded by mere biological interests.

However, even these extended biopsychosocial models are inadequate in their 
conceptual reach and scope for addressing the person holistically rather than in a 
reductionist way. Reductionist thinking impoverishes the concept of a person [17]. 
This is marked by “nothing but” claims, by which, in this instance, the concept of a 
person is thought of as being nothing but, say, x. Through times, there have been 
various examples of x. In law, for example, x has been taken as nothing but the 
bearer of legal rights, meaning that someone who does not have rights would not 
qualify as a person. By this take in history a slave or a child did not qualify as a 
person. ‘Person’ has also respectively been reduced to a self, a human being, a 
human body, the mind of a person, the psychology of a person, the personality or 
character of a person, the experiences of a person, a conjunction of mind and body, 
etc.[17, 18]. All of these reductionist takes on the concept of a person fail the test of 
its ordinary usage. Ordinary language philosophy appeals to the way in which we 
ordinarily use a term as a first step in elucidating its conceptual scope [19]. That is, 
through ordinary language philosophy, all of the above reductionist understandings 
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of personhood have been refuted for being too narrow in scope, for the use of per-
sonal pronouns as indication of human personhood extends further [18, 20].

For conceptual adequacy in attending to the person holistically, ordinary language 
philosophy guides us in zooming-out and recognizing a multitude of attributes 
ascribed to a person [10]. An incomplete list of these are presented in Table 5.1. For 
a holistic framework, these attributes inform us on the scope of a holistic approach 
to a person. It is clear that attributes of a person extend way beyond biological, psy-
chological and social attributes. The rights of a person, for example, are not properly 
captured among, or entailed within, biological, psychological and social attributes. 
Similarly, the needs of a person include subjective and objective needs that may or 
may not be biological, psychological or social needs. Recognizing the various attri-
butes of a person helps in informing us on the richness of personhood, averting a 
(simult)agnosia and debunking impoverished conceptualizations of a person.

The Venn-diagram in Fig. 5.2 depicts the conceptual relation between a person 
and his or her attributes. The attributes of a person are conceptually entailed within 
the concept of a person, but the attributes are not exhaustive of personhood.

Table 5.1 Incomplete list of attributes of a person

Needs Rights Mind Body Organs
Family Autonomy Thoughts Anatomy Tissues
Community Sovereignty Experiences Physiology Cells
Roles Interests Emotions Chemicals Molecules
Relationships Values Behaviours Genes Genome
Culture Beliefs Actions Functioning Illness
Religion Expectations Desires Vulnerability Resilience
Spirituality Goals Satisfaction Circumstances Well-being
Faith Reasons Life Living Health
Attitudes Beauty Appearances Inclinations Habits
History Volition Vigour Virtues Personality

A Person

Psychological

attributes Cul
tu

ra
l a

ttr
ib

ut
es

Spiritual attributes Social attributes

Biological
attributes

His or her
attributes

A Person

Psychological

attributes Cul
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Spiritual attributes Social attributes

Biological
attributes

His or her
attributes

Fig. 5.2 Conceptual Venn-diagram of a person and his or her attributes
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Zooming-out in this way informs us on the conceptual adequacy in attending to 
the person holistically. Ordinary language philosophy also guides us on attending to 
the person specifically, not only holistically. This is, zooming-in on the person, 
which is different from zooming-in on the attributes of a person. In other words, a 
crucial distinction should be observed between a person and his or her attributes. 
Mere attendance to his or her attributes, does not necessarily entail that one has 
attended to the person.

This means, moreover, in attending to the person specifically, we should resist a 
reduction of the person to any of these attributes as if they were a person, or if a 
person is essentially nothing but any of these. For example, the clinician should 
caution against essentialist thinking by taking the person as nothing but: a body; a 
set of genes (when doing genetic counselling for instance); a mind (which is a risk 
particularly in case of psychiatric disorder); a bearer of legal rights; a mere patient 
(thus restricting the person to his or her role); a life (which is a risk perhaps most 
relevant in emergency situations); his or her experiences; or as mere exemplar of a 
particular culture or faith. Similarly, personalized approaches in precision medi-
cine should be cautious, for the personalization speaks to the person’s specific 
biological (or genetic) profile, thus his or her attributes, and not to the person him- 
or herself.

Nor is a person merely an accumulation of all his or her attributes. A practical 
and clinical dialogue may make this point convincingly. An intelligent and sincere 
patient looking at Table 5.1 may respond validly: “Doctor, it’s great that you con-
sider and attend to my attributes—my disease, my mind, my roles, my rights, etc. 
They are after all mine. However, what about me? Attending to any and even all of 
my attributes, does not necessarily mean you have attended to me. Even if you 
attend to how I experience my illness or my health, you have not necessarily attended 
to me—I am not only my experiences”. This response underscores that a person is 
not a mere attribute, or collation of attributes. It also underscores that a person, 
instead, is actively constituted and reaffirmed by reciprocal interpersonal enactment 
within relationships. This is the reason that Person-centered Medicine (PCM) is 
crucially based on relationships [5–7] (See above for the fourth respect in which 
person- centered medicine differs from patient-centered medicine).

Zooming-in on the person is not the same as zooming-in on his or her attributes. 
In PCM, zooming-in on the person is the core and crucial ethic, but more is required 
[21, 22]. Zooming-out in recognizing the multiple attributes of a person, provides 
the holistic framework for PCM. Neither zooming-in on the person, nor zooming- 
out in recognizing his or her attributes, however, precludes zooming-in on any of the 
attributes. Actually, it is medically an imperative that we do zoom-in on the attri-
butes too.

Practically, one may anticipate some tension between attending to specifically 
the person versus attending to his or her attributes. Attending to each, for example, 
competes for the clinician’s time. A virtuous clinician would strike a good balance 
by applying his or her mind as would be appropriate to the specific patient, as well 
as by virtue of reciprocal communication between the clinician and patient on 
this matter.
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It may be objected that the multitude of attributes may be overwhelming practi-
cally. This is, the clinician would have great difficulty attending to all these attri-
butes, and some attributes may not be clearly within the professional scope of the 
clinician. A holistic framework, however, does not require the clinician to attend to 
all attributes, but provides for the recognition of these attributes, their scope, their 
overlap, their contextual fit, and their potential relevance rather than claiming that 
they are necessarily relevant. As applicable in case of a simultagnosia and agnosias 
generally, there is not even the possibility of attending to an attribute if not even 
recognized as potentially important in the first place.

Attending clinically to all attributes would thus be pursuing a pie in the sky. 
However, the clinician should recognize among the many attributes those of poten-
tial relevance, and necessarily and specifically attend to the person, not merely his 
or her attributes. The clinician should do so as a person engaging reciprocally with 
another person (but not merely in his or her patient role) [6, 8].

Zooming-out in recognizing the multiple attributes of a person comes with the 
insight that the attributes of person have a commonality by which they are con-
nected non-trivially even if obviously so. This is, they all belong to the person. Any 
zooming-in on an attribute of a person is in doing so, extricating that attribute from 
a person, and selectively segregating the various attributes that are not so segregated 
in the first place [18]. The person comes first whereas the extricated attributes are 
derivatives from the person. The knowledge we obtain of any extricated attribute 
(for example, the knowledge of a person’s vasculature) may thus be understood as 
an epistemological artifact of our zooming-in on it. The clinician who has insight 
into this, would appreciate the need for healthcare that is integrative by which 
coherence may be re-established among the segregated diagnostic and therapeutic 
“zooming-ins” on the various extricates or attributes of the person [4].

5.4  The Concept of Health in a Holistic Framework

The WHO’s definition of health espouses a zooming-out from diseases and disease 
prevention, and thereby includes well-being and health promotion. It defines health 
as a state of complete physical, mental and social well-being and not merely the 
absence of disease or infirmity [12].

Similar to the inadequate scope of the biopsychosocial model, the WHO’s con-
cept of health should also be broadened further in a holistic framework. “Physical, 
mental and social” in its definition is not exhaustive of the attributes of a person (as 
considered in the previous section), yet most of the attributes listed in Table 5.1 are 
contingent matters of health, and may be relevant in disease, illness, injury and dis-
ability as well as in well-being and health promotion.

Health does not merely pertain to these attributes, but is itself an attribute of a 
person. We speak accordingly of the health of a person. The preposition “of” in the 
preceding sentence is one of four practical positional angles between ‘health’ and 
‘person’ articulated by Person-centered Medicine [3]. The others are “with a 
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person”, “by a person”, and “for a person”, which in short articulate respectively, the 
interpersonal aspect of health, agency in health (for example, by patient and practi-
tioner), and provisions of health(care) and promoting the fulfillment of the person’s 
life project.

These prepositional angles may be applied to health promotion. Health promo-
tion of the person, if it is to be effective, has to increase his or her knowledge and 
awareness of how to live and function well. Health promotion with the person helps 
a person to identify and accept valued goals. It teaches self-regulatory skills that 
enhance self-efficacy in functioning. Health promotion by the person supports the 
integration of this factual knowledge and personal values in supporting a commit-
ment to change that cultivates plasticity. Health promotion for the person assures 
that values are directed toward enhanced personal and collective well-being. Values 
that are optimally healthy and prosocial are self-transcendent and virtuous because 
social inequality and personal vices are unhealthy for individuals and the social 
groups in which they live [23]. Thus person-centered health promotion works by 
activation of synergy among healthy functioning, plasticity, and virtue [24, 25].

The health of a person encompasses the health of his or her attributes. Since the 
attributes of a person are in the first place not segregated prior to our epistemologi-
cal zooming-in on them, their connectedness within the health of a person should be 
expected. The interconnectedness among healthy attributes of a person is commonly 
considered among biological attributes. For example, there is an abundance of data 
on the healthy interconnections among genes, cells, tissues and physiological sys-
tems. Considered less often are the healthy interconnections among personality, 
interpersonal relationships, and biological attributes.

Healthy interconnections among personal attributes are evident in specifically 
well-being. This should be expected considering that well-being is at the core of the 
WHO’s definition of health. Before considering benefits of promoting well-being, 
the next section on a healthy personality also underscores the interconnections 
among personal attributes, but without reducing the health of a person as if nothing 
but the health of his or her personality. A healthy personality cuts conceptually 
across various attributes of a person.

5.4.1  What Is a Healthy Personality?

Personality provides a reliable way to assess the quality of a person’s functioning in 
the general population as well as with psychiatric and other medical patients with 
physical disorders [26, 27]. To promote physical, mental, and social well-being, it is 
necessary to promote the healthy personality development that underlies healthy 
living. Perhaps the inadequacies of past efforts at health promotion can be explained 
by the need to more fully accept the fact that a person’s well-being depends on the 
development and maintenance of a healthy personality, not just knowledge, external 
support, and encouragement although those things represent part of the necessary 
resources. So we need to know what a healthy personality is.
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Three key practices have consistently been shown to lead to the development 
of well-being: (1) letting go, (2) working in the service of others, and (3) growing 
in awareness [28, 29]. Letting go involves acceptance of who you really are so that 
you can develop realistically and calmly without fighting or worry. Acceptance 
and letting go are expressions of hope, rather than giving in to excessive or insa-
tiable desires. Working in the service of others is expressed as genuine acts of 
kindness, which are satisfying even when it involves personal sacrifice. Serving 
others is an expression of love, rather than giving into fear and selfishness. 
Growing in awareness is the result of using our intelligences to listen to all aspects 
of our being. Through reflection, meditation, and contemplation a person can dis-
cover more about one’s self and the mysteries of one’s inseparable relations to 
others and the world as a whole. Awareness is the actualization of the benefits of 
faith. Such faith is based on the insight and conviction that comes from intuitive 
understanding, rather than blind acceptance of dogmatic assertions by external 
authorities.

Each of the practices that lead to well-being are functional expressions of the 
character traits of Self-directedness, Cooperativeness, and Self-transcendence. Self- 
directedness (i.e., being resourceful, purposeful, self-accepting, responsible, and 
foresighted) leads to confidence about one’s ability to accomplish valued goals, and 
such self-confidence is a way of describing hopefulness. Consequently people who 
are highly self-directed are accept who they are really and can admit to faults and 
weaknesses, whereas others are too proud or ashamed to admit their faults [28].

Cooperativeness (i.e. being tolerant, helpful, empathic, principled, and compas-
sionate) is an indicator of a person’s disposition toward kindness and compassion 
for one’s fellow human beings. Such loving kindness and compassion motivates a 
person to work in the service of others, rather than for personal gain [28]. Acts of 
kindness are satisfying and enhance physical, mental, and social aspects of well- 
being [30–32]. Acts of kindness make people happy [31], and happy people experi-
ence less pain [32], have improved cardiovascular health and resilience [30], fewer 
accidents and suicides, and live longer [33].

Self-transcendence (i.e., being intuitive, imaginative, easily absorbed and 
engaged in what is valued, and spiritually accepting) indicates capacity for insight 
from meditation and contemplation. Such contemplation leads to enhanced aware-
ness, self-knowledge, and peak experiences of the inseparability of all things [28]. 
Mindful meditation has been shown experimentally to reduce stress and enhance 
objective indicators of well-being [34, 35].

Meta-analysis of longitudinal studies and experimental interventions show that 
increases in subjective well-being are predictive of reduced morbidity and mortality 
and of improved objective health and longevity [34, 35]. The effect size of the cor-
relation between changes in subjective well-being with changes in objective physi-
cal health is weak (r = 0.14–0.16) in both longitudinal studies and in experimental 
interventions [35]. An effect size of 0.15 corresponds to an odds ratio around 1.3 for 
improvement, which indicates that most people are not substantially improved in 
objective measures of physical health from changes in subjective well-being [36]. 
Medical morbidity and mortality in 7-year follow-up is more strongly predicted by 
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the absence of positive well-being than by the presence of negative well-being, but 
the effects are still weak and inconsistent [37].

Personality traits are predictive of later health status and mortality in longitudinal 
studies using the personality questionnaires measuring three and five factor models 
[38, 39]. High Neuroticism and low Conscientiousness are often predictive of higher 
mortality, but the results have been weak and inconsistent [39, 40]. More consistent 
predictors of health outcomes can be identified using Ryff’s measures of psycho-
logical well-being (such as autonomy and self-control) [41, 42] and the character 
measures from the Temperament and Character Inventory (TCI) previously 
described here [43–45]. The TCI was the strongest predictor of clinical health out-
comes among all 14 multidimensional personality inventories tested in a longitudi-
nal study in the USA [46]. The average of the TCI’s multiple correlation with six 
clinical indicators of psychopathology was r = 0.53 compared to the averages for 
other personality tests (r = 0.27–0.45). Hence the linear prediction of mental health 
outcomes by antecedent personality traits is moderate in strength.

Multidimensional personality profiles are the most consistent predictors of well- 
being because they specify synergistic non-linear interactions. Specifically, the 
combination of all three TCI character dimensions (i.e., high Self-directedness, 
Cooperativeness, and Self-transcendence) predicts greater physical, mental, and 
social well-being than any other profile or individual trait [43]. The profiles are 
more informative than the average (linear) effects of the same traits for both mental 
health and physical health outcomes [43, 45].

The synergistic quality of all three character dimensions is called creativity and 
the healthy personality configuration is called the creative character profile [24]. 
Creativity can be defined as the original, adaptive, and beneficial innovation that 
emerges from the combination of high self-directedness (i.e., resourceful, realistic, 
and self-accepting), cooperativeness (i.e., tolerant, helpful, and empathic), and self- 
transcendent (i.e., intuitive, imaginative, and spiritual). Creativity depends on all 
three of these components of character because it must be (1) original (i.e., using 
imagination or innovative ideas to solve problems or to invent new and better solu-
tions to traditional approaches, as is characteristic of highly self-transcendent peo-
ple), (2) adaptive (i.e., a realistic way to use available resources to make something 
suitable for a new use or purpose, as is characteristic of highly self-directed people), 
and (3) beneficial (i.e., being favorable, helpful, or advantageous for others so that 
it becomes adopted by the culture or social group, as is characteristic of highly 
cooperative people). There is no consensus about a single definition or test for mea-
suring creativity despite much study of the topic, but there is agreement that creative 
processes are original, adaptive, and beneficial for one’s self or others [47–49]. 
Sometimes the word “adaptive” is taken broadly to imply both realistic and benefi-
cial. In any case, the importance of creative products being socially valued and 
benefiting others has been well-documented in studies of creative achievement [50–
52]. Creativity has been shown to be strongly related to three facets of individual 
differences: differences in (1) intellectual abilities (e.g., divergent thinking, imagi-
nation, aesthetic sensibility), (2) personality traits (e.g., tolerance of ambiguity, 
desire to grow, desire to work for recognition, willingness to take risks and try to 
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overcome obstacles), and (3) character style or style of mental self-government 
(e.g., a progressive legislative style, which finds enjoyment in creating one’s own 
rules and ways of doing things, looking for new things to do and for new ways to do 
old things), and [49, 53, 54].

Overall, creativity is a process that occurs within creative people in particular 
states of mind in a particular psychosocial context [28, 50]. Specifically, the creative 
character profile (i.e., the combination of being highly self-directed, cooperative, 
and self-transcendent) facilitates a person getting in a creative state of mind (i.e., 
calm alertness with a flowing intuitive awareness that awakens automatic intelli-
gences), thereby helping a person to discover original solutions that are adaptive for 
one’s self and others.

Each of the three TCI character traits contributes to positive affect and life satis-
faction regardless of the level of the other two traits, and the combination of all three 
has a stronger correlation with subjective well-being than expected from the sum of 
the three individual contributions [43]. In other words, the dynamic non-linear inter-
action among these dimensions has a synergistic effect to enhance physical, mental, 
and social aspects of well-being.

The creative process emerging from the healthy character configuration has con-
crete and practical benefits. People with high Self-transcendence have a vivid imagi-
nation, and this leads to creativity when combined with realistic thinking typical of 
high Self-directedness and with schizotypal or magical thinking when combined with 
low Self-directedness [55]. In contrast, people who are high in Self-directedness and 
Self-transcendence, but low in Cooperativeness, are generally regarded as “fanatics” 
and often act with hostility or in ways that are destructive for themselves and others, 
so they are not regarded as creative despite their ingenuity. People who are “orga-
nized” (i.e., high in Self-directedness and Cooperativeness, but low in Self-
transcendence) have often been considered to have healthy personalities, but they are 
still vulnerable to being self-centered, materialistic, and conventional unless they are 
also high in Self-transcendence [56]. Creative processes require a freedom of will and 
thought that is not constrained by past conditioning and traditional beliefs [57, 58].

Creativity must not be regarded as a rare capacity of exceptional individuals. 
Existential and phenomenological approaches to medicine recognize that each 
moment in life is a creative process in which all people are transforming their past 
experiences and future hopes into the more-or-less adaptive actualization of the 
present moment. Illness provides the opportunity for creative development by 
increased awareness of our all three aspects of our being (i.e., body, thoughts, and 
soul), but only if we allow ourselves to accept reality and to grow in its understand-
ing [59]. Our pains and fears force us to enlarge our consciousness if we are to adapt 
adequately. From this adaptive perspective, health is adequate creativity and an ill-
ness is inadequate adaptation [60]. From this person-centered perspective, Victor 
von Weizsaecker, observed that illnesses revealed meaningful information about 
reciprocal psychosomatic interactions that create health. From his clinical observa-
tions in psychosomatic medicine and his experimental observations about the phe-
nomenology of perception, thought, and movement, he suggested that we become 
sick when we are not in a creative dynamic state:
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“The health of a human being is not just capital to be consumed;
rather health is actually present only when it is created in each moment of life.
If health is not being created, then a person is already sick [61].”

Essentially, when we are not growing creatively, we are consuming what health we 
have until we become ill, unhappy, and empty. When we are healthy, we are ener-
getic, happy, and fulfilled because we are living creatively in each moment.

5.4.2  Benefits of Promoting Well-Being

Mental Well-being: It is well established that a creative way of living (measured by 
a creative TCI character profile) is linked with greater subjective well-being, 
including greater life satisfaction (cognitive aspect of subjective well-being) and a 
more positive balance between positive and negative affect (the emotional aspect of 
subjective well-being) [43, 44]. However, higher self-transcendence can also lead 
to increases in negative emotions, particularly in secular societies where self- 
transcendent attitudes are in disfavor, but even then positive affect is greater than 
negative affect in adults [44]. During adolescence, the roles of self-directedness, 
cooperativeness, and persistence appear to be more important than self- 
transcendence [62, 63]. The role of self-transcendence becomes clear only when 
individuals must cope with ultimate situations, like suffering, personal death, or 
mass extinction, which may occur at any age but only are recognized fully in older 
adults [56, 64–66].

Physical Well-Being: Both personality profiles and heart rate variability are pre-
dictive of physical morbidity and mortality [67, 68]. The impact of personality is not 
fully explained by people’s choice of healthy lifestyles, such as habits about diet, 
physical exercise, and health care utilization [69]. In order to explore the physiolog-
ical pathways by which personality influences physical health, we have studied rela-
tions between personality profiles and heart rate variability, which is sensitive to a 
variety of emotional and physiological stressors. We found that creativity, measured 
as the product of the three character scores in the TCI, was significantly correlated 
(r = −0.3) with healthy autonomic balance with predominance of parasympathetic 
activity, as measured by the ratio of high frequency (sympathetic) activity to low 
frequency (parasympathetic activity) [69]. In contrast, other character profiles (in 
which any one of the character dimensions was low) were not significantly corre-
lated with healthy autonomic balance [69]. Agreeability is associated with greater 
parasympathetic activity but does not reduce sympathetic activity, whereas forgive-
ness reduces sympathetic activity but does not increase parasympathetic activ-
ity [69].

Greater parasympathetic balance is characterized by a state of calm alertness; it 
is facilitated by slow, deep breathing and is disrupted by stress or defensiveness. 
Defensiveness (i.e., fight or flight responses, including both aggression or avoid-
ance) is characterized by sympathetic hyperactivity. All three TCI character traits 
are correlated with greater parasympathetic activity individually, and the product of 
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the three together was greater than their individual association, indicating that there 
is synergy among these traits that leads to autonomic balance. Experimental inter-
ventions show that psychophysiological training with slow, deep breathing and cul-
tivation of positive affect can enhance heart rate variability and thereby promote 
healthier outcomes [70, 71].

Dean Ornish has developed multi-modal training programs including diet, emo-
tional self-regulation, and meditation to prevent or reverse coronary heart disease. 
Ornish has found in longitudinal studies that they lead to improved well-being, 
including longer telomeres (a predictor of longevity) compared to others who do not 
change their lifestyle [72–74]. Nevertheless, personality has not been measured 
with the TCI in Dean Ornish’s program of lifestyle change, and the directions of 
influence among the several changing processes involved in comprehensive lifestyle 
change remain uncertain. The interactions among the multifactorial processes will 
need to be considered as components of a complex adaptive system [75].

Social Well-Being: Creativity is associated with perception of warm and satisfy-
ing social relationships [43]. The processes underlying the prosocial benefits of cre-
ativity have been studied in detail in negotiation and conflict resolution [76, 77]. 
Stable and satisfying social relationships depend on emotional communication that 
combines assertiveness with mutual respect, thereby leading to innovative and non- 
violent resolution of disagreements. Non-violent communication must begin with 
establishing a context of mutual respect and shared goals. In order to be authentic, 
there must be the opportunity to express and assert what each person feels and 
thinks candidly. Yet to avoid violence and resistance, there must be a freedom and 
openness to change that involves innovative solutions emerging from respectful dia-
logue. The same principles of non-violent communication can be applied to nego-
tiation generally. Again in social aspects of health we can recognize a complex 
adaptive system involving multiple reciprocal feedback systems, in which trust 
stimulates openness, which in turn reinforces change with increases in trust. Similar 
mechanisms are involved in the formation and maintenance of a helping therapeutic 
alliance [78, 79].

Spiritual Well-being: Studies of the benefits of spirituality show that there are 
positive benefits from spiritual acceptance that there is a divine order like justice in 
the cosmos [80, 81] because this conviction is a basis for hope and other self- 
transcendent virtues that are characteristic of people who recover from physical and 
mental disorders [82]. Meta-analyses show that intrinsic motivations like love, 
hope, and faith led to positive psychological adjustments, whereas extrinsic motiva-
tion (doing outwardly pious acts to be seen by others) and avoidance of dealing with 
one’s problems by withdrawing into religious activities led to negative mental and 
physical outcomes [83–87]. Religious struggles (like feeling God had abandoned 
you) has been associated with slightly increased mortality [85]. The effect of spiri-
tual acceptance as a single variable to reduce mental distress or to improve health is 
weak in large-scale meta-analyses (r = 0.09) [83, 87].

Intrinsic motivation is based in inner awareness of a connection with something 
beyond one’s self, which inspires a sense of meaning and commitment to valued 
action [88]. Creativity is consistently characterized by intrinsic motivation and a 
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sense of meaning in life. Self-transcendence involves awareness of what gives 
meaning and purpose to a person beyond the selfish acquisition of pleasure, power, 
and possessions [65, 89]. The spiritual aspects of health are often discussed in secu-
lar cultures by reference to the strong human needs for engagement and meaning, as 
emphasized in Seligman’s model of psychological health based on Positive 
Emotions (i.e., feeling good), Engagement (i.e., being completely absorbed in val-
ued actions), Positive Relationships (i.e., being authentically connected to others), 
Meaning (i.e., feeling your existence has a significant purpose), and Accomplishments 
(i.e., feeling successful in what you have done) (PERMA) [90]. Engagement is one 
of the facets of TCI Self-transcendence; people frequently become so absorbed in 
doing something they value, that they lose track of time and place for a while, so it 
is labeled as “self-forgetfulness” in the TCI [28, 88]. When people are asked what 
has given them the most lasting satisfaction in their life, the feeling of accomplish-
ment is one of the three most common experiences they report, along with satisfac-
tion with warm social relations and discovery of what gives them meaning [28, 91]. 
All of these aspects of the good life arise from using intuition to grow in awareness 
of who you really are and what you truly value so that you can flourish (i.e., function 
with happiness, plasticity and virtue).

In psychoanalytic terms, healthy and wise people function using the mature 
defenses of sublimation (i.e., letting go of desire for personal pleasure to accom-
plish something meaningful or beautiful, like an artistic creation), altruism (i.e., 
serving others unselfishly), hopeful anticipation (i.e., anticipating and preparing for 
possible future adversity by living moderately) with a sense of humor and humility 
[92]. People with creative characters are the individuals who are most aware of their 
need for coherence and self-actualization, which leads them to work on the develop-
ment of wisdom and integrity [28]. Hence the healthy life is good life, and the good 
life is also the happy life. Lives that are healthy, happy, and good all involve doing 
what you value with flexibility, integrity, and wisdom.

5.5  Conclusion: A Holistic Perspective on Both a Person 
and Health

In attending to a person holistically, we should recognize a multitude of attributes 
ascribed to a person. The multitude of attributes informs us on the scope of a holistic 
approach to a person, extending beyond biological, psychological and social attri-
butes addressed by a biopsychosocial model. Recognizing these, averts a profes-
sional (simult)agnosia and debunks impoverished reductionist conceptualizations 
of a person. Instead, a person is recognized as distinct from his or her attributes, 
even though inseparable from some attributes like his or her mind, for example. In 
attending to the person specifically, we should resist a reduction of the person to any 
of his or her attributes. A human person is not merely a mind, or a mind plus a body, 
or his or her experiences, or “a life”, but a specific someone endowed with various 
attributes, who interacts with others and with whom we may interact.
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In a holistic framework, PCM attends crucially and specifically to the person, 
recognizing his or her many attributes while attending contingently to some attri-
butes as may be clinically prudent. Zooming-in on an attribute of a person is in 
doing so, extricating that attribute from a person, and selectively segregating it from 
other attributes and the person. The extricated attributes may thus be understood as 
epistemological artifacts of our clinically warranted zooming-in on them. This 
means an integrative approach is needed in which coherence may be re-established 
among the segregated diagnostic and therapeutic “zooming-ins” on the various attri-
butes of the person.

Congruent with the WHO’s definition of health, a holistic framework extends 
further than providing for diseases and their prevention. It espouses the promotion 
of well-being, which fosters empirically supported health benefits for individuals 
and society. One such benefit is developing a health personality. The most consistent 
and strong predictor of both subjective well-being and objective health status in 
longitudinal studies is a creative personality profile characterized by a person being 
highly self-directed, cooperative, and self-transcendent.

Reviews of the scientific literature and professional experience suggest that 
health and flourishing can be cultivated most effectively by adopting a holistic 
framework that attends to the person and not only the attributes of a person, and in 
addition integrates attendance to the various dimensions and attributes of a person. 
In the absence of a holistic framework and approach, health would not be under-
stood fully and health care and health promotion are likely to have only weak and 
inconsistent benefits.
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Chapter 6
Individualized Care in Person Centered 
Medicine

Ihsan M. Salloum, W. James Appleyard, and Mohammed T. Abou-Saleh

6.1  Introduction

Advances in medicine in the latter part of the twentieth century have been formi-
dable and on par with advances in all the sciences and have eclipsed advances in 
centuries of human endeavour: diagnosis of diseases have been well established, 
their aetiology and pathogenesis elucidated, and pharmaceuticals have been intro-
duced to treat these conditions.

Advances in medicine were made by converging on specific diseases and thus paving 
the way for the establishment of medical specialities focused on specific systems such 
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as psychiatric medicine. Inevitably this led to fragmentations of care for individual 
patients who may have more than one medical condition and importantly the whole 
person of the patient has been overlooked and almost became out of bounds. Individuals 
with a specific medical condition were reduced in common parlance to being labelled 
and defined by their disease: a patient may be labelled as asthmatic, diabetic, epileptic, 
schizophrenic or addict, labels that are reductionist and almost pejorative.

Individualized care centres on the individual. It proposes to tailor the care of the 
patient as an individual, attending to their health needs recognizing their uniqueness 
within their context and upholding their dignity, autonomy, and rights. Individualized 
care focuses on the individual rather than on the disease and takes into consider-
ations the multitude of determinants of health and disease as well as personal values 
and beliefs and life experiences. It considers the patient’s personal characteristics 
and preferences and respects the patient decision making and promotes participa-
tion in their own care. The concept of individualized care, as opposed to a disease 
and episode-centric care, also calls for a comprehensive, life-long care, aimed at 
meeting the individual’s needs to maintain health and prevent diseases.

Individualized care is a core principle of person-centered medicine which include 
the following eight key principles: (1) Ethical Commitment; (2) Cultural Sensitivity; 
(3) Holistic Approach; (4) Relational Focus; (5) Individualization of Care; (6) 
Shared Understanding and Shared Decision-making; (7) People-centered 
Organization of Services; and (8) Person-centered Education, Training and 
Research. Individualized care recognizes that the patient’s individuality and unique 
qualities inform care, that the patient’s historical and social context are factored in, 
and the patient’s personal growth and development are promoted. Individualized 
care has been found highly correlated with the overall concepts of person-centered 
medicine as measured by the Person-centered Care Index [1].

Person-centered medicine considers the totality of the person, with a bio-psycho- 
socio-spiritual framework, and attends to the person’s dignity, uniqueness, suffer-
ing, deficits as well as strength, and desire to be accepted and finding purpose [2]. 
Person-centered medicine places the person in context at the centre of care, there-
fore, it further advances the concept of individualized care by focusing on the total-
ity of health, not just ill health, and by highlighting the dynamic nature of the 
persons’ health within his/her unique context and between the patient and the clini-
cian and among all stakeholders. The aims of person-centered medicine have been 
expressed as a medicine of the person (of the totality of the person’s health, includ-
ing its ill and positive aspects), for the person (promoting the fulfilment of the per-
son’s life project), by the person (with clinicians extending themselves as full human 
beings with high ethical aspirations) and with the person (working respectfully, in 
collaboration and in an empowering manner) [3].

The doctor-patient relationship has been an enduring core value in medicine 
since ancient times and is the cornerstone of person-centred medicine. For example, 
from a historical Islamic perspective, it was governed by core values of justice, and 
“Ihsan” which has no equivalent in English “It means to be good, tolerant, sympa-
thetic, forgiving, polite, cooperative” [4]. The authors referred to a poignant histori-
cal anecdote highlighting the pivotal role of therapeutic alliance that “Avicenna used 
to tell his patient: Look!. You, I and disease are “3”. If you help me and stand beside 
me, we become “2”, and the disease will be left alone; then we will overcome it and 
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compel your illness. But if you stand beside the disease, you will become “2” and I 
will be alone, then you will overcome me, and I will not be able to cure you” [4]. 
Benevolence, justice, providing equal treatment to patients, and “high morality” to 
“Treat patients just as if they were your own family member” is also a hall mark of 
Chinese Confucian Medicine doctor-family-patient relationship [5].

Szasz et al. [6] observed that the Hippocratic Oath, in providing a code of ethics 
for physicians, it has also framed the boundaries of the doctor-patient relationship. 
Szasz et al. [6] also highlighted the historical context of the medical encounter in the 
doctor–patient relationship. Such encounter comprises the capacity for self- 
reflection and communication for both the physician and the patient in addition their 
technical skills and available means for intervention.

The changing nature of the Patient-Doctor Relationship during the past few 
decades has been seen as it progresses from mostly a traditional view of a power 
relationship as “paternalistic”, with the power in the relationship residing in the 
physician, to a “consumer-centred” relationship emphasizing the patient autonomy 
and power in the relation, and lastly as what is being called “bureaucratic parsi-
mony” [7] reflecting the hegemony of “bureaucracy” in complex health system 
where neither the doctor nor the patient has power. This latter situation led to a 
newer doctor-patient relationship, which is now defined in terms of “comradery” 
[8]. This refers to both doctor and patient as allies, advocating on behalf of the 
patient’s health in the face of dominant bureaucratic health systems or insurance 
companies where monetization and economic prerogatives takes priority.

The patient–doctor relationship is clearly a process which outcome impact 
patient’s care. A pointed analyses of the factors important in the patient-doctor rela-
tionship identified two key aspects. These included the depth of the relationship 
indicated by characteristics such as knowledge, trust, loyalty, and regards. It also 
included factors related to developing and maintaining an ongoing, longitudinal 
care, as well as the patient’s consultation experiences [9].

Individualized care requires a comprehensive and integrated approach able to 
capture the dynamic interplay of the multi-determinants of health and disease that 
are unique to the person presenting for care. The patient-clinician relationship 
assumes a central role in establishing the fundamental steps supporting individual-
ized care. A central aptitude in the relationship is the joined construction of the 
unique “personal narrative” of the patient.

6.2  Narrative Competence and Individualized Care

6.2.1  Person-Physician Relationship and the Importance 
of a Person’s Narrative

From earliest times listening to a person’s story has been the essence of the patient- 
physician consultation. Evidence from the literature suggests that it is the core clini-
cal skills of communication through questioning, delineating, interpreting, 
explaining and discerning meaning that provide a way of bringing together the very 
different perspectives of patients and health professionals.
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These narrative skills facilitate an awareness of both health and disease and take 
into consideration the biological, social, psychological, spiritual, and pathophysio-
logical dimensions. In this context the science of objective measurements can be 
successfully integrated with the art of clinical experience and judgment.

6.2.2  The Inner Consultation

In 1987, Roger Neighbour, a general practitioner in the UK proposed the “Inner 
Consultation” model on how to develop an effective and intuitive consulting style. 
The model describes consulting as a complex behavioural skill that involves goal 
setting, skill- building and getting it together. Getting it together is needed for the 
doctor to give themselves over to the inspiration of the moment, trusting their intui-
tive and unconscious processes to function appropriately and automatically [10].

The clinical consultation is conceived as a process rather than an outcome con-
densed into a simple metaphor of “the consultation as a journey”. There are five check-
points on this journey: Connecting, summarising, handing-over, safety netting and 
housekeeping. Housekeeping deals solely with the doctor’s own internal experience to 
enable them to take care of themselves and be in good condition to the next patient.

Germane to the model of the inner consultation, is that it proposes the idea of 
‘having two heads’: the organiser and the responder head. The organiser head 
expresses the function of the thinking dominant hemisphere that oversees the process 
and the responder head that expresses the feeling, intuitive non-dominant hemi-
sphere that facilitates the establishment of rapport and emotional connection with the 
patient “It is like having two heads—one in charge, and another whispering instruc-
tions, advice and criticism in your ear like a back—seat driver”. The inner dialogue 
of the organiser and responder heads is the essence of the inner consultation.

6.2.3  The Clinical Consultation

A person’s story is the key to the physician finding out what may be right and what 
may be wrong during a consultation with someone who seeks his or her help. A nar-
rative approach encompasses an awareness of health and disease within a storied 
structure from which the meaning and purpose in both an illness and the experience 
of recovery emerge. Diagnostic “labels” become secondary to the life of the person.

During a consultation when a person as a “patient” meets a physician a story is 
recounted in a complicated narrative of illness told in words, silences, gestures, 
physical observations, overlain not only by the objective findings but also with the 
fears, hopes and implications associated with it [11]. The narration is a therapeutic 
central act because to find the words to contain the disorder and its attendant worries 
gives shape to and control over the uncertainties of the illness. As the physician 
listens to the patient, he or she follows the narrative thread of the story in all its 
existential cultural, familial biological social psychological and spiritual dimensions.
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6.2.4  Listening

The act of listening so essential to the process enlists the physician’s interior 
resources—memories, association curiosities creativity interpretive powers and 
allusions to other stories by the person and others to identify meaning. Only then 
can the physician hear and confront the person’s narrative questions “what is wrong 
with me? Why is this happening to me? And what will be the result?”

Listening to stories of illness and recognizing that there are often no clear 
answers to patients’ narrative questions demand the courage and generosity to toler-
ate and to bear witness to unfair losses and random tragedies. Accomplishing such 
acts of witnessing allows the physician to proceed to his or her more recognizably 
clinical narrative tasks: to establish a therapeutic alliance, to generate and proceed 
through a differential diagnosis, to interpret physical findings and laboratory reports 
correctly, to experience and convey empathy for the patient’s experience, and, 
because of all these, to engage the patient for effective care.

If the physician cannot perform these narrative tasks, the patient might not tell 
the whole story, might not ask the most frightening questions, and might not feel 
heard. The resultant diagnostic workup might be unfocused and therefore more 
expensive than need be, the correct diagnosis might be missed, the clinical care 
might be marked by noncompliance and the search for another opinion, and the 
therapeutic relationship might be shallow and ineffective. The narrative is absorb-
ing. It engages the listening physician and invites an interpretation. It gives him or 
her the experience of “living through”, not simply “knowledge about” the characters 
and events in the story.

6.2.5  Effective Practice

The effective practice of medicine therefore requires narrative competence, that is, 
the ability to listen, acknowledge, absorb, interpret, and act on the stories and plights 
of other people.

The narrative also provides information that does not pertain simply or directly 
to the unfolding events. The same sequence of events told by another person to 
another audience might be presented differently without being any less “true.” This 
is an important point. In contrast with a list of measurements or a description of the 
outcome of an experiment, there is no self-evident definition of what is relevant or 
what is irrelevant in a particular narrative. The choice of what to tell and what to 
omit lies entirely with the narrator and can be modified, at his or her discretion, by 
the questions of the listener.

This approach gives the physician insight into medicine’s four dimensions—
physician and patient, physician and self, physician and colleagues, and physicians 
and society. With narrative competence, physicians can reach and join their patients 
in illness, recognize their own personal journeys through medicine, acknowledge 
kinship with and duties toward other health care professionals, and inaugurate 
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consequential discourse with the public about health care. By this approach, physi-
cians can integrate their patients as persons with themselves, their colleagues and 
people in the wider communities and nations to provide renewed opportunities for 
respectful, empathic, effective, and nourishing medical care.

6.2.6  Ethical Framework

A key basis for the ethical framework for person-centered care is Immanuel Kant’s 
[12] categorical imperative affirming that the person is always and end or goal, not 
a means.

Altruism, compassion, respectfulness, loyalty, humility, courage, and trustwor-
thiness become etched into the ethical framework of a physician’s being. Physicians 
learn to understand and reflect the inevitable results of being submerged in pain, 
unfairness, and suffering while being encouraged by the extraordinary courage, 
resourcefulness, faith, and love they learn from their patients in their every-day 
practice.

Through this engagement with their patients as persons, physicians can cultivate 
affirmation of human strength, acceptance of human weakness, familiarity with suf-
fering, and a capacity to forgive and be forgiven. Diagnosis and treatment of disease 
require the experienced and practiced use of these narrative competences of the 
physician. Indeed, it may be that the physician’s most potent therapeutic instrument 
is the self, which is attuned to the patient through engagement, on the side of the 
patient through compassion, and available to the patient through reflection. When 
sociologists studied medicine in the 1960s, they observed physicians to practice 
medicine with “detached concern” and physicians for decades seemed to consider 
detachment a goal. Since then, relying on newly emerging knowledge and under-
standing from the fields of primary care and psychiatry and the “medicine de la 
personne” of Paul Tournier physicians are learning to practice medicine with 
“engaged” concern, an approach that requires disciplined and steady reflection on 
one’s practice.

6.2.7  Integrating Knowledge into Clinical Practice

Sackett and his colleagues [13] found that those who have studied the phenomenon 
of clinical disagreement, as well as those of us who practice medicine in a clinical 
setting, know all too well that clinical judgments are usually a far cry from the 
objective analysis of a set of eminently measurable “facts.”

In the language of empiricism such an observation could be interpreted as ascer-
tainment bias. Evidence supports the claim that doctors do not simply assess 
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symptoms and physical signs objectively: They interpret them by integrating the 
formal diagnostic criteria of the suspected disease (that is, what those diseases are 
supposed to do in “typical” patients as described in standard textbooks) with the 
case specific features of the patient’s individual story and their own accumulated 
professional case expertise. Narrative therefore provides meaning, context, and per-
spective for a person’s predicament. It defines how, why, and in what way he or she 
is ill [11].

The study of narrative offers a possibility of developing an understanding that 
cannot be arrived at by any other means. It provides a framework for approaching a 
person’s problems holistically, as well as revealing diagnostic and therapeutic 
options. Furthermore, narratives of illness provide a medium for the education of 
both patients and health professionals and may also expand and enrich the research 
agenda. Indeed, it is thought that anecdotes, or “illness scripts,” may be the underly-
ing form in which we accumulate our medical knowledge. Medical students rely on 
anecdotes of extreme and atypical cases to develop the essential ability to question 
expectations, interrupt stereotyped thought patterns, and adjust to new develop-
ments as a clinical story unfolds.

Evidence based medicine lacks a way of measuring existential qualities such 
as the inner hurt, despair, hope, grief, and moral pain that frequently accompany, 
and often indeed constitute, the illnesses from which people suffer. The increas-
ing pursuit during medical training of skills deemed “scientific” and practical 
which are readily measurable but inevitably reductionist at the expense of those 
that are fundamentally linguistic, empathic, and interpretive distorts the clini-
cal method.

It is the core clinical skills of listening, questioning, delineating, organising 
explaining, interpreting, and discerning meaning that provide a way of integrating 
the very different worlds of patients and health professionals [14]. Whether these 
skills are performed well or badly are likely to have as much influence on the out-
come of the illness from the patient’s point of view as the more scientific and techni-
cal aspects of diagnosis or treatment [15].

Anecdotal clinical experience may be unrepresentative of the average patient and 
thus a potentially biased influence on clinical decision making. Evidence based 
clinical decision making involves the assessment of the current clinical problem in 
the light of evidence from the aggregated results of hundreds or thousands of com-
parable cases in a defined population sample, expressed in the language of probabil-
ity and risk.

The “truths” established by the empirical observation of populations in ran-
domized trials and cohort studies cannot be mechanistically applied to individu-
als or episodes of illness where the symptoms and behaviour need to be seen in 
context.

The generalizable truths gleaned from clinical research trials relate to the sam-
ples and, thereby, the study population’s story, not the stories of the individual par-
ticipants. There is a danger of erroneously viewing summary statistics as hard 
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realities. What has been termed “misplaced concreteness”. The dissonance we expe-
rience when trying to apply research findings to the clinical encounter often occurs 
when we abandon the narrative-interpretive paradigm and try to get by on “evi-
dence” alone [16].

6.2.8  Gothenburg Model of Person-Centred Healthcare

The University of Gothenburg Centre for Person-Centred Care (GPCC) was estab-
lished in 2011 by an interdisciplinary group of clinical and non-clinical academics 
in Sweden as a research centre for the study of person-centred care (PCC) in long- 
term illness [17].

The Gothenburg framework for PCC was derived from best evidence, experi-
ence, and practice “It is based on an explicit ethical approach that combines the 
relational aspects of collaboration with facilitating structures. The approach 
acknowledges the patient with needs but also as a capable and resourceful partner 
with expert knowledge about their everyday life, goals, and motivation” [18].

The Gothenburg framework adopted the following three routines in the partner-
ship, derived from best evidence, experience, and practice:

• Initiating the partnership—narratives: The first routine entails eliciting the 
patient’s narrative and their goals. These are goals arising from everyday life—
for example, the wish to return to paid employment or taking walks. This involves 
listening carefully to the patient’s story to understand their condition, their capa-
bilities, and resources as well as obstacles to achieving good health, giving due 
consideration to diagnoses and treatments.

• Working the partnership: The second routine uses this narrative or series of nar-
ratives with the patient and possibly their carer(s) as the basis of partnership to 
co-creating a personal health plan consistent with identified resources and barri-
ers and combined with medical and health research evidence. This partnership is 
intended to support the patient’s self-efficacy and self-management by paying 
attention to their own priorities and building on their capabilities.

• Safeguarding the partnership—documentation: The third routine entails docu-
menting the health plan, adapting it to changes in the patient’s goals and/or other 
circumstances over time and in different settings—for example, when moving 
from secondary to primary care—to support continuity of care. It is documented 
in the patient’s record, which is accessible for the patient either in paper form or 
via the national patient accessible electronic health record.

A review of the 27 intervention studies financed by the GPCC and conducted 
between 2010 and 2016 concluded that “the frameworks, designs and interventions 
in the studies were in line with the established ethical basis of PCC, whereas out-
come measures varied widely. Consensus discussions among researchers in the field 
are needed to make comparisons between studies feasible” [19].
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6.3  Multilevel Person-Centered Assessments 
and Individualized Care

While the clinical interview and the clinician-patient relationship is the cornerstone 
of therapeutic alliance which will allow for the formulation of a shared “competent 
narrative” and resulting effective individualized care plan, there is a need for a thor-
ough, multilevel assessment of the various determinants of health that cut across 
multiple domains, that reflects and integrate the unique strengths and needs for the 
individual presenting for care. The Person-centred Integrative Diagnosis Model 
developed by the International College on Person-centred Medicine [20, 21] is a 
model that aims at providing such an integrative assessments of the persons positive 
aspect of health and corresponding bio-psycho-social and spiritual determinants as 
well as ill health and corresponding determinants, in addition of integrating the 
subjective, cultural and spiritual aspects of the person seeking care. Thus, it allows 
for consideration of the dynamic interplay among these domains as they impinge on 
illness or support recovery.

6.3.1  The Person-centered Integrative Diagnosis Model: 
From Disease Focus to Whole Health Focus

The primary function of diagnosis is the identification of the problem at hand to 
direct specific treatment and care efforts with the goal of disease remission and 
health restoration. Traditional, disease-focused models of diagnosis have empha-
sized primary focus on illness, acute care and on organ-system based pathology. 
Preventive and health restorative efforts usually receive secondary attention. Modern 
classification systems in psychiatry have adopted a bio-psycho-social approach and 
have attempted to enhance the clinical utility of the diagnosis by incorporating mul-
tiaxial schemas include domains such as functioning, stressors and other medical 
conditions, that impact on presenting ill health condition [22–25]. These schemas 
remain predominantly disease-centric, as well as episode-focused concerned about 
stabilizing the acute episode, as opposed to a person-centered approach with atten-
tion to ill health and equally important, to positive aspects of health aiming at pre-
vention, health restoration and recovery, especially crucial for addressing chronic, 
complex diseases and comorbid conditions [26].

Recovery from multiple chronic, relapsing conditions, such as diabetes and 
hypertension or bipolar disorder and addiction involves a long-term process that 
requires the mobilization of multiple factors including, as key components, the 
person’s positive aspects of health such as resources and resiliencies. Barriers to 
recovery could include a range of factors from societal-cultural issues such as 
attitudinal difficulties and stigma to behavioural control to prolonged adherence 
to therapeutic regimen. These dynamics could manifest at multiple levels 
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involving the health care provider, the family and the patient. For example, resis-
tance to taking medications may be manifested by the persons’ seeking help, by 
their families, and or even may be promoted by some support resources such 
addiction self-help groups.

Furthermore, treatment adherence has been a major challenge in all chronic dis-
ease management. These factors highlight the importance of not only considering 
resource and strength of the individual seeking care but also the importance of the 
inclusiveness and the “trialogue” approach, including all stakeholders, patient, cli-
nician and carer into the diagnostic process aiming at recovery and health restora-
tion. Mobilizing the person’s strengths and resources, which is highly influenced by 
their expectations, preferences, beliefs, and socio-cultural-spiritual context are cru-
cial for the recovery process, which is often inadequately considered in disease- 
centric, episode-focused acute care models. An integrated model of care, where all 
presenting problems are addressed in the same setting and by the same treatment 
provider, with full partnership and engagement with the persons’ seeking care and 
their caregivers and other stakeholders is most likely to attend successfully to the 
multiple needs of this population.

6.3.2  Person-Centered Approach as a Promising Model 
for Individualized Care

The concept of Medicine of the Person as a basic approach to medical care was 
introduced by Paul Tournier in 1940 [2]. The “Institutional Program on Psychiatry 
for the Person” of the World Psychiatric Association adopted this concept in 2005 
[27]. The goals of this program are to promote psychiatry of the person (of the total-
ity of the person’s health, both ill and positive health), by the person (with clinicians 
extending themselves as full human beings), for the person (assisting the fulfilment 
of the person’s life project), and with the person (in respectful collaboration with the 
person who consults).

The Person Centered Integrative Diagnosis (PID) model [20, 21] based on the 
principles and concepts of Psychiatry for the Person aims at providing a clinically 
useful instrument reflecting a broader understanding of the person’s health status, 
with description of both positive and ill health. The innovative focus on positive 
aspects of health of the PID, such as adaptive functioning, protective factors, and 
quality of life, is deemed crucial for enhancing recovery and health restoration: The 
notion of diagnosis in the PID entails a broader and deeper concept beyond the 
restricted boundaries of nosological diagnoses. It involves a multilevel formulation 
of health status through interactive participation and engagement of clinicians, 
patients, and family. Thus, the PID highlights the interactive role of all protagonists 
of the clinical encounter as true partners into the diagnostic process. An additional 
innovative feature of the PID is its inclusion of narratives in addition to the more 
traditional descriptive tools such categorization and dimensions to document the 
clinical condition.
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The diagnosis of health status in the PID model integrates the dynamic interplay 
between the two main poles of health, namely “Ill Health” and “Positive Health” 
with equal emphasis (Fig. 6.1).

This approach is likely to engage better the complexity of factors impacting on 
health and illness and on the recovery process. What follows is a discussion of the 
PID domains, how they relate to complex conditions such as comorbid disorders of 
multiple conditions.

The PID is a multilevel model that assesses the health status (ill and positive 
aspects of health), contributors to the health status, which include contributors to ill 
health and to positive health, and the experience of health status that is experience 
of ill health and of positive aspects of health.

6.3.2.1  Ill Health Status

The “Ill Health Status” in the PID is used to record the ill health status of the indi-
vidual, documenting the presence of clinical disorders (both mental and general 
medical) and the presence of disabilities. Disabilities is further assessed regarding 
self-care, occupational functioning, functioning with family and participation in 
community activities.

Disability/functioning is measured on a dimensional scale that ranges from very 
poor functioning (disabled) (0) to best functioning (10) as measured on overall, 
personal care, occupational, with family and social functioning. The systematic 

I. Health Status DISEASE: Physical & Psychiatric Disorders (ICD 10)  

FUNCTIONING (Disability) Overall
0………………….10
PERSONAL CARE   0...……..…10       
OCCUPATIONAL      0...……..… 10      
WITH FAMILY           0...……..… 10       
SOCIAL                     0...……..… 10

WELLBEING
0…………………..10

NARRATIVE

II.
CONTRIBUTORS
TO HEALTH

Intrinsic vs. extrinsic (Bio-Psycho-Social)
Health Promoters: Diet, Physical Activity, Creative 
Activity, Social Involvement, Other 
Health Risks: Over WT; H. Lipid, Glucose, BR, Alcohol,
Tobacco Use; FAM HX, Early Trauma, Sig. Stress, Other

NARRATIVE

III. EXPERIENCE
OF HEALTH 

EXP of Wellbeing: PERSONAL & CULTURAL IDENTITY
EXP of ill Health: SUFFERING, MEANING OF 
ILLNESS, EXPECTATION OF HEALTH CARE.

NARRATIVE

Fig. 6.1 Person-centered integrative diagnosis (PID) model

6 Individualized Care in Person Centered Medicine



116

recording of this domain will allow monitoring any potential disability issue in this 
population. For example, cognitive dysfunctions are frequent in chronic alcoholism 
as well as in bipolar disorder, two conditions that are highly likely to co-occur, how-
ever, these dysfunctions are rarely recorded in the traditional clinical disease- 
centered diagnostic model of care despite the known impact on treatment response 
and functioning [28].

6.3.2.2  Contributors to Ill Health

Contributors to Ill Health cover risk factors and other contributors to disease and 
disabilities. These include inner risk factors such as genetic and developmental vul-
nerability and external risk factors such as stressors. External risk factors range 
from the role of stressors to that related to poor treatment adherence or poor social 
support, trauma, violence, and the presence of other comorbidities among others. 
The interaction between environmental influences and genetic vulnerabilities is an 
emerging field of inquiry that highlights the importance of systematically docu-
menting internal and external contributors to ill as well as positive aspects of 
health [29].

6.3.2.3  Experience of Ill Health

The Experience of Ill Health corresponds to the idiographic personalized narrative 
of topics such as sufferings, values and cultural experience of illness and care. A 
non-confrontational, empathic and respectful understanding of the patients’ experi-
ences, attitudes and beliefs about the illness is crucial for enhancing therapeutic 
alliance. Increased understanding of the illness, medication, and motivation for 
treatment impacts on the attitudes and beliefs about the illness and results in enhanc-
ing treatment adherence. Furthermore, the partnership approach also enhances the 
need to understand the beliefs and attitudes of significant others such as family 
members and clinicians as their view’s influences patients’ attitudes and beliefs on 
illness and its treatment [30].

6.3.2.4  Positive Health Status

Well-being and functioning are the two areas that correspond to positive health sta-
tus. Wellbeing is understood as a state of contented state, satisfaction, contentment, 
optimism and happiness. Cloninger [31] characterized well-being in four different 
ways: by the presence of positive emotions and the absence of negative emotions, 
by the presence of mature character traits, by the satisfaction with quality of life, 
and by virtuous conduct. He states that positive health is a “state of physical, mate-
rial, emotional, social, ecological, and spiritual well- being which involves more 
than reduction of symptoms, but promotes a satisfying quality of life, resilience 
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despite stress, and recovery of positive emotionality”. Accordingly, the determi-
nants of positive health are not necessarily the opposite of the determinants of ill 
health and positive health is more than the absence of disease. Likewise, positive 
emotions are more than the absence of negative emotions [31]. The most recognized 
aspects of positive health include functioning, resilience, resources (supports) and 
quality of life [32].

In the PID, subjective wellbeing may be assessed by the person’s marking this on 
a 10-point scale, from 0 (very poor) to 10 (best). Furthermore, levels of functioning 
in the various domains discussed above may also be rated on a scale from 0 to 10 
scale. Functioning as considered in the ICD-10 Axis II include personal care, occu-
pational functioning, functioning with family and broader social functioning. 
Furthermore, robustness and resilience are two notions conceptually related to func-
tioning and to positive health more broadly [32].

6.3.2.5  Contributors to Positive Health

This level in positive health status covers protective factors, specific contributors to 
positive health and health promoters. These include possible inner protective factors 
such as resilience and external protective factors as social supports. As mentioned 
for ill health, these factors are also conceptualized in a bio-psycho-social framework.

Resilience is defined as the capacity to withstand loss and/or recover from the 
impact of adverse events. Robustness is understood as the ability to withstand stress, 
pressures, or changes. Higher resilience and robustness are likely to lead to faster 
and more effective recovery. These individual characteristics of resilience and 
robustness along with family resources and social supports are among the contex-
tual factors associated with successful recovery. Resilience may be enhanced 
through community involvement that increases wellbeing, through having a pur-
pose in life, and through building strong and positive relationships, especially with 
family and friends, a source of support and acceptance.

6.3.2.6  Experience of Positive Health

The third level of positive health corresponds to the idiographic-personalized narra-
tive covering the experience of health. This includes nuanced quality of life, particu-
lar values and cultural formulation concerning identity and context. As shown in a 
large population study [33], positive wellbeing (sociability and feeling of life satis-
faction, including competence/self-efficacy and coping/contentment) is commonly 
expressed even in the presence of disability. Thus, these findings support the validity 
of quality-of-life measures that incorporate both positive and negative aspects [33].

Person-centered medicine and relevant diagnostic models such as the emerging 
PID, emphasize both positive health and ill health and rely on a partnership approach 
to diagnosis and care, appear apt to respond to the multiple challenges and com-
plexities of persons with chronic comorbid conditions. The PID model not only 
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allows recording existing pathology, but also presents an integrated, dynamic health 
profile for the person presenting for care highlighting health promoting factors and 
the person’s direct input into the diagnostic process. This approach offers a com-
plete and more integrated picture of the person’s strengths and ill health, and facili-
tates a collaborative framework among the patient, care givers, clinicians and other 
stakeholders who are empowered to act as co-equal protagonists in the care process. 
The PID model focusing on positive health and on empowering the person seeking 
help to realize his or her own “life Project” converges with the multidimentional 
model of well-being [34, 35], which include six broad components of wellness. 
These include (1) Self-Acceptance with positive evaluations of oneself and one’s 
past life, (2) Positive Relations With Others with quality relations with others, (3) 
Autonomy with a sense of self-determination (4) Environmental Mastery with the 
capacity to manage effectively one’s life and surrounding world, (5) Purpose in Life 
with the belief that one’s life is purposeful and meaningful, and (6) Personal Growth 
with continued growth and development as a person [34, 35].

6.3.3  Shared Decision Making

Shared decision making is based on the available clinical evidence and the patients 
informed preferences. This dialogue improves patient knowledge and ability to par-
ticipate in their care with the consequent improvement to those with long term 
health problems. This more ‘Personalized’ planning of a person’s care is a collab-
orative process, a conversation, or series of conversations, in which jointly agreed 
goals and actions are formulated for managing the patient’s problems.

Clinicians and patients work together to select tests, treatments, management or 
support packages, based on clinical evidence and the patient’s informed preferences.

It involves the provision of evidence-based information about options, outcomes, 
and uncertainties, together with decision support counselling and a systematic 
approach to recording and implementing patient’s preferences.

There are many different approaches for achieving common ground which all 
have a similar emphasis on the importance of creating a formulation or integrated 
synthesis of the clinical and personal data about the patient that support the diagno-
sis and serve as a bridge between assessment and the creation of a treatment plan.

Each approach also focuses on the value of a written narrative that captures the 
essence of the understanding and the importance of dialogue between the patient 
and the physician that is the foundation of common ground.

Disagreements must be acknowledged and reconciled in the process; without 
this, the therapeutic alliance central to healing relationships is absent and a mean-
ingful treatment plan based on shared decision- making cannot be achieved.

Synthesizing the data collected in assessment into insight and understanding that 
can help to establish shared understanding and common ground is essential.

Translating that understanding into effective, individualized and culturally sensi-
tive/informed treatment plans is at the heart of person-centered care.
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6.3.4  Life Course and Continuing of Care

The health and wellbeing of a person are complex adaptive processes related to the 
consequences of genetic, biological, social, cultural, behavioural, and economic 
determinants throughout the life course. Circumstances change as the person devel-
ops with accumulative risk and protective factors especially during critical and sen-
sitive periods. Each stage in the life of a person exerts influence on the next with an 
emphasis on an integrated continuum of early intervention and education rather than 
of disconnected and unrelated stages.

Health is a consequence of multiple determinants operating in interrelated 
genetic, biological, behavioural, social, and economic contexts that change as a 
person develops. Risk factors are embedded in a person’s biological makeup, mani-
fested, and maintained by social, cultural, and economic forces. The effect of many 
determinants has been shown to interact in various contexts at developmentally sen-
sitive points to influence the health status and health risks are produced and main-
tained by social ecological systems.

6.3.4.1  Risk and Protective Factors Influencing the Life Course

Long-term health development is influenced by the strong, independent effect of 
risks, exposures, and adaptive responses during sensitive or critical developmental 
periods, many of which occur early in life, which again underscore the importance 
of a person-centered individualized care. Cumulative mechanisms are dose or expo-
sure dependent and are based on the cumulative effects on various outcomes from a 
lifelong exposure to specific risk factors. Long-term adaptations result from genes 
and environment interactions in which environmental factors influence and help set 
the operating parameters of specific genes during critical and sensitive developmen-
tal periods. There is a robust body of evidence documenting the impact of early life 
traumas and adverse experiences on inducing profound neurobiological changes of 
the developing brain and conferring high levels of vulnerabilities for the develop-
ment of psychopathology, such as major depression, anxiety, and substance use 
disorders among others, and multiple physical disorders including cardiovascular 
diseases, diabetes, asthma and others. Repeated adverse experiences lead to altera-
tions in multiple biological systems including changes in the autoimmune and pro- 
inflammatory biomarkers, the neuroendocrine and neurotransmitter systems, 
epigenetic mechanisms, as well in brain neurocicuitry underlying mood and reward 
regulations [36–38].

6.3.4.2  The Need for a New Perspective on Healthcare

The implication of the developmental features over the life course with a particular 
emphasis on the early years calls for a framework for the provision of health care 
that offers a radically different conceptualization of individual and population 

6 Individualized Care in Person Centered Medicine



120

health. Assessment of the health status of both individuals and populations need to 
consider the inherent bio-psycho-social potential and differences even in the appar-
ently “healthy”. These differences result in varying levels of resilience that have 
profound implications for future health status and development in the face of risks 
and adversity. Currently, the health of individuals and populations is measured 
according to health outcomes—disease, disability, dysfunction, and mortality. The 
most widely used measures of health are based on deficits, using levels of decline to 
define health status. Even relatively integrative parameters like the health-related 
quality of life (HRQL) include instruments that focus on the extent of declines from 
a hypothetical state of “full health”.

Differences in developmental life course projections are likely to explain much 
of the variance in the nature and rate of later declines in health. A person centered 
approach not only measures an individual’s illness but also focuses on health and 
wellbeing. Measuring positive health supports health policies based on building 
both individual and community health, a concept illustrated in the field of commu-
nity development, which encourages the use of positive health measurements that 
identify positive health and well-being and not merely disease and deficits.

6.4  Conclusions

Individualized care centres on the individual. It proposes to tailor the care of the 
patient as an individual, attending to their health needs recognizing their uniqueness 
within their context and upholding their dignity, autonomy, and rights. Individualized 
care, as opposed to a disease and episode-centric care, calls for a comprehensive, 
life-long care, aimed at meeting the individual’s needs to maintain health and pre-
vent diseases throughout the life span. Individualized care is a core principle of 
person-centered medicine which places the person in context at the centre of care. It 
focuses on the totality of health, not just ill health, and highlight the dynamic nature 
of the persons’ health within his/her unique context. The patient-clinician relation-
ship has been an enduring core value in medicine since ancient times. Depth of the 
relationship, communication, self-awareness, and the longitude over time are crucial 
factors in the patient-clinician relationship. This relationship assumes a central role 
in establishing the fundamental steps supporting individualized care. A central apti-
tude in the relationship is the joined construction of the unique “personal narrative” 
of the patient. The “personal narrative” and the required “narrative competence” 
facilitate an awareness of both health and disease, taking into consideration the bio-
logical, social, psychological, spiritual, and pathophysiological dimensions and suc-
cessfully integrate the science of objective measurements with the art of clinical 
experience and judgment. A narrative approach encompasses an awareness of health 
and disease within a storied structure from which the meaning and purpose in both 
an illness and the experience of recovery emerge. A “narrative approach” is also 
therapeutic by providing meaning to the suffering and by addressing uncertainties of 
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the illness and establishing therapeutic alliance. The “Inner Consultation” is pre-
sented as a model on how to develop an effective and intuitive consulting style [10].

As “narrative competence” is essential for the clinician-patient relationship and 
to establish therapeutic alliance, there is a need for a thorough, multilevel assess-
ment of the various determinants of health that cut across multiple domains, that 
reflects and integrates the unique strengths and needs for the individual presenting 
for care. The Person-centred Integrative Diagnosis Model [20, 21] aims at providing 
such an integrative and holistic assessments across the lifespan. Individualized care 
would utilize the best science-based evidence, considering bio-psycho-social deter-
minants of health in addition to integrating the subjective, cultural, and spiritual 
aspects of the person seeking care to support both health restoration as well as 
recovery and wellbeing.

Acknowledgements and Disclosures The authors do not report any conflicts of 
interest in the preparation of this manuscript.

References

1. Mezzich JE, Kirisci L, Salloum IM, Trivedi JK, Kar SK, Adams N, Wallcraft J. Systematic 
conceptualization of person centered medicine and development and validation of a person- 
centered care index. Int J Pers Cent Med. 2016;6(4):219–47.

2. Pfeifer HR. Paul Tournier and ‘Médecine de la Personne’—the man and his vision. Int J Integr 
Care. 2010;10(Suppl):e022.

3. Mezzich JE. Psychiatry for the person: articulating medicine’s science and humanism. World 
Psychiatry. 2007;6(2):65–7.

4. Chamsi-Pasha H, Albar MA.  Doctor-patient relationship. Islamic perspective. Saudi Med 
J. 2016;37(2):121–6.

5. Cong Y. Doctor-family-patient relationship: the Chinese paradigm of informed consent? J Med 
Philos. 2004;29(2):149–78.

6. Szasz TS, Knoff WF, Hollender MH. The doctor-patient relationship and its historical context. 
Am J Psychiatry. 1958;115(6):522–8.

7. Siegler M. The progression of medicine: from physician paternalism to patient autonomy to 
bureaucratic parsimony. Arch Intern Med. 1985;145(4):713–5.

8. Shutzberg M. The doctor as parent, partner, provider… or comrade? Distribution of power in past 
and present models of the doctor–patient relationship. Health Care Anal. 2021;29(3):231–48.

9. Ridd M, Shaw A, Lewis G, Salisbury C. The patient–doctor relationship: a synthesis of the 
qualitative literature on patients’ perspectives. Br J Gen Pract. 2009;59(561):e116–33.

10. Neighbour R.  The inner consultation: how to develop an effective and intuitive consulting 
style. 2nd ed. CRC Press; 2018.

11. Appleyard J.  Naratives in clinical practice—the essence of person centred care. 
IJPCM. 2012;3(2):123–8.

12. Kant I. Critique of practical reason. Transl. Werner Pluhar. Indianapolis, IN: Hacket Publishing 
Company; 2002.

13. Sackett DL, Rosenberg WMC, Gray JAM, Haynes RB, Richardson WS. Evidence based medi-
cine: what it is and what it isn’t. BMJ. 1996;312:71–2.

14. Greenhalgh T, Hurwitz B. Narrative based medicine: dialogue and discourse in clinical prac-
tice. London: BMJ Books; 1998.

6 Individualized Care in Person Centered Medicine



122

15. Hurwitz B. Narrative and the practice of medicine. Lancet. 2000;356:2086–9.
16. Cassell E. The nature of suffering and the goals of medicine. N Engl J Med. 1982;306:639–45.
17. Ekman I, Ebrahimi Z, Olaya Contreras P. Person-centred care: looking back, looking forward. 

Eur J Cardiovasc Nurs. 2021;20(2):93–5.
18. Britten N, Ekman I, Naldemirci O, Javinger M, Hedman H, Wolf A. Learning from Gothenburg 

model of person centred healthcare. BMJ. 2020;370:m2738.
19. Gyllensten H, Bjorkman I, Jakobsson Ung E, Ekman I, Jakobsson S. A national research centre 

for the evaluation and implementation of person-centred care: content from the first interven-
tional studies. Health Expect. 2020;23(5):1362–75.

20. Mezzich JE, Salloum IM, Cloninger CR, Salvador-Carulla L, Kirmayer LJ, Banzato CE, 
Wallcraft J, Botbol M. Person-centred integrative diagnosis: conceptual bases and structural 
model. Can J Psychiatry. 2010;55(11):701–8.

21. Salloum IM, Mezzich JE. Outlining the bases of person-centred integrative diagnosis. J Eval 
Clin Pract. 2011;17(2):354–6.

22. American Psychiatric Association. Diagnostic and statistical manual of mental disorders. 3rd 
ed. (DSM III). Washington, DC: APA; 1980.

23. American Psychiatric Association. DSM-IV: diagnostic and statistical manual of mental disor-
ders. 4th ed. Washington, DC: American Psychiatric Association; 1994.

24. Mezzich JE. The WPA international guidelines for diagnostic assessment. World Psychiatry. 
2002;1(1):36–9.

25. World Health Organization. The ICD-10 classification of mental and behavioural disorders: 
clinical descriptions and diagnostic guidelines. Geneva: World Health Organization; 1992.

26. Mezzich JE, Salloum IM.  Clinical complexity and person-centered integrative diagnosis. 
World Psychiatry. 2008;7(1):1–2.

27. Mezzich JE. World Psychiatric Association perspectives on person-centered psychiatry and 
medicine. Int J Integr Care. 2010;10(Suppl):e003.

28. Salloum IM, Ruiz P.  Management of comorbid substance or alcohol abuse. In: Yildiz A, 
Nemeroff CB, Ruiz P, editors. The bipolar book: history, neurobiology, and treatment. 
New York: Oxford University Press; 2015.

29. World Health Alliance. The health improvement card; 2011.
30. Berk L, Hallam KT, Colom F, Vieta E, Hasty M, Macneil C, Berk M. Enhancing medication 

adherence in patients with bipolar disorder. Hum Psychopharmacol. 2010;25(1):1–16.
31. Cloninger CR. The positive health domain in person-centered integrative diagnosis. Int J Integr 

Care. 2010;10(Suppl):e026.
32. Mezzich JE. Positive health: conceptual place, dimensions and implications. Psychopathology. 

2005;38(4):177–9.
33. Huppert FA, Whittington JE. Evidence for the independence of positive and negative well- 

being: implications for quality of life assessment. Br J Health Psychol. 2003;8(Pt 1):107–22.
34. Ryff CD. Psychological well-being in adult life. Curr Dir Psychol Sci. 1995;4:99–104.
35. Ryff CD, Keyes CLM. The structure of psychological well-being revisited. J Pers Soc Psychol. 

1995;69(4):719–27.
36. Gordon JB. The importance of child abuse and neglect in adult medicine. Pharmacol Biochem 

Behav. 2021;211:173268.
37. Lippard ETC, Nemeroff CB.  The devastating clinical consequences of child abuse and 

neglect: increased disease vulnerability and poor treatment response in mood disorders. Am J 
Psychiatry. 2020;177(1):20–36.

38. Nemeroff CB. Paradise lost: the neurobiological and clinical consequences of child abuse and 
neglect. Neuron. 2016;89(5):892–909.

I. M. Salloum et al.



123

Chapter 7
Communication and Relationships 
in Person Centered Medicine

Roger Ruiz-Moral and Tesfamicael Ghebrehiwet

7.1  Introduction

Practical clinical communication generally includes phenomenological aspects that 
are empirically observable, and others that are hermeneutical, taking place within 
the patient-doctor relationship itself. For example, a doctor can empirically deter-
mine that chemotherapy will reduce the size of a patient’s tumour, extending their 
life expectancy by weeks or months and will therefore propose this to the patient. 
However, in this exchange the doctor may understand that the patient decides to 
refuse treatment and leave the hospital, choosing to spend their remaining time at 
home, prioritising a better quality of life. Thus, depending on the explicit course of 
action, the doctor may respond in one way or another: they may try to convince the 
patient to receive chemotherapy or they may understand the patient’s decision and 
discuss the arrangements for home care during their final weeks. Thus, different 
communicative actions should reveal, on one hand, an anthropology (who acts and 
for whom) while also defining the meaning of the action, that is, the value or values 
to be achieved, the ultimate and implicit ethical goal. In this chapter we will argue 
that person-centred communication (PCC) requires, firstly, the consideration of the 
person as an open, multidimensional and holistic being, considering other dimen-
sions beyond the merely biological, social or psychological as classically under-
stood [1]; and secondly, to achieve through treatment the healing of the patient as 
well as to enhance the professionalism and personal growth of the doctor.
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This study will explore: (1) the nature of clinical communication (or clinical 
relationship); (2) the concept of “health”, its causes and characteristics; (3) the type 
of truth that PCC seeks to find and how (from a gnoseological perspective) and 
finally, (4) how different communicative actions reveal the ultimate and implicit 
ethical goal that gives these meaning. We hope to find a better understanding of the 
authentic nature of medical care and the doctor-patient relationship as revealed in 
the doctor’s “way of being” with the patient. Furthermore, we will offer a pragmatic 
model of practices and competencies, the CICAA model (Connect, Identify & 
Understand, Agree and Assist), which favours this therapeutic method and which 
includes PCC in the clinical practice, and show its potential in each of the aspects 
mentioned above (ethical, anthropological and clinical pragmatism).

PCC is “know how” (Techné in ancient Greek philosophy), that is, productive 
knowledge: in part, an ability that creates a human connection between two people 
which, when performed correctly, can lead to something more important than the 
connection itself, that is, an immediate enrichment of the relational exchange between 
patient (who may feel very isolated by their illness) and doctor (called upon to care 
for the health of the patient); and creating the opportunity, in a “mediate” way, to 
identify the key factors for diagnosis and treatment. This consideration of PCC as a 
form of Techné also helps to demonstrate and understand its role and relation to other 
areas of medicine and the central aspects of the healing process. PCC helps to under-
stand who the patient is, why they are there, and how the doctor should act.

7.2  The Nature of Doctor-Patient Communication

PCC is not a mere abstraction, but something real, occurring in time and space. It is 
both tangible, empirically demonstrable, consisting of such elements as gestures 
and manners of speech and intangible, residing within the relationship between two 
people (doctor and patient). All of this takes place as a dynamic exchange with a 
multitude of factors, often occurring in a very short period of time.

Furthermore, in communicating the doctor is deploying specific communication 
skills (tangible aspect) while also manifesting the values of the current medical 
culture (intangible aspect).

To understand correctly the meaning of the act of communication it is helpful to 
distinguish its two facets: one is the content, related to the tangible, and the other is 
relational, related to the intangible. Content refers to the transmission of informa-
tion between participants, that is, the language and information of the message. The 
relational refers to the manner of interacting, alluding to intangible aspects such as 
the building of trust, closely associated with the experience of perceiving emotional 
support or the impression of agreement or conflict as felt by the participants [2].

These two facets, content and relation, are also reflected in two tendencies in 
which clinical communication is conceptualised. One focusses on the observable, 
that is, certain conduct or behaviour on the part of the doctor and patient; the other 
refers to intangible experiences, such as the reflection of the doctor and the patient 
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or the self-consciousness of mental and physical processes associated with com-
municative interaction [3].

The “behavioural” focus (communicational component) supposes an emphasis 
on communicative skills. The possibility to observe directly these “skills” facilitates 
the “objectification” of communication and its practice. Skills can be acquired, 
measured, updated, replaced and transmitted. However, the concept of skill alone 
does not allow the understanding of multiple levels of experience contained within 
the “relating” (relational component) between doctor and patient which is the cru-
cial aspect of clinical communication. Inversely, without effective communication 
skills it may be impossible to achieve a satisfactory relation between the two.

If the behavioural focus emphasises what is empirically observable, the “rela-
tional” emphasises the internal world of the participants: feelings, thoughts or 
desires, the perception of the situation, personal values and the vision of the possi-
bilities proposed in a consultation. For example, the impression of being comfort-
able, feeling a connection, trust, agreement or disagreement, etc.

The manner in which this internal world is revealed is complex. For the doctor, 
this can be perceived directly and immediately by paying complete attention to their 
own feelings, through cognitive and emotional self-awareness. However, the inter-
nal world of the other cannot be perceived directly and immediately, but through 
verbal, para-verbal and non-verbal signs which may be extremely subtle. This 
requires the exercise of “total attention” in carrying out a “dialogue”. It is the dia-
logue which provides rigorous rational clues as to what is taking place in the inter-
nal world of the patient.

Doctors who are “aware” are easily identified by the patient and colleagues 
because they are attentive (“present”), interested, conversational, without prejudice, 
genuine, (“being themselves”) natural and without giving the impression they are 
thinking about the appropriate communication strategy. Within the interaction this 
is revealed as a form of “relating”, shown in the respect afforded to the other person, 
the attention and interest in their experiences, ideas or their fears. This chapter aims 
to offer arguments which help to understand the authentic essence of this form of 
“relating”. Some authors have affirmed, for example, and especially in the clinical 
practice of family medicine, that this “relating to the patient” is fundamental and 
that the actual content of medical care, the reason for the visit or type of care offered, 
is secondary [4, 5].

7.2.1  Incorporating the Tangible and Intangible in Clinical 
Communication: The Person-Centred Clinical Method

The importance of communication within this new, person-centred context brings 
with it the challenge of incorporating this form of “communication” into the clinical 
method itself, that is, as one of the main diagnostic-therapeutic tools of the doctor. 
The clinical method is based on observation of symptoms, clinical examination and 
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complementary tests, with the patient’s medical history as a principal element. The 
medical history is structured into specific sections traditionally gleaned by the doc-
tor through a communicative process similar to an interrogation. This new approach 
to clinical method (now patient-centred) emphasises the bidirectional nature of this 
process, supposedly incorporating subjective aspects of the ailment (the patient’s 
perspective) and where the doctor-patient exchange involves the consideration of 
other, personal aspects for purposes beyond the merely curative. Thus, the commu-
nication skills and competencies mentioned above must be deployed within a new, 
broader structure of clinical consultation requiring, firstly, specific actions such as 
“to identify and to understand health problems” (correlated with the classic anam-
nesis, the exploration of the patient’s perspective and a physical examination), “to 
help” and “to agree” (explain and plan). Furthermore, throughout the consultation, 
the doctor must act to “build the relationship”; to make a connection with the 
patient, to create a bond, fluid communication and a degree of trust that favours self- 
perception to decipher internal phenomena and combining these processes into a 
coherent structure helping to achieve the goals of the clinical consultation (CC) [6]. 
This structure is illustrated in Fig. 7.1 below.

The aim is to address both the consultation content (language and information 
transmitted in messages) but also relationships itself, the aspect of “relating”, to 
achieve an effective clinical experience. Self-perception allows the doctor to iden-
tify emotional barriers, possible biases in clinical thought or personal attitudes that 
facilitate or hinder communication (intangibles). On the other hand, aspects related 
to content and the communication process (tangibles) are also included. The content 
is obtained through traditional anamnesis along with the patient’s medical history, 

Identify and Understand problems i:
Anamnesis

Identify and Understand problems ii:
Physical Examination

Help and Agree i

Self-
perception

Connect

Help and Agree ii

Conclude the Session

Initiate the Session

I
N
T
E
G
R
A
T
E

S
T
R
U
C
T
U
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E

Fig. 7.1 Communicative tasks in the medical consultation, integrating form and content (the tan-
gible and intangible) [6]
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oriented to perceive the perspective of the patient. In this process, verbal, para- 
verbal and non-verbal skills are deployed in the exchange of content (tangibles). 
These skills are demonstrated, for example, in the ability to pick up and respond to 
clues, to verify, confirm and integrate information provided by the patient, to syn-
thesise what has been understood and to share this information clearly and appropri-
ately, to invite patient participation, looking for areas of agreement, etc. In turn, 
these communication skills reflect the internal dynamics of the clinical experience, 
including respect, authenticity, empathy or active listening (intangibles), intended to 
generate that effective “presence” or genuine “relating” where the patient feels 
accepted, understood and treated competently and thus, feels secure and trusting 
(intangible).

7.3  Inter-professional Relationships for Effective Person 
Centered Medicine

On the other part, effective person centered communication is the cornerstone of 
patient safety and quality of healthcare. Whereas ineffective physician-patient and 
health team communication is the root cause for nearly 66% of all medical errors 
[7], patient-centred communication diminishes the number and type of complaints 
and claims to physicians [8], producing in physicians greater well-being and less 
professional exhaustion [9].

The PCC focus and its strategies and attitudes, improve also clinical practice 
outcomes and impacts on patient safety. There is evidence that patients’ perception 
and satisfaction of the quality of the health care they receive depends on the quality 
of interactions with their health care provider [10–14]. This relational approach also 
improve other clinical outcomes, referred to as diagnostic and therapeutic effective-
ness—especially in chronic and cancer patients—[15–17] and saving health 
expenses [11, 13, 18]. There is evidence on strong person centered relationships 
between a healthcare team member’s communication skills and a patient’s capacity 
to adhere to medical recommendations, self-manage a chronic medical condition, 
and adopt preventive health behaviors [7].

Effective PCC among healthcare team members influences the quality of work-
ing relationships and job satisfaction. When communication about tasks and respon-
sibilities are done well, there is a significant reduction in nurse turnover and 
improved job satisfaction because it facilitates a culture of mutual support [19]. 
That’s why to centre care on the person, competencies in person centered commu-
nication along with other related skills such as those regarding assessment, counsel-
ling and behaviour change strategies, supporting self-management of illness and 
wellness, and in coordinating care across time and with other health professionals is 
being fostered among clinicians and other health professionals and is given high 
organisational priority [20].
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7.4  The Anthropology of Person-Centred 
Clinical Communication

To clarify the anthropological model underlying the person-centred communicative 
focus it may be helpful to take a brief look at a central concept of medicine: the 
notion of “healing” the patient.

The scientific focus of medicine limits its perspective to the diagnosis, treatment 
and prevention of illness and doctor’s training is predominantly biomedical. Thus, 
the main purpose of medicine is to “cure” illnesses and the “care” or “healing” of ill 
people. The term “healing” is closely associated with “ailment” and “suffering”. 
The etymology of the word “healing” points to different meanings; it is derived 
from the word “heal” meaning “to have meaning or wholeness” which in turn is 
derived from the root “healan” the condition or state of being whole or complete. 
“Hal” is also derived from the root “holy” as is found in other languages, such as the 
Spanish “salud” of the French “santé”. Anthropological research into the concept of 
“healing” show the different ways in which individuals respond to the loss of 
“wholeness” (medical or not, scientific or not, religious of not) [21, 22]. Egnew 
defines “healing” as “the experience of transcending suffering”. Thus, the concept 
of “suffering” arises as a complement and contrary of “healing”, referring to the 
experience of a person when the wholeness of the self is broken [23]. This “break-
ing” of the “sense of self” is highly variable and depends on each individual’s defi-
nition but themes which persistently appear throughout human tradition and various 
anthropological studies and research into “suffering” and “healing” all refer to a 
“loss of wholeness or completeness of the person”, a “crisis of meaning” [24], a 
spiritual consideration of the ultimate importance of life [25] reflected always in the 
personal narrative [26–28]. Additionally, themes related to “healing” often refer to 
the restoration of this completeness or personal wholeness, to living spiritually in 
peace, understood as the experience of the divine or transcendent, giving profound 
meaning to life.

Thus, and for the purposes of this work, the nature of suffering and the purpose 
of medicine allows us to consider the person as a “complex and unique reality” 
constituted of different dimensions and faculties such as the material (biological 
body), the corporeal (bodily sensations), psychological (emotions, feelings, etc.), 
rational or intellective (reason, self-awareness, freedom) and spiritual (values, 
beliefs, transcendence, etc.). The individual also has the ability to act freely, they 
“realise”, “actualise” or “perfect” themselves, that is, give meaning to what happens 
to them and to others, acquiring the special dimension of “relationality”. From this 
perspective, Western medicine must resolve the “anthropological problem” of con-
ventional medical practice, first through clarification and then by offering practical 
solutions to deal with these realities [23]. PCC is just such a proposal, based on the 
holistic anthropological conception described above, which clarifies which healing 
actions a doctor should consider. This clearly suggests that to be a “healer” requires 
qualities and skills beyond those that are purely “curative”. Firstly, they must have 
the diagnostic and therapeutic skills required for physical healing. Thus, the doctor 
requires a well-defined clinical methodology, a highly predictive nosological 
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classification of illnesses and diagnostic-therapeutic technology that has been 
objectively validated and increasingly efficient in identifying physical ailments. 
However, dealing with the other, more personal aspects of suffering requires other 
tools. Active listening, facilitation and the offer of collaboration and support are 
crucial to the clinical consultation and dialogue. However, at its highest level, heal-
ing is not a technical issue but rather, as indicated above, something which takes 
place above all within a context of “relationality” and in the nature of a “narrative”. 
The techniques are certainly important but insufficient if the doctor is not clear in 
their own mind about the purposes that drive their actions and relation with the 
patient. For example, according to Ian McWhinney [29], the best listening skills are 
useless if we don’t think what the patient has to say is interesting or useful, and, 
especially if we are not really interested in or worried about the patient as a person. 
This perspective ultimately defines the ethical scope of what we are referring to and 
which we will deal with in more detail in the following section.

7.5  The Ethics of Person-Centred Clinical Communication: 
The Clinical Encounter

“To-be-person-centred” reorients the centre of medical practice from knowledge to 
ethics which will therefore prevail over the notion of medicine as a mere science or 
Techné. The moral imperative is dictated to the doctor by the manner in which any 
medical act begins: “The patient comes presenting…” The moral duty of the doctor 
is derived from this “appearing” by the patient, representing “the Levinasian 
moment” in which ethics precedes knowledge [30] implying the most elemental 
truth for a doctor: we are doctors attending patients, with the purpose of mitigating 
the suffering caused by illness. For doctors, the ethics of medical practice is above 
the epistemology of clinical medicine [31] in the sense that its ultimate objective is 
estimative, achieving “good health”, understood as the welfare of the patient. The 
epistemological problem with modern medicine is that its regards the empirically 
demonstrable as the only truth, remaining superficial without addressing a deeper 
hermeneutic or philosophical rationality, an intangible but nevertheless “real” real-
ity having to do with “the self”, the experience of healing and personal, personal 
realisation referred to above. Thus, the appropriate use of these skills, including 
communication skills, in accordance with ethical practice is essential and thus con-
tributing to the ethical medical practice.

We will provide a step-by-step argument of this notion within a general frame-
work of all human action:

Firstly, human action cannot be considered solely as a fact or exclusively an 
automatic result of physical, chemical or neurological processes but as an external 
expression of the “intentionality” of the subject. Similarly, the justification of a sup-
posed “person-centred” medicine does not lie in its interactive, participative and 
collaborative style, that emphasises the autonomy of the patient and their participa-
tion in the decision-making process, which reveals the doctor’s interest in the 
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perspectives and fears of the patient and achieving positive and scientifically demon-
strable health outcomes as has been the justification of this focus until now.

The second step should consist in “revealing” the patterns or stages reproduced 
in all human action regardless of its particular nature. This pattern depends on two 
underlying ontologies: substance and relation. When providing patient care, the 
doctor should initially consider how they are viewing the person; in the context of 
the relationality used here, the intentionality of the doctor in considering the indi-
vidual suffering from an illness is dependent on dichotomy either to engage the 
person or to disregard the person and attend only to the material. The actions of the 
doctor are always subject to and conditioned by the prior focus with which the pro-
fessional engages the patient and thus justifies their actions (their intentionality). 
This may serve to clarify the notion of the “narrative” mentioned above: the doctor 
explains and justifies to themselves their actions with the particular subject, the 
patient, and gives meaning and coherence to their actions and so revealing the ethi-
cal nature of these actions.

Thirdly, we focus on the ultimate objective of these human actions and will 
therefore return to the meaning of “good health” mentioned above through an inte-
gral anthropological approach. We define this as our aspiration to perfecting our-
selves and improvement as persons. In this way, the form of communicative action, 
the manner in relating to the patient has the ultimate aim of this improvement and 
perfecting of the patient as a person in addition to perfecting ourselves, thus engag-
ing with the true essence of our own selves. Self-perfection and improvement (one 
could say to “heal” ourselves) through the engagement with the “person” it is neces-
sary to engage our own BEING and by doing so as a personal subject in the relation-
ship not only do we not lose or diminish ourselves we are in fact developing and 
improving. The question is not to obtain “external benefits”. To reconnect with the 
subject at hand, diagnosis and treatment are a “third good” in the action derived 
from the previous “good”. Both follow upon the notion that the doctor wishes to do 
good well [32].

7.6  The Essence of Person-Centred Communication

Finally, the modus operandi of the dynamic being described, which can be defined 
simply as “love”, is a structure that can be applied to all human actions (which can 
thus ultimately be described as acts of love) and so contribute, or not, to achieving 
the perfection, self-actualisation, the healing, being sought. Following on Thomas 
Aquinas in Summa contra Gentiles (cf. III, 90: “the nature of love is that the lover 
wills the good of the one he loves”), this structure is articulated in three moments: 
presence-encounter-communion which requires the correlative attitudes of relation, 
responsibility and commitment. Thus, medical action is always unitary because in 
this action a person, the doctor, wants and does perform a “specific good” (in this 
case curing) of other person (the patient) within the broader horizon of “the good of 
the other person” (in this case healing in its most holistic sense). One of the princi-
pal barriers encountered by clinicians is the notion that this is not a technical issue 
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or question of technique but rather a “mentality”, a way of being. Laín Entralgo 
points this underlying ontological structure when referring to the doctor-patient 
relation as a “relation of friendship”. According to Laín Entralgo: “Science, tech-
nique and love—love for our fellow man, love for their body and soul—is not always 
articulated systematically in the actions of a competent doctor. The practice of 
medicine is always, and should be, a problematic conjunction of technique and 
love” [33, 34].

Thus, the most basic and genuine aspects of the doctor-patient relation are 
expressed in the attitudes of the doctor, perceived by the patient and associated with 
the doctor’s “way of being” rather than the specific actions a doctor may take, con-
sciously or unconsciously. Notions of “presence”, “dedication” or “openness” are 
the most revealing manifestation of this type of relation (now fully person-centred). 
However, these are difficult to define since, as indicated above, they refer not to a 
specific action but to a state of mind. Arthur Kleinman [35] said that “we know the 
presence by its absence” while, similarly, Epstein [36] noted that patients perceive 
“presence” as a sense of “coherence and imperturbability”, Harper [37] also speaks 
of “presence” as an “attention to the here and now”, that is, complete and undivided 
attention, when the doctor takes interest in the life story of the patient, forgetting 
their agenda and hypotheses; the “dedication” when doctors give of themselves, and 
their true persons is felt: the feeling of “wholeness” understood as a universal and 
shared human experience and “intimacy” within the personal relationship.

7.7  Conclusions

The “person-centred” clinical relation or communication supposes an attitude on 
the part of the doctor in response to the challenge represented by the presence of the 
patient seeking their help. This attitude is open and welcoming to the person in all 
their dimensions, aiming to help in the healing process, the mitigation of suffering 
caused by illness. This relationship could properly be termed as “love” or “friend-
ship”, in that the desire of the doctor is to do good for the patient.

Also crucial concerning the relational focus of person centered medicine, is to 
attend to inter-professional education and inter-professional working relations, and 
to the relationships between the health professional team and the patients and their 
families.

Furthermore, the practice of medicine is an intimate and ethical task, requiring a 
continuous exercise of self-exploration with each individual patient, attempting to 
give meaning and coherence to their actions for the good of the patient. This attitude 
will be reflected in the practice of a specific form of “relating”, not only by deploy-
ing certain communication skills or competencies or any other techniques, which 
are important and play their part, but through the presence and commitment of the 
doctor and other health professionals in communion with patients and families.
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Chapter 8
People-Centered Health Services

Alison N. Huffstetler, Robert L. Phillips Jr, Christine C. Leyns, Joel S. Willis, 
and Fredy A. Canchihuaman

8.1  Overview and Definition

In many regions across the world, segmented and fragmented healthcare is common. 
There is widespread underinvestment in primary health care, the level of care that is 
fundamental in a functional health system [1]. There are geographic, social and eco-
nomic barriers to access of health services and shortages of healthcare providers. The 
historical thread of placing disease as the central marker of healthcare prevented 
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cohesive and continuous health. The World Health Organization (WHO) reaffirmed 
that positive health transformation might be achieved if emphasis is placed on peo-
ple-centered healthcare (PCHC) and therefore called states to take action with pas-
sage of the resolution WHA62.12 at the World Health Assembly in 2009 [2]. Evidence 
and theoretical analysis further suggests that people-centered and integrated systems 
are paths to more efficient, effective, sustainable, and just healthcare systems [3, 4].

Health services are “all [individual and community] services [related with] pro-
motion, maintenance, and restoration of health” [5]. People-centered health services 
(PCHS) place people and communities at the center of the system, empowering 
personalized health decision making and adapting health services to the local socio- 
cultural context. PCHS fundamentally adopt the needs and perspectives of individu-
als, families, and communities and promote active participation in one’s own and 
community care. PCHS are needs based, investing more in vulnerable groups while 
removing specific diseases as the central context of health.

In defining PCHS it is important to also introduce two other terms: patient- centered 
and person-centered health care. The Patient Centered Medical Home is a construct 
largely of the United States that has a been a driving force for health policy for more than 
a decade [6, 7]. The joint principles for the Patient Centered Medical Home were agreed 
upon in 2007 and assured that each patient has an ongoing relationship with a personal 
physician trained to provide first contact, continuous, and comprehensive care who 
leads a team of individuals at the practice level who collectively take responsibility for 
the ongoing care of patients, all of whom are responsible for providing for the entire 
patient’s healthcare needs and taking responsibility for appropriately arranging care 
with other qualified professionals [8]. It is focused on the person but without greater 
context or focus on community. Others claimed that it also “focused on improving the 
health of whole people, families, communities and populations,” but this was not part of 
the joint principles [8]. The essence of person-centered care is that it extends beyond 
communication during any one clinical encounter and relies on a more continuous and 
holistic knowledge of patients, their families, their social world, and the communities in 
which they live and work [3]. This knowledge accrues over time and is not specific to 
disease- oriented episodes. Further, this knowledge, and the time spent attaining it, 
strengthens the relationships between the primary care team and the people seeking 
care. Compared to patient-centered care, person-centered care has been shown to lead to 
agreement on care plans, better health outcomes, and higher patient satisfaction [9]. The 
International College of Person-Centered Care has worked closely with the World 
Health Organization in defining person-centered care and its relationship to people-cen-
tered care (https://www.personcenteredmedicine.org/). As its leadership has explained, 
“people-centered health and health care extends the holistic perspective of person-cen-
tered health care beyond the individual. People-centered care continues to emphasize 
that the needs of the person is the foremost consideration across all levels of organiza-
tion of health systems, but also recognizes that persons live together with other people 
organized in families, communities and populations dispersed around the world” [10].

Health services are defined as a variety of services delivered by institutions or 
organizations that propose to improve overall health [11]. Instead, PCHS put the 
person and the community as the focus of all health system management and orga-
nizational decisions, as well as in the provision of care. PCHS include community 
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context and cultural beliefs in promoting health both at individual and community 
levels, giving people more autonomy over their health. The person and the family 
experiencing healthcare must be equipped to navigate the health system, to under-
stand in depth their health problems or the health problems of their loved ones and 
to feel empowered to maintain or improve their health. Respecting the level of 
health literacy in a population is an important step towards universal health care and 
achieving health as a human right. In this way, people-centered healthcare has the 
potential to lead to a more just and inclusive universal health care system that will 
invest more in people with more needs [12, 13].

People-centered health services are dynamic and evolve. This is reflected by the 
progression of concepts presented by the WHO which include people-centered 
healthcare, people-centered care, and integrate people-centered health services. 
People-centered healthcare is defined as care in which “individuals, families, and 
communities are served by and enabled to participate in trusted health systems that 
respond to their needs in humane and holistic ways” [4]. People-centered care is 
“focused and organized around people’s needs and expectations, rather than dis-
ease” [12, 13]. Integrated PCHS is centered on the “needs, perspectives, and social 
preferences of people and communities” [14]. Finally, this last concept is the key 
feature of WHO framework to improve health services. This care should be contin-
ued across the course of a lifetime and coordinated at various levels and across sec-
tors [14]. This can be visualized as overlapping sectors, all of which play a role in 
people-centered care (Fig. 8.1).

Fig. 8.1 The interdependency of the five strategic directions to support people-centered and inte-
grated health services [15]
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This chapter will explore the principles of PCHS, the methods of implementing 
health services, how specific clinical fields best integrate PCHS, and reflect on 
related clinician stories. Finally, policy platforms for the global use of PCHS will be 
provided. Each section will identify practical, scalable, and thus, implementable 
tools allowing for expansion of PCHS design.

8.2  Context of People-Centered Health Services

Although there is a widespread need to measure PCHS, there is a general lack of 
consensus as to the appropriate measurement. PCHS is necessarily broader than 
primary health care and needs different measures [12]. Measures by which people- 
centered care may be evaluated, in contrast to conventional care, are warranted. 
Furthermore, tools for assessing how health services are guided by new health 
approaches and put into practice are needed; tools must address the key components 
of integrated PCHS [16, 17]. The distinguishing features of conventional healthcare 
vs. people-centered healthcare are found in Table 8.1. The implementation science 
surrounding PCHS also is not yet fully defined. However, strategies exist and are 
here described as a framework for implementation. The strategies are adaptable to 
meet the specific needs of a community, culture, and beliefs of an area.

The tenants of Community-Oriented Primary Care, pioneered by Kark and 
Cassel in the 1950s and endorsed by the WHO in the 1970s, are a foundation for 
PCHS. Measurement of the success of interventions that lead to PCHS vary based 
on type of community served, economic status of the community and country, and 
cultural identity of the area. As such, one set of parameters will not objectively and 
systematically demonstrate implementation of successful PCHS. However, the fol-
lowing paragraphs detail possible measurements and outcomes related to 
PCHS.  Specifically, the necessary attributes include: empowering and engaging 
people and communities, strengthening governance and accountability, reorienting 
the model of care, coordinating services within and across sectors, and creating an 
enabling environment [14]. This should be done with a strong focus on equity to 
achieve proportionate universalism in health.

Table 8.1 Comparison of care models. From the 2008 World Health Report [13]

Conventional care People-centered care

Focus on illness and cure Focus on health needs
Relationship is limited to the visit Relationship is longitudinal and enduring
Periodic and episodic curative care 
valued

Comprehensive, continuous, and person-centered care

Responsibility limited to effective, safe 
advice to patient during a visit

Responsibility for the health within the community is 
essential, including tackling determinants of health

Users are consumers of the care they 
purchase

People are partners in managing their health and the 
health in their community.
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8.2.1  Empowering and Engaging People and Communities

The process of engaging communities and individuals in health is to promote mean-
ingful health services with knowledgeable, active users. For individuals and fami-
lies, empowerment relates directly to their autonomy to make personal health 
decisions and take on roles as informal caregivers. For communities, empowerment 
at population level is related to public health measures that are far better accepted 
when introduced by their trusted primary care providers who take their local knowl-
edge, leadership and beliefs into account. Community health workers decreasing 
communicable diseases, reducing childhood malnutrition, and improving vaccina-
tion uptake, are examples of low-income country approaches to community ori-
ented and people-centered services that could hold similar value if adapted for 
high-income countries [18].

8.2.2  Strengthening Governance and Accountability

The goal of strengthening governance and accountability is to promote functional 
and acceptable decisions by policy-makers. The health system operates best when 
needs and perspectives of policy-makers, providers, and users are included. 
Community participation in governance, whether through stakeholder meetings, 
local member election into positions, or community participation in policy making 
promotes participatory governance. Participatory health councils may offer one 
avenue for engaging local populations in building policy for their area; however, 
these councils must have leverage and government support to succeed. When imple-
mented in Brazil, councils were intended to help shape policy for the local health 
services; however, they fell short of expectations due to lack of support from gov-
ernment and limited interest [19]. Whereas lack of mutual accountability leads to 
failure, community participation in governance developed with balanced input, edu-
cation, and afforded an actionable voice, is a tested model for low- middle- and 
high-income countries.

8.2.3  Reorienting the Model of Care

Prioritizing primary care as the central health system component of PCHS is funda-
mental for efficient and effective healthcare. Primary care needs adequate funding, 
training, and integration with public health and community care. Holistic needs- 
based care that spans the full life course, anchored in healing relationships that 
respect context of gender, social, and cultural beliefs, should be the goal. Frequent, 
reliable, and actionable health assessments by health personnel who take responsi-
bility over an area should be used to drive services and allocation of resources. 
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Additionally, the rapidly evolving technologies that enable healthcare and relation-
ships should be assessed and, as culturally and economically feasible, be integrated 
into PCHS.  Technology and traditional methods combine to enhance population 
health monitoring and is done best with public, private, and voluntary organization 
participation and goal alignment.

8.2.4  Coordination of Services Within and Across Sectors

The ideal coordination of services promotes care integration that respects the needs 
of the people being served. Ideally, by providing this coordination, multiple aspects 
of health may be addressed, including social determinants, community health, edu-
cation, and public health. Individuals benefit from addressing the range of their 
healthcare needs with assistance from healthcare navigators, case managers, care 
teams, and consented flow of information. Communities, municipalities, and 
regional networks must also create coordinated care systems that narrow the gap 
between formal health care and informal community resources. By doing so, dis-
eases may be closely monitored and social service needs may be addressed from 
relevant sectors outside the healthcare system including housing, labor, education, 
finance, and law enforcement. A prime example of this coordination across sectors 
is Hennepin Health System in Minnesota, United States. This model has both reori-
ented and coordinated care, emphasizing the role of care coordinators, outreach, 
housing assistance, vocational training, and follow up within the community [20].

8.2.5  Creating an Enabling Environment

The final, and central aspect, of PCHS is creating an enabling environment. All four 
of the prior strategies must enable a healthcare environment committed to transfor-
mation. An enabling environment for health equity is created locally and supported 
by adequate public policy. Policy-makers should collaborate with community and 
health care stakeholders and foster a culture of information sharing and regular 
dialogue. Financial policies that support such change are necessary and both the 
United Kingdom and New Zealand model this by weighting resources for health-
care and social services based on small-area deprivation scores [21].

8.3  Methods

The Donabedian Model evaluating concepts of (1) structure, (2) process, and (3) 
outcomes are an originating framework to evaluate quality of care in health ser-
vices [22, 23]. The evaluation of the quality of health services relies on efficacy 
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(what works) and/or effectiveness (for who and where) [23, 24]. At the turn of the 
twenty-first century the lens for measuring and improving quality of care focused 
on ‘patient-centered’ care which highlights patient experience as the outcome 
centerpiece.

People-centered care has widened the lens through which health services are 
now driven. Within this framework, WHO seeks evidence-based methodology that 
utilizes iterative learning and action cycles, tracking changes, and identifying 
emerging problems so as to bring stakeholders together to evaluate and solve them 
[25, 26]. This broadened methodology scope seeks to view individual patients in a 
holistic fashion while simultaneously recognizing the interrelatedness of the whole 
system and a strong focus on equity to provide care based on needs instead of 
demand. For example, in an effort to avoid ‘homogenization’ of data, a people cen-
tered HSR study evaluating disease management might do so in the context of per-
sonal, socioeconomic, religious, ethnic, and gender boundaries [25, 26].

The goal of PCHS methodology is to continue to improve upon quality, efficacy, 
effectiveness, and equity through multiple tools, that may include, but are not lim-
ited to, medical records, patient and population surveys, stakeholders meetings and 
administrative data [23, 25]. People centered methodologies require coordination 
and collaboration across several boundaries so as to encompass an ‘integrated 
framework’ that considers whole spectrums of health and social care [27]. 
Methodological actions with multi-stake holder perspectives are required between 
health services, community, and workforce at each level of power with resources 
understood and shared [28]. Such efforts logically expand Donabedian’s model 
while promoting WHO efforts to improve health and health services.

8.4  Clinical Fields

The goals of PCHS models are to provide equitable, high-quality, cost-effective care 
[27]. Unfortunately, current models of care often leave service providers unaccount-
able to the populations they serve and with little incentive to provide sustainable 
care. This failure of continuity is worsened through disease-focused, hospital-based 
systems that enable a fractured ‘silo-mentality’ [14]. Alternatively, systems rooted 
in robust community oriented primary care have consistently demonstrated coordi-
nated, continuous, and comprehensive services that improve quality for patients, 
families, communities, and populations [14, 29]. To this end, WHO has prioritized 
strong primary health care as the centerpiece in strategy for reorienting the model of 
people centered care [14]. An example of strengthened primary health care models 
includes proactive public health interventions and preventive medicine addressing 
patients and populations [30]. People-centered primary health care is well-placed to 
establish linkages between health services and other private and public sectors. 
Indeed, at the community level, the opportunity for such intersectoral coordination 
can assist in targeting social determinants of health within a defined geographical 
area [14]. Ultimately the goal of all clinical fields, as applied to PCHS, is to meet 
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the needs of patients in their own terms, through both empowerment and proactive 
participation in their own care where appropriate [31, 32]. Strong primary care, 
particularly when integrating primary health care and public health, is necessary 
and uniquely positioned to meet the goals of PCHS.

8.5  Clinician Perspectives on PCHS

In Belgian community health centers, the capitation payment system incentivizes 
accountability of health providers for health maintenance of their registered popula-
tion since a healthier population lowers the workload. For example, the case of a 
50-year-old Fatima, a Roma woman with diabetes, heart failure, morbid obesity, 
and COPD, who was brought in nearly once a month with decompensated heart 
failure urging hospitalization. These events put a severe stress on the woman, her 
family, the hospital and our health center, that assisted the family and the hospital in 
the translation between the hospital culture and the Roma culture. It was impossible 
for her to visit the health center regularly so we had to think of a people-centered 
solution to prevent recurrent hospitalization by visiting her at home. The care was 
organized in a way acceptable to her with a simplified supervised medication 
scheme and clear agreements on smoking at a safe distance from her oxygen tank. 
The final decision on the limits of her care were made by Fatima, who decided that 
she didn’t want to be hospitalized anymore. We had several meetings with the exten-
sive family and further on with a son, assigned as family representative, before the 
family understood and accepted their mother and grandmother’s decision. Although 
traditionally Roma people do not trust or respect people outside of their community, 
this mutual agreed upon health path created a space of mutual respect. Fatima died 
at home accompanied by her family, who were very grateful about the way she spent 
her last months.

In Bolivia, the public health system is organized in health networks, wherein 
primary health care centers are responsible for a defined population. Originally this 
system only covered services for pregnant women and young children beside some 
specific diseases like tuberculosis but evolved towards a unified health insurance 
providing basic coverage for the whole population. Recent health policy reorienta-
tion supported a PCHS focus by obliging health personnel to speak indigenous lan-
guages, building more health facilities, creation of family health records, and home 
visits [33]. Cesar, a 50-year-old construction worker whose uncontrolled diabetes 
led to loss of nearly half his body weight over 4 months, was unwilling to go to the 
hospital because his family depends on his income. Community health workers con-
vinced him to come to a diabetes education session where they initiated insulin and 
arranged regular urine glucose monitoring. Cesar could not afford a glucometer 
(and can’t read either) but learned what urine dipstick colors meant for his diabetes. 
After 4 weeks, his blood sugar levels normalized and he was so grateful because he 
was finally able to again lift a bag of cement. Community based interventions, 
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respectful education geared to his education level, enabling autonomy, and mean-
ingful outcomes turned his condition around.

Clinical care across the world is often unaccountable to the populations it serves. 
During the SARS-CoV2 Pandemic, it became evident that the healthcare system in 
many countries was hospital centric and could not meet the demands of testing, high 
level care, and response to communities that was needed to curtail a health crisis. 
Had PCHS been in place, targeted social planning, linkages across public and pri-
vate sectors, and collaboration with communities could have been achieved. A 
strong partnership between primary care and public health was lacking in many 
countries, which is a cornerstone of PCHS. In order to achieve this, trust in authori-
ties is essential making Germany an example of a COVID-19 success story while in 
Bolivia, a country in the midst of a political crisis, the health system collapsed in the 
height of the pandemic, causing an excess mortality of over 1800 people in only 2 
months’ time.

8.6  Alma Ata, Astana and other Major 
International Declarations

The sentinel primary healthcare conference took place in Alma-Alta in 1978 [1]. 
The declaration clearly established the importance of primary care and the funda-
mental right of healthcare by reaffirming that “Health, which is a state of complete 
physical, mental and social wellbeing, and not merely the absence of disease or 
infirmity, is a fundamental human right.” The relevance did not diminish over the 
next 30 years. In the World Health Report of 2008, primary health cares’ promi-
nence in the health system was reiterated, and importantly, the people-centered 
approach was posed as a main reform to change health systems [13]. The 2008 
report additionally broadened the focus on PHC to include universal health cover-
age, public health, and leadership as goals for health care innovation.

Forty years later, in 2018, the WHO and UNICEF brought together most of the 
World’s health ministers in Astana, Kazakhstan for the 40th anniversary of the 
Declaration of Alma-Ata. The resulting Astana Declaration of 2018 reaffirmed the 
principles and values of PHC as stated in the 1978 Declaration of Alma Ata and set 
up a specific commitment to have services that are sustained, continuous, integrated, 
and people-centered [34]. People-centered integrated health services are critical to 
improve primary health care, achieve universal health coverage, and meet health 
sustainable development goals [35].

In May 2019, the World Health Assembly (WHA) responded to the Declaration 
of Astana with the passage of three resolutions focused on primary health care, the 
role of community health workers, and preparation of the UN General Assembly for 
the next high-level meeting on universal health coverage in September 2019 [2]. 
Specifically, the primary health care resolution called on the Secretariat of WHO to 
increase the support of member states and finalize the Primary Health Care 
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Operational Framework prior to the 2020 World Health Assembly. The WHA 
acknowledged that community health workers have a key role to play in delivering 
primary health care, particularly since they typically speak local languages and have 
the trust of local people. While they have a key role, the WHA also said that com-
munity health workers need to be well trained, effectively supervised, and properly 
recognized for the work they do, as part of multidisciplinary teams. Finally, the UN 
General Assembly on universal health coverage was to focus on key priorities 
including health financing, building sustainable and resilient people-centered health 
systems, and strengthening the health workforce.

On September 23, 2019, the United Nations held “Universal Health Coverage: 
Moving Together to Build a Healthier World,” aiming to accelerate progress towards 
universal health coverage [36]. The outcomes of that meeting are not yet public, but 
this meeting took the next step toward international agreement on policies that 
would support PCHS.

The Astana Declaration inspired many regional reactions as well. During the 
WHA convention, the Pan American Health Organization (PAHO) published the 
report of the High-Level Commission, “Universal Health in the 21st Century: 40 
Years of Alma-Ata”. This regional response framed PCHS as “Integrated Health 
Services Networks” and many American countries have adopted or are in the pro-
cess of adopting this initiative.

The international initiatives supported by WHO, the PAHO, the UN, and 
UNICEF strategically link primary healthcare, universal health coverage and place 
these priorities high on the world’s agenda for health services transformation. How 
the initiatives change care regionally and locally will depend on the fidelity of health 
ministers and a commitment to PCHS.

8.7  Policy

Policy is important for developing and improving PCHS within countries. The 
WHO Framework on the subject identifies six key policy domains, including com-
munity engagement, health equity, local governance, prioritization of health ser-
vices, coordination of care, and the regulatory and funding restructure (Table 8.2) 
[14]. Other initiatives including the Astana Declaration and the Primary Health Care 
Performance Initiative (PHCPI), have identified limitations in the framework and 
recommended solutions. Specifically, the Astana Declaration supports development 
of the Primary Health Care Operational Framework. The proposed framework 
revises the traditional WHO paradigm. Additionally, new measures have been pro-
posed by the PHCPI, a collaboration of the Bill and Melinda Gates Foundation, 
World Bank, and WHO.  These measures address high-value key components of 
PCHS that span low-, middle-, and high-income countries. The measures include 
resource development, workforce, technology, and research. Policy makers should 
look to these measures to drive legislation.
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Table 8.2 Policy initiatives and opportunities. Adapted from WHO Framework on Integrated, 
people-centered health services [14]

Policy area/approach Policy innovations

Individual and family 
engagement

Health education and literacy

Community engagement Informed consent
Shared decision making
Individualized care planning and self management
Informal care givers
Community based care
Involvement of community health workers
Social participation in health

Health equity Aligning health center goals with equitable principles
Using various technology methods to reach underserved 
(telemedicine, mobile units)
Intersectoral programs to address SDOH
Expansion of primary care

Local governance Encourage community participation in policies for health systems
Patient representation as board members
Decentralization to local areas
Comprehensive plans and norms across public and private sectors

Prioritization of health 
services

Actionable health needs assessment
Gender, cultural, literacy and age-sensitive service provision
Monitoring of population health status and risk stratification
Multidisciplinary primary care team generation
Appropriate use of outpatient and home-based care

Coordination of care Health navigators, community health workers
Case management
Improved care transitions
Team-based care
Merging of health sector with social services

Regulatory and funding 
restructure

Improved financial and human resources allocated to health 
promotion and disease prevention
Mixed payment models based on capitation and risk stratification
Greater proportion of health expenditure allocated to primary care
Tackling health workforce shortages and maldistribution

An accurate analysis of the financial resources needed to support PCHS is essen-
tial for policy development. However, primary health care research financing 
remains insufficient globally [37]. The difference between primary health care and 
primary care is not always clear in these international policy discussions and this 
results in major limitations of healthcare spending analysis. Primary care describes 
a narrow set of services provided by community clinicians. Primary healthcare is 
broader and includes public health in addition to clinical services. Recent primary 
health care financing estimates range from 32 to 88% of total healthcare spend 
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(approximately $15–$60 USD per person annually) [36]. In contrast, primary care 
spend was estimated to range from 12 to 17% of total healthcare spend globally and 
5–7% in the United States [38]. The primary care spend estimate is limited; only 24 
countries had sufficient data to be included and in most countries ambulatory care 
data fails to distinguish between primary and specialty care. Policies to reform 
health care expenditure cannot be well informed by current primary health care 
spend estimates. Health care leaders must further analyze primary health care 
spending. An improved capacity to understand investment in primary care and pri-
mary health care is important to make sufficient investment and to understand the 
financial relationship to outcomes.

Workforce development and policies have yet to affect the distribution of 
qualified healthcare workers in communities. Low-, middle-, and high-income 
countries have struggled with workforce adequacy. Low-income countries often 
do not have a basic workforce distribution. Middle- and high-income countries 
do not have team structures to support PCHS, despite higher numbers of health-
care workers. Workforce theory distinguishes between whether development is 
either basic or fundamental. A basic workforce includes only the clinical staff 
necessary to provide essential healthcare services. Conversely, the fundamental 
approach promotes a robust primary care workforce that provides comprehen-
sive care. Currently, low- and middle-income countries are fielding community 
health workers to support basic functions of healthcare. In some developed 
countries, clinical health workers act as team members to address the fundamen-
tal tenants of PCHS. Team based models positively effect PCHS, by allowing 
members of the team work at the top of their license and address the needs of 
the community, and as a benefit, experience greater joy [39, 40]. Countries 
struggling with workforce adequacy should look to team- and community-based 
workforce policies.

Technology may act as an enabler of PCHS with the support of strong policy. 
Telemedicine and asynchronous communication can support continuity, compre-
hensiveness, and patient-centered care. Currently, telemedicine is used in some 
countries as a convenient form of care access but without respect for existing heal-
ing relationships. Application of telemedicine in this regard partially meets the 
goals of PCHS but does so at the expense of relationships. Cell phones in low- and 
middle-income countries provide a platform to reach remote populations. In addi-
tion to primary care, technology supports subspecialty service access. The relation-
ship between subspecialists and telehealth increases higher acuity care for patients 
and allows for growth of skill sets for specialists. Policies must be in place to sup-
port the capacity for technology; primarily, NGO and government collaboration is 
needed to promote the infrastructure of telehealth.

Finally, advancement and anticipation of novel approaches to PCHS are essen-
tial. Research and innovation that span countries are critical components of the 
future of PCHS, as supported by the Alma-Ata and Astana Declarations [30, 41]. 
The time gap between research findings and implementation into daily practice has 
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limited the impact that research brings to PCHS. The health of communities stands 
to be greatly improved with policies that reduce gaps, such as research in implemen-
tation science. Implementation science knowledge has grown tremendously in the 
2010s and led to the creation of a specialized journal [42]. Local municipalities and 
governance should work to bringing research to life in their communities by pro-
moting timely uptake of new research.

It is possible that the changes in spending, workforce, technology, and research 
may have unintended consequences. Selection of primary healthcare performance 
measures must measure what truly changes health outcomes and encourage account-
ability. Without consideration of the unintended consequences of policy change, 
measures to monitor policy progress may fall short. A prime example of this short-
coming is the Quality Outcome Framework in the United Kingdom. The framework 
gave considerable financial rewards for performance on more than 125 disease and 
process measures as opposed to primary healthcare functions. The focus on disease 
and process drove primary car away from PCHS and created considerable patient 
dissatisfaction and clinician burnout [43, 44]. Thoughtful collaboration between 
policy makers, clinicians and patient representatives may prevent unanticipated 
consequences of legislation.

8.8  Conclusions

People-centered health Services is one of the principles of Person Centered 
Medicine. Such services have triggered integrated global policies aimed to create 
proportionate universal health coverage, investing more in those with more 
needs. PCHS implementation has a variable appearance in different countries, 
however, examples of innovation and implementation are readily available with 
lessons for both developed and developing countries. There is general agreement 
from the world’s health policy leaders regarding universal health coverage and 
primary health care—using the examples in this chapter offers avenues to achieve 
PCHS. This chapter also offers strategic directions from the WHO needed to sup-
port PCHS development in health systems across the world. Actions in all of 
these strategic directions are greater than isolated actions; countries should 
explore existing practice and search which strategizes first their specific context 
as a foundation for firm PCHS. While the cost may be significant (estimates from 
$200 to $330 billion USD), the outcome is likely to produce healthier and more 
robust communities. The 2019 United Nations Universal Health Care Assembly 
and 2020 World Health Assembly are providing important steps to drive PCHS 
across the world.
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Chapter 9
Person-Centered Health Education 
and Research

Simone Hauck, Luis Salvador-Carulla, Alberto Perales, Javier Saavedra, 
Carlos Salcedo, and Tamires M. Bastos

9.1  Introduction

Besides political, socio economic and ecologic crisis seen all over the world, we face 
challenges regarding both the provision of health care for the population, and the need 
to properly train professionals able to deliver culturally sensitive and technically com-
petent care—without giving up their own health in the process. Burnout, depression 
and rising suicide rates among physicians, nurses, students, and other health care pro-
fessionals are a major concern. These rates are climbing and suggest a looming crisis 
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[1–6]. One of the major questions is that, despite increasing recognition of the prob-
lem, and the numerous initiatives that have been implemented in various locations to 
address the mental health of health care professionals, the rate of psychological dis-
tress is still growing. A recurring concern is that institutions and governments are 
focused on treating symptoms instead of the ‘disease’ and not paying adequate atten-
tion to health systems’ neglect of health workers health [7, 8]. In such an alarming 
scenario, the impact of the COVID-19 pandemic on the health of students and profes-
sionals is still unfolding and may have consequences for the teaching-learning process 
of the current generation. Illustratively, a study by Lai et al. [9] that evaluated 1257 
healthcare workers that treated patients exposed to COVID-19 in China showed symp-
toms of depression in 50.4%, anxiety in 44.6% and distress in 71.5% of the sample.

Thus, the objective of this chapter is to invite the reader to go deeper into how 
person-centered education and research can contribute to cultural changes that are 
needed for more humanized care of patients and health professionals themselves. 
We begin with an overview of the context in which health professionals work, sum-
marizing the evidence related mainly to mental health and its consequences in the 
care offered to patients. Then, we present what is already consolidated in terms of 
the concepts and the positive impact of person-centered health education—includ-
ing models of action. Later, a section is dedicated to person-centered health 
research. Finally, the practical implications are listed, as well as the issues that still 
require international collaboration so that we can move forward.

9.2  Overview of Health Care Today and Its Impact 
on Health Care Professionals

Contemporary health care has evolved in the direction of a dehumanized and 
market- oriented outlook that leads professionals to treat and discharge patients as 
fast as possible, figuring out billing codes, worrying about litigation, handling elec-
tronic medical records, and responding to a constant flow of emails or texts around 
the clock (and even on vacations). Moreover, the flood of new information that must 
be assimilated and mastered is leaving the “person” inside the professional with a 
feeling that he/she is always falling short [10, 11]. Many concerned professionals 
are raising the specter of “moral injury” because of the way health care is now being 
delivered. Moral injury results from having transgressed or violated core moral 
boundaries, imposing a challenge of reconciling the gap between what IS happening 
and what SHOULD happen, especially in highly stressful, high-stakes circum-
stances. For some health professionals this gap challenges their own values and 
norms, giving way to painful feelings like shame, guilt, self-condemnation, feelings 
of betrayal, difficulty trusting, and difficulty forgiving [12].

The aforementioned scenario leaves patients and the ones who treat them under 
the risk of lacking time or energy for meaningful empathic communication, sacrific-
ing the core principle of doctor-patient communication. The emergence of Patient- 
Centered Care in the early 1970s raised the importance of bringing back a 
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comprehensive look at the patient, one that respects autonomy and uniqueness. 
However, it left the professionals out of the equation. Hence, inattentive manage-
ment practices, guided by the idealized and unrealistic model of the health profes-
sionals as selfless martyrs that ignore the care of themselves, are still common. 
Furthermore, the culture of perfectionism and invincibility among physicians 
imposes additional resistance to change. Even those who suffer the most have dif-
ficulties in acknowledging their own suffering and seeking help [10, 11, 13, 14].

Burned-out professionals are known to provide lower quality and less empathic 
care. Physicians suffering from burnout make more mistakes, prescribe more unnec-
essary drugs, and order more unnecessary tests [15, 16]. Burnout leads to early 
retirement and reduced clinical hours, increasing costs for healthcare organizations 
[17]. Facing such a crisis in healthcare demands a deep look at the person inside the 
healthcare provider and encompasses a profound revision of the structure of health-
care systems. Systems are made by people, and by the relations among them. An 
effective change must confront the negative aspects of the culture and omnipotent 
and dehumanized expectations at all levels, from patients, families, health provid-
ers, and administrators to society itself.

The importance of the person in relationship with others is central to the under-
standing of Person-Centered Care (PCC) [18, 19]. The key concepts of person- and 
people-centered care, such as ethical commitment, a holistic framework, cultural 
awareness and responsiveness, focus on dialogue, fostering communication at all 
levels, individualization of care, establishment of a common ground for collabora-
tive diagnosis and share decision-making and people-centered organization of inte-
grated services are essential to guide health education and health research in a 
person-centered manner [20].

A robust effort to include person-centered principles in health education is 
urgent, not only for the students to learn how to better treat their patients and benefit 
their communities, but especially to highlight the relevance of self-care for one to 
provide the best possible assistance for others. Understanding how individual per-
spectives interact with the learning process and the health care systems is possible 
through person-centered research, which will be described further.

9.3  Person-Centered Health Education: Concepts 
and Practice

Person-centered health education (PCHE) has been a key topic in person centered 
medicine since early outlines [21] and systematic efforts at conceptualizing and 
measuring it [22]. A series of perspectives on person-centered medical education 
have been highlighted and are listed below in Chart 9.1.

PCHE can contribute significantly to contemporary healthcare, precisely by 
placing the person as THE reason for medicine—therefore, the reason that one 
becomes a doctor and a health professional. PCHE requires an emphasis on com-
munication, and dialogue at all levels. Early contact with “the person” through 
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✔ Education based on the principles and strategies of Person-centered Care (PCC), such as 
ethics, holistic frameworks, communication and relationships, individualized care, common 
ground for collaborative diagnosis and care.

✔ Student and teacher selection processes focused on qualities valued by PCC;
✔ Person-centered institutional culture; 
✔ Mentoring programs; 
✔ Curriculum changes, such as including the humanities, training in communication and 

empathy skills, decision-making training respecting patient autonomy and dignity and 
empowering families and communities;

✔ Inter-professional training programs; 
✔ Worthy educational activities; 
✔ Diverse teaching settings; 
✔ Adequate infrastructure and research programs.

Chart 9.1 Person-centered health education topics [23]

patients, families and community is essential as part of the formation and the reason 
for learning. The person as “the core” brings with it a great ethical commitment and 
cultural sensitivity. Values, experiences, preferences, well-being and life projects 
are also a concern and part of caring for patients. Moreover, they are relevant ele-
ments to be deeply understood among the students, assistants, and every person that 
is part of the healthcare system [24].

In PCHE there must be a clear reason for what is learned, and the student must 
be aware of it. Longitudinal and transversal curriculum approaches should make it 
possible to see the application of what is learned in the care of the patient all along 
the way. A person-centered health perspective towards students, faculty and employ-
ees, and a commitment to personal development in addition to technical training is 
vital. Academics and teachers must be aware they are role models, and carefully 
teach that health professionals are also persons, and not superheroes. It is a central 
aspect, because although apparently obvious, this view goes against decades of an 
omnipotent culture in health professions [10, 13].

Many authors in the field of medical education are placing person-centered prin-
ciples in the core of what needs to be tackled to improve health outcomes. In this 
sense, Harden [25] stated that we should go from an “ivory tower” to the real world, 
and health professionals are to be formed according to society’s real needs. He also 
claimed that instead of learning just-in-case, we should move to just-in-time learn-
ing. In other words, instead of learning “everything” just in case you need it, learn 
“what you need as you go”. The integration of basic science with clinics and the 
value of teaching are described as crucial. In addition, dialogue and collaborative 
learning should be the rule.

We must shift to a paradigm in which students are part of the decision of what 
they learn, how, when, and why. Furthermore, technology should be used in a 
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creative and effective way: not to do the same in a different way, but to create a new 
ecosystem that favors education, patients, and community assistance. This takes us 
from compartmentalized to program-focused assessment of learning, and from a 
relative isolation to greater collaboration [25].

These values are related to extremely important goals that include the promotion 
of health as a state of physical, mental, socio-cultural, and spiritual well-being as 
well as the reduction of disease, and the assurance of mutual respect for the dignity 
and responsibility of each individual person [26, 27]. Aspects such as interdisciplin-
ary work and perspectives, collaboration, and ethics must be largely present from 
the beginning of education, just as the recognition of the vital importance of com-
munication, both verbal and non-verbal. Educators must learn how to speak with the 
students rather than speak to the students, while also becoming committed to be role 
models [18]. In fact, such formulations by health scholars are supported by educa-
tors and philosophers in the field of pedagogy: Paulo Freire has a long-standing 
work emphasizing the need to respect the knowledge of those we intend to teach—
making them critical and autonomous agents of learning itself [28].

Some initiatives suitable to achieve a PCHE model have already been tested with 
positive results, such as the Pass/Fail grading system, curriculum structure changes, 
mental health and wellness programs, and advisor/mentoring programs [29]. When 
teaching a PCC perspective to the new health professionals one must remember that 
it demands high self-awareness in teachers, professors and other role models. As 
one values the encounter, such as when teaching and fostering empathy, it is crucial 
to also consider the enormous value of non-verbal communication. What is taught 
and what is conveyed to patients transcend the domain of mere words: there is 
always communication by many other means. So, one really needs to BE it, not only 
to KNOW it. It also implies dealing with the impact of contact with others’ minds 
and realities. As can be seen in compassion fatigue, it is central to be authentically 
in contact with the other, but it is also extremely necessary to learn how to deal with 
it. The inclusion of perspectives from other disciplines can contribute in this sense: 
humanistic content, psychodynamic psychiatry understanding, neuroscience appre-
hension of the encounter,—all can add to the skills required to a deep contact with 
the other [24].

9.3.1  A Proposed Path: The Third or Emerging School

Let the children decide for themselves what is right for them. They know it no less well than 
you do.—Leon Tolstoi

Let patients decide on their own what’s right for them. They know it no less well than you do.

The vital process of intellectuality follows the ubiquitous spiral path, according to 
which one point is based to reach another such on a certain subject or knowledge, 
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which it achieves with the particularity of doing so in another time and space. This 
is even more forceful in the educational field, so much so that “I know something” 
would go through “I educate myself” and culminate in another “I know something”. 
The path between each step is supported by instruments (education) and products 
(the knowledge or competence acquired) that are formed and validated during the 
same process.

Education as a discipline went through a paradigm change during the late 1960s. 
While the previous school pivoted on teaching and the teacher, the new model 
focused on learning, that is to say the student. However, this bimodal approach may 
detach the instrument from the product. As a matter of fact it is the application of 
the product that confers usefulness. Its application should not be the sole responsi-
bility of the teacher or the student as agents, but should incorporate the actor or 
principal who receives the product (i.e. in healthcare the person/patient). Therefore 
a “Third School” should be needed, in which the actor or principal is the object to 
which health and education will provide well-being and consideration as a human 
being (see Table 9.1).

In the health sector, the patient is the leading person and medical education 
should be aimed at ensuring well-being conditions. Thus, patients views should be 
consulted when defining the teaching profile and the curriculum of medical educa-
tion. Patient’s dissatisfaction with their health care adds on claims for equal, fair, 
compassionate, assertive and respectful treatment [30].

Science without conscience is nothing but ruin of the soul. F. Rabelais [31]

To infect the ordinary person with the spirit of the humanities is the greatest and most 
unique gift of education—W. Osler [32].

The emerging person-centered approach to education may contribute to solve edu-
cational problems. Medical and health related faculties should plan educational pro-
cess considering patients’ experience and opinions.

Table 9.1 Comparison among schools with key criteria related to who is the center of the 
educational process

Traditional School Revised School Emerging School
Teacher-centered Student-centered Person-Centered

Knowing how to know Know-how Knowing how to be
Theorizing Practice Integrate humanities
Science Technology Philanthropy
Authoritarianism Liberality Determines needs
Memorization Technology Humanization
Verbalism Technicality Real applicability
Passive learning Active learning Integrated learning
Acriticism Criticism Constructivity
Imposed planning Logical planning Rational planning
Meets teacher needs Meets student needs Meets person needs
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9.3.2  Illustrative Competence-Based Training in Intensive 
Care Medicine in Europe (CoBaTrICE)

CoBaTrICE was founded 2003 to define the results of the training of specialists in 
Intensive Medicine and to develop an international training programme for Europe 
and other regions of the world. The fundamental principle of this project is that a 
specialist in Intensive Medicine trained in one country must possess the same basic 
skills and abilities as one trained in another country, for a common standard of clini-
cal competence. It was a global consultation and consensus process, involving phy-
sicians and specialty students, nurses and other health professionals, patients, family 
members and national and international organizations. By consensus, the combined 
experience of 535 clinical specialists and 1391 patients and family members was 
collected. In the process, common competencies were identified in Intensive 
Medicine specialists from different countries with a group of experts to correct and 
determine the level of importance and experience required. After the detailed review, 
a final system of 102 capacities was generated grouped into 12 domains that form 
the heart of this international training program.

Consideration of the emerging school immediately brings the following concerns:

 (a) Who should decide what competences a doctor should achieve?
Historically it has been a unilateral decision of the academic authorities. 
Following the criteria of the “Revised School”, students should participate in 
this decision. However, should the students themselves decide what compe-
tencies they should acquire? It may be advisable to consult with all appropri-
ate stake-holders.

 (b) How should this previous training be considered?
The proposal to train healthcare professionals in non-technical competences 
would include the following “common areas of training”.

 1. Social Personal
 2. Training Assistance
 3. Social Projection
 4. Teaching
 5. Research
 6. Management

 (c) Where to raise them?
They may be included in the curriculum, as follows:

 1. Social personal area
• Non-technical competences as curricular axes
• Ethics as a discipline should be cross-cutting to all subjects
• Bioethics as a specific course
• Strengthening emotional intelligence with the resources provided by 

psychology and other sciences
• Include humanities subjects
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 2. Healthcare area
Teaching care for a patient with organic failure in an integral way should 
consider the environment, the context and the mood of the patient and the 
family, without undermining current professional standards and scientific 
evidence.

 3. Area of social projection
Design student participation in the various stages of health promotion 
programs, at the community, local, regional and national level, enhancing 
quality and respect for human dignity.

 4. Teaching area
Consider here university teaching, professional training, continuing med-
ical education and scientific events of the specialty.

 5. Research area
Design research on the problems related to the humanization of the pro-
fessional or specialist individually and as a team. Propose active partici-
pation in the development of proposals to improve humanized patient 
care. Formulate and apply investigative protocols in compliance with cur-
rent ethical and legal standards, respecting and safeguarding the rights of 
the patient and his family.

 6. Management area
Include in the curriculum participation in the planning and programming 
of administrative activities aimed at humanizing services. It proposes 
administrative measures that allow for changes in infrastructure that 
favors the flexibility of the family visit.

 (d) Evaluation of training
The following Table 9.2 is an example of evaluation of training in a critical 
care specialty:

The emerging third approach to education could shift the focus towards the per-
son and humanization, and raise awareness of the professional.

Table 9.2 Educational evaluation in a critical care specialty

Minimum achievement 
type Evaluation procedures Evaluation instruments

Minimum performance 1.  Observation of work in actual or 
simulated situations

1.  Checklist for 
performances

2.  Analysis of products or documents 2.  Valuation scale for 
performances

3.  Interviews
1.  Critical incident or case analysis 

reporting
Scale
Questionnaires
Interviews

Minimum knowledge for 
courses

Request for responses Objective tests
Trial tests
Open book trials
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9.4  Person-Centered Health Research

Research is one of the key principles of Person Centered Medkcine [20]. This 
approach opens up a new and broader perspective to clinical and epidemiological 
research as it promotes health in its wholeness [33, 34]. Epidemiological research 
should not only seek the dynamics involved in the development of the disease but 
also explore the determinants of health and well-being and their relationship to 
health problems. It also includes the need to integrate qualitative research and quan-
titative research that could evaluate narrative aspects of the disease and health expe-
rience and identify from the point of view and experiences of people the 
understanding of their conditions and their conduct linked to their individual and 
public health [35].

Qualitative methods may be used during the learning process itself. Van Dulmen 
et al. [36] have described an enlightening guideline based on lessons learned from 
teaching experiences in the Netherlands, Norway, and the United Kingdom. The 
authors state that information technologies enable a new level of supervision and 
teaching of communications skills by recording human interactions. However, 
experiences of others are rarely availed for such a challenging endeavor. They detail 
four key aspects that must be covered and well planned before starting: (1) Recording 
purpose and patient recruitment; (2) Provider and patient recruitment; (3) Ecological 
validity and representativeness, and (4) Data observation, storage, and use. 
Researchers elaborate on strategies to deal appropriately with ethical concerns—
e.g., never allow observers to learn from recordings of people they know—, and also 
on more procedural tips, such as using systems that can remotely switch on cameras 
or audio recorders, keep paper work for the practitioner to a minimum or non- 
existent level, etc. [36].

Mixed qualitative and quantitative research outcomes can support the implemen-
tation of person-centered strategies in clinical practice by addressing aspects of 
patient encounter such as therapeutic partnership, empathy development, and more 
humanistic interactions between the clinician and the person seeking health care 
[37]. It is also important to integrate evidence-based medicine with clinical practice 
based on values, involving preferences, concerns, desires and needs of patients and 
their families, which encompasses a more complex dimension of research but con-
sidering the uniqueness of the person [38]. Evidence-based medicine tends to stan-
dardize clinical decisions and reduce the decision-making span on what should be 
done in a particular situation. In turn, persons-centered medicine promotes greater 
discretion and variability in clinical care, with research having the opportunity to 
examine the person-centered and evidence-based intersection and how to deal with 
both to achieve higher quality health care [39].

There is evidence that person-centered clinical care improves patient experience, 
communication and greater involvement in clinical decisions [40], and that person- 
centered approaches have an impact on the outcome of health problems in primary 
care [41]. However, some authors argue that these findings are not entirely consis-
tent due to problems of internal and external validity with the studies carried out 
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and, therefore, it is necessary to delve even deeper into this association and how to 
measure this approach [42]. This includes the development of appropriate measure-
ment tools that not only take the positivist quantitative paradigm of research, but 
that seek a better understanding of the individual through health self-reports, narra-
tive assessments, and notions of well-being [43].

The development of research tools for that purpose is beginning to grow, as will 
be shown illustratively next.

9.4.1  Systematic Conceptualization and Measurement 
of Person Centered Medicine

The Person-centered Care Index (PCI), a questionnaire developed by a research 
group from the International College of Person Centered Medicine with support 
from the World Health Organization [22] measures advancement towards person- 
centered care on the bases of eight key features of person centered medicine (PCM) 
elucidated through a systematic conceptualization study involving critical reviews 
of the literature, consultations with international scholars, patients and relatives, and 
reflections and debates within a broad international research group. The eight PCM 
principles are ethical commitment, cultural awareness and responsiveness, holistic 
framework, relational and communicational focus, individualized care, common 
ground for collaborative diagnosis and treatment, people-centered integrated health 
services, and person-centered education and research. Building from this conceptu-
alization study, the Index is composed of 8 items and 33 sub-items, each measured 
on a 4-point scale. The PCI has an efficient metric structure in terms of internal 
consistency (Cronbach 0.95) and an information-rich single factorial structure, as 
well as internationally documented reliability and validity.

In Latin America, there is increasing interest on person centered medicine [44], 
with an emphasis on empirical research. In a keynote lecture at the first Latin 
American Conference on Person Centered Medicine in 2015, Perales concluded 
that to evaluate the development of PCM, it was necessary to obtain more system-
atic data on this programmatic perspective through scientific research. He recom-
mended that national academies of medicine and medical schools in the region join 
forces on such efforts [45].

Other authors have outlined the need for indicators and instruments that best 
measure each of the components of person-centered health and their outcomes, the 
places where this assessment should be conducted and the relationship of each of 
the person-centered medicine dimensions with the results to be obtained [46]. In 
line with this research, consideration should be given to the study of the priorities, 
preferences and expectations of people or communities in health where clinical out-
comes are determined by the person or the community [47]. Assessments of strate-
gies to combat service fragmentation should also be considered under the principle 
of a centralized attention to the interests of individuals and not to the administrative 
or insurance system or structure [48, 49].
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The Second Latin American Conference of Person Centered Medicine held in 
Lima in 2016 considered, among other conclusions, to move forward with a research 
program on person-centered care pointedly in health systems, starting with those in 
Lima, where the most active group of cultivators of this programmatic perspective 
had appeared under the guidance and stimulation of the just established Peruvian 
Association of Person Centered Medicine and the Latin American Network for 
Person Centered Medicine [50].

For this purpose, and using the Spanish version of the PCI, a comparative 
appraisal of person-centered care in four prototype hospitals, was carried out in 
Lima, Peru (Perales et al., 8.1). In each of the four evaluated health institutions: a 
public general hospital, a public specialized hospital, a social security hospital, and 
a private hospital, 30 physicians and 30 nurses, working in clinical medicine and 
surgery services in each prototype institution, were requested to rate the correspond-
ing institutions using the PCI.

In an attempt to place the findings of the present study in perspective, one can 
consider that quality of healthcare is a difficult concept to define although it has 
been described and evaluated in different ways [51]. A traditional perspective has 
focused on patient satisfaction. This measurement, however, has been criticized 
because, such a parameter is insufficient to adequately measure the wide spectrum 
of feelings, values and experiences that a person experiences when he or she is 
receiving care in a health institution and that many health professionals believe they 
have dispensed person-centered clinical care, without adequate evidence of such 
[52, 53], which, again, suggests the need to base those views on explicit and system-
atic ratings as those afforded by the use of adequate instruments as the PCI.

Finally, it seems essential to consider the importance of using systematic 
approaches for the evaluation of Person-centered quality of care, particularly in 
regions and countries where the dehumanization and commercialization of society 
and care threatens the goals of genuine care, as is the case in Latin America. Such 
evaluations may be enhanced in the future through the additional engagement of 
other types of raters such as patients and family members although these different 
types of raters may also have their own biases and limitations.

9.4.2  Other Person-Centered Health Research Considerations

Research on the teaching strategies of people-centered medicine and the related 
assessment tools is also important. The development of communication skills is a 
key topic when teaching the people-centered approach to medical students. However, 
some studies have reported conflicting results regarding the teaching of communi-
cation skills in medical students and their subsequent performance in these aspects 
[54]. This brings up the importance of improving evaluation tools in terms of valid-
ity, reliability, as well as their generalization and possibilities of application in dif-
ferent physical and cultural contexts [55].
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The 2013 Geneva Declaration sponsored by the International College of Person 
Centered Medicine identified ten priority areas for person-centered medicine 
research: (1) conceptual, terminological and ontological topics in the quest to 
achieve a common conceptual language and the relationship with other fields of 
study; (2) evidence on the main components of person-centered medicine taking 
into account the complexities of this approach, including negative health and posi-
tive health in their domains of disease and well-being, disability and functioning, 
resilience, health experiences and health and well-being contributors, and their 
interaction with other fields of biological and psychosocial medicine; (3) studies of 
the various components of the patient medical relationship, in particular the com-
municative aspect considered a key element of person-centered medicine; (4) diag-
nostic models on person-centered medicine, including the development and 
validation of guidelines and assessment tools; (5) research to assess the scope of 
interventions in person-centered medicine, in terms of the empowerment of indi-
viduals and their families, the usefulness of models, the achievement of effective-
ness, efficiency, equity, parity, and quality; (6) research on people-centered public 
health and care, such as people’s involvement in health policies or care for vulner-
able groups; (7) research in training and curriculum development for the teaching of 
people-centered medicine; (8) dissemination of people-centered medicine through 
scientific publications; (9) organization of scientific events; and (10) development 
of online internet-based tools that promote inter-agency communication and aca-
demic collaboration [56].

Health promotion is a key goal of person centered care. Studies should include 
subjective indicators of health, like feeling ill or well, whether or not a disease is 
present. Recovery, sense of hope, empowerment, resilience and other measures of 
well-being and strengths should be contemplated. In this sense, the non-linearity 
and complexity of person-centered care has been recognized and highlighted and 
instruments like the “Person-Centered Care Index” and the “Expert-Based 
Collaborative Analysis” have been suggested [18, 22, 57].

Another aspect to be encompassed by the person-centered research field is the 
use of proper methodology to understand phenomena in depth from the perspective 
of the person. This should include patients, families, providers, administrators, and 
community perspectives that can be heard through carefully conducted qualitative 
studies. It is worth noting that the process of research itself has the potential of 
changing the environment through the reflection brought about to the subjects and 
its ramifications [58].

In summary, research in person-centered medicine is a challenge for medical and 
health education due to the multiple dimensions of person-centered care, and the 
individual’s own complexity. On the other hand it provides a unique he opportunity 
to return to the fundamental principles of medicine that places the attention on the 
individual, with the primary perspective that health is not only an end in itself, but a 
means to achieve and promote the highest aspirations of people seeking care.
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9.5  Practical Implications of Person-Centered Health 
Education and Research

Person-centered health education and research can lead to a learning environment 
that contributes to wellbeing in opposition to stress, burnout, depression and illness. 
It is also a way to spread the changes throughout the whole system and throughout 
educational and research processes . It is necessary to raise awareness of this 
approach among stakeholders and those in charge of organizations, as well as pro-
fessors and teachers in general [24]. Health educational reform needs to occur to 
achieve better balance between health promotion (including health literacy, self- 
care, primary care and specialty care), disease prevention and management, and 
between cognitive and other personal skills.

Healthcare professionals need more than facts in order to understand themselves 
and to interact authentically and collaboratively, including participation in multidis-
ciplinary healthcare teams. To promote well-being of the whole person we must 
shift the current emphasis on organ- and disease-based instruction to a more bal-
anced and person-centered approach to both healthcare and health promotion. 
Students and trainees need to be given a more influential role in their own education. 
This can be accomplished with the help of national and international student orga-
nizations with input from local trainee groups so that education is continuously 
“updated” [59–61].

 – Dialogue, spaces where every person that is part of the health education system 
can be truly heard (role of institutions, leaders, peers, qualitative research)

 – Barriers: different generations, socioeconomics, unconscious (resistance to 
change, defenses, omnipotence, vulnerability, contact with disease and death,—
the demand—for the professor/preceptor—of getting in contact with one’s 
authentic self and the authentic other)—potential help of other fields such as 
psychodynamic understanding

The horizon described in this chapter points out to possible paths for overcoming 
the problems of dehumanized care through actions such as the medical curriculum 
reform, educational system considerations and PCHE principles.

9.6  Conclusions

Person-centered health education and research is one of the most challenging sub-
jects to be taught and learned. It encompasses complex issues ranging from the need 
for self-care and mental health promotion, the responsibility of professors and staff 
as role models, and includes the duty to rethink the toxic aspects that still permeate 
an omnipotent culture in the   health field. A comprehensive, humanized and 
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culturally sensitive approach of the teaching and learning process is key to cultivat-
ing a humanistic approach of healthcare—in which professionals are able not only 
to care for their patients, but also of themselves. In that sense, person-centered 
research may contribute greatly by providing evidence- and experience-informed 
contributions for developing improved care and health actions in a range of contexts.
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Chapter 10
Establishing Common Ground, 
Engagement, and Empathy

Michel Botbol, Neal Adams, and Juan E. Mezzich

10.1  Introduction

Common ground among clinicians, patient and family for collaborative diagnosis 
and shared decision-making has been identified as a core component of person- 
centered medical practice. Together these participants make-up the core of the treat-
ment team—with the patient as the most essential member. Establishing a shared 
understanding of the individual seeking care, including but not limited to a 
diagnostic formulation, is the essence of common ground [1]. There is a substantial 
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consensus in the field about the centrality of this concept. Adams and Grieder [2], 
recognized experts on treatment planning, describe common ground as a shared 
understanding and acceptance of a diagnosis, causative and exacerbating factors, 
and of the potential risks and benefits of any treatment or intervention.

Establishing common ground is the keystone for assuring that care planning is 
indeed person-centered. In her work, van Dulmen argues that effective bidirectional 
communication and dialog are key to building the therapeutic alliance and promot-
ing person-centered care [3]. McCormack et al. [4], find that person-centeredness is 
“an approach to clinical practice that is established through the formation and fos-
tering of therapeutic relationships underpinned by values of respect for persons and 
the individual right to self-determination, mutual respect and understanding”.

This chapter will articulate the basis, features and strategies for establishing a 
common ground and promoting person-centered care for clinicians, patients and 
families. The following pages draw upon a selective review of relevant articles, 
monographs and books; this includes papers specific to the practice of person- 
centered medicine and, more generally, the literature involving clinical care with a 
focus on relationship issues, communication, and collaborative care. Informed by 
systematic studies, there is notable concurrence amongst a range of experts about 
the role of common ground in person-centered care. It is clear that organizing and 
providing person-centered care should be informed by values and be driven by an 
ethical commitment to respect and appreciate the personhood each patient; at the 
same time, the role of professionals and family members involved promoting health 
and treating illness needs to be respected [5–7].

10.2  Strategies

The task of establishing common ground and promoting person-centered clinical 
care can be guided by attention to four inter-related key activities:

• A commitment to clear and effective communication between patient, families 
and healthcare professionals

• Promoting empathy and empathic responses
• Engaging patients and families in the process of establishing a culturally 

informed diagnosis
• Shared decision making and joint commitments

10.2.1  Communication

Open, free and transparent exchange of information is an essential component of 
good medical care and lies at the heart of the person-centered paradigm [3]. In per-
son-centered medicine, the patient comes first; this means that the needs, preferences, 
beliefs and values of someone seeking healthcare is considered primary in discussing 
clinical complaints, establishing a diagnosis and considering treatment [3]. Person-
centered communication allows the patient to express experiences, thoughts and 
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ideas, and makes it possible for the health professional to adapt the communication to 
the patient’s emotional and informational needs [8]. This means that equal attention 
is given to the patients’ physical symptoms as well as the experiences and concerns 
evoked by these symptoms. Communication should be shaped by an appreciation for 
a person’s strengths and resources in response to illness; this may also include consid-
eration of their resilience, social connectedness, coping skills and lifestyle, amongst 
other factors, that often impact effective communication [3].

10.2.2  Empathy

Although important in and of itself, effective communication is not sufficient to sup-
port person-centered approaches to care. Beyond the more cognitive task of exchang-
ing important information, person-centered care and communications should also 
include consideration of both verbal and non-verbal expression [9], as well as 
account for the emotional and cognitive dimensions of the relation and its context.

Many researchers have considered the effects of communication that go 
beyond mere cognitive and affective sharing, particularly in relations of high 
emotional intensity—especially when patients are seeking the comfort that 
comes with understanding and sharing with others [9]. The importance empathic 
responses to patients’ and families’ concerns has been well documented [3]. For 
example, the length of time a patient is listened to before being interrupted by the 
professional dramatically impacts the patient’s experience of the medical inter-
view; feeling understood by the professional increases when the patient is 
allowed to talk freely [10–12].

Patient/caregiver and professional interactions frequently occur in emotionally 
charged circumstances and this calls for the creation of a more or less temporary 
common space. In this common space, the border between the patient and the pro-
fessional (or carers) are temporarily porous and confused. However, they are not 
eradicated; i.e., they do not lose sight of each participant’s “otherness” or “alterity”. 
In other words, communication does not take place in a vacuum; rather it occurs in 
a context [13]. Appreciation of and respect for that context, is central to empathic 
connections between patients, families and providers.

In the past, empathy was described as the professional’s ability to listen sympa-
thetically to what the patient says about his experience of illness; however, overtime, 
the notion of empathy has gradually become differentiated from sympathy [14, 15]) 
to include the interpretations that a physician (or other health professional) may con-
sider about the feelings, experiences and understandings of the person in need of care.

This mechanism is well described by the concept of “metaphorizing-empathy” 
proposed by Lebovici [16] from his work with babies and their mothers. It is also 
close to the notion of “narrative empathy” proposed by Hochmann [17] in which a 
physician of health professional is engaged when, in highly emotional relationships 
(i.e. the relation with a suffering patient), he is sincerely affected by the experiences 
and emotions of the patient but, nevertheless, does not merge with her/him (as it 
would do in the merging of feelings and affects characterizing sympathy) [3]. This 
is reinforced by Paul Ricœur’s insights [18] detailed in his book “Time and Narrative” 
and is also consistent with Kleinman’s [19] assumptions about illness narratives.
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10.2.3  Comprehensive Collaborative Diagnosis

In 2003 the World Psychiatric Association (WPA) published the International 
Guidelines for Diagnostic Assessment (IGDA) which describe a diagnostic model 
articulating standardized multiaxial and idiographic personalized components 
[20]. These guidelines describe the optimal interaction among clinicians, the 
patient and the family to reach consensus in the diagnostic formulation that 
includes consideration of not only the presenting problems but also the patient’s 
overall health and wellbeing as well as expectations for health promotion and 
restoration.

This diagnostic model has been one of the starting points for the design of a 
Person-centered Integrative Diagnosis model [21]. In this model, diagnosis goes 
beyond the mere identification of a disease (i.e., nosological diagnosis); it also 
involves achieving some understanding of the physical, emotional mental and social 
experience of the person seeking care. In this framework, establishing a person- 
centered diagnosis also requires a process of engagement and empowerment that 
recognizes the agency of the participation patient, family and health professionals. 
To effect person-centered care, the of development a care plan must begin with col-
laboration among clinicians, the patient and his/her family in establishing a diagno-
sis and a nuanced understanding of the problems.

This nuanced understanding should be informed by issues of culture [22] and the 
importance of a cultural formulation as described in the DSM-5 [23]. The cultural 
formulation is divided into four domains that consider.

• A cultural definition of the problem.
• The cultural perceptions of cause, context, and support (including cultural 

identity).
• Cultural factors that affect self-coping and past help seeking.
• Cultural factors that affect current help seeking.

In the DSM-5, culture refers to systems of knowledge, concepts, rules, and practices 
that are learned and transmitted across generations. Culture includes language, reli-
gion and spirituality, family structures, life-cycle stages, ceremonial rituals, and 
customs, as well as moral and legal systems. Cultures are open, dynamic systems 
that undergo continuous change over time; in the contemporary world, most indi-
viduals and groups are exposed to multiple cultures, which they use to fashion their 
own identities and make sense of experience.

Culture is therefore a multifactorial set of overlapping systems made up of many 
components beyond race and ethnicity, including not only the characteristics men-
tioned above but also gender identity, sexual orientation, and even generational 
cohort and occupational group. The views and practices associated with the conflu-
ence of these cultural characteristics affect how all participants in the health care 
process-patients and their relatives, as well as clinicians, administrators, and policy 
makers-understand illness and engage in care. This is central to establishing com-
mon ground and implementing person-centered care.
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10.2.4  Shared Decision Making

Experienced clinicians suggest that he most important and valuable purpose of 
diagnosis is to support the collaborative development of an efficacious treatment 
plan. Historically, the primary purpose of diagnosis was to identify an existing dis-
order which also informed and supported the concept of the validity of a diagnostic 
system. More recently, what has been known as “physio- pathogenic validity” is now 
being augmented if not replaced with an approach described as “clinical validity” as 
a basis for the shared information and understanding [24]. The most recent edition 
of the Diagnostic and Statistical Manual of Mental Disorders, DSM-5 [23], was 
largely developed to better link diagnosis and the provision of clinical care.

As pointed out by Adams [25], treatment plans are at the heart of any care pro-
cess and are critical in guiding treatment decisions; they also have an important role 
in patient engagement and treatment success. Furthermore, Arora and McHorney 
[26] have argued that treatment plans should be built upon and reflect both shared 
understanding and decision-making between the patient and the health professional. 
Shared understanding and shared decision-making should be reflected in the joint- 
commitment of all key players to the implementation and follow-up evaluation of 
treatment plans. These crucial clinical care activities should be built on the com-
mon ground established among clinicians, patient and family if care is to be truly 
person-centered.

10.3  Guiding Considerations

Helpful guiding considerations for establishing common ground, as outlined by 
Adams [25], may include, but are not necessarily limited to the following:

• Holistic integration of information. This pertains to the understanding of both 
illness and as well as general health and well-being. It corresponds to one of the 
key principles of person-centered medicine as described by Mezzich et al. [1].

• Addressing the person’s longitudinal and cross-sectional circumstances. For 
Person centered medicine a whole person includes his circumstances. It is predi-
cated on Ortega y Gasset’s [27] dictum about how circumstances can contribute 
to the person’s identity: “I am I and my circumstance; and if do not save it, I do 
not save myself”. Complementing this dictum, the scope of these circumstances 
may be optimized by referring to both cross-sectional and longitudinal dimen-
sions. The latter extend from the person’s historical roots and affiliation to his/
her life project [28].

Attending to health experience, preferences, and values. This brings the key prin-
ciples of person-centered medicine to the foreground involving an ethical commit-
ment to honor and respect each individual’s personal values [29] This includes 
consideration of factors that define identity such as cultural awareness, race/
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ethnicity, religion, sexual orientation, gender, disability status, etc. [30, 31]. A pos-
sible history of trauma, in all of its forms, should also be considered.

10.4  Implementation

Effective implementation of person-centered clinical care, influenced by the prin-
ciples of common ground, should be guided by engagement of the four strategies 
detailed above—in particular: (1) Identifying, assembling and engaging the key 
contributors/participants for each individual, and (2) fostering empathic communi-
cation among them. Success in organizing a participatory diagnostic process as well 
as cultivating shared decision making and joint commitments should result in the 
formal completion of a narrative integrative synthesis of clinical and personal infor-
mation. This should reflect a shared and consensus-based distillation of a person- 
centered assessment processes and serve as the foundation of person-centered care 
planning [32].

This kind of narrative was proposed as part of the International Guidelines for 
Diagnostic Assessment (IGDA) [20]. The comprehensive diagnostic statement 
included in the IGDA Guidelines encompassed a standard multiaxial formulation 
and, of particular relevance to the idea of common ground, i.e., a personalized idio-
graphic formulation. This narrative should integrate the perspectives of the clini-
cian, the patient and the family into a jointly understood summary of the clinical 
problems; it should also include consideration of the patient’s strengths as well as 
their expectations for the restoration and promotion of health. This can be a highly 
effective approach to address the complexity of illness, the patient’s whole health 
status and expectations, within the individual’s cultural framework.

Using the Person-Centered Integrative Diagnostic Model [21], as well as a web- 
based approach to recovery and shared decision making developed by Deegan [33], 
Adams [25] has articulated and illustrated the essentials of an integrated narrative 
synthesis that includes a patient’s clinical and personal data as part of a comprehen-
sive diagnostic statement. Such a synthesis serves as a bridge between assessment 
and the creation of a treatment plan and reflects the value of a written narrative in its 
ability to capture the essence of joint understanding and the importance of dialog 
between key players. This is the foundation of common ground. Adams [25] points 
out that any disagreements amongst the members of the care team must be acknowl-
edged and reconciled in the process; without this consensus potentially, healing 
relationships may dissolve. The process of moving from un-distilled information 
and bits of data to synthesis, shared understanding, shared planning and joint com-
mitment is at the heart of what it means to be person-centered. Effective clinical 
solutions that are endorsed by the patient and supported by family may only come 
from this process.

Adams further argues that bridging the gap between current conventional prac-
tice and what should be regular person-centered care is possible and practical. 
Citing Davidson et al. [34], he submits that given adequate time for completing the 
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integrative summary, most clinicians can develop the skills necessary to be more 
holistic and person-centered in routine care. Success depends in large part on pro-
viding the support and training necessary to include a formulation or narrative in the 
process of moving from assessment to creating treatment plans.

The considerations on common ground presented above can help to promote a 
person-centered clinical relationship. Generally based on a first interview with the 
patient and his carers, the process should include a preparatory phase to ensure a 
quiet and reasonably comfortable environment; patients and families should feel wel-
comed [32] and the patient should be given enough time to express his/her concerns 
[13]. It is important to conduct the interview in a respectful, warm, empathetic and 
empowering manner. In this way the clinical interview, conducted in a comfortable, 
respectful and dignified manner, can promote the exploration of different topics and 
domains relevant to the ultimate elaboration of a diagnostic formulation and initial 
treatment plan. It is essential that this process is guided by empathic inquiry and 
response; in this way issues of subjectivity and inter-subjectivity can be addressed.

The completion of these steps should lead to the formulation of a jointly under-
stood initial diagnostic assessment which may be modified as the clinical care pro-
cess unfolds, and more information becomes available. This sets the stage for 
making shared decisions about next steps and helps to assure the patient’s and fam-
ily’s awareness, involvement and satisfaction with such a formulation and plan. The 
interview should conclude with a warm farewell along with a plan for future visits 
or other clinical activities.

One has to be aware, however, that, in a person-centered perspective, this process 
cannot limit itself to consider only the conscious, acknowledged and expressed part 
of the subjectivity of the persons involved in the health relationship (the patient, the 
carers and the health professional); in this perspective, it is indeed crucial to con-
sider as much as possible, the totality of these persons’ subjectivity, that is to take 
into account as well what for a reason or another, remains implicit in them. The 
problem is that the ways to doing it in a sufficiently rigorous manner are limited. It 
is one of the endeavors of person-centered medicine to address this dimension try-
ing to find a “scientific” or at least “a non-metaphysical” way to appreciating and 
managing this additional dimension. The concept of Narrative Empathy is the basis 
of such a “non-metaphysical” project, provided that it clearly differentiates Empathy 
from sympathy (as already discussed).

10.5  Conclusions

Establishing common ground amongst all members of the treatment team is a core 
component of person-centered care; this includes the participation of not only the 
patients but also families/carers and health professionals [35]. The practice of 
person- centered care/medicine draws on several principles that include an ethical 
commitment, holistic framework, cultural awareness and responsiveness, empathic 
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relationships and effective communication, to name but a few. Together they create 
the foundation of person-centered and collaborative care.

Clinician subjectivity can be a barrier to success in establishing common ground. 
While subjectivity can have a potentially negative impact on the patient and other 
members of the treatment team, it can also be a powerful clinical tool in person- 
centered diagnostics and care. Accordingly, subjectivity should be actively moni-
tored and managed; this means that clinicians must be properly trained on how to 
use their reactions as tools to better understand the patient and his carers. It is close 
to the principles of what psychoanalysis and dynamic psychiatry define as the 
“analysis of counter-transference”, but does not impose to share the psychoanalytic 
assumption that transference and counter-transference are related to a repetition « 
here and now as elsewhere and then » of previous subjective relational experiences.

While empathy is critical for engagement, there is no empathy without subjectiv-
ity [36]; in other words, recognizing and working with the subjectivity of the clini-
cian is also crucial. This has important consequences for clinical practice and care 
organizations, and should be considered in the education and training of clinicians. 
Traditional curricula tend to ignore the subjective dimensions of clinical practice; 
this often leaves providers without the knowledge and skills necessary to promote 
person-centered care. Medical education should recognize the importance of sub-
jectivity and help future clinicians to develop the skills needed for success in person- 
centered care.

It is well documented [3] that daily confrontations with pain and suffering 
patients can render clinicians more vulnerable to stress or sometimes indifferent to 
the distress of the patient or his carers [37]. Although such responses are under-
standable, and even sometimes self-protecting, they also appear to be associated 
with a higher risk of burn-out, poor job satisfaction and can result in suboptimal 
care [38]. On the other hand, research has shown that being compassionate and 
involved in meaningful relationships, finding common ground, promoting collab-
orative treatment alliances and providing person-centered care actually contribute to 
the clinician well-being and performance as well as improved patient outcomes [39].

Acknowledgements and Disclosures The authors declare no conflict of interest.

References

1. Mezzich JE, Kirisci L, Salloum IM, Trivedi JK, Kar SK, Adams N, Wallcraft J. Systematic 
conceptualization of person-centered medicine and development and validation of a person- 
centered care index. Int J Pers Cent Med. 2016;6:219–47.

2. Adams N, Grieder DM.  Treatment planning for person-centered care. Amsterdam: 
Elsevier; 2005.

3. Botbol M, van Dulmen S. Communication and empathy within person-centered medicine: a 
developmental point of view. Int J Pers Cent Med. 2020;8:17–29.

4. McCormack B, McCance T. Person-centred practice in nursing and health care: theory and 
practice. 2nd ed. Oxford: Wiley Blackwell Publishing; 2016.

M. Botbol et al.



179

5. Appleyard J. Introduction to ethical standards for person-centered health research. Int J Pers 
Cent Med. 2013;3:258–62.

6. Bouësseau M-C.  Strengthening research ethics review systems. Int J Pers Cent Med. 
2013;3:263–5.

7. Cassell E. The person in medicine. Int J Integr Care. 2010;10(Suppl):50–1.
8. Eide H, Eide T.  Kommunikasjon i relasjoner. In: Samhandling, konfliktløsning, etikk 

[Communication in relationships]. Oslo: Gyldendal Academic Press; 2007.
9. Cosnier J. Communication et empathie. In: Botbol M, Garret N, Besse A, editors. L’Empathie 

au Carrefour de la Science et de la Clinique. Doin; 2014.
10. van Dulmen AM, Bensing JM. Health promoting effects of the physician-patient encounter. 

Psychol Health Med. 2002;7:289–300.
11. Langewitz W, Denz M, Keller A, Kiss A, Rüttimann S, Wössmer B. Spontaneous talking time 

at start of consultation in outpatient clinic: cohort study. BMJ. 2002;28:682–3.
12. Marvel MK, Epstein RM, Flowers K, Beckman HB. Soliciting the patient’s agenda. Have we 

improved? JAMA. 1999;281:283–7.
13. Bensing JM, van Dulmen AM, Tates K. Communication in context: new directions in com-

munication research. Patient Educ Couns. 2003;50:27–32.
14. Botbol M and Lecic Tosevski D. Person-Centered Medicine and Subjectivity in Jeffrey 

H.D. Cornelius-White, Renate Mosschnig-Pitrik, Michael Lux (eds) Interdisciplinary 
Application of Person-Centered Approach. Springer New-York, NY; 2013. https://doi.
org/10.1007/978-1-4614-7144-8_8.

15. Berthoz A.  Une théorie spatiale de la différence entre la sympathie et les processus de 
l’empathie (A spatial theory of the difference between sympathy and the process of empa-
thy); 2014.

16. Lebovici S. L’arbre de vie - éléments de la psychopathologie du bébé [The tree of life—prin-
ciples of infant psychopathology]. Toulouse: Eres; 1999.

17. Hochmann J. Une histoire de l’empathie [A history of empathy]. Paris: Odile Jacob; 2012.
18. Ricoeur P. Temps et récit [Time and narrative]. Paris: Le Seuil; 1983.
19. Kleinman A. The illness narratives. New York: Basic Books; 1988.
20. Mezzich JE, Berganza CE, von Cranach M, Jorge MR, Kastrup MC, Murthy RC, Okasha A, 

Pull C, Sartorius N, Skodol AE, Zaudig M. Essentials of the WPA international guidelines for 
diagnostic assessment (IGDA). Br J Psychiatry. 2003;182(Suppl):45.

21. Mezzich JE, Salloum IM, Cloninger CR, Salvador-Carulla L, Kirmayer L, Banzato CE, 
Wallcraft J, Botbol M. Person-centered integrative diagnosis: conceptual bases and structural 
model. Can J Psychiatr. 2010;55:701–8.

22. Mezzich JE, Kirmayer LJ, Kleinman A, Fabrega H Jr, Parron D, Good B, Lin KM, Manson 
S. The place of culture in DSM IV. J Nerv Ment Dis. 1999;187(8):457–64.

23. American Psychiatric Association. Diagnostic and statistical manual of mental disorders, fifth 
edition (DSM-5). Arlington, VA: American Psychiatric Association; 2013.

24. Schaffner KF. The validity of psychiatric diagnosis: etiopathogenic and clinical approaches. In: 
Salloum IM, Mezzich JE, editors. Psychiatric diagnosis: challenges and prospects. Chichester: 
Wiley-Blackwell; 2009.

25. Adams N. Finding common ground: the role of integrative diagnosis and treatment planning as 
a pathway to person-centered care. Int J Pers Cent Med. 2012;2:173–8.

26. Arora NK, McHorney CA. Patient preferences for medical decision making: who really wants 
to participate? Med Care. 2000;38(3):335–41.

27. Ortega y Gasset J. Meditaciones del Quijote. In: Obras Completas de José Ortega y Gasset, 
vol. 1. Madrid: Editorial Santillana; 1914. p. 745–825.

28. Mezzich JE, Botbol M, Christodoulou GN, Cloninger CR, Salloum IM, editors. Person cen-
tered psychiatry. Basel: Springer; 2016.

29. Mezzich JE, Appleyard J, Botbol M, Ghebrehiwet T, Groves J, Salloum IM, Van Dulmen 
S. Ethics in person centered medicine: conceptual place and ongoing developments. Int J Pers 
Cent Med. 2013;3:255–7.

10 Establishing Common Ground, Engagement, and Empathy

https://doi.org/10.1007/978-1-4614-7144-8_8
https://doi.org/10.1007/978-1-4614-7144-8_8


180

30. Kirmayer LJ, Bennegadi R, Kastrup MC. Cultural awareness and responsiveness. In: Mezzich 
JE, Botbol M, Christodoulou GN, Cloninger CR, Salloum IM, editors. Person centered psy-
chiatry. Heidelberg: Springer Verlag; 2016.

31. Mezzich JE. Towards a health experience formulation for person-centered integrative diagno-
sis. Int J Pers Cent Med. 2012;2:188–92.

32. Mezzich J. Setting a common ground for collaborative care and clinical interviewing. Int J Pers 
Cent Med. 2020;8:29–41.

33. Deegan P. A web application to support recovery and shared decision making in psychiatric 
medication clinics. Psychiatr Rehabil J. 2010;34(1):23–8.

34. Davidson L, Tondora J, Lawless MS, Rowe M, O’Connell MJ. A practical guide to recovery 
oriented practice: tools for transforming mental health care. New York: Oxford Press; 2009.

35. Mezzich JE. The dialogal bases of our profession: psychiatry with the person. World Psychiatry. 
2007;6:129–30.

36. Botbol M, Lecic-Tosevsky D. Person-centered medicine and subjectivity. In: Cornelius-White 
JHD, Motschnig-Pitrik R, Lux M, editors. Interdisciplinary applications of the person- centered 
approach. New York: Springer; 2013. p. 73–82.

37. Botbol M, Garret N, Besse A. L’empathie au carrefour des sciences et de la clinique (Empathy 
at crossroads of science and clinic) Ed Doin-John Libbey; 2015.

38. Bensing JM, van den Brink-Muinen A, Boerma W, van Dulmen S. The manifestation of job 
satisfaction in doctor-patient communication; a ten-country European study. Int J Pers Cent 
Med. 2013;3:44–52.

39. Smith-MacDonald L, Venturato L, Hunter P, Kaasalainen S, Sussman T, McCleary L, 
Thompson G, Wickson-Griffiths A, Sinclair S. Perspectives and experiences of compassion 
in long-term care facilities within Canada: a qualitative study of patients, family members and 
health care providers. BMC Geriatr. 2019;19(1):128.

M. Botbol et al.



181

Chapter 11
Person-Centered Interviewing 
and Diagnosis

Juan E. Mezzich, Ihsan M. Salloum, Michael T. H. Wong, 
Marijana Braš, Veljko Đorđević, and C. Ruth Wilson

J. E. Mezzich (*) 
Presidency 2009–2013, International College of Person-Centered Medicine,  
New York, NY, USA

Presidency 2005–2008, World Psychiatric Association, Geneva, Switzerland

Division of Psychiatric Epidemiology and International Center for Mental Health, Icahn 
School of Medicine at Mount Sinai, New York, NY, USA

Hipolito Unanue Professor of Person Centered Medicine, San Fernando School of Medicine, 
San Marcos National University, Lima, Peru

Professor of Epidemiology, Graduate School of Public Health and Professor of Psychiatry, 
School of Medicine, University of Pittsburgh, Pennsylvania, PA, USA

Department of Psychiatry and Behavioral Sciences, Stanford University School of Medicine, 
Stanford, CA, USA 

I. M. Salloum 
Institute of Neuroscience, Department of Neuroscience, University of Texas Rio Grande 
Valley School of Medicine, Harlingen, TX, USA 

University of Miami Miller School of Medicine, Miami, FL, USA 

Section of Classification, Diagnostic Assessment and Nomenclature, World Psychiatric 
Association, Geneva, Switzerland

International College of Person Centered Medicine, New York, NY, USA
e-mail: ihsan.salloum@utrgv.edu 

M. T. H. Wong 
Department of Psychiatry, LKS Faculty of Medicine, The University of Hong Kong, 
Pokfulam, Hong Kong, China 

Neuropsychiatry Program, Queen Mary Hospital, Pokfulam, Hong Kong, China 

© Springer Nature Switzerland AG 2023
J. E. Mezzich et al. (eds.), Person Centered Medicine, 
https://doi.org/10.1007/978-3-031-17650-0_11

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-031-17650-0_11&domain=pdf
mailto:ihsan.salloum@utrgv.edu
https://doi.org/10.1007/978-3-031-17650-0_11


182

11.1  Introduction

It has been proposed and demonstrated that the organization of person-centered 
clinical care should be substantiated and guided by philosophical and conceptual 
principles such attention to the personhood of the patients, health professionals and 
family members involved in caring for life and health [1]. Based on clinical and 
research experience, Tempier [2] and Mercier et al. [3] have proposed that what is 
good for the persons is what is good for their health and mental health.

Among the key principles of person centered medicine helpful to guide clinical 
care are those elucidated through systematic studies [4], which start with ethical 
commitment [5, 6]. This is usually formulated based on Aristotelian and Kantian 
insights as well as on fundamental human rights. The remaining principles are stra-
tegic and science-based.

One of the latter principles involves establishing common ground among health 
professionals, the patient and family members, in order to organize key clinical tasks 
in a collaborative fashion. These involve, first, the basic task of diagnosis aimed at 
having all protagonists jointly understanding the clinical situation and not only iden-
tifying existing illnesses, and second, collaborative treatment planning conducted as 
shared decision making. The crucial establishment of a common ground as keystone 
for person centered care has been highlighted most cogently by Adams and Grieder [7].

11.2  Person-Centered Clinical Interviewing

The core of the medical act has always been and shall continue to be the relationship 
between the health professional and the person seeking assistance. The physician- 
patient relationship has changed throughout history, as the role of physician has been 
transformed This relationship evolved from a paternalistic model to current model of 
collaborative partnership, which highlight the importance of informed consent and 
shared decision making partnership, which highlight the importance of informed 
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consent and shared decision making [8]. Twentieth-century medicine has created 
hyperbolic specializations within each health profession. Twentieth-first century 
medicine seems to be moving towards integration. This means observing biological, 
psychological, social and spiritual dimensions in each human being. One should 
never look at a human being only through the prism of the biomedical model, because 
it tends to be quite reductionist in its dimensionality. One should look at a human 
being as a full person, not as a disease carrier. The patient should be an active partner 
in solving medical problems, because all such problems are really personal. It is also 
important to develop and promote a culture of health instead of a more restricted 
culture of illness, working through a patient- doctor collaborative partnership, as well 
as partnerships among professionals. Furthermore, one should regard a human being 
in reference to the relationship that he/she creates towards health professionals.

Only good communication can provide and establish good relationship between 
the health professional and patient, and the most important aspect of communica-
tion is medical interview, as a bridge from bench to bedside to community (Đorđević, 
2012). The medical interview provides a framework through which physicians can 
explore and understand patients’ concerns, fears, misconceptions, and what they 
bring to their illness, while taking into consideration their culture, the availability of 
various treatment options, and financial considerations. The interview must include 
a complete range of biological, psychological, social and spiritual components In 
medical interview it is important to focus not only on the disease but on patient’s 
quality of life in the context of health and disease (Pjevač, 2019).

In both personalized medicine and person-centered medicine initiatives, the 
emphasis is on the person. However, personalized medicine is more focused on sci-
ence and person-centered medicine on holistic and humanistic approach. Person- 
centered medical interview is an important bridge between personalized and 
person-centered medicine. Since communication skills can be learned and mastered 
by practice, experiential learning is important, and individualized and interactive 
format of teaching should be applied adhering to the principles of evidence-based 
and person-centered medicine (Ferreira-Padilla, 2015.) Human relationships are 
what matters most. Homo homini remedium.

From the viewpoint of family medicine, Stewart et al. [9] described four key ele-
ments of what they call the patient-centred clinical method. The encounter must 
include an assessment of the patient’s feelings (especially any anxiety s/he may be 
experiencing), his/her perceptions about what is wrong, the effect of the current 
health status on his/her functioning, and his/her expectations of the health care 
practitioner.

11.2.1  Organization of the Clinical Interview

The considerations on common ground presented above [7, 8] may be helpful for 
setting the bases, organizing and conducting a person-centered clinical interview. 
The World Psychiatric Association’s International Guidelines for Diagnostic 
Assessment (IGDA) [10] offer additional helpful guidelines.
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The interview process should include a preparatory phase to ensure a quiet and 
reasonably comfortable environment where patients and families are received by 
health professionals cordially and respectfully.

The body of the interview should cover in an effective, smooth and considered 
manner the different areas of information relevant to an adequate diagnostic formu-
lation and an initial treatment plan. It is essential to establish empathy, to attend to 
subjectivity and inter-subjectivity, and to listen carefully to the patient and available 
family. This phase should conclude with the formulation of a jointly understood 
initial diagnostic assessment (which would continue later as the clinical care process 
unfolds), and shared decisions on what the next steps would be, as well as ensuring 
that the patient and family are aware, involved and satisfied with such formulation.

The closure phase of the interview should include a warm farewell connected to 
future visits or clinical activities. It is important to conduct the interview in a 
respectful, empathetic and empowering manner.

11.3  The Development of Person Centered Diagnosis

11.3.1  Multiaxial Diagnosis and Comprehensive 
Diagnostic Models

The basic objective of designing and using a comprehensive diagnostic model is to 
meet the multiple purposes and applications of diagnosis in psychiatry and general 
medicine in an effective and efficient manner. The main purpose of the assessment is 
to serve as a basis for thorough, ethical and responsible clinical care. Complementary 
purposes include communication inter-professionally and with the patient, profes-
sional training, service planning, and clinical and epidemiological research. Diagnostic 
models are expected to help in achieving joint diagnostic understanding and shared 
decision-making for clinical care in collaboration with patients and families.

11.3.2  Methodological Advances Leading to the IGDA 
and GLADP Diagnostic Models

The diagnostic model of the World Psychiatric Association’s International 
Guidelines for Diagnostic Assessment (IGDA) and the original GLADP encompass 
a standardized multiaxial formulation as well as a complementary idiographic and 
personalized diagnostic component.

One of the incentives for generic idiographic conceptualization was the design and 
publication of the DSM-IV Cultural Formulation as a narrative supplement to a stan-
dardized diagnostic formulation [11, 12]. Table  11.1 displays the elements of the 
DSM-IV Cultural Formulation, which attempts to describe the cultural context of the 
patient’s identity, illness experience, psychosocial environment and functioning, and 
the clinician-patient relationship. The DSM-IV Cultural Formulation Outline has taken 
the form of an interview in DSM-5. The Cultural Formulation does not cover all 
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Table 11.1 Cultural formulation outline for DSM-IV

A. Cultural Identity.
B. Cultural Explanations of the Disease
C. Cultural Elements of Social Context.
D. Intercultural Elements of the Clinician-Patient Relationship.
E. Cultural Essentials for Diagnosis and Clinical Care.

relevant aspects of a comprehensive idiographic diagnosis, but it demonstrates the pos-
sibility of supplementing a standardized diagnosis with a structured narrative 
formulation.

A comprehensive diagnostic model as composed of standardized and idiographic 
components is at the core of the International Guidelines for Diagnostic Assessment 
(IGDA), developed by the World Psychiatric Association [10]. The structure of this 
diagnosis model is presented below, starting with its standardized multiaxial 
component:

Axis I: Clinical Disorders. These include both mental disorders and general medical 
conditions formulated in separate sections and coded according to ICD-10 
[13, 14].

Axis II: Disabilities. These are assessed dimensionally in four separate areas (per-
sonal care, and occupational, family and general social functioning) according to 
a combination of the intensity and frequency of their recent presence, as speci-
fied in the Multiaxial Presentation of the ICD-10 [15].

Axis III: Contextual Factors. These mainly include psychosocial and environmental 
problems which are relevant to the presentation, course and treatment of disor-
ders. They can be denoted with the Z codes of ICD-10 [13, 14].

Axis IV: Quality of Life. This axis is not included in the Multiaxial Presentation of 
the ICD-10 (from which the above first three axes come). Quality of life has 
emerged in recent years as important to describe the health of a person and as an 
index of treatment outcome. It is widely accepted that the assessment should be 
based mainly on the perception of the person concerned about the level of his/her 
physical and emotional well-being, functioning, social supports and satisfaction 
of personal and spiritual aspirations. It can be directly measured globally (e.g., in 
a continuum of bad to excellent) or through appropriate multidimensional tools 
such as the WHO Quality of Life Instrument [16] and the Multicultural Quality 
of Life Index [17].

The idiographic and narrative component of the diagnostic model of the WPA 
International Guidelines for Diagnostic Assessment (IGDA) is based on the follow-
ing contributions:

• The clinician perspective: This represents a synthesizing effort of the clinician to 
understand and explain the patient’s problems from biological, psychological 
and social perspectives.

• Perspectives of the patient and family: This represents an opportunity for the 
patient (and family) to present their views as they want to be heard about their 
illnesses and problems, development and current state of health, and quality of 
life, as well as their expectations for care.

11 Person-Centered Interviewing and Diagnosis



186

• Integration of the perspectives of the patient, clinician and family: This integra-
tion is predicated on establishing a close rapport between the participants in 
order to obtain a shared understanding of the clinical condition, treatment plan, 
and evaluating their results over time.

11.3.3  The Person-Centered Integrative Diagnosis 
(PID) Model

Person-centered Integrative Diagnosis (PID), as developed under the auspices of the 
International College of Person Centered Medicine, is inscribed within a paradig-
matic effort to place the whole person at the center of medicine and health care [18, 
19]. The PID model [20] articulates science and humanism to obtain a diagnosis of 
the person (of the totality of the person’s health, both its ill and positive aspects), by 
the person (with clinicians extending themselves as full human beings, scientifically 
competent and with high ethical aspirations)), for the person (assisting the fulfill-
ment of the person’s health aspirations and life project), and with the person (in 
respectful and empowering relationship with the person who presents for evaluation 
and care). This notion of diagnosis goes beyond the more restricted concepts of 
nosological and differential diagnoses. A conceptual appraisal of the bases of the 
PID model has been conducted through various international consultations [21].

The Person-centered Integrative diagnostic model is defined by three key fea-
tures: (a) broad informational domains, covering both ill health and positive health 
along three levels: health status, contributors to health, and health experience and 
values (see Fig. 11.1), (b) pluralistic descriptive procedures (categories, dimensions 

ILL HEALTH POSITIVE HEALTH

I. Health Status

II. Contributors to Health

III. Experience to Health

Contributors to Illness
(Intrinsic/Extrinsic: Biological,
Psychological, Social)

Contributors to Health
(Intrinsic/Extrinsic: Biological,
Psychological, Social)

Experience of Illness
(e.g. suffering, values, perception,
understanding and meaning of illness)

Experience of Health
(e.g. identify, contentment, &
fulfillment)

Illness & its Burden
a. Disorders
b. Disabilities

Well Being
Recovery/Wellness
Functioning

Fig. 11.1 Key structural levels covering ill health and positive health in the Person-centered. 
Integrative Diagnostic Model
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and narratives), and (c) evaluation partnerships among clinicians, patients and 
families.

11.3.4  The GLADP-VR Diagnostic Formulation

The diagnostic model prepared and published by the Latin American Psychiatric 
Association Section on Diagnosis and Classification [22] at the core of the Latin 
American Guide of Psychiatric Diagnosis, Revised Version (GLADP-VR) was built 
starting with the original GLADP [23] and largely incorporating the basic elements 
of the Person-centered Integrative Diagnosis (PID) model [24]. The main difference 
between the PID model and the GLADP-VR schema is that the former has Health 
Experience as the second informational domain level while the latter has Health 
Experience as the third level (Fig. 11.2).

The key information domains or levels of the GLADP-VR diagnostic schema 
are summarized below.

Fig. 11.2 Cover of the 
Latin American Guide of 
Psychiatric Diagnosis. 
Revised version 
(GLADP-VR)

11 Person-Centered Interviewing and Diagnosis



188

11.3.4.1  Health Status

The first component of this model corresponds to Health Status. This includes stan-
dardized coverage of pathological and positive aspects of health, the former with 
official classifications and the latter with dimensional scales.

As the GLADP-VR/PID Personalized Diagnostic Formulation shows, the presen-
tation of Health Status starts with a listing of mental and general medical disorders 
and other significant clinical conditions. These disorders and conditions are to be 
coded according to the categories of the various chapters of ICD-10 (and of the 
upcoming ICD-11), including, in addition to standard disease codes, the special codes 
for non-disease conditions (such as childhood negative events, legal circumstances, 
and life style and life management problems) that may require clinical attention.

Next comes the evaluation of Personal Functioning in four areas, i.e., personal 
care, and occupational, family and social roles, each measured with a 10-point scale 
marked as follows: 0: poor functioning, 2: minimal functioning, 4: marginal function-
ing, 6: acceptable functioning, 8: substantial functioning, and 10: optimal functioning.

The Health Status component finally assesses degree of the person’s well-being, 
from worst to excellent, by directly marking on the 10-point line displayed on the 
Form or with the help of an appropriate scale. This assessment is principally based 
on the self-perception and judgment of the person involved, modulated collabora-
tively with perceptions of the clinicians and family.

11.3.4.2  Health Contributing Factors

The second component of the Personalized Diagnostic Formulation corresponds to 
Health Contributing Factors. These include Risk Factors as well as Protective and 
Health Promotion Factors. Assessment in each case starts with the identification of 
relevant factors from the list presented on the form. These factors come from the 
Health Improvement Card prepared by the World Health Professions Alliance [25], 
supplemented by some factors particularly relevant to mental health. It continues 
with a narrative formulation of additional information about the identified factors 
and others that could also be found.

11.3.4.3  Health Experiences and Expectations

The third component of the Personalized Diagnostic Formulation assesses 
Experience and Expectations on Health. This is based on the combination of ele-
ments of the experientially described Cultural Formulation [18, 19, 26] and of 
patient’s needs and preferences [27, 28]. This assessment is obtained through the 
narrative presentation of the following three points: (a) Personal and cultural iden-
tity (self-awareness and its potentials and limitations), (b) Suffering (its recognition, 
idioms of distress, and beliefs on illness), and (c) Experiences with and expectations 
for health care [29].
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11.3.5  GLADP-VR Formats for Personalized 
Diagnostic Formulation

The version in English of the GLADP-VR Personalized Diagnostic Formulation 
form is displayed in Fig. 11.3. As shown, it is arranged within one page to facilitate 
visualization at a glance. It starts with usual demographic and chart identification 
information modifiable for the clinical setting at hand. Then it presents the lay out 
to cover the three key informational levels of the GLADP-VR (Health Status, Health 
Contributors, and Health Experiences and Expectations) and to facilitate their 

Name: __________________________________________________Code:_____________ Date: _____________

Age:________ Sex:   M    F Marital Status:___________________ Occupation: ___________________________

I: HEALTH STATUS

Clinical Disorders and Related Conditions (as classified in CIE-10).

A. Mental Disorders  (in general, including personality and developmental disorders, and related conditions):
Codes:

B. General Medical Conditions:
Codes:

Functioning of the Person (Use the following scale to evaluate each of the functioning areas)

Poorest Minimal Marginal Acceptable Substantial Excellent
0 1 2 3 4 5 6 7 8 9 10

Functioning Areas Score

A Personal care 0 2 4 6 8 10 ?
B Occupational (wage earner, student, etc.) 0 2 4 6 8 10 ?
C With family 0 2 4 6 8 10 ?
D Social in general 0 2 4 6 8 10 ?

Degree of Well-being (Indicate level perceived by the person on the following scale, optionally using a suitable instrument).

Poorest                                                                                                                      Excellent
0 1 2 3 4 5 6 7 8 9 10

II. HEALTH CONTRIBUTING FACTORS

Risk Factors: [ ] Abnormal weight  [ ] Hyper-cholesterolemia [ ] Hyperglicemia   [ ] Hypertensión   [ ] Tabacco  [ ] Alcohol
[ ] Family psychiatric problems  [ ] Severe child trauma  [ ] Prolongued or severe stress

Additional information:……………………………………………………………………………………………………………..

Protective Factors: [ ] Healthy diet  [ ] Physical activity  [ ] Creative activities  [ ] Social participation

Additional information: ……………………………………………………………………………………………………………

III. HEALTH EXPERIENCES AND EXPECTATIONS

Personal and cultural identity: …………………………………………………………………………………………………..
……………………………………………………………………………………………………………………………………….

Suffering (its recognition, idioms of distress, illness beliefs): ………………………………………………………………...
………………………………………………………………………………………………………………………………………

Experiences and expectations on health care: ……………………………………………………………………………….….
……………………………………………………………………………………………………………………………………...

Fig. 11.3 GLADP-VR Personalized Diagnostic Formulation Form
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assessment utilizing, as appropriate, categorical, dimensional, semi-structured, and 
narrative descriptions.

Evaluations of the GLADP-VR in comparison with standard international diag-
nostic systems (the original ICD-10, DSM-IV and DSM-5) among Latin American 
psychiatrists have shown that the GLADP-VR is preferred reportedly because it is 
person-centered and culturally-informed [30].

11.4  Exploration of the Bases for Person-Centered Diagnosis 
in General Medicine

For this exploration of documentary bases, a review of the literature was conducted 
concerning papers that presented concepts and procedures relevant to the develop-
ment of person-centered diagnosis in general medicine. It was based on the Google 
Scholar data base. The search was focused on papers dealing with “person-centered 
or patient-centered diagnosis in general medicine”.

11.4.1  Overview of the Literature Towards Person-Centered 
Diagnosis in General Medicine

The main findings of this literature review are displayed on Table 11.2. The first 
column identifies each paper by its authors, title, and publication vehicle; the full 
reference of each is included in the list of References at the end of body of the paper. 
The second column provides information on the study areas addressed by each 
paper in terms of Health Scope (ill health, positive health, or both), Health Fields 
(relevant to a specific field, such as mental disorders; or all fields in general, such as 
general medical disorders), and Diagnosis Scope (discussing broad diagnostic con-
cepts or specific diagnostic concepts and procedures). The third column briefly 
describes the key diagnostic proposals presented or discussed in the paper. Such 
proposals may refer to diagnosis scope (ill health or positive health); diagnosis lev-
els, domains or dimensions such as health status (disease categories, functioning 
and quality of life); health contributors (risk and protective factors), and health 
experience and values; diagnosis processes (collaboration arrangements and 
description tools); overall health evaluation plans such as collaborative narrative 
summaries; and other innovative diagnostic proposals.

The literature search yielded 29 pertinent papers. Their publication years ranged 
from 1985 to 2017. The publication vehicles were quite diverse and international.

The study areas covered by the papers reviewed are presented on the second 
column of Table 11.2. Concerning Health Scope, all 29 papers reviewed dealt with 
ill health (diseases, disabilities), and 27 of them also dealt with positive health 
(mainly functioning, well-being and quality of life). In regard to Health Fields 
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Table 11.2 Literature review results on person- and patient-centered diagnosis in general medicine

Authors, publication year Study areas: health 
scope and fields, 
diagnosis proposal 
scope Key diagnostic proposals

Abbreviated paper title, and 
publication vehicle

Lolas F. (1985) [31] A: Health Scope Multiaxial schemas proposed for 
diagnosis in general medicineThe psychosomatic approach and the 

problem of diagnosis. Soc Sci 
Med.;21(12):1355–1361.

    Total health

B: Health Fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Ford P, McCormack B. (2000) [32] A: Health Scope Consider person-centered nurses’ 
assessment such as major 
complaints and acuteness of the 
situation.

Keeping the person in the centre of 
nursing. Nurs Stand.;14(46):40–44.

    Total health

B: Health Fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep

Jeffrey H.D. et al. (2004) [33] A: Health Scope It proposes that person-centered 
care include both the identification 
of disorders as well as experiential 
and interpretation/heuristic 
aspects.

Maintain and Enhance: An 
integrative view of person- centered 
and process- differentiated 
diagnostics. Person-Centered & 
Experiential Psychotherapies

    Total health

B: Health Fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Galland L. (2006) [34] A: Health Scope It emphasizes the aspects that 
predispose to the disease, 
triggering of symptoms and the 
modulation of biochemical 
mediators.

Patient-centered care: antecedents, 
triggers, and mediators. Altern Ther 
Health Med.;12(4):62–70.

    Total health

B: Health Fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

(continued)
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Table 11.2 (continued)

Authors, publication year Study areas: health 
scope and fields, 
diagnosis proposal 
scope Key diagnostic proposals

Abbreviated paper title, and 
publication vehicle

Hui KK, Hui EK, Johnston MF. 
(2006) [35]

A: Health Scope Based on Traditional Chinese 
Medicine, it proposes the 
evaluation of the imbalance in 
various body systems that result in 
an alteration of the homeostatic 
reserve and a decrease in 
therapeutic opportunities.

The potential of a person- centered 
approach in caring for patients with 
cancer: a perspective from the UCLA 
center for East-West medicine. Integr 
Cancer Ther.;5(1):56–62.

    Total health

B: Health Field
    Cancer disease
C: DxPropScope
    2. SpCon&Pro

Mezzich and Salloum [20] A: Health Scope It proposes that the challenging 
clinical complexity be assessed, 
understood and formulated 
according to its various aspects 
and levels to adequately inform the 
development of crucial clinical 
tools as an effective person-
centered integrative diagnosis.

Clinical complexity and person-
centered integrative diagnosis. World 
Psychiatry.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Cloninger CR (2010) [36] A: Health Scope The positive health approach is 
essential for a holistic framework 
to person-centered medicine.

The positive health domain in 
person-centered integrative 
diagnosis. Int J Integr Care.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep

Michael Klinkman, Chris van Weel 
(2010) [37]

A: Health Scope It proposes the biopsychosocial 
model to integrate the person- 
centered diagnosis in routine 
clinical practice attending to both 
person and disease and using 
information technology tools.

Prospects for person‐centred 
diagnosis in general medicine. 
Journal of Evaluation in Clinical 
Practice

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro
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Table 11.2 (continued)

Authors, publication year Study areas: health 
scope and fields, 
diagnosis proposal 
scope Key diagnostic proposals

Abbreviated paper title, and 
publication vehicle

Mezzich JE, Salloum IM, et al. 
(2010) [24]

A: Health Scope This is the standard presentation of 
the original PID model, covering 
ill and positive health, 
standardized health status, 
contributory health factors, and 
health experience and 
expectations. It also proposes a 
collaborative diagnostic process 
and using categories, dimensions 
and narratives as description tools.

Person-centred integrative diagnosis: 
conceptual bases and structural 
model. Can J Psychiatry.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Sturmberg JP, Martin CM, Moes 
MM (2010) [38]

A: Health Scope It offers a comprehensive vision of 
health with bodily, mental, social 
and environmental factors, 
resulting in bodily homeostasis 
and personal internal coherence.

Health at the center of health 
systems reform: how philosophy can 
inform policy. Perspectives in 
Biology and Medicine 53(3):341–56 
June

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Stewart M, Ryan BL, Bodea C. 
(2011) [39]

A: Health Scope It reveals that the costs and 
effectiveness of patient-centered 
diagnostic procedures are more 
favorable than those not centered 
on the patient.

Is patient-centred care associated 
with lower diagnostic costs? Healthc 
Policy;6(4):27–31.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep

Adams, N. (2012) [40] A: Health Scope It proposes a collaborative 
narrative diagnostic summary that 
also serves to inform the treatment 
plan.

Finding common ground: the role of 
integrative diagnosis and treatment 
planning as a pathway to person-
centered care. International Journal 
of person Centered Medicine

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

(continued)
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Table 11.2 (continued)

Authors, publication year Study areas: health 
scope and fields, 
diagnosis proposal 
scope Key diagnostic proposals

Abbreviated paper title, and 
publication vehicle

Mezzich JE, (2012) [29] A: Health Scope It proposes that the patient’s 
experience, culture, and values   be 
incorporated into the core of 
clinical diagnosis.

Towards a Health Experience 
Formulation for Person-centered 
Integrative Diagnosis. International 
Journal of Person Centered Medicine

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Pritzker S et al., (2012) [41] A: Health Scope They propose paying attention to 
holistic aspects and individualized 
diagnosis formulated with patient 
participation.

Person-centered medicine at the 
intersection of East and West. 
European Journal for Person 
Centered Healthcare

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep

Botbol M, Banzato CEM, Luis 
Salvador-Carulla L (2012) [42]

A: Health Scope Elaborates on the descriptive 
means the diagnosis and the 
emphasis on a shared narrative in a 
pluralistic descriptive procedures 
(categories, dimensions, 
narratives)

Categories, Dimensions, and 
Narratives for Person-Centered 
Diagnostic Assessment. The Int’ 
Journal of Person Centered 
Medicine; June, 196–200

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Djorđević, V., Bras, M., Brajković, L 
(2012) [43]

A: Health Scope It support the importance of the 
interview for person-centered 
diagnosis and for bringing closer 
together individualized genetic 
medicine and whole person 
medicine.

Person-centered medical 
interview. Croatian Medical 
Journal, 53(4), 310–313.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

J. E. Mezzich et al.



195

Table 11.2 (continued)

Authors, publication year Study areas: health 
scope and fields, 
diagnosis proposal 
scope Key diagnostic proposals

Abbreviated paper title, and 
publication vehicle

Wallcraft J, Amering M, Steffen S, 
Salloum IM (2012) [44]

A: Health Scope The importance of collaboration is 
emphasized for diagnostic 
evaluation and therapeutic 
decision-making that lead to 
effective and accepted treatments 
and learning to take care of 
oneself.

Evaluators and assessment process 
in Person-centred Integrative 
Diagnosis. The International Journal 
of Person Centered Medicine Vol 2 
Issue 2.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Mezzich JE, Zinchenko Y, Krasnov 
V, Pervichko E, Kulygina M (2013) 
[45]

A: Health Scope Proposes the need for 
implementation of a cross-cultural 
study of the subjective pattern of 
disease and its correlation with a 
particular social situation of 
personality development under 
disease conditions.

Person-centered approaches in 
medicine: clinical tasks, 
psychological paradigms, and the 
postnonclassical perspective. 
Psychology in Russia: State of the 
Art

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Jakovljević M, Ostojić L, (2013) [46] A: Health Scope It proposes attention to 
multimorbidity which promotes 
the effectiveness and efficiency of 
clinical care, increasing the 
validity of diagnosis and 
therapeutic decisions.

Comorbidity and Multimorbidity in 
Medicine Today: Challenges and 
Opportunities for Bringing 
Separated Branches of Medicine 
Closer to each Other. Medicina 
Academica Mostariensia,; Vol. 1, No. 
1.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro
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11 Person-Centered Interviewing and Diagnosis



196

Table 11.2 (continued)

Authors, publication year Study areas: health 
scope and fields, 
diagnosis proposal 
scope Key diagnostic proposals

Abbreviated paper title, and 
publication vehicle

Ringstrom G, Sjovall H, Simrén M, 
Ung EJ. (2013) [47]

A: Health Scope It proposes the exploration of 
phenomenological experiences and 
interpretations in the diagnostic 
evaluation of patients with IBS 
that lead to a better understanding 
of the disease, relief of symptoms 
and fears, and the identification of 
personal solutions to face such 
syndromes.

The importance of a person- centered 
approach in diagnostic workups of 
patients with irritable bowel 
syndrome: a qualitative 
study. Gastroenterol Nurs; 
36(6):443–451.

    Ill Health

B: Health fields
    Gastroenterology
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Muth, C., van den Akker, et al. 
(2014) [48]

A: Health Scope Following Ariadne’s principles, the 
following are proposed: (a) a 
comprehensive evaluation of the 
interaction of the patient’s 
conditions, treatments, constitution 
and context; (b) attention to the 
patient’s preferences; (c) 
individualized care

The Ariadne principles: how to 
handle multimorbidity in primary 
care consultations. BMC Med.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Espinosa A. (2015) [49] A: Health Scope It proposes combining the 
principles of MCP and those of 
personalized or precision medicine

People-centered medicine and 
personalized medicine. MediSur, 13 
(6), 920–924.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep

Tomasdottir MO, et al. (2015) [50] A: Health Scope Proposes the use of allostatic load 
to account for the interrelation 
between biography and biology 
and to deal with the importance of 
what strengthens versus what 
weakens a human being.

Self-Reported Childhood Difficulties, 
Adult Multimorbidity and Allostatic 
Load. A Cross- Sectional Analysis of 
the Norwegian HUNT Study. PLoS 
One. Jun 18;10(6):e0130591.

    Ill health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro
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Table 11.2 (continued)

Authors, publication year Study areas: health 
scope and fields, 
diagnosis proposal 
scope Key diagnostic proposals

Abbreviated paper title, and 
publication vehicle

Bahrs O, et al. (2015) [51] A: Health Scope The use of “review dialogues” is 
proposed as a form of integrative 
diagnostic collaborative summary 
and its application to shared 
therapeutic decision-making.

Review Dialogues as an Opportunity 
to Develop a Person-related Overall 
Diagnosis

    Total health

The International Journal of Person 
Centered Medicine; Vol 5 Issue 3: 
112–119

B: Health fields

    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Mezzich JE. (2016) [52] A: Health Scope It prioritizes the whole person. 
This implies an ethical 
commitment, a contextualized 
person-centered diagnostic model; 
emphasis on health experience and 
values.

Values and context in person- 
centered diagnosis. Indian J Soc 
Psychiatry;32:188–95

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Kirmayer L.J., Mezzich J.E., Van 
Staden C.W. (2016) [53]

A: Health Scope It recommends explicit attention to 
patients’ experience and values   by 
understanding the meanings of 
symptoms and suffering in the 
social and cultural context.

Health Experience and Values in 
Person-Centered Assessment and 
Diagnosis. In: Mezzich J., Botbol M., 
Christodoulou G., Cloninger C., 
Salloum I. (eds) Person Centered 
Psychiatry. Springer.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

Berger Zackary D, et al. (2017) [54] A: Health Scope Proposes that a patient-centered 
diagnosis is more effective through 
the interactive dialogue between 
doctor and patient regarding the 
needs, preferences and 
circumstances of the patient.

Patient centred diagnosis: sharing 
diagnostic decisions with patients in 
clinical practice BMJ; 359 :j4218

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
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Table 11.2 (continued)

Authors, publication year Study areas: health 
scope and fields, 
diagnosis proposal 
scope Key diagnostic proposals

Abbreviated paper title, and 
publication vehicle

Prados-Torres, et al. A: Health Scope Ariadne principles to deal with 
persons with multimorbidity in 
primary care.

Multimorbidity in family medicine 
and the Ariadne principles. A 
person-centered approach. Atención 
Primaria Volume 49, Issue 5, May 
2017

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep

Cuba M, et al. (2017) [55] A: Health Scope Proposes a concept of health that 
takes into consideration the 
fulfillment of the person’s goals 
and a diagnostic process that 
describes illness, emotional 
reactions, and context as well as 
physician-patient collaboration.

Exploring health, disease and illness. 
Rev. Med. Hered vol. 
28 no.2 Lima abr./jun.

    Total health

B: Health fields
    GenHealthFields
C: DxPropScope
    1. BroadConcep
    2. SpCon&Pro

covered, 27 dealt with general medical conditions and only 2 focused on only one 
field, i.e., mental health. Concerning the Scope of Diagnostic Proposals, 28 papers 
involved broad concepts and 22 involved specific proposals or procedures.

11.4.2  Key Proposals for Person-Centered Diagnosis 
in General Medicine.

The key proposals for person-centered diagnosis in general medicine described syn-
optically on the third column of Table 11.2 are summarized and organized concep-
tually in Table  11.3. They are listed in terms of their basic enunciation and the 
bibliographic references that proposed them. The references mostly come from the 
literature review presented in Table 11.2, plus in a few cases some important addi-
tional references.

Concerning the Overarching Concept and Structure of Diagnosis, one of the fun-
damental meanings of diagnosis being a process, when applied to person-centered 
diagnosis it involves a collaborative process among all protagonists in the diagnos-
tic enterprise, i.e., health professionals, patient and family. The other fundamental 
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Table 11.3 Key proposals for person-centered diagnosis obtained for general medicine

Overarching Concept and Structure of Diagnosis.
Collaborative process [20, 41, 43, 44, 54, 55]
Multiaxial formulation [20, 31]
Collaborative narrative diagnostic summary [40, 47, 48, 51, 57]
Nature of Health
Health as enabler of a person’s goals [55] and life project [56]
Bio-psycho-social framework of health [37 38, 41]
Environmental as additional health element [38, 58]
Harmonic equilibrium among internal, social and natural worlds in Andean cosmovision [59]
Broad Areas of Health
Ill-health [20, 33]
Positive health [20, 36] 
Health Specific Content Variables and Dimensions
Health status [20]
Health contributors [20]
Predisposing, triggering and modulation factors [34]
Homeostasis dysregulation factors [35]
Health experience, culture and values [20, 29, 45, 48, 52, 53]
Experiential aspects [33]
Multimorbidity [46]
Suffering [53]
Emotional reactions to illnesses [55]
Bodily homeostasis [38]
Personal coherence [38]
Personality development [45, 60]
Description/Interpretation/Information Tools
Categorical, dimensional and narrative descriptors [20, 42]
Interpretation/hermeneutic aspects [33, 47, 61]
Information technology [37]
Care Flow/Nursing Assessment
Person-centered nursing assessment: major complaints [32]
Person-centered nursing assessment: situation acuteness [32]
Additional Issues
Cost/effectiveness reported for person-centered diagnosis [39]
Combining person centered diagnosis and precision medicine [49]
Allostatic load integrating biography and biology [50]

meaning of diagnosis being a formulation, when applied to person-centered diagno-
sis it tends to involve a comprehensive or multiaxial formulation (rather than sim-
pler formulations, such as disease labels). An additional key proposal in this section 
involves a collaborative narrative diagnostic summary which reflects the importance 
of establishing a common ground for person-centered diagnosis and care [62].
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The section on the Nature of Health contains four proposals involving the theo-
retical components of health or framework to understand health. They have not been 
considered usually in standard diagnostic systems, but they seem to be quite rele-
vant to person-centered diagnosis.

The section on Broad Areas of Health lists two proposals, ill health and positive 
health, that a mainstay of current person-centered diagnostic systems, such as the 
Person-centered Integrative Diagnosis model [24] and its practical applications.

The section on Health Specific Content Variables and Dimensions contains 12 
proposals, half of which are included in the above mentioned Person-centered 
Integrative Diagnosis model and its applications, and half represent new proposals.

The section on Description, Interpretation and Information Tools, includes one 
proposal referring to the use of categorical, dimensional and narrative descriptors 
that are part of the Person-centered Integrative Diagnosis model and its applica-
tions. The other two, using informational technology and interpretation/hermeneu-
tic approaches, represent innovative proposals. Particularly promising here are 
hermeneutic proposals because of their potential for enhancing the preparation of 
collaborative narrative diagnostic summaries [61].

The Care Flow/Nursing Assessment section includes two proposals relevant to 
the directioning of care (main complaints) or to the determination of its urgency 
(situation acuteness), often managed by nurses.

11.5  Discussion

It is apparent from reviewing the diagnostic models presented earlier that an 
increased and more pointed attention has been given to providing an increasingly 
broad scope to the diagnostic process when considering person-centered diagnosis. 
This broader scope included the attention to cultural factors and multi-aspects of 
health by developing multiaxial formulations and highlighting the bio-psycho- 
social formulation in the diagnostic process. The concept of person-centered diag-
nosis also includes, in addition to assessing ill-health, an equally important 
assessment of positive aspects of health and well-being and it places further empha-
sis on contextual and environmental factors as well as on stressing the importance 
of subjective experience of health. A key tenet of person-centered diagnosis is its 
emphasis on a collaborative process, as a partnership among the person presenting 
for care, health professionals, families and other stake holders, concerning shared 
decision making within the clinical encounter.

As summarized in Table 11.3, proposed elements for person-centered diagnosis 
for general medicine included overarching concepts that ranged from the process 
and structure of diagnosis to the nature and areas of health to be covered to the 
inclusion of contributors and modulators of health to the concept of homeostasis. 
While implementation of patient-centered diagnostic procedures were found to 
have more favorable costs and effectiveness than non-patient-centered ones [39], 
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the format and structure of person-centered diagnosis in general medicine is still to 
be fully developed. The important work carried out by the World Organization of 
Family Doctors [63] and the World Health Organization [64] for adapting diagnos-
tic classifications to the realities of primary care could be potentially enhanced 
through a person-centered care framework. Such advanced models may optimize 
the therapeutic relationship of persons seeking care with the health care provider 
and the care system in general and also may be feasible and adaptable to the work-
flow in diverse settings and across systems and cultures.

The view of the nature of health as an enabling the person to realize her/his life 
project and goals implicate a broader assessment of health status to include positive 
aspects of health. It would also require assessments of the individualized determi-
nants of health (bio-psycho-social and environmental-contextual factors) for the 
person seeking care. A process of partnership and shared understanding and its 
results expressed in a collaborative narrative indicate the way forward concerning 
the culmination of the diagnostic process and its articulation with treatment 
planning.

A highly promising qualitative approach to enhance the preparation of collabora-
tive narrative summaries involves hermeneutics. In effect, one of the key challenges 
for person-centered interviewing and diagnosis is to organize clinical information 
of different nature (categories, dimension and narratives) into a coherent and com-
prehensible account of the illness and wellness history of a patient. It is integrative 
in nature and requires more than just an exhaustive juxtaposition of all the informa-
tion that a clinician manages to collect and analyze from the patient. To make a 
formulation that does justice to and makes clinical sense of the subjective experi-
ence of the patient, a clinician cannot simply use objective tools and discourses to 
fully represent the rich discourse of the patient. It is here where the relevance of 
hermeneutics comes in. Hermeneutics acknowledges the multi-faceted nature of the 
bio-psycho-social-cultural-spiritual discourse of patients. Hermeneutics cautions 
against the ontological and epistemological error of reductionism turning the per-
sonal special and unique experience of patients into an impoverished depersonal-
ized and oversimplified discourse. Hermeneutics highlights the irreducibility of 
different aspects of the multi-faceted discourse of patients and argues for a multi- 
layered personal narrative as the theoretical base and clinical outcome of person- 
centered interviewing and diagnosis [65]. For hermeneutics, while explanation 
(objective discourse on cause and effect) and understanding (subjective discourse 
on significance and meaning) are not reducible to each other, explanation and under-
standing can interact with each other to achieve an integrative formulation not 
through merging them into a single discourse but via the dialectic of “explaining 
more in order to understand better”, otherwise known as the therapeutic hermeneu-
tic circle [61]. Hermeneutics in this sense may support the Person-centered 
Integrative Diagnosis model as a means of enhancing the delineation and organiza-
tion of a collaborative narrative summary during the diagnosis process. From the 
hermeneutic perspective, the person-centered interviewing is a patient- and 
clinician- friendly application of the hermeneutic dialogue between the patient and 
the clinician, and acts as a basis for person-centered shared decision making.
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Modern technology, such electronic health records might facilitate such an indi-
vidualized assessment of risk and vulnerabilities as well as strengths and resilien-
cies that would lead to personalized and shared decision making and treatment 
planning. At the same time, one must be aware of the challenges placed by digital 
technologies for conducting person-centered interviews and diagnostic pro-
cesses [66].

11.6  Conclusions

Extensive and productive work has been conducted in the past few decades to 
develop concepts and procedures for person-centered clinical interviewing and for 
person-centered diagnosis. Much of the work done was completed under the aegis 
of the World Psychiatric Association Section on Classification and Diagnostic 
Assessment, the International College of Person Centered Medicine, and the Latin 
American Psychiatric Association. Thus, such work although aimed at general 
health diagnosis, it was particularly relevant to the mental health field and for the 
use of mental health professionals.

The most recent work presented here is pointedly directed to the identification 
and articulation of concepts and procedures explicitly aimed at the development of 
person-centered diagnosis for medicine at large. Many of these proposals have 
proved quite helpful for person centered diagnosis in broadly based person-centered 
mental health, and may be also helpful for general medicine. Some other new and 
innovative proposals appear to be intriguing and promising for the development of 
future person-centered diagnosis models for general medicine in its various fields 
and applications.
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Chapter 12
Collaborative Treatment Planning

Paul Glare and W. James Appleyard

12.1  Introduction

The situation with COVID-19 notwithstanding, many people in the twenty-first century 
are living with complex, chronic conditions that require multiple considerations to be 
taken into account when choosing treatments, not simply which is the most effective. 
Questions arise such as: Is it a single treatment, or does it require multiple administra-
tions? is the outcome permanent or temporary? what if it is effective but toxic? what if 
there are two options with similar effectiveness, but the side effect profiles are very dif-
ferent? will I have usual treatment or go in a clinical trial? where is it administered? what 
are the qualifications, experience and outcomes achieved by the treating team there? am 
I willing to bankrupt my family in the process of pursuing treatment?

Because the results of clinical trials and systematic provide only partial answers 
to these person-centred questions, this approach has been called “preference-based 
medicine” [1]. Collaborative treatment planning refers to the practice of preference-
based medicine, and describes how the clinician—or interdisciplinary team of clini-
cians—works with the patient and/or family to achieve a shared treatment decision, 
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and then documents the decision so that it can be implemented and the outcomes 
measured.

12.2  A Person Is More Than His or Her Symptoms

Each person lives their life guided by their own vision and dreams for a healthy 
fulfilling life. Each person is affected by illness, suffering and disability in their own 
unique way. Each person finds distinct meaning in the experience of illness and the 
road back to wellness and health.

The conditions that promote well-being and recovery from illness involve a set 
of common features of health that include hope, empathy and respect for one’s self 
and others. These common characteristics of well-being emerge from a self- 
transcendent outlook on life with a sense of participation in the boundless unity of 
all things or inseparable connectedness with nature and other people [2]. Self- 
transcendent outlooks and values are typical of healthy and creative people in all 
human cultures. An outlook of separation predisposes a person to feelings of fear, 
alienation, and individual pride or shame, thereby predisposing to dissatisfaction 
with life and ill health.

Person-centered care promotes health by providing the experience of an outlook 
of unity in the therapeutic alliance, which can later be generalized beyond the alli-
ance. An outlook of unity fosters well-being by activation of a synergistic spiral of 
increasing self-directedness, cooperativeness, and self-transcendence.

The common factors in all treatments include the patient’ s characteristics, the 
therapist’ s qualities of respect (i.e., prizing, unconditional positive regard, accep-
tance, trust), empathic understanding, and genuineness (i.e., realness, authenticity), 
and the quality of the therapeutic alliance between them (shared goals, emotional 
engagement and exchange). These common factors are characteristic of all truly 
healthy interpersonal relationships, and are important for maintenance and recovery 
of all aspects of well-being, whether physical, mental, or spiritual.

The interpersonal attitudes of respect, genuineness and empathic understanding 
are crucial for the development of well-being. When physicians rely only on 
symptom- based diagnosis and treat patients without respectful exchange in dia-
logue, there are usually high rates of drop-out and non-compliance with treatment 
prescriptions, as well as high rates of burn-out in the physician and stigma in the 
patient. Accordingly, effective clinical practice depends on tools that facilitate non- 
stigmatizing personality assessment, rapid facilitation of a therapeutic alliance and 
guided development of self-awareness for people to learn how to live well.

A person’s illness is more than a checklist of symptoms and the life course of 
their past medical history needs to be integrated with additional information about 
personal, social, cultural, and spiritual aspects [3]. Even with a thorough symptom- 
based diagnosis, most This enables physicians to understand the causes of the 
illnesses and the unique set of strengths that will allow the person to recover 
their health.
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Individual differences in a person’s outlook on life strongly determine their 
capacity to work, love, and serve others with satisfaction and health. Personality 
assessment helps a clinician to know who the person is, stimulates the patient to 
reflect on their strengths and weaknesses in regulating their emotions in accord with 
their goals and values. Instead of merely generating a pejorative categorical label of 
personality traits and disorders, both the clinician and patient need to understand 
how a patient’s personality profile is organized and may contribute to his or her 
health and illness.

Medical treatment should be focused on not only the relief of acute symptoms of 
illness but on the promotion of health and well-being to be effective in the preven-
tion and management of chronic diseases. Treatments directed at acute symptoms of 
illness, rather than its causes, result in temporary relief, frequent relapse and recur-
rence, and no lasting improvement in public health [4]. A fuller understanding of the 
individual enables care decisions are driven by each individual’s preferences, val-
ues, and culture.

12.3  How May a Clinician Understand Their Patient?

Shared understanding and active patient participation therefore are essential in the 
development of the treatment plan. The process of moving from mere information 
to a shared understanding of the individual’s circumstances and needs is at the heart 
of what it means to be person-centered. Effective clinical solutions that are endorsed 
and supported by the patient can only come from this process. This collaborative 
development of a treatment plan assures that the core principles of person-centered 
care are integrated into everyday clinical practice [5].

The starting point, but also the most difficult and most neglected type of under-
standing, is to try and grasp the patient’s own experience and understanding of their 
illness and treatment needs. This is really where common ground is to be found. 
Without it, successful healing and treatment is difficult if not impossible. This is not 
easy to accomplish and takes time, trust, effort and a true commitment to the values 
and principles of person-centered care. In this way, the formulation or integrative 
narrative serves as an essential bridge between data gathering in the assessment and 
the creation of a treatment plan that is truly person-centered.

Health care professionals need to try to understand—and respect—patient pref-
erences. At times, this can be something as simple as wanting the liquid form of a 
medicine as compared to a tablet or a reluctance to use drugs that could become 
habit forming or the preference for a lifestyle change and diet regimen before con-
sidering, for example, statin pharmacotherapy for elevated lipid levels. The need for 
choice and options is critical and should be offered whenever possible. At other 
times, there are subtle risk/benefit equations that enter into patients’ decisions about 
treatment that shape how patients respond to a clinician’s treatment plan. A good 
example is the patient with atrial fibrillation and elevated risk of a stroke who 
declines warfarin, an indicated anticoagulant treatment and instead opts for a 
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Table 12.1 Domains of the Person-centered Integrative Diagnostic Model [3]

Illness Well being

• Disorders and disabilities •  Adaptive functioning and physical, mental, and 
social well-being

• Nature of suffering • Self-awareness, resilience, fulfilment
•  Biological, psychological and social 

risk factors
•  Biological, psychological and social promoters of 

health

somewhat less potent and less effective alternative, aspirin, because of the fear of 
occupational exposure to injuries resulting in severe bleeding.

The Person-Centered Integrative Diagnostic Model provides a very useful con-
ceptual model and structure for how this kind of understanding can be achieved and 
organized as shown on Table 12.1.

The integrative narrative can substantially contribute to a more humanistic 
person- centered diagnosis that can lead, in turn, to the creation of efficacious plans 
and effective treatment that promote each person’s individual wellness goals. This 
perspective and insight is found in the formulation or integrative synthesis. Typically 
recorded in narrative form, this helps both provider and patient reach agreement on 
the circumstances related to his/her condition, the strengths and resources available 
to engage the individual in his efforts to overcome his illness and achieve his goal(s), 
along with an identification of the challenges or barriers that must be addressed and 
resolved. It is essential that these barriers/challenges be identified and understood in 
the context of the patient’s illness and life experience. The objectives or short-term 
goals in the treatment plan should build on the person’s strengths and be designed 
to help patients overcome or ameliorate those challenges and barriers, so that they 
can realize their wellness vision and goals. For this process to be meaningful and 
effective, it must be built on common ground and a shared understanding of the 
patient’s circumstances, perspectives, preferences and potential to achieve 
stated goals.

12.4  Communication Skills for Undertaking Collaborative 
Treatment Planning

The narrative approach comes naturally to some clinicians, but others need guid-
ance in how to approach it. One method that has been developed is the “Choice 
Talk-Options Talk-Decision Talk” framework [6], which goes as follows:

Step 1: Choice Talk. This conversation lays out the choice that needs to be made and 
the options that are available, e.g. treatment vs. no treatment; immediate treat-
ment vs. ‘watching and waiting’; pharmacotherapy vs. a procedural technique; 
surgery vs. radiotherapy. Some may be dismissed out of hand by the patient (“I 
don’t like needles”; “do whatever is needed to eradicate the cancer”) or provider 
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(e.g. not available in this country; not for your diagnosis; too young/too old; not 
well enough; prognosis too short/long).

Step 2: Option Talk. From the list of viable options, the health care provider pro-
vides more information on the evidence base for each option, and the pros and 
cons as might apply to the patient. For example, in the case of surgery vs. radio-
therapy for localized prostate cancer, there may be a greater chance (75% vs. 
50%) of erectile function recovering at 2 years but twice the risk (20% vs. 10%) 
of cancer recurrence at 10 years with radiotherapy. Variability in the qualifica-
tions, experience and outcomes achieved by the providers of the different treat-
ments at the place of care may also be relevant.

Step 3: Decision Talk. The clinician empathically elicits the patient’s values and 
preferences for their treatment and engages them in a discussion that supports 
them in making their choice.

The three steps would be expected to occur in order, although the third stage 
(Decision) may require reiteration of some parts of the Choices and Options talk. A 
decision may be able to be made on the spot or may require a longer period for 
deliberation.

A well-documented example of shared decision making was Angelina Jolie’s 
highly publicized choice to opt for a prophylactic double mastectomy after testing 
positive for the BRCA1 mutation. While, one can only speculate how Ms. Jolie and 
her surgeons actually made this decision, one can reconstruct how the Choice/
Options/Decision-Talk approach might have facilitated her treatment choice, based 
on her story as it was documented in Time magazine (see Box 12.1) [7].

Box 12.1 How the Choice/Options/Talk Model may have facilitated 
Angelina Jolie’s decision to undergo surgery
CHOICE TALK: Yes, Ms. Jolie, the choices are prophylactic surgery or reg-
ular screening. There are no effective drug treatments.

OPTIONS TALK: There is a 90% chance you will get breast cancer or 
ovarian cancer.

Extensive surgery will drastically reduce the risk but not eliminate it.
If found early with screening, 5-year survival after breast cancer treatment 

is almost 100%, and >90% for ovarian cancer.
Screening is good for breast cancer but not simple for ovarian cancer.
Screening has no side effects. Surgery side effects include body image 

and pain.
DECISION TALK: If your goal is a sense of relief by minimizing your 

cancer risk by doing whatever it takes then you may want to choose prophy-
lactic surgery.

If you wish to avoid surgery, choose screening even though the risks are 
slightly higher

Other factors like your celebrity status and your children may be relevant.
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12.5  The Role of the Treatment Plan

Having come to a shared decision, a treatment plan is a written record of shared 
decisions organized into a standard format of a medical record [8]. A treatment plan 
should be an organic “living” document that is, in effect, a social contract between 
physicians, their teams and the individual person under their care that elaborates 
clear expectations and outcomes from such care as well as details about the variety 
of strategies employed to achieve them.

The importance of empathy as fundamental to effective therapeutic healing rela-
tionships [9]. Empathy refers to the ability to understand and share the feelings of 
another and is the foundation for establishing common ground. While common 
ground cannot be achieved without an empathic understanding, it implies some-
thing even more significant: the overt process of establishing a therapeutic alliance 
between patient and clinician that is based on that shared understanding.

A clinical consultation includes an interview with the patient to gather informa-
tion about his/her concerns and a narrative history concerning the onset of the 
problem/s, the patient’s experience and past experiences with health, illness and 
treatment. This is followed by physical examination and assessment—including a 
mental status examination, that usually leads to a summary diagnosis based upon 
one’s professional understanding of the presentation and history, the reported and 
observable symptoms, collateral information from laboratory and other studies 
Understanding the psychosocial context in which the patient experiences their 
symptoms or distress is also important. We know that there are multiple ways in 
which social and environmental factors impact health, wellness and healing. This 
should also include recognition of the patient’s strengths and assets that can be 
engaged in the treatment process; motivation and the capacity for self-care are often 
under-appreciated, but critical factors This approach establishes the creation of a 
profile of the individual upon which a treatment plan can be built. Patients need and 
want to understand the doctor’s thinking, the rationale for treatment and the expected 
outcome and to agree with and accept the doctor’s rationale in order for a treatment.

In any treatment it is necessary for practitioner and patient to have a shared 
understanding of the cause of the problems, the impact it has on the individual and 
how it is viewed and experienced before meaningful treatment decisions can be 
made. This is especially true when working with people across different cultures. 
There are multiple examples of how culturally based understandings of illness and 
suffering shape people’s help-seeking behavior and acceptance of treatment. For 
example, in many Latin American countries/cultures, disease is understood to result 
from spirit possession and this perspective must be incorporated into any treatment 
plan if it is likely to be accepted and implemented by a patient and family.

There are many different, but complementary, approaches or methods for 
achieving common ground. They are all similar in their emphasis on the impor-
tance of creating a formulation or integrated synthesis of the clinical and personal 
data about the patient that support the diagnosis and serve as a bridge between 
assessment and the creation of a treatment plan. Each approach also focuses on the 
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value of a written narrative that captures the essence of the understanding and the 
importance of dialog between the patient and the provider that is the foundation of 
common ground. Disagreements must be acknowledged and reconciled in the pro-
cess; without this, the therapeutic alliance central to healing relationships is absent 
and a meaningful treatment plan based on shared decision- making cannot be 
achieved.

Treatment plans can be simple or elaborate, depending on the setting and circum-
stances. In some clinical arenas they are succinct, may be more implicit than explicit 
and not, per se, given much attention. All the same, treatment plans are at the heart 
of any care process and are critical in guiding treatment decisions, as well as having 
an important role in patient engagement and treatment success. Treatment plans 
should be built upon and reflect both shared understanding and decision-making 
between the patient and the lead physician.

Treatment plans can be viewed as a “social contract” between one party known 
as the patient and another party referred to as the provider or as in many instances, 
the treatment team. This contract or compact is organized around a logic model that 
incorporates three basic elements that are common to any planning process. 
Typically, there is a large, over-arching “big-picture” goal that describes the overall 
purpose or intention of the plan. Ideally, the goal incorporates the patient’s vision 
and hope for wellness and a satisfying life consistent with their roles, responsibili-
ties and expectations. Goals are frequently rather non-specific and ideally are 
expressed and recorded in the patient’s own words. The next logical element in the 
plan is typically the identification of objectives or short- term interim goals to be 
accomplished in the course of treatment that help the person to achieve and realize 
his larger goal. Objectives should be measurable and time framed and they describe 
the very specific and meaningful changes that need to occur. Lastly, a plan specifies 
the interventions, action steps and/or treatment activities that the provider and 
patient together agree upon as a strategy to help the individual achieve the specified 
objectives, overcome barriers and challenges and reach the larger goal.

12.6  Formulating the Treatment Plan

There are three basic elements to a formal treatment plan:

 1. Goals;
 2. Objectives
 3. Interventions, services, or treatments

Plans may be simple or complex, depending on the severity of the individual’s needs 
and the complexity of their condition. The plan is often described as a ‘road map’ 
guiding both provider and patient/consumer in their journey to recovery and health. 
The plan is created by moving through a set of sequential steps that should begin 
with access and engagement, followed by assessment. The next important step is an 
integration and synthesis of assessment data into an understanding of the 
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individual’s circumstances, the illness, causative factors and the subsequent formu-
lation of suggestion for strategies for relief.

Supporting and promoting person-centered care and shared decision-making is 
enhanced by sharing the understanding within the patient/physician relationship. 
Shared understanding is indeed the foundation of shared decision-making. Care 
cannot be person-centered if the physician and patient have highly divergent under-
standings of the nature of the problems and the overall strategies to restore health 
and wellness. Without that understanding, care is driven by something other than a 
person-centered approach. It is necessary as part of this process that goals are speci-
fied and barriers to attaining these goals as a result of the illness are identified. 
Objectives are specific intermediate steps taken to resolve barriers and pave the way 
to goal attainment. Interventions or strategies include the application of treatments, 
supports and self-directed efforts to achieve the objective and make progress towards 
the goal In person-centered care and planning, the goal should capture the patient’s 
or consumer’s vision of health, wellness and a satisfying life. It is often useful to 
have that expressed and recorded in the person’s own words.

Goals within the person-centered approach are highly individualized and not 
specific to the condition or diagnosis. In contrast, the goal in illness-centered care is 
often about amelioration of the condition with a focus on the acute symptoms or 
distress.

Objectives should describe the short-term or intermediate steps necessary to 
resolve barriers and promote goal attainment. If the individual’s goal is independent 
living, but if he lacks the adequate ability to perform routine activities of daily living 
(ADLs), objectives might describe the mastery of skills like hygiene, medication 
self-management and food preparation.

Services, treatments, or interventions are the specific therapeutic steps taken to 
achieve objectives. They may range from medications for symptom relief to further 
tests for diagnostic clarification to specific therapies for reducing impairments and 
enhancing self-management and healing. It should be clear as to why a specific 
intervention is offered/applied and how it will help the individual to fulfil the 
objective.

The rigor, discipline and logic of treatment planning is one way to promote 
shared decision-making and in doing so assure person-centered care and promote 
recovery. Good proper treatment planning is at the heart of person-centered prac-
tice. Providers may need to reconsider their roles and relationship with patients/
consumers and develop new skills in collaboration and planning to assure that care 
is person-centered and recovery-oriented.

Without understanding, the plan and the treatments/interventions may simply 
make no sense. Problems with sustained adherence to treatment/medication regi-
mens and recommendations is something observed across the range of physical and 
mental illness and the reasons for poor adherence are as varied as individuals and 
their circumstances. In some instances, the cost or availability of the medicine(s) 
might be a factor, while in others the complexity of too many medications and too 
many doses may cause confusion or overwhelm the patient and interfere with com-
pliance. In other instances, side effects or other problems with the medicines may 
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be the cause. Each of these reasons begs its own response. We need to understand an 
individual’s unique reasons for not adhering to treatment so we can help them to 
participate in shared decisions.

12.7  Shared Decision Making/Collaborative Treatment Plans 
vs. Consent

The concept of truly shared decision making implies that the patient agrees to the 
treatment being administered. However, a distinction has been made between shared 
decision making and informed consent [10]: while they both concern the promotion 
of patient autonomy, shared decision-making is a medical ethics approach while 
informed consent is a legal process. These authors propose a two-dimensional con-
struct with Choice on one axis and Risk on the other. Using the examples provided 
by Whitney et al., Fig. 12.1 illustrates that some medical decisions have only one 
option and are low risk, while at the opposite end of the spectrum are decisions with 
more than one option that require a formal discussion of the pros and cons of each 
option, for which the risk of iatrogenic harm are high making written informed 
consent necessary.

Whitney et  al. include conventional cancer treatment in their typology, but an 
emerging issue is deciding and agreeing about participation in clinical trials [11], 
which are common in patients with advanced cancer or other serious illnesses. These 
patients and their caregivers are involved in a number of emotional and urgent deci-
sions, such as whether to participate in clinical research that could potentially involve 
risks without personal benefit. For example, patients undergoing stem cell transplan-
tation may be presented with information for many different clinical studies at one 
time, each with lengthy consent documentation. This can result in an overwhelming 
and stressful amount of information in patients facing choosing and consenting to a 
treatment that already has a high physical and psychological burden [11].

>1 optionlow risk/one option

High risk

unilateral decision/informed consent

e.g. surgery for gunshot wound

shared decision /informed consent

e.g. surgery vs. as radiation therapy for 
breast cancer

unilateral decision/simple agreement

e.g. reduce dose of diuretic if hypokalemic

shared decision /simple agreement

e.g. lifestyle changes vs. medications
for hyperlipidemia

Fig. 12.1 Decision plane for shared decision making vs. consent, according to certainty of choice 
and risk of harm, adapted from Whitney et al. [10]
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12.8  Collaborative Clinical Team

“A team is a small number of people with complementary skills who are committed 
to a common purpose, set of performance goals, and approach for which they hold 
themselves mutually accountable”. Clinical teams need to be built up according to 
the needs and preferences of the patient with a lead clinician, and other medical col-
leagues with Nursing, Therapy Social Work Spiritual and Cultural support. The 
team should embed continuity of care so that the patient is “known” and long-term 
trusting relationships can be established and provide tailored, patient-centered care 
through shared understanding of an agreed treatment plan which relies on recogniz-
ing and addressing the wants and needs of the individual patient by working within 
the individual’s psychosocial context, available financial and support resources, 
ability to self-manage, and barriers to self-care.

12.9  Beyond the Basics: Practical Aspects of Undertaking 
Collaborative Treatment Planning

Even when physicians are committed to practicing collaborative treatment planning, 
they need to be aware that there are many psychological confounders which can 
impact on the decision- making process and they have to be very careful to avoid 
them. The whole situation needs to be discussed, not just selected aspects of it. 
When people face complex decisions they tend to take to take a mental short cut and 
oversimplify it, which can be a mistake in health decision making. For example, 
deciding to pursue life prolonging treatment in a seriously ill person may have seri-
ous consequences if survival is the only outcome that is evaluated, especially if the 
chances of prolonging life are low [12]; quality of life, place of care, cost of care and 
mode of death all need to be weighed. But this begs the question whether a health 
care professional has a duty to present every single aspect and option, even if they 
think it is inappropriate? For example are they obliged to prognosticate, or discuss 
the cost of a treatment? Patients may not act fully autonomously when participat-
ing in collaborative treatment planning. People’s behavior can prevent them fully 
participating in collaborative treatment planning. Most people will agree with what’s 
proposed because they want to be liked, including by their doctor. They want to be 
good, expecting their generosity to be reciprocated. They believe what they are told, 
especially by someone in authority. They also want to be consistent in their decisions 
so are unlikely to change their mind. There are many cognitive biases that influ-
ence peoples make choices. These apply in all realms of life, including health care 
decision making. Health examples could include believing that one will be the 
1-in-100 who responds to an experimental treatment (optimism bias), being over- 
influenced by what’s been recently reported in the media or on social media (avail-
ability bias), or only recalling cases supporting one’s opinion (confirmation bias). 
How the health care professional frames the decision affects the choice. People 
react differently to how numbers depending on how they are framed. A person is 
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more likely to choose a treatment with 1% chance of succeeding than a 99% chance 
of failing. Health care professional need to be aware of this phenomenon and in par-
ticular to avoid using framing to manipulate patient’s decision. A classic example of 
framing was published in the New England Journal of Medicine nearly half a century 
ago [13]. It concerned people’s preferences for surgery (labelled Treatment A) or 
radiation therapy (labelled Treatment B) for the treatment of cancer Treatment A 
causes some deaths at the time of treatment but has a better long-term outcome. 
Treatment B causes no deaths at the time of treatment but has a worse long-term 
outcome. The proportions and outcomes were framed in various ways that were 
always numerically identical (i.e. 10% succeed vs. 90% fail). The study found that 
preferences flipped from Treatment A to Treatment B depending on how the data 
were presented. Short-term outcome was presented as 10% chance of dying after 
Treatment A (in which case B is preferred) to 90% chance of surviving after 
Treatment A (prefer A). Long term outcome was described as survival (prefer A) vs. 
cumulative mortality (prefer B). Treatment A was also preferred when it was revealed 
to be surgery and Treatment B was revealed to be radiation therapy. Other studies 
have shown that people’s preferences change when equivalent numerical data are 
presented in different ways [14]. Some examples include giving a fraction vs. a per-
centage (e.g. one-in-five vs. 20%); a percentage (e.g. 20%) vs. a category (e.g. com-
mon, possible, unlikely); aggregated results (median 15 months) vs. disaggregated 
results (6 months: 80%, 1 year: 60%; 2 years 30%; 5 years 10%); average case vs. 
best case vs. worse case; reduction of risk from 100% to 80% vs. reduction from 
20% to 0%; relative risk reduction vs. absolute risk reduction (Reduction from 96% 
to 94% framed as a 33% relative risk reduction vs. a 2% absolute risk reduction).

12.10  Barriers and Challenges to Practising Collaborative 
Treatment Planning

National healthcare systems have begun explicitly integrating shared decison-mak-
ing into their policies, and even invested and legislated in its favor. Yet few health-
care professionals are adopting it. Many health care professional mistakenly believe 
they already engage their patients in shared decison-making, probably arising from 
not really understanding what shared decison-making is or how to do it. Physicians 
might not even recognize the need for a decision [15]. For example, a systematic 
review of shared decison-making using the Observing Patient Involvement in 
Decision Making (OPTION) scale found low levels of patient-involving behaviors 
by clinicians [16]. There are a number of excuses given for this poor uptake, but 
none are supported by data [17]. Pressure of time is the commonest reason given by 
those acknowledging there are barriers to shared decison-making, but studies indi-
cate no consistent increase in consultation duration occurs when shared decison-
making is implemented. Clinicians also hold strong views on the patient 
characteristics of those who do, don’t, can, can’t participate in collaborative treat-
ment planning. It may be true that some patient groups may be more or less inter-
ested in collaborative treatment planning according to factors such as age, gender, 
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marital status, culture/acculturation, religion, education, health literacy. Disease- 
and other clinical factors may also be relevant, such as stage of cancer, but the point 
is that health care professional routinely underestimate the proportion of their 
patients who wish to participate in collaborative treatment planning. For example, a 
survey of 78 Canadian patients with advanced cancer indicated that only two-thirds 
wanted to participate in shared decison-making, however their health care profes-
sionals under-estimated this proportion, correctly predicting patient preference in 
less than 50% cases [18].

12.11  Conclusion

The values of person-centered care are often endorsed by many clinicians as they 
resonate with personal beliefs about how consistently to achieve humanistic, 
empathic and efficacious responses to illness and suffering. However, the practical 
steps of translating those values and principles into everyday practice can be elu-
sive. The application of conceptual models such as the Person-Centered Integrative 
Diagnosis, through the creation of narrative formulations, can significantly contrib-
ute to ensuring that care is, in fact, person-centered. Synthesizing the data collected 
in assessment into insight and understanding that can help to establish shared under-
standing and common ground, is essential. Frameworks such as Choice/Options/
Decision Talk may be helpful here. Translating that understanding into effective, 
individualized and culturally sensitive/informed treatment plans is at the heart of 
person-centered care. Without a formulation or integrative narrative diagnosis as a 
bridge between diagnosis and care, it is difficult, if not impossible, to be truly 
person- centered as part of routine clinical practice.
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13.1  Introduction

13.1.1  Basic Definitions

Education can be thought of as the transmission of a society’s ethos (habits, tradition, 
morals and values), and accumulated knowledge to guide their members in internal-
izing its culture, shaping their behavior towards responsible citizenship, and directing 
them into their eventual role in society (https://www.britannica.com/topic/education).

Person-centered Health Education means to instruct and guide a sick person to 
learn how to become a better partner to collaborate with his/her doctor in a joint effort 
to overcome his/her illness, palliate suffering and take responsibility on his own care.

Person-Centered Health Counselling is a dialectic interaction of opinions 
between two persons, one in need of being helped on account of health problems, 
the patient, and the other, responsible and well trained in medical sciences and 
human values, the doctor. Both will help each other through deliberation from 
which judgements are made and advice given for an agreed direction of thought and 
action. Counselling starts with the identification of the ‘wellbeing problems’ that 
have been presented, whether it be in any, all or some of the areas of health, social 
relationships, psychological, emotional or reaction to cultural beliefs or current 
social mores as Cloninger and Cloninger [1] stated.

Mezzich et al. [2, 3] identified eight PCM’s key features: ethical commitment, 
cultural awareness and responsiveness, holistic framework, relational focus, indi-
vidualized care, common ground for collaborative diagnosis and treatment, people-
centered integrated health services, and person-centered education and research. 
From those eight distinctive elements, Education and Counselling in Person-
centered Medicine, base their interventions on the first six.

As Kumagai [4] states, “At its core, medicine is a type of applied humanism, that 
is, the application of science in recognition of human values and in the service of 
human needs”. And humanism in medicine is, according to Branch et al. [5] “the 
physician’s attitudes and actions that demonstrate interest in, and respect for, the 
patient and that address the patient’s concerns and values.” .

13.1.2  Disease and the Subjective Reaction to Disease 
(Psychological or Spiritual “Aching” or “Distress”)

While disease is a pathological condition that impairs normal body functions and 
has measurable signs and symptoms, we should highlight an important characteris-
tic of human illness: the subjective psychological and spiritual suffering that it 
causes in the patient and also in the family. This has been recognized in the anthro-
pological literature as “distress” referring to the idiosyncratic manifestations or 
personal subjective reactions to an illness process. The important point here is that 
this reaction nurtures itself not only from the objective physical ailment but also 
from the psychological and cultural interpretation of what the illness means to a 
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particular individual or cultural group as Seguin [6] and Delgado [7] asserted. 
Personal reactions in this sense would be of infinite variety.

In Russian medicine, a similar concept was developed by Vygotsky, namely the 
patient’s subjective pattern of disease, covering a whole set of the patient’s subjec-
tive ideas about his/her disease, cited by Mezzich et al. [8]. These authors describe 
that “The term was introduced into the scientific vocabulary in 1935 by the Russian 
clinician Roman Luria, the father of Alexander Luria, who was the founder of neuro-
psychology…He defined the term as follows: The subjective pattern of disease is all 
that the patient experiences and suffers, the whole set of his/her sensations, not only 
local painful ones, but referring to the general state of health, the introspection, the 
notion of disease and its causes—the interior universe of the patient, which embraces 
intricate combinations of perception and sensation, emotions, affects, conflicts, men-
tal experience and traumas”. Later on, clinical-psychological studies carried out by 
Russian researchers revealed that the subjective pattern of disease is a complex struc-
ture, comprising at least four levels: (1) Sensations. (2) Emotional, including the 
emotional reaction to diverse symptoms, to disease as a whole and its consequences. 
(3) Cognitive, which includes the patient’s awareness of the disease, its conception, 
causes, and after-effects. (4) Motivational-personality, which is affected by the atti-
tude of patients to their diseases and to imminent changes in their way of life.

13.2  Education and Counselling in PCM Clinical Practice

Two of the core components of the duties of physicians as doctors are to educate 
those who seek their professional services as patients, and to counsel them so that 
they are able to improve and sustain their wellbeing. This can only be fully achieved 
within a professional relationship of service to an individual patient, whom the phy-
sician recognises as a person and where the clinical relationship is based on trust 
[9]. Confidence in such a relationship grows from the knowledge and skills that the 
physician is able to apply within a trusted ethical framework. Following the 
Hippocratic tradition, the World Medical Association re-established physicians’ 
ethical ‘contract’ with individuals and communities after World War II with its 
Declaration of Geneva and its subsequent associated Statements [10, 11]. The duty 
of care to the individual with respect for the autonomy of each patient is central.

In this clinical practice perspective, Education and Counselling in Person- centered 
Medicine mean to establish a doctor-patient trusting therapeutic alliance that would 
allow, step by step, to inform and train the latter in a new cooperative health role, 
switching his or her attitude from a passive one onto an active partnership to share—
as much as the clinical condition would permit with his or her needs—and clearly 
identify the responsibility for their health care between the professional and their 
patient. This patient’s doctor ‘alliance’ is the foundation for a physician’s own educa-
tion as patients form a major part of a doctors continuing education throughout their 
undergraduate, post graduate and lifelong learning in the clinic, within hospital prac-
tice and in the community. As Sir William Osler wrote: ‘for the junior student in 
medicine and surgery, it is a safe rule to have no teaching without a patient for a text, 
and the best teaching is that taught by the patient himself’ [12].
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Patients share their experience face to face with students and doctors and allow 
access to their paper based or electronic record for a detailed case review. Indeed, 
experienced patients may become involved in teaching and/or evaluating students 
and as equal partner in student education, evaluation and curriculum development.

When meeting a patient during a consultation, a good Person-centered medical 
practitioner would need to make two equally important diagnoses: First, to elucidate 
the disease causing the health problem; and second, to clarify and understand the 
subjective pattern of disease (distress) causing the person’s suffering. For example, in 
two patients from different cultural background, disease diagnosis could be the same, 
(myocardial infarction, for instance), leading to likely receive similar pharmacologic 
therapy; while, the subjective pattern of disease (distress) diagnosis might probably 
be different: one patient could react with mild anxiety, fearing premature death but 
trusting that his or her young age would help overcome the problem; while the other 
might be depressed and severely anxious, not only on account of his or her possible 
life’s ending but, for being in charge of grandchildren after a son’s death. These dif-
ferent human needs should lead to diverse educational and counselling approaches.

In this respect, Mezzich et al. [2, 3] have recently pointed out that person cen-
tered medicine should go beyond the individualization of care and respect for 
patients’ rights, as it has higher and wider aspirations. These include the recognition 
of the individual subjectivity of the whole person of the patient beyond what char-
acterizes his or her illness or the status or role of patient. The inner world of a 
patient in his particular situation of suffering and dependence caused by illness 
needs to be unfolded. These subjective dimensions are accessed through what the 
patient and his/her careers say in words or show in acting, as long as these words or 
acts can trigger in the professionals enough empathy to approach the patient’s sub-
jective feelings to which these expressions are related. The shared expression of 
empathy has in turn a positive effect on the physician and a reason for Doctors to 
receive positive feelings from contact with their patients.

It has become clear that current models of health care are not fit for the future 
and that they are unsustainable in both economic and humanistic terms. There is a 
pressing need, therefore, articulated increasingly by patients themselves, to move 
away from impersonal, fragmented and decontextualized systems of healthcare 
towards personalised, integrated and contextualised models of clinical practice [13].

13.2.1  Profile of the Patient as a Person

A proper profile of each person needs to be obtained during the initial and any fol-
low- up consultation. This enables a growing understanding of the individual patient 
upon which a developing education and counselling programme can be based, as 
stated by Miles and Mezzich [13].

A person-centered integrative diagnosis aims puts into practice the vision of 
person-centered medicine affirming the whole person of the patient in context as the 
center of clinical care and health promotion at the individual and community levels. 
It integrates three main domains each of which addresses both ill health and positive 
aspects of health.
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The first domain is the assessment of health status (ill health and positive aspects 
of health or well-being). The second domain includes contributors to health, both 
risk factors and protective factors. The third domain includes health experience 
and values.

Patients seeking medical help should be greeted initially respectfully by their 
formal name according to their age and sex. The physician must demonstrate his or 
her attributes of listening, empathy and compassion in a non-judgemental way.

A personal portrait may be constructed using the following outline:

• Full name, age and sex
• A list of medical and related problems, including a summary of the main present-

ing symptoms and signs.
• Educational achievements
• Employment
• The family structures
• The social environment such as urban/country housing
• Local culture
• Spirituality
• Religion
• Communications

Additional elements particularly with regard to growth and development need to be 
incorporated concerning children’s needs [14].

With regard to the communication environment, there is a variety of sources for 
health-related information that is available to individuals and some that may have 
been targeted at them. These include:

• Family and friends
• Newspapers
• Magazines
• Popular Internet sites
• Specialist Internet sites
• Charities
• Support networks
• Health professionals
• Complementary health providers

It is clearly important to assess and respect the relative importance and impact of 
these influences. Bearing in mind the emerging picture, realistic educational aims 
need to be established in partnership with the individual patient. There may be some 
immediate steps to be taken and other objectives planned over a period of time, but 
always in context.

Once each problem has been identified, a greater shared understanding will be 
gained through education and then a goal set from what the individual wants to hap-
pen. Motivation is necessary to create the will to make the necessary changes, par-
ticularly in lifestyle. The possible options available to reach the goal need to be 
explored with their relative risks and their advantages and disadvantages in each of 
the key areas of the individual’s ‘profile’.
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What ‘fits’ and ‘feels best’ may emerge. Steps can then be designed to see exactly 
what is necessary to achieve the best resolution of each of the outstanding problems 
within the general context of the individual. Once set on this agreed path through 
shared decision making, progress needs to be recognised and celebrated to encour-
age each person on their unique journey in improving their health and wellbeing.

13.3  The General Health Educational Process

The health educational process evolves with an explanation of the problems brought 
by the patient and their likely causes to enable their understanding. An action plan 
can then be developed to include any necessary investigations, medical or surgical 
interventions and the risks involved. Through this process greater confidence will 
develop to empower the individual on their therapeutic journey, enabling greater 
self-management and self-care.

According to Colom and Vieta [15] health education (they name it, psycho- 
education) aims to teach patients how to understand and deal with their diseases in 
the best way, to tolerate how to live with it, and to prevent its negative consequences. 
Besides, the patient would better comprehend the logic of their treatments and the 
importance of therapeutic adherence to prevent worsening or relapses.

A health education program, based on scientific evidence, is of absolute need in 
medical chronic diseases, particularly, in mental disorders.

Health professionals should comprehend that this part of their job is not only 
because of beneficence but to fulfill patient’s human rights, their rights to be well 
informed to take their best decisions on their own behalf. A good program should 
not only deal with illness but also with life style trying to identify those bad 
habits that favor the disease in order to be changed by others to favor health and 
wellbeing.

Colom and Vieta [15] point out the benefits of health education for the patient’s 
integral treatment:

• Improving and reinforcing the therapeutic alliance
• Favoring pharmacologic compliance
• Supporting patient’s autonomy to comprehend and demand whatever he/she 

feels necessary or convenient
• Understanding how to work as a principal actor of the health team in his/her case.
• Overcoming the verticality of doctor-patient relationship switching to an hori-

zontal one not only with the doctor but also with any member of the health team
• Changing attitude from a passive and demanding one to a collaborative and 

responsible one.

Frequently, informing the patient about the disease is not a cause of anxiety. On the 
contrary, this quite often calms down his worries and fears, empowering him or her 
to face the real health situation…when the patient knows what the doctor knows 
about his illness, he would have an opportunity for better collaboration, correcting 
or improving the health problem information with his own data, and to discover his 
habits and life style that favor the illness as well as to learn how to counteract them.
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Disease and illness always generate a feeling of solitude and suffering in human 
beings. Emotional support from family and health team’s members are of basic 
importance

In all this process family and health team’s support are important elements to 
overcome the solitude and suffering produced by the disease and the illness.

13.3.1  Illustratively Understanding the Patient in His Disease 
Process to Obtain His Collaboration

The person is the most valuable being in our society and for physicians, such per-
sons become an existential reason in situation of health or illness.

Medical vocation leads physicians to understand human illness, not only from a 
scientific perspective but also to account for the patient’s psychological suffering. 
Illness proves how fragile and vulnerable we all are [16]. On becoming ill human 
beings will come to physicians seeking for help, trusting that they will get them 
back to health. Actually, the help they look for is of a comprehensive nature, search-
ing not only for physical recovery but also to regain their self-confidence, autonomy, 
abilities to relate to others, so that they re-integrate themselves into society.

Medicine is a profession that sometimes cures, many times cares but always 
comforts. Physicians may be experts in scientific medicine, but don’t always know 
how to reach the depth of the patient’s feelings to help them in his psychological, 
emotional and spiritual needs.

This is why medical doctors need to prepare themselves to reach the patient’s 
feelings accepting his autonomy and promoting the recovery of his abilities [17]. If 
physicians are able to understand the patient’s psyche, his/her emotions and his/her 
spirituality, they will be in a better position to suggest alternatives and better 
guidance.

Even if the patient understands illness and the importance of following a proper 
treatment, doctors always need to understand their “cultural world” and network, 
otherwise they may run the risk of contributing to a poor patient’s motivation for 
treatment.

Even in two patients belonging to the same cultural context, and sharing the 
same diagnosis, one can notice some differences in their illness due to several fac-
tors, such as age or family situation. For instance, if one of them is a health profes-
sional in comparison to one who is not. A religious patient would show different 
characteristics from another who is not. This issue would become more complex if 
the patient and the doctor come from different cultural backgrounds.

Medical care in health services today, for various reasons, is usually limited to 
just a short clinical interview and a given prescription. From a legal or health insur-
ance point of view this form of health service may be considered correct although 
quite distant from a proper professional one. Person Centered Medicine adds values 
and proposes that the processes, diagnosis and therapy should be shared with the 
professional team, the patient and his family. Consequently, this will ensure the cor-
rect collaboration of the patient and family to achieve the best clinical results as a 
fundamental variable [18, 19].
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Frequently, when a case is not going well, doctors usually assume the patient is 
not complying with the therapeutic recommendations, the problem tending to be 
thought of as due to the patient themselves [20]. Actually, most often than not, the 
patient has not been offered the opportunity to understand why are they ill, what 
their illness is due to, and how the medication given is going to help them. Probably, 
the impact of the medical office setting, and the omnipotent presence of the doctor 
may furnish enough motivation to get him into an initial compliance, but as the 
patient moves away from the office, after few days their personal conflicts would 
dominate the scene, causing a negative impact on their motivation to comply with 
the medical treatment. As a conclusion, during the medical interview at outpatient 
clinics, both the doctor and the patient may participate in a ‘dialogue of the deaf’, 
reducing the percentage of patients that will comply with their treatments correctly. 
As a consequence, only few of them will regain health, although they have suppos-
edly received a correct medical care.

On the other hand, chronic diseases often cause psychological problems due to 
their long duration, which more often than not interfere with a normal family and 
social interaction. These kinds of patients have hard time complying with their treat-
ments, especially when they are aware of the slow or negative progress in its evolu-
tion [21]. Besides, in Peru, chronic diseases such as tuberculosis or HIV infection, 
have different connotations. TBC is stigmatized by both the affected person and the 
people around him. It usually affects people of low socioeconomic class. The treat-
ment cost worsens the financial situation on account of that the family emotional 
situation is further affected with risk of mental health secondary problems such as 
Depression, Anxiety Disorders or family violence. If the physician fails to manage 
both, the clinical and social situation, the risk that the patient wouldn’t comply the 
treatment increases.

The patient’s autonomy becomes an important issue during the illness process. 
Physicians must respect it and to build together the healing environment, in order to 
reach the end of the process, with full reintegration of the person in his society 
(affective circle and/or work activities). On the contrary, with patients that have 
finished their treatment under unfavorable conditions, and have been left with some 
sequelae, they need encouragement to accept their new reality and search for a new 
role in society to assume his activities and continue his life.

13.3.2  Illustrative Patient’s Collaboration on His Own 
Diagnosis and Treatment Formulation

13.3.2.1  On His Diagnosis

In spite of the patient’s and doctor’s interest to do so, it is not always possible to 
achieve a diagnosis in the first interview. Most often, we need to request some fur-
ther examination and investigations to confirm or eliminate some diagnostic 
hypothesis.
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During this diagnostic period, the patient could become impatient and decide to 
change their doctor to get an immediate response to their ailments. Many times, he 
or she doesn’t show up to the second visit; sometimes on account of working diffi-
culties interfering, or at other times, because they may have adapted to live with 
their symptoms or have gone on self-medication.

This is why, it is convenient to explain to a patient in the first interview, that the 
making a diagnosis is a process, which begins with a medical evaluation, continues 
with auxiliary examinations and a thorough analysis of the findings. In complex 
situations, other colleagues’ opinions may be needed through inter-consultations. A 
precise diagnosis is the way to recovery. To succeed in this important task time must 
be offered to the patient, explaining, in the best way possible, what is happening and 
how he or she can help in this endeavor. We must always remember that a medical 
diagnosis is a valuable task depending mainly on two actors: The Patient and 
the Doctor.

13.3.2.2  On His Therapy

The best way to help the patient to become a “better partner” is, (i) To reinforce their 
disease knowledge, explaining to them the appropriate medical information in as 
simple as possible way, and probing how much they have understood. (ii) To make 
them comprehend that illness is a process which affects human beings mainly on 
account of our vulnerabilities. That it is not due to god’s punishment or bad luck. 
(iii) That they need to take good care of themselves and follow closely the therapeu-
tic indications to help in their recovery. (iv) That tuberculosis is an evolving process 
which has to be cured or controlled, otherwise its advance will seriously interfere 
with their activities and eventually kill them. In some cases, its evolution is so slow 
that its progression may not be apparent to the patient, during a good period of time, 
without symptoms, only to see, after being diagnosed it is probably a bit late, (v) The 
patient’s habits need to be checked, since some or many of them predispose to the 
disease. After identification of risky habits even accepting how hard it is, attempts 
should be made to change them knowing it is the basis to achieve good progress, (vi) 
It is necessary to reinforce therapy motivation explaining the need to adhere to an 
agreed therapy. Once more, the described process takes such amount of time and 
personal dedication that many doctors would not be able to meet or do not want to.

Undoubtedly “v and vi items”, are those the patient needs to comply with. By 
now this may prove to be very difficult.

According to the illness under treatment, a patient’s life style may be an impor-
tant variable in its causality, so doctors must try to greatly influence them; for exam-
ple, improving eating habits, leaving smoking. But in other cases, there may not be 
much time to act upon them, or get a change in a short time, as the illness demands. 
An example of this is the consumption of drugs or alcohol in a patient with tubercu-
losis or HIV/AIDS. In these cases, the help of other specialists will be needed

Taking medicines for a long time is not an easy matter either, especially in chronic 
diseases. As an example, the patient may need them they must alter their way of life, 
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adapt their habitual schedules, and tolerate the medication’s adverse effects. Symptoms 
that seem relatively minor such as constipation, some sleep disorder, or decreased 
libido, are important to any person who knows that just stopping taking the medica-
tion these side effects would disappear. Needless to say, the difficulties of adherence 
are greater with more severe adverse events that affect significantly daily life.

Adverse events are more frequent in older people, in whom physicians need to 
perform a careful evaluation of the most appropriate and convenient doses. Some 
patients of this age group leave the office after their first visit understandably wor-
ried about how their bodies would react to the given medication, and will be tempted 
initially to modify the prescription. This is why the patient should be taught in 
advance over their possible early reactions to the treatment, reassured about the 
short period of adaptation to it and end their first clinical interview convinced that 
the doctor has prescribed the most appropriate medicine, and that, they can contact 
his/her if needed. Psychological support over the telephone is many times enough to 
handle the problem. However, once more, the doctor needs time to fulfill this task.

In general, adverse effects, that impact physically and psychologically, are impor-
tant factors to understand the non-compliance or non-adherence of patients to treat-
ment. Unfortunately, many doctors tend to give vertical orders instead of horizontal 
ones respecting patient’s autonomy. Besides, within the context of health programs, 
most often than not, the health team tries to impose the established therapeutic pro-
tocol on people insisting on compliance with the therapeutic scheme. Many times 
these difficulties have been resolved by adopting a kind and understanding attitude 
and explaining the reasons and advantages of following the protocol. This sort of 
cases illustrates very well what a healthy person-centered approach is. It is not the 
fault of the patient or health personnel; it is the fault of our health system.

Poverty is another important factor to be considered. Patients could be quite 
conscious of their disease situation and consequences, but they are the breadwinners 
of their family and depend on the daily income they generate to cover the family. 
They would claim lack of time to meet their hospital visits or that their time possi-
bilities can’t match the hospital attention schedule to follow his therapy. Here a 
doctor’s individual action is of minimal impact. A multidisciplinary team approach, 
specially trained to evaluate social and psychological conditions is needed, one that 
would allow generation of individual strategies of management. In the case of tuber-
culosis, a public health problem, the patient should be offered the possibility of 
institutional isolation in suitable places to guarantee feeding conditions, healthi-
ness, adequate treatment and non-transmissibility prevention of the infectious agent 
to the community. It is recommended that this treatment be on voluntary basis, 
however, in exceptional cases it could be through legal provisions [22].

13.4  Practical Implications for the Implementation 
of Person-Centered Care

Empowering the patient and getting his/her collaboration to optimize the results of 
treatment requires not only instruction about his disease but, specifically, motivation 
to work in therapeutic alliance with the doctor in true teamwork.
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However, there is a difference between person-centered doctors and other “med-
ical practitioners”. The first one, in addition to scientific and professional compe-
tence, is also a thorough person who experiences a call for solidarity based on 
service vocation when facing a human being.

To make this possibility real, the medical student must watch his/her own human 
development on becoming a person; searching to be a responsible and fully moral 
human being.

Quite often, medical education does not include among its objectives the 
achievement of such human development in its students, leaving it free to spon-
taneous growth. From this perspective, the medical school is often unaware that 
many students begin their medical studies suffering of various problems, both in 
their own personal development and in their mental health [23]. Furthermore, 
the medical institution does not warn them about such needs or guide them to 
overcome them. In this way, and this is regrettable, such problems are usually 
solved randomly due to fortuitous circumstances, missing a precious opportu-
nity for a helpful intervention during the period of university studies. If inter-
vening in time, difficulties in human relations with patients when practicing the 
profession could be avoided. Person-centered medicine can only be properly 
practiced by physicians who, in their moral development, have reached the level 
of persons.

During COVID-19 pandemia, examples of two moral levels of medical practice 
have been observed: heroism and death in the fulfillment of their duty of care, on the 
one hand; and cases that are located in the opposite negative extreme. This observa-
tion seems to verify the thesis that “no one can give what they do not have” (if you 
are not a person, you can’t treat others as persons). In other words a group that in 
addition to its knowledge relies on its medical vocation to exercise a scientifically 
correct and ethically humanized professional practice, centered on the person; and, 
another group that, through a technological and impersonal medical practice, applies 
its knowledge without human commitment.

13.4.1  How to Exercise in Practice a Medical Act Centered 
on the Person

Michel Balint [24] postulated that the best medicine a patient can receive corre-
sponds to the personality and personal manner of his own treating physician.

Gregorio Marañón [25], the wise Spanish doctor, declared that: “One is only a 
worthily doctor with the idea, stuck in the heart, that we work with imperfect instru-
ments and with insecurely useful remedies; but with the certain awareness that even 
where knowledge cannot reach, love always does”

And, Carlos Alberto Seguin [26] coined the concept of Therapeutic Eros, defin-
ing it as: “a disinterested, non-possessive, non-imperative love, free of sexual impli-
cations, that unites the doctor with the patient in a beneficial and flourishing 
quality”. To which one may add that the physician acts out of moral responsibility, 
to assist others, at the cost of various personal risks even in his/her own life.
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The royal way to empower the patient, and achieve an alliance with the doctor to 
work as a team, is the human encounter that constitutes the Person-Centered Medical 
Act, not exclusively related to the disease. In such a situation, the doctor, through 
the unconditional love that he/she experiences for his patient, manages to become a 
significant other who will accompany him and guide him/her in the patient’s fight, 
not only with illness but against the various causes of suffering.

In concrete practice, we must repeat, the person-centered medical act is, above 
all, an intimate and personal dialogue; a human encounter between two beings: one, 
affected in health and suffering from an ailment, and the other, professionally 
trained to take care of that person.

In that first meeting, the doctor should offer a cordial and respectful greeting, 
creating an atmosphere of human warmth and confidentiality. Knowing how to lis-
ten is the art made praxis in this encounter. Focusing attention on the patient’s com-
plaints is essential, asking pertinent questions to fully understand the patient’s 
illness and disease and also the influence of their socio-economic and cultural envi-
ronment. The doctor should always maintain a positive and optimistic tone, ending 
the encounter by summarizing to the patient what is understood as well as explain-
ing the diagnostic and therapeutic work plan that requires the collaborative effort of 
both. The farewell will be affectionate, specifying the date of the next meeting, and 
looking directly into the eyes of the patient, transmit reinforcing hope.

13.5  Conclusions

Both health and disease are existential situations that involve the whole being. In 
any of them, human beings react as a totality.

Science, technology and ethics must always be united. The advance of knowl-
edge reaches its fullest value when it broadens the moral horizons, that is, when it is 
directed to achieve the fullness of human experience.

PCM argues for a professional practice based on scientific research and technol-
ogy but, at the same time, conscious that we are treating human beings and not fix-
ing broken machines.

In such a conceptual framework, clinical care should be oriented to assessing and 
adequately managing three specific dimensions of any patient’s health problem: (a) 
the biological one, the body and its physical illness, (b) the subjective pattern of 
disease (psychological and spiritual “aching”) with its fears, concerns and, expecta-
tions; and (c) the socio-cultural-spiritual one, with all its “concepts and mythology 
of disease”, values   and faiths established in any culture.

To control disease and succeed in rescuing health, involves a joint effort among 
doctor, patient ,and family. On that endeavor, we must assume the responsibility of 
educating and counselling our patients, teaching them how to assume an active, col-
laborative and responsible role, contributing positively on the fight for their health. 
In other words, to educate and counsel them to become better partners for health.
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Chapter 14
Narrative Medicine

Laurence J. Kirmayer, Ana Gómez-Carrillo, Ekaterina Sukhanova, 
and Eduardo Garrido

14.1  Introduction

Narrative medicine is a recent innovation in clinical training, research, and practice 
that recognizes the human capacity to tell stories as central to health care. People are 
storytellers, and patients’ stories are key to understanding their health care prob-
lems, predicaments and concerns and to negotiating effective treatment. As self- 
interpreting beings, the ways we narrate our lives are crucial determinants of our 
own illness experience and behavior as well as the responses of others. Patients 
present their symptoms and suffering through stories. Physicians too use the vehicle 
of narrative to organize their thinking, engage in clinical conversations with patients 
and colleagues, provide explanations, and frame interventions. Narrative reasoning 
is central to clinical practice and stories are the primary way that meaning is attached 
to affliction by both patients and physicians [1, 2].

The narrative turn in medicine has been spurred by concerns that biomedicine 
gives insufficient attention to human subjectivity, treating the person’s relationship 
to their body much as an auto mechanic might treat the owner of a car. Patients’ 
accounts of their illness may then be heard only in terms of the diagnostic task of 
recognizing symptoms and signs of disease, ignoring the personal meanings and 
social contexts of illness that are crucial to understand and respond effectively to 
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health problems. Attention to patients’ stories provides insights into their experi-
ence and lifeworld. Focusing on the process of narration allows us to recognize 
patients as actively engaged in understanding and coping with their afflictions 
through meaning-making. This recognition can lead to new ways of listening in the 
clinical encounter and to new interventions that mobilize narrative resources to sup-
port patients’ coping and resilience [2]. A growing body of work on humanities in 
medicine suggests the power of literature, including illness narratives, as well as 
fiction and poetry, to promote clinical understanding and greater empathy for 
patients’ illness experience among health trainees and practitioners [3, 4]. Educators 
and practitioners of narrative medicine aim to mobilize the study of narrative as a 
tool for clinical care as well as research and training [2, 5, 6]. In this chapter, we 
outline these innovations and draw out their relevance to person-centered medicine.

14.2  What Is Narrative?

A narrative is a story, most often conveyed in words, of something that happened 
or could happen [7]. Narratives are basic forms of communication used to convey 
information, but they also serve to organize experience, thought and action. When 
communicated to others, narratives evoke, create or convey meaning by locating 
experiences and events both within the framework of the story, which invokes par-
ticular scenes or events, and in relation to the larger world, which provides a tacit 
backdrop to the story. This larger social world provides crucial background informa-
tion for making sense of the story and imbues what is said—and not said—with par-
ticular significance. Narratives portray a scenario, setting or situation and a causal 
trajectory, sequence or other temporal order, with past origins and future projections 
of what may happen. Our experience of the world is thus mediated by narratives—
both those we acquire through cultural learning over the course of development and 
those we construct for ourselves in everyday efforts to communicate.

Narratives are ubiquitous in human life and central to how we come to know 
ourselves, plan our actions, and explain ourselves to each other. Indeed, philoso-
phers and psychologists have argued that narrative is central to our sense of self 
[8–11]. We weave our experience into an autobiographical account and this, in turn, 
shapes our memories, goals, and expectations. Narratives are also crucial in the 
experience of health and illness, framing symptoms and giving them meaning, guid-
ing coping, help-seeking, and the response to interventions. In clinical settings, nar-
ratives serve as the basis for giving an account of our current concerns and our 
personal and medical history as well as the vehicle through which we convey treat-
ment plans and interventions; narrative is both discourse and praxis, ways of talking 
and of taking action [12].

Narratives are learned through social practices of conveying information and 
experience, explaining perspectives, organizing memory, justifying actions, posi-
tioning oneself, and influencing others [13]. Narrative capacities reflect cognitive 
and emotional abilities to structure experience in ways that allow diverse styles of 
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reasoning involving temporal, biographical, causal, and thematic structures [14]. 
Narratives also allow the individual to reframe or contextualize their experience, 
exercise control of behavior, imagine others’ points-of-view, consider new possi-
bilities, and enable the distinctive human capacities for meta-cognition and self- 
reflection. Further, narrative practices are sociocultural practices: they engage others 
in cooperative forms of communication, dialogue, and discourse that further extend 
individual capacities. Narrative content grounds cognition and experience in devel-
opmental histories and local worlds of meaning as well as generating new possibili-
ties for thought and action through the “what if” of imagination. Understanding 
these developmental, social and pragmatic functions of narrative can inform our 
deliberate use of narrative methods in medicine [15].

14.3  The Relevance of Narrative to Person-Centred Medicine

Narrative medicine is currently used as an umbrella term for a number of approaches 
that aim to counteract the deficiencies of a strictly biomedical model by borrowing 
from the humanities and the social sciences to consider the implications for clinical 
practice of the human capacity for storytelling. As defined by Rita Charon and her 
colleagues at Columbia University, whose research and advocacy provided one of 
the initial theoretical frameworks for this emerging field, narrative medicine is 
“medicine practiced with the narrative competence to recognize, absorb, interpret, 
and be moved by the stories of illness” ([16], p. vii). A committee of international 
experts in 2014 offered a further characterization of narrative medicine as “a funda-
mental tool to acquire, comprehend and integrate the different points of view of all 
the participants having a role in the illness experience” ([17], p. 8).

Listening to the patient is central to patient-centered medicine [18]. The realiza-
tion that the patient-clinician encounter is a bidirectional interaction is implicit in 
George Engel’s [19] biopsychosocial approach, which emphasized a framework for 
an integrative medicine that recognized the importance of patients’ experience, 
behavior, beliefs, and social context. Person-centered medicine aims to realize this 
vision with new tools and frameworks. Yet with economic pressures, the length of 
primary care consultations in high income countries is estimated to range from a 
median of 5 min to a high of 22 min (in Sweden); studies in the U.S.A. and Canada 
arrive at an estimate of 16–20 min [20]. The result of time constraints may be sub-
optimal medical care that neglects important aspects of the patient’s situation and 
fails to create an effective clinical alliance. Recognizing the value of patients’ sto-
ries and developing narrative skills can equip clinicians to push back against these 
constraints and insist on the time needed to establish and maintain an empathetic 
connection and elicit vital aspects of patients’ health condition and concerns.

Patient autonomy became a central concern in the second half of the twentieth 
century, while similar social forces gave rise to the learner-centered movement in 
education, and the importance of a collaborative clinician-patient relationship 
gained mainstream acceptance. This went along with greater recognition of the 
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importance of subjectivity in medical care [21]. It was in this context that attention 
to stories emerged as a focus in medical education. However, the emphasis on 
autonomy reframed the clinical encounter as akin to a customer-provider relation-
ship, undermining the deeper relational foundation of a medical ethics of care [22–
24]. Narrative medicine holds the promise of a more thoroughgoing engagement 
with patients as persons situated in a lifeworld.

The movements to respect patient autonomy and subjectivity coincided with the 
revision of standards by the Liaison Committee for Medical Education (LCME) of 
the Association of American Medical Colleges (AAMC), the accrediting agency for 
U.S. and Canadian medical education programs, to recommend the inclusion of 
ethical, behavioral and socioeconomic topics relevant to medicine [25], opening the 
door to greater attention to humanities and social science in medicine.

Narrative medicine can contribute to many of the goals central to person- 
centered medicine identified by Mezzich et al. [26], particularly in regard to its 
ethical commitments, holistic framework, cultural awareness and responsiveness, 
and relational and communication focus. Narrative medicine provides a toolkit for 
medical education and practice, which can expand the skills of clinicians. 
Narrative approaches can facilitate patient empowerment, strengthen the clinical 
relationship, and improve all aspects of care, including assessment, treatment, and 
rehabilitation.

The 2016 Madrid Declaration on Person-Centered Medical Education and the 
Goals of Healthcare proposed a number of future directions for the development of 
this field, asserting the value of traditional humanities in a holistically conceived 
medical education and calling for further research on the methodologies of incorpo-
rating such approaches in medical training with the goal of furthering the objectives 
of person-centered medicine [27].

14.4  Social Science Approaches to Illness Narratives

The turn to narrative in medicine was also motivated by earlier work in social sci-
ences. The psychiatrist and anthropologist Arthur Kleinman built on the conceptual 
distinction between “illness” and “disease” [28], to show how attention to patients’ 
illness narratives provided an essential complement to the clinician’s models of dis-
ease [29, 30]. Social psychologist Eliot Mishler [31, 32] examined the ways in 
which narrative accounts of the lifeworld emerged or were blocked in clinical 
encounters. Sociologist Arthur Frank [33] wrote about his own illness experience 
and the role of narrative in coping with symptoms and mortality, giving meaning to 
suffering, and instilling hope. This and much other work revealed patients as people 
actively seeking and elaborating the meaning of symptoms and suffering in an effort 
to understand and address their health concerns [34]. Acute illness causes discom-
fort, distress and uncertainty or immediate threat that requires appropriate action. 
Chronic illness poses questions about how to live with symptoms and disability. In 
both cases, narrative framing guides individuals’ responses as well as the ways they 
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convey their experience and concerns to others. Illness narratives may be malleable, 
rewritten as a result of the evolution of the disease process, life- experience, and the 
process of narration itself.

Symptom and illness experience have their origins in physiological processes of 
the body and the interoceptive mechanisms of the brain and peripheral nervous 
system. But all sensations are modulated by cognitive schemas, attributions and 
interpretations shaped by narrative processes of framing and communication by the 
patient and others in their familial and social world (Fig. 14.1). These narratives 
reflect individual development and previous symptom and illness experience, as 
well as cultural models. Narratives about symptoms and illness are always con-
structed and interpreted in relation to other available stories and narrative templates. 
For example, in describing a symptom like headaches, patients may refer to their 
own or others’ past experiences, information gleaned from TV or social media, and 
accounts from biomedical or other healing systems.

Sites and Settings
of Narration

Symptom or illness description,
prototypes, explanations

Self presentation and
personal history

Clinical presentations

Modes of Narration

Social practices

Neurobiological
Process

Illness
Experience

Symptom
Report

Cognitive & Attentional
Processes Symptom &

Illness Schemas

Interpersonal Processes
Coping & Help-Seeking

Illness Narratives

Clinical Encounter
Doctor-Patient Interaction

Health Care System

Social Processes
Workplace, Community

Positioning in Local World

Political Processes
Global Economic System

Discursive formations

Conscious
cognition

Interpersonal Interaction
Conversation

Health care settings

Other community settings

Society, electronic media &
global networks

Fig. 14.1 The narrative mediation of illness experience 
Illness experience is not simply a reflection of underlying disease processes, bur results from a 
complex web of events, attitudes, beliefs, actions and interpretations. While the biomedical model 
of disease focusses on the correspondence between symptoms and signs and underlying patho-
physiology, assuming there is a one-to-one correspondence, what is distressing about symptoms 
and what leads to dysfunction may include cognitive and interpersonal processes that are mediated 
by narratives. (Adapted from: Kirmayer, L. J. (2008). Culture and the metaphoric mediation of 
pain. Transcultural Psychiatry, 45(2), 318–338 [35])
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The dynamic interaction between clinician and patient narratives constitutes a 
space of potential meanings in which the patient’s experience is negotiated. 
However, there are great asymmetries in power in the doctor-patient relationship 
that shape the process of narration and that may silence the patient and the voice of 
the lifeworld. While some of this asymmetry is necessary and intrinsic to the doc-
tor’s role as expert [36], total domination of the course of the interview by a narrow 
technical agenda can lead clinicians to miss crucial information and to fail to engage 
in the kinds of conversational exchanges essential to building trust and a collabora-
tive relationship important for ethical and effective treatment. Clinical conversa-
tions that give patients freedom to position themselves in the discourse rather than 
having to submit to the dominant medical narrative can allow the person to organize 
their experience, disclose aspects of their lifeworld, and introduce their most urgent 
and intimate concerns with profound consequences for diagnostic assessment and 
treatment options.

The ways that symptoms and suffering are narrated are not only important to 
communicate distress and guide help-seeking, they can also influence the process of 
symptom perception and coping, amplifying or dampening the intensity of symp-
toms, and the emotional response to illness [37, 38]. A substantial body of work 
suggests that disclosing emotional distress and trauma experiences through narra-
tive can have beneficial effects on health and well-being including physiological 
function [39–41]. However, it appears that it is not simply open expression or dis-
closure but the organizing effects of narrative on cognition that mediate these posi-
tive effects [42]. Hence, narrative constructions of experience are the explicit focus 
of clinical interventions in health psychology and psychotherapy, which aim to help 
the patient (and their family) interpret symptoms and affliction in ways that are not 
simply biomedically accurate but that reduce anxiety or catastrophizing and pro-
mote coping and resilience. Even when doctor-patient communication does not 
focus explicitly on narrative as intervention, the production and negotiation of alter-
native narrative accounts is inevitably in play and contributes to illness behavior and 
clinical outcomes.

14.5  The Limits of Narrative

Narratives are ways of organizing and presenting experience or point of view or 
interpretation, but they may not always reflect or determine individuals’ actual 
experience and behavior. We can produce narratives as rationalizations or justifica-
tions, following prescribed forms of self-presentation, reason-giving, and justifica-
tion. We may dissimulate or even lie to ourselves, subscribing to a narrative that is 
at best a half-truth but that portrays us in ways that we like or find advantageous.

Narratives are produced in response to particular contexts and for specific pur-
poses. Although there are general expectations for how we converse that assume we 
take the other’s position into account and provide the necessary background infor-
mation to make ourselves intelligible [43], the constraints of the clinical interview 

L. J. Kirmayer et al.



241

may prevent crucial information needed to understand the patient’s story, leading to 
misinterpretation and misunderstanding.

Narrative medicine recognizes and respects the person’s story as central to their 
experience and to an ethical and effective clinical encounter. But people vary widely 
in their ability and propensity to articulate their experience through narrative. 
Indeed, some critics have claimed that narrative is not important to their sense of 
self or identity [44]. Certainly, there are aspects of the self that do not reside in sto-
ries or autobiographical accounts but in our embodied experiences, habits, routines 
and social positioning. Moreover, on situations of acute distress, it may be espe-
cially difficult to give a detailed or coherent story of the origins or context of our 
suffering. While patients with chronic or persistent conditions may develop a coher-
ent narrative, it may be formulaic and distant from the complexities of their life situ-
ation and lived experience.

For all of these reasons, it is important to focus on narratives as situated and 
pragmatic efforts at self-organization, presentation and communication and explore 
their meaning and significance in context. Further, we need to look beyond narrative 
to see the more fragmentary, metaphoric expressions that capture essential aspects 
of experience that may not yet be elaborated into a story [45]. Expanding the focus 
of narrative medicine on stories to consider the broader process of “poiesis” through 
which metaphors structure symptom experience and behavior can be an important 
corrective to over-valuing narratives [46].

14.6  Narrative in the Clinical Encounter

Narrative is used by patients not only to tell the history of their present illness and 
their past personal and medical history, but also to convey life circumstances, pre-
dicaments and concerns. Illness narratives influence how symptoms and diseases 
are experienced and dealt with. The process of narration itself can reshape illness 
experience as well as the individual’s sense of self and personhood [47–49]. Clinical 
assessment and treatment therefore require understanding and apprehending illness 
narratives both to grasp patients’ experience and to understand how their interpreta-
tions are shaping their response.

Constructing an illness narrative serves to domesticate symptoms; the narrative 
provides a bridge between the unexpected, unusual and disruptive effects and the 
expected, the usual, or “normal functioning.” When symptoms cannot be readily 
controlled, explained or normalized, they provoke a more extended search for mean-
ing and mastery. The failure to develop a meaningful and reassuring narrative may 
mark the onset of illness and prompt help-seeking.

To treat the whole person, the clinicians must recognize within the patient’s 
account not only what is relevant to biomedical diagnosis but, equally important, the 
materials for co-constructing a coherent narrative that organizes the patients’ expe-
rience to promote agency, adaptation, and recovery. As Fuks et al. [50] note, part of 
the suffering of illness results from “the absence of a meaningful narrative 
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explanation, an unfulfilled need for a story that makes sense over time” (p. 307). It 
follows that “the goal of the physician working from a narrative framework is to 
relieve the mystery of the broken story and its attendant suffering by helping the 
patient craft a new or amended narrative that can explicate the symptom or sign, 
provide a plausible causal chain, and begin to demystify the future for both inter-
locutors” (p. 308).

Narrative meaning is not simply elicited or uncovered by the clinician’s inquiry; 
it is always co-constructed with the patient. The sources of this co-construction 
include the ideas of patient and clinician but also the larger discursive frameworks 
and resources available in social context, including family, community, mass media, 
and other networks and institutions. Meaning is contingent on the field in which it 
emerges. This includes what Foucault [51] calls the discursive formation surround-
ing a particular utterance, which depends on social and cultural institutions and 
practices, and, in the clinical context, the symptom and illness explanations, disease 
models, potential treatments, expected course and outcome. The narrative that 
emerges reveals what Mikhail Bakhtin [52] called heteroglossia, the multiple voices 
and contexts embedded in every exchange, which provide potential new meanings. 
In the clinical interview, heteroglossia is reflected in the patient’s metaphors, profes-
sionals’ language, and the emotional significance of images and explanations that 
the doctor and patient bring to the conversation [46, 53].

Clinicians influence the illness narrative as listeners with their own perspective 
and life-story, as agenda setters with a mandate and responsibility to provide appro-
priate medical care, and as authorities in the institutional context in which narrative 
emerges. Clinicians have both direct and indirect influence on how patients produce 
and perceive their story [47]. Both clinicians’ and patients adjust their narratives in 
anticipation of and response to the other’s account. Clinicians are expected to 
explain the illness and prescribe effective treatment. Patients are expected to 
describe their problem in ways that fit diagnostic templates and to clearly report the 
changes they experience in response to treatment. At the same time, patients may try 
to be interesting, to capture the doctor’s attention, and doctors try to be authoritative 
to demonstrate their expertise, inspire confidence, and ensure treatment adherence 
[54]. These stances may help or hinder the process of mutual understanding and co- 
construction of a healing story. In the process, crucial information may remain 
unelicited or ignored and patients may feel unheard. In turn, clinicians may be frus-
trated when their recommendations are not taken up by patients.

A fundamental outcome of a shared narrative is an explanation for symptoms and 
affliction that is meaningful and useful for both patient and clinician. Constructing 
a credible explanation for symptoms and illness is one of the basic forms of help 
provided by biomedicine. Diagnosis is part of a medical narrative that gives mean-
ing and order to the strange and unsettling symptoms of illness, reducing the 
patient’s sense of uncertainty and fear. To accomplish this function of ordering 
experience, narratives must be jointly developed by patient and clinician and 
accepted by others in the patient’s local world. Even when potentially helpful narra-
tives are discovered by the patient or others in their life, the clinician can play an 
important role of ratification and legitimation, lending authority to the new account.
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If illness narratives are co-constructed, then meaning is created collabora-
tively through the narrative competencies of patient and physician. “Indeed, if 
healing is, at least in part, the mending of a broken tale, then care is hindered 
when the patient’s metaphors have been silenced. Further, if congruence of con-
ceptual models of illness is needed for a strong clinical bond, then the patient’s 
metaphors have to be not only heard, but also understood and shared. A particu-
lar challenge is the unearthing of private or idiosyncratic metaphors that require 
a serious degree of clinical listening and patience to be comprehended” ([50], 
p. 304).

14.7  Narrative Methods in Clinical Practice

Although narrative is a part of everyday communication, learning to listen 
closely to stories to facilitate empathy, derive clinically relevant information, 
and devise narrative interventions requires specific frameworks. In simple terms, 
any method that seeks to elicit, engage, understand and intervene through the 
stories told or imagined by patients or clinicians as part of clinical practice can 
be viewed as a narrative method. The use of knowledge gained through stories 
to guide clinical interventions requires active listening skill to elicit narratives. 
Stories emerge not only by one person narrating and another listening attentively 
but also in the back-and-forth of conversation. In either case, the listener uses 
background information to create a ‘mental model’ of events as the story unfolds. 
This process involves filling in the unsaid or implicit through inferences, which 
depend on a fund of shared knowledge about the body, life experience and social 
contexts. When this knowledge is not shared, as may occur when patient and 
clinician have had very different life experiences or come from different cultural 
backgrounds, the inferential process may be difficult and prone to error, misin-
terpretation, and misunderstanding.

Narrative methods can be applied to clinical practice in three broad ways: (1) to 
elicit and understand patients’ accounts of symptoms, illness, and suffering; (2) to 
more effectively formulate and convey the clinicians’ explanations; and (3) to devise 
interventions explicitly based on narrative processes.

Table 14.1 lists some methods for eliciting patient illness narratives. These pro-
vide ways to inquire into patients’ experience and concerns and allow the space for 
narrative elaboration. They can be entirely open-ended or structured to explore spe-
cific domains of interest or modes of narration. Several of the tools use visual rep-
resentations of a temporal grid or trajectory which can help to engage the patient in 
a process of constructing and reflecting on their life history and which may allow 
some distance, facilitating the discussion of sensitive issues. In addition, the way in 
which the grid anchors narratives in accounts of life events can reveal important 
patterns, sequences or turning points. Although conceptually there is a difference 
between eliciting narratives and intervening through narratives, the process of nar-
rative elicitation constitutes a form of intervention in itself.
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Kleinman et al. [30] introduced a simple set of 8 questions that can be used to 
explore key features of the patients understanding of the illness. When time allows, 
the clinician can use these as a basis to elicit a more comprehensive illness narrative, 
with questions and responses that clarify and deepen the account.

The McGill Illness Narrative Interview is a semi-structured protocol for eliciting 
in-depth narratives centered on specific symptoms or illness experiences [59]. 

Table 14.1 Methods for eliciting patient narratives

Tool Method/approach Domains/content/focus Applications Reference

Patient’s 
Explanatory 
Model 
Questions

8 flexible, open-
ended questions 
developed for general 
medical use

Perceived causes of 
problem, reasons for 
onset, mechanism, 
impact, expected 
treatment, course and 
outcome

Clinical 
Assessment
Training
Research

Kleinman 
et al. [30]

Life chart
Life history 
grid
Self-
discovery 
tapestry

Visual tools for 
mapping key 
life-events

Serve as prompt for 
eliciting life narratives 
around significant life 
events, showing 
temporal patterns, and 
fostering discussion

Clinical 
Assessment
Intervention
Training
Research

Anderson and 
Brown [55]
Feldman and 
Howie [56]
Meltzer et al. 
[57]

Explanatory 
model 
interview 
catalogue 
(EMIC)

Semi-structured 
interview, open-ended 
questions

In-depth exploration of 
illness explanatory 
models

Research Weiss [58]

McGill 
illness 
narrative 
interview 
(MINI)

Semi-structured 
interview, symptom 
focused, open-ended 
questions
Developed as 
research tool for 
eliciting symptom 
experience, illness 
narratives, and 
help-seeking

Initial symptom 
experience (temporal 
narrative); symptom or 
illness prototypes from 
self, others or media; 
explanatory models 
(diagnostic labels, causal 
explanations, 
expectations for 
outcome)

Research
Training
Can be used 
for qualitative 
and 
quantitative 
data analysis
Used in 
training of 
medical 
residents

Groleau et al. 
[59]

Barts 
Explanatory 
Model 
Inventory 
(BEMI)

Structured interview Focus exploration of 
illness explanation 
covering illness identity, 
causes, timeline, 
consequences, cure/
control

Clinical 
Assessment
Research

Rüdell et al. 
[60]

Clinical 
ethnographic 
interview 
(CEI)

Semi-structured 
interview 
supplemented with 
social network map, 
body image map, and 
timeline of illness 
experience

Components of DSM-IV 
cultural formulation and 
social/cultural context of 
illness

Clinical 
Assessment
Training
Research

Arnault and 
Shimabukuro 
[61]
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Table 14.1 (continued)

Tool Method/approach Domains/content/focus Applications Reference

Cultural 
Formulation 
Interview 
(DSM-5 CFI)

Semi-structured 
interview, 16 
open-ended questions

Problem definition; 
causal explanations; 
social stressors and 
supports; cultural 
identity; coping and 
help-seeking; 
expectations for care
Supplementary modules 
on explanatory models, 
level of functioning, 
social network, 
psychosocial stressors, 
spirituality and religion, 
migration, 
developmental 
experiences; care giver 
experience

Clinical 
Assessment
Training
Developed to 
facilitate 
assessment of 
culturally 
relevant 
information in 
psychiatric 
diagnostic 
interviews

Lewis- 
Fernández 
et al. [62]

Originally developed as a research tool for studies of help-seeking and health care 
utilization, the MINI has been adapted for clinical training in family medicine, 
internal medicine, and psychiatry to help trainees gain awareness of the patient’s 
perspective and the social contexts of illness [63–65].

Elements of Kleinman’s explanatory model questions and the MINI were incorpo-
rated in the DSM-5 Cultural Formulation Interview, a brief semi-structured interview 
for eliciting patients’ illness models [66]. The CFI is based on the DSM-5 Outline for 
Cultural Formulation, which includes clinically relevant aspects of the person’s cul-
tural identity, illness explanations, social stressors and supports, and expectations for 
care. The core CFI has 16-items and can be administered in about 20 min. A parallel 
version can be used with family members or other key informants who can provide 
added contextual information. Supplementary modules are available to guide inquiry 
into specific domains or life contexts [62]. Although developed for psychiatric diag-
nostic assessment, the CFI is widely applicable to medical practice [67].

While the information elicited through these methods can be used to guide diag-
nostic assessment, narrative medicine aims for a broader view of patients’ experi-
ence. Narrative practices are undergirded by several key concepts:

• Narrative knowledge refers to the meaning and significance of stories elabo-
rated through cognitive, symbolic and affective processes. In clinical practice, the 
ability to use narrative knowledge allows clinicians to translate general knowl-
edge of disease into explanations specific to individual patients in their lifeworld.

• Narrative understanding is the process of developing insight into how events—
real or imagined—relate to patients’ experience, including the multiple perspec-
tives and attitudes available and influences both internal and external to the 
narrative. As Hutto [68] writes “To understand narratively is to grasp the signifi-
cance of what goes on in a particular episode of inter-connected happenings. […] 
We gain a narrative understanding of what someone has done and why if we are 

14 Narrative Medicine



246

provided with a coherent and revealing account that provides details of how a 
specific series of events unfolded and what those involved in such goings-on 
thought and felt about them” (p. 2).

• Narrative humility, a term coined by DasGupta [69], describes the attitude of 
narratively competent clinicians who accept patients as teachers and recognize 
themselves as lifelong learners who know how “to listen to, and surrender to, the 
other” (p. 1391). Central to this notion, which is similar to cultural humility [70], 
is the ability to take a non-judgmental stance towards the sufferer’s account 
while remaining aware of one’s biases and positionality in the encounter. This 
includes the recognition of the limitations of narrative and other means of mutual 
understanding, which requires that one remain open to the other and to rethink-
ing and revising one’s position.

• Narrative therapeutics refers to the explicit use of narrative as an intervention. 
This includes the recognition that the attentiveness of a skilled clinician who can 
listen to a patient’s narrative in a sympathetic manner can itself provide healing 
through helping the patient derive meaning from the clinical encounter which also 
helps decrease the fear, anxiety and uncertainty that often obstruct healing [50].

Narrative therapeutics can go beyond the beneficial effects of empathic listening and 
meaning-making to enable patients to acquire new ways of coping and adapting. 
Table 14.2 lists some forms of intervention that make deliberate use of narrative. The 

Table 14.2 Narrative therapeutics

Intervention Approach Applications Reference

Narrative therapy Employs narrative empathy and 
inquiry to identify pathogenic 
narratives and work to replace 
with stories that are more 
salutogenic

Common mental disorders, 
eating disorders, trauma-
related disorders

White and 
Epston [71]

Combined with 
Motivational Interviewing 
for treatment of substance 
use disorders in primary 
care

Oshman and 
Combs [72]

Focused narrative 
intervention

Use of tailored narrative 
intervention to address specific 
health problem

Treatment of depression in 
palliative care

Lloyd- 
Williams 
et al. [73]

miLivingStory
Telephone-based life narrative 
review

Depression in patients with 
advanced cancer

Wise et al. 
[74]

Narrative 
informed medical 
family therapy

Integrative of narrative theory 
approach with Medical Family 
Therapy

Chronic illness Williams- 
Reade et al. 
[75]

Medically unexplained 
symptoms

Rajaei and 
Jensen [76]

Bibliotherapy Therapeutic use of fiction or 
poetry

Addressing issues of 
chronic illness, identity, 
stigma and loss

Peterkin and 
Grewal [77]

Narrative 
intervention in 
public health

Use of narrative methods to 
develop health communication 
to promote behavioral change

Health promotion Perrier and 
Martin 
Ginis [78]
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therapeutic uses of narratives include fostering reflection on the prevailing models 
and discourses that frame the patient’s problem and its implications, offering alterna-
tive accounts, encouraging the development of explanations that modify or supplant 
patients’ accounts through processes of reframing or reattribution, or prescribing 
explicit exercises to generate and enact new narratives in interaction with others.

14.8  Narrative and the Clinical Alliance

The practice of narrative medicine employing close listening and negotiation of 
shared meaning and understanding can contribute to a strong patient-clinician alli-
ance and increase treatment adherence. The clinical alliance is central to the practice 
of medicine. In addition to its ethical importance, research on the patient-doctor rela-
tionship has demonstrated that the quality of the patient-doctor relationship influences 
both patient satisfaction and clinical outcomes [18, 79]. A strong clinical alliance 
increases trust and confidence in the healer and positive expectations, which result in 
hope, treatment adherence, and enhanced placebo response to interventions.

Developing a shared narrative starts with active listening by the clinician which 
can make patients feel heard and understood. Charon et al. [80] refer to this dimension 
of narrative medicine as clinical attention. Active listening allows the patient to be 
present to the clinician who can then represent them in their own thinking about the 
nature of the illness and in formulating a response. This response then furthers a pro-
cess of relatedness or affiliation that is central to the helping relationship. The combi-
nation of these three dimensions—attention, representation and affiliation—allows 
the patient gain trust, feel reassured and actively participate in the healing process.

In a meta-analysis of 48 studies, Arbuthnott and Sharpe [81] found that a positive 
physician-patient relationship contributes to treatment adherence. In psychiatry and 
especially in psychotherapy, the clinical alliance is recognized as crucial, but it 
remains relevant for any change in health behaviour or adoption of new regimens 
and routines necessary to treat, manage or prevent most disorders.

How people understand an illness shapes their treatment expectations and 
response. The more that patient and clinician manage to align their conceptual mod-
els of illness and disease, the greater coherence and synchronicity emerges in their 
interactions, which in turn, may enhance mutual understanding and trust through 
positive feedback. For patients, this synchrony may translate into confidence in the 
clinician’s healing abilities, as well as an experience of being listened to that rein-
forces their sense of agency and self-efficacy, all of which can contribute to positive 
clinical outcomes.

14.9  Narrative Interventions

There is a narrative dimension to all clinical interactions and one consequence of 
describing one’s predicament to a clinician is to embed it in a story. This embedding 
confers specific meaning to experiences. In turn, clinicians may ratify, challenge or 
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disrupt patients’ narratives and offer alternatives [82]. Mattingly [83] has discussed 
how clinicians can situate patients’ stories within a larger narrative frame in a pro-
cess of therapeutic emplotment.

Narrative is a key element of most forms of psychological intervention in 
behavioral medicine and psychotherapy. For example, many forms of cognitive 
therapy assume that narratives reveal core beliefs and assumptions that can be 
pathogenic. Having an account of one’s illness or life circumstances that evokes 
anxiety, avoidant behaviour or other maladaptive coping responses can amplify 
symptoms and impair well-being and functioning. Helping patients alter their 
illness narratives can lead to symptom reduction and improve well-being and 
functional status [84].

Narrative interventions may aim to change pathogenic narratives by constructing 
alternative accounts whether in conversation, imagination, writing or other forms of 
symbolic enactment. Specific methods include bibliotherapy, journal or diary keep-
ing, letter-writing, collaborative note-taking, and storytelling. Arts-based methods 
can be used to facilitate narration or allow a form of nonverbal narrative ordering of 
experience. Narrative therapy, as developed by White and Epston [71] employs 
these methods to identify pathogenic narratives and actively work to replace these 
with stories that are more salutogenic. The key elements include: exploring and 
‘deconstructing’ the patient’s illness narratives; externalizing the problem by under-
standing its larger social structural and discursive origins; identifying the impact of 
the illness and its narrative construals on the patient and others in their family; and, 
ultimately, rewriting or reauthoring illness and self-narratives to support more adap-
tive responses. These interventions simultaneously address individuals’ self- 
understanding, their ways of engaging the world, and their adaptation to illness. 
Narrative therapy can be integrated with other psychosocial and behavioral inter-
ventions, like Motivational Interviewing to treat substance use disorders [72] or 
Medical Family Therapy [75].

14.10  The Ethics of Narrative and Narrative Ethics

The study of narrative has also been recognized as essential in medical ethics. 
Ethical dilemmas are framed in terms of “what if” narratives and exploring the con-
struction of these accounts provides ways to understand patients’ predicaments and 
imagine alternatives [85, 86]. People frame their illness and the moral quandaries 
and choices that arise in treatment in terms of particular stories involving self, rela-
tionships and the meanings of sickness and recovery. To the extent that clinical 
accounts ignore patients’ stories as essential data in framing therapeutic options and 
decision making, they may contribute to epistemic injustice, in which the patient is 
disqualified as a knower and knowledge maker.

One of the lessons of narrative theory and research for bioethics is the multiplic-
ity, heteroglossia and indeterminacy of illness narratives. While overly fixed or rigid 
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stories may be part of the patients’ predicament, stories also provide ways to contain 
the threat and chaos presented by affliction. Illness narratives shift with the context 
of retelling and evolve with repeated retelling in ways that reveal new layers of 
meaning and afford new possibilities for adaptation [84, 87].

Close listening provides a path to empathy, but this requires understanding the 
building blocks of patients’ accounts, which are based in their distinctive lifeworlds, 
social contexts, and cultural systems of meaning [88]. Clarifying the meaning of 
ethical dilemmas thus requires attention to social and cultural background knowl-
edge and context.

The valorization of narrative creates its own ethical dilemmas [89, 90]. The 
focus on narrative privileges patients’ ability to give coherent accounts of their 
concerns. Yet many individuals may be reluctant to share their stories with clini-
cians, lack facility with storytelling, or experience their symptoms and suffering 
in ways that are chaotic or inchoate and do not lend themselves to a smooth and 
coherent account. This difficulty with narrative itself may reveal important 
dimensions of their embodied experience and predicament, but it may also impair 
patients’ ability to elicit attention and understanding from care providers [46]. 
Narrative forms may also differ across cultures resulting in stories that may be 
difficult to follow or unsatisfying for clinicians who expect a more familiar or 
conventionally structured account. Attention to more fragmentary or unusual 
modes of expression is crucial to building an effective alliance with the full range 
of patients [46, 89, 90].

14.11  Teaching and Learning Narrative Medicine

Most work on narrative methods has focused on training, which eventually influ-
ences clinical practice. To enable practitioners to acquire narrative competency as a 
basic framework and set of skills for diagnosis, treatment and care, it needs to be 
made integral to medical education and professional development [91]. Some stud-
ies have suggested that medical students show a decrease in empathy over the course 
of their training, specifically, at the time they begin clinical clerkships: as students 
develop the skills required to take a standardized clinical history, they may become 
less capable of encouraging and utilizing patients’ narratives [92, 93]. Narrative 
medicine training may counteract this negative effect of medical education [94]. 
Although skills such as cultural competence have gained recognition as part of 
accreditation standards, most curricula continue to provide limited training in nar-
rative approaches to clinical interaction, assessment, formulation, and intervention. 
Several small-scale surveys point to improved student outcomes following curricu-
lar integration of humanities and social sciences in medicine, including anthropol-
ogy, sociology, psychology, history, philosophy, and literary studies, but more 
research and evaluation is needed to demonstrate the impact of such practices and 
support wider acceptance [95].
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In the past two decades, medical schools across the globe have started experi-
menting with curricular options that provide opportunities for students to 
explore the cultural meanings and values underpinning concepts of health and 
illness in diverse populations [96]. Institutions embracing the concept of medi-
cal humanities within the framework of person-centered care tend to be more 
open to the use of narrative medicine as a tool to foster skills such as close read-
ing, active listening, interviewing skills, critical analysis of narratives, and self-
reflection to identify explicit and implicit biases. There is a wide range of 
approaches to integrating humanities in medicine which illustrate the potential 
for narrative medicine [97].

For example, the Technical University of Munich, Germany, offers a 2-year pro-
gram in Lettered Medicine & Lettered Medical Education that is designed as an 
enrichment curriculum for medical students but is also open to practicing physi-
cians. The program combines medical humanities coursework and seminars with 
elements of narrative medicine techniques. The focus is on improving effectiveness 
in clinical settings as well as helping clinicians engage with the humanities in ways 
that can prevent burnout and provide greater professional fulfillment. The Icahn 
School of Medicine at Mount Sinai School of Medicine of New York requires an Art 
of Listening course for all first-year freshmen and offers other optional interdisci-
plinary courses linking medicine to art, humanities and philosophy. The University 
of Basel, Switzerland, includes medical humanities as a core subject, requires a 
yearlong project in psychosocial medicine in the third year of its medical education 
program, and emphasizes the development of physician-patient communicative 
skills, particularly in the last 2 years of the program.

Recently, increased attention has been given to raising medical students’ 
awareness of structural determinants of health and equipping them with a criti-
cal lens to address the legacies of discrimination and to encourage active 
engagement in advocacy for a more equitable and efficient healthcare delivery 
[98]. This has been particularly evident in the U.S., where the lack of universal 
healthcare coverage drastically exacerbates other social inequities, resulting in 
major disparities in health outcomes. Columbia University, where the concept 
of narrative medicine was developed, offers a free-standing Masters in Narrative 
Medicine, open to both clinical and non-clinical students interested in conduct-
ing research in the field. The CUNY School of Medicine (CSOM), one of the 
most diverse medical schools in North America, focuses on educating primary 
care physicians to work with diverse, largely underserved populations and pro-
mote healthier communities. At CSOM, the commitment to narrative medicine 
follows from the school’s mission which is anchored in an understanding of 
social determinants of health. CSOM’s innovative curriculum includes a 
required course in narrative medicine, taken during Year One of the BS/MD 
program, that aims to develop narrative competences through reading, reflective 
writing and discussion. An additional elective in narrative medicine as well as 
numerous extracurricular opportunities to engage with arts and humanities are 
available, including workshops that use both visual and narrative art to discuss 
the impact of factors such as environment, socioeconomic status, race and gen-
der, education and nutrition on health and illness.
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14.12  Conclusions and Implications 
for Person-Centered Care

We are storied beings: narrative is at the heart of human experience in health and ill-
ness. Narrative medicine aims to equip clinicians to skillfully receive and respond to 
the stories through which patients convey their concerns. This is complicated by the 
realization that narratives are not simply preconceived and packaged gifts passed along 
to an open-minded listener, but co-constructions, created in response to particular con-
texts, with the active participation of the listener or interlocutor as well as others who 
may not be present in the clinical encounter. The stories of patients as well as those 
produced by clinicians have multiple authors, reflecting the voices of family, friends, 
colleagues as well as popular accounts circulated in the community and through social 
media. Moreover, we do not write or tell stories simply to express what we already 
know but to discover (construct or invent) a position. Hence, narrative exchange is 
always a process of creative discovery. Even when old stories are being rehearsed, the 
way they are told conveys new information about the person’s current situation.

Narrative medicine provides new ways of approaching clinical practice and 
resources for training and for research that can inform person-centered medicine. 
Narrative studies provide insights into the nature of the self and the process of resil-
ience and adaption. Narrative medicine provides pedagogical methods for deepening 
clinical empathy and understanding of patients as persons situated in a lifeworld, as 
well as cultivating practitioners’ ability to listen and communicate effectively. Learning 
to listen to narratives is a crucial clinical skill for exploring patient experience, and 
reflecting on and reconstructing narratives are important therapeutic interventions.

Narrative is also a path to understanding the social world that gives rise to health 
inequities and resources for coping, resilience and healing. Stories can convey the 
patient’s predicament and provide both the motive force and rhetorical tools for 
advocacy. Recognizing the patient as person requires engaging with their narrative, 
whether this is expressed in words or actions. The dialogical mechanisms inherent 
in a narrative approach can help counteract some of the implicit biases and stigma 
in healthcare delivery. This can support the process of identifying and addressing 
structural inequities in clinical care and of forging the solidarity needed for effective 
advocacy. For all of these reasons, narrative medicine provides a central pillar of 
any vision of person-centered medicine.

Acknowledgements and Disclosures The authors do not report conflicts of inter-
est in regard to this manuscript.

References

1. Brody H. Stories of sickness. Oxford University Press; 2002.
2. Greenhalgh T, Hurwitz B, editors. Narrative based medicine: dialogue and discourse in clini-

cal practice. London: BMJ Books; 1999.

14 Narrative Medicine



252

3. Bleakley A.  Medical humanities and medical education: how the medical humanities can 
shape better doctors. Routledge; 2015.

4. Charon R. Narrative medicine: a model for empathy, reflection, profession, and trust. J Am 
Med Assoc. 2001;286(15):1897–902.

5. Charon R. What to do with stories: the sciences of narrative medicine. Can Fam Physician. 
2007;53(8):1265–7.

6. Hurwitz B, Greenhalgh T, Skultans V, (Eds.). Narrative research in health and illness. 
Wiley; 2008.

7. Bal M. Narratology: introduction to the theory of narrative. 4th ed. University of Toronto 
Press; 2017.

8. Bruner JS. Acts of meaning. Harvard University Press; 1990.
9. Bruner JS. Making stories: law, literature, life. Harvard University Press; 2003.

10. Schechtman M. The constitution of selves. Cornell University Press; 2018.
11. Taylor C. The language animal. Harvard University Press; 2016.
12. Holmgren L, Fuks A, Boudreau D, Sparks T, Kreiswirth M. Terminology and praxis: clarify-

ing the scope of narrative in medicine. Lit Med. 2011;29(2):246–73.
13. Hutto DD. Folk psychological narratives: the sociocultural basis of understanding reasons. 

MIT Press; 2012.
14. Turner M.  The literary mind: the origins of thought and language. Oxford University 

Press; 1996.
15. Hutto DD, Brancazio NM, Aubourg J. Narrative practices in medicine and therapy: philo-

sophical reflections. Style. 2017;51(3):300–17.
16. Charon R. Narrative medicine: honoring the stories of illness. Oxford University Press; 2008.
17. Fioretti C, Mazzocco K, Riva S, Oliveri S, Masiero M, Pravettoni G. Research studies on 

patients’ illness experience using the Narrative Medicine approach: a systematic review. BMJ 
Open. 2016;6(7):e011220.

18. Stewart M, Brown JB, Weston W, McWhinney IR, McWilliam CL, Freeman T.  Patient- 
centered medicine: transforming the clinical method. CRC Press; 2013.

19. Engel GL.  The need for a new medical model: a challenge for biomedicine. Science. 
1977;196(4286):129–36.

20. Irving G, Neves AL, Dambha-Miller H, Oishi A, Tagashira H, Verho A, Holden J. International 
variations in primary care physician consultation time: a systematic review of 67 countries. 
BMJ Open. 2017;7(10):e017902.

21. Sullivan M. The new subjective medicine: taking the patient’s point of view on health care 
and health. Soc Sci Med. 2003;56(7):1595–604.

22. Kleinman A. The soul of care: the moral education of a husband and a doctor. Penguin; 2019.
23. Saad TC. The history of autonomy in medicine from antiquity to principlism. Med Health 

Care Philos. 2018;21(1):125–37.
24. Tauber AI. Sick autonomy. Perspect Biol Med. 2003;46(4):484–95.
25. Jonsen AR. Leadership in meeting ethical challenges. Acad Med. 1987;62(2):95–9.
26. Mezzich JE, Kirisci L, Salloum I, Trivedi J, Kar SK, Adams N, Wallcraft J. Systematic con-

ceptualization of person centered medicine and development and validation of a person- 
centered care index. Int J Pers Cent Med. 2016;6(4):219–47.

27. International College of Person-Centered Medicine. Madrid declaration on person centered 
medical education and the goals of healthcare. Int J Pers Cent Med. 2017;7:80–1.

28. Eisenberg L. Disease and illness distinctions between professional and popular ideas of sick-
ness. Cult Med Psychiatry. 1977;1(1):9–23.

29. Kleinman A. The illness narratives: suffering, healing, and the human condition. New York: 
Basic Books; 1988.

30. Kleinman A, Eisenberg L, Good B. Culture, illness, and care: clinical lessons from anthropo-
logic and cross-cultural research. Ann Intern Med. 1978;88(2):251–8.

31. Clark JA, Mishler EG.  Attending to patients’ stories: reframing the clinical task. Sociol 
Health Illn. 1992;14(3):344–72.

32. Mishler EG.  The discourse of medicine: dialectics of medical interviews. Greenwood 
Publishing Group; 1984.

L. J. Kirmayer et al.



253

33. Frank AW. The wounded storyteller: body, illness and ethics. Chicago: University of Chicago 
Press; 1995.

34. Mattingly C, Garro LC, editors. Narrative and the cultural construction of illness and healing. 
University of California Press; 2000.

35. Kirmayer LJ.  Culture and the metaphoric mediation of pain. Transcult Psychiatry. 
2008;45(2):318–38.

36. Pilnick A, Dingwall R. On the remarkable persistence of asymmetry in doctor/patient interac-
tion: a critical review. Soc Sci Med. 2011;72(8):1374–82.

37. Ainley V, Maister L, Brokfeld J, Farmer H, Tsakiris M.  More of myself: manipulating 
interoceptive awareness by heightened attention to bodily and narrative aspects of the self. 
Conscious Cogn. 2013;22(4):1231–8.

38. Kirmayer LJ, Sartorius N.  Cultural models and somatic syndromes. Psychosom Med. 
2007;69(9):832–40.

39. Cepeda MS, Chapman CR, Miranda N, Sanchez R, Rodriguez CH, Restrepo AE, et  al. 
Emotional disclosure through patient narrative may improve pain and well-being: results 
of a randomized controlled trial in patients with cancer pain. J Pain Symptom Manag. 
2008;35(6):623–31.

40. Pennebaker JW. Telling stories: the health benefits of narrative. Lit Med. 2000;19(1):3–18.
41. Pennebaker JW, Smyth JM. Opening up by writing it down: how expressive writing improves 

health and eases emotional pain. New York: Guilford Publications; 2016.
42. Pennebaker JW.  Expressive writing in psychological science. Perspect Psychol Sci. 

2018;13(2):226–9.
43. Sperber D, Wilson D. Relevance: communication and cognition. Cambridge, MA: Harvard 

University Press; 1986.
44. Strawson G. The unstoried life. In: Altobrando A, Niikawa T, Stone R, editors. The realiza-

tions of the self. Cham: Palgrave Macmillan; 2018. p. 113–33.
45. Kirmayer LJ. The body’s insistence on meaning: Metaphor as presentation and representation 

in illness experience. Med Anthropol Q. 1992;6(4):323–46.
46. Kirmayer LJ. Broken narratives: Clinical encounters and the poetics of illness experience. In: 

Mattingly C, Garro L, editors. Narrative and the cultural construction of illness and healing. 
Berkeley: University of California Press; 2000. p. 153–80.

47. Hydén LC. Illness and narrative. Sociol Health Illn. 1997;19(1):48–69.
48. Polkinghorne DE. Narrative and self-concept. J Narrat Life Hist. 1991;1(2–3):135–53.
49. Williams G.  The genesis of chronic illness: narrative reconstruction. Sociol Health Illn. 

1984;6(2):175–200.
50. Fuks A, Kreiswirth M, Boudreau D, Sparks T. Narratives, metaphors, and the clinical rela-

tionship. Genre: Forms of Discourse and Culture. 2011;44(3):301–13.
51. Foucault M. The archeology of knowledge. New York: Pantheon Books; 1972.
52. Bakhtin MM. The dialogic imagination: four essays. University of Texas Press; 2010.
53. Bleakley A. Thinking with metaphors in medicine: the state of the art. Taylor & Francis; 2017.
54. Beckman HB, Frankel RM. The effect of physician behavior on the collection of data. Ann 

Intern Med. 1984;101(5):692–6.
55. Anderson JE, Brown RA. Life history grid for adolescents. Soc Work. 1980:321–3.
56. Feldman S, Howie L.  Looking back, looking forward: reflections on using a life history 

review tool with older people. J Appl Gerontol. 2009;28(5):621–37.
57. Meltzer PJ, Abbott P, Spradling P. Teaching gerontology using the Self-Discovery Tapestry: 

an innovative instrument. Gerontol Geriatr Educ. 2003;23(2):49–63.
58. Weiss M. Explanatory Model Interview Catalogue (EMIC): framework for comparative study 

of illness. Transcult Psychiatry. 1997;34(2):235–63.
59. Groleau D, Young A, Kirmayer LJ.  The McGill Illness Narrative Interview (MINI): an 

interview schedule to elicit meanings and modes of reasoning related to illness experience. 
Transcult Psychiatry. 2006;43(4):671–91.

60. Rüdell K, Bhui K, Priebe S. Concept, development and application of a new mixed method 
assessment of cultural variations in illness perceptions: Barts Explanatory Model Inventory. 
J Health Psychol. 2009;14(2):336–47.

14 Narrative Medicine



254

61. Arnault DS, Shimabukuro S. The clinical ethnographic interview: a user-friendly guide to the 
cultural formulation of distress and help seeking. Transcult Psychiatry. 2012;49(2):302–22.

62. Lewis-Fernández R, Aggarwal N, Hinton L, Hinton D, Kirmayer LJ, editors. Handbook for 
the DSM-5 cultural formulation. Washington: APPI Press; 2015.

63. Bastos DF, Cunha AJLAD, Souza AND. The experience of family medicine interns conduct-
ing McGill Illness Narrative Interview with non-compliant chronic patients. Rev Bras Educ 
Med. 2018;42(3):178–88.

64. Covelli V, Figini L, Santagelo A, Memini F, Bonforte G. A narrative medicine pilot study 
using the McGill Illness Narrative Interview (MINI) with patients suffering from nephropa-
thy and on dialysis. J Soc Sci Humanit. 2019;2(3):62–5.

65. Groleau D, D’Souza NA, Bélanger E.  Integrating the illness meaning and experience of 
patients: the McGill illness narrative interview schedule as a PCM clinical communication 
tool. Int J Pers Cent Med. 2013;3(2):140–6.

66. Lewis-Fernández R, Aggarwal NK, Bäärnhielm S, Rohlof H, Kirmayer LJ, Weiss MG, 
et al. Culture and psychiatric evaluation: operationalizing cultural formulation for DSM-5. 
Psychiatry. 2014;77(2):130–54.

67. Lewis-Fernández R, Aggarwal NK, Kirmayer LJ. The cultural formulation interview: prog-
ress to date and future directions. Transcult Psychiatry. 2020;57(4):487–96.

68. Hutto DD. Narrative understanding. In: Carroll N, Gibson J, editors. The Routledge compan-
ion to philosophy of literature. New York: Routledge; 2016. p. 281–301.

69. DasGupta S. Between stillness and story: lessons of children’s illness narratives. Pediatrics. 
2007;119(6):e1384–91.

70. Tervalon M, Murray-Garcia J. Cultural humility versus cultural competence: a critical dis-
tinction in defining physician training outcomes in multicultural education. J Health Care 
Poor Underserved. 1998;9(2):117–25.

71. White M, Epston D. Narrative means to therapeutic ends. W.W. Norton & Company; 1990.
72. Oshman LD, Combs GN.  Integrating motivational interviewing and narrative therapy 

to teach behavior change to family medicine resident physicians. Int J Psychiatry Med. 
2016;51(4):367–78.

73. Lloyd-Williams M, Shiels C, Ellis J, Abba K, Gaynor E, Wilson K, Dowrick C. Pilot ran-
domised controlled trial of focused narrative intervention for moderate to severe depression 
in palliative care patients: DISCERN trial. Palliat Med. 2018;32(1):206–15.

74. Wise M, Marchand LR, Roberts LJ, Chih MY. Suffering in advanced cancer: a randomized 
control trial of a narrative intervention. J Palliat Med. 2018;21(2):200–7.

75. Williams-Reade J, Freitas C, Lawson L. Narrative-informed medical family therapy: using 
narrative therapy practices in brief medical encounters. Fam Syst Health. 2014;32(4):416.

76. Rajaei A, Jensen JF. Empowering patients in integrated behavioral health-care settings: a nar-
rative approach to medical family therapy. Fam J. 2020;28(1):48–55.

77. Peterkin A, Grewal S.  Bibliotherapy: the therapeutic use of fiction and poetry in mental 
health. Int J Pers Cent Med. 2018;7(3):175–81.

78. Perrier MJ, Martin Ginis KA. Changing health-promoting behaviours through narrative inter-
ventions: a systematic review. J Health Psychol. 2018;23(11):1499–517.

79. Riedl D, Schüßler G. The influence of doctor-patient communication on health outcomes: a 
systematic review. Z Psychosom Med Psychother. 2017;63(2):131–50.

80. Charon R, Dasgupta S, Hermann N, Irvine C, Colon ER, Spencer D, Spiegel M, editors. The 
principles and practice of narrative medicine. Oxford University Press; 2017.

81. Arbuthnott A, Sharpe D. The effect of physician–patient collaboration on patient adherence 
in non-psychiatric medicine. Patient Educ Couns. 2009;77(1):60–7.

82. Lewis B. Narrative psychiatry: how stories can shape clinical practice. JHU Press; 2011.
83. Mattingly C.  Healing dramas and clinical plots: the narrative structure of experience. 

Cambridge University Press; 1998.
84. Hamkins S.  The art of narrative psychiatry: stories of strength and meaning. Oxford 

University Press; 2013.

L. J. Kirmayer et al.



255

85. Jones AH. Literature and medicine: narrative ethics. Lancet. 1997;349(9060):1243–6.
86. Nelson HL. Stories and their limits: narrative approaches to bioethics. Routledge; 2014.
87. Groleau D, Kirmayer LJ. Sociosomatic theory in Vietnamese immigrants’ narratives of dis-

tress. Anthropol Med. 2004;11(2):117–33.
88. Kirmayer LJ. Empathy and alterity in psychiatry. In: Kirmayer LJ, Lemelson R, Cummings 

C, editors. Re-visioning psychiatry: cultural phenomenology, critical neuroscience, and 
global mental health. New York: Cambridge University Press; 2015. p. 141–67.

89. Woods A. The limits of narrative: provocations for the medical humanities. Med Humanit. 
2011;37(2):73–8.

90. Woods A. Beyond the wounded storyteller: rethinking narrativity, illness and embodied self- 
experience. In: Carel H, Cooper R, editors. Health, illness and disease: philosophical essays. 
Routledge; 2014. p. 125–40.

91. Milota MM, van Thiel GJMW, van Delden JJM. Narrative medicine as a medical education 
tool: a systematic review. Med Teach. 2019;41(7):802–10.

92. Bell SK, Krupat E, Fazio SB, Roberts DH, Schwartzstein RM. Longitudinal pedagogy: a suc-
cessful response to the fragmentation of the third-year medical student clerkship experience. 
Acad Med. 2008;83(5):467–75.

93. Ferreira-Valente A, Monteiro JS, Barbosa RM, Salgueira A, Costa P, Costa MJ. Clarifying 
changes in student empathy throughout medical school: a scoping review. Adv Health Sci 
Educ. 2017;22(5):1293–313.

94. Schneider G, Gillis M, von Harscher H. Developing empathy through narrative, medicine. In: 
Foster AE, Yaseen ZS, editors. Teaching empathy in healthcare: building a new core compe-
tency. Springer; 2019. p. 165–78.

95. Barber S, Moreno-Leguizamon CJ. Can narrative medicine education contribute to the deliv-
ery of compassionate care? A review of the literature. Med Humanit. 2017;43(3):199–203.

96. Remein CD, Childs E, Pasco JC, Trinquart L, Flynn DB, Wingerter SL, et al. Content and 
outcomes of narrative medicine programmes: a systematic review of the literature through 
2019. BMJ Open. 2020;10(1):e031568.

97. Pfeiffer S, Chen Y, Tsai D. Progress integrating medical humanities into medical education: 
a global overview. Curr Opin Psychiatry. 2016;29(5):298–301.

98. Metzl JM, Petty J, Olowojoba OV. Using a structural competency framework to teach struc-
tural racism in pre-health education. Soc Sci Med. 2018;199:189–201.

14 Narrative Medicine



257

Chapter 15
Digital Technology for Person-Centered 
Care

Paul Glare, Liliana Laranjo da Silva, Levent Kirisci, 
and Claire Ashton-James

15.1  Introduction: Why Is a Chapter on Digital Technology 
Important in a Book on Person-Centered Medicine?

Even before the COVID-19 pandemic, health care systems were facing multiple 
challenges. These included patients not receiving the care they wanted or needed, 
clinician burnout, and unsustainable costs [1]. Technology is starting to disrupt 
health care, although not as yet to the same degree as seen in other industries [2]. The 
convergence of digital technologies with healthcare is called digital health. The goal 
of digital health is to make health care more effective and efficient through the use of 
information and communication technologies [3] to overcome some of the problems 
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listed above. Digital health is relevant to person-centred medicine because it has the 
potential to make the practice of medicine more — or less — person- centred [3, 4].

The relatively slow uptake of digital health can be attributed to a number of chal-
lenges and concerns [5]. These include disparities in access and engagement with 
digital technologies—the so-called “digital divide”—[6] concerns about data secu-
rity and the privacy of sensitive health information, a lack of evidence for the effec-
tiveness of digitally-delivered healthcare relative to in-person care, safety concerns 
and implications for the healthcare workforce [7]. At least some of these concerns 
may be allayed if digital technologies are understood as tools to support or improve 
person-centred care rather than vehicles to eliminate human care or for standardis-
ing care without regard for individual patient preferences and perspectives.

This chapter seeks to contribute to understanding of the interface of digital health 
technology and person-centred medicine. It describes the scope of digital health 
technology, the opportunities for improving the practice of person-centred medi-
cine, and the challenges that remained to be solved.

15.2  Scope of Digital Health Technology

An end-goal of digital health technology is to create an interconnected health sys-
tem that utilizes computational technologies, smart devices, computational analysis 
techniques, and communication media to aid healthcare professionals and patients 
to manage illnesses and health risks, as well as promote health and wellbeing [3]. 
These technologies include the hardware, software and services required to enable 
telemedicine, health information technology, web-based analysis, email, mobile 
phones and applications, text messages, social networking, wearable devices, and 
clinic-based or remote monitoring sensors [8]. Genomics, and personal genetic 
information are sometimes included [4], because of the technological aspects of 
genome-wide screening and because the digitized information can be stored on a 
cell phone for ease of access. There are many stakeholders with an interest in the 
development of digital health [9], including clinicians, scientists/researchers from 
various disciplines (e.g. healthcare, engineering, social sciences, public health, 
health economics and data management), administrators, entrepreneurs, as well as 
patients and their families.

15.2.1  List of Domains in Digital Health

• The use of technology to prevent, diagnose or treat diseases, and monitor patient 
outcomes, including rehabilitation or long-term care. Examples include assistive 
rehabilitation robotics for people with disabilities aiding their independence to per-
form daily tasks [10], unobtrusive monitoring sensors and wearable devices [3, 4].
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• Clinical decision support, aiding clinicians at the point of care, including diagno-
sis, analysis and interpretation of patient-related data, such as improving cancer 
diagnosis in primary care [11].

• Computational simulations, modelling and machine learning approaches which 
can predict health-related outcomes [12].

• E-health, including telemedicine, which delivers health information and services 
to enable data collection, storage, transmission, and retrieval for clinical, educa-
tional and administrative purposes [13].

• Mobile health (or mHealth) can be defined as “the use of mobile telecommunica-
tion technologies for the delivery of health care and in support of wellness” [14], 
including both mobile phone technologies (e.g. text-messaging, mobile applica-
tions) and wireless devices (e.g. wearables, tracking devices).

• Health systems engineering applications of digital health technology in health 
care, such as knowledge discovery, decision making, optimization, human fac-
tors engineering, quality engineering, and information technology and commu-
nication [15].

Human-computer-environment interactions are important in digital health. Human- 
computer interaction principles tend to be based around user-centred, experience- 
centred or activity-centred designs. Virtual reality, video gaming rehabilitation 
(integrating commercial videogames with physical rehabilitation programs), and 
serious games (non-commercial video games that have no entertainment value) pro-
vide a social and interactive experience for healthcare students and patient educa-
tion [16]. Speech and hearing systems for natural language processing, speech 
recognition techniques, and medical devices can aid in speech and hearing (e.g. 
cochlear implants). Telehealth, telemedicine, telecare, tele-coaching and telereha-
bilitation provide various forms of patient care remotely at a distance.

One useful framework for grouping these disparate technologies is to think of 
what is being digitized: medical devices, patients, or the clinic/hospital [3].

15.2.1.1  The Digitized Medical Device

Advances in consumer mobile technologies have resulted in a range of platforms to 
promote health and deliver healthcare. In general, the patient transfers their data via 
the Internet for interpretation of the data by a human provider or via automated 
algorithms, and the data is returned to the patient and provider for clinical decisions 
[3]. Several such mHealth technologies have been approved for use by EU and US 
regulatory authorities. These include:

• Wireless, wearable devices such as Fitbit (www.fitbit.com) which can monitor 
patients where they are, even remotely. Not only does this include physical activity 
tracking like the number of steps taken or the number of stairs climbed, but also 
bodily measurements like weight, vital signs, blood pressure levels and sleep stage, 
but also other relevant data such as geographical location, air quality and dietary 
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calorie intake. Even the time spent on a mobile phone can be used to monitor a 
person’s everyday behaviours to paint a picture of their current mental health [17].

• Sensors built into smartphones can be used to perform diagnostic functions. This 
can include using the built-in camera to screen skin lesions for malignancy [18], 
or for the patient to attach a wearable device to self-record a 6-lead EKG [19], or 
perform an ultrasound [20].

• Sensors can also be built into medications to assist not only with medication 
adherence [21], but also for remotely activating their delivery [4].

• Social media and online social networks can be used to effectively promote 
health behaviour change [22]. In particular, existing online social networks like 
Facebook present several advantages for the implementation of health interven-
tions [23]. They have extensive reach—millions of regular users worldwide—
potentially alleviating problems of retention and lack of engagement with 
interventions. Also, they can efficiently disseminate interventions and recruit 
participants, and they can leverage participants’ existing social networks.

• Conversational agents (i.e. chatbots) such as Apple’s Siri or Alexa are increas-
ingly being used to support patient self-management and to deliver mental health 
interventions [24, 25]. For instance, “Woebot” is a chatbot freely-available via 
Facebook messenger, that delivers cognitive behavioural therapy to users, having 
been shown to significantly decrease depression symptoms, in a randomised con-
trolled trial [26].

15.2.1.2  The Digitized Clinic/Hospital/Healthcare System

Computers have been increasingly used in medicine since the 1960s [27]. There are 
now unprecedented opportunities to generate health data electronically, analyse 
them and integrate them into clinical workflows [3].

• Data generated by devices and fed back to the provider and the patient become 
clinical information that in turn may influence clinical decision making. For one 
example, mobile EKG monitoring has been shown to help in the management of 
patients with atrial fibrillation [28].

• Such information can also contribute to the repository of medical knowledge and 
be utilized to develop diagnostic, therapeutic and prognostic algorithms generated 
using machine learning/artificial intelligence that are anticipated to soon surpass 
the accuracy of clinicians [29], and improve outcomes including in remote and 
resource-limited areas. For example, remote monitoring and algorithms have 
enabled the creation of the eICU that can be run by primary care workers [30].

• The cost-effectiveness of digital health interventions has begun to be demon-
strated. In a systematic review of 14 studies of outcomes in cardiovascular dis-
ease, use of digital health technology was shown to achieve higher quality-adjusted 
life years (QALYs) with cost savings in 43% (6/14) studies [31]. In the other 
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57% (8/14) of studies, it had a higher cost but with an acceptable incremental 
cost-effectiveness ratio. Furthermore, a digital health care model for primary 
care has been shown to be less costly than traditional in-office primary care in 
Sweden [32].

15.2.1.3  The Digitized Patient

People who are willing and able to engage with technology have the ability to take 
an increasingly active role in their self-management and healthcare if they become 
ill. The term ‘e-patients’ has been coined to describe “empowered, engaged, 
equipped, and enabled” patients who are able to use modern electronic tools to 
actively participate in care, and to be heard by other patients, physicians, and policy 
makers [33]. Ways in which patients become digitized include:

• Using telemedicine and other forms of telehealth so that they can have their care 
at a time and place that is optimal for them.

• Communicating with their providers by using secure What’s App-type systems.
• Using devices to improve their outcomes. For example, smokers are twice as 

likely to quit smoking if they receive SMS text messages (20% relapse rate) as 
those who only use nicotine replacement therapies (40% relapse rate) [34].

• Consenting to participate in, and allow access to, a portable health record. Several 
countries now support these initiatives, including Canada (Canada Health 
Infoway, www.infoway- inforoute.ca) and Australia (My Health Record, 
Australian Digital Health Agency, www.myhealthrecord.gov.au). In addition, 
providing patients access to electronic health records has the potential to improve 
health outcomes in chronic conditions like type 2 diabetes, as well as contribute 
to patient safety [35].

• By accessing health apps. A recent survey in Australia found 40% of the popula-
tion uses smartphones to access health apps (https://www.abs.gov.au/ausstats/
abs@.nsf/mf/8146.0), supporting lifestyle change and taking leadership in 
their health.

 – For example, Fitbit Premium (www.fitbit.com) offers a digital health program 
which provides the user with AI-guided, personalized advice, based on data it 
receives.

 – Patients can also use devices for more precise fertility testing (e.g. Natalist, 
www.natalist.com), including mail order of fertility products to use at home 
as directed by the app.

 – “Every Mind Matters” is an NHS-sponsored app to treat the mood problems 
and insomnia that affect 85% of the UK population (https://www.nhs.uk/
oneyou/every- mind- matters/).
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 – Finally, Facebook has released a “Let’s Talk” Stories filter on Facebook 
Messenger to help people have important conversations around mental 
health. Developed with input from the World Health Organization (WHO), 
the filter acts as an invitation for friends who might be struggling to reach 
out for support through Messenger  (https://newsroom.fb.com/news/2019/10/
lets- talk- about- mental- health/)

15.3  Opportunities for Using Digital Technology 
in Person-Centered Medicine

Opportunities for using digital technology in person-centered medicine include 
more individualized assessment, shared decision making and collaborative treat-
ment planning, and supporting health behavior change and participation in 
self-management.

The examples cited in the previous section indicates that there is a 3-way interac-
tion between the patient, the provider and the device. Digital health technology may 
therefore also be categorized according to where it lies across the self-management 
continuum (see Fig. 15.1). This categorization is especially useful for understanding 
the digital health technology solutions to the challenge of chronic disease, which is 
so prevalent in the twenty-first century. More examples across the continuum are 
shown in Table 15.1.

As the figure illustrates, digital technologies play different roles across the con-
tinuum of care, according to the acuity of the disease and the patient’s preferences. 
At one extreme of the continuum (‘provider’), the intensivist will use an array of 
digital technologies in the Intensive Care Unit (ICU) to facilitate the care of the 
critically ill patient in the ICU who plays little role in self-management, except 
perhaps for a digitally stored advance care plan. At the other extreme (‘person’), a 
fit individual may use a wellness app on their phone to support the maintenance of 

Wellness
app

Wearable
device

Portable EHR

Digital
therapeutics

Tele-
health

Davinci
Robot

Provider
responsible

Person
responsible

Fig. 15.1 Place of representative digital health technologies across the self-management 
continuum
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Table 15.1 Place of various digital health technologies across the self-management continuum

Provider responsible
    •  Electronic medical record
    •  CT scan
    •  Machine learning/AI-aided diagnosis
    •  Da Vinci surgical robot
Shared (increasing consumer responsibility)
    •  ‘Virtual’ clinical trials: Thread.
    •  Telemedicine
    •  Digital therapeutics with clinician coaching
    •  SMS text messaging: one-way or two-way
    •  portable Health Record
    •  Smart pill dispenser
    •  Wearables such Fitbit
    •  Serious gaming, virtual reality, digital therapeutics with avatar coach
Person responsible
    •  Wellness apps e.g. Peloton (www.onepeloton.com), Headspace (www.headspace.com)
    •  Digital health program delivery at the consumer level. Examples include Fitbit Premium, 

which includes AI-guided advice based on data; Natalist at-home ovulation testing (natalist.
com) that includes mail order products to use at home with app; Every Mind Matters (which 
includes a toolkit of digital resources to help mood and sleep, offered free by the NHS)

    •  Private messaging between friends on Facebook to aid mental health

a healthy lifestyle to prevent illness without any consultation with a clinician [36]. 
In the middle lies the approximately 40% of the population which is living with a 
chronic illness. Better outcomes are achieved by these people when they become 
actively involved in their care [37, 38]. Digital technology can support activation by 
providing the kind of tools shown in the centre of the figure.

Digital technology enables convenient and easy access to health interventions, 
facilitating tailoring to individuals and groups, real-time delivery, and dissemination 
to remote and larger audiences, using fewer resources. For instance, the growing 
availability of mobile phones and their ability to reach individuals continuously in 
their natural environment has led to the expansion of the field of “ecological momen-
tary assessment”, the collection of participants’ data in real-time and “ecological 
momentary interventions” (the ability to trigger the delivery of interventions based 
on real-time data and on “just-in-time” assessments) [39, 40]. Personalised and 
context-sensitive interventions are now becoming possible, using ecological 
momentary assessment to collect self-reported data in response to prompts, com-
bined with the passive recording of information (e.g. messages sent, application 
usage) and the use of embedded sensors (e.g., accelerometers, video cameras, 
microphones, light sensors) to collect data and make inferences about the environ-
ment (e.g. location, time, weather, activity). The combination of all these sources of 
data and their analysis via machine learning algorithms enables the delivery of a 
personalised intervention with a higher potential for long-term engagement.

Digital health interventions are particularly promising in health behaviour 
change. Mobile applications can be easily designed to deliver different combina-
tions of behaviour change techniques, depending on the health behaviour being 
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targeted. A behaviour change technique is an “observable, replicable and irreducible 
component” of a behaviour change intervention [41]. Techniques such as self- 
monitoring of behaviour, feedback, and goal-setting are associated with higher 
effectiveness of diet and physical activity interventions [42], and are commonly 
delivered in mobile applications of commercial activity trackers (e.g. Fitbit). Other 
behaviour change techniques, like social support and social comparison, can be 
delivered via integration with existing online social networks (e.g. Facebook) or 
built-in within the app (e.g. Fitbit allows users to add friends, enabling social sup-
port and friendly competitions).

Interventions involving digital technologies have shown effectiveness in chronic 
disease such as COPD, diabetes, heart disease and mental health [43]. Technologies 
such as electronic health records and telemedicine need to ensure that person-related 
information provided by the patient is collected as efficiently for decision-making 
as disease-related data are generated by the clinician and laboratory [44].

15.4  Challenges to Utilizing Digital Health Technology 
in Person-Centered Medicine, and Strategies 
to Overcome Them

Despite all the potential benefits of greater utilization of digital technology to 
improve person centered medicine, at the same time there are numerous challenges 
to its use, both for the person using the technology and for the clinician caring 
for them.

15.4.1  Challenges Faced by the Person

• Access: the “digital divide”—due to age, geography, education (including com-
puter skills) and income—is real and continues to define access to and uses of 
online resources. In Australia, approximately 90% of the Australian under 54 use 
the Internet, vs. only 60% over 65 (http://theconversation.com/australias- digital- 
divide- is- not- going- away- 91834). Because the digital divide mirrors the seg-
ment of the population which is underserved now, simply increasing connectivity 
to the Internet is not the only solution. Utilizing simpler modalities like SMS 
texting and appropriate training in use of more sophisticated devices is needed

• Engagement: improving access alone does not ensure digital health will enhance 
shared care. While most studies of eHealth show that clinical outcomes are 
improved, only a few have looked at whether eHealth increases engagement. A 
review of this literature found 11 studies and it was concluded that they tend to 
focus on only some dimensions of engagement (cognitive, emotional or behav-
ioural) and a more holistic approach is needed. In addition, engagement with 
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digital health interventions also tends to decline through time, a phenomenon 
that has been labelled “the law of attrition” [45].

• Privacy and security concerns: While a person’s health care data is probably of 
less interest to hackers than their Social Security number, credit card information 
or bank account details, privacy and security remain a major concern for digital 
health. The sensitivity of a privacy breach will depend on the type of data being 
stolen (e.g. electronic health record data is likely to be more sensitive than data 
uploaded from a wearable sensor). Hacking that causes malfunction of a device 
is also a potential problem and will also be more serious than a privacy breach 
for certain devices. For example, faulty data from a wearable device that is being 
monitored for clinical decision making could be very dangerous, even life threat-
ening. And while “identity theft” captures the most media attention, clinicians 
and the health care system also need to find the right balance in terms of exchang-
ing personal data for treatment: how much data are needed to make decisions? 
How can we ensure clinicians have enough data without exceeding what they 
need and compromising the person’s privacy?

15.4.2  Challenges Faced by Their Clinician

Even when a clinician understands digital technologies and the potential benefits of 
their use, there are still barriers to them embracing and adopting new technologies:

• Stress caused by changes to workflows: In the USA, the introduction of manda-
tory electronic health record use to comply with the Affordable Care Act has 
been shown to have aggravated pre-existing high levels of stress and burnout in 
physicians. In one study, burnout prevalence was considerably higher among 
physicians who used electronic health records, with 27.2% of that group report-
ing one or more burnout symptoms, compared with 13.6% of physicians who did 
not use an electronic health record. Spending time working on an electronic 
health record poses a direct challenge to connecting with patients and it may be 
perceived as not improving patient care. It is also stressful for the clinician if the 
time is not reimbursed, or they are spending a lot of time on it at home. New 
technologies may also be used to help alleviate clinician documentation burden 
and associated burnout. A new type of clinical assistant now being developed—
the digital scribe—can take advantage of advances in speech recognition, natural 
language processing and artificial intelligence, to automate the clinical docu-
mentation task and potentially improve doctor-patient communication and 
person- centred care during consultations [46, 47].

• Speed of innovation. The innovation process for digital health is an iterative cycle 
for technological solutions that can be classified into five main activity processes 
from the identification of the healthcare problem, research, digital solution, and 
evaluating the solution, to implementation in working clinical practices. Digital 
health may incorporate methods and tools adopted by software engineering, such 

15 Digital Technology for Person-Centered Care



266

as design thinking and agile software development. These commonly follow a 
user-centred approach to design, which are evaluated by subject- matter experts in 
their daily life using real-world data. In 2019, the FDA published a Digital Health 
Innovation Action Plan that would reduce inefficiencies for physicians to cut 
overhead costs, improve access, increase quality of service, and make medicine 
more easily adapted for each person. Topics within the innovation plan are wire-
less devices, telemedicine, software, and cybersecurity, among others.

• Clinicians, on the other hand, may be hesitant to adopt new tools into practice 
due to the difficulty of vetting the wide range of digital products being intro-
duced with each passing day. This is in the context of many physicians having a 
negative attitude about the benefits of digital technologies, due to usage-related 
stress. The speed of development means that there is little evidence base for the 
new technologies: by the time a high quality RCT is undertaken and published 
(3–5 years), the technology being evaluated may well be obsolete. Regulatory 
approval of the device (by FDA or Fair Trade Commission) is one solution but 
creates bureaucratic disincentives for the developer. The creation of digital health 
“formularies” that catalogue the digital health tools that have been deemed to be 
high-quality is another solution (https://www.mobihealthnews.com/news/north- 
america/express- scripts- launch- stand- alone- digital- health- formulary- 2020).

• Loss of power and control: Most physicians are not trained in shared decision 
making, so are likely to find it stressful. If the patient is armed with (mis-)infor-
mation they found on the Internet and output from medical devices, this can add 
to the physician’s stress. Physicians should not misunderstand shared decision- 
making as diminishing their role to merely the provider of information and 
options. Rather they need to understand their role as the enablers of “enhanced 
patient autonomy” which, according to Quill, encourages patients and physicians 
to actively exchange ideas, explicitly negotiate differences, and share power and 
influence to serve the patient’s best interests [48]. As a result, the physician’s 
recommendations aim to promote “an intense collaboration” with the patient so 
that the patients can then autonomously make choices that are informed by both 
the medical facts and the physician’s experience. Nowadays, those facts include 
the data obtained from digital technologies.

• The broad scope of digital health technologies makes it hard to regulate: in the 
USA for example, the “Cures Act” which was enacted to accelerate medical 
product development and bring new innovations and advances to patients who 
need them faster and more efficiently, requires more than 1200 words to define 
what a medical device is (21st Century Cures Act Sec. 3060. Clarifying Medical 
Software Regulation). Similarly, the Food and Drug Administration’s (FDA) 
understanding of whether software is a medical device continues to evolve 
https://www.fda.gov/medical- devices/digital- health. To add to the confusion, 
digital health includes various activities that may or may not overlap with each 
other, e.g. Healthcare Information Technology, Health Information Management 
Systems, eHealth, mHealth, uHealth. Certainly, individuals vary in their uptake 
of new technologies, but terms like “prescription-only digital therapeutics”, 
“data migration”, “digitally enabled workforce”, “user interface”, “functional-
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ity”, “interoperability” and “cybersecurity” will turn off many—especially those 
who are seeking to reconnect with lost values in health care.

15.5  Conclusion

The mass production and widespread use of computers, digital cellular phones, and 
the Internet has the potential to improve health care and make it more person- 
centered. The goal of digital health is to provide more effective and efficient health 
care through the use of information and communication technologies [3]. However, 
to date, technology-driven change has impacted less on health care than it has on 
other industries. This can be explained by several obstacles including disparities in 
access and engagement with digital technologies, concerns about privacy and secu-
rity of sensitive health information, limited evidence for effectiveness and con-
cerns about safety (e.g. using mental health apps) and concerns about robots 
replacing clinicians. If these obstacles can be overcome, digital health can make 
heath care more person centered (of, with, for and by the person) through more 
individualized assessment, enhanced sharing of decision making and collaborative 
treatment planning, and by supporting health behavior change and greater partici-
pation in self-management.

Acknowledgements and Disclosures No conflicts of interest are reported with 
any of the products mentioned. Drs. Glare and Ashton-James have philanthropic 
grants from several private foundations to study text messaging to support opioid 
tapering.

References

1. Steinhubl SR, Topol EJ. Digital medicine, on its way to being just plain medicine. NPJ Digit 
Med. 2018;1:20175.

2. Anonymous. A digital (r)evolution: introducing The Lancet Digital Health. Lancet Digit 
Health. 2019;1(1):e1.

3. Bhavnani SP, Narula J, Sengupta PP. Mobile technology and the digitization of healthcare. Eur 
Heart J. 2016;37(18):1428–38.

4. Topol EJ. Transforming medicine via digital innovation. Sci Transl Med. 2010;2(16):16cm14.
5. Huckvale K, Wang CJ, Majeed A, Car J. Digital health at fifteen: more human (more needed). 

BMC Med. 2019;17(1):62.
6. Martin T. Assessing mHealth: opportunities and barriers to patient engagement. J Health Care 

Poor Underserved. 2012;23(3):935–41.
7. Gelhaus P. I, Medical Robot. On the differences between a virtuous doctor and a good robot. 

Int J Per Cent Med. 2011;1(2):301–6.
8. Widmer RJ, Collins NM, Collins CS, West CP, Lerman LO, Lerman A. Digital health inter-

ventions for the prevention of cardiovascular disease: a systematic review and meta-analysis. 
Mayo Clin Proc. 2015;90(4):469–80.

9. O’Donoghue J, Herbert J.  Data management within mHealth environments: patient 
sensors,mobile devices, and databases. ACM J Data Inform Qual. 2012;4(1):20.

15 Digital Technology for Person-Centered Care



268

10. Brose SW, Weber DJ, Salatin BA, Grindle GG, Wang H, Vazquez JJ, Cooper RA.  The 
role of assistive robotics in the lives of persons with disability. Am J Phys Med Rehabil. 
2010;89(6):509–21.

11. Usher-Smith J, Emery J, Hamilton W, Griffin SJ, Walter FM. Risk prediction tools for cancer 
in primary care. Br J Cancer. 2015;113(12):1645–50.

12. Handelman GS, Kok HK, Chandra RV, Razavi AH, Lee MJ, Asadi H. eDoctor: machine learn-
ing and the future of medicine. J Intern Med. 2018;284(6):603–19.

13. Saner H. eHealth: from unfulfilled promises to large-scale application. Eur J Prev Cardiol. 
2016;23(2 suppl):3–4.

14. Steinhubl SR, Muse ED, Topol EJ. Can mobile health technologies transform health care? 
JAMA. 2013;310(22):2395–6.

15. Carayon P, Wetterneck TB, Rivera-Rodriguez AJ, Hundt AS, Hoonakker P, Holden R, Gurses 
AP. Human factors systems approach to healthcare quality and patient safety. Appl Ergon. 
2014;45(1):14–25.

16. Bonnechere B, Jansen B, Omelina L, Van Sint Jan S. The use of commercial video games in 
rehabilitation: a systematic review. Int J Rehabil Res. 2016;39(4):277–90.

17. Boonstra TW, Nicholas J, Wong QJ, Shaw F, Townsend S, Christensen H. Using mobile phone 
sensor technology for mental health research: integrated analysis to identify hidden challenges 
and potential solutions. J Med Internet Res. 2018;20(7):e10131.

18. Chuchu N, Takwoingi Y, Dinnes J, Matin RN, Bassett O, Moreau JF, Bayliss SE, Davenport C, 
Godfrey K, O’Connell S, Jain A, Walter FM, Deeks JJ, Williams HC, G. Cochrane Skin Cancer 
Diagnostic Test Accuracy. Smartphone applications for triaging adults with skin lesions that 
are suspicious for melanoma. Cochrane Database Syst Rev. 2018;12:CD013192.

19. Bennett R, French A. Rise of the smart device ECG and what it means for the general cardiolo-
gist. Heart. 2019;105(22):1763–4.

20. Gerardo CD, Cretu E, Rohling R. Fabrication and testing of polymer-based capacitive micro-
machined ultrasound transducers for medical imaging. Microsyst Nanoeng. 2018;4:19.

21. Hafezi H, Robertson TL, Moon GD, Au-Yeung KY, Zdeblick MJ, Savage GM. An ingestible 
sensor for measuring medication adherence. IEEE Trans Biomed Eng. 2015;62(1):99–109.

22. Laranjo L, Arguel A, Neves AL, Gallagher AM, Kaplan R, Mortimer N, Mendes GA, Lau 
AY. The influence of social networking sites on health behavior change: a systematic review 
and meta-analysis. J Am Med Inform Assoc. 2015;22(1):243–56.

23. Cobb NK, Graham AL. Health behavior interventions in the age of facebook. Am J Prev Med. 
2012;43(5):571–2.

24. Laranjo L, Dunn AG, Tong HL, Kocaballi AB, Chen J, Bashir R, Surian D, Gallego B, Magrabi 
F, Lau AYS, Coiera E. Conversational agents in healthcare: a systematic review. J Am Med 
Inform Assoc. 2018;25(9):1248–58.

25. Kocaballi AB, Quiroz JC, Rezazadegan D, Berkovsky S, Magrabi F, Coiera E, Laranjo 
L. Responses of conversational agents to health and lifestyle prompts: investigation of appro-
priateness and presentation structures. J Med Internet Res. 2020;22(2):e15823.

26. Fitzpatrick KK, Darcy A, Vierhile M. Delivering cognitive behavior therapy to young adults 
with symptoms of depression and anxiety using a fully automated conversational agent 
(Woebot): a randomized controlled trial. JMIR Ment Health. 2017;4(2):e19.

27. Greene JA, Lea AS. Digital futures past—the long arc of big data in medicine. N Engl J Med. 
2019;381(5):480–5.

28. Hickey KT, Biviano AB, Garan H, Sciacca RR, Riga T, Warren K, Frulla AP, Hauser NR, Wang 
DY, Whang W. Evaluating the utility of mHealth ECG heart monitoring for the detection and 
management of atrial fibrillation in clinical practice. J Atr Fibrillation. 2017;9(5):1546.

29. Obermeyer Z, Emanuel EJ. Predicting the future—big data, machine learning, and clinical 
medicine. N Engl J Med. 2016;375(13):1216–9.

30. Tian M, Ajay VS, Dunzhu D, Hameed SS, Li X, Liu Z, Li C, Chen H, Cho K, Li R, Zhao X, 
Jindal D, Rawal I, Ali MK, Peterson ED, Ji J, Amarchand R, Krishnan A, Tandon N, Xu LQ, 
Wu Y, Prabhakaran D, Yan LL. A cluster-randomized, controlled trial of a simplified multifac-

P. Glare et al.



269

eted management program for individuals at high cardiovascular risk (SimCard Trial) in rural 
Tibet, China, and Haryana, India. Circulation. 2015;132(9):815–24.

31. Jiang X, Ming WK, You JH. The cost-effectiveness of digital health interventions on the man-
agement of cardiovascular diseases: systematic review. J Med Internet Res. 2019;21(6):e13166.

32. Ekman B.  Cost analysis of a digital health care model in Sweden. Pharmacoecon Open. 
2018;2(3):347–54.

33. deBronkart D.  From patient centred to people powered: autonomy on the rise. 
BMJ. 2015;350:h148.

34. Scott-Sheldon LA, Jennings EG, Thind H, Rosen RK, Salmoirago-Blotcher E, Bock BC. Text 
messaging-based interventions for smoking cessation: a systematic review and meta-analysis. 
JMIR Mhealth Uhealth. 2016;4(2):e49.

35. Neves AL, Freise L, Laranjo L, Carter AW, Darzi A, Mayer E. Impact of providing patients 
access to electronic health records on quality and safety of care: a systematic review and meta- 
analysis. BMJ Qual Saf. 2020;29(12):1019–32.

36. Webb TL, Joseph J, Yardley L, Michie S.  Using the internet to promote health behavior 
change: a systematic review and meta-analysis of the impact of theoretical basis, use of behav-
ior change techniques, and mode of delivery on efficacy. J Med Internet Res. 2010;12(1):e4.

37. Hibbard JH, Greene J. What the evidence shows about patient activation: better health out-
comes and care experiences; fewer data on costs. Health Aff (Millwood). 2013;32(2):207–14.

38. Veroff D, Marr A, Wennberg DE.  Enhanced support for shared decision making reduced 
costs of care for patients with preference-sensitive conditions. Health Aff (Millwood). 
2013;32(2):285–93.

39. Heron KE, Smyth JM. Ecological momentary interventions: incorporating mobile technology 
into psychosocial and health behaviour treatments. Br J Health Psychol. 2010;15(Pt 1):1–39.

40. Nahum-Shani I, Smith SN, Spring BJ, Collins LM, Witkiewitz K, Tewari A, Murphy SA. Just- 
in- time adaptive interventions (JITAIs) in mobile health: key components and design prin-
ciples for ongoing health behavior support. Ann Behav Med. 2018;52(6):446–62.

41. Michie S, Richardson M, Johnston M, Abraham C, Francis J, Hardeman W, Eccles MP, Cane J, 
Wood CE. The behavior change technique taxonomy (v1) of 93 hierarchically clustered tech-
niques: building an international consensus for the reporting of behavior change interventions. 
Ann Behav Med. 2013;46(1):81–95.

42. Greaves CJ, Sheppard KE, Abraham C, Hardeman W, Roden M, Evans PH, Schwarz P, 
I. S. Group. Systematic review of reviews of intervention components associated with increased 
effectiveness in dietary and physical activity interventions. BMC Public Health. 2011;11:119.

43. Kvedar JC, Fogel AL, Elenko E, Zohar D. Digital medicine’s march on chronic disease. Nat 
Biotechnol. 2016;34(3):239–46.

44. Miles A. Person-centered medicine—at the intersection of science, ethics and humanism. Int J 
Pers Cent Med. 2012;2(3):329–33.

45. Eysenbach G. The law of attrition. J Med Internet Res. 2005;7(1):e11.
46. Coiera E, Kocaballi B, Halamka J, Laranjo L. The digital scribe. NPJ Digit Med. 2018;1:58.
47. Quiroz JC, Laranjo L, Kocaballi AB, Berkovsky S, Rezazadegan D, Coiera E.  Challenges 

of developing a digital scribe to reduce clinical documentation burden. NPJ Digit Med. 
2019;2:114.

48. Quill TE, Brody H.  Physician recommendations and patient autonomy: finding a balance 
between physician power and patient choice. Ann Intern Med. 1996;125(9):763–9.

15 Digital Technology for Person-Centered Care



271

Chapter 16
Person-Centered Rehabilitation

Marianne Farkas, Juerg Kesselring, and Mary D. Slavin

16.1  Introduction

16.1.1  Person-Centered Care in Rehabilitation

While two traditions, i.e. physical medicine and rehabilitation, emerged as main-
stream medical practice during the first half of the twentieth century as approaches 
to treating veterans with disabling conditions, the roots of what came to be called 
“rehabilitation” can be traced back to much earlier traditions. For example, Galen 
described rehabilitative treatments for injured soldiers in the second century BCE, 
while in the twelfth century, Maimonides emphasized Talmudic principles of medi-
cine as a holistic approach that included diet, exercise and preventative medicine 
[1]. The World Health Organization [2] defines rehabilitation as “a set of interven-
tions needed when a person is experiencing or is likely to experience limitations in 
everyday functioning due to aging or a health condition, including chronic diseases 
or disorders, injuries or traumas”. While general medicine typically views health 
and function in relation to disease processes and thus focuses primarily on the man-
agement and stabilization of pathologic conditions, rehabilitation emphasizes the 
improvement of health and function across multiple domains, (e.g. sensory, physi-
cal movement, as well as having relationships or keeping a job [2]. Rehabilitation, 
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in other words, focuses on the complex interactions among multiple personal and 
environmental variables, including social factors, occupation, living situation, activ-
ities of daily living that impact health and function and optimize quality of life [1–3].

Given the aim of rehabilitation, the active engagement of persons served is the 
cornerstone of its services or interventions. Person-centered care (PCC) includes an 
approach to the planning and delivery of services across settings and time, centered 
around collaborative partnerships among individuals, their families and providers, 
that is responsive to an individual’s priorities, needs, and values [4–6]. The focus and 
goals of Person-Centered Care are not only consistent with rehabilitation service 
delivery, but have been endorsed by professional organizations and health institutions, 
as a model for rehabilitation [7]. Advances in rehabilitation in these areas of PCC is 
exemplified by three of its major developments: (1) use of shared decision making; (2) 
increasing prominence of patient reported outcome measures (PROMs); and (3) adop-
tion of research methodologies that include perspectives of persons served.

Shared Decision Making (SDM) Both the structure of services (e.g. supportive 
culture) and care processes are affected by the integration of shared decision mak-
ing. It is an interactive process in which people, regardless of their disability, are 
supported by clinicians to consider options and to achieve informed preferences. 
Research has demonstrated the importance of connection, continuity and calibration 
of the relationship to set the conditions for PCC [8]. A strong therapeutic alliance is 
the basis of SDM, while evidence strongly suggests that informed preferences 
clearly improves motivation [9]. SDM has been shown to improve patient-centered 
care [10] and is an integral component of goal setting in rehabilitation [11]. However, 
it has been demonstrated to be lacking in practice. A systematic review [12] revealed 
that service recipients are still not routinely involved in goal-setting due to a lack of 
education of clinicians and patients about using SDM.

Patient/Person-Reported Outcome Measures Rehabilitation interventions target a 
broad range of social, emotional, medical, and vocational domains [1] and can be 
assessed with patient-reported outcomes measures (PROMs) [13] an assessment 
congruent with PCC. Assessments from the service recipient’s perspective change 
the way that people think about their conditions and the way that clinicians view 
their professional roles and relationships with the person [14]. PROMs have become 
a critical component of rehabilitation practice and reflect a person’s own opinion of 
their condition and abilities. Aggregated PROM data is used to document and bench-
mark the quality of rehabilitation services provided. When administered longitudi-
nally over an episode of rehabilitative care, PROMs can also be used to set goals, 
track change over time and document the response to rehabilitation interventions.

Person-Centered Care: Research Initiatives New initiatives that engage the stake-
holders as an integral component of the research team, mirror a significant increase 
in publications on the effects of using person centered approaches [15]. These have 
strengthened the focus on stakeholder inclusion, established through the Participatory 
Action Research model commonly used in rehabilitation research [16]. For exam-
ple, in the US, the Patient-Centered Outcomes Research Institute (PCORI) which 
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aims to improve healthcare delivery and outcomes, routinely involves stakeholders, 
along with researchers, to evaluate funding applications and participate in oversee-
ing PCORI activities [17].

The complex nature of rehabilitation, requires multidisciplinary teams (e.g. 
physiatrists, therapists, psychologists, nurses, physical and occupational therapists) 
with the knowledge and skills needed to provide clinical interventions addressing a 
broad range of services, including the ability to diagnose and assess impairments; 
understand activity and participation restrictions and develop and manage treatment 
plans that addresses multiple concerns [18] to deliver interventions focused on 
improving function and participation and actively using person centered principles 
to deliver its practice. Subsequent sections of this chapter describe the implementa-
tion of person-centered practices in two specific areas of rehabilitation: psychiatric 
rehabilitation and neurological rehabilitation.

16.2  Psychiatric Rehabilitation

The mental health field has accepted psychiatric rehabilitation as one of the pre-
ferred methods for helping individuals with serious psychiatric disabilities [11, 19].

The broad disabilities associated with mental illnesses cannot be addressed with 
a single focused intervention alone and thus, psychiatric rehabilitation is not just a 
series of unique interventions or program models, but rather a field. It has a defined 
set of values, techniques, program practices and relevant outcomes (e.g., [20, 21]) 
“Psychosocial” rehabilitation or “Psychiatric rehabilitation” as a field and a service 
within a comprehensive mental health system, is delivered with the overall purpose 
of contributing to an individual’s recovery [22] and since its inception has incorpo-
rated “person centeredness” as a fundamental principle [21]. While the actual devel-
opment of person-centered psychiatric rehabilitation may have differed somewhat 
across different countries, most understand its philosophy, values and overall tech-
niques similarly [23]. Person centered psychiatric rehabilitation (PCPR) is the pro-
cess of basing the provider-person relationship on the individual’s vision of their 
own recovery and promoting their capacity to reach their rehabilitation goals within 
that vision. As in all rehabilitation, PCPR requires a multidisciplinary team able to 
address whatever domains (living, learning, working, social) reflect the person in 
mental health recovery’s vision of a meaningful life [24].

16.3  For Whom Is Person Centered Psychiatric 
Rehabilitation (PCPR) Designed?

First and foremost, Person Centered Psychiatric Rehabilitation (PCPR) was designed 
to serve people with psychiatric disabilities. Using the term “people with…”, also 
known as “Person First” language focuses PCPR on helping individuals with many 
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characteristics, talents, strengths and interests-and who also have serious mental ill-
nesses, regain valued roles in society. PCPR traditionally serves primarily individu-
als with serious psychiatric disability. Whether the target population is defined using 
medical, rehabilitation, mental health, or empirically-derived criteria, all definitions 
coalesce around the description of a disability that persist over a period of time (usu-
ally 2 or more years), with resulting functional impairment, that substantially limits 
one or more major life activities [25]. Within the group with these characteristics, 
are many sub-groups: people across different points in the life span, people with co-
occurring conditions (e.g. substance abuse and mental illnesses), people who are 
homeless, and those from a wide range of cultural and ethnic backgrounds. As such, 
those who can use PCPR services cross diagnostic and demographic categories.

16.4  Recovery and Person-Centered 
Psychiatric Rehabilitation

The context for individuals with serious mental illnesses has changed considerably 
over the past 40 years. At present, the idea that people with serious mental illnesses 
can recover is well accepted (e.g., [26, 27]), even for those in forensic settings [28]. 
Longitudinal studies carried out between 1972 and 1987 in different countries, had 
remarkably similar outcomes. One half to two thirds of people with serious mental 
illnesses, (predominantly schizophrenia), showed marked improvement in terms of 
variables ranging from symptom reduction to no current signs and symptoms of any 
mental illness, no current use of medication, working, relating well to family and 
being integrated into their community [29]. These early findings were confirmed by 
a later W.H.O longitudinal study. While the results showed heterogeneity of out-
comes, the authors concluded that a significant proportion of those diagnosed with 
psychoses showed favorable long term outcomes consistent with those of the earlier 
studies [30, 31].

Typically, therefore, recovery outcomes have included multidimensional vari-
ables ranging from an increase in physical health and wellbeing to gaining or regain-
ing valued social roles, as well as reducing symptoms [32]. In addition to objective 
outcomes such as increased success functioning in a range of life roles (worker, 
student, wife, softball team member, etc.), equally important are subjective outcomes 
such as an increased sense of self-worth and empowerment and it is these types of 
outcomes that are most central to a person’s recovery from mental illness. The most 
cited definition of recovery concludes that recovery is “…a deeply personal, unique 
process of changing one’s attitudes, values, feelings, goals, skills and/or roles. It is a 
way of living a satisfying, hopeful, and contributing life even with limitations caused 
by the illness. Recovery involves the development of new meaning and purpose in 
one’s life as one grows beyond the catastrophic effects of mental illness” [33].

In the current emphasis on recovery-oriented services, implementing the process 
of PCPR has achieved greater prominence because PCPR’s outcomes go beyond 
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simply supporting adaptation or survival in the community. PCPR can and does 
promote a vision of recovery or the achievement of a meaningful life [22, 34], 
through its emphasis on gaining or regaining valued roles. The process of PCPR is 
designed to help people be successful and satisfied in the living, working, learning, 
and social environments of their choice [20, 35]. Rehabilitation operates at the inter-
section between the individual, an individual’s personal network and the wider 
social context [36]. Rehabilitation, of any kind (i.e., physical, psychiatric, social, 
etc.) is ecological (“person-environment fit”) and specifically targets improving role 
performance. The term “psychiatric rehabilitation” reflects the focus of this field on 
people with psychiatric disabilities and their improved abilities within their specific 
preferred role in the “real” world, using the development of skills and supports as 
its primary types of interventions [20, 35]. Without a process committed to support-
ing chosen roles and settings, functioning may be improved, but the individual’s 
vision of a meaningful life may still not be achieved. Rehabilitation, therefore, 
works with social relationships, work, leisure, family life, higher education and 
other student pursuits, using interventions that focus on increasing competencies or 
skills and providing environmental supports, rather than focusing on symptoms and 
pathology. For example, the most internationally studied successful intervention 
within psychiatric rehabilitation is that of supported employment (SE) [37, 38] 
which focuses on helping people to get work in the competitive marketplace and 
then supports them while they acquire the skills to be successful in the job. SE does 
not deny that symptoms and pathology exist, nor the importance of intervening to 
reduce these (it includes integrated clinical practice in its fidelity scales), however it 
itself focuses on changing the environment (getting a job) and then improving skills 
while receiving intensive support.

16.5  Basic Recovery Values That Guide PCPR

PCPR is a recovery facilitating process rather than simply a method of organizing 
staff service delivery. As such, the underlying values that drive a recovery promot-
ing service are integrated into the process of PCPR. While there are many values 
cited as important to recovery, at least four are universally recognized as critical: 
person orientation, person involvement, self-determination and hope [34]. These 
four values together reflect the “person centered” aspect of ‘person centered’ psy-
chiatric rehabilitation.

Person Orientation—Accounts written by individuals with serious psychiatric 
disabilities, describe both how appreciative people are when providers express 
interest in their strengths and talents and how damaging it is when providers reduce 
individuals to the list of symptoms they have, or the label they carry. Micro- 
aggressions based on stereotypic views affect mental health [39]. PCPR expresses 
the importance of the value of “person orientation” or seeing the person holistically, 
in that it focuses its assessments of physical, emotional and intellectual functioning 
and support on both strengths and deficits. Individuals go through a process of 
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identifying their own vision of a recovered life with a specific role that they hope to 
achieve within it. Their interests shape their perspective on what role they prefer 
(e.g. part time worker, college student, tenant, mother with children) and that role 
determines which skills and supports are evaluated.

Person Involvement—The fundamental basis for psychiatric rehabilitation 
interventions is a commitment to an equal partnership between the provider and 
the individual receiving services. Recent studies emphasize the importance of 
partnership in modern clinical services, even in risk management (e.g. [40, 41]). 
In recovery- oriented services, people with psychiatric disabilities are partners in 
the delivery of interventions that promote their recovery. They bring their exper-
tise about their own recovery process to the table, while providers bring expertise 
about interventions. In PCPR, providers use the expertise of the people being 
served to decide which components of the PCPR process to deliver, to decide on 
goals and types of interventions used. The entire process is based on the perspec-
tive of the person with the disability, with provider skills such as reflective or 
active listening, forming the core provider competency needed to create equal 
footing in the partnership. Providers function as coaches and teachers in PCPR 
rather than as the experts whose role is to solve problems. As such they teach, 
coach, and consult to the person with the psychiatric disability about what s/he 
needs to know to be able to choose, get and keep the valued role s/he wants to 
achieve.

Choice or Self Determination—Self-determination and self-choice is the corner-
stone of the process designed to promote an individual’s journey to achieving their 
own vision of a meaningful life. The opportunity to choose one’s long term goals, 
the methods to be used to get to those goals and the individuals or providers who 
will assist in the process, are all components of a service acknowledging this value. 
PCPR helps individuals determine where and in what role they want to live, learn, 
work or socialize. Beginning rehabilitation with this process helps to establish the 
individual’s hopes for a future, rather than beginning with an assessment of strengths 
and deficits and then determining a goal that “fits”. When individuals being served 
do not have much experience making important choices in their lives, PCPR helps 
to arrange opportunities for people to experience different options and then helps 
them to clarify what they learned was important in these options, rather than taking 
over and making the choice for the person. In mental health services, SDM as a 
specific process or incorporated into decision-making processes have shown a posi-
tive impact on the individual’s capability to reflect on old habits in more construc-
tive ways as well as to improve psychosocial functioning [42]. Promoting 
self-determination and choice does not mean that practitioners have no right to 
share their opinions and thoughts in the PCPR process [43]. As Anthony [44] points 
out, while there are times when an individual may have difficulty being the ‘captain 
of his ship’, the onus is on the PCPR practitioner to explain why the person cannot 
make their own choice in the moment, rather than operating on the assumption that 
the person cannot do so. The issue of providing choice is important as a value and 
as a question of empowering individuals to regain control over their lives, their 
rights and citizenship in society [11, 45].
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Hope—Hope is the basis for a willingness to change. Having someone believe in 
a person, even when s/he does not believe in him or herself, has been identified by 
individuals as the critical ingredient in their recovery [46]. While research has con-
sistently shown that professionals do no better than random chance in predicting 
success [20], some staff believe that the people they serve are “too sick” to recover 
and that the data on recovery surely refers to types of clients other than the ones they 
serve. For example, many mental health professionals believe that work is too 
stressful despite abundant evidence to the contrary (e.g., [47]). Unfortunately, these 
providers contribute to the fear of going to work by focusing on deficits and chro-
nicity, and using professional coercion [48], which can demoralize and distress even 
the most resilient person [49]. PCPR increases hope by first focusing on the roles 
that reflect the person’s aspirations. This insistence on a process that helps individu-
als consider options and choose a role and setting they prefer, communicates to the 
person that their dreams are valid and that the process of PCPR involves helping 
them to figure out what skills and resources they have or don’t have in relation to 
achieving their goal [11, 35]. Some individuals of course, have lost their hope in the 
years spent struggling with their illnesses, the accompanying poverty, loss of rela-
tionships and opportunities. PCPR acknowledges these negative realities and uses a 
systematic approach to help the person understand where they are currently in rela-
tion to considering their future.

16.6  The Process: Values Plus Techniques

PCPR as a process attempts to help people determine the living, education, work 
and social roles they want to reach over the subsequent 6–24 months. Roles chosen 
within a period of 2 years are likely to be concrete enough to motivate the person, 
(as compared to long term goals which are closer to a vision than a goal) and far 
enough away that the person has the opportunity to improve to achieve them. For 
example, a goal might be “I intend to live in an apartment with a roommate, in the 
Falmouth district of the city by July of 2017”. Some people are not prepared to even 
consider setting a goal. Techniques of assessing and developing readiness for reha-
bilitation [50, 51] are designed to identify factors that provide obstacles considering 
change, with techniques designed to inspire that hope. Some of these factors include 
a lack of satisfaction or success in the person’s current situation (greater dissatisfac-
tion leading to greater willingness to consider a new situation); a perception by the 
individual that change may be possible, bring positive results and is manageable for 
the person to do; a level of awareness about options and an awareness of personal 
values and interests. For those who are prepared to set a goal, providers facilitate the 
individual’s self determination by helping the person to develop the ability to select 
a role and setting, which they wish to reach or improve on. Such activities are then 
followed by engaging the person in a systematic method of problem solving [52].

After setting a “role goal”, provider assistance is focused on helping people to 
identify what they need and what they know how to do well (skills) and what they 

16 Person-Centered Rehabilitation



278

have or need to have (support or support resources), in order to achieve these goals. 
The relationship in which this occurs emphasizes an equal partnership, a holistic 
perspective and hopefulness. For example, the person in the previous goal example 
might have the intellectual skill of “Organizing my belongings” (a skill important 
when living with a roommate in a small apartment) but not have the emotional skill 
of “Resolving conflicts” (a skill equally important to living with a roommate). 
Functional assessment, or the evaluation of physical, emotional and intellectual skill 
strengths and deficits are only done in relation to the demands of the preferred role, 
rather than being a generic checklist of skills that anyone might need to do anything 
(e.g. budgeting, transportation, grooming)—but that might not be helpful to the 
specific goal. For example, if the goal is to “live in an apartment in Borne, with a 
roommate until July 20---”, the roommate might not care about the person’s groom-
ing. Budgeting might only be important to the extent to which the person can pay 
rent—budgeting for other items may make no difference. In this way, assessments 
are kept specific to the goal that has been selected by the person and are tailored to 
be manageable for the precise demands of a specific environment. Therefore, people 
are helped to develop those unique skills and/or supports intended to help them to 
become successful and satisfied in the specific roles they have selected. Individuals 
are thus either taught to perform skills they don’t have, or supported in overcoming 
obstacles to using the skills they have, but don’t perform sufficiently well to be suc-
cessful and satisfied in the selected role. Support needs are met by either linking 
people to resources they might not have or helping to modify existing resources so 
that they can provide more support. PCPR includes both techniques to help the per-
son make changes in their environment and techniques that help to modify the envi-
ronment around the person (e.g. facilitating changes in laws, attitudes to people 
with psychiatric disabilities, that create barriers to the person’s achievement of their 
chosen valued role). In simpler terms, the PCPR rehabilitation process helps people 
determine their own goals and then obtain the skills and environmental support 
necessary to achieve them.

PCPR, as described here, has been studied in empirical studies conducted in the 
United States [53, 54] and in studies conducted in European countries [55–57]. 
More recent studies have also confirmed the efficacy of this approach. For example, 
a 2 year follow up study conducted in Sweden followed a group of 71 clients across 
a county in Sweden where they were receiving psychiatric rehabilitation services. 
Of these 71 clients, 49 were still being followed at the end of 2 years. Results indi-
cated that 65% of the clients reported that they had mainly or almost completely 
achieved their self-formulated rehabilitation goals at the 2-year follow-up. There 
were significant differences with regard to health, empowerment, quality of life and 
psychosocial functioning for those who reported that they had mainly/completely 
had achieved their self-formulated rehabilitation goals compared to those who 
reported that they only had to a small extent or not at all reached their goals [58].

From the perspective of the person for whom the service is intended, PCPR helps 
people choose their goals, obtain and/or maintain them, depending on their needs 
and willingness [35]. This client view of the process has been called “Choose-Get- 
Keep”. A qualitative study [59] conducted on the experience of the person being 
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served in the 2 year follow up study focused on a sub set of 10 participants who had 
been in services continuously for 24  months and were over 18  years of age. 
Participants responded to open ended questions and were encouraged to describe 
their experiences in their own words. The analysis of the clients’ experiences 
resulted in three categories: increased self-understanding, getting new perspectives, 
and being in a trusting relationship, which can be seen as important part of a sense 
of being connected to oneself and others. The participants’ experiences of being 
respected as equal individuals and the importance of getting the necessary resources 
and insights to be able to make decisions and set goals according to individual pref-
erences was a strong theme throughout the interviews. The approach is described by 
the interviewees as engaging the person by regularly giving them the opportunity to 
get their perspective reflected and to be able to participate in decision making 
regarding their own rehabilitation.

Person centered psychiatric rehabilitation is an approach to helping an individu-
als with serious psychiatric disabilities, among other issues, to choose, get and keep 
their preferred role in society. Using a wide variety of tools and possible perspec-
tives and strategies to increase activity and participation or disability and handicap, 
it contributes to the person’s recovery journey, helping the individual move towards 
a unique vision of a meaningful life.

16.7  Neurorehabilitation: Applied Neuroplasticity 
and Resilience in Practice

Like psychiatric rehabilitation, neurorehabilitation has become a well-accepted tool 
in the array of interventions important to the successful treatment of neurological 
disorders, especially in their chronic stage. Enormous strides have been made in 
increasing the range and efficacy of disease-modifying drugs available for the treat-
ment many neurological disorders e.g. stroke, multiple sclerosis (MS), brain tumours, 
movement disorders, traumatic brain injury (TBI) etc. in early and remitting stages.

Patient engagement is a vital aspect of neurological management, in which indi-
viduals are fully involved and are encouraged to strive and put effort into meeting 
treatment goals. In this approach, healthcare providers become motivators and 
patients need less intervention and consume fewer resources. Numerous interven-
tions that promote neurorehabilitation are available, though evidence to support 
their use is limited by a lack of data from large randomised controlled trials. 
Combining interventions that promote neurorehabilitation with newer, more effec-
tive treatments creates a promising potential to substantially improve the outlook 
for most patients with chronic neurological disorders.

When initiating a neurorehabilitation programme, it is important to appreciate 
the value of maintaining resilience and neuroplasticity in patients and to understand 
the approaches that can encourage these factors and promote neurorehabilitation 
Resilience includes components such as nutrition, self-belief and physical activity 
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which provide a stronger response to the disease and improved responses to treat-
ment. Neuroplasticity is the capacity of the brain to establish new neuronal net-
works after lesion damage has occurred and distant brain regions assume control of 
lost functions.

Medications have limited capacity to ameliorate all the existing disabilities that 
neurological patients may have, particularly those with progressive diseases. The 
potential of physical and cognitive therapies, and the benefits that neurorehabilita-
tion can provide for the patient, especially when combined with pharmacological 
therapy is critical to success. We want to consider here the mechanism of action of 
neurorehabilitation and interventions that can promote it, in particular with respect 
to resilience and neuroplasticity [60].

16.7.1  Resilience in Neurological Disorders

Resilience, in the neurological context is related to psychological adaptation, social 
connection, life meaning, planning and physical wellness. The concept of resilience 
comprises physical, mental and emotional components including good nutrition, 
rest and self-belief (see Fig. 16.1).

• Fitness and stamina
• Nutrition for energy
• Rest and recovery

Physical Emotional

Mental Spiritual

Dimensions of resilience

• Calming and focusing
• Impulse control
• Emotional regulation
• Positive emotion
• Realistic optimism

• Self-belief
• Outlook and perspective
• Thinking traps
• Sustained focus
• Casual analysis
• Control controllables

• Values and beliefs
• Empathy
• Reaching out

Fig. 16.1 Dimensions of resilience in response to disease and treatment
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Without such activity and participation, there is insufficient neuronal stimula-
tion, diminishing or eliminating the prospect of recovery. Patients must be encour-
aged to develop resilience in order to maximises of their lost physical abilities.

16.7.2  The Importance of Neuroplasticity

Neuroplasticity is another important concept in the treatment of neurological condi-
tions. It is defined as the physical ability of the nervous system to adapt to changes. 
Not all of the changes in brain activity are adaptive, and thus behaviourally benefi-
cial. Neuroplasticity can also be maladaptive and contribute to or sustain disability 
[61]. Furthermore, it is not known whether neuroplasticity is diminished with pro-
gressive disease.

At the behavioural level, neuroplasticity can be induced using novel motor and 
cognitive strategies, which counter problems of despair and resignation common to 
many neurological patients. At cortical sites remote from the lesion, reorganisation 
of neurons may effectively bypass the damage, suggesting high levels of neuroplas-
ticity in animal brains.

Further work on human brains using fMRI has shown that simple functions such 
as moving a hand, involve more areas of the brain and more energy usage in non- 
disabled patients with a chronic neurological condition (e.g. MS) than in normal 
control individuals [62–64]. In some conditions, such as stroke, there is restoration 
towards the original physiological network over time and different and more com-
plex patterns of network connections are established [65, 66]. Studies have also 
shown that, following an initial increase in brain functional connectivity, it then 
declines over the following 2 years, resulting in a decreased ability to compensate 
for neuronal damage, which may lead to disability progression.

These studies collectively provide evidence of functional changes at brain sites 
remote from the injury or lesion and stress the importance of treatments aimed at 
maintaining neuroplasticity and brain reserve to inhibit or prevent irreversible dis-
ability progression. To harness neuroplasticity to achieve neurorehabilitation, we 
need interventions that combine a strong scientific and biological rationale with 
monitoring of clinically meaningful functional and structural changes in the brain. 
As with psychiatric rehabilitation, a multidisciplinary team that centres on the 
patient and their caregiver is required. This team should involve a neurologist 
trained in rehabilitation medicine, and multiple other therapists including speech 
therapists, psychologists, nurses, orthopaedic technicians, physiotherapists, ergo-
therapists, occupational therapists, and social service representatives (see Fig. 16.2). 
This coordinated multidisciplinary team enables all aspects of the disease, including 
problems with mobility, gait, bladder/bowel disturbances, fatigue and depression to 
be effectively treated.

All should interact and work to create an integrated clinical care pathway. This 
should include patient-defined needs and goals, and therapists’ assessment of prob-
lems (mobility, self-care ADL, communication, daily occupations and social 
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interactions). Setting of common goals should be performed at an interdisciplinary 
level and should be clear, specific, meaningful, realistic and measurable (e.g. “In 
seven days you will be able to climb stairs or dress yourself”). Assessment of goal 
achievements should be regular and goals adapted if necessary. Although limited, 
available evidence suggested that inpatient or outpatient rehabilitation programmes 
may improve disability, bladder dysfunction, and participation in neurological 
patients, and the effects may last up to 12 months. Providing intensive individual 
attention to all neurological patients is a challenge since access to treatments and 
services is highly variable and often limited by the availability of healthcare 
resources.

Neurorehabilitation takes many forms depending on the various physical or men-
tal manifestations of the disease in each patient and the problems they encounter. 
Some of these symptoms can be addressed using an increased range of effective 
drug therapies. Other symptoms, however, require treatments that harness the 
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neuroplasticity of the CNS, i.e. its innate ability to adapt to change. These include 
physical therapy such as exercise programs and gait training whereas others require 
cognitive or psychiatric therapy. Numerous studies have demonstrated the consider-
able value of such interventions and these are especially effective when used in 
conjunction with pharmacological treatments. It is essential that standardised mea-
sures and endpoints for determining neurorehabilitation interventions are agreed in 
order to properly assess their value in different neurological patient populations 
around the world.

There are now strong grounds for optimism in the management of neurological 
disorders. Increased use of newer medications coupled with defined programmes of 
education/training and goal setting are likely to substantially improve the prognosis 
in many patients, particularly during the early disease stages of their diseases. These 
interventions collectively promote neuroplasticity and neurorehabilitation and have 
the potential to halt further neurodegeneration. As a result, patients diagnosed with 
a neurological disorder today can expect substantially more active lives, generally 
better outcomes than previously, and possibly some recovery of lost function.

16.8  Conclusions and Practical Issues on Implementation 
of Person Centered Care

There are many barriers to full access to these PC rehabilitation services, such as 
limited workforce with the skills to deliver this kind of rehabilitation as well as 
general funding limitations for intensive, long term services. One major barrier 
appears to be provider perceptions that recovery is not possible and a lack of train-
ing in the skills required to deliver the type of interventions described in this chap-
ter. For example, two recent studies found that negative beliefs about the 
employability of people with serious mental illnesses constituted a significant bar-
rier to their employment [67] and affected the implementation of evidence - based 
employment practices [68]. Training has been cited as an important element in over-
coming the lack of PCC in services. Providers trained in the concept of recovery 
were less likely to stigmatize or hold “non person oriented” beliefs about the people 
they were serving [69] while those trained in strengths based interventions were 
more likely to be willing to support people in positive goal oriented risk taking at 
6 month follow up [70].

While these barriers do exist, recent international developments in medicine sup-
port person centered psychiatric rehabilitation and neurorehabilitation in its quest 
for the promotion of functioning and quality of life. Institutions exist to provide 
such training, such as the Center for Psychiatric Rehabilitation, with the advent of 
online and blended learning programs making such training more accessible. There 
is recognition that broad based similarity exists between psychiatric rehabilitation 
and neurorehabilitation which helps to support the growth of both. Both fields 
require multidisciplinary teams to deliver a holistic approach based on person 
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engagement and full partnership. Both fields focus on helping to rebuild or 
strengthen functional capacity in critical areas of a person’s life, rather than focus 
primarily on “curing” the disorder. Both fields understand that helping individuals 
set personally meaningful goals, harnessing or activating the person’s resilience 
through structured interventions to help them achieve those goals, motivates people 
to achieve far more than they might have done. This motivation infuses the process 
both for providers and service recipients and their families with hope, a powerful 
“drug” in its own right and the importance of recovery for individuals with long 
term conditions, such a mental illnesses or neurological disorders.
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Chapter 17
Person-Centered Prevention

Salman Rawaf, Celine Tabche, George N. Christodoulou, David Rawaf, 
and Harumi Quezada-Yamamoto

17.1  Introduction

Identifying novel and more effective intervention strategies in health and healthcare 
are needed because disability has become an increasing component of disease burden, 
significant research, development investment, and health expenditure in recent years 
[1]. With population growth and the rapidly ageing global population, the demands on 
health services to deal with disabling outcomes will require policymakers to antici-
pate the magnitude of these changes. Furthermore, the Coronavirus SARS-Cov-2, the 
causative agent of COVID-19, has changed most if not all of our public health 
approaches to prevention. During this pandemic, public health developments, includ-
ing precision public health, were another milestone in this speciality’s history [2].

Benefiting the most significant number of people through preventing disease, 
prolonging life, and promoting health should be the mission of all healthcare work-
ers. This strategy requires collaboration between health leaders involved in educa-
tion, politics, businesses, and charities. The Robert Wood Johnson Foundation in 
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Fig. 17.1 True population health management

2014 described the management of proper population health through a diagram 
which was slightly edited for this chapter to fit current trends (See Fig. 17.1) [3].

Figure 17.1 clearly illustrates how the health factors are divided and what health 
systems need to achieve the ultimate goals of adding years to life and improving 
quality of life by adding life to years. The concept of prevention can be understood 
more clearly when explained by the fact that the fate of population health manage-
ment falls on the changes in policies and programs. Prevention covers two core 
levels: community and person. Community prevention addresses social, economic, 
and physical environmental factors, while person-centred prevention focuses on 
individual health, behaviours, and clinical care. While these factors may flow and 
overlap between the two main levels, community, and person-centred prevention, 
they represent the general understanding of health systems and how to move for-
ward with any prevention policy.

The outstanding results of small advances in prevention can be seen through his-
tory. Dating back to the fifth century BC, the Greek father of medicine, Hippocrates, 
has an aphorism attributed to him, “It is more important to know what sort of person 
has a disease than to know what sort of disease a person has”. He distinguished 
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personal characteristics and lifestyle patterns from disease symptoms experienced 
by the individual. Hippocratic therapies mainly focused on changes in exercise, 
food, and lifestyle patterns that include sleep, baths, sexual practice, and other 
habits [4].

The nineteenth century presented one of the most symbolic examples of pre-
vention during the cholera epidemics in London. Around 50,000 deaths were 
reported per season, which is approximately 20 per 1000 individuals in the pop-
ulation at the time [5]. Doctor John Snow had kept records of patients with the 
disease, trying to figure out the common factor between them. As a result, he 
realised that all cases had direct contact with water or food contaminated with 
water from the Broad Street Pump in Soho. It was unnecessary to know all the 
facts about cholera before taking preventative public health action that targeted 
individual homes and routines. The pathogen vibrio cholera was not discovered 
for another 30 years.

Another example is that of James Lind who used lime juice to prevent scurvy 
when ascorbic acid’s chemical pathway had not yet been discovered. Typhoid and 
paratyphoid provide another successful story of prevention. The provision of safe 
water supply, sanitation, and further measures to ensure food safety (dairy, fish, etc.) 
by the end of the nineteenth century, led to enteric fever being rare in England and 
Wales nowadays [6]. More recently, vaccines have played a significant role in pre-
vention and particularly during the twentieth century. Diseases such as polio, teta-
nus, rubella, measles, whooping cough, and diphtheria are rarely seen by doctors 
today while smallpox has been eradicated [7]. The reduction of maternal mortality 
can also be attributed to prevention [8].

From the use of gloves and other public health techniques to higher professional 
standards among doctors and other health professionals, legislative and administra-
tive mechanisms, prevention has been the main reason some diseases have been 
avoided or eradicated. Prevention requires a nationally led drive that makes people 
the priority instead of the system; this can help reduce lifestyle causes of poor health 
and target those with the highest risks of ill health. The users’, carers’, and families’ 
priorities should be critical points to organise health services. Carer, voluntary, and 
community sectors contribute massively to help individuals and support prevention 
services. Therefore, their input is vital to design and provide person-centred care. 
Equally as important is the government’s ability to secure the funding for this activ-
ity and increase public financing because, without this source, any policy’s goals 
will be unachievable [9]. This central notion leads to the role of public health as 
described by the Centers for Disease Control and Prevention (CDC). There are ten 
essential services provided through the role of public health that link all healthcare 
processes and allow policy development to improve the community’s health (See 
Fig. 17.2) [10].

It is important to note that research is a critical element of assessment, policy 
development, and assurance, which has not been highlighted in the figure pro-
duced by the CDC in 2020. Research is the only route that brings beneficial 
real-world evidence to the legislative process, allowing policy change and 
development. The main goal for the CDC in Fig. 17.2 was to achieve optimal 
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equity while removing obstacles that might result in health prejudice. Moreover, 
these public health services will help draw out proper disease prevention strate-
gies and be key pillars for health systems and policymakers in individual and 
population health improvements.

Every year, it is more evident that we need to shift away from the traditional 
models of care to a tactic focused on self-care, empowerment, and prevention on the 
grounds of efficiency. Community-based services, for example, can deliver preven-
tive support for people with chronic conditions. Patient empowerment is achieved 
through self-care with action plans, support, and follow-up in primary care rather 
than secondary care [11]. Patient involvement in prevention has become a priority 
in the policy agenda and is connected with the system’s transformation. Now that 
the basic understanding of the person-centred prevention approach has been dis-
cussed, prevention recommendations will be tackled along with their unique char-
acteristics and challenges.
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17.2  The Knowledge Base of Person-Centred Prevention

17.2.1  Prevention Vs Curative Approach

The emphasis on prevention starts simultaneously at every level of care: primary, sec-
ondary, and tertiary. The target can be as big as the whole population, a specific group 
in the population, and can also be delivered to one person on a one-to-one basis. It is 
important to note that the disease model typically focuses on the individual instead of 
targeting the larger group. Also, it tends to jump in with a cure after the problem has 
struck the individual and affected them physically, mentally, and financially. This 
model can be reformed through primary care, hospitals, state’s decisions, and interna-
tional organisations [12]. At the population level, measures were taken previously 
similar to the water fluoridation decision, where 1 mg of fluoride was added per litre 
of water. Fluoridation was introduced to the USA and UK in the early twentieth cen-
tury to reduce tooth decay by 1970; fluoride was also added to toothpaste [13]. Another 
measure taken due to the iodine deficiency was salt iodisation [14].

For a specific group in a population, like the elderly or children, measures can be 
taken similar to those taken during the COVID-19 lockdown. The Royal Society for 
the Prevention of Accidents (RoSPA) aimed to reduce the pressure on the health 
service because almost 17,000 unintentional injury hospital admissions happen per 
year in Northern Ireland. They started encouraging and campaigning for an accident- 
free home by changing the house’s design and removing objects from the child’s 
reach [15]. In the elderly population, preventive measures can avert falls, accidents, 
and related injuries, reducing the burden on healthcare systems [16].

At the level of person-centred prevention, it starts with the person and their capa-
bilities which includes their medical condition, physiology, and carer focus. Person- 
centred prevention should encompass some main principles like understanding the 
patients’ goals with respect and maintaining confidentiality. Empowering the patient 
through communication, participation, and education is another main principle that 
supports this approach while always creating accessible resources. For example, the 
CDC has placed new goals for early detection of dementia by 2023; local public 
health agencies will prepare all communities by changing the environment, sys-
tems, and policies. One of the developed actions, E-1, talks about educating the 
families and public about all cognitive and brain health age-related issues and the 
benefits of early detection and diagnosis [17]. Person-centred prevention can be 
incorporated into primary, secondary, and tertiary care through the practitioners, 
community, state, and international organisations contribution.

17.2.1.1  Primary Prevention

The WHO and UNICEF have defined primary health care as “a whole-of-society 
approach to health that aims at ensuring the highest possible level of health and 
well-being and their equitable distribution by focusing on people’s needs and as 
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early as possible along the continuum from health promotion and disease preven-
tion to treatment, rehabilitation, and palliative care, and as close as feasible to 
people’s everyday environment” [18].

These organisations have identified what modification is needed for the health 
systems to truly hold the universal health coverage (UHC) principles. This shift 
highlights the importance of a government’s support beyond the health sector on 
all levels. The health systems switch from being designed around the organisa-
tions and disease and start working towards being developed with the people for 
the people. It provides quality, inclusive care throughout one’s lifespan instead 
of being just for specific diseases. This care ranges from promotion and preven-
tion to treatment, rehabilitation, and palliative care. The leading role of doctors 
is to prevent disease as part of their Good Medical Practice [19]. They should 
always put patient care as their first concern. They have significant opportunities 
to educate the general public about preventable diseases and avoidable deaths, 
such as type 2 diabetes, heart disease, and some types of cancer. This teaching 
process is a form of patient empowerment that can lead to great results in 
prevention.

Community’s role in primary care prevention: These community-based pro-
grams in primary care settings are created and tailored to receive optimal outcomes 
in the area. For example, a nutrition program delivered on services for pregnant and 
lactating women similar to the one done in India called Tamil Nadu Integrated 
Nutrition Program [20]. This program was done to educate and empower local 
women on resources to prevent malnutrition and improve maternal and child health. 
The integration of community care into primary care prevention is essential for 
effectiveness, sustainability, and longevity of health systems.

The state’s role in legislation and enforcement has a massive influence on pre-
vention, such as the seat belt, mobile phones in cars, road taxation for maintenance, 
and the crash barrier laws which has also been cost-effective to any state which has 
enforced these rules [21]. During the COVID-19 pandemic, governmental surveil-
lance, monitoring, and prevention measures have proven to be essential for all health 
systems worldwide; practitioners in primary care could not have done it on their 
own [22]. The state should be approached by public health organisations and profes-
sionals in primary care with economic and political evidence on how policy changes 
can benefit the individual and the nation. This step requires research and data col-
lection to draw out evidence-based conclusions and policies on a solid foundation in 
primary care.

International institutions’ role in prevention, such as the International Health 
Regulations, protects against disease at a personal and community level. Their 
COVID-19 position was evident by declaring a global pandemic and supporting 
countries worldwide with policies and guidelines to keep the population safe, even 
though one could argue that the decisions on the vaccination process have not been 
the best globally [23]. However, enforcing lockdown, social distancing, and travel 
restrictions were public health measures dependent on individuals. These measures 
have helped everyone in the healthcare system by reducing the pressure on primary 
care and the wider public health workforce [24].
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17.2.1.2  Secondary and Tertiary Prevention

Secondary prevention highlights early disease detection where healthy-looking 
individuals are the main target with underlying forms of the disease; hence, no overt 
symptoms are present, which is also known as asymptomatic individuals. Therefore, 
screening is the focus of secondary prevention, as seen in some cases during the 
COVID-19 pandemic. Both the medical and outcome stages of a disease are focused 
on tertiary care prevention. It aims to lessen the severity of the disease in symptom-
atic patients. While secondary prevention seeks to detect a disease early and prevent 
deterioration, tertiary prevention seeks to reduce the effects of established disease in 
an individual, improve quality of life, and reduce symptoms. Ordinarily, rehabilita-
tion work is also a form of tertiary prevention for patients.

Hospital’s role in prevention can be done during consultations to identify the risk 
in the patient and link them to the corresponding clinic that can deal with the 
patient’s situation to avoid any future complications. For example, someone admit-
ted with heart problems who might have inadequate knowledge about nutrition, 
alcohol consumption, or smoking should be referred to a clinic that educates them 
on these topics to try and avoid any future predictable complications.

The specialist’s role is to make sure diseases do not progress to damage or cause 
long-term disabilities to patients. This control can be presented in diabetes and cor-
responding complications resulting from high cholesterol, high blood pressure, neu-
ropathy, etc. The patients admitted into hospitals are given a care plan to prevent 
further obstacles in that particular disease and a rehabilitation plan to maintain their 
current normal state with disabilities.

The examples mentioned above show how prevention can be person-centred 
instead of prioritising the system and the disease. Policies need to be changed to 
empower the patient and the public to make sure more diseases can be avoided. 
Hence, the interacting themes (See Fig. 17.3) in person-centred care and prevention 
are health, education, legislation, and sustainability to reach a better future for all.

Person-
Centred

Prevention

Health

Sustainability

Legislation

Education

Fig. 17.3 Interacting themes
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17.2.1.3  Person-Centred Prevention in Psychiatry

The application of the principles and methods of Prevention in Psychiatry is crucial 
not only because of the ancient and wise dictum “prevention is better than treat-
ment” (as exemplified in the Hippocratic Oath where Hygeia, the Goddess of 
Preventive Medicine, is mentioned before Panacea, the Goddess of Therapeutic 
Medicine) but also because of evidence derived from the WHO indicating that in 
many countries “as much as one third to one-half of all mental and neurological 
disorders could be averted by primary prevention methods” [25].

The person-centred perspective is, of course, more relevant when applied in clin-
ical practice and preventive lifestyle practices. However, person-centred psychiatry 
recognises the person in the singular and in the plural (i.e., as people in society) 
[26]; therefore, public health preventive practices also, are within the context of 
person-centred prevention.

Regarding clinical practice and, more specifically, diagnosis, the inclusion of a 
personalised (or idiographic) formulation and the standardized diagnosis is charac-
teristic of the emerging person-centred trend [27]. Primary Psychiatric Prevention 
is, of course, prevention “par excellence” and involves the person even before its 
birth (as is the case with genetic psychiatric counselling). Secondary prevention 
involves screening for emerging psychopathological symptoms such as precursors 
of schizophrenic symptoms in adolescence or symptoms and signs indicative of 
increased suicidal risk. Tertiary prevention has been the focus of attention in the last 
years. Following the introduction of effective medication, it has been possible to 
de-institutionalise persons with severe psychopathology and thus avoid the long- 
term effects of the illnesses themselves and the deleterious effects of how the 
patients were kept and treated (institutionalisation).

For further reference, please find the two chapters that discuss Person-centred 
Prevention in Psychiatry and Person-centred Mental Health Promotion and Public 
Health Perspectives in the Person-centred Psychiatry book published in 2016 
[28, 29].

17.2.2  The Added Value

It should suffice to say that prevention will decrease the number of new patients and 
reduce the cases of people who are already suffering, translating into a reduced 
workload for the practitioners and the whole health system. Furthermore, health 
services are costly to the state and individuals, and their effectiveness must be justi-
fied and guaranteed. In some instances, prevention has been proven to be cost- 
saving and cost-effective in the long run [30]. Cost reduction due to prevention 
encompasses fewer admissions, fewer referrals, and in consequence, decreased 
curative treatments and long-term care needed for patients.

In 2010, a report titled “Assessing Cost-Effectiveness in Prevention” gathered 
existing evidence to ensure that the present scarce resources are directed as 
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meticulously as possible to the services provided [31]. This work evaluated 150 pre-
ventive health interventions covering mental health, diabetes, tobacco use, alcohol 
use, nutrition, body weight, physical activity, blood pressure, blood cholesterol, bone 
mineral density, and many more. The authors concluded that the impact of investing 
in prevention relies not only on achieving efficient health systems but also on fairer 
systems, as mentioned previously in Fig. 17.2. The most cost-effective interventions 
with the most significant population health impact were those that included alcohol, 
tobacco, unhealthy foods taxation, mandatory salt limits on processed food, and lapa-
roscopic gastric banding as a preventive treatment for individuals with BMI >35 [31].

17.2.3  The Challenges to Person-Centred Prevention

In a perfect world, doctors would not be needed for treating preventable diseases. 
However, most budgets are allocated towards curing rather than prevention; there-
fore, most medical specialities praise and adhere to curing roles for prestigious pur-
poses. From the operational perspective, prevention can be task-focused by creating 
checklists due to current pressures such as low budget, understaffing, and disinte-
grated services. Nevertheless, public health preventive interventions should not 
neglect the person since health behaviour and clinical care are person-focused, 
which make up 50% of the health factors, according to the diagram mentioned pre-
viously in Fig. 17.1.

17.2.4  An Environment Conducive 
to Person-Centred Prevention

17.2.4.1  Inform and Educate About Healthy Choices

One-to-one patient education for prevention should focus on the individual’s con-
cerns and the support they may need to keep healthy. It should involve sharing 
information, identifying medical and non-medical support needs, discussing 
options, contingency planning, setting goals, documenting the discussion (care 
plan), and monitoring progress through regular reviews, which the English NHS has 
set as a priority in 2017 [32]. Another vital part is the patient’s mental health, where 
the services provided can be tailored to one’s personal life goals and barriers. The 
health care provider’s role as a face-to-face educator should guide the patient to 
improve their health literacy while being responsive to the individual patient’s 
needs. Some consider health literacy the primary responsibility of all physicians. 
Moreover, other health professionals such as nurses, have shown to be very effective 
in delivering information by avoiding medical jargon, engaging in patient questions, 
explaining unfamiliar forms, and using “teach-back” as a method to ensure under-
standing [33]. Teach-back is a technique used by practitioners to ensure that the 
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patient has understood what care plan they need to abide by, which in turn confirms 
that everything has been thoroughly and clearly explained.

Mass education for healthy choices must follow marketing principles to make it 
more attractive. The health sector is competing with the appeal of commercial 
advertisements for unhealthy products aimed at our population, who have to decide 
on the best choices for their well-being. Social media marketing adopts retail mar-
keting tools and techniques, such as audience mapping, insight generation, and cus-
tomer relationship management. It uses them to create marketing and communication 
campaigns that address critical public health challenges [34]. After understanding 
the individual’s journey, behaviour changing programmes and focused campaigns 
can be created to inform the public and offer tools to withstand a behavioural change. 
This transformation can be achieved by supporting an environment encouraged to 
change, help drive cultural acceptance of healthy behaviours, and in the end, influ-
ence policy changes. Making sure to identify the people that are willing to learn, 
give them a chance, and praise them for their enthusiasm invites more individuals to 
join and learn more. Health education has the task of modifying individual behav-
iour and social norms that make healthy choices difficult. Different behaviour 
change models are used for designing these types of interventions in the context of 
a policy market. Still, the Capability, Opportunity, Motivation, Behaviour (COM-B) 
model is probably one of the most popular and widely accepted. Developed by 
Professor Susan Michie and her colleagues at University College London, the model 
looks at the interplay between context, policy, and behaviours to help define behav-
ioural change strategies [34]. The model suggests that the interaction between capa-
bility, opportunity, and motivation influences behaviour. Capability refers to the 
individual’s psychological and physical capacity, opportunity signifies factors out-
side the individual such as societal and environmental influences, and motivation 
shows unconscious processes like emotional responding and analytical decision-
making; these three components influence behaviour. This model can be used to 
understand how to target behavioural change through healthcare education.

17.3  Opportunistic and Systematic Screening

As mentioned above, primary prevention embraces activities to reduce the inci-
dence of a disease, while secondary prevention aims to detect and treat pre- 
symptomatic disease. On the other hand, tertiary prevention includes activities such 
as rehabilitation that reduce chronic incapacity, recurrences of an illness, or deterio-
ration and are designed to help the patient return to educational, family, profes-
sional, social, and cultural life [35].

Opportunistic screening is a modality of secondary prevention that occurs when 
a test is offered by a health professional or requested by a patient outside an organ-
ised programme. Pharmacists, walk-in centres with nurses, and General Practitioners 
(GPs) are frequent points of contact. For example, the Royal College of General 
Practitioners and The Royal College of Australian GPs agree that family physicians 
and primary care doctors have a crucial role in active prevention, including 
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opportunistic screening by targeting high-risk patients or groups [35]. Nevertheless, 
staff in hospitals (secondary care) are equally relevant to this purpose. Although 
specialist care is predominantly delivered within a reactive model of care, which 
contradicts the concept of prevention, secondary care doctors should receive appro-
priate training to perform opportunistic screening, regardless of their speciality. 
This screening training will be on smoking, obesity, hypertension, high cholesterol 
level, bone density etc., to enhance prevention measures [36].

Systematic (organised) screening is another form of secondary prevention con-
ceived to detect disease before symptoms develop. These pre-established national 
programmes are regularly accompanied by law or policy that supports them. The 
process is similar to sifting people through a sieve with a few picked up in the mesh 
and is potentially cost saving [37]. Screening tests vary throughout an individual’s 
lifetime, from pregnancy and birth to adult heart diseases and cancers.

An example of systematic screening made person-centred is the NHS Health 
Check programme, introduced in England in 2009. The programme invites individu-
als aged 40–74 years without pre-existing cardiovascular disease (CVD), kidney dis-
ease, type 2 diabetes, or dementia to perform a health check [38]. A risk assessment 
including questions about alcohol use, physical activity, smoking status, weight, 
height, blood pressure, and blood tests for cholesterol and diabetes is performed, and 
they are given access to lifestyle and health advice tailored to the patients’ needs [39].

17.4  Preventable Risk Factors

Risk factors have their causes, sometimes in a complex chain of events (with many 
entry points for intervention), covering socioeconomic factors, environmental and 
community conditions, and individual behaviour; however, many are avoidable. Some 
elements are interconnected; for example, in ischaemic heart disease, cholesterol or 
high blood pressure act as a relatively direct cause of the disease. Whereas physical 
inactivity, alcohol, smoking, or fat intake contribute to their development. Hence, 
these have amenable risk factors, such as education, social status, and income. It has 
been understood that modifying these background causes is more liable to amplifying 
effects by influencing multiple proximal causes [35]. Therefore, these preventable risk 
factors can establish sustained improvements to health if addressed early on.

17.5  Stakeholder Engagement

Stakeholder engagement is an irreplaceable element that creates the canvas to make 
all of the above possible. At the same time, trust and credibility are required to 
achieve this. Trust can be gained through good communication or a solid doctor- 
patient relationship by listening and being open-minded. Credibility is gained 
through good research and using evidence-based proposals. There are two types of 
motivators for engagement that can play on the psychological aspect of reward and 

17 Person-Centered Prevention



300

Intrinsic Motivators

• Autonomy
• Belonging
• Curiosity
• Learning

Extrinisic Motivators

• Badges/ Gold stars
• Competition
• Fear of failure or 

punishment
• Money/ Rewards

Fig. 17.4 Intrinsic and extrinsic motivators

punishment: intrinsic (part of the stakeholder’s constitution), extrinsic (representing 
a benefit or a menace for the stakeholder), which are illustrated in Fig. 17.4 [40].

17.6  The Public Health Laws

Nothing can be regulated without some laws that are intended as health interven-
tions in what is called Public Health Laws. They define health agencies’ powers, 
duties, boundaries, systems, and regulations impacting health [41]. Nowadays, pub-
lic health professionals, legal and scientific expertise are more frequently brought 
together to develop, enforce, and evaluate health-related laws. Public Health Laws 
are responsible for protecting people from harmful exposures such as smoking, 
unhealthy food, antibiotics, alcohol, drugs, and even children abuse. These laws can 
also regulate the influential people known to be the stakeholders in the health sys-
tem, such as practitioners, registration staff for birth and death, reporters of infec-
tious diseases and many more. These laws should be approached to appeal to the 
stakeholder’s interest and plans to motivate them to start benefiting the whole popu-
lation. Learning how to negotiate with each entity using the tools listed in the sec-
tion above and the evidence needed to support each conversation will help reach the 
desired goal and laws for person-centred prevention in the health systems around 
the world faster and with all sides on board [42]. This tactic can protect people 
against biological, chemical, and radiological risks, preventing injuries and diseases.

17.7  Practical Implications

17.7.1  A Model for Person-Centred Prevention

A new preventive person-centred model in primary care is needed to achieve better 
health outcomes, experiences, costs, and higher staff satisfaction. This model is pos-
sible only when the broader determinants of health are addressed alongside what the 
system currently provides [43]. The paradigm shift from curative to preventive is a 
challenge in the current context of pressures on the health care systems. Under this 
rationale, a primary care-based model focused on self-care, with minimal additional 
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Fig. 17.5 Model for person-centred prevention

resources to an efficient resource redistribution tailored to the individual’s needs, 
will be proposed.

The model combines the patients’ perspective, the psychosocial context, and 
shared decision-making  between patients and health professionals based on the 
Seven Pillars of Self Care [44], the WHO Commission on Social Determinants of 
Health Conceptual Framework [45] and the comments of Roy et al. in 2014 (See 
Fig. 17.5) [46]. The model highlights the importance of the person as an active par-
ticipant in health fulfilment.

17.7.2  Assessing the Implementation 
of Person-Centred Prevention

The necessary steps for being able to evaluate a person-centred prevention interven-
tion are presented in Fig. 17.6.
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1. Decide aim

2. Choose 
measures

3. Define 
measures

4. Collect data

5. Analyse and 
present data

6. Review 
measures

• Repeat
  steps 4 to 6

Fig. 17.6 Steps to evaluate person-centered prevention

Source: (Silva, 2014)

Before
care

encounter

During
care

encounter

After care
encounter

Definitions;
Preferences

Experiences

Experiences;
Outcomes

Fig. 17.7 Measuring 
different aspects of 
person-centred care. 
(Source: de Silva [47])

Most published research about measuring person-centred care has taken place in 
a hospital context with a rising primary and community care trend [47]. The main 
features measured are preferences, experiences such as empathy, communication, 
self-management, and shared decision-making. Other featured measured outcomes 
are through patient experience and empowerment, which can be done through sur-
veys or consultations. These can be measured before, during, or after the contact 
with any preventive services, as seen in Fig. 17.7.
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17.8  Discussion

Prevention in public health is proven to be the best measure to prolong life and 
improve the quality of the individual’s and the community’s health even though it 
may take some investments and longer time to implement [48]. The COVID-19 
pandemic demonstrated how valuable public health measures are in stopping the 
transmission, saving lives, and protecting the health service. Social cohesion plays 
a vital role in patient-centred prevention, expanding its aim to be seen as a means 
for ensuring the protection of adverse events and the broader concept. In its con-
stitution in 1946, the WHO embraced that concept by defining health not solely as 
the absence of disease but also a state of complete physical, mental, and social 
well- being [49].

From this perspective, integrating the predominant biomedical-technological 
approach that emphasises the biological aspects of both diseases and curative 
strategies with the social context and developing the concept of social determi-
nants of health is needed. In Alma-Ata year 1978, WHO embraced the goal of 
“Health for All in the year 2000” with primary health care as a vehicle to achieve 
this vision of health [50]. These were reiterated in the new Declaration on Primary 
Care in Astana in 2018 [51] including the call for more integration of public health 
into primary care. In 2005, WHO created the Commission on Social Determinants 
of Health, which adopted a conceptual framework based on the Diderichsen model 
[52], identifying structural and intermediate determinants. The first is the primary 
producer mechanisms of stratification and social divisions, such as macroeco-
nomic policies, public policies (education, health), social policies, resulting in 
income differentiation, ethnicity, social class, and schooling. The latter contrib-
utes to generating more inequality as modulators than primary causes [45]. 
Following this, Marmot collected evidence of efficacy in counteracting health 
inequities and published it in Fair Society Healthy Lives the Marmot Review [53]. 
In this review, the existence of a social health gradient (the lower the social class, 
the worse their health) and the need to act on the social determinants of health was 
highlighted with a strengthened role of prevention and to allow people control 
over their lives (empowerment) as key components. To enable primary care to 
deliver effective preventive measures, both at the individual and the community 
level, Rawaf has proposed various models to integrate public health into primary 
care in a WHO document. These models were suggested to reach preventive care 
and start taking a broader perspective. Therefore, individual care can be outlined 
in population outcomes like equity and social cohesion and easily applied to hos-
pital care. Some of the leading models proposed were “public health services and 
primary care providers work together” and “multidisciplinary training of primary 
care staff in public health” [54].

17 Person-Centered Prevention



304

Given the above, we feel that change from voluntary to compulsory vaccination 
should be considered to protect the population in a situation that mirrors the pan-
demic that has hit the world in 2020. The measles re-emergence due to anti- 
vaccination parents may eventually force the governments to proceed with 
compulsory vaccination if prevention is our primary goal. The return of eradicated 
diseases mentioned in the introduction, like the horrors of polio with the consequent 
disabling of populations, will be near. When the health system moves towards a 
more person-centred approach to any health risk, that is when one can see a differ-
ence in health status across the world.

17.9  Conclusions

After this discussion on how person-centred prevention can help with the current 
health sector crisis, it was made clear that a shift in investment from the curative 
biomedical approach to a preventive approach to care is needed. History has shown 
that preventive methods can be significant changers to population health outcomes. 
Many of the current pathologies burdening our health systems now have their ori-
gins in our lifestyle, behaviour, and environment.

Smoking, alcohol consumption, and obesity have preventive measures which 
rely on public policy and rely heavily on self-empowerment and self-care while 
being highly cost-effective on the whole system. Other factors that require consid-
eration are genetics, climate, occupation, the general environment, access to quality 
health services, education, and economics. Therefore, screening and testing in high- 
risk and vulnerable groups are encouraged. Why are physicians and other health 
professionals not practising prevention at all levels during their daily encounters 
with patients [55]? Is it because of the lack of training (not part of their training 
programmes), absence of policy, systems’ resistance to change, or lack of incentive?

This chapter has identified elements for a model to person-centred prevention 
and showed the steps towards assessing the corresponding interventions. 
Nevertheless, it is important to remember, without stakeholder engagement as a 
solid foundation, implementation is not feasible. Part of the stakeholder engage-
ment requires public health laws to support person-centred intervention, which 
requires the training of the health professionals accordingly [42]. We need to legis-
late, educate, and inoculate!

We hope that this chapter will contribute to greater attention to person-centred 
illness prevention and health promotion.
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Chapter 18
Person-Centered Health Promotion

Susan P. Phillips, Margit Schmolke, and Christine C. Leyns

18.1  Placing the Person at the Center of Health Promotion

18.1.1  What Is Health Promotion?

Health promotion is the process of enabling people to increase control over, and to 
improve, their health. To reach a state of complete physical, mental and social well- 
being, an individual or group must be able to identify and to realize aspirations, to 
satisfy needs, and to change or cope with the environment. Health is, therefore, seen 
as a resource for everyday life, not the objective of living. Health is a positive con-
cept emphasizing social and personal resources, as well as physical capacities. 
Therefore, health promotion is not just the responsibility of the health sector, but 
goes beyond healthy life-styles to well-being [1].
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18.1.2  Obstacles for Individual Health Promotion at 
the Primary Care Level

Regardless of, and sometimes despite a patient’s reason for wishing to see a physi-
cian, current standards and professional expectations for the typical primary care 
encounter increasingly focus on health promotion [2]. Although evidence of the 
merit for many of these at individual level, and particularly those involving lifestyle 
changes is limited, the number of health recommendations has increased to the 
point where the responsible general practitioner could spend more than 7 h a day 
addressing these with patients [3]. The ensuing time pressure felt by doctors predis-
poses to coercion and against person-centered autonomy, discussion, or shared 
decision-making [2]. It also frustrates patients as the opportunity for them to present 
their reason for visiting the doctor and to tell their story is hijacked by a physician 
intent on getting through a health checklist.

What Is All This Health Promotion About? Traditionally, health promotion 
revolved around lifestyle and healthy behaviors—discussions known to be of lim-
ited benefit but also to be neither onerous or time consuming. Increasingly, however, 
they include a search for risks of disease or risks of markers of disease, with poten-
tial and frightening diagnoses like cancer being named and dangled as threats of 
non-compliance, despite a lack of current illness or suffering. Such risky health 
promotion is named in the WONCA international dictionary for general/family 
practice under the term quaternary prevention: ‘Action taken to identify patients at 
risk of overmedicalisation, to protect them from new medical invasion, and to sug-
gest to interventions, which are ethically acceptable [4, 5]’.

At present, guidelines identifying who should be exposed to ‘the search’, that is, 
which people to test requires reducing individuals to demographic characteristics 
such as age, or sex. This further renders the individual invisible as the care provider 
abandons the social identity of the patient, the ability to explore or understand indi-
vidual’s strengths, suffering or symptoms, or to form a health alliance with the 
whole person rather than those body parts at theoretical risk of disease. The patient 
becomes, for example, a 52  year-old male with hypertension and pre-diabetes 
instead of a man with stories, hopes, and fears.

18.1.2.1  Persons Centered Health Promotion

A more contextualized and dynamic health promotion construct would be ori-
ented to:

 (a) The person’s identity (person in totality, not just as symptoms or clinical 
markers)

 (b) Conscious and unconscious dynamics and processes

S. P. Phillips et al.



311

 (c) The person as expert about her/his competencies in daily life
 (d) Relationships influencing the person and group dynamic processes
 (e) Context (acknowledge the person’s social context and identities)
 (f) Biography (recognize the person’s life history, roots, story)
 (g) Development of the potentials of a person, noting that crises and illness as well 

as failure are important developmental and learning experiences
 (h) Recovery (hope, healing, individual recovery processes) [6]

The gap between population level health promotion and person-centered approaches 
is ever widening. We will explore this gap and argue that in fact, a person-centered 
approach is essential for effective health promotion.

18.1.2.2  People Centered Health Promotion

In health care in general as well as in health promotion it is necessary to look at the 
whole population as a way to ensure that nobody is left behind. Many people are not 
able to access health services, and active community oriented strategies are needed 
to correct this. Person centered care incorporates prevention, health promotion and 
health education including health system navigation. Health education in its broad 
sense is known in the literature as ‘health literacy’ and defined as the personal and 
relational factors that affect a person’s ability to acquire, understand and use infor-
mation about health and health services [7]. To enhance health literacy in a com-
munity, a multilevel intervention is needed that brings attention to the accessibility 
of health materials and tools, including sectors like education, the communication 
skills of health professionals, and the institutional characteristics that support the 
active engagement of patients and communities [8]. Community education is cru-
cial in large parts of Latin America, Asia and Africa where health decisions related 
to a person are often dominated by the person’s family and community. Education 
limited to the individual patient would be inadequate in this context. Including com-
munities and not only individuals to promote health is paramount since the social 
determinants of health and their distribution are identified and prioritized in the 
community and since health is a human right for all, although, for a community, 
health education is insufficient to empower people to take control over what deter-
mines their health. The community needs enabling social, economic and environ-
mental conditions and real power [9]. Furthermore, it is important to reach out to 
people who either cannot or do not enter the formal health system or those living at 
the margins of society. Their representation in decision making related to health 
must be guaranteed [10, 11]. Although direct links between community participa-
tion and health outcomes have not been documented in the literature, the importance 
of obtaining community uptake, ownership, health equity and sustainability have 
been observed [11–13].
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18.2  Evidence-Based Medicine and the Disappearing Person

Those of us who embrace person-centered care often do so because, intuitively, it 
seems the right thing to do. Patients are people, a statement that would seem self- 
evident anywhere except in a scholarly medical journal. Individuals should be 
respected as such, rather than conceptualized as machines with potentially faulty 
parts to be identified and either fixed or replaced [14]. Evidence-based medicine 
(EBM) of necessity categorizes patients by lists of physical symptoms and findings, 
while dismissing, (or in the language of research, controlling for) individual charac-
teristics, circumstances, hopes, or dreams as irrelevant fluff.

Prior to writing this chapter we reviewed the literature on person-centered care 
and maintenance of health or health promotion. Alas, there isn’t much, and most is 
from decades ago. Perhaps this speaks to the elevation and narrowing of evidence-
based medicine from what Sackett originally described (the research, the person, 
the doctor’s experience) to algorithms and checklists devoid of who the patient is 
[15–17]. I can hear my colleagues now, saying that medical care must rest on 
research, on the scientific method of asking a question, objectively studying it, ana-
lyzing the findings and then replicating the process. This is how evidence is pro-
duced and at present, medicine lives and dies by evidence and evidence, alone. Yes, 
without evidence we have nothing, but without patients’ stories, values and our 
relationships with those patients we have only a single path to follow and it is the 
same path for everyone. John Ioannidis, a wise and skilled epidemiologist has skew-
ered current research, showing that much of the time published findings are false 
[18]. In 35% of randomized controlled trials (the pinnacle of robust research meth-
odology) re-analyses of findings lead to changes in conclusions. These are short-
comings of the methodology, itself, that cast some doubt on just how robust all that 
evidence actually is, and especially when the person Sackett saw as central to EBM 
is eliminated from view.

EBM has come to focus on the disease, isolated from the person who may have 
a disease or the practitioner’s experience in general and with a specific patient. Trish 
Greenhalgh [15] has looked at the impact of the missing human on the utility of 
EBM, identifying six sources of bias arising from that invisibility:

 1. limited patient input to research design
 2. low status given to experience in the hierarchy of evidence
 3. a tendency to conflate patient-centered consulting with use of decision tools
 4. insufficient attention to power imbalances that suppress the patient’ s voice
 5. over-emphasis on the clinical consultation
 6. focus on people who seek and obtain care (rather than the hidden denominator 

of those that do not seek or cannot access care).
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18.2.1  When There Are No Individuals, Only Categories

By its very nature, risk factor research must categorize those being studied to com-
pare the outcomes for a particular risk across different groupings. For example, to 
study the risk of whether early childhood adversity (ACE), about which more will 
be said later, foreshadows earlier death, one must first categorize all being studied 
as either exposed (having a higher ACE score) or unexposed (no ACE). The proper 
methodology dictates that to avoid assuming that the impact of ACE are uniform 
across the exposed group there should be a sub-classification of participants or sub-
jects by, for example, sex. In fact, when this is done, it seems that the long-term 
harms of ACE are different for men and women [19], demonstrating the importance 
of categorizing. However, the need to categorize brings with it an assumption of 
homogeneity within the category. Are all women really the same and different from 
all men? And this brings us back to person-centeredness, to knowing more about a 
person than their ACE score and their sex. The person living in a homeless shelter 
and the President of the US may both have been exposed to ACE and be male (or 
female) but beyond that, the social influences on their health and well-being are 
unlikely to overlap. For research evidence to be applicable to the individual we must 
know that individual. In other words, science is necessary but insufficient in guiding 
medical prevention and care. Rather than trapping patients by categorizing them as 
diseases and risks devoid of human and social traits we must open those categorical 
boxes and see who is inside.

18.3  Adding Person-Centered Approaches to Medicine

18.3.1  A First Person’s Story

“I killed my first moose when I was 11.” JG was speaking in Cree and answering the 
question “tell me about your health.” This was 2 weeks before he died at age 78. He 
had been diagnosed with end stage heart failure and COPD, and transferred from a 
remote Indigenous community to the small, northern Canadian hospital where I 
(SPP) worked. He then told me about the signing of the Treaties with the Canadian 
government 60 years earlier, and a life lived mostly on the land hunting and trap-
ping. In response to my standard medical interrogation about chest pain, cough and 
whether he became short of breath when he lay down he told me his life story. That 
was all that mattered. With far greater insight than his young doctor displayed, JG 
metaphorically explained that after a harsh life, but also one of resilience and 
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strength, he was at ease with dying, saying that there were traditional medicines that 
might have helped him but that he accepted the White Man’s Treaty agreement to 
provide medical care for him and his people. A lesson in the importance of knowing 
the person, and one I have thought about many times over the intervening four 
decades. At a minimum I learned to ask patients about themselves rather than merely 
about their medical problems, realizing that the two are inextricably linked. I think 
JG wanted me to understand that context matters; that from adversity he developed 
strength, and that what he viewed as traditional preventions and cures were not as 
simple as sipping a tea made from plants. Instead they were an adjunct to an envi-
ronment and a way of life that disappeared along with a disappearing culture.

18.3.2  Population Level Risks: Environment, Social 
Connectedness and Epigenetics

My immediate thought was that JG was rewriting history through a fog of nostalgia. 
Even then I knew there was no miracle, whether in his context or mine, to prevent a 
heart from failing. I have now had years of medical experience teach me over and 
over to be cynical about miracles. Many have come and gone, most a miracle of 
marketing rather than cure. Nevertheless, the prospect of prevention and treatment 
that builds on context and is not explained simplistically by biochemistry or patho-
physiology can be scientifically plausible. We now know, for example, that the out-
side world and a person’s lived environment ‘flip’ the biochemical and epigenetic 
switches that augment or deplete health. An elegantly designed systematic review of 
whether, and to what degree, social relationships (and consider here not just rela-
tionships between family and community but also between physician and patient) 
alter longevity offers an example [20]. Holt-Lundstad et al. synthesized 148 studies 
that asked whether loneliness kills. An interesting question and one that, on first 
glance, lacks the aura of science that medicine embraces. However, recent concepts 
of epigenetics inject science into the observation that social connectedness can get 
under the skin to build immunity and prevent the inflammation that precipitates or 
exacerbates many chronic diseases. The currency of medicine and particularly of 
prevention is risk reduction and, ultimately, increased life expectancy. Across those 
148 studies the impact on longevity of social relationships, defined in a number of 
ways, exceeded that of preventions including smoking cessation, exercise, reduc-
tion of alcohol intake, influenza vaccines, control of hypertension or decreasing air 
pollution. There was an astonishing 50% increase in survival among those with 
strong social relationships. Might it be that social engagement or connection is a 
miracle cure, or more accurately, a prevention, for multiple illnesses and premature 
mortality? Perhaps this is an area that merits further examination, and one that pro-
vides a scientific link between knowing the person, person-centered care, preven-
tion, and health promotion. And maybe somewhere in this sort of research is the 
science that connects with JG’s story.
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The same strong relation can be identified between health and the environment 
or the social determinants of health. The social determinants of health are the condi-
tions in the environments where people are born, live, learn, work, play, and age that 
affect a wide range of health, functioning, and quality-of-life outcomes and risks 
[21]. In Marmot’s review of the social gradient in health—the lower a person’s 
social position, the worse his or her health is, although this is more evident among 
men than women. In the wealthiest part of London, one ward in Kensington and 
Chelsea, a man can expect to live to 88  years, while a few kilometers away in 
Tottenham Green, one of the capital’s poorer wards, male life expectancy is 71. 
Underlying this disparity are avoidable inequalities in society: of income, educa-
tion, employment and neighbourhood circumstances. Health inequalities result 
from social inequalities. Action on health inequalities requires action across all 
social determinants of health. Avoidable health inequalities are unfair and putting 
them right is a matter of social justice [22]. This same understanding was translated 
by the United Nations in 2015 into a universal call to action to end poverty, protect 
the planet, and ensure that by 2030 all people enjoy peace and prosperity.

18.3.3  Individual Risks: Adversity and Resilience

Entwined in looking at how population level prevention translates to individual 
level well-being are adversity and resilience. Back to adversity in childhood (ACE). 
Over the past 20  years a series of studies on ACE have demonstrated that early 
social adversities, whether from disrupted families or exposure to violence, have 
lifelong impacts on physical and mental health [23]. This is not an effect of poverty; 
the research included only middle-class Americans, all of whom had private medi-
cal insurance. Their economic security and access to medical care did not, however, 
override the ability of early life circumstances to figuratively get under the skin and 
harm. However, some individuals, despite having high ACE scores, did not go on to 
develop illnesses to which they seem socially predisposed. These are the resilient 
ones—individuals who adapt positively when faced with adversity. Resilience is the 
process by which one’s intrinsic assets and external resources are used to surmount 
challenges [24, 25]. The ability to ‘bounce back’ from trauma, deprivation, or vio-
lence is dynamic and can be learned and amplified throughout life [25]. Protective 
characteristics and circumstances that predict resilience include self-efficacy, opti-
mism, empathy, flexibility, sense of purpose, self-control, connectedness, having a 
supportive family, and living in a cohesive community [26].

Studies on resilience and health sometimes examine stories of those who func-
tion well physically and socially despite having symptoms of a physical or mental 
illness. Such research conveys the message of how to understand life stories, to 
learn from them and to apply this knowledge to prevention and treatment [27]. The 
findings suggest that resilience is not an innate personality trait but rather a way of 
being that can be acquired across the life course, and further, that the interaction of 
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person and environment is central. Of course, resilience is not a cure for the impact 
of adversity nor does the potential to foster it absolve society from striving to mini-
mized social adversity. Traumatized persons may be suffering and resilient at the 
same time [28]. German development researchers Grossmann and Grossmann [29] 
emphasize that traumatic and adverse experiences in life always leave tracks/traces 
and scars. They question the construct of resilience, hypothesizing that no person 
bounces back to the original position after adverse or traumatic experiences. 
Nevertheless, in favourable conditions (e.g. social support, important persons and 
positive attachment) persons can lead a meaningful and fulfilled life. This hypoth-
esis may well explain the incremental response of poorer health with greater num-
ber of ACE, even though the resilience of some will temper that harm. The research 
of others suggests that resilience can ‘neutralize’ the impact of adversity on health 
and turn harm into thriving [24, 30–33]. The extent to which resilience offsets social 
harms is an evolving area of study.

What Does All This Have to Do With Providing Medical Care? There is evidence 
that health care practitioners, among others, can ameliorate some of the impacts of 
ACE by identifying and fostering the individual strengths that build resilience 
[30, 32, 33]. As small and simple as it may seem, being person-centered and asking 
patients about their past and how it has affected them can augment current and 
future well-being [34]. As part of the original ACE studies patients at throughout the 
large Kaiser Permanente healthcare system in the US completed the 10 item ACE 
scoring questionnaire. In response to any ‘yes’ answers the physician then asked, 
“Tell me how that has affected you later in life.” An external assessment of the 
impact of asking this question, of ‘opening of the door’ found a 35% decrease in 
primary care visits, an 11% decline in trips to the emergency and a 3% decrease in 
hospitalizations for the following year. With no further discussion these utilization 
rates reverted to baseline in the second year, suggesting that opening the door is a 
beginning but not a stand-alone solution. The remarkable thing is not that early 
adversity affects health forever more, but rather that something as simple as caregiv-
ers asking patients about who they are and what their early life was like, of shifting 
the lens from patient to person with a story, can move that person’s trajectory from 
dysfunction towards health. The current term for this is trauma informed care, which 
really distils down to fostering resilience by being sensitive to individual stories, 
needs, and vulnerabilities, and then, together, reframing those narratives [35].

18.4  Person-Centered Health Promotion

As pointed out wisely by Heath [36], When the prevention of disease begins to 
assume greater priority than the relief of suffering, something very fundamental 
begins to go awry.

Overall, Where Does a Person-Centered Approach Fit into Health Promotion? As 
explained earlier, the standard of evidence-based preventive care has become a 
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search for risks or even risks of risks, for tests of possible future disease [2, 36]. For 
example, we now diagnose pre-diabetes, creating the specter of a feared chronic 
disease among people whose blood sugar is actually normal. Similarly, screening 
protocols assume that all women over age 50 but under age 74 are at increased risk 
of breast cancer and should have periodic mammography screening. This despite 
the reality that because the risk of this cancer increases with increasing age and 
further, that the evidence in favor of the recommended screening test is contradic-
tory, individualized discussions should replace age-based testing. Recommendations 
linked to a few demographic indicators preclude the need to know the person, as do 
standardized approaches to checking blood pressure, cholesterol, blood sugar along 
with many other such tests.

Usual screening tactics, with their focus on problems and deficits, emphasize 
what needs repair, creating passivity and a sense of impending disaster that often 
leads to reliance on prescribed ‘treatments’ for potential but, at present, non-existent 
disease [37]. Broadening the medical paradigm from a search for risks and vul-
nerability to also identifying and developing individual strengths and resource-
fulness might have greater impact on patient health than does creating a cohort of 
the ‘worried well’. Physicians could rethink concepts of health promotion and dem-
onstrate the links between a strengths-based narrative and long-term well-being. 
Highlighting patient strengths and offering resources to build these and foster resil-
ience could enhance wellness. Working with patients to do this requires the physi-
cian to hear each unique story, to know the person who is their patient.

18.4.1  The Doctor-Patient Relationship as Medicine

In keeping with Holt-Lundstad’s findings that social relationships are salutogenic, 
there is evidence that feeling connected to one’s physician may promote health, in 
and of itself, and also foster healthy behaviors [38]. This story from my practice 
(SPP) is illustrative. For most of their 60+ years the Johnsons (name changed) have 
been defined by medicine and social services as drug abusers. Others had occasion-
ally and unsuccessfully imposed ‘treatments’ upon them using guardianship of their 
children as blackmail. The pattern of drug dependence continued for them and two 
of their five now adult children. Medical students working with me read the family’s 
charts, roll their eyes and sometimes speak of them with distain. Over 30 years as 
their family doctor I have come to know the Johnsons well—her childhood of sex-
ual abuse, his of poverty, loss and abandonment, their 40-year relationship built on 
constant communication and respect, their love for their children and steadfast par-
enting of their grandchildren. About 6 years ago they stopped using drugs. When I 
asked them why, he said, “Because of you. I swore at you once in the office when I 
was high and I was mortified and knew I had to stop.” Of course it’s a bit more 
complicated than that, but only a bit. To me this was a triumph of person-centered 
care/health promotion rather than of medicine. One of many I have seen.
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The impact of the relationship developed and of their understanding that I respect 
them and hold them in high regard somehow got under the Johnsons’ skin. Medicine 
and public health offer many treatments and preventions of high efficacy, that is, of 
significant theoretical benefit. But effectiveness (impact in a real life situation) is 
another matter. All interventions ultimately must filter through the individual. So, 
for example, laudable measures that increase the walkability of a city with the aim 
of increasing individual physical activity will be undermined by an individual’s fear 
of violence in the environment [39].

To make health promotion and prevention work we must know the person tar-
geted by any program and that person must know that we are doing more than offer-
ing them a template for care at a given age.

Two authors of this chapter have engaged in research that examines the link 
between person-centeredness and health promotion. We have both noted that there 
seem to be far more young people with anxiety in recent years than two or three 
decades ago. Are we just seeing the same thing through a different lens or are youth 
actually struggling more than in the past? And why does it often seem that young 
people with the most supportive, economically stable families are particularly vul-
nerable. I (SPP) decided to interview 13–16 year olds and asked them about stresses 
and their ways of managing them. What unfolded was a most educational and uplift-
ing experience and one of few where the research itself seemed to be of benefit to 
participants [40]. With the first few interviews I realized that although I had known 
most of the kids I interviewed all their lives I had never really talked to them directly 
and alone. I had made assumptions about their lives based on my knowledge of their 
families’ medical and social histories. All those invited to participate showed up, on 
time, and demonstrated a politeness that prompted the receptionist to say, “Who are 
these kids? They are wonderful”. Remember, they were all teenagers. They talked 
and talked and would have stayed well beyond the hour set aside for each interview. 
Most could name their sources of stress—often school and a self-imposed pressure 
to succeed. But more important was their sense of self-control and of mastery over 
these stresses. Their responses could have been collated into a guide for youth about 
managing stress and being resilient. For example, one was writing a book in which 
she rethought and changed the script of difficult situations, another was a budding 
artist (and proudly showed me his drawings on his cellphone), many found an outlet 
in sports, and some diverted their attention away from stresses recognizing that a 
sort of ‘time out’ could defuse most situations. Interesting and fruitful research but 
more important, a lesson for their doctor in the value of knowing the person rather 
than making assumptions based on medical histories and scripts. A number of the 
participants came back to discuss medical matters, some of quite a sensitive nature, 
and it was clear that we had a bond and a connection that arose from that hour of 
conversation in which they were people, not patients, and young adults rather than 
children being talked about by their parents.
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In a study on the quality of life of chronically unwell, schizophrenic patients liv-
ing outside of mental hospitals in the city of Leipzig, Germany [6, 41], Margit 
Schmolke found that these persons don’t view themselves only as “passive victims” 
of their illness. They have developed, step by step, an “expert knowledge” (e.g., 
regulation mechanisms in crisis situations) in the course of dealing with illness. 
Interpersonal networks and social relationships have proved to be stabilizing and 
health promotive factors. Of particular importance for many of them was the per-
sonal experience of being needed by others, by family members, by a partner or 
friends, and their need to be part of society. One interviewee said that the family and 
its coherence is most important in her life, “it is like the thread” which was inter-
rupted in phases of her illness. A long marriage, the births of her sons, relationship 
to her spouse and to the grand-children took a great part of the interview. It is this 
‘expert knowledge’ of the individual and by the individual that will prevent illness, 
at least as effectively as repeated monitoring of standard medical measures.

18.5  Research Directions

“The pursuit of cure at all costs may restrict the supply of care” [42]. So wrote 
Archie Cochrane, considered to be the father of evidence based medicine, as he set 
out to assess the two roles of the British medical system: therapy and “board, lodg-
ing and tender, loving, care.” What might he think of EBM five decades later? 
Certainly medicine has accepted the importance of prevention and cure based on 
research evidence. Perhaps because it is so much more challenging to measure, care 
has never really been part of the EBM research agenda and seems to have become a 
nice ‘add-on’ for when the real work of medicine is done. Although, as stated above, 
person centered care seems like “the right thing to do” the rigor of medical evidence 
begs for more than anecdotal ‘proof’ or modelling of whether caring translates into 
better health and cure. A study published in 2019 offers a model for how such proof 
might be gathered using a validated tool for scoring caregiver empathy [43]. The 10 
question scale used might be viewed as a proxy measure for person-centered care. 
Findings showed a trend (but not statistical significance) in the association between 
perceived caregiver empathy and a decrease in likelihood of a subsequent serious 
cardiovascular event. Not ‘proof’, perhaps because the sample size was insufficient, 
but a methodology worth utilizing and a promising outcome.

“We need to build bridges between clinicians and researchers in the fields of health promo-
tion and resilience in order to integrate medical scholarship about origins and treatments of 
illnesses with knowledge about protective and healing factors tied to a person’s social 
circumstances, life story, connections, in other words, to who the patient is. If we are open 
to understanding the patient’s suffering and joys, and if we listen to them carefully, we can 
learn a lot about that person’s competencies, strengths, skills, experiences in navigating 
away from and dealing with illness and their deep hope of and motivation towards recov-
ery.” [6]
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18.6  Conclusions

As we know it, health promotion and its tandem concept of prevention represent 
challenging efforts [2, 36]. With ever lowering thresholds for defining and ‘treating’ 
risks comes earlier and more frequent naming of those risks. In general, the inci-
dence of the very diseases that preventive testing aims to stop have not decreased, 
nor has longevity increased. Instead ‘at risk’ labeling has created a population of 
‘worried well’, people who fear that their future is one of multiple chronic diseases. 
In parallel, although not because of the limits to current preventive interventions, 
existing clinical practice guidelines are blind to the individual, the story, the context, 
and standards for preventive care are divorced from person-centeredness.

What if the measure of benefit from health promotion were improved function 
and quality of life at the individual and contextual levels? What if health promotion 
focused on the strongest and most alterable determinants of health, social circum-
stances? Caring for and about a patient’s life rather than only their risk of disease, is 
not what doctors traditionally do. Interesting, though, that when older adults are 
asked whether they are aging successfully and about life satisfaction neither is 
found to parallel absence of chronic disease [44]. To some extent, these align, 
instead, with social connectedness [44], including connection with and empathy 
from one’s caregiver [43]. This may mean that as physicians and health profession-
als, we would be more effective if we got to know and made a real connection with 
the person whose blood sugar we keep checking, rather than slavishly checking it 
over and over until we can apply a label of pre-diabetes. Goal oriented care, based 
on the person’s life project and aims can promote much better the health of the per-
son than can a sole focus on health problems [45, 46].

The gulf between population level efficacy and individual level effectiveness in 
medical care and health promotion is large. In fact, there is stronger evidence for 
benefit arising from knowing the person who is one’s patient than from most stan-
dard preventive interventions combined. By fostering a therapeutic relationship of 
openness, empathy, understanding, trust and individualization of care, the people 
who are our patients are more likely to flourish and develop truly preventive traits 
and ways of being healthier, perhaps mediated through resilience. We are grateful 
for the tools that keep being developed that enable diagnosis and treatment of dis-
ease. The necessary but insufficient tools. They are most helpful only when used 
cautiously and thoughtfully, and shared and integrated with the person, their narra-
tive, their life story.

As stated throughout this chapter, context shapes individual health. We believe it 
is our duty as health professionals, to look at the global, national and regional ineq-
uities that harm individual health and tackle these. By understanding and hearing 
the people who are our patients and recognizing that they are experts of their life, 
context and history, health professionals and policy makers can join with those life 
experts to increase equity and health. This may be the salutogenesis of person- 
centred care.
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Chapter 19
Person-Centered Family Medicine 
and General Practice

Ted Epperly, C. Ruth Wilson, and Michael Kidd

19.1  Introduction

The importance of family medicine and general practice as the backbones of pri-
mary care cannot be understated in the development of person and family centered 
health care. The role of family physicians and general practitioners is to integrate 
the complexity of health care and health needs. Health care is responsible for only 
about 10% of a person’s overall health [1]. Conversely, patients’ behaviors, their 
genetics, their environment, and their jobs are responsible for about 90% of their 
health. The important role of family physicians and general practice physicians is to 
be an integrator between individuals, families, the community, health care, and 
health. The process in which family physicians and general practice physicians 
achieve this integration of health and health care is through trusted relationships 
with people in a continuous and comprehensive manner over time. The skill of gen-
eralism and having a broad-based scope of practice that understands the complexi-
ties of the human body all age groups, both genders, and the context of family, 
community and peoples’ jobs is the important ingredient in providing person-cen-
tered care. It is this generalist knowledge that allows the big picture to be seen and 
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acted on. It is in the subtle nuances of knowing not only what to do for a person or 
family that is having health care and health related issues but perhaps even more 
importantly knowing what not to do. All these things become important to efficient 
and effective resource utilization of health care to impact health as an outcome. This 
wise and thoughtful approach will not only maximize health care expenditures and 
improve the quality of health care outcomes, but at the same time manage sky rock-
eting cost that can be associated with redundant, ineffective, and wasteful health 
care dollars. Family medicine and general practice physicians are at the heart of 
primary care. Health care must be built around this type of generalism as being 
foundational to any functioning and effective health care system.

19.2  Health Systems Must Become More Responsive 
to Person-Centered Needs

Five common shortcomings of existing health care delivery across the world include 
inverse care, impoverishing care, fragmented and fragmenting care, unsafe care, 
and misdirected care. Inverse care plays out in most nations as the richest people 
getting the most care while the poor get the least care and have the greatest burden 
of suffering [2]. Impoverishing care is when the cost of care is causing a financial 
hardship or even bankrupting individuals, communities, nations, and the world. It is 
estimated that 100 million people worldwide go bankrupt around health care cost 
every year [3]. In the United States this represents 1.5 million people per year and 
averages one every 30 s [4]. Health care systems around the world are becoming 
more sub-specialized and reductionistic in approach. This leads to fragmented and 
fragmenting care versus the generalized holistic approach of primary care. Unsafe 
care is a result of poor system design, leading to medication errors, hospital acquired 
infections, and leads to increased morbidity and mortality. Misdirected care may 
occur with intensive or futile services - such as treatment of cancer, stroke, heart 
attack, or kidney failure—that offer only modest gains in longevity and quality of 
life but come at great cost.

Conversely, effective person-centered primary care promote health and wellness, 
can prevent 70% of chronic disease burden, and can add 25–30 years to people’s 
lives [3]. Universal and timely access to primary care is not available throughout 
much of the world. This results in considerable fragmentation in healthcare and 
magnifies disparities in care, with some receiving high quality care close to home 
while many more lack access to basic primary care services. These wide disparities 
in primary care access create significant disparities in health care outcomes and 
perpetuate inequities across the world. A person-centered approach ensures that 
these five health care system shortcomings are both mitigated against but dialed in 
for appropriate care at the person and family level.
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19.3  Proactive Versus Reactive Approaches 
in Person-Centered Care

As the world continues to develop and progress, the focus of health care systems 
must also progress away from reactive disease-oriented systems to proactive health 
care services that improve the populations health. As populations age, become 
more urbanized, face climate change, and confront the social determinants of 
health such as obesity for many and food insecurity for others, there must be an 
organized effort to address these challenges from a proactive and comprehensive 
systems perspective instead of from a reactive and fragmented individual 
perspective.

The excessive focus on disease and curative procedural interventions distracts 
attention from the realities and values of people in the context of their families, 
lives, and communities. This disease centered approach has kept systems from 
being more equitable, effective, and efficient and people from better health. In many 
ways, the business of disease has trumped the profession of medicine and health [5]. 
Albert Einstein once famously said, “Insanity is doing the same thing over and over 
again and expecting different results” [6]. This speaks powerfully to a failing health 
care system needing a different health care systems solution and not a temporary 
remedy or bandage. The Commonwealth Fund determined that two things improve 
health care outcomes for populations the most. First, some type of universal health 
insurance coverage and secondly, access to a usual source of care [7]. It is through 
this usual source of care that a relationship can be developed which leads to mutual 
trust and respect between the provider and the patient which leads to behavior 
change which is the majority of the causes of premature deaths in the world [1, 8]. 
Primary care as manifested in family medicine general practice, general internal 
medicine, general pediatrics, and geriatrics serves as a primary care integrator and 
a hub of coordination. This coordination and integration, as the usual source of care, 
helps lead to the triple aim of better health, better health care, and lower costs [9]. 
Primary care is integrative in nature by possessing a broad knowledge of all sectors 
of healthcare and a strong understanding of community resources and other social 
and structural determinants of health. It is unfortunate that one’s postal code is more 
important than one’s genetic code in determining one’s health. Primary care through 
trusted and continuous relationships, through a person and family centered approach 
over time can start to achieve the required integration and coordination of care that 
can both start to understand but also diminish the impact of those social determi-
nants of health.
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19.4  Person Centered Approaches in Family Medicine 
and General Practice

Aspects of care that distinguish disease centered health care from person centered 
primary care can be seen in Table 19.1. The basic distinction as noted here is that a 
person and people centered primary care focus on people’s health needs through 
comprehensive, continuous, and person-centered care in which people are partners 
in managing their own health. This leads to enduring and continuous personal rela-
tionships. The combination of continuity, comprehensiveness, and person-centered 
care produce better health for all people in the community as well as addressing the 
social determinants of health for better population health. Clarification of the key 
terms used in describing the various elements and layers of the complex healthcare 
system is essential. Primary care connotes health care professionals who act as a 
first point of contact and consultation for all people within the health care system. 
All people should have a primary care professional as their usual source of care. 
Secondary care involves health care services provided by medical specialists and 
other health professionals who provide limited access and services. Tertiary care is 
specialized consultative health care, usually provided in hospital or specialty clin-
ics. Quaternary care is used sometimes to refer to services that are highly special-
ized and not widely accessed. Experimental medicine and some types of uncommon 
diagnostic or surgical procedures are considered quaternary care. Preventative care 
includes measures taken to prevent diseases or injuries before occurrence rather 
than curing them or treating them afterwards. End-of-life or palliative services 
involve care for those with terminal illnesses or advancing disease that is progres-
sive an incurable.

Table 19.1 Aspects of care that distinguish disease-centered care from person-centered 
primary care

Disease-centered care Person-centered primary care

• Reactive in approach
• Focus on illness and cure
•  Relationship limited to the moment of 

service
• Episodic curative care
• Responsibility limited
•  Users are consumers of the care they 

purchase
•  Social determinants of health are most 

often not addressed

• Proactive in approach
• Focus on health needs
• Enduring and continuous personal relationship
• Comprehensive, and timely, person-centered care
• Responsibility and accountability over time
•  People are partners in managing their own health 

and that of their community
• Social determinants are often addressed

Modified from Epperly et al. [10]
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19.5  The Seven Shared Principles of Person-Centered 
Primary Care

The seven Shared Principles are listed in Table 19.2. They include the four classic 
Starfield Principles [12]: continuous, comprehensive, coordinated, and accessible—
along with several other concepts.

 1. Person and Family Centered
The decision to replace “patient-centered” with the term “person and family 

centered” was a very intentional one, responsive to concerns expressed by con-
sumer advocates that the word “patient” objectified individuals in a sick or 
dependent role. The principles sought to move beyond the narrow framework of 
a disease care system to one promoting health. This first of the Shared Principles 
affirms an empowered partnership role for individuals and families. For exam-
ple, the principal asserts that “primary care is grounded in mutual beneficial 
partnerships among clinicians, staff, individuals and their families, as equal 
members of the care team. Care delivery is customized based on individual and 
family strengths, preferences, values, goals and experiences using strategies 
such as care planning and shared decision making. There are opportunities for 
individuals and their families to shape the design, operation, and evaluation of 
care delivery [12].”

 2. Continuous
This principle reiterates the long-standing concept that “dynamic, trusted, 

respectful, and enduring relationships between individuals, families and their 
clinical team members are hallmarks of primary care.” The secret sauce of pri-
mary care is the ongoing trusting relationship between clinicians and the primary 
care team and individuals and families that is a healing process unto itself. This 
allows the importance of a sustained incremental approach over time to be foun-
dational to dealing with acute, chronic and prevention-based health care prob-
lems and issues [13]. This process also allows a thoughtful approach to the 
integration of a person/family into the health care system [12].

 3. Comprehensive and equitable
This principle emphasizes important contemporary aspects of comprehensive 

primary care, such as behavioral and mental health as well as oral health. The 

1. Person and family centered
2. Continuous
3. Comprehensive and equitable
4. Team-based and collaborative
5. Coordinated and integrated
6. Accessible
7. High-value

Table 19.2 The seven shared 
principles of primary 
care [11]
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principle also ties comprehensiveness to emerging concepts in health equity, 
calling on primary care to “seek out the impact of social determinants of health 
and social inequities. Primary care practices partner with health and community- 
based organizations to promote population health and health equity, including 
making inequities visible and identifying avenues for solution.” [12] Current 
research demonstrates that health care influences only approximately 10–20% of 
a person’s health, a person’s behaviors, environment, genetic makeup and social 
conditions being the most powerful determinants of health, illness and death [13].

 4. Team-based and collaborative
This principle affirms that individuals and families are critical members of 

primary care teams. In recognizing the multidisciplinary nature of team-based 
care, it also asserts that “health care professional members of the team are trained 
to work together at the top of their skill set, according to clearly defined roles and 
responsibilities [12]”. This principle broadens the importance of relationships to 
include the entire primary care team. Many team members, from nurses, medical 
assistants, receptionists, as well as clinicians, form relationships with the per-
sons and families cared for by the practice. All primary health care team mem-
bers are important in delivery of team-based collaborative care [12].

 5. Coordinated and integrated
The Shared Principles largely reiterate the central emphasis on contemporary 

issues such as “transitions of care to achieve better health and seamless care 
delivery across the lifespan.” The term “integrated” refers to how the individual’s 
health data and records can inform care within the primary care team and with 
other health care professionals in the medical neighborhood. The term “coordi-
nated” refers to how healthcare is seamlessly arranged with others participating 
with the individuals care outside of the primary care practice in the medical 
neighborhood. With the emergence of evolving health information technology 
new and dynamic ways of integrating and coordinating health care information 
and data can be performed both synchronously and asynchronously with indi-
viduals to optimize their health care and health [12].

 6. Accessible
This principle acknowledges the changing nature of access in a digital com-

munication era, asserting that “primary care is readily accessible, both in person 
and virtually for all individuals regardless of linguistic, literacy, socioeconomic, 
cognitive or physical barriers. This accessibility goes far beyond the concept of 
face to face visit. Meeting patient’s health and health care needs electronically, 
telephonically, and in other technologically empowered ways in both achieving 
person and family centered care but accessible care that is of high value. Primary 
care provides individuals with easy, routine access to their health information.” 
Moreover, person and family centered access means that “clinicians and staff are 
available and responsive when, where, and how individuals and families need 
them [12].”

 7. High value
This principle goes further than most prior formulations by asserting that pri-

mary care has a responsibility for both the “numerator” (quality and patient 
experience) and “denominator” (cost) components of health care value, and once 
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again highlights the importance of a person and family centered approach. 
“Primary care achieves excellence, equitable outcomes for individuals and fami-
lies, including using healthcare resources wisely and considering cost to patients, 
payers, and the system. Primary care practices employ a systematic approach to 
measuring, reporting and improving population health, quality, safety and health 
equity, including partnering with individuals, families and community groups.” 
Additionally, you cannot place enough value on the importance of the trusting 
relationship to drive quality and patient safety into appropriately lower health-
care costs [12].

19.6  The Value of Person-Centered Primary Care

Countries with stronger primary care have better overall health care outcomes and 
reduce per capita health expenditures than countries with weaker primary care sys-
tems [14]. Studies in the United States show that as the number of primary care physi-
cians increase per ten thousand people, the quality of care improves and health care 
cost per person decrease [15]. Conversely, as the number of specialists per ten thou-
sand increases in the United States, quality scores are reduced and cost increase [15]. 
Evidence also demonstrates that person-centeredness contributes to quality care and 
better outcomes. This can be seen in the improved treatment intensity and quality of 
life [16], better understanding of the psychological aspects of a patient’s problems 
[17], improved satisfaction with communication [18], improved patient confidence 
regarding sensitive problems [19], increased trust and treatment compliance [20], and 
better integration of prevention and curative care [21]. Evidence similarly shows that 
comprehensiveness leads to higher quality care and better outcomes [22–24].This is 
seen by better health outcomes, increased uptake of disease focused preventative care 
[25], and fewer patients admitted for preventable complications of chronic conditions 
[26]. Continuity of care also shows clear evidence of improving quality of care and 
better outcomes. This can be seen through lower all- cause mortality [27–30], better 
access to care [31, 32], less re-hospitalization [33, 34], fewer consultations with spe-
cialist [35], less use of emergency services [33, 36], and better detection of adverse 
effects of medical interventions [37, 38]. Finally, a regular entry point of care as pro-
vided in person-centered primary health care contributes positively to quality of care 
and better outcomes. These include increased satisfaction with services [39–42], bet-
ter compliance and lower hospitalization rate [24, 39, 43, 44], less use of specialists 
and emergency services [24, 43–46], fewer consultations with specialist [43, 46], 
more efficient use of resources [23, 31, 47, 48], better understanding of the psycho-
logical aspects of patient’s problems [17], better uptake of preventative care by ado-
lescents [11], and protection against over- treatment [10]. In fact, people’s perceptions 
of a high-quality, person-centered primary health care has been recently studied and 
supported in 34 countries as to why it is important to invest in strong primary health 
care as practiced by family medicine and general practice physicians [49]. The evi-
dence showing that primary care leads to higher quality of care and better outcomes 
is summarized in Table 19.3 below.
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There are several large gaps in national health care systems that will need to 
be addressed to advance person-centered care. Primary care needs greater capac-
ity in and integration with behavioral/mental health, public health, end-of-life 
care, telemedicine and health information technologies, community health ser-
vices, and patient activation and community engagement. These areas represent 
targets for improvement that will drive forward better health care for people, 
communities, and nations. Engaging people in their own health care through 
shared decision making and empowering their involvement should not be only 
their right, but their duty in the participation of the planning, the choosing, and 
the implementation of their health care and their health. The person-centered 
engagement framework of “inform me, engage me, empower me, partner with 
me, and stay by me” becomes pivotal to person-centered care for the future and 
essential to helping achieve better health care, better population health and lower 
cost care [50].

19.7  The Outcome of the 2015 Geneva Declaration 
of Person- Centered Primary Healthcare

The 2015 Geneva Declaration on Person-Centered Primary Health Care calls for the 
following ten principles to be endorsed and acted upon by all nations of the 
world [10].

 1. Timely access to quality healthcare is a fundamental human right to 
all people.

 2. All health care systems in all nations be designed with the person and people at 
the center of the health care system.

 3. That all health care systems in all nations be built on the foundation of person- 
centered, community-based primary care as the entry point of first contact and 
the usual source of people’s care.

1. Greater Access to Needed Services
2. Better Quality of Care
3. A Greater Focus of Prevention
4. Early Management of Health Problems
5.  Cumulative Effect of Primary Care to more Appropriate 

Care
6.  Reducing Unnecessary and Potentially Harmful 

Specialist Care
7. Decreased Morbidity and Mortality
8. More Equitable Distribution of Health in Populations
9. Lower Cost of Care

10. Better Self-Reported Health
11.  Primary Care Physicians achieve Better Outcomes than 

do Specialists at Much Lower Costs

Table 19.3 Rational for the 
benefits of primary care for 
health [14]
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 4. That all people have a relationship of trust with a person-centered primary 
health care professional, and their team, as that usual source of care.

 5. That people are encouraged and empowered to be partners with their primary 
care professionals and their teams in their community in informed and shared 
decision making.

 6. That people are educated to be engaged and responsible as partners in their own 
health care and in the design and development of health services so that their 
voice and view are always heard.

 7. That persons’ voices be heard and respected around the framework of “inform 
me, engage me, empower me, partner with me, and stay by me”.

 8. That nation’s medical, nursing, and other health professional schools are held 
accountable for producing a future health care work force that meet these 
person- centered primary health care goals in sufficient numbers to ensure that 
all people have access to this type of person-centered care.

 9. That resources and payment be aligned to person-centered primary health care 
providers and practices that allow them to integrate and coordinate a person’s 
care that will produce the results of improved person-centered care, improved 
population health, and lower health care costs.

 10. That health care leaders and health care policies are produced that support pri-
mary healthcare to provide person-centered and community/population- 
centered healthcare and achieve these goals.

19.8  The Rural Paradigm and Person-Centered Approach

There is no better place to understand the importance of family medicine and gen-
eral practice in providing person and family centered primary care than in rural and 
frontier parts of our nations. This approach should be a five-step process with the 
following key attributes:

 1. Person and Family Centered—In rural areas future health care should start by 
putting the people and their families and their communities at the center of the 
health and health care system that surrounds and serves them. By doing this we 
can focus on high value activities that meet the peoples, families, and communi-
ties’ needs.

 2. Required services—Once we have the conceptual reframing of putting people, 
families, and communities at the center of health care then we need to prioritize 
what primary care services are of value to them. By doing this we will ensure 
that we are preforming on the activities that the people of the community desire 
and not what the financial revenue generation of the health care system is intend-
ing to achieve.

 3. Team Based Care—Once people and families have been put at the center of the 
system and appropriate primary care services are identified then integrated pro-
fessional teams of people working together both in a practice and within the 

19 Person-Centered Family Medicine and General Practice



336

community must meet these needs. It is by the team preforming these services 
that people’s health and health care outcomes will be maximized. By doing this 
as well as a team-based activity it will decrease burnout and lesson the burden on 
any particular team member as long as all are working collaboratively to the tops 
of their professional licenses

 4. Interprofessional Team Based Education—It should be a requirement that 
interprofessional team-based training and communication are taught at all pro-
fessional schools. It is important that the team work effectively and efficiently 
work together to meet the people, families and communities primary care ser-
vices needs in ways that are cost effective, high value and of high quality. In fact, 
this approach can bring great joy to the team members as they work together 
effectively and efficiently to produce these outcomes and to maximize popula-
tion health.

 5. Payment Reform—We must evolve the payment for health care and the acquisi-
tion of health to a different model. We must move away from fee for service 
payments to a value-based payment system that achieves health and health care 
outcomes as our goals. A combined payment system that is based on a per mem-
ber per month capitation formula with quality outcomes and shared savings for 
health and health care outcomes must be at the center of this system. In that way 
these teams can be empowered to produce the results we want in a financially 
sustainable way to the practice and the community. This will move us away from 
reactive disease care to proactive health care and health maintenance. If the prac-
tices can move away from volume of patients seen as the currency of financial 
success, to the health of the people of their population as the health outcome 
success in a way that provides enough financial support to keep the teams intact 
then this should be the goal. This model of payment is within easy grasp and 
actually not only could be paid for in its entirety but would save the system bil-
lions of dollars.

These five things when taken together in the order listed would help transform both 
health and health care in rural sectors of our world as well as would reshape how 
health care is practiced in all areas of the world. Therefore, the rural paradigm is 
important to get right because in so doing it will create the model of how family 
medicine, general practice and primary care can be at the center of helping these 
five items be successful.

19.9  Key Factors for the Implementation of a Person-
Centered Approach in Family Medicine 
and General Practice

Key factors for the implementation of a person-centered approach in family medi-
cine and general practice can be seen in Table 19.4 below. These key factors are 
important when working with each other as outlined in the rural paradigm section 
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above in achieving improved health care and health outcomes. All educational facil-
ities teaching interprofessional team based care must focus on the interaction of 
these variables with graduates from their programs so that we can contribute inter-
professional team members to help across silos within other members of the health 
care teams in ways that are truly meeting a person-centered, family-centered and 
community based population health need. By creating these teams not only will we 
be caring for ongoing chronic health care diseases but more importantly we will 
start to leverage the teams to move upstream to address in a proactive way the bigger 
factors that impact people’s health. These factors such as personal behaviors, envi-
ronment, social determinants of health and others can be proactively addressed in 
communities to decrease downstream bad health care outcomes. By so doing the 
finances of health care can be reframed and re-leveraged in manners to achieve 
these outcomes.

19.10  Conclusions

The most effective and efficient health care systems depend on a strong foundation 
of primary care as practiced by family medicine and general practice physicians. As 
health care systems become more complex, there is greater need for better integra-
tion and coordination. Now is the time to create and set in place the principles of 
high-quality, person and family centered primary care. Primary care is the glue that 
holds health care systems together and integrates their multiple complex parts. 
Providing all people foundation of accessible team-based primary care as the entry 
point into the health care system leads to improved coordination, continuity, and 
comprehensiveness of care. This process also leads to trusted relationships from 
which higher quality and safer person-centered care results. Primary care must be 
accessible, timely, and community based and is the main antidote to reduce dispari-
ties and inequalities of care. For all health care systems in the world, primary care 
must be valued, promoted, financed, and sustained in order to help deliver these 

• Attitudinal
   – Rural paradigm model above
• Operational
   – Patient centered medical home
   – Team based
• Quality
   – Metrics
   – Health outcomes
• Educational
   – Interprofessional team based training models
• Financial
   – Advance payment models
   – Population health payment

Table 19.4 Key factors for 
implementation of PCM 
approach
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benefits in uniform manner across all countries of the world. Only by working with 
people in a person-centered manner that reflects the wishes and desires of the people 
served will nations and communities create systems of quality health care for all 
people [10].
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Chapter 20
Person-Centered Internal Medicine

José Luis Calderón-Viacava and Herman Vildózola

20.1  Conceptual Bases of Person-centered Internal Medicine

Person Centered Medicine (PCM) is a fundamental clinical principle and a funda-
mental strategy. This follows the meaning of these terms in the Dictionary of the 
Royal Academy of the Spanish Language, where principle is the fundamental norm 
or idea that governs thought or behavior; and strategy is the art of guiding or manag-
ing a major issue or task [1]. Medicine centered on the person and public health 
centered on the community, are essential principles and strategies to carry out ade-
quately health care, education of health personnel, ethics activities, biomedical 
research and the definition and implementation of public health policies.

Thus, person centered medicine is much more than basic and technical work 
focused on the diagnosis and treatment of diseases. Person centered medicine is 
aimed at caring for and optimizing the health and well-being of persons and the 
community. For this, it is essential to combine humanism, art, science and technol-
ogy, in a systematic and holistic approach to health. This needs to be instrumentally 
educational and bidirectional establishing a symmetrical doctor-patient relationship 
in which two persons complement each other. The power of medicine needs to be 
achieved combining the power of evidence with the power of attending to the 
patient’s values and preferences. This involves conducting a collaborative diagnosis 
as joint understanding of the clinical situation and then making care decisions 
engaging the views of patient, clinicians and family.
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20.2  Health, Medicine and Professionalism

Around 1828, anatomopathologist José Letamendi de Manjarres proclaimed in 
Barcelona “He who only knows medicine, nor medicine knows”. This speaks of the 
need for a broad knowledge of life, health and humanism in order to practice medi-
cine well. Human health is arguably the most important part of the human condi-
tion, that must be understood a comprehensive manner: physical health (physical 
fitness), emotional health (psychological stability and strength), social health (effec-
tive relationships) and spiritual health (sense of transcendence and vocation of ser-
vice). It is also a fundamental human value, a right and a responsibility.

Regarding the medical profession, medicine is a cultural institution and a social 
responsibility, concerned with caring for health, restoring and promoting it, alleviat-
ing suffering, enhancing functioning, and accompanying fellow human beings 
throughout their lives.

20.3  The Comprehensive Clinical Approach

The comprehensive clinical approach consists of recognizing the person as a bio- 
psycho- spiritual being, in a social environment. Therefore, it is necessary to con-
sider a comprehensive causality, a comprehensive clinical condition, a comprehensive 
diagnosis and a comprehensive treatment. Regarding comprehensing causality, it is 
recognized that it is usually multifactorial and that the health/disease process can be 
initiated by any of its variables (biophysical, biochemical, psychological and social). 
In relation to comprehensive clinical condition, it must account for the symptoms 
and signs of disease, ailments and dysfunctions. Regarding comprehensive diagno-
sis, it should address the characteristics, conditions and circumstances of the per-
son, in addition to diseases, risk factors, protective factors, the state of well-being, 
and the state of functionality, experience and expectations for care. Regarding com-
prehensive treatment, it is always pertinent to consider that non-pharmacological 
treatment is as important or more than pharmacological treatment and that the four 
levels of prevention must always be taken into account: primary, secondary, tertiary 
and quaternary that are necessary in each particular case.

Primary Prevention: Measures taken to avoid or eliminate the cause of a health 
problem, in an individual or population, before it occurs.

Secondary Prevention: Measures taken to detect a disease at an early stage in an 
individual or in a population (early diagnosis and treatment).

Tertiary Prevention: Measures taken to treat a disease or clinical problem thor-
oughly in an individual or population.

Quaternary Prevention: Measures adopted that deal with the sequalae or complica-
tions of a disease. It includes physical/emotional/mental/spiritual and social 
rehabilitation, and promotes full functioning and flourishing of the person, in an 
ethical manner and preventing overmedicalization [2].
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Another major consideration to promote comprehensive care is attending to mental 
health, both in terms of psychiatry as a major medical specialty and as a major trans-
versal factor in the health field. As former WHO Director General Gro Brundtland 
proclaimed, there is no health without mental health. This involves not only address-
ing mental problems, but pointedly promoting positive health, i.e., resilience, adap-
tive functioning, supports, well-being and quality of life [3, 4]. In addition, one must 
consider that health psychological variables play a determining role as sensitizing 
and triggering factors of a broad range of diseases.

20.3.1  Clinical Thinking

Medical thinking is a complex process that is made up of several components. The 
most important of these follow: analytical or reflective, intuitive or expert-based, 
holistic (integrative), preventive, critical, creative (playful), strategic, systemic, syn-
thetic, the systematic, the historical, the axiological, the moral or ethical, the pro-
spective, the heuristic (imaginative), the hermeneutical (interpretive) and the 
ontological. Clinical judgment allows the doctor to recognize a clinical picture, ana-
lyze it, interpret it, make a differential diagnosis, specify its course and its degree of 
severity; consider the characteristics, conditions and circumstances of the patient 
and the context of the health/disease process. Also pertinent is the cultivation of 
positive health discussed in the previous section, and the encouragement and guid-
ance for the formulation of each person’s life project.

20.3.2  Basic Clinical Skills

The two most important clinical skills are: taking the medical history and perform-
ing the physical examination. With the overwhelming advancement of technology 
and greater access to medical/scientific information, the basic clinical skills have 
lost visibility and their adherence from medical professionals. It is not possible, 
however, to do PCM and have the best results in health care if we do not carry out a 
complete, orderly, rigorously chronological and detailed medical history and a com-
plete, orderly and rigorously systematic physical examination. Regarding the 
Clinical History, the classic structure is still valid at present: ancestry, current ill-
ness, personal history (physiological and pathological), family history and anam-
nestic review of systems. It is important to consider the proper assessment of 
biological and social functions. These encompass functions whose variation or 
alteration suggests the possibility, probability or certainty of the presence of dis-
ease. In this sense, it is necessary to evaluate appetite, urine, stools, sleep, sensitivity 
to cold, sweating, thirst, mood, physical activity, weight, family life, work life, 
social life and sexual life.
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Regarding the performance of the physical examination, it must be complete, 
orderly and rigorously systematic, carried out with high standards, effectiveness, 
efficiency and deep respect for the integrity and privacy of the person. The well- 
performed physical examination, when the patient feels adequately approached and 
not handled, plays a tremendous role in building trust between the person and the 
physician. It is an indispensable and necessary element of diagnostic and therapeu-
tic tasks. As for the case of the medical history, in the physical examination, vital 
functions must be meticulously evaluated. These are the functions whose alteration 
suggests the possibility, probability or certainty of the presence of disease, with the 
particularity that the significant alteration of them endangers the life of the person. 
Among such functions are heart rate and its characteristics, respiration rate and its 
characteristics, blood pressure, temperature and the state of consciousness (level, 
scope and content).

20.3.3  Primary Health Care and Person-Centered 
Medicine Considerations

Primary Health Care has its origin in the Declaration of Alma Ata [5] approved at 
the International Conference of WHO on September 6–12, 1978, in Alma Ata (now 
Almaty), in Kazakstan then part of USSR, with the participation of 191 countries 
and 67 international organizations. The Declaration is based “on the need for urgent 
action by all governments, all health and development personnel and the world 
community, to protect and promote the health of all the peoples of the world.” This 
is a joint declaration encompassing ten agreements in order to achieve Health for 
All in the year 2000. David Rivero de Tejada, a Peruvian doctor and then Deputy 
Director General of the World Health Organization, specified the following to fully 
understand the meaning of Primary Health Care.

“At that time the term “Primary Health Care” was badly mistranslated distorting 
its genuine interpretation and complete understanding. On the one hand, the word 
“care” was positioned to mean a service, especially medical, where there are active 
providers and passive recipients (hangover of the Flexnerian model), instead of 
meaning caring for each other. On the other hand, the word “primary” leads to 
undervaluing the content of that service, identifying it with elementary, informal, 
cheap service for the poor. Actually, the meaning of this term adopted in Alma-Ata 
was to consider it as essential, nuclear, fundamental, substantive and prioritary, and, 
above all, applicable to all levels of health services, including institutions in other 
sectors and the homes, schools, work centers and institutions of the communities in 
general.” “Integral health care for all by all” is the best way to express the genuine 
“primary health care” of Alma-Ata. It is a necessity not only in the field of health 
but for the future of the countries that aspire to remain sovereign nation-states in an 
increasingly unjust world [6].
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Regarding individual health care, the strategic principle of PCM undoubtedly 
allows to have good results, because by practicing this centrality the Clinical History 
and the Physical Examination may be really useful, which allows to carry out the 
Diagnosis and Treatment with the highest precision and validity and also reduces 
doubt and confussion of health professionals, the persons who seek care and their 
families in the health care process.

20.4  Generic and Specific Clinical Professional Competences

These are essential to be able to practice a truly person centered medicine in which 
the objectives are: to take care of and improve health, cure the disease, rehabilitate 
the consequences and accompany a dignified death with the least possible pain and 
suffering.

The generic clinical professional competencies and the specific clinical profes-
sional competencies that must be taken into account to execute PCM are listed below.

20.4.1  Generic Clinical Professional Competences

 1. Educate the person, their family members and the community in health and 
disease aspects, in order to achieve their responsible, voluntary and knowledge-
able participation; in the promotion, prevention, diagnosis and treatment of 
their health problems.

 2. Communicate effectively to achieve as a result a genuine and symmetrical doc-
tor/patient relationship that allows a shared decision-making process.

 3. Sensitize the person and family to create a framework of value, which allows 
developing the intrinsic motivations necessary to achieve appropriate decisions 
and actions.

 4. Be responsible and prudent in everything you do or fail to do in professional 
practice, committing yourself to the rational and pertinent use of the best means 
for the diagnostic and therapeutic process.

 5. Be respectful, so that the persons and their families perceive the feeling that the 
doctor is concerned for their dignity as human beings, generating the confi-
dence and security essential to achieve the best results.

 6. Be empathetic, making the persons and their family members feel that their 
doctor puts themselves in their circumstances, understanding their vital 
situation.

 7. Be assertive, being able to defend your point of view without damaging the 
points of view of the persons and their families.
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 8. Be altruistic, healthy and warm, achieving an environment of tranquility and 
well-being, which conditions that the persons and their family members feel 
comfortable, allowing them to be good informants and good partners for health.

 9. Be fair, patient and tolerant, maintaining a balanced state of mind under any 
unfavorable circumstances conditioned by the emotional state of the profes-
sional, the patient, or the family.

 10. Understand and effectively use the Comprehensive Clinical Approach.
 11. Know, understand and practice a relevant Code of Ethics and Deontology.
 12. Understand, value and respect the rights of patients and encourage the fulfill-

ment of their responsibilities
 13. Understand, value and practice according to ethical codes that originated in the 

Hippocratic Oath, and adapted in the World Medical Association’s Geneva 
Declaration

 14. Understand, value and effectively use informed consent for treatment and 
research, including the World Medical Association’ Helsinki Declaration for 
Ethical Medical Research.

 15. Understand and practice Person Centered Medicine as fundamental principle 
and strategy

 16. Understand and practice the Primary Health Care Strategy as integral health care
 17. Understand and practice the strategy of Educational Medicine, based on the fact 

that health care is fundamentally a bidirectional educational process in which 
the aim is to achieve the least possible degree of uncertainty.

 18. Understand and practice the Health Teamwork strategy, considering, respecting 
and valuing the contribution of other doctors and other health professionals.

 19. Understand and practice the strategy of considering in decision-making the 
importance of economic costs in health care.

 20. Understand and practice the strategy of cultural competence in health care. 
Being culturally competent means that clinicians consider and act each other’s 
cultural perspectives.

 21. Cultivate critical and creative thinking to use the best information for decisions 
made through the medical act, based on the strategy of evidence-based medi-
cine and empirically proven practice.

 22. Cultivating the necessary capacities to develop leadership in health care ser-
vice, effectively managing to be an agent for change in individual and collec-
tive health.

 23. Use digital tools to adequately carry out telemedicine: teleconsultation, telein-
terconsultation, telemonitoring and teledata.

20.4.2  Specific Clinical Professional Competences

The medical internist must commit to:

 1. Clinical judgment, preventive thinking and patient safety as transversal axes of 
the medical act.
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 2. Clinical History: to be complete, ordered and rigorously chronological and 
detailed.

 3. Clinical Exam: to be complete, orderly and rigorously systematic.
 4. Diagnosis: to be complete, orderly and rigorously precise.
 5. Clinical and differential diagnosis as the essential intellectual activity in medi-

cal work.
 6. Early diagnosis and timely and adequate treatment to limit damage and avoid 

complications and sequelae.
 7. Prevention and early diagnosis of complications.
 8. Prevention and early diagnosis of adverse drug reactions.
 9. Treatment: complete, orderly and rigorously rational.
 10. Consider both non-pharmacological and pharmacological treatments.
 11. Prophylactic treatments.
 12. Psychotherapeutic and sociotherapeutic treatments.
 13. Rational use of medication.
 14. Work plan: Complete, orderly and rigorously relevant.
 15. Evolution parameters: complete, ordered and rigorously useful.
 16. Prognosis: complete, orderly and rigorously prudent.
 17. Early identification of the patient of medium to severe complexity.
 18. Early identification of the patient who requires special help.
 19. Avoid iatrogenesis.
 20. Avoid intrusion.
 21. Attenuate hospitalism.
 22. Critical attitude towards propaganda about medical information and health 

professionals.

20.5  Practical Implications for the Implementation 
of Person- Centered Clinical Care

20.5.1  Key Factors in Internal Medicine Useful to Evaluate 
the Implementation of Person-Centered Medicine

Medicine centered on the person as a philosophy of caring for patients has a solid 
doctrinal and historical support, as can be seen from the conclusions of the 
International College of Person Centered Medicine’s Geneva Conferences Geneva, 
including the following: (1) A broad biological, psychological, social, cultural and 
spiritual theoretical framework, (2) Care for both sick health and positive health, (3) 
Person-centered research and education around clinician-patient-family communi-
cation, diagnosis, treatment, prevention, and health promotion and (4) Respect for 
the autonomy, responsibility and dignity of every person involved [7], which allows 
us a very high quality medical care of the person as well as involving the family and 
the community. However, its application to daily practice in hospitals, clinics or 
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health centers encounters difficulties of various kinds, so its analysis and solution 
proposals to face these difficulties, becomes a challenge for those of us who believe 
of its benefits. As a way of humanizing medicine and maximizing satisfaction not 
only for the patient treated under this perspective but also for the full development 
of the doctor by raising the quality of care and above all, fully recovering the trust 
of patients.

Internists by training have the broadest understanding of health-disease prob-
lems of patients and thus has the specialty to easily adopt the postulates of Person- 
Centered Medicine. The complexity of clinical situations, which frequently occur in 
medical practice, allows the internist to develop skills and dexterity that other medi-
cal specialties do not have for a holistic approach to sick persons. This peculiar 
characteristic makes Internal Medicine one of the specialties with more possibilities 
of success to lead the training strategy of this new and enduring form of high-quality 
person centered medical care, also taking into account that their solid preparation 
will facilitate their role as trainers of first-level care physicians. By training doctors 
at the first level of care, they will raise their self-esteem by offering patients better 
quality care and at the same time regain their confidence, solving the vast majority 
of problems addressed at this level and consequently reducing the demand on hos-
pital centers in large cities, which will result in better care and ultimately greater 
patient satisfaction and health fulfillment.

20.5.2  The Degree to Which Current Clinical Care Is 
Person-Centered

In this case, an important starting point is the statement by Miles et al. [8] about the 
profound crisis that modern medicine is going through internationally, expressed in 
different aspects as a knowledge crisis, (uncertainty about what counts as “evi-
dence” for making decisions), a crisis of care (deficit in sympathy, empathy, com-
passion, dignity and autonomy), a crisis of patient safety (negligence, iatrogenic 
damage, malpractice, excess mortality), a crisis of economic costs (which threatens 
bankruptcy of health systems worldwide), a crisis of clinical and institutional man-
agement (a failure in both basic and advanced management and inspirational and 
transformative leadership).

This crisis situation has generated in the popular imagination the idea of a dehu-
manization of medicine, which even though its causes are multifactorial, neverthe-
less, the doctor is unfairly attributed to being the cause. The logical answer is to 
humanize medicine, but for that we must be aware that humanizing implies reaching 
the essence of the human being, who is the protagonist of all health processes, trans-
forming it, creating a personal commitment, facing professional and personal chal-
lenges. To humanize is to reposition oneself in life as a person, to assume a humanist 
stance, to make one’s own existence a focus of effective humanization in medicine 
and in life [9].
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In relation to this opaque present of health in the world, especially in developing 
countries, and in relation to the implementation of person-centered medicine as a 
work policy in the health sector, there are also other critical situations such as the 
training of doctors and health professionals in general in universities. This adds to 
fragmented health systems, the scarce economic support from governments that is 
expressed in deficit budgets for the health sector, the subjugation to technology, 
distorting its important role as the physician’s ally, by competing with him by mini-
mizing the insurmountable value of the physician-patient relationship in its most 
human expression, which is ultimately the essence of person-centered medicine. On 
the other hand, there is a permanent and old deficit in the supply of health services 
in the face of growing demand, coupled with the weakness of the first level of care 
that has been little attended by governments for a long time, both in the budgetary 
and infrastructure aspects. There is a lack of basic technological support and espe-
cially of health professionals primarily due to a little motivating panorama to 
develop oneself professionally and personally. All these factors have had a very 
negative impact on the confidence of patients to go to this level, replacing it by seek-
ing specialized care in urban hospital centers, where the collapse of these institu-
tions has occurred. The response of the health authorities to this situation has been 
to reduce the time given to each consultation in order to increase the offer but with 
a worrying reduction in the quality of care and at the same time becoming an obsta-
cle to the implementation of person-centered medicine. From a practical point of 
view, this is probably one of the main obstacles to the implementation of the provi-
sion of medical services through the strategy of person-centered medicine.

20.5.3  Obstacles for the Implementation of Person-Centered 
Care (Skills, Workload, Financial Aspects, Organization 
of Services)

As can be seen from what has been said in the previous paragraphs, the reasons why 
these levels of dehumanization of medicine have been reached high levels are politi-
cal, economic, institutional (health systems), legal, sociocultural, but we believe 
that the educational factor is one of the most important.

The strategy to promote the implementation of person-centered care begins with 
the analysis for curricular change in medical schools to replace the reductionist 
biological model with a more comprehensive model such as the one that offers 
person-centered medic care.

It is important that national ministries of health and academic institutions develop 
training programs for medicine focused on the person, as an institutional policy, in 
order to establish the knowledge and skills required to develop person-centered 
care. This has to be associated with a reorganization of health services, accompa-
nied by greater budgetary resources, better salaries for doctors, an optimal 
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infrastructure, with basic technological support, with the aim of covering the vast 
majority of these users. As a developing illustration, a current Comprehensive 
Health Insurance (SIS) in Peru, is emerging as a free insurance subsidized by the 
government and with a coverage that currently reaches 17 million people in this 
country.

20.5.4  What Would Have to Change for the Implementation 
of Person-Centered Clinical Care

Given the current situation of medical training worldwide having a reductionist bio-
logical approach, the practical implementation of Person-Centered Medicine is 
urgently needed. Universities will have to modify their curricula in the sense of 
establishing person-centered training, taking into account an important factor that 
has to do with medical specialization. This is exemplified by the offer in Peru that 
seems to reach approximately 40% of the graduates of Medical Schools, which 
means that 60% will not be able to specialize, and those doctors are the ones who 
will occupy the positions in the first level of care. For this reason, among others, this 
60% is strategically the most available professional population for training in Person 
Centered Medicine.

In reference to this reality, it is pertinent to summarize the history of the evolu-
tion of international medical teaching models, which formally began in 1910 with 
the Flexner report, which emphasized the role of the doctor in the treatment of dis-
ease. This was a clearly individual and curative biomedical model. In the following 
years it went through a problem-based teaching, a community-based curriculum 
(Alma Ata), in the 1960s and 1970s respectively. Then emerged the Edinburgh 
model in the late 1980s that incorporated the concept that health should be pro-
moted for the entire population and a later one in the 90s that emphasized deepening 
of the social sciences, the recognition of the rights of patients and the prioritization 
of primary care, prevention and health promotion. In the meantime, came to force 
the movement started by Paul Tournier [10] emphasizing the concept of attending to 
the whole person in his biological, psychological, social and spiritual aspects.

Biological reductionist training brought educational deficiencies to medical stu-
dents, such as poor communication between different health professionals, neglect 
of the positive aspects of health, failure to comply with ethical imperatives such as 
respecting the autonomy, responsibility and dignity of each person and the rigid 
application of evidence-based medicine. Thus, to overcome this eminently biomedi-
cal model, it is necessary to orient it towards one or more centered on the person 
(and on society), for which the curriculum will have to be more complete and com-
prehensive, with the incorporation of community aspects, integration of the clinical 
and interpersonal skills dimensions [11].

At Western Ontario University in Canada, the positive impact of patient-centered 
communication on the doctor-patient relationship and clinical outcomes was 
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investigated. In this sense, the conceptualization of disease and illness is very 
important, because it allows the comprehensive understanding of the patient in their 
biopsychosocial aspects.

The Francisco de Vitoria University (Madrid) [12, 13] emphasizes that, in order 
to train students in clinical skills, in addition to medical knowledge, communication 
skills must be developed as an essential component of this, which requires training 
with simulated patients under the supervision of trained teachers.

The application of this medical training to our reality would imply implementing 
reforms in the health system in our country, strengthening the first level of care, 
which represents the ideal setting for the practical application of a person-centered 
medical training. On the other hand, the current reality clearly indicates that doctors 
trained with the biological reductionist model may have difficulties in applying the 
person-centered care model, which is why an intense training program in this care 
model cannot be postponed, such as a health policy, so that the doctors who work in 
all the institutions that make up this fragmented health system can participate 
actively. This will not be easy and requires a political decision at the highest level of 
the country’s government, which will only be achieved if universities modify their 
medical training curricula to one centered on the person.

In other words, a strategy is necessary that involves the university by modifying 
the medical studies curriculum intensifying the general practitioners training at the 
same time that modifying the health system. In summary, we could say that from the 
point of view of the training of doctors to apply person centered medicine, we con-
sider two levels:

20.5.4.1  Training Level

Changes in the medical training curriculum, emphasizing the ethical- 
communicational and changing the biologist approach to a biopsychosocial- 
spiritual one. In this sense, the most important changes in the curriculum refer to:

• Emphasize work in and with the community, from the first year
• Promote the active participation of the sick person in diagnosis and treatment
• Reinforce the first level of care during training, to regulate the referral system for 

specialists
• Promote research at the university on the type of care patients receive and what 

would be the alternative involving person-centered care.
• Establish coordination at the highest level of the Ministries of Health and Social 

Security with the university to improve the working conditions of doctors at the 
first level of care.

• Apply the fundamentals of comprehensive training and pillars of medical profes-
sionalism, which would include altruism, tolerance for diversity, social sensitiv-
ity, adherence to the ethical principles that regulate medical practice and the 
ability to establish relationships.
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20.5.4.2  Professional Level

Rethink the reductionist biological approach of training in health care toward one 
that understands all aspects of person-centered care, in terms of knowledge, skills, 
attitudes and values based on the seven key concepts of medical professionalism 
from an international group of medical organizations gathered in the United States 
under the title of Medical Professionalism in the New Millennium. In its Physician 
Charter, three principles were established: the primacy of the well-being of the 
patient over any interest of the doctor or of the health system; the autonomy of the 
patient in making decisions related to state of health and the obligation of the doctor 
to guarantee the application of the criteria of social justice, including the equitable 
distribution of the resources available for this purpose and the elimination of any 
form of discrimination in health care [14].

Among the professional responsibilities of the doctor are the following:

• Commitment to professional competence
• Honesty with the patient
• Respect for confidentiality
• Maintaining an adequate relationship with the patient
• Continuous improvement of the quality of care
• Guaranteeing equitable access to health services
• Adequate distribution of the resources available in the system.
• The integrity and appropriate use of scientific knowledge and technology
• The resolution of conflicts of interest and individual and collective self- regulation 

of the profession.

20.5.4.3  Proposed Solution

• Change the curricula of undergraduate studies in the Faculties of Medicine, 
emphasizing work in and with the community, from the first year

• Promote during training the need for the patient to participate protagonically in 
diagnosis and treatment

• Reinforce the first level of care through permanent training to regulate the refer-
ral system for specialists.

• Promote research at the university on the type of care patients receive and the 
option of person centered care.

• Establish coordination at the highest level of the Ministry of Health and Social 
Security with the university to improve the working conditions of doctors at the 
first level of care.

• For physicians originally trained with the reductionist biological curriculum, 
develop an intensive training program on Person Centered Medicine.
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20.6  Conclusions

Quoting Jorge Lazo Manrique [15], in his book The Spiritual Crisis of Medicine, 
the most important factors that have contributed to the current health crisis are the 
weakness of humanism, the rise of technology, the deterioration of the doctor- 
patient relationship, and neglect of the human values and personality characteristics 
of the physician. Along with the above, in different publications a series of problems 
of modern medicine are identified, such as hyperbolic focusing on diseases and 
organs, fragmentation of services, patient objectification, weakness of the doctor- 
patient relationship and the commercialization of health.

Three historical variables should be added to promote a comprehensive approach 
to health care, namely, the articulation between Clinical Medicine and Public 
Health; the coordination between Clinical Medicine and Mental Health and the 
strengthening of the Conceptual Bases of Medicine in a person-centered manner.

For these reasons a proposal of clinical care and public health centered on per-
sons (at the individual and community levels) and emphasizing primary health care 
as integral of all by all constitute the essential training elements for health profes-
sionals that would allow the development of a health system with a strong first level 
of effective and efficient care and which is person-centered throughout all the levels 
of care and forms of service, and in which person centered medicine is carried out 
at real cost by competent professionals, based on effective communication, active 
empathy, informed by evidence, experience and values, committed to quality of 
care, to patient safety, to patient rights and responsibilities, to collaborative diagno-
sis and shared care decision-making, to achieving a satisfactory care experience for 
the patient and family, and ensuring attention to both ill- and positive-health at indi-
vidual and community levels and thorough evaluation of processes and outcomes.
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Chapter 21
Person-centered Women’s Health 
and Maternity Care

C. Ruth Wilson, José Pacheco, and Petra ten Hoope-Bender

21.1  Introduction

21.1.1  Why a Chapter on Women’s Health?

Why would a textbook on person centered medicine include a chapter on women’s 
health? Are women not persons and thus included in all other chapters of a book 
exploring this topic? The legal status designating women as persons is surprisingly 
recent; in Canada, women were only formally declared as persons in 1929, enabling 
them to sit as Senators. In Peru, literate women were not allowed to vote and to be 
elected until 1955. Early feminists in the suffrage movement felt that they needed to 
affirm that women were persons, so that they could be declared citizens eligible to 
vote. In 1873 Susan B Anthony said “The only question left to be settled now is: Are 
women persons? And I hardly believe any of our opponents will have the hardihood 
to say they are not. Being persons, then, women are citizens; and no state has a right 
to make any law, or to enforce any old law, that shall abridge their privileges or 
immunities.” It is worth recalling this debate over the legal personhood of women in 
a consideration of person centered medicine, as societal views of the status of 
women also affect how medicine has viewed women.
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21.2  Objectives

This chapter will examine the historical context and current thinking on women’s 
health. It offers a definition of women’s health, differentiating between sex and 
gender. We describe women’s participation in the health workforce, where they are 
the majority of providers but not generally the leaders. Turning to the concept of 
person centered medicine, we offer the principles of such an approach as applied to 
women. We examine the concept of safe maternity care as an example of the prom-
ise of this approach. Finally, we describe some obstacles to the implementation of 
person centered women’s health and suggest how these may be overcome.

21.3  Women as Persons in Medicine: Historical Context

Historically, the male body was illustrated as the default for normal in the study of 
medicine. Images in textbooks predominantly did and still do portray the male body 
as the exemplar of normal anatomy, usually only differentiating male from female 
in urogenital illustrations [1].

Manifestations of disease were typically described as they affected men. In the 
past it was assumed that organs such as the heart and kidney would produce the 
same symptoms in either sex, as they are not reproductive organs. For many condi-
tions common to both men and women, such as renal disease and cardiovascular 
disease we are now aware of different patterns of symptoms and signs in men and 
women [2] (see Table 21.1). Evidence also shows that for the same medical condi-
tion, women may be less likely than men to be referred for diagnostic testing and 
may be less likely to receive evidence-based interventions [1].

Similarly, new therapeutic agents were and are commonly tested first in humans 
in young males. This was partly based on a legitimate concern about teratogenic 
effects on the fetus, made more acute in public consciousness following on the tha-
lidomide scandal. This reticence has had the effect of drugs coming on the market 
which may not have been adequately tested in women [3]. It has also led to some 
drugs, which may be effective for women during pregnancy not having been ade-
quately studied. An example of this is the use of selective serotonin reuptake inhibi-
tors for the treatment of depression in pregnancy. Because these medications have 
not been tested in randomized trials of pregnant women, doctors and their patients 
are left balancing possible risks to the fetus as against the danger to the health of the 
pregnant women who has untreated depression [4]. The medical community has 
acknowledged the need for research in pregnancy in its main ethical declaration on 
research involving human subjects, the Declaration of Helsinki. In the chapter on 
research on vulnerable populations it is stated in par. 28 that “Medical research with 
a vulnerable group is only justified if the research is responsive to the health needs 
or priorities of this group and the research cannot be carried out in a non- vulnerable 
group. In addition, this group should stand to benefit from the knowledge, practices 
or interventions that result from the research [5].”
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And yet medicine has not always ignored aspects of women’s reproductive biol-
ogy. Medicalization of normal biological life course events such as menopause has 
led to the creation of new so-called diseases, amenable to dubious pharmaceutical 
interventions. Menopause was seen as a condition of estrogen deficiency, and was 
commonly treated with “replacement” estrogen, with no randomized controlled tri-
als to support this intervention (Interestingly, the only double-blind study of estro-
gen in the treatment of cardiovascular disease before the 1990s was carried out in 
men.) [6]. The history of attitudes towards pregnancy and childbirth is equally 
mixed. On the one hand, unacceptably high rates of maternal mortality globally cry 
out for skilled birth attendants and better prenatal care. On the other hand, the medi-
calization of childbirth has led to situations such as Brazil, where 55% of women 
are delivered by Caesarean section [7].

In epidemiology women and men were too often considered together. Only in 
April 2019 were WHO statistics for the first time disaggregated by sex [8]. Research 
into the major conditions affecting women has been hampered by this failure to 
analyse data for women and men separately.

21.4  Definition of Women’s Health

Defining women’s health goes beyond simply describing the biology and patho-
physiology of conditions affecting women. One commonly accepted definition of 
women’s health states “Women’s health involves women’s emotional, social, cul-
tural, physical and spiritual wellbeing and is determined by the social, political, 
cultural and economic context of women’s lives, as well as by biology. This defini-
tion of women’s health recognizes the validity of women’s life experiences and 
women’s own beliefs about and experiences of health.” [9]

Crucial to a discussion of women’s health is to distinguish the concepts of sex, 
which is biologically based, from gender, which is a socially constructed concept. 
Sex refers to biological characteristics of human beings, and is usually character-
ized as being male or female, although there may be some variation in how biologi-
cal attributes are expressed. Gender refers to the socially constructed roles and 
identities, usually expressed as male and female. There is considerable variation in 
how gender is identified and expressed (see Table 21.2).
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Table 21.2 Definitions of sex and gender

Sex
Sex refers to the biological characteristics that define humans as female or male. These sets of 
biological characteristics are not mutually exclusive, because there are individuals who are born 
with physical or biological sex characteristics who do not fit the traditional definitions of female 
or male (intersex)
Sex differences can be observed at the level of chromosomes, gene expression, hormones, 
immune system and anatomy (e.g. body size, and sexual and reproductive anatomy)
Examples of sex-specific conditions
   • Cervical cancer (women)
   • Prostate cancer (men)
   •  X-linked immune regulators may enhance immune responses in female children, resulting 

in reduced mortality among girls aged under 5 years in most settings
Gender
Gender refers to the socially constructed norms, roles and relations of and among women, men, 
boys and girls. Gender also refers to expressions and identities of women, men, boys, girls and 
gender-diverse people. Gender is inextricable from other social and structural determinants 
shaping health and equity and can vary across time and place
Gender differences and inequalities influence exposure to risk factors, health-seeking and 
risk-taking behaviours, access to and use of health information, and promotive, preventive, 
curative, rehabilitative and palliative health services, experience with health care, including in 
terms of access to and control over resources and power relations
Examples of gender-related factors resulting in differential health outcomes
   •  Early pregnancy, including as a result of child marriage, increases girls’ risk of adverse 

health outcomes
   •  Due to the gender-based division of labour, men and women may be exposed to different 

risks for workrelated injuries or illnesses
   •  Gender norms related to masculinity promote smoking and alcohol use among men, while 

gender norms associating smoking with women’s freedom and liberation are being 
targeted to young women by the tobacco industry

   •  Women’s access to health services may be limited by lack of access to and control of 
household financial resources, caregiving roles, and restrictions on their mobility; whereas 
men’s use of health services may be influenced by masculinity norms in which seeking 
health care is not seen as manly

   •  In addition to gender norms and roles, intersecting discrimination based on gender 
identity contributes to transgender people experiencing high rates of stigma and 
discrimination including in health care settings, and lack appropriate services responding 
to their needs
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21.5  Women Live Longer but Suffer More

The definition of women’s health takes into account a paradox in women’s health. 
Although women live longer than men, they suffer more. Despite a longer life 
expectancy (about 6–8 years on average) they have a lower quality of life. The lon-
ger life expectancy is likely due to inherent biological differences and may also 
reflect behavioural influences such as smoking rates. The gap between mortality 
rates for men and women is lessening in countries where smoking rates increase 
[10]. The claim that women suffer more is partly based on their gender-related roles 
in society, but also on increased burden of illness in almost every disease category 
[11]. In other words, women live longer but experience more years of ill health dur-
ing that life.

Women globally experience higher rates of poverty, food insecurity, and illiter-
acy compared to men. Lack of safe cooking fuel and access to clean water place a 
disproportionate burden on women’s health. Most victims of human trafficking and 
sex exploitation are women. These disparities related to gender explain why ensur-
ing healthy lives and promoting well-being for women is one of the seventeen sus-
tainable development goals of the United Nations [12]. Violence, gender-based 
harassment, power differentials and discrimination are of particular concern because 
women are more adversely affected by some of these determinants [13].

The health behaviours and ways in which men and women seek out health care 
varies by context and is highly influenced by gendered roles. Women may lack 
access to health care because of prohibitions against contraception and abortion by 
community or religious leaders or conservative health care providers. They may 
lack transportation or funds to access health care. Conversely, they are often seen as 
the custodians of the health of their children, families and parents and may have a 
key role in defining gendered rituals such as female genital mutilation.

21.6  The Health Workforce Is Predominantly Female

The health workforce is largely made up of women, but in general is led by men. 
According to the WHO 2019 report “Delivered by Women, Led by Men: A Gender 
and Equity Analysis of the Global Health and Social Workforce”, 24 million of the 
28.5 million nurses and midwives globally are women [14]. Overall women are 
about 70% of health workers globally.

Historically most doctors have been men. In Peru the first woman who graduated 
as a physician in 1900 had to study anatomy behind a screen because it was not 
proper that women see naked bodies. Although this is changing (about 45% of 
United Kingdom doctors are women) still the leadership positions in academic and 
organized medicine are male dominated [15]. In Canada, since 1995, more women 
than men have entered medical education, yet they represent only 38% of full-time 
faculty members in Canadian medical schools [16]. A sex difference in pay persists, 
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and according to the same WHO Health Workforce report, women in the health care 
sector earn on average 28% less than men. In Peru woman doctors represent about 
27% of all doctors, and 68% earn less than their male partners [17].

Women are also the majority of informal caregivers; health systems rely on the 
unpaid labour of women to function. This hierarchy of pay and status in the medical 
workforce affects women’s health in several ways. Women in the health workforce 
experience discrimination and violence as well as pay inequity. The social construc-
tion of women’s roles in health care, both paid and unpaid, may devalue the contri-
butions of women and affects the health of both women in the workforce and the 
persons they care for.

21.7  Person Centered Women’s Health

Person-centered medicine for women is possible if health care is responsive to the 
needs and expectations of women as persons, and as community members. Health 
care that enhances women’s health needs to be:

• Of women: addressing physical, mental, social and spiritual needs—as a person 
and as a member of a community—including strengths and vulnerabilities, while 
caring for illness and promoting positive health.

• For women: empowering women to fulfil aspirations for their own health and 
personal life projects and their role in the community.

• With women: expressing mutually respectful and assertive relationships in which 
there is co-active communication and joint understanding between the health 
workers and women served, including the promotion of autonomy and self-care.

• By women: recognizing that most of the health workforce is comprised of 
women, who must be supported and empowered to take leadership roles in the 
delivery of health care.

21.8  Towards Person Centered Women’s Health Care: Safe 
Maternity Care

Achieving health for all women includes an emphasis on reproductive health. The 
Sustainable Development Goals call for the reduction of the global maternal mortal-
ity rate to less than 70 per 100,000 births by 2030. Over eight hundred women die 
every day in childbirth, an improvement in mortality rates, but still an unacceptable 
rate of loss. Every 11 s, a pregnant woman or newborn dies somewhere around the 
world, most of them due to preventable and treatable reasons [18].

Safe motherhood is more than the prevention of death and disability. It is respect 
for every women’s humanity, individuality, feelings, choices, and preferences. All 
childbearing women need and deserve respectful care. This includes especially 
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protecting the mother-baby pair. Disrespect and abuse during maternity care are a 
violation of women’s basic human rights. Those who speak out and demand respect-
ful care make it safe for women everywhere to do so. The impact of respectful care 
on mothers and newborn should be measured in both medical and non-medical out-
comes such as ownership, autonomy, increase of control and the strengthening of 
agency in women. However, a recent study shows that more research is needed ‘on 
how outcomes and quality of care differ by the degree to which childbirth facilities 
adopt and sustain respectful maternity care culture’. [19]

21.9  Obstacles and Costs for the Implementation 
of Person-centered Care

What are the obstacles to implementing person-centred medicine for women? First 
is the appreciation that sex and gender are determinants of health just as genetics 
and poverty are. Biology determines some conditions specific only to women, such 
as reproduction and sex specific cancers. Many medical conditions present differ-
ently in men and in women as noted above. Women have not been included in some 
major pharmacologic trials and so the therapeutic effect on women is not as well 
known. Medical educators and researchers need to work to overcome these 
inequities.

Similarly, there must be recognition that gender is a determinant of health. The 
context of women’s lives may include sexual harassment, illiteracy, poverty, vio-
lence and discrimination, all of which affect their health outcomes. The sustainable 
development goals provide targets, which all countries must strive for in order to 
improve the status of women and thus their health.

Next, the health workforce must be reshaped to be more equitable. Both men and 
women should be represented in the makeup of the health professional workforce. 
This includes the necessity of more women in positions of power in academia and 
professional organizations. Informal unpaid caregivers must be recognized for what 
they are—people, generally women, who are subsidizing the health care system. 
Pay equity and working conditions which take account of women’s needs (for 
example, paid maternity leave) are essential to achieving a more balanced workforce.

Women must be involved in the design of the health care system. Nowhere is this 
need more urgent than in the provision of safe maternity care. As conditions for 
women improve in the health workforce, and more women take leadership posi-
tions, this will contribute to women having their voices heard. Equally important is 
to involve women who are not health professionals in designing responsive and 
socially accountable heath care systems, which are designed not for the convenience 
of health care professionals but for those who seek care. This is particularly the case 
in the push for universal health coverage based on strong primary health care 
systems.
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A further barrier is the lack of a research base on person-centered medicine, 
particularly as applied to women’s health. A clear set of measurable characteristics 
of person-centred women’s health care would allow characterization of such a 
method of care both at an individual and system level, and would contribute to an 
understanding of how such systems can be implemented. A review of research in 
patient centred care for women showed that there were no studies of the type of 
interventions, which promote or support patient centred care [20].

21.10  Considerations in Implementing Person Centered 
Women’s Health

Clinical areas and methods of implementing person centered women’s health should 
be at the heart of any person-centred care programme.

• Person centered women’s health should include the life span of woman, from 
infanthood, adolescence, reproductive age, menopause, through to aging and  
end -of-life.

• The relationship between health care professional and woman/patient should 
take account of women’s biological attributes, autonomy, human rights, ethics, 
and dignity.

• Attention to women includes recommendations for health preservation (emo-
tional, psychosocial, biological and other), prevention of diseases (balancing 
personalized medicine and personalized care [21] and life-expectation (aged 
person-centred care) [22].

Person-centeredness in healthcare should be incorporated in all health systems, 
including family-centered care, person-centered care, child-centered care, women- 
centered care. It should contemplate the ethnicity, history, location, literacy, cus-
toms and traditions of all care seekers.

• Person-centred care should address food insecurity, housing instability, utility 
needs, transportation needs, interpersonal violence [23].

• The concept and practice of person-centered medicine should be implemented in 
the education and training of all health care professionals, and mentoring should 
be provided regularly once in active service.

• The need for and positive impact of person centered medicine should be rein-
forced when negotiating with governmental and political authorities and health 
managers about women’s health needs and programmes.

• Universal health coverage should focus on people-centred care with special 
attention to women and children.

• Medical institutions, societies, federations should guide members on women 
centered medicine.

• Include participation of mass media in promoting person centered medicine.
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• Encourage research on gender difference, women’s anatomy and physiology and 
difference with men, disparity of health care quality, appropriate health-care set-
tings and facilities, women’s autonomy, sexual and reproductive rights, the preg-
nancy context, unintended pregnancy [24], and dignity [25]. Particular research 
on all aspects of patient-centered reproductive care including assisted reproduc-
tion and maternity care, pregnancy complications, preparation for delivery, 
depression, and family planning must be encouraged [26].

• Person centered medicine must be integrated into telemedicine and telehealth on 
women-centered care, including virtual communication in distance provision of 
health care [27], advanced technology procedures such as robotic surgery, artifi-
cial intelligence with regards to WCM.

21.11  Conclusions

True person centered medicine will promote the flourishing of individual women 
and girls, and women in communities and society. Practitioners of this renewed 
holistic healing will need to understand the historical and current context of wom-
en’s lives as well as their biologic determinants. The values and preferences of 
women need to be considered along with scientific evidence when co-designing 
treatment plans. Person-centred care practitioners, many of whom will be women, 
must work to overcome power differentials between providers and persons seeking 
care, and support co-designing health care systems, so that the dignity of women is 
respected and affirmed.
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Chapter 22
Person-centered Neonatal Health Care

Ornella Lincetto, Saverio Bellizzi, Silke Mader, Arti Maria, John Cox, 
and Nathalie Charpak

22.1  Introduction

Neonatal health care has evolved over the years with progressive recognition of the 
burden of disease represented by neonatal conditions [1, 2], growing evidence on 
key interventions to improve survival and human capital [3], and new opportunities 
offered by infant and family-centered care approaches to respond to the special 
needs of newborns too small or sick and their families in all settings [3]. Globally, 
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48% of under-five deaths occur during the neonatal period [2], and the proportion of 
under–five deaths due to neonatal causes continues to increase [2]. Neonatal condi-
tions bring about 2.5 million neonatal deaths every year and represent an important 
cause of childhood morbidity and long-term disability [3]. Newborn babies, particu-
larly when born preterm or low birth weight or sick in many parts of the world are 
not receiving the care they need. Their immediate needs, love and care from mother, 
father, family and health professionals in the form of dignity and respect, warmth, 
freedom from infection, good nutrition and support for breathing too often are not 
met. It has been estimated that of the 30 million newborns requiring inpatient care 
every year half don’t have access to care and a considerable proportion of those who 
have access receive poor quality of care [3].

Poor-quality care is now a bigger barrier to reducing mortality than insufficient 
access [4]; it impacts on mortality, morbidity, growth and brain development; and 
affects parents’ experience of care for themselves and their baby. The WHO defines 
quality as “the extent to which health care services provided to individuals and patient 
populations improve desired health outcomes. In order to achieve this, health care 
needs to be safe, effective, timely, efficient, equitable, and people-centered” [5]. This 
definition encompasses three key components of quality: clinical (safe and effective), 
interpersonal (people-centered) and contextual (timely, efficient and equitable) [6].

Challenges to ensure quality of neonatal services in low and middle-income 
countries (LMICs), and at times in high-income countries (HICs), include lack of 
infrastructure, medicines and supplies, insufficient number of skilled health provid-
ers, and limited family involvement in the care of the baby [3]. Specifically, infant- 
parents separation in the neonatal period affects optimal brain development, limits 
the bidirectional development of physical, emotional, and psychological bonds 
between parents and their infants and is detrimental to parents’ mental health [7]. 
Person-centered models of care built on newborn and family needs and rights, such 
as non-separation immediately after birth and during the care process (e.g. Mother- 
NICU care and Kangaroo Mother Care method for preterm and low birth weight 
babies), are very promising and can address the complex needs of the newborn, 
family and health system. This chapter describes what person-centered approach 
means when applied to newborn care for infants, families, communities, health sys-
tems; what is the evidence in support of it; and how it can be implemented within a 
health system approach for achieving better short and long-term outcomes.

22.2  Approaches to Fulfill the Objectives

Evidence for this review was collected iteratively, beginning with pertinent system-
atic reviews and WHO an UNICEF relevant documentation. Bibliographic search of 
articles published in international journals as well as research unpublished and 
material like country reports, fact sheets, policy statements and bulletins were used 
to complement the under-study review. Searches of both peer-reviewed and grey 
literature were undertaken to address the following questions: “What does a person- 
centered approach mean for neonatal care”; “how it is implemented and what could 
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be done to make neonatal services more person-centered?”. The resources were to 
be facility based, clinically focused and documenting models of person-centered 
care applied to newborn health and newborn service provision from both High- 
Income Countries (HIC) and Low- and Middle-Income Countries (LMIC).

The literature search was conducted using MEDLINE (including ePub ahead of 
print, in process and other non-indexed citations), CINAHL, EMBASE and 
PSYCHInfo databases. Additional sources for information included the websites of 
Global Organizations, National Governments and National/International 
Associations. The search terms “family-centered care”, “family participatory care”, 
“family-integrated care”, “Kangaroo Mother Care”, “Skin-to-skin”, “Rooming-in”, 
“Mother Neonatal Intensive Care Unit” were applied and complemented with the 
terms “newborn/neonatal care”, “small and sick newborns”, “preterm newborns”. 
Studies were not restricted by study design and reference lists of all retrieved arti-
cles were screened for additional potentially eligible studies. All searches were lim-
ited to English language publications and reports from 1990 to 2019 (Fig. 22.1).

We reviewed the definitions, the application and the benefits of different models 
of person-centered care in healthy and small and sick newborns. The status of 
implementation, the challenges and specific health system requirements, based on 
the evidence and country experience, to implement and scale-up newborn and 
family- centered care approaches were analyzed and discussed.

Literature search

Databases: MEDLINE (542), CINAHL (467), EMBASE (511), PSYCHinfo (374),
International and national Organizations/Associations (68)

Reference title & abstract screened

(n=1,139)

Duplicates removed

49 articles included for review

Excluded due to irrelevancy (n=886)

Exclusion based on
required criteria (n=204)

Fig. 22.1 Flowchart of screened and retained articles for this review
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22.3  Conceptual Frameworks

This chapter was conceived in line with the WHO framework on integrated people- 
centered health services [5], which incorporates the Universal Health Coverage 
(UHC) principles and calls for comprehensive multisectoral action, and the WHO 
Quality of Care (QoC) for maternal and newborn health Framework that defines the 
critical health system dimensions [8].

The concept of person-centered care, people-centered care and person-centered 
medicine means considering people’s needs and preferences at the center, prioritiz-
ing health care services as close as possible to the community, and co-production of 
health [5]. It encompasses a vision of medicine informed by evidence, experience 
and values, and oriented to health restauration and health promotion for the total 
contextualized person [5].

The QoC Framework conceptualizes QoC for maternal and newborn health by 
identifying eight domains of QoC, which should be targeted to assess, improve and 
monitor care within the health system context. Health systems create the structure, 
which enables access to quality care and allows for the process of care to occur 
along two important and inter-linked dimensions of provision (#1–3) and experi-
ence of care (#4–6) [8]. Based on this framework, QoC for pregnant women and 
newborns in facilities requires competent and motivated human resources (#7) and 
the availability of essential physical resources (#8) to impact on individual and 
facility-level outcomes.

These concepts are critical when applied to the neonatal period, given the long- 
life impact of the caring environment and quality of care on infant health and devel-
opment, on family experience of care, and infant parents attachment (Fig. 22.2).
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22.4  Knowledge Base

In this chapter both healthy and sick newborns that require individualized care and 
receives treatment from health-care providers, mother, father, other caregivers, or a 
combination of these are at the center of care. However, particularly when pro-
longed hospitalization is needed, like in case of preterm birth, the newborn is seen 
in the family context, as a unit together with family members. Mothers play the 
central role as the main caregivers because of breastfeeding and are critical for 
attachment and immediate and long-term care. Fathers need to be included too, they 
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can greatly contribute particularly if the mother is unwell, but also to support the 
mother, and for their own emotional wellbeing and attachment. Siblings are affected 
by the birth of preterm or sick baby and need to be part of the care process. Therefore, 
everyone in the family unit, being the newborn, the mother and father and at times 
the siblings may be considered at the center and should receive care according to 
their respective needs.

Different definitions and approaches exist of person-centered care applied to 
neonatal health care reflecting the evolution of newborn care. These include imme-
diate skin-to-skin contact and rooming-in for healthy newborns, Kangaroo Mother 
Care for preterm and low birth weight infants, Family-Centered Care, Family- 
Integrated Care, and Mother-NICU care among others (Table  22.1). All have in 
common the participation of the mother and at times other family members in the 
care of the baby. These approaches differ from more conventional models of new-
born care which separate the newborn from the mother and family for variable time, 
due to a variety of considerations, and may look at the newborn as a passive recipi-
ent of care disconnected from mother in which womb he/she began to develop up to 
the delivery and from the family and the community in which the infant will develop 
after discharge from the hospital.

Based on decades of evidence, the WHO and UNICEF [9] recommend that all 
healthy mothers and babies, irrespective of feeding preferences and method of birth, 
have uninterrupted skin-to-skin care beginning immediately after birth for at least 
one hour, and until after the first feeding, for breastfeeding women. Skin-to-skin 
care consists of placing dried, unclothed newborn on the mother’s bare chest, and 
entails that all routine maternal and newborn procedures, including assessment, are 
conducted during or after this sensitive period immediately after birth [10].

The benefits of early mother-infant contact for preterm babies were first recog-
nized in the 1970s in Bogota, Colombia, where few incubators were available to 
care for low-birth-weight infants [11, 12]. Research conducted during the same 
period in the United States confirmed the positive effects for healthy babies [12]. 
Specifically, the immediate and uninterrupted skin-to-skin care facilitates a series of 
critical processes for newborns, parents and health system (Table 22.1), including 
breastfeeding initiation and exclusivity rates, reduced incidence of post-partum 
depression [12–14], and prevention of infection and hospitalization [13] (Fig. 22.3).

The practice of rooming-in, introduced between the 70s and 80s, is defined by 
the WHO and UNICEF as a “hospital practice where postnatal mothers and normal 
infants stay together in the same room for 24 h a day from the time they arrive in 
their room after delivery” [15]. Rooming-in is often connected to skin-to-skin care, 
therefore associated with the above-mentioned series (Table 22.1) of benefits [16].

As far as the small and sick babies are concerned, parents often report distress, 
frustration, and alienation if they are excluded from taking care of their neonates. 
Preterm birth throws parents in a situation they are not prepared for, the experience 
of loss and putting life on hold force them to block emotions and brings feeling of 
alienation of being a parent [17]. Acute stress disorders, depressive symptoms and 
symptoms of psychological trauma are common in these situations. Clinical experi-
ence suggests that depressive disorders ranges from 13% to over 30% in poorly 
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Table 22.1 Benefits for infants, parents and health system by different types of newborn-
centered care

Benefits for infant
Benefits for 
parents

Benefits for health 
system

Healthy 
babies

Immediate 
SSC

Thermoregulation, 
colonization with maternal 
flora, early neurobehavioral 
self-regulation, improved 
breastfeeding outcomes and 
cardio-respiratory stability.

Enhanced 
affective response 
to baby, 
decreased 
incidence of 
post-partum 
depression and 
reduced salivary 
cortisol levels

Prevention of 
infection and 
reduced 
hospitalization

Rooming-in Improved breastfeeding 
outcomes

Better detection 
of infants’ hunger 
cues and better 
bonding

Prevention of 
infection and 
reduced 
hospitalization

Small 
and 
Sick 
babies

Open NICU, 
FCC and 
FIC

Improved clinical outcomes 
and weight gain

Reduced stress 
and anxiety

Decreased length of 
stay in neonatal 
intensive care unit, 
improved staff 
satisfaction, 
decision making, 
employment of 
resources and 
quality of care

KMC Reduced mortality at 
discharge, severe infection/
sepsis, hypothermia, severe 
illness, and lower respiratory 
tract disease. Increased 
weight, length, and head 
circumference gain. 
Improved breastfeeding 
outcomes, sleep organization, 
brain maturation and 
long-term outcomes

Enhanced 
maternal-infant 
bonding and 
decreased anxiety 
levels

Decreased length of 
stay, hospital 
re-admission, and 
cost of care

M-NICU Early initiation of 
breastfeeding and skin-to- 
skin care, improved weight 
gain

Enhanced 
maternal-infant 
bonding and 
breastfeeding 
outcomes. 
Decreased 
anxiety levels

Shortened duration 
of incubator care

resourced communities and have an increased prevalence in the NICUs due to the 
stressful and unexpected environment [18]. Possible causes include separation from 
the baby, lack of opportunities to establish early bonding and the institutional envi-
ronment [19]. Limited or no role in care and decision making may result in lack of 
self-confidence and guilt. Additionally, most risk factors for prematurity are also 
risk factors for mental health problems [18]. However, if parents are provided with 
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Family Centered Care: A Paradigm Shift
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Therapeutic alliance

Provider:
Nurse/Doctor

Care: Provider
centric

Client:
Family

Care: Family
centric

Power

Sick baby
in Nursery

Role : Work sharing
Outcome:-Quality improvement

NET outcome: - Quality Improvement
- Improved Health Outcomes
- likely to be cornerstone of continuum of care

Role: Participative/ownership
Outcome : 1. Care giving competencies

2. Positive and trustful relationships

Fig. 22.3 Family centered care: a paradigm shift

the opportunity to be involved in care, receive clear communication about their 
newborn’s status from health care providers, and establish rapport with providers, 
they experience satisfaction and reduced stress [20]. These experiences support 
neonatal care approaches that promote parental participation such as Kangaroo 
Mother Care, Family-centered care (FCC), Family Participatory Care (FPC), Family 
Integrated Care and Mother-NICU care.

Family-Centered care (FCC), which represents a significant shift for health care 
providers by involving parents in the planning and delivery of pediatric and neona-
tal care [21], is based on the principles of information sharing, respect and honoring 
differences, partnership and collaboration, negotiation and care in context of family 
and community [22]. Specifically, within the FCC approach, families are acknowl-
edged to be integral members of the care team and are considered to be primary 
decision makers for their infants [22].

Benefits of FCC have been highlighted in different circumstances and compre-
hends improved clinical outcomes and weight gain for the child, reduced stress and 
anxiety for parents, as well as lower hospital re-admission [23].

Family-Integrated Care, a very similar concept to FCC but with major emphasis 
on family participation in inpatient newborn care, showed additional benefits on the 
health system such as increased staff satisfaction, improved decision making, 
resources more efficiently employed and higher quality of care [24].
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As previously mentioned, the creation of the Kangaroo Mother Care (KMC) 
model programme in Colombia in 1978 [25, 26] represents a critical moment for 
newborn care. This low-cost revolutionary technique promoting skin-to-skin con-
tact between premature and low birth weight newborns and family members, exclu-
sive breastfeeding, and early discharge with follow-up, was launched to address 
overcrowding, insufficient human resources and other limitations related to new-
born care [25, 26]. KMC is today recommended standard of care for preterm and 
low birth weight infants [3] and is in phase of expansion all over the world.

Despite the slow global uptake, the benefits of KMC have been extensively 
explored and confirmed by the scientific community in the last 30 years [11, 25, 27]. 
Among low birth weight newborns, KMC compared to conventional care is associ-
ated with several benefits (Table 22.1), from lower mortality to higher oxygen satu-
ration [28–30], and improved brain maturation [31–33]. Better bonding with infant 
[34–36] and lower hospital re-admission [28, 29] are among the fundamental ben-
efits of KMC respectively for parents and the health system. KMC seems to have 
significant, long-lasting social and behavioral protective effects 20 years after the 
intervention [25].

Mother-Neonatal ICU (M-NICU) is a relatively new concept which goes in par-
allel with the open NICU model or the Breastfeeding Initiative in NICU. This is an 
expansion of the Baby-Friendly Hospital Initiative, where no separation starts in the 
delivery room and the mother has her bed inside the NICU by the side of baby’s 
warmer/incubator with the opportunity of practicing KMC as long as she desires. 
Mother as a resident of M-NICU becomes an active caregiver, and is involved in 
continuum of neonatal care, from routine baby hygiene to monitoring the babies on 
intravenous fluids and providing skin-to-skin contact [37].

The open neonatal unit, intended as unrestricted access to the newborn by the 
parents, is a concept difficult to implement especially in the developing countries. 
Parents who have the possibility to remain with their infants in open neonatal units 
state that this allows for active participation in the care of their newborn, especially 
Kangaroo Mother Care, and activities such as changing diapers, tube feeding and 
bathing. In addition, parents acquire the confidence to perform these tasks without 
supervision. Parents also highlight the importance of events such as eye contact, 
direct contact, the first time the baby receives breast milk and the first time they can 
stay with their child without being disturbed [38–42].

Among the descriptions from parents on the effect of practicing KMC are: the 
mutual feeling of having one another (mother-baby), establishing a relationship 
with their son or daughter, feeling close or creating a unique connection, loving 
their baby, mothers being fully concentrated on their baby during skin-to-skin con-
tact, provides the best bonding experience, superior to even breastfeeding or other 
kind of support, the baby can smell and touch their mother/father and therefore get 
to know them and finally parents report that, once skin-to-skin contact is estab-
lished, mothers recognize that babies prefer to remain in skin-to-skin contact with 
their parents, rather than being left alone in the crib.

The postnatal mother-child relationship (or father-child) is the pillar that sup-
ports the physical and psychological development of the human being. Attachment 
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guarantees the survival of the human species. In this sense, the main outcome mea-
sures correspond to an approximation of the measurement of the mother’s behaviors 
and perceptions in the first weeks of life which will favor the development of an 
attachment to the baby. In the systematic review of Anderzén-Carlsson et al., the 
bonding experience was a central element in the qualitative studies of the parents’ 
perception of the Kangaroo Mother Care method [43].

Thanks to the close contact of the kangaroo position or skin-to-skin contact, 
parents recount becoming more and more familiar with their baby, easily establish-
ing a relationship [44]. Such practices are therefore in line with the needs and rights 
of the newborn as well as preferences of parents.

Impact on early attachment, bonding and continued positive influence of mother- 
infant interaction due to opportunity of parental participation in care of their small 
and sick newborn at facility and continued at home in community after discharge 
are likely to have positive impact on early childhood development [45].

22.5  Practical Implications

Ideally, as stated in the European Standards of Care for Newborn Health, parents 
must be members of the caregiving team and, with individualized support, assume 
the primary role in the provision of care for their infant, and be active partners in 
decision-making processes [46].

To make this possible, three simple rules could guide a progressive transforma-
tion of maternity and neonatal services towards better quality and people- 
centeredness. First rule: minimizing or avoiding the separation of the mother from 
her baby; second rule: involving the father in the care of his baby when available; 
and third rule: being a support and not replacing the mother and father but empow-
ering them to take care of their baby since the beginning. Context specific adapta-
tions will be required along the continuum of care depending on newborn’s needs.

22.5.1  Around the Time of Birth in the Delivery Room

General trends indicate an increase in institutional delivery with professionalization 
of care. However, quality of childbirth care has been questioned [4]. To make ser-
vices more person-centered requires improvement in the preparation of delivery, 
comfort of the mother, respect for her choices, and presence of the father or a com-
panion of choice. Immediate care of the newborn at birth should include the WHO 
recommended interventions for essential newborn care [3]. Skin-to-skin care should 
be ensured for at least the first hour after birth for all newborns [47] with early 
breastfeeding, including in preterm babies whenever possible. The specific purpose 
of starting KMC in the delivery room is to avoid the separation of the mother and 
the newborn and the stress it may cause to the premature newborn.
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It is easy to implement skin-to-skin contact in the delivery room as long as pre-
cise parameters (Table 22.2) exist. It should not be an option but a well-defined 
routine when implemented. The placement of the infant in the kangaroo position 
should be supervised and the supervision of the newborn cannot be the responsibil-
ity of the mother in postpartum; the initiation of skin-to-skin should be reconsidered 
if there is no monitoring of the mother-child dyad, unless a family member is pres-
ent to fill this role. The need to support the position of the newborn with a spandex 
girdle should also be considered since the mother can fall asleep and endanger her 
baby if the baby slips.

Table 22.2 Parameters prior to implementation of skin-to-skin in the newborn unit, delivery room 
or mother-infant ward

Areas Components

Infrastructure Comfortable chairs
Support of the baby in an adequate kangaroo position, as with lycra bands
Food and drinking water for the mother
Privacy screens
Water and soap

Protocols Open neonatal unit protocol
Skin-to-skin and KMC initiation protocol in the NICU as soon as possible when 
physiological stability is obtained
Skin-to-skin and KMC initiation protocol in intermediary care for stable infants 
even the late preterm from 34 to 37 weeks of gestational age
Registration protocol for kangaroo practice including breastfeeding the 
premature infant for all the premature infants and LBWI
Protocols for pain (KP)
Protocols for minimal manipulation (all the blood sample in the same time 
when the baby is awake and in KP)
Protocols for modification of the macro environment (light, noise, nests) and the 
micro environment (KP as soon and as long as possible)
Protocols for nutrition
Protocol for parental participation and stay in the unit
Protocol for family visits
Protocol for social worker
Protocol for other visits (No formula gratis)
Protocol for infection prevention and control

Human 
resources

Previous training of personnel in the skin-to-skin, KMC and FCC
Training on education and support of parents
Regular staff support meetings in case of difficulty

Parents Education and training materials adapted for parents
Preparation for discharge in kangaroo position in a skin-to-skin/KMC ward if 
the mother is living far or at home if the mother is living in the city and willing 
to come back in the ambulatory skin-to-skin/KMC follow up clinic.

Monitoring Systems for monitoring the infants, parents and staff
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22.5.2  Transportation from Delivery Room to Neonatal Unit 
and Referral

Postnatal transportation with KMC of the infant on the mother’s or other caregiver’s 
chest bears some analogy to in utero transport and might ameliorate several of the 
risks associated with incubator transport [48, 49]. Similarly, referral from health 
facility to another on the mother’s or other caregiver’s chest represent a life-saving 
intervention in contexts with low availability of emergency vehicles like ambulances.

22.5.3  Neonatal Unit: Intermediate and Minimal Care Unit

FCC for the mother means no separation according to her health status, but the 
father can and must participate. As listed in Table 22.2, a series of logistic and pro-
cedural requirements must be in place, such as lycra band or support to be able to 
carry the baby and trained professionals for supporting breastfeeding and KMC.

22.5.4  Neonatal Intensive Care Unit

FCC is aligned to the previously mentioned neonatal units. For preterm infant there 
is evidence on the importance of decreasing stress and pain with KMC [30] and 
manipulations, stimulating the permanent presence of the mother with her voice, 
her smell, her heart and her colostrum and milk [50].

22.5.5  Mother-Infant Ward and Kangaroo Mother Care Ward

Mother-infant ward for term infant and stable preterm infant is important especially 
when the hospital stay is very short (less than 48 h) to teach the mother and the fam-
ily the danger signs (jaundice, hypoglycemia), how to breastfeed her baby or when 
there are many infants in the NICU. The KMC ward is also where the mother and 
the preterm infant will stay when the baby is stable, but not filling the eligibility 
criteria to be discharged home in kangaroo position. Other situations include the 
mother that did not achieve a successful kangaroo adaptation, baby still with treat-
ment or oxygen or feeding tube, and staff not certain if the mother (caregiver) and 
infant come back to daily consultations. The KMC ward is de-medicalized and the 
KMC training allows for gradual transfer of the responsibilities of physical and 
emotional care of the infant from the healthcare personnel to the infant’s family, 
particularly the mother (and to any other KP provider accepted by the family such 
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as the father, grandparents, amongst others). The treating pediatrician is the person 
who decides the discharge of the infant from the neonatal unit to a KMC ward or to 
home based on neonatal conditions and family situation, including supportive sys-
tems in the community.

The preterm infant is considered eligible to leave the neonatal unit, whether for 
a kangaroo ward for the mother-infant dyad or for the home, independently of their 
weight or gestational age, when the conditions listed here are met (Table  22.3). 
Once at home, preterm infants should be maintained in the kangaroo position 24 h 
until they refuse it.

22.5.6  Ambulatory Program for all High-Risk Newborns, 
Including Preterm Infant or Low Birth Weight (LBW) 
Infants: An Integral FCC Unit up to 40 Weeks 
and in a Second Step from Term to up 1 or 2 Years 
of Corrected Age

High-risk babies, such as those who were born preterm or who have suffered severe 
infections, carry risk in terms of somatic growth and in neurologic and developmen-
tal aspects. Knowing for instance that insufficient weight gain and growth predis-
poses to neurologic and developmental sequelae in the long term, and rapid growth 
predisposes to morbidity in adulthood, it is fundamental to emphasize the impor-
tance of follow-up of somatic growth [51]. Mental retardation, cerebral palsy, 
behavioral problems and learning difficulties are observed frequently in babies born 
with a gestational age below 28 weeks and the importance of multidisciplinary fol-
low- up should be specifically emphasized at each visit [51]. Linkages with social 
and community-based support systems are equally important to smooth transition of 
high-risk babies from health facility discharge to their first years of life.

A community study on assessment of Implementation of Family Participatory 
Care (FPC) in Special Newborn Care Units in Three States of India revealed that 
FPC appears to be a winning strategy to increase compliance with KMC in facility 
as well as continuing KMC rates post discharge in community [52]. This study also 
revealed operational feasibility of implementation in Indian public health system.

After the home discharge from the hospital in kangaroo position, preterm and 
LBW infants should be assessed daily with weight monitoring until they reach a 
daily weight gain at least two or three consecutive days of 15 g/kg/day if they have 
less than 37 weeks of gestational age, and then 8–11 g/kg/day until full-term. When 
this gain is achieved, weekly assessments are carried out until the infant reaches full 
term (40 weeks of gestational age) and 2500 g. This constitutes the KMC ambula-
tory care equivalent to the minimal intrahospital care and can be named “minimal 
neonatal ambulatory care” or “hospital day care”. After 40 weeks (presume term) 
the kangaroo infant will be followed up to one or 2 years of corrected age in the 

22 Person-centered Neonatal Health Care



380

Table 22.3 Eligibility criteria for home discharge of preterm and low birth weight infants from 
the hospital

Eligibility 
criteria for the 
infant’s 
discharge

The infant has had a successful intrahospital kangaroo adaptation, especially 
in that he/she regulates his/her temperature in the kangaroo position and has 
an adequate suction-swallowing-respiration coordination
The infant has an adequate weight gain in the neonatal unit with the kangaroo 
position plus incubator during at least two consecutive days if he/she is more 
than ten days old
The infant has finished the medical treatment, if applicable
If the infant receives oxygen through the nasal cannula, this must be less than 
½ L/min. (This is for practical reasons, as on average the journey from the 
home to the Kangaroo Mother Program takes an hour. As such, the oxygen 
tank must last the distance there and back and still have enough for an 
emergency visit). Only few KMC programs have the experience of 
discharging infant in kangaroo position with ambulatory oxygen
The infant must have an ambulatory Kangaroo Mother Program able to 
provide adequate follow-up if home discharge is considered

Eligibility 
criteria for the 
mother’s 
discharge

She has accepted to take part in the Kangaroo Mother Program. For this, she 
must receive the necessary education in the Kangaroo Mother Method
She feels capable of caring for her infant using the Kangaroo Mother Method 
(position and nutrition) at home if home discharged is considered
She has had a successful intrahospital kangaroo adaptation and in particular 
she knows how to breastfeed her infant (direct suction from the breast) and 
the milk extraction techniques
There is a family commitment and capacity to participate in ambulatory 
kangaroo monitoring controls
She is physically and mentally capable of caring for her infant
The concept of a multidisciplinary team is favorable for the ambulatory 
follow-up, in particular for high social risk cases such as adolescent, single 
mother with an infant using portable oxygen, with twins, or with more 
infants, with infants that have health problems, and in the case of alcoholism 
or drug addiction or other social problems

Eligibility 
criteria for the 
discharge of the 
family/support 
network

They must want to support or accompany the mother and be part of the 
program that applies the Kangaroo Mother Method
Understand the method well and feel capable of helping the handling of the 
infant in KP at their home
Have sufficient time and family collaboration in care to achieve the 
objectives of the KMC and guarantee the safety of the infant
Support the mother in duly attending appointments, respecting lactation 
hours until 40 weeks of gestational age (and afterwards continue with 
maternal lactation on free demand), follow application instructions for 
medications and carry out the special exams ordered
To be able to adapt to the transitory changes implied by the adoption of the 
Kangaroo Mother Method at home. Provide support for maintaining the 
kangaroo position 24 hours a day and redefine the cooperation roles between 
members of the family which must be adopted to support the principal 
caregiver
Be physically and mentally capable to help care for the infant at home
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same KMC program (KMCP) for a high risk follow up. It includes the monitoring 
of the growth, the evaluation of the neuro, psychomotor and sensorial development 
to be able to detect any deviation from the normal development and to do an oppor-
tune intervention.

The justification for this approach is that kangaroo infants clearly belong to the 
high biological risk category due to risk of inadequate somatic growth and the risk 
of presenting neuro-psychomotor and sensory problems. The KMCP represents, as 
such, an opportunity for high risk monitoring and continuity of care for these infants 
during at least the first two years of life.

22.5.7  Obstacles to Person Centered Care 
and Potential Solutions

Multiple factors influence the uptake of more person-centered clinical approaches 
[53, 54]. The fact that conventional work in neonatal services in not so person- 
centered could be attributed to several reasons, which stretch from the lack of sup-
portive political commitment to poor understanding of the benefits especially of 
breastfeeding, which is time consuming at the beginning. Limited demand from 
parents, perceived lack of economic advantage for providers, not yet being seen as 
a standard of care and confusing guidelines both complement and confuse the cur-
rent landscape.

There are substantial barriers to put the family-centered newborn model of care 
in practice, especially service delivery and financing [55]. KMC is low- cost but not 
without cost; funding should consider creation of suitable environments, including 
the provision of meals and drinking water to the mother, the availability of soap to 
wash hands, comfortable chair and a lycra band.

Studies on typology of rooms and separation show different gradients of parents’ 
involvement in relation to the environment. This varies from (a) complete separa-
tion with parents as visitors, separation at birth, parents visits allowed few hours a 
day, very limited facilities; (b) frequent separation with staff-dependent parent, 
separation at birth, possibility of visits during day time, but limited facilities; (c) 
part-time with staff dependent parents, separated at birth, parents rooming-in part of 
the day and some facilities making easier to feel closer and have attuned relation-
ship; (d) full time and zero separation when parent can stay with the baby from birth 
to discharge, thus enabling attuned relationship and complete ownership of the care 
process. Adequate space for the performance and monitoring of KMC can be 
addressed conducting advocacy, creating policies, and making KMC follow-up a 
part of existing postnatal services [54]. Policies would also facilitate participation of 
the father in the delivery room, open neonatal unit to parents 24 h, follow up in a 
specific program and not in particular pediatrician consultation [53].
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Specifically, primary policies are no separation of newborn from mother/father 
from birth, skin-to-skin and KMC as early as possible and reorganization of ser-
vices to allow full participation of the parents in the care and decision-making pro-
cess. Reducing burden of transport costs to mothers, home visits by community 
health workers, and training parents to perform KMC as independently as possible, 
and offering psychosocial support to parents of high-risk newborns, should be pro-
moted and facilitated through policies, guidelines, education, and monitoring sys-
tems [55]. Buy-in from policy-makers is fundamental to promote family-centered 
care, specifically through policies like maternity and paternity leave [55].

Clear explanation of the benefits of person-centered care with practical examples 
and stressing the importance of a safe and sensory adjusted environment for optimal 
development of the infant, is needed to overcome barriers due to sociocultural 
norms. Behavioral change via engagement of fathers in childcare and creation of a 
community among parents, caregivers and health-care workers can help deal with 
contextual factors. Shifting social norms around skin-to-skin contact while avoiding 
stigmatization of KMC provision requires engagement of all the community, includ-
ing cultural, religious, and community leaders [54].

In an Indian study, the delivery of care was forthcoming by fathers, grandfathers 
while two thirds of primary care providers were males [56]. Care delivery did not 
matter irrespective of age, gender, relationship or literacy level. Hence, the imple-
mentation was feasible and well accepted by families. Till such time that mother 
could be available to provide care, fathers and grand-parents capitalized on this 
unique opportunity to establish early bonding with their small and sick infant while 
being engaged in care [56].

Providers knowledge, attitudes and practices, and availability of staff competent 
in KMC and breastfeeding of the premature infant is another key aspect and might 
be solved through in-service training, use of quality improvement processes and by 
teaming specialized nurses and midwives with unexperienced human resources 
[55]. Also, the creation of national newborn health training curricula that include 
KMC as a priority intervention is crucial to ensure sustainability [54].

A series of barriers to a more person-centered approach are strictly connected 
with the mindset of the providers, including: accepting parents as co-partner in care, 
perceived diminished authority, uneasiness because of being constantly assessed by 
the parents (Watch Dog effect), tendency to delegate clinical tasks to parents (task- 
shift), and expectations on standards of care by empowered and well-aware parents. 
Initial and periodic sensitization and training of provider teams followed by con-
stant supervision and monitoring represent the most important solution to overcome 
the above-mentioned challenges [20].

Successful implementation FCC implies well trained and supported healthcare 
professionals who receive counselling and regular clinical supervision in communi-
cating with and providing emotional support for parents [57]. As perinatal mental 
disorders commonly arise in the days immediately following childbirth (the postna-
tal Blues are particularly prominent on the sixth day post-partum, when the mother 
has marked lability and crying spells), their impact on the work of the Neonatal 
Intensive Care Unit is considerable, and they may complicate the provision of 
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Family-Centered Care outlined in this chapter [58]. Perinatal mental disorders may 
also be exacerbations of a pre-pregnancy mental disorder, such as a chronic psycho-
sis, bipolar disorder, prolonged anxiety or alcoholism. Each may trigger a pre-term 
delivery and the birth of a vulnerable infant. Family-Centered Care is adversely 
affected by these disorders because of their adverse effect on bonding, an increased 
reluctance to breast feed, or the unwanted effects of medication [58]. The aphorism 
No Neonatal Health without Mental Health is an expression of integrative holism, 
which emphasizes the need for education in Perinatal Mental Health as well as the 
need for closing the gap between the Maternal and Child Health services and peri-
natal mental health expertise [59]. At the heart of Neonatal Health there are family 
and professional relationships, and the various health professionals like perinatal 
psychiatrists, mental health nurses, midwives, neonatologists, developmental psy-
chologists, paediatricians, reproductive health professionals, as well as service 
managers, have a lot to learn from each other [59].

Studies have highlighted how, despite the initial hesitation, health professionals 
revealed a favorable attitude to FCC after realizing its importance in: (a) building 
attachment between newborn and caregiver; (b) mitigation of potential conflicts 
with relatives of newborns who have an adverse outcome; (c) empowerment of par-
ents, whose caregiving skills were enhanced, potentially ensuring better continuity 
of care at home [20].

22.6  Conclusions

Newborn services should be designed to support the best start in life with the new-
born and the family at the center of care. Person-centered models of care such 
Mother-NICU, Family-Centered Care and Kangaroo Mother Care have substantial 
potential to benefit newborns, families and health system, but require a transfor-
mation of neonatal care services and of follow-up services. To improve neonatal 
outcomes and reach universal health coverage, quality services for the small and 
sick newborn should be built up from person-centered needs and rights consider-
ing the individual infant, the mother, father and the wider family in the context of 
the local community and based on a shared vision of health care providers and the 
community.

All over the world a paradigm shift is highly required to ensure the provision of 
person-centered neonatal health care services. This can be adapted to countries dif-
ferences in resources, development and demand for services and should be sup-
ported by political commitment and a favorable legal and policy framework that 
recognizes the value of investing in early start of life for the individual and the 
society. While working in the neonatal ward can be perceived by neonatal staff as 
easier without parents, neonatal health professionals are in the best position to teach 
the parents how to be the best providers of care for their infants and must be pre-
pared to change their role in the neonatal unit.
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Family-centered newborn care, whose operational feasibility and acceptability 
seem promising, is indeed a family’s right to a respectful care that we need to pro-
tect, support and promote.

Infant and family-centered model of care fits with WHO quality of care frame-
work and will advance universal health coverage, equity, efficiency and responsive-
ness of the health system. This will greatly contribute to increase neonatal survival, 
health and human capital.
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Chapter 23
Person-centered Pediatrics

W. James Appleyard, Manuel Hernán Izaguirre-Sotomayor, Lucy Gait, 
and Ian Sinha

23.1  Objectives

Children must be considered as biological, psychological and social beings, in con-
text of the environment where they live. Pediatric care cannot be focused exclu-
sively on the biomedical aspects of disease to achieve this, the pediatrician must 
attempt to humanize pediatric care by focusing on the care of the person, for the 
person, by the person and with the person of the child and adolescent [1]. They must 
collaboratively elaborate the state of a child’s health, with its contributing, conver-
gent and triggering factors, and the experiences and expectations of the patient.

Pediatric care must satisfy the child’s moral, ethical and scientific foundations, 
and promote their autonomy, responsibility and dignity [2]. It must be based, jointly, 
on clinical examination of the disease and the understanding of the patient, and 
focused on empathic dialogue between the paediatrician, the child and their family. 
Therefore, according to the patient-centered clinical method, the physician when 

W. J. Appleyard 
Presidency 2013–2017, International College of Person Centered Medicine, New York, NY, 
USA

Presidency 2003–2004, World Medical Association, Ferney-Voltaire, France

St George’s University School of Medicine, Grenada, Grenada

Kent and Canterbury Hospital, Canterbury, UK 

M. H. Izaguirre-Sotomayor (*) 
San Fernando Faculty of Medicine, San Marcos National University, Peruvian Association of 
Person-Centered Medicine, Lima, Peru 
e-mail: mizaguirres@unmsm.edu.pe 

L. Gait · I. Sinha 
Alder Hey Children’s Hospital, Liverpool, UK
e-mail: lucy.gait@alderhey.nhs.uk; ian.sinha@alderhey.nhs.uk

© Springer Nature Switzerland AG 2023
J. E. Mezzich et al. (eds.), Person Centered Medicine, 
https://doi.org/10.1007/978-3-031-17650-0_23

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-031-17650-0_23&domain=pdf
mailto:mizaguirres@unmsm.edu.pe
mailto:lucy.gait@alderhey.nhs.uk
mailto:ian.sinha@alderhey.nhs.uk
https://doi.org/10.1007/978-3-031-17650-0_23


390

addressing the disease must do so taking into account the complexity of the pediat-
ric patient, considering him or her biologically, psychologically, socially, and spiri-
tually, in order to perceive their needs, desires, and expectations. By integrating 
their ideas in their health, and promoting self-care, healthy children and adolescents 
with positive lifestyles will be achieved.

23.2  Approaches

The central axes of paediatric care centered on the person of the child and adoles-
cent, in the family and in the community, are not only the disease that afflicts the 
child and the adolescent, but also how the patient lives it and how it affects both 
their value system as well as its environment. The pediatrician must share power, 
and responsibility, with the child and family. Furthermore, understanding the pedi-
atric patient as a whole improves the doctor-patient relationship, and leads the pedi-
atrician to recognize the family impact. Therefore, the paediatric patient’s approach 
must include family, social, labour, cultural and economic aspects [3]. Consequently, 
the new approach to paediatrics must be circumscribed around the person of the 
child and adolescent, the family and the environment, and there must be symbiosis 
with science and humanism. Ethical training, communication, the appropriate use 
of technology and scientific evidence must be at the service of the person of the 
child, the adolescent and the family. Science must be the essential instrument, and 
humanism the essence, of paediatrics. This is opposed to the reductionist approach 
that focuses exclusively on the biological, the technological and the genetic—the 
pediatric patient must be considered as a person, recognizing complexity, auton-
omy, dignity and rights.

23.3  Body of Knowledge

23.3.1  Respect the Human Rights of Children

Human rights are internationally agreed standards, which apply to all human 
beings—including children. They encompass civil, cultural, economic, political and 
social rights of individual persons as set out in the Universal Declaration of Human 
Rights [2]. Their aim is to safeguard the inherent dignity and equal worth of each 
person—each right being interdependent, interrelated and indivisible with the others. 
These ‘rights’ include the right of everyone to the enjoyment of the highest attainable 
standard of physical and mental health. “The right to health is not to be understood 
as a right to be healthy.” Instead, the right to health is expressed as a set of both free-
doms and entitlements, which accommodate the individual’s biological and social 
conditions as well as the available resources. Article 25 of the UDHR states that 
everyone has the right to a standard of living adequate for the health and well-being 
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of himself and of his family, including food, clothing, housing and medical care and 
necessary social services, and the right to security in the event of unemployment, 
sickness, disability, widowhood, old age or other lack of livelihood in circumstances 
beyond his control. Motherhood and childhood are entitled to special care and assis-
tance. All children, whether born in or out of wedlock, shall enjoy the same social 
protection. Unfortunately, children are not always afforded these rights [4].

23.3.2  Convention on the Rights of the Child 1989

The Convention comprises 52 articles—all important and interconnected—of which 
six fundamentally underline the need for a person-centred approach [5].

Article 1
For the purposes of the present Convention, a child means every human being below 

the age of 18  years unless under the law applicable to the child, majority is 
attained earlier.

Article 2
States Parties shall respect and ensure the rights set forth in the present Convention 

to each child within their jurisdiction without discrimination of any kind, irre-
spective of the child’s or his or her parent’s or legal guardian’s race, colour, sex, 
language, religion, political or other opinion, national, ethnic or social origin, 
property, disability, birth or other status.

Article 6
States Parties recognize that every child has the inherent right to life.
States Parties shall ensure to the maximum extent possible the survival and develop-

ment of the child.
Article 12
States Parties shall assure to the child who is capable of forming his or her own 

views the right to express those views freely in all matters affecting the child, the 
views of the child being given due weight in accordance with the age and matu-
rity of the child.

Article 23
States Parties recognize that a mentally or physically disabled child should enjoy a 

full and decent life, in conditions which ensure dignity, promote self-reliance and 
facilitate the child’s active participation in the community.

Article 24
States Parties recognize the right of the child to the enjoyment of the highest attain-

able standard of health and to facilities for the treatment of illness and rehabilita-
tion of health. States Parties shall strive to ensure that no child is deprived of his 
or her right of access to such health care services.

Article 27
States Parties recognize the right of every child to a standard of living adequate for 

the child’s physical, mental, spiritual, moral and social development.

23 Person-centered Pediatrics
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23.3.3  The Ethics of Paediatric Practice

Within paediatric professional practice, the ethical and legal responsibility to the 
child and their family obliges the paediatrician with their teams to comply with the 
international and national legal requirements and deontological regulations of their 
professional college.

Paediatricians must therefore be guided by the values of autonomy, responsibil-
ity and professional competence, in their decision-making. The child is a person 
with Rights and societies’ moral and legal protection, which requires recognizing 
this moral authority in therapeutic decisions and maintain their commitment to the 
well-being and best interest of the child patient at all times. Ethic needs to be learnt 
as part of the development of institutional values within medical academia and 
health systems [6].

This ethical responsibility to the child patient and with society obliges the pae-
diatrician to maintain updated professional skills to provide quality care, effective, 
based on scientific evidence, acting in accordance with his moral responsibility, 
especially in cases of urgency, prioritizing the health and life of the unborn, neo-
nates, children and adolescents, as well as those unable to make decisions for them-
selves [7].

23.3.4  Sustainable Developmental Goals

The concept of child well-being is rooted in the Convention on the Rights of the 
Child [5]. The Sustainable Development Goals (SDGs) agreed by the international 
community in 2015 represent an ambitious effort to set a global agenda for develop-
ment that is both equitable and sustainable, in social, economic and environmental 
terms [8]. The earlier Millennium Development Goals (MDGs) prioritized the 
reduction of poverty, as well as progress in related social indicators. The 17 goals of 
the SDGs add a wider perspective with outcomes associated with inequality, eco-
nomic development, the environment and climate change, as well as peace and 
security.

The stronger focus of the SDGs on equitable development also demands atten-
tion to inequalities along multiple dimensions—of income and wealth, health and 
educational opportunity, as well as voice and political participation—both within 
and between countries. Addressing rising inequality and its related problems 
requires a focus not just on the conditions of the poorest, but also on the conse-
quences of wealth accumulation by the richest. As countries seek to meet the SDGs, 
so the changing political landscape will require new approaches to ensure inclusive 
and sustainable outcomes [9].

Long-term, inclusive and sustainable social goals are best met through attention 
to the needs of children. Ensuring the well-being and realizing the rights of all 

W. J. Appleyard et al.



393

children (including migrants and refugees) is not only a commitment made by those 
states that have signed the CRC but is also an essential condition for achieving long- 
term development goals.

23.3.5  The Value of Children

Some insight can be found in a study based in Turkey about 30 years ago on the 
views of 20,000 mothers in nine different countries about the value of their children 
[10]. Their responses were classified under three headings—utilitarian, social and 
psychological. The utilitarian group included those who rated the economic and 
material benefits arising from children both when they are of child age and when 
they grow up to be their security in old age. The social group valued the general 
social acceptance that normal adults are given when they have children and their 
desires for the continuation of the family. The psychological group was those moth-
ers who valued their children for the love, joy, pride and companionship that the 
fulfilment of the children themselves brought. The children in the ‘utilitarian’ group 
who had their children to meet the perceived needs of themselves and their families 
rather than the needs of the children themselves had the greatest number of children 
and the highest death rate, whereas those mothers who value their children as indi-
viduals in their own right had fewer children and fewer died. It is interesting that 
those values of love joy and companionship are more part of a person’s ‘spirit’ dif-
ficult to measure, usually discounted in health care but actually found to be very 
important.

23.3.6  The Importance of Early Development

John Bowlby and others found that a child’s first relationship, the one with the 
mother acts as a template that permanently moulds the individual’s capacity to enter 
into all later emotional relationships [11]. The crucial elements are early attunement 
or essentially what we understood as ‘bonding’ and the development of empathy 
[12]. Attunement takes place when the parent and child are emotionally functioning 
‘in tune’ with each other and where the emotional needs of love acceptance and 
security are met. Without satisfactory early attunement to the primary care giver, the 
development of empathy can be greatly impaired.

Babies who are healthily attached to their carer can regulate their emotions as 
they mature because the cortex, which exercises rational thought and control, has 
developed properly. However, when early conditions result in underdevelopment of 
the cortex, the child lacks ‘an emotional guardian’. Small children look to a parent’s 
facial expressions and other non-verbal signals to determine how to respond and 
feel in a strange or ambiguous situation.

23 Person-centered Pediatrics



394

An example of the long-term effects of impaired early relationships on children’s 
long-term development is the effect of maternal depression on infant development. 
Relative to control mothers, depressed mothers express less positive and more nega-
tive affect, are less attentive and engaged with their infants, and, when engaged, are 
more intrusive and controlling and fail to respond adaptively to their infants’ emo-
tional signals [13].

Their infants have shorter attention spans, less motivation to master tasks, ele-
vated heart rates, elevated cortisol levels, and reduced EEG activity in the right 
frontal cortex, all of which correlate with the experience of negative affect in adults. 
Longitudinal data on infants of depressed mothers indicate that elevated heart rates 
and cortisol can persist and may represent a functional programming of the child’s 
autonomic set point [14].

23.3.7  Empathy

Through empathy the child’s emotional needs for love, acceptance and security are 
met. Empathy entails the ability to step outside oneself emotionally and be able to 
suppress temporarily one’s own (selfish) perspective on events to take another’s. It 
is present when the observed experiences of others come to affect our own thoughts 
and feeling in a caring fashion. When a parent consistently fails to show any empa-
thy with the child’s expression of particular emotions, the child can drop those emo-
tions from his or her repertoire. Because the infant’s cortical and hippocampal 
emotional circuits require significant time and experience to mature, the child must 
regulate its inner world primarily through attachment relationships with primary 
caregivers.

The sensitive ‘window’ for emotional sensitivity and empathy lies within the first 
18 months of life and these skills are shaped by the primary care giver Children’s 
brains greatest capacity to be change or be rewired is in the first three years [15].

Coleman maintains that empathy builds on self-awareness first and that the more 
aware children are of their own feelings then more skilled they will be at reading the 
emotions of others [16].

Children need love and boundaries within which to feel secure. As children 
develop their cognitive or general thinking skills there is an expectation that they 
will start to conform to the morals set within the family and wider society. Some 
insights can be gained from the differing perspectives of three psychological theo-
ries [17].

Freud claims that the quality of relationship the child has with his/her parent/s 
greatly affects the way the child develops morally.

Whereas, the Social Learning theory states that children initially learn how to 
behave morally through modelling (imitating appropriate adult behaviour).

Cognitive-developmental theories promoted by Piaget and Kohlberg claim that a 
child’s ability to reason morally depend on his/her general thinking abilities.
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Coles widens the practical issues building a narrative in which a child is shaped 
at the very start of life by the values of certain adults. Even before a boy or girl is 
born, his or her parents are already giving expression to their values that will matter 
to their son or daughter. A woman tries to think of others, not only of herself, so she 
watches what she eats and drink and does not smoke not only out of concern for 
herself but with her future child in mind. A man takes an interest in the woman who 
is carrying his child offering affection comfort and reassurance. Both parents are 
concerned for the third person to arrive. This leads up to what Coles describes as a 
‘golden rule’—a respect for others, a commitment of mind heart and soul to one’s 
family, local community and nation!

Moral intelligence isn’t acquired by ‘dictate’ or by the memorization of rules but 
as a consequence of learning to be with others and taking to heart what we have seen 
and heard. The child is a witness of ‘grown up morality and looks for clues as to 
how one ought to behave from parents and teachers making choices, talking to peo-
ple showing in action our basic assumptions, desires and values and thereby telling 
these young observers more than is frequently realized. These concepts need to be 
woven into the support that is given to families in their children’s journey from 
infancy through adolescence. Failure to do so comes at a very heavy price [18, 19].

The cost of intervening when everything has broken down is so much more—by 
a factor of between 10 and 20 times depending on the study [14].

23.3.8  Longitudinal Studies

The Adverse Childhood Event (ACE) study [20] provides retrospective and pro-
spective analysis of the effect of early traumatic life experience on later wellbeing, 
social function, health risks, disease burden, healthcare costs, and life expectancy. It 
was found that there is a strong relationship between ACE Score and self acknowl-
edged chronic depression and later suicide attempts. It appears that depression is 
common and has deep roots, usually going back to the developmental years of life. 
The higher the ACE Score the greater the likelihood of later smoking, alcoholism, 
intravenous drug use, obesity, and high-level promiscuity. The authors of the study 
conclude that ‘all told, it is clear that adverse childhood experiences have a pro-
found, proportionate, and long-lasting effect on well-being,’ whether this is mea-
sured by depression or suicide attempts, by protective unconscious devices like 
overeating and even amnesia or by what they refer to as ‘self-help attempts’, the use 
of street drugs or alcohol to modulate feelings. The study points to a credible basis 
for a new paradigm of primary care medical practice and advocate that treatment 
should begin with a comprehensive biopsychosocial evaluation of all patients. After 
such an evaluation was administered to 200,000 patients there was a 35% reduction 
in visits to doctors’ offices during the following year.

The work of David Barker and his colleagues pointed to the importance of early 
life factors in the programming of risk for chronic disease in adults during critical 
periods [21]. Using historical cohort designs, Barker’s group analysed birth weight 
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data and measures of development in the first years of life and found extensive evi-
dence that adult somatic response patterns were programmed in early life. Birth 
weight, placenta size, and weight gain and growth in the first year of life were found 
to be associated with cardiovascular disease, diabetes, and hypertension in the fifth 
and sixth decades.

.

23.3.9  Integrated Support Throughout Childhood

Allen and Duncan Smith have proposed a system of integrated support throughout 
Childhood based on a ‘virtuous ‘circle from the experience in the City of Nottingham 
[3]. A scheme of a Prenatal Package, Post Natal Support, Preschool Sure Start 
Children’s Centres, and Primary School follow on programmes, and at Secondary 
School ante drug and alcohol and pre-parenting skilling.

Being both socially well-adjusted and employed lead to:

Lower levels of addictive behaviour
Lower like hood of being trapped in poverty and low-quality housing
Greater likelihood of having only the number of children people can parent effec-

tively and afford to support without sliding into dependency
Greater likelihood of people being naturally good parents to their own children and 

thereby feeding into a positive rather than negative generation cycle [22]

This needs underpinning by a ‘spiritual (concepts of love) and moral (what is right 
or wrong) approach.

In the development of medical care for children all these concepts need to be 
applied locally at individual and community level starting with the child as a person.

Physician led primary care has important attributes to make such integrated care 
possible in all health systems. Family practice provides access by unselected health 
problems. It is comprehensive, coordinated, collaborative and local community ori-
entated with key personal longitudinal support for children and their families [23].

23.4  Practical Implications for Person Centered Practice

23.4.1  Preventive Strategies for the Child

In the development of medical care for children, all these concepts need to be 
applied locally at individual and community level starting with the child as a person. 
Primary prevention means reducing the incidence of disorders and diseases, the 
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most effective of which are ensuring adequate nutrition, a comprehensive immuni-
zation programme tailored to the local needs, anticipatory guidance of advice and 
support for parents and children, accident prevention and dental prophylaxis. 
Secondary prevention aims at reducing the prevalence of disease and poor health by 
early detection and prompt and effective intervention. Awareness and screening are 
some of the means through which prevention can be achieved. The first three criteria 
of Wilson and Junger’s 1968 WHO criteria for the evaluation of screening pro-
grammes are that there should be a potential health gain and acceptable treatment, 
or intervention and facilities should be available, the latter raising local issues [24]. 
Tertiary prevention aims to minimize suffering and reduce impairments and dis-
abilities caused by disease. Many acute and chronic diseases come under this area.

The great advantage on the Integrated Child development Schemes within pri-
mary care are that they encompass all three elements of prevention as well as the 
acute childhood diseases [25]. Schemes need to be grown up from the local com-
munity with locally trained lead health workers supported by more specialised pae-
diatric care. Essential nutrition should be covered with a full immunization 
programme and guidance including family planning. Each individual child is impor-
tant; each needs their own meticulously kept health record.

23.4.2  Person Centred Paediatric Care

The doctor needs to consider the paediatric patient is a whole integrated into the 
family and society [6]. This makes it easier to identify and understand their expecta-
tions and the setting in which they live, while continuing to consider the spiritual 
component, especially their faith, and the beliefs and values   that are professed 
within the family. Likewise, when analysing the family life cycle and the patient’s 
response to the disease, such insights serve to shed light on the possible evolution of 
the problems that are affecting the paediatric patient. The illness of the child and 
adolescent imbalances the family harmony and can lead to a crisis, in addition to 
having an impact on the economy, education, employment and family stability.

In addition, it is important that agreements are reached between the patient and/
or responsible family member and the pediatrician, especially when establishing 
goals and treatment priorities for which the patient, if his age and state of health 
allows, must understand, internalize and participate in its formulation. Also, it is 
important that the pediatrician assigns roles both for himself and for the patient, if 
he is in a position to do so, motivating him towards self-care of his health based on 
the information given by the pediatrician and the previous information stored in his 
memory, valuing their appreciation, opinion and emotion, as a strategy to achieve an 
adequate doctor-patient relationship and to understand the patient’s suffering, mak-
ing pediatric medicine more humane by being centered on the patient as a person 
considering him as a biological, psychological and social being [7].
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23.4.3  Prenatal and Postnatal Care Centered on the Person, 
the Family and the Community

The uniqueness of prenatal and postnatal care is expressed in absolute dependence 
on the foetus in the womb and the new-born postnatally. The foetus must be consid-
ered potentially a human person, whose life and wellbeing needs protecting and 
valued in the same way as the new-born. with the right to life, to be born and to 
become a person with all the rights that the law recognizes, without any 
discrimination.

Therefore, it is imperative to integrate parents, family and community as pro-
tagonists of the care of the pregnant mother and the new-born, achieving the human-
ization of comprehensive prenatal and postnatal care, by reaffirming their dignity, 
autonomy and life project.

23.4.4  Person-centred Care and Empowerment in Practice

The United Nations Convention on the Rights of the Child (1991) [26] outlined the 
need to enable children to participate in making decisions across their life, including 
being part of their health care. Such empowerment has been defined as ‘the discov-
ery of one’s inherent capacity to be responsible for one’s own life’ [27]. To become 
empowered, individuals require sufficient knowledge and understanding to make 
informed decisions, alongside having the ability and resources to implement their 
decisions and evaluate the effectiveness of these decisions [28]. Tailoring care and 
promoting self-management can reduce crises; prevent illness and hospital admis-
sions, thereby reducing costs to the National Health Service (NHS) [29]. 
Empowerment not only relies on the individual being provided with the opportunity 
to become involved in decision making about their care but that each individual is 
considered within their wider social context, including their culture and values; 
their knowledge; their experience of ill health and the structural barriers that impact 
on their self-management [30, 31].

Wong et al. [32] proposed the ‘TYPE pyramid’, with the belief that young people 
did not necessarily always want to be completely in control and that this did not 
necessarily mean they did not feel empowered. Thus, within their model, there was 
an assumption that ‘youth driven’ is not always ideal or wanted by the young per-
son, with adult control and youth control falling at two ends of a scale, and shared 
control falling in the middle. Empowering individuals at a younger age will allow 
them to make more informed health care decisions, to improve their health and 
overall wellbeing, reduce their reliance on services and thus leading to more effec-
tive and appropriate service use later in life [33]. Traditional consultation models in 
the UK’S NHS tend to be professional led, with the use of directive language with 
less perceived control from the individual’s perspective. This often leads to higher 
levels of non-adherence [33].
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Adolescence is a time of great complexity as young people are transitioning from 
childhood to adulthood and go through significant physical maturational changes. 
In terms of their brain development, as the prefrontal lobes mature, adolescents 
develop executive functions which allow them to move from relying on concrete 
reasoning skills to being able to apply abstract reasoning skills. Adolescents are 
striving to develop their identity and autonomy from their parents; seeking to be 
socially accepted; aiming to achieve and succeed in their endeavours; and beginning 
to make their own choices. Managing a health condition alongside navigating this 
challenging landscape can be difficult as it may not always be compatible with their 
personal or social motivations. Therefore, engaging young people requires the 
acknowledgement of what is important to them at that time in their life. For young 
people with physical health problems, treatment related behaviours can also be hard 
to adopt, often conflicting with current behaviours and priorities of adolescence, as 
found in diabetic populations [34, 35]. Working alongside adolescents, hearing their 
opinions and recognising their beliefs and values can enable collaborative and real-
istic goal setting and health care decisions. Thereby health care appointments can 
provide an opportunity for professionals to educate young people allowing them to 
make informed choices and develop their self-efficacy. In this way, professionals 
can act as advocates for empowerment [36].

23.5  Barriers to Empowerment

Whilst empowering individuals can positively influence care and services more 
generally, there have been barriers to understanding and implementing the concept 
in practice ([27, 33, 37]). In terms of understanding the concept it requires the 
development of a unified definition. In order to implement empowerment in practice 
requires a paradigm shift at the organisational level as traditional approaches to care 
are grounded in the models adopted in health care professionals training [38]. 
Evaluative studies have highlighted that whilst a number of outcome measures have 
been developed to capture empowerment and change in this, these have appeared to 
lack in quality [39]. Thus, there is a need for the development of better-quality mea-
sures in order to evidence empowerment in health care settings.

23.5.1  Empowerment Interventions

Empowering children has three key components: to enable people to contribute to 
decisions about their health, self-manage as much as possible without relying on 
other people, and tailor their condition around their life, with minimum impact on 
their overall well-being and ambitions.

Cradock and Skinner [40] outlined an empowering consultation in which clini-
cians promoted acceptance around health, explored feelings, promoted autonomy 
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(i.e. encouraged the individual to be responsible for consultation content), encour-
aged alliance and working together, and engaged in active participation and listen-
ing. Overall, they reinforced the idea of health care professionals working alongside 
the individual, without making assumptions around what it is they might want. 
Anderson and Funnell [38] added to this by suggesting an empowering approach 
should include personally meaningful and realistic goals, with the individual being 
internally rather than externally motivated. This was suggested in order to ensure 
the individual makes decisions and choices are important and personal to them, and 
thus is not responding for the benefit of others.

An empowering approach or young people is said to be when both the medical 
professional and the parent facilitates the child’s participation, with them becoming 
an active participant during a Clinical Consultation.

23.6  Framework for Paediatric Consultation

Parents bring their children to visit physicians for help with their ‘problems’ in 
many settings whether in primary care or in hospital emergency rooms and clinics 
[41]. A child as a person’s story recounted by the child, parent or carer is the key to 
the physician finding out what may be right and what may be wrong during a con-
sultation with someone who seeks his or her help. A narrative approach encom-
passes an awareness of health and disease within a storied structure from which the 
meaning and purpose in both an illness and the experience of recovery emerge. 
Diagnostic ‘labels’ become secondary to the life of the person.

During a consultation when a person as a “patient” meets a physician a story is 
recounted in a complicated narrative of illness told in words, silences gestures and 
physical observations, overlain not only by the objective findings but also with the 
fears, hopes and implications associated with it [42]. The narration is a therapeutic 
central act because to find the words to contain the disorder and its attendant worries 
gives shape to and control over the uncertainties of the illness. As the physician 
listen to the child and their parents or carers, he or she follows the narrative thread 
of the story in all its existential cultural, familial biological social psychological and 
spiritual dimensions In order to facilitate a constructive dialogue children and their 
parents have a right to the physician’s felicitous Attention, Attitude, Attire and 
Accurate records

23.6.1  Listening

The act of listening so essential to the process enlists the physician’s interior 
resources—memories, association curiosities creativity interpretive powers 
and allusions to other stories by the person and others to identify meaning. 
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Only then can the physician hear and confront the person’s narrative questions 
„what is wrong with me? Why is this happening to me? And what will be the 
result? [1]

Only through an understanding of how these problems developed within the 
social and environmental circumstances that impact on the family and following a 
comprehensive examination of the child can decisions be made about what the mat-
ter is, what it is due to and what can be done about it.

It is essential on the one hand to listen the child and his/her parent’s or carer’s 
worries in an open way and on the other hand to work within a semi structured 
framework that allows the identification of the individual problems and any pattern 
of symptoms and signs can be analysed.

A medical ‘problem’ is an unresolved clinical issue. It is not a diagnostic label 
even if a diagnosis may be suggested. It is important to avoid jumping to conclu-
sions about the cause of any symptoms without a full analysis of the facts uncovered 
while listening to the child’s and parent’s narrative and following the physical 
examination.

The concerns of the child and his or her parents need to be recognized, respected 
and recorded.

Social issues and environmental factors including financial worries, housing, 
bullying at school or family bereavements may be particular problems that need to 
be highlighted in a list of problems.

Parents who are anxious about their baby or child may not be able to immedi-
ately recall the necessary information in a precise timeline. Their immediate con-
cerns will be uppermost. They may withhold certain sensitive information until trust 
between the physician is fully established. Time and patience are required. It is 
essential to differentiate between a factual account of the events and a parent’s inter-
pretation of the child’s symptoms and signs.

23.6.2  Attention

Children and their parents need to be given confidence as people, greeted by name 
with eye contact and a friendly smile. There can be fewer more inhibitory postures 
that that of a physician or another health professional with his or her eyes focused 
on the computer screen.

Shake hands with the parent and say hello to the child by his or her first name and 
if possible, gently touch the child’s hand as well and acknowledge any other accom-
panying children.

Sit the parents down to the side of the desk so they are not confronted across the 
barrier of the desk.

Familiar toys on the top of the desk provide a welcoming sight to the young child 
and provide something to occupy them.
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23.6.3  Attitude

Observe the young child on his parent’s or carers lap and listen to the child as well 
as the parents.

An open, concerned and empathic manner is needed, not one blinkered by any 
diagnostic label applied by a referring physician or by the parent’s immediate inter-
pretation of the child’s symptoms.

Parents may have secret fears that their child may have an underlying serious 
illness.

Mothers are usually right until they are proved wrong. Even the most inexperi-
enced mother will know most about their own child.

The child or parents will not be reassured without an explanation of the clinical 
findings. If the simplistic reassurance of ‘don’t worry’ is given only the second word 
‘worry’ is likely to be retained by the parents!

23.6.4  Attire

White coats should be avoided if at all possible. They are an unnecessary status 
symbol and tend to frighten children. They also give little protection against a well- 
directed stream of urine during an examination of a baby!

23.6.5  Accurate Records

The essential data set needs to be recorded in an orderly way—a special proforma 
is helpful as it enables background information to be found quickly in the medical 
records. But such information should be acquired during the consultation by allow-
ing the parents first to talk freely about their child’s problems and their own anxiet-
ies. Direct questions about background data should be asked later.

Children from the age of 4 or 5 may also answer some points of detail and when 
they are a little older, they may be able to give more of the history. Older children 
should be offered to be seen on their own with a nurse for a few minutes to increase 
their self confidence.

23.6.6  Profile

Each child as a person has a range of physical, psychological, mental, emotional, 
social, cultural and spiritual needs.
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During the clinical encounter(s) information should be sought about the child’s 
general health status. Any illnesses, disorders and disabilities and their burden on 
the child and the family and their experience of illness and suffering as well as their 
understanding and meaning of illness, what biological, social and psychological 
factors have contributed to the illness. How the child and family normally feel with 
regard to their well-being, contentment and fulfilment and the intrinsic and extrinsic 
biological psychological and social contributors to their health [43].

From the information obtained, a profile of the child and the family should be 
constructed, and a list of problems identified.

An active medical ‘problem’ is an unresolved clinical issue. It should not be used 
as a diagnostic ‘label’ even if a specific diagnosis may be suggested.

These problems then need to be drawn together as a summary ‘diagnoses’ start-
ing with the age and identity of the child as a person, the key findings and a shared 
decision plan of action.

23.7  Barriers to a Change Towards a Fully 
Person-centred Service

Children are valued more for their social and utilitarian worth rather than loved as 
individual persons in their own right.

Children’s services are afforded a lower priority in public services in resource 
allocation as compared to adults.

Reductionist Health system culture putting population targets a higher priority 
than personal services.

Lack of understanding of the importance of the individual growth, development 
and maturation of children in the life cycle.

The Opinion that the implementation of a person centered approach would need 
more time and be more expensive than current system.

The perception that current practice already includes the concept.

23.8  Conclusions

Improving the well-being of all children is essential for achieving both equity and 
sustainability. Reducing the gaps in material well-being, health and education 
among children today enable a reduction in inequalities in adult life and contribute 
to the well-being of future generations of children.

There is need to foster common professional values, respect for the Human 
Rights of Children and develop a shared person-centred vision for the future child 
health services.
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The integration of perspectives and services is crucial for all aspects of health 
and well-being, whether they are economic, physical, mental, social, intellectual, or 
spiritual as they are all highly intertwined with one another as complex adaptive 
systems.

Science must be the basic instrument and humanism the essence of both paediat-
rics and perinatology as opposed to the contemporary paternalistic and reductionist 
approach that focuses exclusively on the biological and genetic, by not fully includ-
ing family, social, employment, cultural, environmental and economic aspects.

Listening to a child’s story recounted by their parent[s] and by themselves is the 
key to the physician finding out what matters during a consultation. The narrative 
encompasses an awareness of health and disease from which the meaning and pur-
pose in both an illness and the experience of recovery emerge.

Engaging young people requires the acknowledgement of what is important to 
them at that time in their life. Working alongside adolescents, hearing their opinions 
and recognising their beliefs and values can enable collaborative and realistic goal 
setting and health care decisions.
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Chapter 24
Person-centered Geriatric Medicine

Jon Snaedal and Mariarí Uzcátegui

24.1  Historical Account

There are many solitary accounts of treatment and care in old age in many parts of the 
world before 1900 but the Austrian Ignatz L. Nascher coined the term “geriatrics” in 
1909 [1]. The origin of systematic geriatric medicine is however attributed to Marjory 
Warren in UK in 1936 [2]. In the mid thirties, she worked at old workhouse wards in 
Middlesex, an area that now is almost entirely within greater London. She started to 
systematically review cases of the several hundred inmates, many of them old and 
infirm and matched care to their needs. This was done systematically through a clas-
sification system Dr. Warren was able to discharge many of them through rehabilita-
tion and by providing necessary assistance [2] and her work was duly person centered. 
She advocated for creation of a medical specialty of geriatrics with special units in 
general hospitals and for teaching medical students about care for elderly people [3].

The National Health Service (NHS) in United Kingdom was established in 1948 
and very soon afterwards, the first consultant in geriatric medicine was appointed. 
In the early years, geriatricians worked primarily in rehabilitation units (geriatric 
rehabilitation) but soon they realized that many of the patients admitted to these 
wards for a prolonged rehabilitation had not received proper medical treatment 
before being admitted. Subsequently, geriatricians started to move their field closer 
to acute wards, creating true geriatric medicine [2]. In United States, the vision of 
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geriatric medicine evolved slower but after the establishment of the National 
Institute of Ageing in 1974, research and care accelerated significantly [4]. As there 
is no real national health service in US (with exception of the veterans system), the 
geriatric medical service is more fragmented than in UK. Primary care physicians 
provide the bulk of medical care for the elderly in US and geriatricians are mainly 
stationed in hospital settings [4]. In Sweden, the University of Gothenburg was very 
early in epidemiology studies on the elderly population with the H70 study starting 
in 1971, ongoing for three decades. Many cohorts were studies intensively, the first 
one on twelve occasions, the last one when participants had reached the age of 100. 
Valuable information on normal and abnormal physical and cognitive health was 
collected as well as providing evidence of differences in health between age cohorts, 
the younger cohorts being healthier than the older at the same age [5].

In the first decades of geriatric medicine, the main challenges can be described 
by the concept of the “geriatric giants”, coined by Bernhard Isaacs in 1965: 
Instability, Immobility, Incontinence and Impaired cognition [6]. Very soon a fifth 
geriatric giant was added, Iatrogenesis, as it was realized that many of the problems 
experienced by the elderly were unintentionally caused by therapeutic intervention 
or suboptimal care. During the subsequent fifty years, geriatrics has developed, and 
today, the understanding of the modern “geriatric giants” has evolved to encompass 
three additional syndromes of Frailty, Sarcopenia and Anorexia. These conditions 
are causing many of the acute conditions in old age such as falls, fractures and 
delirium [6] described in more detail in the following sections.

24.2  Person Centered Medicine in the Elderly

The main purpose of Person Centered Medicine is to promote the medicine of the 
person, for the person, by the person and with the person [7]. As will be discussed in 
this chapter, this theoretical framework has in reality been the fundament of geriatric 
medicine from its origin, both in comprehensive geriatric assessment, which is the 
basis for in-hospital geriatric medicine, as well as in its specific sub-sections such as 
in dementia [8]. The concept of person centeredness has however not been very prom-
inent in the literature, but recently, a literature review on person centered medicine for 
older adults with chronic conditions and functional impairment has been published 
[9]. A method for systematic evaluation of person centeredness has recently been 
developed [10]. The following key concepts underlying person centered medicine 
were elucidated: (1) Ethical Commitment, (2) Cultural Sensitivity, (3) Holistic scope, 
(4) Relational Focus, (5) Individualized Care, (6) Common Ground for Collaborative 
Diagnosis and Care, (7) People-centered Systems of Care, and (8) Person-centered 
Education and Research. This method has been used in several fields but primarily in 
psychiatry but recently, the method has been evaluated in medical service for older 
people [11]. It showed particular relevance of four of these concepts in the conceptual 
profile of elderly centered medicine; ethical commitment, holistic scope, relational 
focus, and person-centered health education and research.
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24.3  Comprehensive Geriatric Assessment

Comprehensive geriatric assessment (CGA) is at the core of Geriatric Medicine  
In 1987; Epstein et al. highlighted the concept as an important procedure to improve 
the health of the geriatric population [12]. During that decade, several different 
projects on the benefit of CGA were published and in 1993, Stuck et al. published a 
much cited meta analysis of CGA showing the usefulness of not only the procedure 
but also of the benefit of special wards implementing CGA as its main tool [13]. 
This is now a widely accepted procedure exemplified with a recent Cochrane review 
[14]. The authors found 29 relevant trials from nine countries that recruited 13,766 
people. These studies compared CGA with routine care for patients over 65 years of 
age who were admitted to hospital. Most trials thus evaluated CGA provided in a 
specialised hospital ward or across several wards by a mobile team. The review 
shows that older people who receive CGA rather than routine medical care after 
admission to hospital are more likely to be living at home and are less likely to be 
admitted to a nursing home at up to a year after hospital admission [14]. The impor-
tance of CGA is increasing as older people are the majority of users of health and 
adult social care services internationally and the proportion of the elderly in the 
population is increasing [15]. All tools that increase the likelihood of the elderly to 
recuperate from disease and to be able to live an independent living are therefore of 
great importance.

But what are the ingredients of CGA and how does it relate to person centered 
medicine? When looking at the whole picture, individual differences generally 
increase with age. Social difference through life, life styles and struggles of life in 
general make their mark on each individual in addition to physical and psychological 
age related changes. Multi morbidity and polypharmacy amongst the elderly compli-
cate the clinical picture. Add to that a weaker social structure of the individual and 
we have the typical geriatric patient. It was shown early on that in order to succeed 
in helping the old patient to better health and to independent living, all the aspects 
had to be taken into account. It is not enough to treat heart failure in an old patient in 
the emergency room when arthritis and poor musculature hampers mobility, cogni-
tion is impaired and social support is lacking. The approach of CGA must therefore 
be holistic and include not only individual assessment but also interventions that are 
based on the holistic assessment. The physical and psychological symptoms as well 
as social situation are evaluated but for success, the possible strengths and aspiration 
of the person must be taken into account as these forms the most important basis for 
the therapeutic plan. This is obviously not a task for one profession and therefore, the 
geriatric assessment differs from a typical medical evaluation by including nonmedi-
cal domains; by emphasizing functional capacity and quality of life; and, often, by 
incorporating a multidisciplinary team including a physician, a nurse, nutritionist, 
social worker, and physical and occupational therapists [16].

Geriatric medicine has evolved not only by increasing the number of geriatric 
giants [6] but also by a more focused approach to different problems. By this, 
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geriatric medicine is stretching the boarders towards other specialties; in early days 
towards rehabilitation medicine, later towards internal medicine and its many sub-
specialties and in the last decades towards psychiatry and neurology in dementia 
treatment and care. Classically, specialists work in silos such as in a specialist clinic 
with one specialty dominating. This is changing as multi-specialised clinics, not 
least in ambulatory work involves many specialties as well as non-medical profes-
sions. Geriatrician thus work alongside different specialists based on the field in 
question and geriatric medicine has therefore become more sub-specialized and 
intertwined with other professions.

The common theme in all of this work is person centeredness as problems in old 
age, medical conditions involved tend to be complicated and need to be addressed 
in a comprehensive, holistic way. In the coming sections, different sub-sections of 
geriatric medicine will be discussed.

24.4  Falls and Fractures

Mobility problems in old age such as poor balance and weak musculature in addi-
tion to osteoporosis are the main causes for the increasing number of fractures. To 
combat this, special sections have been established, either inside geriatric services, 
or in collaboration with other specialties with input from geriatricians, mainly in 
hospital settings. These services mirror the path of the problem, as some of them are 
primarily intended for prevention such as ambulatory clinics for osteoporosis and/
or special falls and fracture clinics but others are aiming at medical attention and 
rehabilitation following a fracture. Clinics aiming at osteoporosis are often run by 
endocrinologists but are typically multi professional. This can be exemplified by the 
Johns Hopkins Metabolic Bone and Osteoporosis Center that is providing multi-
professional care as the team includes endocrinologists, geriatricians, orthopaedists, 
neurosurgeons, nutritionists, physical therapists, occupational therapists and physi-
cal medicine and rehabilitation physicians (www.hopkinsmedicine.org/metabolic_
bone_center/). Comprehensive, holistic work in falls clinics have been advocated 
[17] and a recent publication from Australia using this approach, showed that mul-
tidisciplinary falls and fracture clinic can provide substantial reductions in falls and 
fractures for high- risk older people, even over a relatively short 6-month time period 
[18]. In addition of being holistic and person centered this work also makes use of 
different technical measures for evaluation of osteoporosis and balance problems 
with many medical and non-medical professions working together.

At the other end of the spectrum, when a fall has occurred leading to a fracture, 
typically on the hip, in-patient ortho-geriatric clinics have been established where 
the philosophy of comprehensive geriatric assessment are used [19]. This approach 
needs close cooperation between the orthopaedic surgeon and his team and the geri-
atric team. For optimal outcome, different requirements are suggested [20]. One of 
them is to keep the waiting time for surgery short and another is to start rehabilita-
tion as soon as possible but primarily, the holistic, person centered approach is a key 
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to success. A carefully conducted trial on CGA in these patients was published in 
Lancet in 2015 [21] showing that this approach was superior to the conventional 
post-surgery treatment generally used.

24.5  Sarcopenia and Frailty

These related problems occur typically among the oldest (>80 years) but as this 
aged population is increasing more rapidly than any other, frailty and sarcopenia is 
gaining increased interest.

Sarcopenia is a syndrome characterized by progressive and generalized loss of 
skeletal muscle mass and strength and it is strictly correlated with physical disabil-
ity, poor quality of life and death [22]. Although it is primarily a disease of the 
elderly, it may be associated with conditions in younger adults. This is quite a new 
concept as it was proposed in 1989 [23]. The term is coming from the Greek words 
‘sarx’ meaning “flesh” and ‘penia’ meaning “poverty”, to describe decreasing mus-
cle mass. As there are many conditions leading to sarcopenia, not only medical but 
also psychological and social, a comprehensive approach is needed to address the 
problem. Typically, a patient with sarcopenia is lean almost to the extreme but it has 
been acknowledged that this may also be associated with increased body fat so that 
despite normal weight there is marked weakness; a condition called sarcopenic obe-
sity [22]. Depending on some difference in definition for sarcopenia in the litera-
ture, the prevalence in 60–70-year-olds is reported as 5–13%, while the prevalence 
ranges from 11 to 50% in people >80 years. Because of these high proportions in the 
elderly fulfilling the criteria of sarcopenia, the condition has been the focus of the 
World Health Organization and is included in its work on ageing and life course 
[24]. In 2010, the European Geriatric Medicine Society along with other associa-
tions published a paper from a working group on a consensus on definition and 
diagnosis [25]). Sarcopenia has been seen by many as an integral part of the ageing 
process in the old but there are however some treatment possibilities [26, 27]. Those 
must be based on a holistic, person centered approach due to the complicated causes.

Frailty has many synonyms in English such as infirmity, debility, fragility and 
weakness and is more or less considered to be a condition of old age [28]. In an 
attempt to define frailty as a syndrome of the aged, the frail elderly person was con-
sidered as those in whom the assets maintaining health and the deficits threatening 
health are in precarious balance. In practical terms this definition includes those 
who depend on others for the activities of daily living or who are at high risk of 
becoming dependent [29]. This is thus a definition based on functional ability while 
many consider this in more biological terms as synonym with biological ageing in 
contrast to chronological ageing [29]. Frailty is a common clinical syndrome in 
older adults and carries an increased risk for poor health outcomes including falls, 
incident disability, hospitalization, and mortality [28]. Sarcopenia and frailty are not 
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synonyms but have many things in common. Frailty is more closely linked to the 
ageing process but for the same reasons as for sarcopenia, frailty has gained 
increased attention as shown in a recent article published in Lancet [30]. In its sum-
mary it is stated “Frailty is an emerging global health burden, with major implica-
tions for clinical practice and public health. The prevalence of frailty is expected to 
rise alongside rapid growth in the ageing population.” In a systematic review and 
meta-analysis a consistent inverse association between frailty/prefrailty and quality 
of life among community-dwelling older people was demonstrated [31]. In this 
work, the term pre-frailty is used to describe a condition that is leading to full blown 
frailty as it is defined if no intervention is implemented. Another important lesson is 
that frailty is compromising quality of life among our oldest population and for that, 
there is an urgent need for effective interventions [31]. As for the closely related 
syndrome of sarcopenia, assessment and intervention needs to be person centered as 
the reasons for these conditions are complex.

24.6  Delirium and Dementia

These related but different concepts were among the first “geriatric giants” accord-
ing to the terminology in the earliest years of geriatric medicine and are found under 
the original umbrella term of “Impaired cognition” [6].

Delirium is primarily a medical problem, most often arising in an unfamiliar envi-
ronment with different external and internal influences such as in patients in a post-
 op state in an intensive care unit. Delirium is a common and serious acute 
neuropsychiatric syndrome, primarily in the elderly, with core features of inatten-
tion and global cognitive dysfunction [32]. Even though primarily a medical condi-
tion, the success of recovery is based on a comprehensive approach to the problem 
by addressing not only the medical status per se but also the environmental factors 
enhancing the state. During the recovery phase, other and broader approaches are 
needed based on information from family members on how the cognitive status was 
before the acute episode as delirium can be superimposed on dementia. For success-
ful outcome, the concepts of CGA need to be used [12, 32] focusing on the whole 
of the person as in proper person centered medicine.

Dementia on the other hand is a condition that is slow in progression in contrast to 
the acute development of delirium. The global extent of dementia is already huge 
but is nevertheless estimated to double until 2050 when around 115 million people 
are estimated to live with dementia in the world. Almost two-thirds are living in low 
and middle-income countries where the increase will also become biggest [33]. As 
this is the only top ten killer in the world with no effective prevention, treatment or 
cure, the extent of the problem will rise immensely [34].

The current, recently updated version of the international classification of dis-
eases from WHO (ICD-11) describes dementia in this way: “Dementia is an acquired 
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brain syndrome characterized by a decline from a previous level of cognitive func-
tioning with impairment in two or more cognitive domains (such as memory, execu-
tive functions, attention, language, social cognition and judgment, psychomotor 
speed, visuoperceptual or visuospatial abilities). The cognitive impairment is not 
entirely attributable to normal aging and significantly interferes with independence 
in the person’s performance of activities of daily living” [35]. This updated diagnos-
tic definition has not been accepted quietly and has been criticised from different 
angles [36]. The field of dementia is situated at the boarder of three different medi-
cal specialties; psychiatry, neurology and geriatric medicine. This can be clearly 
seen by the fact that the service for dementia is provided in all three specialties 
depending on traditions of a particular region. However, the fourth discipline of 
primary health care is in fact responsible for the greatest part of the service, a fact 
quite often overlooked. It can be argued that the holistic approach as seen in geriat-
ric medicine (and in general practice) is best suited for dementia work-up, treatment 
and service as dementia is truly imposing threats to the person in question and must 
be approached in a comprehensive and holistic manner. Therefore, the person cen-
tered approach in dementia treatment and care has been adopted by all the special-
ties and therefore the difference in treatment and thus service is less based on the 
profession providing for the service.

Dementia service has adopted person centered approach as a specific ideology to 
greater extent than in most other types of medical services. Three decades ago, 
Professor Tom Kitwood used the term “person-centred approach” in relation to 
long-term care for people living with dementia [37, 38] and in several publications, 
he laid the ground for a psychosocial approach to dementia in contrast to the medi-
cal approach that is focusing primarily on symptom relief. These ideas were brought 
together in his influential book; “Dementia reconsidered: the person comes first” 
[39]. His pioneer work has had immense influence in dementia care but in different 
ways based on the context and the interpretation of the concepts, which differs 
across regions and countries. The most direct product of this work is the observa-
tional tool of “Dementia Care Mapping” that has been used in formal dementia care 
settings [40]. The basis for this and other types of person centred approaches is 
portrayed in the concept of “personhood” defined by prof. Kitwood as “A standing 
or status that is bestowed upon one human being by others, in the context of rela-
tionship and social being. It implies recognition, respect and trust” [38]. Person 
centred approach in dementia has not only had influence in different health care 
settings but also on regional and national guidelines exemplified by the Swedish 
National Board of Health and Welfare first guidelines for care of individuals with a 
dementia disorder [41]. The influence on this type of dementia care in Sweden was 
subsequently evaluated and showed significantly higher scores on person- 
centeredness of care at follow up 12 months later and the facilities were rated as 
being more hospitable [42]. For further details on person centred care for people 
with dementia, the reader is directed to Chapter 23 on Dementia, in the book on 
Person Centered Psychiatry [43].
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24.7  Practical Implications for Person Centered Care

24.7.1  Key Factors for the Implementation of Person-centered 
Care in Geriatric Medicine

The eight principles of Person Centered Medicine [10] are relevant for this imple-
mentation, and among them four appear particularly important for geriatric medi-
cine [11]: (1) Respect for the person’s dignity, (2) Consideration of a biological, 
psychological, socio-cultural, ecologic, and spiritual framework for understanding 
and care, (3) Communication and empathy among health professionals, patient, and 
family, and (4) Educational engagement of the family and social context.

24.7.2  To What Extent Is Geriatric Medicine Currently 
Centered on the Person?

One could say that Geriatric Medicine is in practice only moderately centered on the 
person, despite the lofty ideals at the beginning of this clinical field. Spaces for 
older adults are still limited. Also limited is the development and use of relevant 
clinical instruments. Attention to critical events in older people such as falls and 
common ailments has much room for improvement.

24.7.3  Current Obstacles in Geriatric Medicine 
for the Implementation of Person-centered Care

The increasing pressure for cost containment by health authorities and individual 
health institutions is a major obstacle for implementation of person-centered care. 
This development is exemplified by the introduction of Lean production processes 
into health care but developed in industry [44]. In fact, by 2011, nine out of ten of 
Swedish hospitals had introduced lean production strategies in their service [45]. 
Health care service thereby becomes increasingly non-person centered and overall, 
in service for older people this development can be described by the following: (1) 
Little time in health services for the adequate evaluation and care of older patients, 
(2) Growing technical and laboratory complexity in medical geriatric practice, (3) 
Increased focus on processes rather than recipients of care, (4) Currently limited 
humanistic education of health professionals, (5) Limited educational efforts with 
carers and family members, (6) Limitations in transportation for the access of older 
persons to health clinics, (7) Limited familiarity of health professionals with the 
housing and community circumstances of their patients.
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24.7.4  Changes Necessary to Make the Practice of Geriatric 
Medicine More Person-centered

In order to facilitate desirable changes for person-centered care, one should con-
sider the following: (1) More effective person-centered medical education for medi-
cal students, residents and in continuing medical education, (2) Using more 
comprehensive, contextualized and person-centered evaluation instruments, (3) 
Ensure that health services accord more time to health professionals to care for their 
patients in a personalized manner, (4) Develop caring training programs for family 
and caregivers, (5) Attend to the mental health and personal needs of family and 
caregivers, and (6) Promote familiarization visits of health professionals to their 
patients’ homes and communities.

24.8  Conclusions

Geriatric medicine evolved later than many other major medical specialties but has 
developed into becoming sub-specialized. From its origin, person centered approach 
has been the “holy grail” of the profession and this has been systemized into con-
cepts such as “Comprehensive Geriatric Assessment” that is a truly person centered 
approach as it involves not only assessment as the naming suggests but also inter-
vention and support. For this, teamwork with involvement of both medical and non- 
medical professions is the main tool. As geriatric medicine has been stretching its 
boundaries towards other medical specialties, it can be argued that the specialty has 
“exported” these person centered approaches to other disciplines.
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Chapter 25
Person-centered Neurology

Juerg Kesselring and Heena Narotam-Jeena

25.1  Introduction

Neurology is a medical specialty, which lends itself in particular to the application 
and practicing of person-centered medicine. It used to have the reputation of neces-
sitating a complex way to lead to a diagnosis or broad differential diagnosis and that 
not much in terms of therapies could be offered (for a historical account in a most 
distinguished setting see: [3]). As an excuse for therapeutic nihilism, Cajal was 
often quoted: “Once development was ended, the founts of growth and regeneration 
of the axons and dendrites dried up irrevocably. In adult centers the nerve paths are 
something fixed, ended, immutable. Everything may die, nothing may be regener-
ated. [4]. But he added also: It is for the science of the future to change, if possible, 
this harsh decree” [5].

25.2  New Knowledge and Their Professional Engagement

In the mid-sixties a novel discovery faced the traditional idea on the immutability of 
the adult brain. In 1965, Altman and Das published their seminal article [6], although 
Altman had already suggested this idea years earlier [7]. This discovery was 
neglected up to the 80’s when Fernando Nottebohm demonstrated adult neurogen-
esis in the avian brain [8].
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Since these serendipitous discoveries of adult neurogenesis and the heated dis-
cussion about ‘Limits of Neurogenesis in Primates’, the field has come a long way 
and amassed a more than critical and multifaceted body of evidence supporting the 
existence of adult neurogenesis in human brains. Human evolution might have 
found very efficient ways to balance proliferation and the duration of the critical 
maturation period in order to provide the level of hippocampal plasticity that the 
individual requires [9].

It has been demonstrated that neurogenic rate and morphology of adult-born 
neurons can be regulated by external factors such as sensory stimuli, exercise, expe-
rience, and stress through given molecular pathways [9]. This rate can be altered 
during disease, particularly in stroke, epilepsy, Down syndrome and neurodegenera-
tive disorders, and its potential therapeutic capacity is being investigated even 
though this neurogenic capacity still needs to be further explored in human brains 
[10]. A few numbers may illustrate the incredible cosmos of our brain network: 
there are 86 billion nerve cells [11] in the adult human brain. When most of them 
are formed in utero, this would amount to ca. 4300 new nerve cells formed per sec-
ond; the combined length of these individual 1  mm neurones would amount to 
86,000 km, which is nearly twice the radius of Earth … As for function, even more 
important than the mere number of nerve and glial cells is the formation of connec-
tions (synaptogenesis), which certainly occurs in utero and continues into old age: 
if we assume on solid grounds: 103–104 synapses per neuron, this comes to 1014 
synapses in an adult human brain. Counting these synapses at a rate of 1/s would 
take 27 billion years to complete! In this neuronal network natural selection works 
in connectivity: connections are stabilized when used actively (“What fires together 
wires together”).

For person-centered medicine, however, more important than these fascinating 
studies and discoveries on the tissue level, which are still hotly debated [12] and the 
new methods of finding the correct diagnosis with additional help of modern tech-
niques, it is to consider the situation of the person with neurological condition. This 
needs to be holistic, considering biological, psychological and socio-cultural 
aspects. This in turn forms the basis for understanding and care as well as the empa-
thetic manner of arriving to diagnosis in a collaborative manner with the patient and 
family. Biologic resilience (neuroplasticity) and personal resilience (the persons’ 
resources and attitudes) will promote improved therapies for people experiencing 
neurologic disorders.

25.3  Neuroplasticity

Neuroplasticity is defined as the physical ability of the nervous system to adapt to 
changes. The recognition of recovery mechanisms in neurological tissue is not new; 
Constantin von Monakow proposed the idea of diaschisis, now known as neuroplas-
ticity, in 1914 [13]. This affects the ability of the brain to recover during neurologi-
cal disease or after injury. von Monakow believed that neurons in contact with or 
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surrounding damaged brain areas, suddenly function abnormally or cease to func-
tion. This proposal was highly prescient and was confirmed by imaging and electro-
physiological studies almost a century later [14, 15].

Neuroplasticity involves functional adaptations that occur at various levels [16–
18]. At the cellular level, changes include axonal sprouting (increased arborisation 
of neurones), changes of synaptic stability and reorganisation of synapses. At the 
tissue level, there is resorption of oedema and rearrangement of Na-channels on 
axons beyond the nodes of Ranvier. Re-myelination also occurs, even in adult 
brains. On the system level, takeover of functions occurs via the contralateral 
homologous cortex and enlargement of representation zones. Not all the changes in 
brain activity occurring in neurological disorders, however are adaptive, and thus 
behaviourally beneficial. Neuroplasticity can also be maladaptive and contribute to 
or sustain disability and therefore methods of applying therapies on the basis of 
neuroplasticity must be guided by therapists who are experienced in the application 
of treatment modalities based on the mechanisms of neuroplasticity.

At the behavioural level, neuroplasticity can be induced using novel motor and 
cognitive strategies, which counter problems of despair and resignation common to 
many neurological patients. These principles were demonstrated in a study of rats 
given a single neurological lesion using pro-inflammatory cytokines [19]. Despite 
cellular damage and inflammation at the lesion site, function was restored over 
28 days post-injury. At cortical sites remote from the lesion, reorganisation of neu-
rones effectively bypassed the damage, suggesting high levels of neuroplasticity.

fMRI studies on human brains show that simple functions such as moving a hand 
involves more brain areas and more energy usage in neurological patients (e.g. with 
multiple sclerosis (MS)) than in normal control individuals. Various other MRI 
studies indicate recruitment of related brain regions after damage has occurred at a 
specific lesion. These changes in brain connectivity affect various functions, e.g. 
motor function, cognition and memory. In some conditions such as stroke, there is 
restoration towards the original physiological network over time [20]. After an ini-
tial increase, brain functional connectivity declines over the following 2  years, 
resulting in a decreased ability to compensate for neuronal damage. Timely inter-
vention by appropriate professionals such as social workers, clinical psychologists 
and members of the allied healthcare team is important not only for better progno-
sis, but also for allowing the patient to become more actively engaged in the recov-
ery process [21]. A meta-analysis of different treatment modalities for aphasia and 
their effect in the recovery of speech [22] concluded that when treatment is started 
in the acute period, the average effect size (ES) for treated individuals is 1.83 times 
greater than that for untreated individuals. The treatment initiated during the acute 
stage should be intensive for best effect and to prevent mortality (mortality is higher 
in patients with post-stroke aphasia than in stroke patients without aphasia) [23–26]. 
The 2010 South African Guidelines for Stroke Management [27], which also advises 
intervention by speech therapists from the onset of aphasia in patients, suggests that 
alternative forms of communication be explored and that education of family mem-
bers, particularly about the levels of frustration experienced by these patients, takes 
place. Patients with sudden-onset disability and associated memory deficits place 
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emphasis on the importance of their families as well as on their need for trust in 
them, in view of their loss of independence and cognitive disturbances (memory 
deficits and difficulty with concentration) [28].

Neuroplasticity is sustained by changes in the grey and white matter in the cen-
tral nervous system, together with other tissues such as glial cells and angiogenesis. 
In order to develop novel interventions to promote or enhance plasticity underlying 
functional recovery, both experimental evidence and clinical studies are needed. 
The interdependence between the body and nervous system and factors that contrib-
ute to motor, sensory and cognitive functions need to be appreciated in order to 
provide effective rehabilitation to people with MS [29]. The WHO International 
Classification of Disability and Health (ICF) framework is defined as ‘a framework 
which conceptualizes functioning and disability as a dynamic interaction between a 
person’s health condition and their contextual factors’. Contextual factors involve 
two components, namely environmental and personal factors [30] (see Fig. 25.1). It 
looks beyond the idea of a purely medical or biological conceptualization of dys-
function and allows for the impact of the environment and other contextual factors 
on the functioning of an individual or population to be studied [32]. This creates a 
platform for holistic patient assessment and a deeper, more meaningful understand-
ing of the patient experience. It resonates with the WHO’s definition of health: 
‘health is a state of complete physical, mental and social well-being and not merely 
the absence of disease or infirmity’ [33].

Rehabilitation strategies in neurological disorders are “show cases” of personal-
ized medicine. The example of multiple sclerosis (MS) [34–36] can be equally 
applied mutatis mutandis to other neurological disorders as they are described in 
leading textbooks on Neurology [37].

Health condition

ParticipationActivitiesBody functions and
structures

Personal factorsEnvironmental 
factors

Fig. 25.1 ICF framework for interviews [31]
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Approaches to managing neurological diseases such as multiple sclerosis and 
stroke are changing rapidly and are achieving markedly improved efficacy in inhib-
iting disease processes by alleviating harmful consequences. The most apparent 
reason for these achievements is more efficient logistics in acute affections (e.g. 
improvement in urgent transportation of patients, more efficient treatment algo-
rithms in “Stroke Units”, improved neuro-surgical interventions and increasing use 
of new disease-modifying drugs (DMDs) that are more effective than those previ-
ously available. Despite these advances in new medications and the more rapid 
treatments, there remains a need for comprehensive rehabilitation interventions in 
order to reduce disease symptoms and sequela, and to achieve maximal indepen-
dence and quality of life, particularly in patients with progressive disease. When 
initiating a neurorehabilitation programme, it is important to appreciate the value of 
maintaining resilience and neuroplasticity in patients and to understand the 
approaches that can encourage these factors and promote neurorehabilitation. It is 
therefore critical that in settings beyond a standard stroke unit, clinicians treating 
patients with neurological disorders are aware of the therapeutic potential of physi-
cal and cognitive strategies, and the benefits which neurorehabilitation can pro-
vide [38].

25.4  Resilience

The concept of resilience comprises physical, mental and emotional components 
including good nutrition, rest and self-belief (see Fig. 25.2). Without such activity 
and participation, there is insufficient neuronal stimulation, diminishing or elimi-
nating the prospect of recovery. Patients must be encouraged to develop resilience 
and to develop more self-confidence in order to maximise their potential for regain-
ing some degree of their lost physical abilities.

Patient experience is centred on the acknowledgement of their individuality, the 
facilitation of communication, psychological impact and feelings of trust and vul-
nerability, as well as introspection and thoughts about their future. An appreciation 
of these experiences can lead to critical evaluation of current management practices, 
with the intent of optimising holistic acute care to facilitate positive progression of 
the course of the illness and improvement of patients’ well-being [21].

A study performed on patients at a large district hospital in South Africa explored 
the patterns of patient experiences in relation to expressive aphasia following brain 
injury, in order to identify helpful recommendations for alternative communication 
and for promoting mental health and well-being. Expressive aphasic patients’ abil-
ity to react appropriately to the environment contributes to their hospital experience, 
and ultimately their mental health and recovery. The challenge of communication 
for these patients makes it important to anticipate their experiences. The study find-
ings stressed the importance of holistic management as well as the value of family 
input, with the aim of improving the mental wellbeing of these patients, in an 
attempt to improve both functional and emotional outcome [21]. The rehabilitation 
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• Fitness and stamina
• Nutrition for energy
• Rest and recovery

Physical Emotional

Mental Spiritual

Dimensions of resilience

• Calming and ficusing
• Impulse control
• Emotional regulation
• Positive emotion
• Realistic optimism

• Self-belief
• Outlook and perspective
• Thinking traps
• Sustained focus
• Casual analysis
• Control controllables

• Values and beliefs
• Emapthy
• Reaching out

Fig. 25.2 Dimensions of resilience in response to disease and treatment

process should begin on the day of admission, and focus not only on functional 
recovery but also on emotional support, motivational strategies, and reintegration 
back into society. This notion rests on the idea that for the patient to be active in his/
her management, he/she should be motivated and mentally capable to engage in the 
various components of a rehabilitation programme.

Communication is an important facilitator in the person-centered medicine 
approach. It is a means of providing information to patients and their families as 
well a mechanism of generating constant feedback and enabling the patient to think, 
assess, re-assess and act accordingly. It also allows family members to understand 
and plan the way forward, including reintegration back into society. “They thought 
I was dead” is a powerful quote from a participant in the South African-based study, 
which describes the participant’s thoughts after her interpretation of her family’s 
behaviour at her bedside. It is important that families are able to communicate effec-
tively with their loved ones, particularly when conventional means of communica-
tion are challenged. Furthermore, more elaborate communication regarding the 
disease increases awareness of the condition, and is a means of actively overcoming 
any obstacles which may ensue. Patients may experience vulnerability and loss of 
independence associated with their neurological condition and this may manifest as 
a fear that their role within their households and communities could be jeopardised. 
Current literature provides evidence that there exists a direct relationship between 
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chronic physical impairment (such as stroke) and depression [39]. Losing the ability 
to be receptive to the environment and respond accordingly to stimuli can have a 
major impact on the mental health and well-being of a person [40].

Each person with a neurological disorder requires a coordinated planning pro-
cess that includes problem assessment, goal setting and identification of appropriate 
treatment regimens. Critically, there must be an education-training programme 
designed to enable or empower each patient with impairments to maintain (and 
regain) life activities [34–36].

Strategies for neurorehabilitation in neurological disorders involve various dif-
ferent approaches. In addition to using appropriate and effective medications, it is 
critical to initiate therapeutic modalities aimed at addressing impairments in senso-
rimotor function (e.g. sensory and electro stimulation), gait (e.g. treadmill training), 
cognition (e.g. memory and attention training), language (speech therapy) and bul-
bar function (dietician and speech therapy input). One can appreciate from the 
above described treatment modalities that the patient’s cooperation and determina-
tion to regain lost functioning is an integral component of therapy, without which 
holistic therapy cannot take place. In cases where lack of motivation exists, patient 
participation can be encouraged through several approaches, namely education and 
confidence-building, emphasizing the importance of quality of life (QoL), and most 
importantly, through identifying and addressing patient concerns. The therapeutic 
need for placing the patient at the center of his/her care, is once again emphasized, 
as failure in doing so may pose a barrier to achieving treatment success. Rieckmann 
and colleagues [41] demonstrated that patient-reported outcomes (PROs) are impor-
tant not only in identifying possible barriers to participation in treatment modalities, 
but also in identifying and addressing specific-specific goals.

Patient engagement has been described as “the blockbuster drug of the century” 
due to its positive effects in treating various chronic diseases.

This factor can also be promoted by providing credible sources of accurate infor-
mation, encouraging treatment adherence and empowering through a sense of 
responsibility. When patients are engaged, they are more likely to consume fewer 
healthcare resources, and to report issues and adverse events with treatment. As a 
result, such patients have an important role in improving the quality, safety and cost 
of interventions and in improving clinical outcomes [42]. One cross-sectional sur-
vey of MS patients (n  =  199) found that MS-related Quality of life (QoL) and 
MS-related self-efficacy correlated significantly with patient activation. Conversely, 
depression had an inverse correlation [43].

25.5  Activity: Physical and Cognitive

Physical activity is an important component of neurorehabilitation and has been 
shown to confer numerous advantages: it helps preserve good functional reserves 
that are needed to reduce the risk of relapsing function impairments [44]. Regular 
physical activity may exert its beneficial effects through changes in neuroactive 
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proteins such as up regulation of insulin-like growth factor-I, which appears to act 
as a neuroprotective agent, as well as neurotrophins, brain-derived neurotrophic fac-
tor (BDNF) and nerve growth factor. Exercise has also been found to moderate 
brain volume changes in patients with Alzheimer’s disease, and restore some of the 
losses in brain volume associated with normal aging. In a systematic review and 
meta-analysis of 12  controlled clinical trials investigating the effects of exercise 
intervention programmes on cognition in people with MS, stroke or Parkinson’s 
disease, significant improvements in cognition were found in nine of the 12 studies 
[45]. However, the total effect size was non-significant for changes in executive 
functions, due to inconsistencies between measures of cognition, training sequences 
and intervention period. A neurorehabilitation technique termed constraint-induced 
movement therapy involves intensively training the affected arm by constraining the 
less affected arm with, for example a sling, for 90% of waking hours for 2 weeks. 
Data from stroke patients suggest that this therapy induces neuroplastic changes in 
the structure and function of the CNS [46].

In addition to simple physical exercise, gait training is an important aspect of 
improving walking and mobility in patients with neurological disorders. It reduces 
physical load during walking, provides an efficient training of leg muscles and pos-
tural stability and enhances central adaptive processes. Parameters of walking 
(effect sizes) may not significantly improve versus convention walking but improve-
ments in walking velocity, walking distances and knee extensor strength can be 
observed and measured.

Various cognitive neurorehabilitation strategies are proposed in neuropsychol-
ogy, however Cochrane reviews conclude that heterogeneity of studies limits the 
strength of the evidence in favour of cognitive rehabilitation.

Treating pain is an essential strategy in neurorehabilitation. Recently, the Italian 
Consensus Conference on Pain in Neurorehabilitation published two articles evalu-
ating the role of pharmacological and non-pharmacological strategies in the treat-
ment of pain in neurorehabilitation. In the first, cryotherapy, soft tissue mobilisation, 
graded manual traction, exercises for regaining range of motion, deep flexors stabi-
lisation exercises and proprioceptive neuromuscular facilitation, were identified as 
useful in the treatment of cervical pain [47]. In the second, the investigators per-
formed a systematic review of 400 studies evaluating the effect of psychotherapies 
on pain intensity in neurological disorders: psychological interventions are safe and 
effective treatments that can be used within an integrated approach for patients 
undergoing neurological rehabilitation for pain [48].

Spirituality is another important component to address when considering holistic 
management of a patient. Patients who have undergone traumatic or life-changing 
events may undergo changes in perception of self, inter-personal relationships and 
philosophy of life, and this may be represented in a realization of new possibilities, 
a deeper sense of life’s purpose, and a need to give back in altruistic ways [49]. 
Patients have a desire to communicate about spirituality when faced with end-of-life 
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situations or when in spiritual distress [22]. The relationship between spirituality 
and health has demonstrated that spirituality is a positive factor towards recovery; it 
has also explained how patients draw on their spirituality during ‘times of stress’ to 
address their ‘psychological needs’, such as feelings of vulnerability and low 
mood [25].

25.6  Assessment of Neurorehabilitation Strategies

Neurorehabilitation is a critical part of treatment in neurology but evaluating its 
effects is problematic. In neurorehabilitation there is a lack of standardisation of 
methods, making comparisons between studies challenging. There is also a moral 
reluctance to use a control group, difficulties with blinding and a lack of consensus 
on outcome assessments for determining parameters such as impairment, disability, 
quality of life, goal achievement, coping skills and self-efficacy. There is also a vari-
able choice of goals that are clinically useful, scientifically valid and appropriate to 
the population studied [50, 51].

25.7  Multidisciplinary and Person-centered Approaches

In order to adopt the above strategies and rehabilitate a person with neurological 
disorders requires a multidisciplinary team that centres on the patient and their care-
giver, and takes into account the individual’s history. This team should involve a 
neurologist trained in rehabilitation medicine, and multiple other therapists includ-
ing speech therapists, psychologists, MS and other specialised nurses, orthopaedic 
technicians, physiotherapists, occupation (ergo-) therapists and social service 
representatives.

All these persons should interact and operate in a coordinated way and work to 
an integrated clinical care pathway. This should include patient-defined needs and 
goals, and therapists’ assessment of problems (mobility, self-care ADL, communi-
cation, daily occupations and social interactions). Setting of common goals should 
be performed at an interdisciplinary level and should be clear, specific, meaningful, 
realistic and measurable. Assessment of goal achievements should be regular and 
goals adapted if necessary. Cochrane reviews regularly identify trials investigating 
multidisciplinary rehabilitation programs in neurological disorders, e.g. MS [52]: 
although limited, available evidence suggests that inpatient or outpatient rehabilita-
tion programmes may improve disability, bladder dysfunction, and participation, 
and the effects may last up to 12 months.

25 Person-centered Neurology



428

25.8  Practical Issues in the Implementation 
of Person-centered Care

25.8.1  Key Factors for the Implementation of Person-centered 
Care in Neurology

In 2016, Mezzich et  al. published a set of principles and strategies for Person 
Centered Medicine and they can to great extent be applied to Neurology [53]. The 
dignity and autonomy of the patient needs to be central in planning for treatment 
and care. The patient’s biological, psychological and cultural situation needs to be 
addressed and communication should be empathetic, thoughtful and effective.

25.8.2  To What Extent Is Neurology Currently Centered 
on the Person?

In some sections of neurology, treatment and service is truly person centered. This 
is exemplified by the service provided for special neurological conditions such as 
multiple sclerosis and MND where teams have successfully been built for compre-
hensive and holistic service [54]. The service for the same condition can however 
vary greatly in a region as exemplified in treatment and care for stroke in South 
Africa. Certain centers have the ability to offer cutting edge diagnostics, along with 
intense, twice-daily rehabilitation in specialized stroke units, while other centers 
may only be able to offer a very basic package of care without cranial imaging or 
rehabilitation. A schism exists between the well-funded private healthcare services, 
and the state healthcare services, which operates on approximately 20% of the 
healthcare budget, to treat 80% of the population. A further disparity exists between 
facilities depending on the presence or absence of “stroke-interested” clinicians.

25.8.3  Current Obstacles in Neurology for the Implementation 
of Person-centered Care

There are many such obstacles as the increasing pressure for cost containment and 
increased sub-specialization with primary focus on processes and technical solu-
tions in diagnosis and treatment rather than building a firm and robust relationship 
with the patient. This is not unique for neurology as the same development has been 
occurring in many other fields of medicine exemplified by introduction of lean pro-
duction strategies as developed in industry [55].
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25.8.4  Changes Necessary to Make the Practice of Neurology 
More Person-centered

These should not least focus on medical education for medical students, residents 
and in continuing professional development. Evaluation instrument used in practice 
should be comprehensive and contextualized and more time should be accorded for 
health professionals to care for their patients.

Local government and managerial policies, administrative challenges, and the 
knowledge, attitudes and practices (KAP) of treating clinicians and allied health 
workers, all have an influence on person-centered care, across the globe.

In South Africa, person- centered stroke care varies massively. Certain centers 
have the ability to offer cutting edge diagnostics, along with intense, twice-daily 
rehabilitation in specialized stroke units, while other centers may only be able to 
offer a very basic package of care without cranial imaging or rehabilitation. A 
schism exists between the well-funded private healthcare services, and the state 
healthcare services which operates on approximately 20% of the healthcare budget, 
to treat 80% of the population. A further disparity exists between facilities depend-
ing on the presence or absence of “stroke-interested” clinicians. Due to a number of 
factors, there has however been a tangible shift in practice. This has been driven by 
increased awareness of the prevalence of stroke, more advocacy groups and the 
advances in treatment of acute strokes. The advancement in treatment is in part 
driven by the increased utilization of vascular and perfusion studies to enhance 
patient selection and guide reperfusion strategies. The shift in practice has been a 
welcome change, and attempts to place the patient, their specific deficits, and risk 
profile at the center of the care paradigm are encouraging.

Similar to stroke units elsewhere, South African stroke units aim to incorporate 
the knowledge of neuroplasticity and the dimensions of resilience in response to 
disease, in order to deliver tailored therapeutic strategies to optimise patient out-
comes. This is facilitated by stroke units having dedicated allied health professional 
team members, skilled in the theory and practice of neurorehabilitation, who deliver 
intensive therapy on a regular basis to these selected patients. Furthermore, the 
setup of these units is such that the allied staff screen all stroke unit patients for the 
need of their services, in contrast to many other clinical settings where these team 
members would only treat patients specifically referred to them by treating clini-
cians. This process of broader screening can be of particular use in instances where 
a potential gap in the knowledge of, and recognition of impairment and disability, 
exists. Despite the clear benefit of these units, many hospitals in South Africa lack 
the physical and human resources to create dedicated stroke units. It is in these 
instances particularly that the key benefits relating to stroke units, namely education 
and upskilling of healthcare workers treating patients with strokes, are emphasized. 
The costs of equipment, are far in excess of the costs of training. Dedicated training 
programmes are a low-cost intervention that may rapidly facilitate the creation of 
stroke units, and ultimately improve patient outcomes.
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25.9  Conclusions

This chapter brings to light a perspective on how to practice person-centered care in 
general neurology as well as the basis for and the importance of rehabilitation as a 
component of management in neurological disease and the value of the person- 
centered medicine approach. It explains the evidence for non-pharmacological 
management approaches and highlights the limitations in implementation of these 
strategies, as well as offers suggestions for overcoming these challenges. In addi-
tion, the chapter offers background information on the concept of neuroplasticity 
and its role in disease progression and possible recovery.

Significant advances have been made in treatments of neurological disorders in 
recent years: new medications and other treatment strategies, and in particular the 
mobilization of inherent resilient forces on the basis of neuroplasticity have sub-
stantially improved the prognosis for patients with neurological disorders There 
remains, however, a great need for personalised regimens that aim to maximise 
resilience and neuroplasticity by stimulating the individual to strive for improve-
ment and actively participate in their neurorehabilitation process. It is no wonder 
that patient engagement has been described as the “blockbuster drug of the century” 
as without this most, if not all, neurorehabilitative therapies are squandered. The 
human brain has sophisticated mechanisms for recovery of function at sites distant 
from a circumscribed lesion that compensate for damage. This altered neuronal 
function has been clearly demonstrated in fMRI studies on patients. Stimulating 
such mechanisms, however, requires effort from the patient and encouragement/
guidance from healthcare providers. Successful neurorehabilitation requires a mul-
tidisciplinary team that centres on the patient and their caregiver who all work 
toward a defined clinical care pathway with clear achievable goals for which prog-
ress is frequently monitored. Providing such intensive individual attention to all 
patients with neurological disorders is a challenge since access to treatments and 
services is highly variable in different contexts and often limited by the availability 
of healthcare resources.

Neurorehabilitation takes many forms depending on the various physical or men-
tal manifestations of the disease in each patient and the problems they encounter. 
Some of these symptoms can be addressed using an increased range of drug thera-
pies. Other symptoms however, require treatments that harness the neuroplasticity 
of the CNS, i.e. its innate ability to adapt to change. These include physical therapy 
such as exercise programs and gait training whereas others require cognitive or 
psychiatric therapy. Numerous studies have demonstrated the considerable value of 
such interventions and these are especially effective when used in conjunction with 
conventional medications. Treatment of neurological disorders should be holistic 
and address all of the patient’s symptoms and concerns; it is vital that a multidisci-
plinary approach is taken rather than relying on a single therapy pathway. It is 
essential, however, that standardised measures and endpoints for determining neu-
rorehabilitation interventions are agreed in order to properly assess their value in 
different patient populations around the world.
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There are now strong grounds for more optimism in caring for persons with neu-
rological disorders. Increased use of newer medications coupled with defined pro-
grammes of education/training and goal setting are likely to substantially improve 
the prognosis in many patients, particularly during the early disease stages and pro-
mote the quality of their lives. These interventions collectively promote neuroplas-
ticity and neurorehabilitation and have the potential to halt further neurodegeneration. 
As a result, neurological patients can expect substantially more active and fulfilling 
lives, generally better outcomes and possibly some recovery of lost function and 
even greater attainment of their life projects.
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Chapter 26
Person-Centered Psychiatry 
and Psychology

Michel Botbol, Diogo Telles, Maria Ammon, and Ihsan M. Salloum

26.1  Introduction

It is well known that the current revival of Person-Centered Medicine started in 
Psychiatry, more precisely in the World Psychiatric Association (WPA), during the 
presidency of Prof Juan Mezzich (2005–2008). But it is sometimes forgotten that 
this emergence was preceded by an important work of the WPA Classification and 
Nosography Section, when, at the beginning of the APA process towards DSM5, the 
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discussions focused on the limitations of DSM IV in covering the needs of mental 
health research and practice. For many psychiatrists this nosographic specificity of 
psychiatry into medicine became the entry point into what later became Person- 
Centered Psychiatry and Medicine.

Psychiatry is indeed particularly exposed to the limitations of a Disorder- 
Centered approach and thus particularly interested in a shift to a Person-centered 
perspective [1]. For example, more than any other medical specialty, psychiatry 
fails in its quest for the classifier’s Holy Grail: that is to find a classification cor-
responding to natural kinds or at least to establish between the classes it defines, 
connections corresponding to the real relations between the natural kinds it classi-
fies. Indeed, psychiatric classifications do not fail only in giving us knowledge about 
kinds themselves, but also in giving us knowledge about the relationships between 
these kinds, that is to say to comply with the minimal epistemological requirement 
of any classification [2]. The result is that we do not know if the syndrome these 
classifications consider as discrete entities are “constellations or nebula” to draw on 
the illuminating distinction made by Hacking [3].

The choice of characters on which a classification is based is, then, essential: 
between the kinds and their classifications there is a theory determining the way in 
which we define, describe and classify them [4].

The American Psychiatric Association DSM adopted a cautious stance regarding 
these categorical issues: “there is no assumption that each category of mental disor-
der is a completely discrete entity with absolute boundaries dividing it from other 
mental disorders or from no mental disorders [5]. Across the DSM third edition 
(1980), the fourth (1994), and the fifth (2013), this American classification of men-
tal health disorders did not change much in this regard. However, “naturalization” 
of the disorder’s categories became widespread among most DSM users transform-
ing a provisional descriptive construct into a “natural” thing [6]. Such use seems to 
ignore Spinoza’s dictum, “the astral constellation Dog does not bark” [1].

26.2  Person Centered Diagnosis Models

Before being extended to medicine in general, Person-centered Integrative 
Diagnostic Model (PID) [7, 8] was, logically, first elaborated in psychiatry to deal 
with this nosographic issue and bring back psychiatry to what it should have always 
been: A Person-centered discipline, at if not out of humanism at least out of neces-
sity. This elaboration begun with a preliminary work of the WPA Classification 
Section: the WPA International Guidelines for Diagnostic Assessment (IGDA) proj-
ect which was successfully published in well-recognized psychiatric international 
journal [9].

Fully developed during the WPA International Institutional Program for Person- 
Centered Psychiatry (IPPP), PID is a diagnostic scheme that operationalizes the 
principles of Person-centered Medicine to be applicable in psychiatric clinical prac-
tices. The PID has been adopted by the Latin American Guide of Psychiatric 
Diagnosis, Revised Version [10]. Key features of the PID were already what it 
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became with its application to medicine at large: the evaluation of both ill health and 
positive health domains along three levels: health status, contributors to health, and 
health experience and values. As it is still the case in PCM, it involved the use of 
pluralistic descriptive procedures (categories, dimensions and narratives) and the 
partnerships among clinicians, patients, and families in the evaluation and the deci-
sions related to the care process. The PID integrated in the determinants it consid-
ers, risk and protective factors (intrinsic and extrinsic; biological, psychological, 
and social), objective and subjective aspects. i.e., Among the factors important for 
the prevention of chronic diseases, PID included life style and other key factors 
listed in the Health Improvement Card [11]. These include diet, exercise, avoidance 
of alcohol and other hazardous drugs, stress-control, adequate rest and sleep, and 
participation in social and creative activities.

“Everything comes from the psyche, bad things and good things for the body and 
the whole person” [12] said Socrates. The primary role of the psyche for well-being, 
and the holistic and integrated view of the person in medicine, has been recognized 
since antiquities. It was echoed in modernity by the WHO Director General procla-
mation at the 54th World Health Assembly “There is no development without health, 
and no health without mental health” [13].

Based on these same assumptions which are crucial for Person-centered medi-
cine and care in general, Person-centered Psychiatry places the “person in context” 
at the center of care, as an overarching model for optimized care for all individuals. 
It is highly relevant and applicable for specific psychiatric conditions.

The key principles underlying person centered psychiatry are the same as those 
of person-centered medicine in proclaiming that the person is at the center of health. 
They include:

 – Ethical Commitment, upholding the dignity of every person seeking care;
 – Cultural Awareness and Sensitivity;
 – Holistic scope, considering both ill health and positive aspect of health;
 – Relational Focus with a partnership approach;
 – Individualized Care;
 – Common Ground for Collaborative Diagnosis and Care;
 – People-centered Systems of Care;
 – and Person-centered Education and Research.

It emphasizes the role of communication, shared decision making, empowerment, 
subjectivity and a partnership approach with patient, family or other health stake-
holder and a focus on recovery [8]. It highlights the crucial role of behavioral fac-
tors, and related self-care, for the prevention of chronic ailments and for recovery 
and the promotion of well-being. Person-centered Psychiatry and Medicine are 
aimed at promoting the fulfillment of the whole person [14].

As such, it is inclusive, integrative and destigmatizing which is particularly per-
tinent for the treatment of highly stigmatized-health conditions such as mental ill-
ness and substance use disorders.

26 Person-Centered Psychiatry and Psychology
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26.3  Person-Centered Approach for Specific 
Psychiatric Disorders

Compelling applications of the person-centered models to several specific mental 
disorders have been advanced [15]. It is the case for most major disorders, including 
dementia, substance use disorders, schizophrenia and related disorders, bipolar dis-
order, depression and anxiety disorders, eating disorders, sexual disorders, person-
ality disorders, child and adolescent psychiatry, and psychiatric and general medical 
comorbidity.

For example, a person-centered approach to understanding the experience of 
those affected with dementia with its progressive cognitive impairment, is the main-
tenance of personhood, a concept coined by Kitwood in 1997 (in [16]). Personhood 
in dementia has since been used as a key outcome for long-term care and supportive 
services; it grounds the idea that care for people afflicted by dementia should be 
value base asserting the absolute value of all human lives, individualized approach, 
recognizing the uniqueness of every human being, striving to understand the world 
from the perspective of the person suffering of dementia, and promote a positive 
social psychology in which the person living with dementia can experience relative 
well-being.

For substance use disorder (SUD), Person-Centered Psychiatry (PCP) approach 
is uniquely befitting for the optimal comprehensive assessment and integrated treat-
ment of SUDs. PCP is particularly important for conditions where stigma, discrimi-
nations and disparities are pronounced, such as the case of mental illness in general 
and substance use disorders in particular [17].

In schizophrenia, a bio-psycho-social approach, from biological and epigenetic 
mechanisms to symptoms manifestation, social functioning and recovery strategies 
are considered [18].

PCP as model for the management of chronic severe mental disorders such as 
schizophrenia and bipolar disorders, where there is a high degree of complex clini-
cal presentations and an associated high rate of comorbidity, disability, disease bur-
den and early mortality. The application of a Person-centered Integrative Diagnostic 
model to the complex problems presented by bipolar disorder contrasted traditional 
disease-focused approach to diagnosis highlight the suitability of a person-centered 
approach in addressing the treatment and recovery needs for this highly challenging 
clinical population [19].

PCP or PCM approaches, integrate effective medical interventions with values- 
based medicine when they consider the underlying mechanisms involved in the 
pathogenesis of depression and anxiety as well as the unique illness experiences of 
the patient. These considerations are indeed articulated by the person-centered inte-
grative diagnosis model (PID). This model promotes the proposed integrative 
approach with a focus on both symptom presentation and the health and illness 
experiences of the patient, encouraging a collaborative relationship between the 
clinician and patient, where there is crucial role for patient perspective and con-
sumer advocacy [20].
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A person-centered approach to eating disorder (ED) puts the individual and her/
his unique characteristics in the center of the diagnosis, therapy and research. The 
importance of this model is the focus on recovery addressing all the aspects of the 
ED: psychological, physical, behavioral, social and interpersonal [21].

For personality disorders, the Person-centered Psychiatry (PCP) is key to the 
assessment of personality because it allows the promotion of health by stimulat-
ing greater self-awareness leading to greater flexibility and resilience, thereby 
promoting the integration of all aspects of a person’s life. Thus, therapeutic 
mechanisms are embedded into the framework of this model and it offers hope 
for a group of disorders that have been traditionally viewed as treatment resis-
tant [22].

The Person-centered Psychiatry and Person-centered Medicine approaches are 
highly relevant for specific psychiatric disorders, as it is for chronic diseases in 
general. Its application in clinical practice is becoming increasingly important in 
view of the current urgent need to addressing chronic diseases, achieving recovery 
and enhancing prevention and public health efforts at the individual and population 
levels. This entails integration of care and addressing diversity, cultural awareness 
and health disparities.

26.4  Theoretical Consequences for the Treatments 
in Psychiatry

Taking a Person-centered perspective in psychiatry has of course considerable 
theoretical and practical consequences on the therapeutic models. At the core of 
these therapeutic consequences is the need of Person-centered interventions to be 
integrative. This integrative characteristic is important in all dimensions of PCP 
(from primary prevention to treatment), likewise in other fields of medicine at 
large. But it is even more crucial in psychiatry considering that more than other 
fields of medicine, psychiatry deals with long lasting conditions, with uncertain 
etiologies and imprecise delimitations; furthermore, psychiatry is characterized by 
the fact that most its pharmacotherapeutic approaches are mainly symptomatic, 
and Sociotherapy particularly needed. Additionally, as in other fields of medicine 
when dealing with chronic and/or complex illnesses, subjectivity plays a major 
role in psychiatry. As a consequence, treating the psychologic dimension, has an 
especially important role in psychiatry either as adjunct treatment or as main psy-
chotherapeutic action which one of pillars of psychiatric cares. It is well docu-
mented that Psychotherapy in general is a highly effective form of treatment in 
psychiatry [23]. It is therefore not surprising that psychiatry is particularly diverse 
in its therapeutic modalities which include Pharmacotherapy, Psychotherapy and 
Sociotherapy.
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26.4.1  Pharmacotherapy

Pharmacotherapy can and should include elements of PCP and PCM, in order to 
achieve higher treatment effectiveness. Person-centered (PC) pharmacotherapy has 
to actively involve the patient in the choice of drugs, trying not only to address the 
symptoms of the illness but also the individual characteristics of the patient, as well 
as making them part of the pharmacological selection process to allow them a suf-
ficient mastery of this part of their treatment [24]. Obviously, PC pharmacotherapy 
does not exclude the elements of traditional pharmacotherapy (such as knowledge 
in pharmacokinetics and pharmacodynamics), but adds to these considerations 
other factors that can improve treatment outcomes not only because it can contrib-
ute to improve the relevance of the drug choice, but also because it increases the 
level of patients ‘compliance [22].

26.4.2  Psychotherapy

Clearly, the above is also the case for Psychotherapy which needs to be person- 
centered to be effective. Its base is indeed the person’s individual needs [25]; its 
aims should be in accordance with the patient’s personal values and feelings 
concerning his view of his physical mental social and existential well-being [26]. 
It means that psychological thinking has to be integrated in psychiatric treatment 
to consider and understand these dimensions both at a cognitive and subjec-
tive level.

Moreover, the multiplicity of the factors involved in mental health, and of the 
methods and theories aiming at explaining psychic phenomena, require an inte-
grated scientific approach to treatment developed on the basis of an integrative psy-
chiatric and psychological model [27]. This integrative model demands the creation 
of an integrative theory for personality and psycho-pathology [28].

This methods-integration cannot be a mere theoretical eclecticism referring to 
various systems that do not need to match epistemologically and ontologically; it 
needs the creation of something new, defining a super-ordinate level, a kind of meta- 
theoretical framework of personality [29, 30]. This meta-theoretical framework may 
be grounded on various perspectives (psychodynamic, phenomenological, cognitive 
etc.) [31, 32].

In other words, unlike some of these perspectives, Person-centeredness does not 
compel to select one of these perspectives over all the others: it is an overarching 
principle of a Person-centered psychotherapeutic model. The criteria for the 
methods- integration in Person-centered psychotherapy should be the human being, 
together with an understanding for psychic illnesses and also for constructive, cre-
ative development opportunities and should be integrated in a personality model 
[33]. That is to say, that beside their specific training in the technical model on 
which they base their psychotherapeutic practice,
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Person-centered psychotherapists should also be trained to include their person-
ality within the frame of a diversified education. To this end, Ammon [27] recom-
mends a methods-integration within psychotherapy itself encompassing the findings 
of different branches of science but also aspects of diverse psychotherapeutic 
schools. All this is put under a central principle, the holistically formulated image of 
humankind. A person-centered model for methods integration should be measured 
by the benefit for humans, i.e. to understand better the patients and to develop better 
healing methods. Accordingly, the theoretical model should never be inflexible; it 
should be an open system with the possibility of change and constant integration 
processes. It should then favor a multidimensional approach.

Numerous psychotherapeutic methods (from psychodynamic to CBT approaches 
through family or milieu Therapies) are fully consistent with this overarching prin-
ciple which, finally, are more related to the person of the therapist (and to the type 
of relation he has with his theoretical references) than to the characteristics of the 
psychotherapeutic schools to which he/she refers. What is crucial here is the place 
that the relationship between the patient and the health professional gives to 
Communication in general and more precisely to personal Engagement, Empathy 
and Subjectivity [34].

The problem is that these dimensions, and particularly subjectivity, are not easy 
to measure or assess objectively and are therefore frequently neglected or even 
rejected by Evidence-Based Psychiatry which, even more than most other branches 
of medicine, needs to resort to a medicine centered on the disorders to compensate 
for its fundamental uncertainty.

As this concern for subjectivity emerged in the Person-centered elaboration, one 
of the main endeavors of PCP was to address this issue, trying to find a “scientific” 
or at least “a non-metaphysic” way to assess the non-objective aspects of the patient, 
his carers, and the psychotherapist.

To elaborate on this stake PCP started with the detailed description of how the 
relational process is evolving naturally in settings in highly emotional relationships 
like those which develop in most relations between a Person seeking care and a 
Psychotherapist [35]

 1. The first step is what we propose to name the “Emotional Empathy” defined as 
the feelings induced in the psychotherapist by his relation with the patient, 
through verbal and behavioral interactions. It is favored by “the affective perme-
ability” induced by the process of constructing a common space in highly emo-
tional situations (Botbol et al. [36], Chap. 10 in this book). We consider it as the 
first methodological step to go behind the screen of the visible and a holistic way 
to approach subjectivity of the patient as a holistic dimension.

 2. The second step is what may be called a “Metaphorizing Empathy”: It is the nar-
ratives which occurs “naturally” in the psychotherapist if he does not reject actively 
the emotions triggered by his Emotional Empathy. The psychotherapist captures 
these emotions through his capacity to transform them into narrative by metapho-
rizing them (put them into a story). These stories are of crucial importance because 
they are the best way for the psychotherapist to access, acknowledge, and give 
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meaning to his empathic subjective feelings about the patient. These narratives 
integrate (but are not reduced to) the patient’s narratives to which the psychothera-
pist has to be attentive enough to include them among the data he consciously or 
unconsciously integrates in the construction of his narrative. In other word this 
second step is a transformation of an Emotional Mirror Empathy into a Narrative 
Metaphorizing Empathy [37]; it uses the professionals’ representations and affects 
to approach and understand the patient subjectivity and integrate it in the assess-
ment of his health status and shared decision making concerning his treatment.

 3. Additionally, one has to be aware, however, that to develop his narratives, the 
psychotherapist uses his idiosyncratic sensitivity which recognize and highlight 
specific aspects of the patient’s subjective life. It is acceptable only if the psycho-
therapist acknowledges that this story is a construct in which he is subjectively 
involved. The third step of the Narrative Empathy process in therefore the psy-
chotherapist’s deliberation on his narratives. In this internal deliberation the psy-
chotherapist has to elaborate on the part he is taking in this subjective construct; 
he has particularly to keep in mind two risks he has to control because they both 
lead to neglecting the patient’s subjectivity: (i) to be not enough inferential loos-
ing the unique way to get access to the patient’s unexpressed or unconscious 
feelings or representations or (ii) conversely to be too inferential and impose his 
idiosyncratic feelings and representations over those of the patient.

Our hypothesis is that, whatever the school to which he/she refers, a psychotherapist 
has to go through this basic process if he wants to access the subjectivity of the 
patient, which is a condition to be genuinely Person-centered. In other word this 
process could be seen as one of the general psychotherapeutic factors mentioned by 
Fonagy in its research on psychotherapies evaluation [38].

Furthermore, our hypothesis is that, with the extension of this PCP’s principles 
to medicine in general, this process is also involved in any Patient-Health 
Professional relation (beyond psychotherapy) whenever the HP wants to integrate 
subjectivity in the relevant dimensions of his understanding of a person, that is 
whenever he wants to be Person-centered [36]. It is of course a step forward towards 
the extension to medicine at large, what psychiatry and psychotherapy have forged 
in their quest for a non-metaphysical way of integrating subjectivity in PCP [36].

26.5  Sociotherapy

Obviously, this has to be also the case concerning sociotherapy, which has to focus 
mainly on the social dimension of human experience in both its objective and sub-
jective aspects rather than on its biological psychopathological aspects [39]. In that 
sense, Sociotherapy should not be seen as a competitor to other forms of treatment, 
but as a complement contributing to alleviate human suffering. In Psychiatry as in 
other part of Medicine, Person-centered Sociotherapy has to know the individual, 
his interpersonal relationships and his environment, in order to be able to intervene 
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in the way this specific individual interacts with his environment or in his environ-
ment itself [40].

In this frame, rehabilitation plays a major role in psychiatry. In its Person- 
centered model, it has to integrate the notion of Recovery, which is “a deeply per-
sonal, unique process of changing one’s attitudes, values, feelings, goals, skills and/
or roles “[41] regarding the illness and its consequences. It is of course particularly 
important in Psychiatry in which stigmatization is frequently adding to the burden 
of the disease. In this context, Recovery “is a way of living a satisfying, hopeful, and 
contributing life even with limitations caused by the illness. Recovery involves the 
development of new meaning and purpose in one’s life as one grows beyond the 
catastrophic effects of mental illness” [41].

Recovery in Psychiatry intends to achieve psychosocial rehabilitation so that 
patients reach an optimal level of functioning in the community, with the maximum 
degree of autonomy. It includes improving individual skills but also introducing 
some changes in society in order to create opportunities for people who suffer/have 
suffered from mental illness, and allow them to live with a good level of quality 
of life.

Marianne Farkas has proposed the notion of PCPR (personal center psychiatric 
rehabilitation/recovery to encompass all these needs: She considers that it is a spe-
cial kind of recovery based on four main values: (1) Personal Orientation (includes 
seeing the person holistically, taking into account the person’s physical, emotional 
and intellectual functioning); (2) person involvement (the meaningful involvement 
of the patient in all the planning and the process of recovery is essential); (3) choice 
or self-determination (it is important to consider where and in what role the patient 
wants to live); (4) hope (trying to take into account the patient’s personal aspirations 
and possible changes that can be made so that these aspirations can be achieved) [42].

26.6  Practical Implications for the Implementation 
of Person- Centered Care in Psychiatry

As already mentioned psychiatry and psychology are currently facing strong pres-
sure to come closer to the biomedical paradigm of a Disease centered Evidence- 
Based Medicine they put at the top of their agenda. As discussed earlier, the fact that 
most psychiatric nosographical categories are far from reaching the same level of 
objectivity as most of the nosographic categories in other medical fields, does not 
temper this ambition but, on the contrary, reinforced it insofar as, for lack of suffi-
cient biological criteria to define the psychiatric categories selected, nosography is 
responsible for defining what cannot be defined otherwise. Thus, although interna-
tional classifications warn against the risk of over-naturalization of these categories, 
it is precisely on this potential drift, that much of the works and practices of disorder- 
centered psychiatry and psychology are grounded. Under these conditions, it becomes 
imperative that the definition of these categories be strictly objective. As a 
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consequence, it is imperative for disorder-centered psychiatry and psychology to, at 
least, eradicate every subjective or relational and circumstantial aspects which are not 
consistent with the “physiopathological bet” [6] underlying this perspective. As we 
saw it earlier, it is exactly what Person-Centered-Psychiatry aims to correct by rely-
ing on several of the conceptual propositions we have evoked in this chapter, particu-
larly the PID and the questions relating to the integration of subjective aspects in the 
evaluation and cares it proposes, involving the patient, his/her carers, and the profes-
sionals alike. Inevitably the practical implementation of these conceptual proposi-
tions comes up against the force of the arguments opposed to it by the disease-centered 
perspective it seeks to modify. These arguments are both conceptual and practical.

Born from the desire to bring medicine back to what it should never cease to be, 
the promotion of medicine of the person is above all the promotion of a medicine 
which puts the whole of the person and not just its disease at the center of its objec-
tives and of its care. The fist difficulty for PCP is to show that it is not as common-
place and obvious as some of those who criticize the need for such a claim to defend 
a thesis that, supposedly no one would dispute in psychiatry, precisely because it is, 
mainly, a clinical discipline The denial comes in fact from practices which tend to 
focus on the disorder by relegating to the rank of adjuvants, remedies based on 
obscurantist methodologies and concepts, the attention given to subjectivity and 
contexts in the evaluation and the treatment of the patient. Of course, these critics 
do note deny that individualization of treatment is a categorical imperative of 
Psychiatry as much as it is for medicine at large, including its disease centered ver-
sion. Admittedly, also, immense progress has been made in many places of the 
world concerning the respect of the rights of patients, especially in Psychiatry and 
Mental Health; but it is above all, the application to the suffering man of the demo-
cratic and legal rules which are valid for anyone and are mostly the affirmation of 
the right of patients not to be excluded from the benefit of common legal and demo-
cratic rules, on the grounds that they need care. This respect is of course the least of 
things, for the patient as for any consumer or user regardless of the service to which 
he claims to access; but it is more up to the application to each of the rules of law 
that apply to all than to the recognition of the subjectivity of the person of the 
patient, as it is the declared ambition of PCP. In short, this means that PCP cannot 
be reduced either to the individualization of care or to respect for rights since it aims 
at something more: the recognition of the individual subjectivity of the patient’s 
person, its totality beyond what characterizes his illness or his sick status. What 
becomes crucial here is the commitment of the person of the Mental Health 
Professional (MHP) to the person of the patient and with him, to the extent of the 
patient’s need for care in his irreducibly singular vital situation.

This specific requirement imposes on the PCP to introduce important modifica-
tions in at least two crucial areas: education and training of MHP on the one 
hand and clinical practices on the other hand.

Beyond the place that it must give to PCM principles and their declension in 
psychiatry and psychology, education and training of MHP should stress the par-
ticularity of the relations between most nosographical categories in psychiatry and 
natural facts. It means that the education and training of MHP can be 
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person- centered if, and only if, it integrates into teaching, the idea that, beyond 
nosography, which is no more than a small part of the diagnosis of the patient’s 
health status, the assessment of the care situation must also integrate:

• The other levels and aspects which are considered in the PID
• And the conditions required to access the patients’ subjectivity: that is, without 

neglecting the objective aspects of their state of health, to acknowledge that sub-
jectivity is not only a negative bias in the therapeutic relation but also a valuable 
tool to access and integrate subjectivity, and that there is no empathy without 
subjectivity. This implies the inclusion of a specific training on team-work and 
individual and/or collective deliberation to control and regulate this promotion of 
subjectivity of the MHP in their clinical practices

This has to translate into clinical practices which have to implement it concretely in 
the practices using the different available methods: case studies, supervision, prac-
tice analysis, or intervision (i.e. on the model of Balint groups) [43, 44].

Complying with these conditions should be the yardstick for assessing the reality 
of establishing PCP or transitioning from a disease-centered perspective to a person- 
centered one.

These requirements are also relevant for Primary Prevention and Mental 
health in general in psychiatry, as much as it is in medicine in general; indeed, 
nosocentric approaches are generally considered an obstacle for health promotion 
and primary prevention. Preventive psychiatry, must indeed include not only the 
individual but also their circumstances; it is and must be holistic and person- centered 
by nature. Conversely, because it deals with the totality of a person existence and 
needs, Person Centeredness is the ideal strategy [1, 45] in prevention at large.

26.7  Conclusions

Because of the uncertainty of the relation between its current international noso-
graphical systems and of the role played by psychological and subjective dimen-
sions in its contributing factors and its categorical and dimensional delimitations, 
Psychiatry is particularly vulnerable to a disorder centered approach. It is therefore 
not surprising that, in its scope and fields, it is in psychiatry that Person-centeredness 
emerged (or re-emerged) in health-related issues. However, it is the extension of its 
principles to Medicine at large that made it become the movement it is today. 
Strengthened by the extension and diversification of its principles and of its ambi-
tions, PCP is now a part of PCM with which it shares the ambition of contributing 
to improve the health system and the service it brings to patients and to their carers, 
without losing sight of the need to protect the health professionals and their working 
conditions in order to foster their genuine personal subjective engagement.
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Chapter 27
Person-Centered Emergency Medicine

Al O. Giwa, Cailey Simmons, Christopher Clifford, Melissa Villars, 
Clifford Marks, and Demis Lipe

27.1  Introduction

Emergency Medicine’s founding and practice have long been intertwined with bio-
ethics and the principles of ethics. Principlism, which dominates the modern code 
of ethics within healthcare, dictates a practice of medicine that is inherently person 
centered [1]. Beneficence, non-maleficence, respect for autonomy, and justice are 
best achieved when a physician understands and treats their patients not as just a 
vessel for an illness, but as human beings; acknowledging and respecting their 
norms, beliefs and values [2]. Person-centered medicine (PCM) reorients the prac-
tice of medicine to bring physicians back to these basic ethical principles of care. In 
no other setting does this reorientation become more crucial than in the fast paced, 
critical care environment of the Emergency Department (ED).

Person-centered medicine goes a step beyond the more widely circulated term 
patient-centered medicine. Patient-centered medicine laudably seeks to put the 
patient at the center of their health care journey—incorporating their values, prefer-
ences, and expressed needs into decisions regarding their care. However, modern 
scholars and medical practitioners have elevated their consciousness to the concept 
of person-centeredness to emphasize that each person seeking medical care is more 
than a diagnosis or a chief complaint—they are humans whose needs and values 
stretch far beyond the confines of an ICD code [3].
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Emergency medicine poses unique challenges to those seeking to practice in 
such a person-centered manner. A walk through a busy ED on a typical day lays 
bare some of the core obstacles: too many patients, too little time, and too few 
resources and staff. The notion that a provider under these conditions would or 
should fully engage on a human level with each of their patients will strike some in 
the field as unrealistic. And indeed, a clear-eyed assessment of how providers prac-
tice emergency care today must acknowledge how very far we are from this ideal.

Nonetheless, a number of departments have pioneered innovative ways to adapt 
the principles of person-centeredness to the acute care setting. In doing so, they 
have shown not only that PCM has a home in the Emergency Department (ED), but 
also that there are aspects of acute care that make person-centeredness particularly 
vital to the provision of high-quality care. In this chapter, we will detail the burgeon-
ing PCM movement in Emergency Medicine, explore the challenges facing such 
efforts, and discuss future opportunities for person centeredness within the ED.

27.2  Person-Centered Care in Emergency Medicine

A number of clinicians and hospitals have already demonstrated the potential of 
person-centeredness to improve care in the ED. Among the clearest examples is the 
use of shared decision-making to better align clinical decisions with an ill person’s 
values instead of the traditional paternalistic physician determined treatment plan. 
Shared decision-making is defined as “an approach to care that seeks to fully inform 
patients about the risks and benefits of available treatments and engage them as 
participants in decisions about the treatments” [4]. While a handful of patients may 
prefer to defer entirely to the judgment of their physician, the vast majority of 
patients value having a say in their medical care. Indeed, a recent multi-center sur-
vey of ED patients found 98% wanted to be involved in medical decision-making 
for a serious health issue and that 94% agreed with the statement “If given enough 
information, I am capable of participating in decisions about my medical care” [5].

Well implemented shared decision-making can do more than provide patients a 
sense of self-efficacy—it can actually change care in a way that improves outcomes 
and lowers cost. A multi-center trial of care for low-risk chest pain patients found 
use of a shared decision-making aid reduced the number of admissions without any 
increase in cardiac events [6].

This model of person centeredness is not without its challenges in the ED. The 
framework for ED shared decision-making elaborated by Probst et al. looks at three 
factors to assess whether such an approach is appropriate: clinical uncertainty, 
patient decision-making ability, and time [7]. Clearly time is in particularly short 
supply in the acute care setting, both because of the acuity of conditions and due to 
the competing demands of other patients. Another factor in shared decision-making 
that has not been well explored, but is particularly relevant to ED care, is whether 
and how to integrate cost into shared decision-making conversations. In this era of 
out-of-network physician groups and balance billing, patients may be charged 
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astronomical sums for ED care. Any attempt at informed decision-making that 
omits such a financial burden cannot fully capture the costs and benefits of the 
choice the patient is being asked to help make. However, efforts to incorporate cost 
run afoul of deeply held views on the separation between care decisions and cost. 
Beyond that, the fragmented U.S. payer landscape can make providing accurate cost 
estimates a near impossibility.

Some emergency departments (EDs) have also sought to adapt their physical 
space and workflows to better address the needs of specific patient subsets. Pediatric 
EDs provide an early example, particularly in their use of Child Life services—a 
practice that began as an inpatient offering but has become commonplace in pediat-
ric EDs since the early 1990s. A number of studies demonstrate that Child Life 
interventions reduce patient anxiety and their perceived pain levels [8–10].

More recently, emergency departments have begun trialing ED divisions devoted 
to other patient subgroups. Some emergency departments have experimented with 
palliative care models to serve those with terminal illnesses—these interventions 
include screening questionnaires, closer integration with inpatient palliative care 
services, and adding dedicated ED staff for palliative care screening and coordina-
tion [11]. Currently, several institutions are embarking on a landmark study 
(PRIM-ER) to study and train ED staff on the necessary discussions for the type of 
care wanted at the end-of-life [12]. Programs such as “Education in Palliative and 
End-of-life Care” or EPEC, offered by Northwestern Medicine, teaches emergency 
physicians how to quickly perform a rapid palliative care assessment in the ED. They 
also provide education on hospice medicine as well as how to assess patients for 
psychological, spiritual, and social needs. It is programs like these that are helping 
ED providers transition from patient centered medicine to person centered medicine.

Just 15 years ago, there were few if any EDs with specialized care for geriatric 
patients. Today, the American College of Emergency Physicians is actively encour-
aging the development of geriatric EDs with a three-tier accreditation system based 
on the availability of specially trained staff and environmental features, such as non- 
slip floors, easily available walking aids, and soft or natural light to reduce the rate 
of delirium [13].

The box opposite this page presents one of the more intriguing recent examples 
of person-centered emergency medicine: an ED at the MD Anderson Cancer Center 
designed to address the particular needs of cancer patients.

An Oncologic Emergency Department
Despite the incidence of cancer continuing to rise over the last 20 years in the 
U.S., the 5-year survival rate of most cancers is improving. This has led to a 
need for specialized emergency departments that respect the totality of the 
person with cancer. Over half of the people with cancer presenting to the ED 
are admitted to the hospital. They not only have complex medical histories, 
but also complex social, mental, and ethical end-of-life issues. Caring for 
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people with advanced and terminal illnesses requires the clinician to see the 
person as a whole; incorporating the physical, emotional, and spiritual needs 
of the person into their medical care. One of the goals of the oncologic ED is 
to relieve suffering of people with advanced illness as well as provide emer-
gent care.

In 2010, The University of Texas, MD Anderson Cancer Center created the 
first cancer focused ED within a comprehensive cancer center. Shortly there-
after in 2015, The James Cancer Hospital’s ED opened as part of an integrated 
portion of The Ohio State University’s Medical Center ED.  Similarly, the 
urgent care center (UCC) associated with Memorial Sloan Kettering Cancer 
Center in New York City, which has similar capabilities to an ED for people 
with cancer, offers a 21-bed acute care unit which is open 24 h a day, 7 days 
per week.

Specialized EDs have the advantage of offering a more individualized 
approach to the care of the person with cancer. Additionally, the patients who 
present to these EDs are already associated with the cancer center, making 
their information sharing, integrated communication, and interdisciplinary 
approach to care-planning much easier. This approach also offers an environ-
ment and organizational culture that is more in-line with most people’s expec-
tations. It is common for individuals with cancer to present to the ED for 
either complications related to their cancer treatment or due to problems 
caused by the cancer itself. In this case an interdisciplinary team that is famil-
iar with these complications and treatment side effects, as well as having a 
good understanding of end-of-life care, can potentially provide superior, indi-
vidualized, goal-oriented care for this specific population.

Given the international reputation of many specialty cancer centers in the 
U.S., a key demographic is the international patient and their loved ones. 
Cancer is already a life-changing condition and seeking care far from home 
adds still further stress to the patient and their family. MD Anderson has an 
international center to be able to help patients with their transition into the 
local area. International patients have an international patient representative 
assigned to them to guide them not only through appointment preparations 
and unexpected ED visits, but also offer assistance with visas, help with trans-
portation, interpreter services, as well as other cultural and religious amenities.

All these offerings serve the same overarching purpose: treating not just 
the patient’s disease but rather the whole patient. It is the hope of the onco-
logic EDs within cancer centers to focus on respecting human life and the 
person’s autonomy, instead of succumbing to a blind desire to extend life at 
the expense of those aspects of life our patients hold dear.
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These initiatives show the potential of person centeredness to improve the care 
we deliver in the ED. However, successfully expanding on these will require adapt-
ing our interventions to the unique difficulties inherent in the acute care setting.

27.3  Challenges to Person-Centered Care 
in the Emergency Department

The environment of the ED is arguably one of the more challenging to establish a 
culture focused on person-centered medicine. Emergency medicine focuses on 
rapid stabilization, diagnosis, and disposition. ‘Sick or not sick’ rather than a per-
son’s norms, beliefs, and values is classically the central question in the traditional 
ED setting. Consequently, the space, time, and infrastructure needed to provide 
thorough person-centered care is often lacking. This section will focus on each 
aspect of the environment divided into challenges based on time, space, and infra-
structural barriers.

The challenges involving time include those based on a reversing of the medical- 
management timeline, leading to the prioritizing of management over preferences 
for the sake of saving time. One of the major pillars of person-centered medicine is 
the focus on collaboration between the provider, the person being treated, and their 
family in order to ensure their goals, values, and socioeconomic considerations are 
incorporated into care [14]. The standard application of this is through a timeline 
that starts with the initial assessment which incorporates a discussion of goals with 
the patient and family, followed by gathering of additional information to drive a 
diagnostic decision, and ultimately a dialogue with the patient on direction of medi-
cal management. However, in many emergent situations the timeline is reversed, as 
medical management becomes the first and foremost focus. Initial instability of 
many patients arriving to the ED creates an environment in which intervention takes 
precedence over discussion. The pressured environment can force patients to con-
front weighty decisions without adequate time to process their options. This time 
pressure creates a fundamental barrier to providing PCM and may lead to treatment 
decisions that do not align with a patient’s values.

Take as an example the elderly or palliative care populations that present to the 
ED without a surrogate and lacking capacity to make healthcare decisions. In a 
recent study of patients presenting to an ED with Medical Orders for Scope of 
Treatment (MOST) forms, 69% were incomplete [15]. In another, a considerable 
majority had no formal prior conversations regarding end-of-life care [16]. In emer-
gent situations this leads to physicians making decisions about a patient’s care based 
not on their values but rather on the emergent need for treatment [15]. Put simply, 
there is no guarantee that EM providers will have the time needed to engage in truly 
person-centered medicine.
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Physical space within the ED also poses a barrier to providing PCM. ED over-
crowding is a concerning national issue that is associated with decreased patient 
safety, treatment delays, and even increased mortality rates [17]. It also poses a large 
barrier to the capacity to provide person-centered medicine in the ED. As depart-
ment overcrowding worsens, the resources to patient ratio declines [18]. This trans-
lates to decreased space per patient, with even newer EDs designed with private 
rooms sometimes forced to deliver care in spaces separated by curtains or in open 
hallways. Less physical space means less patient privacy—not only a prerequisite 
for sensitive PCM conversations but required by U.S. law (HIPPA) and hospital 
regulatory and certifying agencies such as The Joint Commission [19]. Family 
members may also have trouble fitting into the provided space to be engaged in the 
decisions made about a loved one’s care.

As the number of patients in a department swells, so do the noise and patient 
levels of post-traumatic stress disorder related to ED visits [20, 21]. Certain patient 
populations may be more susceptible to adverse effects of these chaotic environ-
ments than others. The creation of dedicated EDs, such as those for pediatrics, psy-
chiatric emergencies, or geriatrics, reflects a burgeoning effort to address such 
challenges to delivering PCM in the ED setting.

Overcrowding also has deleterious effects on providers’ ability to dedicate the 
time and mental energy needed to engage in PCM, as interruptions multiply and the 
time for each individual patient declines [22]. With this comes a decrease in physi-
cian capacity for empathy and dedicated time to explore a patient’s values, goals, 
and beliefs. Since lack of time is one of the key barriers physicians perceive as 
preventing them from having the conversations necessary for PCM, overcrowding 
directly impairs providers’ ability to deliver person-centered care. In a world of 
limited time per patient, it becomes considerably easier to take the cognitively eas-
ier shortcut of ordering sometimes unnecessary or undesired diagnostic tests with-
out taking into account individual patient preferences [23–25].

The final collection of challenges stems from those related to infrastructure. 
Many EDs recognize the importance of PCM and include full-time positions for 
social workers or patient advocates. While these professions play a vital role in 
helping to provide PCM in the ED, additional infrastructure is lacking. The reim-
bursement model of emergency medicine, like that for most fields, rewards proce-
dures and high patient turnover. The metrics are focused on time to seeing a patient, 
time until disposition, and in some cases, time to intervention. However, in current 
payment models there exists little incentive to engage in or document patient con-
versations surrounding goals, beliefs, and values. Lastly, the lack of continuity 
within the ED lends itself to a need to communicate the conversations with the 
patient to the subsequent provider. At present, however, these transitions of care are 
huge sources for missed information.

Despite these challenges, the environment of the ED also provides unique oppor-
tunities for person-centered medicine. EDs are society’s safety net, with access not 
restricted by time of day, day of the week, or ability to pay. Patients for whom the 
outpatient network has failed frequently reconnect to medical care through the 
ED. This difficult time in a patient’s life provides a chance to connect and have the 
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conversations necessary to provide care that centers on patients’ goals, values, 
beliefs, and cultures. The next section will examine novel approaches to addressing 
some of these challenges.

27.4  The Future of Person-Centered Care in Emergency 
Medicine and Practical Implications

Perhaps the most important step forward in advancing person-centered care in the 
emergency department is the recognition of acute care’s value in the medical care at 
home model. While many chronic and primary care visits perhaps would be avoided 
in a more person-centered system, EDs—in their accessibility and resources—play 
a critical role in providing both expedient and integrated care. Despite the prolifera-
tion of urgent care centers and attempts at offering extended access to primary care 
physicians, the growth in the rate of emergency visits continues to outpace popula-
tion growth. With an aging and increasingly medically complex population the like-
lihood is high that the trend towards increased ED utilization will continue.

Despite the challenges facing the emergency care system, many mechanisms 
already exist to make emergency care more person-centered. Through at-home tele-
medicine consultations and paramedic health units, EDs have expanded their reach 
into people’s homes. For instance, Memorial Sloan Kettering Cancer Center has set 
up a Tele-Triage program that allows patients to get care input from MSKCC pro-
viders while seeking care at regional centers closer to home. This program has 
resulted in expedited discharge for the patients using Tele-Triage. Those who had 
radiologic studies ordered via Tele-Triage and done prior to checking in at the UCC 
were discharged over one and a half hours earlier [26]. In the wider community, 
some pre-hospital systems are looking to eliminate the one-size-fits-all model that 
reflexively funnels 911 patients to the ED in favor of triage systems that adapt dis-
position decisions to the person’s actual needs. Community paramedicine programs, 
such as the paramedicine program run through the Mount Sinai Hospital System, 
create a collaboration between Emergency Medical System (EMS) providers, tele- 
medicine physicians and visiting nurse services to deliver appropriate, person cen-
tered care in a patient’s home when possible avoiding unnecessary or unwanted ED 
visits [27]. The U.S. government will soon (currently scheduled for Fall 2020) 
actively encourage similar prehospital services through its Triage, Treat, and 
Transport model, which will begin paying prehospital providers to treat in place or 
transport to primary care offices when clinically appropriate—presently, transport-
ers are only paid for delivering a patient to the hospital [28]. This shift in payment 
models will help increase innovation and promotion of person-centered medicine 
throughout the EMS and emergency systems [29]. Programs like these have the 
potential to better address the needs of specific populations, including the worried 
well, those with primary care concerns, and patients with acute-on-chronic ill-
nesses. In so doing, they can prevent unnecessary ED visits, reduce crowding, and 
avoid superfluous workups.
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Multi-specialty hubs have also been put forth as an alternative to Emergency 
Departments in the USA; a landscape where many hospitals are consolidating (or 
closing) and many hospital based EDs are decreasing while the number of ED visits 
increase [30]. Multi-specialty hubs, in contrast to free-standing EDs, focus inte-
grated care that aligns with and utilizes a patient’s existing care plan and specialty 
input. Healthcare systems, such as Kaiser Permanente and Mid-Atlantic States, 
preferentially utilize urgent care centers that focus on seeing less acute illnesses, 
same day specialist referrals, and direct admissions to participating hospitals when 
necessary [31].

At the same time EDs have been expanding the resources within their depart-
ments to better address the care needs of different subsets of patients. For patients 
with low health literacy or access to medical care, some EDs have added health 
educators, patient advocates, financial counselors, and 24-h social work coverage. 
EDs often find themselves at the front line of addressing the many and varied needs 
of socioeconomically disadvantaged and marginalized members of our society. 
Examples abound of the efforts that emergency providers have made towards meet-
ing these needs. EDs provide person focused care following sexual assault through 
use of Sexual Assault Nursing Examiner (SANE) and Sexual Assault Forensic 
Examiner (SAFE) programs [32, 33]. In response to violent crime, the impacts of 
which are felt throughout every ED, physicians across the country have responded. 
There are more than 30 programs spanning over 15 states focused on preventing 
interpersonal violence that were either started by or work in coordination with ED 
staff [34]. Emergency providers have created screening tools for domestic violence 
[35], established programs to provide comprehensive services to U.S asylum seek-
ers that are survivors of torture and human rights abuses [36], and provided system 
wide means for direct connections to recourses following narcotic overdoses [37]. 
From providing legal aid to refugees and asylum seekers to preventing gun violence 
and human trafficking, emergency providers have and will continue to recognize the 
specific needs of their communities and build structures and organizations to 
address them.

Emergency medicine has also made strides in addressing chronically ill and 
medically complex patients with frequent readmissions. For these patients, EDs 
have attempted to address the specific cause of frequent readmission, such as: dif-
ficulty obtaining medications or supplies, gaps in understanding of complex medi-
cal problems, barriers to accessing care, etc. Many EDs have begun staffing case 
managers and working with our colleagues in internal medicine and other specialty 
services to meet patients at their level of access and understanding by providing 
visiting nurses and at-home hospital services. In these examples the use of non- 
medical, nursing, and mid-level providers significantly augment a physician’s and 
the system’s ability to provide person-centered care while at the same time making 
acute care less episodic and more integrated into the health system.

On a provider level there has been a new emphasis in many emergency medicine 
residencies to better understand and respect an ill person’s goals of care in the acute 
setting. Resident education has shifted to include topics focused on expanding the 
knowledge and delivery of person-centered medicine. Over 65% of residencies now 
have formal didactic education on cultural competency and that number is growing 
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[38]. Additionally, over 50% of residencies have added palliative care rotations and 
curriculum to address end of life care [39]. Despite these expansions a need still 
exists for a cultural shift with legal and reimbursement reform to promote enhanced 
communication, shared decision-making, and decreased “interventionalism.” Our 
current focus on moving people through EDs as quickly as possible, and on stan-
dardized workups and care bundles, can dampen patient autonomy. As long as our 
current legal and reimbursement climate favors providers who do more rather than 
less, many providers will inevitably shy away from efforts at shared 
decision-making.

Adult EDs might consider taking a cue from their pediatric counterparts in focus-
ing more carefully on ways to decrease patient anxiety, particularly with procedures 
such as paracentesis, which need to be done urgently but still allow for some prepa-
ration time. Guided meditation has shown some promise in such scenarios: Ratcliff 
et al. performed a randomized control trial where they analyzed guided meditation 
for women undergoing stereotactic breast biopsy. While guided meditation did not 
appear to decrease pain, it did reduce anxiety during the acute medical procedure 
[40]. EDs might also consider acupuncture for the same purpose. Though there are 
certainly substantial logistical hurdles to its use in acute settings, it is worth noting 
that patients receiving acupuncture in an inpatient setting reported significant 
improvement after treatment for pain, sleep disturbances, anxiety, nausea, and 
fatigue [41].

27.5  Conclusions

There is broad recognition within Emergency Medicine that person-centeredness is 
a desirable aim. But there also exists a skepticism in some corners that unique 
aspects of the acute care environment should make pursuit of PCM at best a subsid-
iary goal. As previously noted, such concerns are not entirely without merit—the 
time and space constraints in the ED complicate efforts to engage ill-persons in the 
conversations and deliberations needed for person-centered care. However, the 
strategies outlined in this chapter demonstrate that such obstacles need not be insur-
mountable. Indeed, the ED affords an opportunity to reach those most alienated 
from our health care system—those for whom person-centered medicine may in 
fact have the most consequential impact.

Whether the specialty ultimately prioritizes PCM to the degree needed to ensure 
its widespread adoption remains to be seen. The understanding and the organiza-
tional structures exist to make emergency care more person-centered. The challenge 
lies in spreading this understanding, more broadly implementing new care formats, 
and in funding the additional time and personnel it takes to care for the people who 
seek our help.
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28.1.1  A Person as a Living Being in Nature

A person is a living being, who needs the existence of other living organisms in 
order to thrive. Not only we interact, feed, shelter or use the various products that 
animals and plants provide, but we also develop an interdependence with them. That 
codependence we develop through time and space with other organism and the 
impact we have in other species or through intermediate species is the driving force 
of evolution and the essence of understanding our own well-being and existence.

The history of life on earth is closely linked to microbes that play a transcendent 
role in evolution and goes back in time before the appearance of the first eukaryotic 
cells, and multicellular organisms. For instance, all living organisms today evolved 
first from microorganisms and most of the biodiversity on our planet is microbial in 
nature and its evolution had been underway for billions of years [1]. All plants and 
animals evolved in environments populated by trillion of interdependent microor-
ganisms co-evolving in metabolic processes in codependence or favoring or pre-
venting various diseases through the effect of the microbiota of higher living 
organisms. For example, microorganisms that allow the decomposition processes of 
organic matter such as termites that digest wood, to those that facilitate fermenta-
tion, putrefaction or to those that produce essential vitamins in the human intestines. 
In this regard, an example of the importance of the relationship between microbial 
evolution and human health is the spread of antibiotic resistance mechanisms in the 
microbial world because of the indiscriminate use of antibiotics [2]. Thus, it is 
important to understand the interconnection of human beings with the microbial 
environment and nature, which must be one of coexistence and respect in order to 
avoid a potential undesirable impact on human health.

28.1.2  The Nature of Infectious Diseases: Relationships 
Among Human Being, Infectious Agent, 
and Environment for the Disease to Occur

Most microorganisms do not impair normal tissue function or cause disease. In fact, 
most microorganisms are not pathogenic, able to produce disease, because they 
effectively compete with potentially dangerous organisms for resources, preventing 
the emergence of a likely infectious agent. An infection may result when a microor-
ganism capable of causing disease enters and begins multiplying within a given host.

The phenomenon of infectious disease is amazing, and the following are some of 
the factors that are at play for infection to occur:

 1. Pathogenicity of the agent: Not all microbes are equally pathogenic, some are 
opportunistic, that is, they will only cause disease when the host is immunosup-
pressed. That is pathogens that will not cause disease in a normal host may cause 
disease in the immunocompromised. Examples of immunocompromised indi-
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viduals are those persons living with HIV or who have AIDS, or cancer patients 
receiving chemotherapy.

 2. Immune response of the individual: The same infectious agent can pass from an 
asymptomatic person to produce mild or severe disease in another individual or 
vice versa. A timely illustration is the emergence of COVID-19 and the variety 
of immune responses from individuals to this infectious agent which may range 
from asymptomatic disease, mild disease to severe disease [3], requiring hospi-
talization and even causing death. Thus, the complexity of the immune system 
can make us vulnerable to certain types of infectious diseases but immune to 
others. Furthermore, the immune status of a person is variable over time, due in 
part to aging because of immunosenescence and inflammation. These last two 
concepts may play a role in the high mortality associated with COVID-19 infec-
tion among the elderly in addition to other comorbidities associated with 
aging [4].

 3. Some diseases are seasonal and others are restricted to certain environments 
(climate, humidity, altitude, type of flora or fauna, etc.) where the ecological 
characteristics allow greater reproduction of the agent or vectors and/or trans-
mission to humans. In this category some examples of infectious agents are 
endemic mycosis, dengue and malaria.

 4. Modes of transmission of infectious agents can be through insects (dengue, 
malaria), water contamination or food preparation (rotavirus infection, cryptospo-
ridiosis, giardiasis, salmonella, and cholera), the respiratory tract by aerosols or 
droplets (measles, tuberculosis, influenza, COVID-19), direct contact with the 
patient (chickenpox, scabies), sexual intercourse (HIV, gonorrhea, syphilis), blood 
transfusion (HIV, viral hepatitis). These modes of transmission are all examples of 
horizontal transmission because the infectious agent is generally passed from per-
son to person in a group. Vertical transmission from mother to child occur during 
the processes of reproduction, fetal development or birth and occurs with infec-
tious agents such as HIV, syphilis, toxoplasmosis and herpes virus [5].

 5. Social determinates of health are mostly conditions in which people are born or 
live, and therefore are shape by the environment. These include factors like 
socioeconomic status, where we live, a city a neighborhood, work activity, type 
of housing, quality of access to care, social support systems and cultural prefer-
ences. In turn these social determinants may facilitate or mitigate the risk of 
contracting a particular infectious agent, such as for example tuberculosis, HIV 
and COVID-19. These insights in the relationship of social determinants and 
infectious diseases are key aspects in developing public health strategies to 
effectively combat endemic infectious diseases [6].

Therefore, for an infectious disease to occur, a series of factors need to coincide in 
a given environment and person(s), to become infected or ill. In turn, infectious 
diseases can be averted by exploiting vulnerabilities in the infectious cycle when the 
pathogen is most susceptible. For instance, vector-borne infectious diseases could 
be averted by control measures of the vector or prevention methods to minimize 
exposure to humans. In the case of direct person-to-person transmission strategies 
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such as improving sanitary conditions as well as education and/or barrier protection 
methods, could help reduce infection. In other cases, infection may be prevented 
with vaccination strategies. In some occasions, drugs (chemoprophylaxis) may help 
suppress an infectious agent or abrogate the continuation of the disease process. 
Nevertheless, there are many infectious diseases for which we do not have adequate 
control methods, or the methods are undeveloped, or absent. Therefore, the impor-
tance of understanding and addressing the biological aspects of transmission and 
the social determinants of health associated to a given infectious agent.

28.1.3  The Person’s Environment and Infectious Diseases

28.1.3.1  The Community and Infectious Diseases

The health of individuals is affected by the environment in which they live, and vice 
versa, a person’s health status affects their community. As social beings, we share 
our activities and express our feelings through actions, which can facilitate the 
transmission of infectious agents. Thus, some diseases in the community are highly 
endemic, placing people living in that community at high risk of acquiring an infec-
tion. Also, the environment has a role in directly affecting social interactions within 
cities and neighborhoods. For example, in resource-poor neighborhoods in Peru, 
geographical space, economic and social context all influence transmission dynam-
ics of pathogens such as tuberculosis [7] and more recently COVID-19. For these 
reasons understanding the dynamics of infectious diseases is constructed on the 
organization of human social networks, the behavior of individuals and on the con-
text of patterns of the transmission of the infectious agent(s) within the community.

The main aim of infectious disease control strategies is to prevent disease out-
breaks from occurring in the first place and if an outbreak occurs, to use effective 
mitigation strategies to contain the epidemic. These control measures are built 
around the environment of the community and characteristically involves separation 
of ill individuals from the rest of the population, i.e., isolation or quarantine, and/or 
closing public places such as schools and more generally the use of social distanc-
ing methods. For these reasons, communities need to know which infectious dis-
eases they are at risk and to what extent they are or may be affected, so that they can 
establish prevention and control strategies based and implemented on the commu-
nity level needs.

One of the most effective and safest strategies to prevent infectious diseases in a 
given community is vaccination. In fact, vaccinations are recognized to be one of 
the ultimate public health achievements, with an estimated 2–3 million deaths pre-
vented each year. Over the last century, vaccinations permitted the eradication of 
smallpox, and the containment of polio and reducing the overall global child 
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mortality rates and lifelong disabilities [8]. Moreover, the benefits offered by vac-
cines can be extended to the community, through herd immunity, to those unvacci-
nated individuals, including vulnerable populations, i.e., the young and the elderly, 
or the immunosuppressed not able to mount robust immune responses [8]. 
Nonetheless, even if we have a very effective vaccine(s), we need to reach optimal 
vaccine coverage to achieve the full benefits of vaccination.

A well-timed, important illustration is the COVID-19 pandemic and the impor-
tance of vaccinations. There are now multiple very effective COVID-19 vaccines 
that prevent infection, hospitalization and death [8, 9]. However, due to vaccine 
hesitancy and lack of access to vaccines, there are many communities in the world 
that are still experiencing high number of cases, hospitalizations and deaths because 
of low vaccination rates. Therefore, the most important public health action to end 
the COVID-19 pandemic remains increasing vaccination coverage to achieve the 
full benefits of vaccination, which saves lives, prevents illness, and reduces the 
spread of COVID-19 [9, 10].

28.1.3.2  The Reason for Pandemics, Endemics and Epidemics

The main characteristic of a pandemic is when a disease’s growth is exponential and 
that the infectious agent covers a wide area, affecting several countries and popula-
tions [11]. The definition of a pandemic does not consider other features of the 
infectious agent, such as disease severity or the immunity of the population.

Endemic infectious diseases are present when the factors that condition these 
diseases cannot be controlled and may be limited to a particular region [11]. Thus, 
the number of cases remains stable over time, and the endemicity may be mild, 
moderate or severe. Malaria, for example, is considered an endemic infectious dis-
ease limited to certain regions and countries. In the case of COVID-19 experts 
believe it is becoming an endemic disease, but we do not have enough information 
to know if it is going to be contained to certain regions of the world and its endemic-
ity will mild, moderate or severe.

Epidemic diseases occur when a new infectious agent emerges in a community, 
or one or more of the factors that condition diseases have been neglected and there 
is a reemergence [11]. For instance, yellow fever, smallpox, measles, and polio are 
examples of epidemics that occurred in many parts of the world.

It is important to consider that an epidemic can progress into pandemic. An 
example is COVID-19, it was originally identified and localized to Wuhan China, 
but rapidly spread and became a pandemic, out of control and covering a wide area, 
affecting all countries of the world and populations. But a pandemic can also, 
become endemic. For example, COVID-19 is so well adapted for human-to-human 
transmission that we will not be able to eradicate and, thus it is likely already 
endemic.
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28.1.3.3  Stigma and Infectious Diseases

In the past, infectious diseases, being widely transmitted and not having a cure, 
generated an attitude of rejection towards the affected persons, in order to avoid 
contagion. However, the better knowledge that we have about their transmission and 
prevention have significantly reduced the stigma against them. However, the appear-
ance of new “emerging” diseases and the appearance of old ones that were thought 
to be controlled or “reemerging” causes people to revive attitudes of rejection of 
those affected. In many parts of the world, lack of information/misinformation or 
inadequate public health education and cultural attitudes is the main driver of the 
stigma continue.

There are differences in infectious disease-related stigma that are associated to 
distinct features of the infectious agent and how a population perceives a potential 
treat. HIV/AIDS, a sexually transited disease, is also a pandemic and an epidemic. 
Experts believe that HIV/AIDS, evolved from a virus found in chimpanzees that 
was transferred to humans in Africa in the early1900s. By the late 20th century, the 
virus had made its way around the world becoming a pandemic. HIV/AIDS is prob-
ably the most prominent infectious disease associated with high levels of stigma 
across the world [12].

HIV/AIDS in most societies, is generally perceived as a chronic fatal disease 
associated with negative connotations such as homosexuality, drug abuse, sex work, 
incarceration and poverty. Although this perception is changing with the advent of 
effective anti-retroviral therapy, the stigma in some parts of the world persists [13].

If we compare infectious diseases like COVID-19 with HIV/AIDS, the stigma 
differs substantially because the social factors associated with COVID-19 are not 
considered as morally unacceptable and most persons are at risk of infection with 
COVID-19 independently of their social background. For instance, at the beginning 
of the pandemic infected individuals and health care workers, experienced substan-
tial incidents of stigmatization [14]. In addition, stigmatization of COVID-19 is 
mainly driven by the fear of the disease itself. From a public health viewpoint, fear 
and its associated stigma is a barrier to seek help and people may not use health 
services to avoid the stigma or dishonor associated with finding out that they are 
infected. As COVID-19 is a continuing danger, the stigma associated with this pan-
demic would remain for the foreseeable future and it could become a longstanding 
concern for the world.

28.1.4  The Commitment of the Physician 
and the Health Authorities

28.1.4.1  Early Diagnosis and Treatment of Infectious Diseases

Proper diagnosis is the basis of treatment and recovery of the patient. For this, the 
physician must offer a human approach and enough time to the suffering person.
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The interaction between the infectious agent and the immune response generates 
tissue damage. The longer the diagnosis and treatment of the infection are delayed, 
the greater the consequences or the risk of losing the person’s life.

The consequences of infection in any organ are unfortunate, however, the delay 
in the diagnosis and treatment of an infection of the Central Nervous System (CNS) 
is inexcusable. Thus, early diagnosis of a CNS infection is a must when suspected. 
The consequences of delays of diagnosis, and implication for an adverse health 
outcome, will not only affect the patient, but also the family that will have to care 
for a potential disabled person.

We have better diagnostics and better antimicrobials; however, they are not 
always available, which is very unfortunate especially in many developing coun-
tries. In these cases, it is important to try to offer the best available treatment to these 
patients.

In the approach to infectious diseases, we will not always have the agent isolated 
prior to the start of therapy, since the person may be very seriously ill, and we must 
decide on empiric therapy. In such cases it is important to make every effort to 
obtain samples for cultures, prior to the most convenient decision on antimicrobial 
therapy.

Any therapeutic decision must be adjusted in consultation with the person, since 
in the end it is he/she who is going to follow the treatment. It is not enough to choose 
the best treatment option, but it must also be adapted for the circumstances sur-
rounding a given person and with their consent. In other words, making the patient 
an active participant in his/her health care decisions.

28.1.4.2  Hospital/Health System and Infectious Diseases

The person who has lost his health from an infectious disease, leaves the comfort 
of their house to go to the hospital, usually an unfamiliar environment, where 
there is limited privacy and where one feels often isolated. Most of these people 
are in a fragile state due to their disease and they may not be able to make deci-
sions, or they may feel not in control of their life and may feel at the mercy of 
strangers. In this situation it is important to take a holistic, individualized, 
respectful approach to care that meets the health and psychological needs of 
the person.

Due to the severity of the infections and/or types of germs, broad-spectrum 
antibiotics are used in hospitals, so people may develop adverse events related to 
the antibiotics or may developed colonization from multi-resistant germs from a 
hospital associated infection. For this reason, hospitalization should be decided 
only under terms in which outpatient care is not possible. Health systems must 
adapt to this new reality by facilitating increasingly complete care at the outpa-
tient level.
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28.1.4.3  Infection Control Measures and the Health Worker

We have mentioned about the conditions that favor the emergence of multi-resistant 
germs in the hospital, so it is very important that hospitals have infection control 
programs. In addition, every worker must be aware that he is an infection control 
agent, and a potential generator of infection transmission in the hospital. Therefore, 
the health care system must have indicators that allow them to know the situation in 
real time of the sentinel events of infections that occur in the different hospital envi-
ronments. It is important to emphasize that nosocomial infections cannot be elimi-
nated, but they can be limited or controlled in a reasonable manner, so that they 
remain at low levels. Thus, monitoring these infections should be a quality indicator 
of a hospital [15]. The health worker must also be cared for by the health system, 
because they maybe at risks of acquiring an airborne infection such as tuberculosis 
or from an accidental needle stick, an infection such as HIV or a viral hepatitis.

28.2  Evaluation, Treatment and Care of the Person 
With Covid-19

Eduardo Ticona

The pathogenesis of COVID-19 is not dissimilar to that of other infectious diseases, 
where many people are exposed, fewer are infected and even less individuals expe-
rience the disease [16]. However, in the case of respiratory viruses, under the cir-
cumstances of a pandemic with mostly a susceptible population, the numbers of 
exposed, infected and disease individuals could be enormous. Therefore, as we 
experienced with this pandemic, in a very short time the health services of a com-
munity became overwhelmed, huge numbers of people seeking care, and the health 
care infrastructure buckled in many places under the pressure of COVID-19 
cases [17].

We conceive of a person as healthy, when he/she does not present clinical dis-
comfort, is emotionally stable, participates in his/her social environment and also 
achieves well-being in his environment. However, this condition can be temporarily 
or permanently lost due to external or internal (genetic) factors.

During a pandemic, the external factors not only gradually affect many people, 
but the transmission dynamics of exposure, infection and disease of the virus, gen-
erates social, mental and spiritual suffering [18, 19]. The magnitude of the waves of 
infection can compound the social and economic dislocation from locality to local-
ity, intensifying the suffering and feeling of hopelessness and isolation. Obviously, 
these internal and external factors of the pandemic generate a significant negative 
impact on people’s daily lives [20].

Therefore, an individual in quarantine, a person in contact with a person with 
COVID-19, a person with a suspected or confirmed diagnosis, an asymptomatic 
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person with a positive test, a patient after a hospital discharge, and grieving family 
member(s), all are affected from the actual chain of transmission of the virus and 
from a physical, environmental, social and psychological response to the virus. In 
each and every one of these cases, COVID-19 impacts the person, the family and 
their community from the disease perspective and in a psychological, social and 
spiritual manner.

 (a) Person in quarantine, in isolation, inside a reduced space without meaningful 
social interaction

People in quarantine are significantly affected mentally, generating feelings 
of loneliness, sadness, anguish and despair. They fear leaving their homes, but 
at the same time they cannot stay inside them, because they have to get their 
daily income, keep their jobs, or buy basic necessities; thus they expose them-
selves to the risk of contracting the disease. On the other hand, the alarmist 
news through the media, emphasizing the negative side of the control measures 
on the part of the government or citizens, or the knowledge that a neighbor, 
family member or friend has been affected or has died, further generates a sense 
of helplessness and hopelessness.

It is considered that, in the month of March 2020, a third of the world popu-
lation was under quarantine.

 (b) Contact person of a person with COVID-19, at risk of becoming ill
People’s fear of getting sick, especially in people who have been in close 

contact with a sick person, have led them to take medications or non-medical 
products from doubtful sources.

The situation has been more severe, when people took care of their relatives, 
offering care to their patients at home with poorly ventilated environments, 
with limitations of disinfection and protection supplies, which resulted in fur-
ther transmission and caused more illness and death.

 (c) Person with suspected or confirmed case of COVID-19
During the active community transmission phase of the pandemic, people 

with upper respiratory symptoms, fever, or general malaise were considered 
suspect for COVID-19, and if the cases were corroborated through a confirma-
tory test, they were isolated. This generated additional anxiety in the person at 
the possibility of becoming severely ill and/or transmitting it to loved ones at 
home [21]. In this same group can be included the asymptomatic person who 
for various reasons was tested and found to be positive.

 (d) Person who is discharged from hospital after COVID-19
A person suffering from severe COVID-19 often resulting in hospitalization, 

experiences a stressful environment, in isolation, gasping for air, feeling of 
hopelessness, seeing people die and confronting their own mortality. Their ill-
ness, definitely does not stop upon discharge, in some circumstances it is 
accompanied by a long period of post-COVID-19 sequelae or discomfort, 
which the person thinks could disable his or her respiratory system for life [22].
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 (e) Person grieving for COVID-19
So many have been affected by this pandemic that most people have had a 

loved one or known some who had severe disease or died of COVID-19. 
Although death saddens us knowing that we will not be able to share physically 
with the person in the future, the suffering is compounded from special situa-
tions occurring during the pandemic, since family members died alone, not in 
company of their love ones during their agony, not able to accompany them to 
their burial, and in some instances several members of the same family also 
died around the same time and in similar circumstances [23]. Even with the 
pandemic in its third year, there is a feeling this cycle could be repeated and 
thus the struggle continues and there is an overall feeling of impotence.

 (f) Absence of oxygen for the sick person
After a year of pandemic, even medical science does not have an antiviral 

treatment that allows to eliminate this virus from the affected person. However, 
supportive management has been significantly improved, especially in moder-
ate and severe cases, both due to the better knowledge of the pathogenesis of the 
virus, as well as the greater skill of medical teams. However, in some scenarios, 
there was an inconceivable lack of oxygen in hospital establishments, oxygen 
being a vital element to sustain life, not only caused preventable death, but also 
generated panic in families, communities and in society at large [24].

28.2.1  The Community Response in the Prevention 
and Control of COVID-19

Undoubtedly, in the face of a pandemic that generates a sudden and unexpected 
number of cases, the health system and resources for an adequate health response 
will always be insufficient. This will be more evident in environments of poverty, 
where resources were previously limited and the social factors that favor transmis-
sion and its consequences are prominent.

In this context, a community response is the best way to face a pandemic, which 
must start at the local neighborhood level, and advance to engage progressively a 
whole nation, including governmental and non-governmental organizations. At the 
larger levels, political support is fundamental [25, 26].

Thus, “during the pandemic, community participation can help identify and 
respond to priority problems and their social and health aspects” [27]. This partici-
pation allows solidarity efforts to be successful towards one person or many people, 
even strengthening the health system at all levels.

Death, which is a natural process that concludes the life of every human being, 
and that due to the development of science and technology has been delayed consid-
erably towards older age, now the pandemic has brought it closer to us at any age. 
By not being prepared for it, a lot of fear has been generated, and we once again 
recognize that we are passengers in this life and have to learn to confront our 
own death.
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Society in its desperation has lost control of its reactions, generating political 
upheaval, questioning its leaders, pointing fingers, and wanting to find someone 
responsible. On the other hand, some politicians took advantage of these circum-
stances by insisting discontent towards the government generating distrust and dis-
couragement in the population with the aim of augmenting their own power.

Thus, during the COVID-19 pandemic, people not only require adequate medical 
care when they are sick, but also require person-centered human care, since their 
entire being is suffering. On the other hand, this panorama is broader, since all 
people suffer and require the same humane treatment. It is in this moment that, in 
the face of the threat of death, our spirituality expressed in love for our neighbor and 
vocation of service should lead us to understand that we cannot face this situation in 
isolation. We need the response of the community as a whole, where there is no time 
to look for the guilty. It is to be expected under these circumstances that difficulties 
are always accentuated, and therefore, they could not stop affecting us. The faster 
we realize that the answer lies with us, the less damage the pandemic may cause.

Likewise, as a human response, we must understand that the pandemic has a 
general cause expressed in the deterioration of the environment. If this is not 
stopped, similar threats to humanity will appear in few years. Infection control mea-
sures will remain in our daily practice, both in health services and in our homes, 
generating a new lifestyle.

Finally, the care of the person with COVID-19 includes the care of all the people 
in society affected by the pandemic, which in its beginning and end depends on the 
people themselves organized in community.

28.3  Practical Implications for the Implementation of Person 
Centered Care in Pandemics

Eduardo Ticona

 (a) Key factors for the implementation of person-centered care for infectious disease
The person with an infectious disease, realizing that an infectious agent is in 

their body, fears for health damage, as well as putting people around you at risk, 
which generates stress due to fear of to the outcome of your illness or if it will 
transmit to a loved one. On the other hand, the people around him adopt protec-
tive attitudes. Thus, the patient is deeply affected physically, mentally, and 
socially. In the case of an acute infectious disease, this process lasts a few days 
or weeks, but in chronic ones, the person is affected for months or years.

Person-centered medicine offers affected people a comprehensive and holis-
tic management [28], and also allows us to better recognize and treat the social 
determinants of health that were involved in exposure to the infectious agent or 
difficulties experienced by the patient in obtaining health care [29]. If we do not 
act on them, or do not consider them in the treatment, is likely to happen a poor 
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evolution of the disease, reinfection, or a relapse are likely. The eight principles 
of Person-Centered Medicine [28] specify the basics of complete and essential 
human care. The greatest crisis of care occurs during epidemics or pandemics, 
for which we must prepare, since great population growth, new lifestyles, and 
the affectation of biodiversity, among other factors, increase the likelihood of 
pandemics.

 (b) To what extent is the care given to the person with infectious disease focused on 
the person?

The care focused on the person affected with infectious disease depends on 
(i) the type of infectious disease, (ii) if the management is hospitalized or out-
patient, (iii) if the care is in an urban or rural environment, or (iv) if it is pro-
duced under an endemic, epidemic o pandemic situation. For some of these 
diseases, despite the good attitude and preparation of health personnel, person- 
centered care is limited by the infection control measures that are implemented 
in health services, which indirectly creates a barrier for proper and person- 
centered care. Therefore, health personnel should show a humane and warm 
treatment that allows them to overcome the barrier of clothing or procedures 
that they have to perform.

In other circumstances, it is the stigma ascribed by the community to these 
diseases, in which health personnel may also participate, that discriminatory 
behaviors towards affected persons occurs. Stigma is considered a key social 
determinant of health, which leads to disease, death, and health disparity [30].

 (c) Current obstacles to the implementation of person-centered care for those suf-
fering from an infectious disease.

The main obstacle occurs in scenarios with limited resources, where there 
are: (1) lack of infrastructure, materials and equipment for the implementation 
of infection control measures, so that health personnel do not feel protected and 
their activity at bedside is limited to minimal care, (2) the lack of education and 
training programs for health personnel, which is why they are unable to free 
themselves from the stigma towards certain infectious diseases and generate an 
attitude of rejection, low quality and coldness in care, and (3) the lack of com-
mitment of health service managers, who, given the limitation of resources and 
the previously mentioned attitudes neglect person-centered care.

 (d) Changes necessary to promote person-centered care for infectious disease
Regardless of the available resources for proper health care, which could be 

rationalized for your best use, the most important factor to maximize person- 
centered care is the attitude of health personnel and health service managers, 
who must free themselves from prejudices and stigmas. It is necessary that the 
principles of person-centered medicine be incorporated fully in the educational 
programs of physicians, health personnel and managers of health services. 
Then, in the work environment itself, a continuous process of evaluation and 
feedback for person-centered care is needed, which could require periodic 
workshops to improve day-to-day experience for all involved.
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28.4  China’s Management of the COVID-19 Pandemic 
and Its People-Centered Strategies

George F. Gao and Lei Zhou

At the end of December in 2019, a novel virus, later named SARS-CoV-2 coronavi-
rus [31] was detected and reported through the China’s surveillance system [32, 33] 
when attacking Wuhan City in the Hubei Province of China and causing an outbreak 
in urban Wuhan [34]. Several weeks later, the virus gradually spread to the whole 
city of Wuhan, and then the overall Hubei Province, and finally the whole nation, 
reaching epidemic peak in early February 2020 [34]. The number of new cases per 
day increased to 3700 and a large number of cases needed hospitalization. Due to 
the ensuing medical service crisis, a considerable number of patients died [34]. The 
epidemic situation was extremely severe at that time: as of February 1, 2020, a total 
of 86,601 cases had been confirmed in China, with 4753 deaths and a crude fatality 
rate of 5.5%. With the gradual effectiveness of prevention and control strategies and 
measures, the epidemic situation began to decline significantly since February of 
2020 and on March 18, the domestic cases in Mainland China were completely 
zeroed out [35, 36].

Meanwhile, the number of imported cases gradually increased and became the 
principal risk to China [37], and imported cases continued to exist since then. The 
later mode of epidemic of COVID-19 in Mainland China was following closely an 
epidemic peak of imported cases, subsequently occurring a small-scale domestic 
outbreak [38].

So far, this kind of imported-ahead of-domestic events with local transmission 
have been repeated for about 40 times. Almost all the small-scale domestic out-
breaks could be effectively controlled within the 1–2 longest incubation period of 
COVID-19, and the number of cases ranged from a few to more than 1000. All cases 
have been actively treated, and there was no medical system crisis and no death of 
patients anymore.

COVID-19 has been present for more than one and a half years. Looking back to 
previous epidemic control in China, the unique strategy and tactics implemented in 
China have been summarized. As the first country to detect and report the COVID-19, 
China has been insisting on a proactive strategy to control the epidemic [35, 39].

As of December 5, there were 86,619 confirmed cases and 4634 deaths, resulting 
a CFR (case fatality rate) of 5.3%. As the first anniversary of COVID-19 is coming, 
in retrospect, China has kept adhering to patient-centered and life-first principles 
while fighting COVID-19.

Based on the fully multidisciplinary alliance of virology, epidemiology, clinical 
medicine, social medicine, psychology and other sciences and technologies, China 
identified and isolated the COVID-19 virus seven days after outbreak detection and 
developed a diagnostic test kit after the various genomes were revealed on Jan 3, 
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shared the whole gene sequence quickly [31–33, 40, 41], decisively closed the mar-
ket and even locked down the whole city, relied on core NPI (non-pharmaceutical 
intervention) measures such as 4 lines, 4 levels and 4 earlies, and timely updated 
technical guidelines and protocols [35].

On due course, the first wave of COVID-19 in China was successfully controlled 
in March. During the subsequent COVID-19 outbreak control and response, China 
has persevered on science-based and precision principles, timely updated the 
national COVID-19 control strategy from containment to the combination of pre-
venting importation and domestic transmission [35, 36].

The first wave of epidemic response has left us valuable experiences. In compari-
son with previous infectious disease outbreaks response, when fighting the 
COVID-19 outbreak, China sticked to the principles of social mobilization and 
whole-society response all the time. At the very beginning of the COVID-19 out-
break, President Xi and the State Council demanded the implementation of the 
“people-oriented” concept, which has been highly emphasized all through the whole 
response. The four centralized principles of treatment, doctors, drugs and medical 
resources are adopted in clinical case treatment to provide early diagnosis, early 
treatment and early medication in order to reduce severity and death as much as 
possible. All medical expenses during the response are paid by the government. 
During the period of “shut down”, community staff and volunteers were mobilized 
to deliver all kind of necessities for people isolated at home. Free psychological 
consultation and support were provided to people working and living in the epi-
demic area, including medical staff and the general public. It was due to the close 
cooperation of the government and the general public that the epidemic could be 
controlled so quickly. Based on the experience of the first wave response, when 
China was entering the second stage of COVID-19 response and facing the threat of 
imported-ahead of-domestic cases from time to time, it was easier for China to find 
a balance between social-economic development and epidemic control. On the one 
hand, non-pharmaceutical interventions (NPI) which had been proved to be effec-
tive in the first wave response, including four earlies, large-scale nucleic acid 
screening, and close tracking and management, were continuously adhered to. On 
the other hand, social mobilization and whole-society engagement was continu-
ously strengthened and the “people’s war” was adhered to all the time. The govern-
ment encouraged Chinese people to follow personal protection even during the 
period of no case reports. During the second to the seventh waves of COVID-19 
outbreaks responses, China has successfully interrupted the chain of virus transmis-
sion and prevented its possible wider spread into the community [35], which pro-
vided valuable time for vaccine research and development to come about.

With the success of vaccine research and development [42], and rapid promotion 
of vaccination in the Chinese population [43], the interval of imported-ahead of- 
domestic events has been gradually extended, the scale and duration of each out-
break has been gradually reduced and shortened, respectively. As a result, the social 
and economic impact of each outbreak has been clearly attenuated. Although the 
fighting against COVID-19 has not stopped, the Chinese government has growing 
confidence on epidemic control and response, and the strategies and measures are 
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becoming increasingly mature. The Chinese people have higher acceptance of and 
better compliance with the current situation and response [44]. The COVID-19 con-
trol and response in China are more scientific, accurate, calm and efficient. At the 
end of the day, China has a stronger community-level public health service [26].

28.5  Conclusions

A rapid spreading pandemic of an infectious disease over a wide geographic area, 
crossing international boundaries, with high number of infected individuals and 
high morbidity and mortality can have enormous economic, social, psychological 
and political consequences for the whole world as we are currently experiencing 
with the COVID-19. As a strategy for preparedness for pandemics and epidemics, 
individuals and communities need to know which infectious diseases they are at risk 
for and to what extent they are or may be affected, so that they can establish preven-
tion and control strategies based and implemented on the community level needs. In 
this context, the relationship of social determinants and infectious diseases are key 
aspects in developing public health strategies to effectively combat epidemics. In 
addition, treatment and vaccines based on scientific evidence need to be make avail-
able as soon as possible to mitigate the potential high morbidity and mortality asso-
ciated with the pandemic. As an integral part of these strategies, person- and 
people-centered care for infectious diseases and pandemics and strengthening pub-
lic health structures informed by science and world-wide solidarity should be 
priorities.
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Chapter 29
Person-Centered Genetic Counselling

Vigdis Stefansdottir, Jon J. Jonsson, and Christine Patch

29.1  Introduction

Genetic counselling is a relatively new clinical field and profession, but it is devel-
oping internationally, and the number of genetic counsellors is increasing world-
wide. Advances in genome-based health care are in part, the reason for this increase 
[1]. Genetic counsellors as health professionals have a specialized education and 
training in medical genetics and counselling. Their many roles include, but are not 
limited to, counselling clients, facilitating accurate diagnosis, discussing appropri-
ate options for testing and surveillance, offering psychosocial support, designing 
and conducting research, supervising trainees, taking part in generating health care 
policies, teaching, developing and implementing educational tools [2]. 
Implementation of genomic medicine has led to questioning of the original basis of 
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genetic counselling practice and a push to critically evaluate traditional approaches 
in order to improve care for individual persons and their families.

It is, however, important to make a clear distinction between precision medicine, 
sometimes called personalized medicine and person-centered medicine. In preci-
sion medicine, the emphasis is on treatment and prevention of diseases based on 
individual variability in genes, environment and lifestyle. This does not affect pre-
cise role of the patient and the health care worker but rather what information is 
used to ensure the most effective treatment or prevention often based on reduction-
ism. In contrast, person-centered medicine is shifting the focus on the patient as a 
whole person integrating biomedical, psychological, ethical, person’s experience 
and humanistic values.

Also, DCT or direct to consumer testing, is available in many countries and in 
part can be considered patient empowerment as it allows the patient to choose 
whether and what is tested. However, genetic testing is complex and readily subject 
to misunderstanding sometimes with dire consequences. DCT, therefore needs to be 
assessed through websites with quality information and preferably decision aids, 
where a person’s understanding is assessed at each step, in the absence of pre-test 
genetic counselling. The process has to be assessed and an option to continue or not, 
must be readily available. In addition, the person should have ready access to pro-
fessional genetic counselling at any time to explain the process and outcome.

29.2  Non-directiveness as Key Approach

In the early phase of the development of genetic medicine, there was recognition 
that genetic diseases affected not only the patients but also their families in numer-
ous ways. The need was identified for a term describing how patients with genetic 
problems and their families had been helped to cope, without the eugenic overtones 
common at the time. It was Dr. Sheldon Reed who in 1947, first named the profes-
sion genetic counselling [3]. However, Professor Melissa Richter was the first one 
to establish genetic counselling as a formal profession. She initiated the first train-
ing program in Sarah Lawrence College in New  York in the 1960s [4]. As for 
increase in numbers, in a recent article, the authors concluded that the number of 
genetic counsellors was close to 7000 in 28 countries [2]. From its inception, non- 
directiveness was a key principal that became accepted in genetic counselling. 
Donald W. Hadley, on the NIH website says that: “Non-directiveness is an approach 
used in providing genetic information in counseling in as balanced a fashion as pos-
sible without exerting pressure or coercion as to what the clients’ decision should be 
or what their actions should be following counseling sessions”.

It may partly have been a response to the history of genetics and a desire to place 
the client at the centre of what were, at that time, mostly decisions related to repro-
ductive choice. Professional statements still emphasize non-directiveness in genetic 
counselling practice. For example, the following statements can be found on the 
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website of Code of Ethics for the National Society of Genetic Counsellors, in the 
USA, in Sect. II, Article 4:

Genetic Counsellors strive to enable their clients to make informed decisions, free of coer-
cion, by providing or illuminating the necessary facts and clarifying the alternatives and 
anticipated consequences. [5]

Likewise, the Association of Genetic Nurses and Counsellors in the UK have a simi-
lar text in their Code of Ethics:

Enable clients to make informed and independent decisions, free from coercion, through the 
use of a range of counselling theories and styles. Respect the client's personal beliefs and 
their right to make their own decisions. [6]

Seymour Kessler, who was a major influence in the development of genetic counsel-
ling practice, highlighted in a series of articles in 1997 that non-directiveness is not 
incompatible with many developments in genomic science which will lead to 
improved prevention and treatment. In that setting, the counsellor might recom-
mend that course of action. However, counselling skills based on non-directiveness 
are still relevant to promote autonomy and self-direction in clients [7]. In promoting 
autonomy, the final decisions are always in the client’s hands.

29.3  Developing Models of Care

There is general consensus internationally that genetic counselling is based on a 
client-centred communication process. Most definitions state that the aim is to help 
patients and clients understand the facts of a genetic diagnosis and includes helping 
counselees incorporate the genetic information into their lives by thinking about 
how they can rationalize and adjust to this new reality and how to explain it to rela-
tives [8]. Genetic counsellors are keenly aware that each patient is unique in relation 
to personality, values, education, circumstances, genetic make-up and family his-
tory. There is no “one size, fit all” model and it is still as important as ever to provide 
impartial and non-directive counselling. However, there is also a need to consider 
additional approaches as genetic test results become more important in stratifying 
care and contributing to personalized medicine.

Models of care are developing and changing and are also unique to particular 
contexts and health care systems. The roles of genetic counsellor are also develop-
ing and changing. As technologies have developed, some genetic counsellors have 
moved from patient facing roles to working in laboratories providing result interpre-
tation and reporting, customer liaison and case co-ordination. This so far has not 
developed in Europe where genetic services are predominantly associated with spe-
cialist laboratories and include multidisciplinary teams [9].

In systems of healthcare that have developed in Europe, the referral to genetic 
counselling can be either self-referral or from a health care professional. The family 
and medical history are gathered, either by clerical staff or a genetic counsellor, 
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often before the first appointment and then updated in the clinic. When there is a 
known pathogenic variant in the family, this step can be largely omitted or at least 
shortened. Traditionally, genetic counselling has included pre-and post-test coun-
selling in person [10]. However, a limited number of genetic counsellors has been a 
major limitation in genetic services in recent years [11]. In conjunction with 
increased use of technology, this has led to adaptation in the delivery mode to 
increase efficiency. These include increased use of telephone and video sessions, 
telegenetics/telemedicine and group counselling.

The term telegenetics/telemedicine refers to live videoconferencing with both 
visual and audio access. It has typically been mostly used in rural healthcare, but 
telegenetics is rapidly making its way into other types of genetic counselling. The 
COVID-19 pandemic has hastened this development. As an example, in Iceland, for 
the first 9 months of 2020, due to COVID-19, the clinical genetics service mostly 
turned to telegenetics/telemedicine for all kinds of genetic counselling. This has 
worked well in most cases, although the staff agrees on that meeting in-person is 
generally better due to personal contact. Obviously when the counselee must be 
physically examined this is much better done in the clinic. From informal commu-
nications conversations with genetic counsellors across Europe via the ENGNC 
forum (European Network of Genetic Nurses and Counsellors) there was agreement 
that there has been an increase in the use of both telephones and video sessions, with 
both parties in their own homes or at least the counselee (personal communication). 
Due to the short time period, there are few studies yet published on how much the 
use of telegenetics has increased due to COVID-19. However, Pagliazzi et al. [12] 
recently described how COVID-19 has forced a change in genetic consultation and 
reduced significantly the number of face-to-face visits [12]. Similarly, Bergstrom 
et al. [13] surveyed genetic counsellors in New York about changes in their prac-
tices before January 2020 and after March 22nd. Their results showed decrease in 
in-person consultation and an increase in video and telephone consults. They also 
showed general decrease in seeking genetic counselling [13]. Research has shown 
that both pre-test and post-test telephone cancer genetic counselling is acceptable to 
counselees and often more convenient than in-person appointments [14, 15]. 
Telegenetics has the benefit of allowing people to talk from their own home, which 
for some can be easier than face-to-face meeting and saves travel and office visits.

29.4  What Is Covered in Genetic Counselling?

The content of the clinic appointment commonly includes some of the following 
components:

• Family history:
Taking a family history has been a traditional feature of genetic counselling 

and medical genetics. Family history is paramount in genetic counselling. This 
serves not only to establish the inheritance mode of the condition and identifying 

V. Stefansdottir et al.



483

others that may need testing. It is also a communication process between the 
counsellor and the counselee in order to get to know each other better. Family 
history includes information on the proband, siblings, parents and their siblings, 
aunts and uncles and the generation above the parents. For each person listed, 
information needed includes date of birth, date of death, as well as relevant medi-
cal history, reproductive history, number of stillbirths, miscarriages and sudden 
unexplained deaths. Within the family history taking session, important facts 
may come to light, affecting the process. In many countries large genealogy 
 databases exist, either private or public. These can be used to hasten and get more 
accurate family information[16]. Cancer registries often have their own geneal-
ogy databases, and, in some cases, genetic services have ascertained databases. 
Even accessing available material on the Internet can give vast information [17]. 
To establish Mendelian inheritance, a 3-generation pedigree is needed, but a 
3-degree (can be up to 5 generations) pedigree proved to give the most accurate 
risk assessment in cancer genetic counselling [16]. Pedigree of that size is often 
difficult to obtain, using conventional methods in part because the counselee’s 
knowledge of the medical history of more distant relatives is often limited. The 
family history can support genetic findings or prompt search for a different diag-
nosis. Electronic health records, if available can help in collecting the medical 
history, which can hasten the progress.

• Explaining the process:
Before genetic testing, it is important to explain the process, what kind of 

genetic testing is planned, possible outcome from genetic testing, the availability 
of surveillance and/or preventive measures, effect on other relatives and who oth-
ers in family should be tested in case of positive outcome. Further, there is a need 
to explain that genetic testing does not always deliver an answer and sometimes 
tests have to be repeated at a later date, as knowledge advances.

• Consent for genetic testing:
An informed consent should subsequently be obtained. When using exome or 

whole-genome sequencing or similar, secondary findings have to be addressed 
and a clear permission or denial for giving optional secondary findings is vital. 
The storage and further use of the sample also need to be addressed as well as all 
collection of information.

• Risk assessment:
The inheritance model, if known, needs to be clarified in order to explain the 

risk assessment for the counselee and other family members.

29.5  Precision Medicine

Tailoring medical treatment to a characteristic of a patient or subgroups of patients 
has been termed “precision medicine”. Using precision medicine allows for specific 
therapeutic interventions and prevention strategies for those who will benefit out of 
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the population of patients with similar diseases. By obtaining both genotypic and 
phenotypic information, it is becoming possible in increasing number of cases to 
inform effective and accurate treatment [18].

29.6  Practical Implications for Implementing Person 
Centered Care

Advances in genomic medicine, partly driven by developments in genome sequenc-
ing technologies, will move genetic counselling out of the specialist clinical and 
into mainstream settings. Exactly how that will affect models of service delivery 
and the training and expertise of genetic counsellors is unclear [19]. However, as 
argued by Jon Weil in 2002, as we move towards personalised medicine it becomes 
more important to help individuals understand genetic tests and how to use that 
information to make complex decisions about their health [20]. It is equally impor-
tant to ensure that those ordering the tests understand their usefulness and shortfalls 
and are able to explain the outcomes to the persons involved. As outlined earlier in 
the chapter, genetic counselling is part of health care services. It has both an emo-
tional component and a scientific component and it is the nature of genetic counsel-
ling to provide personalised care based on the unique characteristics and 
circumstances of the persons and families involved.

29.7  Conclusions

The practice of genetic counselling was and is informed by the practice of other 
health professions and will continue to respond to developments in science and 
technology. As advances in genomics impact the field, the core of genetic counsel-
ling practice must remain person-centred. As care evolves toward using more infor-
mation to decide surveillance and treatment options, the decisions facing patients 
and families become more complex. Persons will increasingly need to assimilate 
substantial and diverse medical facts and recommendations and place them the con-
text of personal situations and values. Traditional and evidence-based methods from 
genetic counselling will need to be marshalled for addressing collaboratively and 
thoughtfully diagnostic and therapeutic decisions with which patients and families 
may feel comfortable and satisfied as being full participants.
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Chapter 30
Person-Centered Endocrinology (Including 
Diabetes and Obesity)

Sanjay Kalra and Guy Rutten

30.1  Introduction

Endocrinology is the study of the endocrine system (https://www.hormone.org/
what- is- endocrinology). The discipline encompasses the study of hormones and 
hormonal disease, including diabetes and obesity. More often than not, endocrine 
dysfunction is chronic in nature. The person with such a chronic condition has to 
cope with the disease and its lifelong therapy. Obviously, the success of the coping 
strategy will depend, at least partially, on the type and burden of the chosen therapy. 
Endocrine disease is characterized by a wide spectrum of clinical presentation and 
natural history, and an even broader choice of therapeutic options. This calls for 
individualization of management strategies.

Many endocrine syndromes require a significant amount of lifestyle modification 
and self-management. Health care providers support patients in this respect, as they 
enter into a continuous and interactive dialogue, facilitating and supporting the indi-
vidual to achieve and/or apply knowledge, skills and self-efficacy to be able to man-
age his/her disease to achieve the best outcomes and quality of life. Tailoring 
self-management support to patient’s self-defined needs may improve the health 
care provider’s support, and achieve better outcomes. The health care provider 
should realize, that the success of self-management of chronic disease depends on 
Illness perceptions, a person’s ideas about the consequences of the disease, it’s cur-
ability, the perceived benefits and side effects of medications; personal preferences, 
wishes and values; self-efficacy, social factors and everyday events [1, 2]. This 
makes it essential to practice informed and shared decision making in endocrine 
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practice. Person-centred medicine (PCM), therefore, is the fulcrum upon which 
endocrine management should be built.

An increase in the complexity of endocrine disorders, coupled with better under-
standing of their etiology and complications, as well as many randomized controlled 
trials, led to the concept of evidence-based medicine (EBM). EBM has permeated 
modern endocrine practice extensively and helps physicians to inform their patients 
about screening, monitoring and therapeutic decisions. The concept of EBM has 
also allowed endocrinologists to aim for long term ‘hard’ cardiometabolic outcomes 
like less complications, as opposed to provision of mere symptomatic or short-term 
relief or just improving laboratory or other biomedical outcomes.

This evolution is reflected in the TRIDENT (TRIpod of DiabEtes Needs and 
Therapy) model, based upon Maslow’s theory of hierarchy of needs. The TRIDENT 
model, created to understand needs of persons with diabetes, states that only after 
the basic need of correction of symptoms is achieved, persons begin to expect glu-
cometabolic relief, or control of glycemic parameters. The highest need, which is 
cardiometabolic relief, or expectations of better macrovascular and microvascular 
outcomes, manifests afterwards. The evolution of modern endocrine and diabetes 
care tends to follow this framework (https://www.touchendocrinology.com/insight/
the- hierarchy- of- needs- maslows- theory- applied- to- the- science- of- diabetes/).

30.2  Limitations of Evidence-Based Medicine 
in Endocrinology

The practice of EBM is based upon results from randomized controlled trials 
(RCTs). The generalisability of RCTs is limited by their exclusion and inclusion 
criteria, which can be quite restrictive. This simple truth raises a question mark upon 
the applicability of EBM to community-based clinical endocrine practice. Another 
noteworthy issue is that RCTs are powered to answer specific research questions, 
which are reflected in their primary and secondary endpoints. It is not necessary for 
every person with endocrine dysfunction to aspire for the same endpoint. For exam-
ple, a person with diabetes may prefer flexibility in lifestyle with less intensive 
therapy, while another may welcome an intrusive treatment regimen which demands 
strict adherence to a socially nonconforming way of life (Table 30.1).

Table 30.1 Secured model for person-centred obesity care

S Severity of obesity Body mass index, waist circumference
E Expected prognosis Expected life span
C Comorbid conditions Metabolic, mechanical and mood disturbances
U Urgency of control Biomedical or psychosocial issues which need early weight control
R Risk of complications Risk of malnutrition, gall stones, other complications due to rapid 

weight loss
E Environmental factors Socioeconomic factors that influence life with obesity
D Dysfunction & 

disability
Biopsychosocial dysfunction & disability due to obesity
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Limitations in current evidence-based practice are painfully obvious. Patient 
satisfaction with endocrine therapy is woefully suboptimal [3], with large propor-
tions reporting unhappiness. In spite of tremendous advances in medical science, 
we are unable to contain the epidemics of diabetes, obesity, polycystic ovary syn-
drome, thyroid disease and subfertility [4–8]. As we grapple with existing prob-
lems, newer challenges such as endocrine disruptor chemicals raise their head [9]. 
The heterogeneity of endocrine syndromes, too, is increasing being recognized, as 
in diabetes, hypothyroidism and polycystic ovary syndrome. Most trials are under-
powered to answer the question whether a specific therapy is beneficial or not for 
a subgroup of patients. The relevance of such a question for clinical practice is 
clearly demonstrated by two post-hoc analyses from the Look AHEAD trial. They 
demonstrate that an intensive lifestyle intervention aimed at weight loss may 
reduce cardiovascular events in selected patients with type 2 diabetes but may 
have a detrimental effect in others [10, 11]. The unique preferences and needs of 
special populations such as adolescents, persons of reproductive age groups, and 
the elderly, as well as minority or marginalised groups, have to be addressed 
as well.

30.3  Towards Person-Centred Endocrinology

All these factors create a ripe field for growth of PCM in endocrinology. PCM does 
not imply that all decisions be taken by the person living with endocrinopathy. 
Neither does the concept suggest that endocrinologists abdicate their responsibility 
to achieve optimal outcomes through rational, evidence-based interventions. PCM 
requires a balanced patient-provider relationship in a fair manner. Shared decision 
making is not a panacea for person-centred care, but provides a way for clinicians 
to support patients in their pursuit of good health [12–14].

A review of literature reveals that the words ‘person centred’ or ‘patient centred’ 
are used frequently in conjunction with diabetes, but rarely with other endocrine 
syndromes. We discuss the relevance of PCM to various field of endocrinology, 
including diabetes and obesity, in this chapter.

30.3.1  Pituitary Disorders

Most pituitary diseases are worked up in a biomedical, rather than a biopsychoso-
cial framework. Some aspects of pituitary dysfunction, however, lend themselves to 
PCM. Short stature is one example. Should the definition of short stature be stan-
dardized? It is apparent that defining this syndrome is hampered by cultural and 
personal factors as well. Whereas one person may “suffer” from his or her short 
stature, another will not, may be because he or she does not feel the stature to be 
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short. As a result, there is a lot of variability in terms of health care-seeking behavior 
for this syndrome. A wide range of etiologic and contributory factors, including 
nutritional and psychosocial deprivation, contribute to the pathogenesis of short 
stature. On the other hand, if a person would like his or her height increased, the cost 
of some therapies, such as growth hormone, may be unaffordable for families that 
do not have access to insurance or government funds. These factors call for PCM in 
short stature [15, 16].

In panhypopituitarism, conventional wisdom suggests sequential hormone 
replacement therapy. While some hormones are essential to prevent life-threatening 
complications, others may not be so important [17]. A person-centred discussion, 
therefore, is needed, to analyze the advantages, limitations and caveats of androgen 
or estrogen replacement therapy, prior to prescription [18]. Some causes of hypopi-
tuitarism, such as post-partum hemorrhage [19], snake bite and road traffic acci-
dents, have their genesis in the socio-physical environment. Prevention of these 
avoidable mishaps needs a public health approach which is both sensitive to, and 
responsive to, the person’s environment.

Pituitary hyperfunction, including acromegaly, Cushing’s disease and hyperpro-
lactinemia, is characterized by equipoise in therapy. Surgical, medical and radio-
therapeutic interventions all have their advantages and disadvantages [20]. The 
patient should be informed regarding these, and involved in all planning. PCM helps 
reaching an informed decision on choice of management and monitoring tools.

Quality of life is an important aspect of pituitary disease which is often ignored 
in management [21]. PCM reinforces the importance of addressing health related 
quality of life, along with hormonal defects, while treating pituitary disease.

30.3.2  Bone and Mineral Disease

Bone and mineral metabolism include a vast array of diseases, ranging from nutri-
tional rickets and osteomalacia to primary hyperparathyroidism and renal tubular 
acidosis. Calcium, vitamin D and magnesium deficiency may be linked to lifestyle 
and dietary choices [22], which are person-centric in character. PCM is required in 
order to motivate the person to adopt a healthier lifestyle and better dietary habits, 
to accept and adhere to optimal therapy, and to maintain these behaviors. One must 
also ensure that optimization of the physical environment, so as to prevent falls and 
fractures, is achievable. The same relates to providing safe opportunities for enjoy-
able exercise, to build up muscle mass. To do so, an open patient-doctor conversa-
tion is necessary. If such an optimization seems not achievable, a next best solution 
should be sought. Simple treatment measures such as exposure to sunlight and out-
door exercise may not be accessible to some: unique person-centred interventions 
have to be devised for them.

Availability of multiple therapeutic regimens and preparations, especially for 
osteomalacia and osteoporosis, have increased the responsibility of 
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endocrinologists. Keeping in mind the equipoise related to definition, significance 
and treatment of osteocrine diseases [23, 24] there is a need to involve the patient in 
therapeutic planning. Osteoporosis management requires a person centred approach 
at every step. Ordering and interpretation of investigations, diagnostic and therapeu-
tic thresholds, and pharmacological and supportive treatment, must be individual-
ised [25].

30.3.3  Adrenal Disease

Similar to pituitary disease, adrenal disease etiopathology and clinical presentation 
are marked by heterogeneity, investigations by lack of sensitivity/specificity, and 
treatment options by caveats and challenges. Quality of life remains a major con-
cern for patients with adrenal disease [26]. Person specific impact of disease, such 
as the need for fertility, also has to be taken into account [27]. The multiple options 
available have to be utilized in a person centred manner to ensure effective treat-
ment. This, in turn, requires an in-depth understanding of both the biomedical phe-
notype, and the psychosocial impact, of adrenal disease. Some causes of adrenal 
disease, like tuberculosis and fungal disease, cannot be addressed without a person- 
centric understanding of the environment.

30.3.4  Gonadal Disorders

Gonadal health is a major part of endocrinology. Gonadal dysfunction, which may 
be due to a multitude of causes, can cause a variety of symptoms. The significance 
and impact of these symptoms can vary from person to person. In hypogonadism, 
for example, sexuality may be a major concern for one individual, and reproductive 
ability for another [28]. Yet others may have significant concerns related to body 
image, self-esteem, metabolic health or musculoskeletal competence. A similar sit-
uation is noted in polycystic ovary syndrome (PCOS), where myriad symptoms and 
dysfunctions interplay with each other to create multiple phenotypes [29].

PCM guides the endocrinologist in investigations and treatment options, accord-
ing to preferred aims and goals of therapy. Practice of PCM is likely to improve 
patient satisfaction levels by ensuring realistic patient expectations and helping pri-
oritisation of therapeutic targets. In a setting of PCOS, one may have to decide 
whether to prioritize menstrual regularity, or fertility, or cosmetic dermatological 
health as a management objective. This can be decided only after in depth informed 
and shared decision-making process. The same is true in menopause/andropause 
[30] and hypogonadism, where each individual will have unique needs, preferences 
and values that need to be addressed. The term ‘couple pause’ highlights and vali-
dates the concept of person centred care, by viewing mid-life partners as a single 
entity, and creating a unique treatment paradigm for them [31].
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30.3.5  Disorders of Sexual Differentiation

Disorders of sexual differentiation (DSD) are a group of congenital diseases charac-
terised by atypical development of internal &/or external genitalia. While most 
affected individuals are diagnosed at birth, by ambiguous external genitalia, others 
may be identified later. Excessive or inadequate virilization, delayed or absent 
puberty, and subfertility are some presenting features in adolescents and adults [32].

The management of DSD requires a sensitive, person-centred and family-centred 
approach. It must be understood that karyotypic sex, gonadal sex external pheno-
typic sex, sex of rearing, and gender identity may not always be concordant. The 
endocrinologist should lead a multi-disciplinary team while evaluating and manag-
ing DSD. Whole exome sequencing (WES) and whole genome sequencing (WGS) 
are increasingly being used to pinpoint the genetic etiology of DSD. However, one 
must be aware of ethical issues (the possibility of detecting unrelated findings), the 
cost, and limitations (inability to describe the functional or causal significance of 
detected variants).

While evaluation of DSD is ongoing, the choice of gender of rearing should be 
facilitated, by the endocrinologist. The sociocultural environment of the child must 
be kept in mind. If therapeutic measures such as gonadectomy or other genital sur-
gery are required, these should be preceded and accompanied by adequate counsel-
ing and information sharing [33]. Newer advances in assisted reproductive technology 
may allow parenthood in a significant number of hitherto infertile individuals.

30.3.6  Gender Identity Disorders

Gender identity disorders are another group of conditions which require sensitive, 
person centred handling. While most societies assume a binary gender distribution 
(male and female), many countries now accept a third gender category [34]. Even 
within this category, there are various person-specific ‘labels’. This includes trans-
gender, non-binary and genderqueer categories. Agender, genderfluid and other- 
gendered are other identifications [35]. Children, adolescents and adults with gender 
identity disorder need a person-centred, individualized therapy, based on their needs 
and preferences. Gender-affirming medical and surgical treatments should be 
offered only after a thorough psychological, endocrine and medical assessment.

30.3.7  Obesity

Obesity is a major endocrine public health problem which seems to have no effective 
solution. Traditionally, the pathogenesis of obesity has been studied as a biomedical 
construct, based on genetic, perinatal, environmental and consumption- expenditure 
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energy imbalance. Most physicians assume that weight loss in overweight and obese 
patients is always favorable. However, as stated above, this is not true. The field of 
obesity is characterized by significant equipoise. It is possible that the lack of focus 
on person-centred factors, may be the cause of our inability to contain the obesity 
epidemic.

Obesity management needs a holistic approach, which addresses emotional, psy-
chological and social aspects of weight gain. This can be done using psycho- 
biological, attribution and social support theories. A better understanding of people’s 
perceptions of obesity might allow more effective interventions to challenge these 
perceptions through lifestyle intervention programs. Individuals with persistent 
central obesity, irrespective of additional cardiometabolic risk factors, seem to 
underestimate the seriousness of their condition and experience relatively low levels 
of personal control. Discussing the seriousness of obesity as well as ‘personal con-
trol’ might be a good option in PCM of obesity [36]. The delivery of person-centred 
obesity care is best done through team-based, motivational interviewing [37]. 
Emotional and social wellbeing is as important as physical wellbeing. Individuals 
who are overweight or obese may expect care that is tailored to them as individuals, 
not to their body mass index. This implies that the person should be able to choose 
(in an informed manner) the criteria for diagnosis of obesity, monitoring therapy, 
therapeutic tools, and preferred outcomes. A detailed discussion, keeping in mind 
the biomedical and psychosocial needs of the person can help decide appropriate 
plan of care [38].

The SECURED rubric [39] is a useful framework to plan person-centred care for 
obesity. This has been adapted from the SECURE model used in critical care man-
agement of hyperglycemia. The necessity and intensity of interventions for weight 
modulation should be based upon seven factors (Table  30.1). SECURED builds 
upon the Edmonton obesity staging system (EOSS) [40], which attempts to provide 
a holistic approach to obesity care.

30.3.8  Thyroid Disorders

Thyroid disorders are a rapidly increasing group of endocrinopathies with varied 
etiology, clinical presentation and management. Poor levels of satisfaction suggest 
the need to rethink a purely biomedical approach to thyroid management. Patient 
centred management of hypothyroidism [13] calls for an individualized history tak-
ing, target setting, and therapy initiation, titration and timing of administration. A 
PCM approach helps to increase adherence to therapy [41]. There is potential for 
PCM to increase treatment satisfaction levels and reduce thyroid distress [42, 43].
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30.3.9  Diabetes

The phrase ‘PCM’ has been used most frequently, within endocrine circles, in the 
context of diabetes. The first step towards a holistic diabetes care came about with 
the publication of the position statement of the European Association for the Study 
of Diabetes and the American Diabetes Association in 2012. It recommended the 
adoption of a patient-centred approach, defined as ‘providing care that is respectful 
of and responsive to individual patient preferences, needs and values and ensuring 
that patients values guide all clinical decisions’ [44]. Evidence at that time under-
pinned the statement that HbA1c goals above 53 mmol/mol (7%) were appropriate 
for several categories of patients. Importantly, the statement also stipulated that any 
HbA1c target should reflect mutual agreement between patient and physician. Such 
shared decision making encourages patients to have a direct say in the control and 
progress of their health. Physicians are expected to coach their patients on how to 
become an effective participant of their own disease management [45].

To be in a position to effectively participate, individuals with Type 2 DM need 
adequate knowledge, motivation, skills and confidence These needs for managing a 
health condition are captured by the concept ‘patient activation’. First, the individ-
ual believes an active role is important for disease management. He or she gets the 
knowledge and the confidence to take action; in the third stage the patient actually 
takes action. Finally, the individual is able to maintain adequate behavior, even 
when under stress. Cross-sectional studies on patient activation in Type 2 DM dem-
onstrated that a patient’s educational level, disease knowledge, trust in the treating 
physician, social support from friends and glycemic control were all positively 
associated with patient activation, while a negative association was found for hospi-
talization, emergency department visits, depression, body mass index (BMI) and 
macrovascular complications. In longitudinal studies age was negatively associated 
with patient activation, while physical health status, participatory decision making, 
blood pressure control and cholesterol level control were all positively associated 
with patient activation. Patient activation does not differ between individuals with 
type 2 diabetes on insulin and those on other therapies [46].

In person-centred diabetes care not only individual characteristics, but also the 
environment in which behaviours are enacted has great influence, from family eat-
ing patterns to the work setting. Besides contextual factors diabetes care providers 
are also recommended to consider an assessment of diabetes distress, depression, 
anxiety and disordered eating and of cognitive capacities. They should also monitor 
a patient’s self-management behaviours as well as psychosocial factors impacting 
the person’s self-management [47]. More importantly, all health care team members 
should realize that diabetes self-care behaviour is depending on patient’s health 
beliefs or illness perceptions, self-efficacy, wishes and preferences, pro-active cop-
ing, family support, financial resources and everyday events [48]. Taking all these 
aspects into account goes far beyond protocolled disease management.

A comprehensive consultation model for general practitioners, internal medicine 
specialists, practice nurses and diabetes specialist nurses, that includes 
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systematically discussing not only disease related but also personal factors and 
should result in PCM with shared decisions about diabetes treatment and care seems 
well applicable. The model consists of four steps. In the first step, the diabetes care 
provider discusses not only health related factors such as diabetes related complica-
tions, current glycemic control and medication use, but also personal factors such as 
quality of life, diabetes knowledge, self-management skills, illness perceptions, the 
social context etc. with the patient. The topics to be addressed depend on the 
patient’s actual situation and are not based on protocol. After discussing pros and 
cons, in step 2–4 shared decisions will be made on personalized health related goals, 
treatment options, and the type and amount of professional diabetes care for the 
upcoming year. Such an approach resulted in more patient involvement and shared 
decision making and was appreciated by a substantial number of patients [49, 50]. 
Following the consultation, 23% of people chose more intensive care, 71% no/mini-
mal change and 7% less intensive care. The intended intensity of care was associ-
ated with both disease- and person-related factors (see Table 30.2) [51, 52]. In their 
2018 consensus report on the management of hyperglycaemia EASD and ADA 
once again advocate a patient-centred approach to enhance patient engagement in 
self-care activities. The annual circle that describes the process or care is almost 
identical to the conversation model described above [53].

30.4  Practical Implications for Person Centered Care

Endocrine status has a unique, and important, bidirectional link with PCM. On one 
hand, endocrine disease requires PCM for optimal resolution. The multifactorial 
pathogenesis and multifaceted clinical presentations, along with multipronged ther-
apeutic options, undoubtedly create a need for PCM. Though endocrinology is an 

Table 30.2 Factors influencing planned diabetes care

Demographic
• Age
•  Education: If high, then associated with more intensive care for the next year
Biomedical
• HbA1c
• More comorbidities associated with more intensive care
•  Use of oral blood glucose lowering medication: Associated with lower chance of more 

intensive care for the next year
Psychosocial
• Perception of poor control associated with more intensive care for the next year
• Concern about disease: More concern associated with more intensive care
• Emotional impact of disease
• Diabetes distress: If lower, then associated with less intensive care for the next year
• Quality of life
Consultation process
• Formulation of goals with physician/nurse: Strongly related to more intensive care
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Table 30.3 Examples of person-centred medicine in endocrinology

Domain of 
endocrinology Examples

Screening threshold Diseases with public health impact, e.g., congenital hypothyroidism
Diagnostic threshold Diseases with ethnicity-specific cut offs, e.g., obesity, osteoporosis
Interventional threshold Diseases with equivocal impact of treatment, e.g., menopause, 

andropause
Choice of investigations Challenging diseases with multiple methods of diagnosis, e.g., 

Cushing’s syndrome, hyperparathyroidism
Choice of treatment 
approach

Diseases with multiple methods of treatment, e.g., endocrine tumours, 
diabetes, Graves’ disease

Intensity of treatment Diseases with person centred targets, e.g., obesity, diabetes
Route of administration Diseases with multiple pharmacologic therapies e.g., osteoporosis, 

vitamin D deficiency, hypogonadism
Monitoring threshold Diseases with variable natural history, e.g., diabetes, disorders of 

sexual differentiation
Choice of outcomes Multifaceted diseases, e.g., obesity, diabetes

evidence-based science, the equipoise that characterizes it, and the important role of 
the individual patient’s self-care, also call for a person-centred style of manage-
ment. The relevance of such PCM has been discussed in this chapter. Yet surveys 
indicate that management of patients with endocrine disorders such as diabetes 
often lacks aspects of person-centered care [54].

Table 30.3 takes a different approach, and lists examples of PCM in a hierarchal 
fashion, beginning with screening and diagnosis, and extending up to choice of 
therapeutic outcomes. At the same time, presence of endocrine disease, such as 
obesity in men, may negatively influence the person-centredness of treating physi-
cians [55]. Certain endocrine syndromes such as transgender and short stature may 
be associated with social stigma, and may create unwanted bias in the treating phy-
sician. As endocrinologists, we should strive to integrate person centred care in 
every aspect of clinical practice. Clinicians must realize that the implementation of 
person-centred endocrinology is influenced not only by availability of time and by 
the patient’s participation, but perhaps even more by their personal attitude. Once 
this is achieved, person-centred endocrinology will certainly be implemented as the 
‘state of the art’.

The practice of PCM requires a sensitive and empathic approach to patient care. 
These characteristics need to be developed and polished during training and prac-
tice. The CARES model [56] encapsulates these, and other desirable traits that a 
PCM practitioner should possess (Table 30.4). Confident Communication implies 
that the endocrinologist should be well versed with his or her craft, and be able to 
communicate effectively with the person seeking care. Authentic Accessibility indi-
cates that the endocrinologist should be available and accessible for any informa-
tion, as and when required. This does not necessarily mean that a single health care 
provider should be on 24 × 7 duty. It does demand, however, that the person seeking 
endocrine care should be informed of whom to contact in case of emergency. 
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Reciprocal Respect is a construct which asks the endocrinologist to be sensitive 
towards, and to respect, the person’s values and preferences. This facilitates recipro-
cal respect from the person, and creates an environment conductive to informed and 
shared decision making. Expressive Empathy expects the endocrinologist to be able 
to express empathy towards the person. This encourages person-physician commu-
nication, and reinforces bonding between them. The last attribute, Straightforward 
Simplicity, reminds PCM providers to explain health-related concepts in a simple 
manner to their patients and community. These seemingly simple, yet practically 
complex, features, help in ensuring effective provision of PCM.

30.5  Conclusions

Nowadays, in endocrinology PCM with shared decision making is the ‘state-of-the- 
art’. This implies that most health care providers (not only endocrinologists, but 
also primary care physicians who treat people with diabetes) need to modify their 
consultation behaviour to reflect a person-centric approach.
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Chapter 31
Person-Centered Cardiology

Dante E. Manyari, Israel Belenkie, and Oscar Guillermo Quiroz

31.1  Introduction

Since the turn of the century [1], increasing emphasis has been placed on the impor-
tance of patient/person/family centered care in healthcare. After much debate, in 
2001, the Institute of Medicine Committee on Quality of Health Care in the United 
States issued the report, Crossing the Quality Chasm on the status of health care in 
this country [2]. In that report, 6 characteristics of an effective healthcare system 
were identified: The system should be safe, effective, patient-centered, timely, effi-
cient, and equitable. The report emphasized that “the patient is the source of con-
trol” which defined patient-centered care [3]. In 2008, a truly international institution 
was formed, The International College of Person-Centered Medicine [4], as a non- 
for- profit educational, research, and advocacy organization emerging from the 
Geneva Conferences on Person-centered Medicine, dedicated to the promotion of 
health as a state of physical, mental, socio-cultural and spiritual well being as well 
as to the reduction of disease, based on mutual respect for the dignity and responsi-
bility of each individual person [5]. Since then, several groups have suggested vari-
ous terminologies. The concept of including the patient as the primary focus of care, 
including making or sharing decisions, has evolved from patient-centered care to 
person-centered care (PCC). PCC refers to the care that is “respectful of and 
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responsive to individual patient preferences, needs, and values and ensures that 
patient values guide clinical decisions” [2]. It was the beginning of an approach to 
care that empowers patients to be active participants in their own health care [6], a 
message to which the cardiology community responded positively. In 2009 the 
American College of Cardiology Foundation (ACCF) entrusted its Clinical Quality 
Committee to develop a policy on PCC that was published in 2012 [7]. Other medi-
cal and nursing associations, and patient advocate organizations have also been 
active participants in developing the landscape of person-centered cardiology care 
(PCCC) which this chapter will summarize.

Current guidelines in clinical cardiology illustrate how much the science in car-
diology has advanced over the last half-century and how to best translate science 
into clinical practice. Most guidelines acknowledge and recognize the importance 
of patients participating in their own care, emphasizing the need to respect the 
patient as a person with his/her own values, stating “the final decisions concerning 
an individual patient must be made by the responsible health professional(s) in con-
sultation with the patient and caregiver(s) as appropriate”. On close scrutiny how-
ever, although current cardiology guidelines are excellent sources of up-to-date 
scientific knowledge on which they base their specific recommendations on diagno-
sis and management, they fall short of adequately describing specific instruments to 
best translate the science into practice using a PCC approach.

This chapter will review publications dealing with the topic of PCCC in frequent 
and prevalent clinical settings, grouped by specific cardiac diseases, and will 
describe their strengths, as well as remaining gaps in need for future person- centered 
research. Each clinical setting will have a short section with up-to-date knowledge 
that will serve as a basis for the second section which will deal with its PCCC rec-
ommendation. The third section will describe challenges and barriers to adequately 
practice PCCC, knowledge gaps, and potential solutions. Less common conditions 
will be discussed as a separate group.

31.2  Evidence-Based in Cardiology

Evidence-based knowledge in clinical cardiology has advanced more than in any 
other specialty in medicine. Randomized clinical trials (RCT) have shaped those 
advances over more than 40 years and they have been successfully incorporated into 
clinical practice through specific guidelines for most cardiology conditions. 
Included are diagnostic criteria and management recommendations that are highly 
effective and often with only one best therapeutic choice.

Other conditions may have more than one equally effective investigate or treat-
ment option, each with advantages and disadvantages. A third group of cardiac con-
ditions have no evidence-based diagnostic/treatment guidelines and the 
recommendations for management are effectively based on expert opinions and 
experience. The health care team therefore may benefit from using different tools 
and instruments to achieve satisfactory PCCC depending on which group the 
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Fig. 31.1 Quantitative representation of the components of Shared-decisions in terms of Patient 
Preferences [blue] and Guideline and/or/Physician Recommendation are dependent on the degree 
of certainty [brown] of the topic under discussion (Example E = STEMI; A = HFpEF). PCCC is 
important across all clinical scenarios, but the opportunities of practicing it are inversely related to 
the degree of certainty

condition to be investigated or treated falls into, as illustrated in Fig.  31.1. The 
degree of certainty (strength of recommendations in the guidelines) will be a major 
determinant how much patient education is optimal as illustrated in Fig. 31.2.

Another factor that shapes shared-decisions in cardiology is the time available to 
make those decisions. Some conditions need to be investigated and treated expedi-
tiously since even short delays in treatment diminishes efficacy, such as fibrinolysis 
or primary percutaneous coronary intervention (PCI) for ST-segment elevation 
acute myocardial infarction (STEMI). Other conditions may allow for slightly more 
time for adequate share-decisions to be made, such as decompensated heart failure 
(HF). The spectrum or urgency may vary substantially to the other extreme such as 
the management of primary prevention, as illustrated in Fig. 31.3. Thus, when dis-
cussing with patients and family, it is most important for the health care team to 
convey as clearly and simply as possible, these differences to empower patients with 
the tools to make the best decision.

The future landscape of cardiology will pay more attention to PCCC because 
there is evidence supporting its benefits beyond patient satisfaction. Studies have 
found that PCC is cost-effective compared with usual care when provided to patients 
with chronic CHF [8], and in patients with acute coronary syndrome [9]. Furthermore, 
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other studies have shown that PCC is not only cost-effective but it is also associated 
with improved clinical outcomes [10, 11].

31.3  The Person with Coronary Artery Disease (CAD)

31.3.1  The Person with ST-Segment Elevation Myocardial 
Infarction (STEMI)

The pathophysiology of acute coronary syndromes (ACS) and its subsets of STEMI 
and Non ST-segment myocardial infarction (NSTEMI), has been well established 
over the past 50 years. Within the spectrum of ACS, STEMI is defined by the pres-
ence of ST-segment elevation in contiguous leads of an electrocardiogram (ECG) 
reflecting ischemia/damage in a myocardial region, in the appropriate clinical con-
text of ischemic chest pain. It is associated with a substantial risk of disability or 
death. Along with the improved understanding of the pathophysiology, newer effec-
tive treatments have also been developed and are widely applied [12–16]. The cor-
nerstone of modern treatment of STEMI is coronary artery reperfusion as early as 
possible [17, 18]. Primary PCI is the preferred method when it can be performed 
expeditiously in experienced centers [13, 14, 16, 19, 20]. Where primary PCI can’t 
be timely performed chemical reperfusion (fibrinolysis) should generally be used. 
The efficacy of both strategies in achieving improved mortality and morbidity is 
dependent on timing: the earlier after symptom onset the better, as repeatedly shown 
in RCTs and summarized in the guidelines of the American Heart Association, the 
American College of Cardiology, the Canadian Cardiovascular Society, and the 
European Society of Cardiology [13, 14, 16, 19], among others [21]. These guide-
lines facilitate decision making processes to the point that a measure of good prac-
tice is one that follows guideline recommendations. Many centers have developed 
coordinated care systems that include rapid access to primary PCI, involving several 
levels of care that bring a unique opportunity for collaboration in the delivery of 
care and use of PCC strategies. If implemented correctly, such coordinated care 
systems improve outcomes substantially in patients with STEMI, which is one of 
the leading cause of morbidity and mortality worldwide.

Person-Centered Care in subjects presenting with STEMI may be challenging 
because decisions need to be made within minutes of diagnosis using the first 
ECG. Specialized teams of medical and paramedical professionals should be avail-
able 24/7 to respond for patients with chest pain. After a brief, focused history and 
physical exam, they perform an ECG which is interpreted immediately either on site 
or remotely. If an STEMI is diagnosed, an immediate decision needs to be made to 
either transport the patient to the closest cardiac catheterization laboratory for pri-
mary PCI or to administer a fibrinolytic agent. A member of the STEMI team must 
thus explain the diagnosis and the treatment strategy to the patient and family, as 
clearly and quickly as possible; convey the message that an early decision to accept 
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treatment (if appropriate) is critical; and obtain a signed informed consent docu-
ment. This is a challenging time to practice quality PCC because of time constraints. 
Fortunately, more people in the twenty-first century are aware of the need to treat 
STEMI quickly. In most cases, shared decisions are made in a timely manner, as the 
patient is being transported to the PCI center where he or she is informed in more 
detail of the benefits and risks of the procedures to be performed. Superior commu-
nication skills are therefore important to keep the patient informed in all aspects of 
his or her care, and answer every question with empathy and understanding, to give 
them the tools necessary for an informed decision. An informed patient would 
immediately agree to receive primary PCI unless there are special circumstances. 
For instance a person with advanced metastatic cancer and poor prognosis may not 
wish to receive a potentially life-saving therapy for STEMI and so that the primary 
goal may be simpler symptom-control. Thus, even in situations where the science is 
clear, with reperfusion as the only good focused option, the final decisions on treat-
ment is in the hands of the patient considering his or her own personal circum-
stances. The health care team is obliged to abide by the individual’s wishes and be 
supportive. Only then is a truly shared-decision made at each step from diagnosis to 
treatment.

In examining how the six elements of PCC [2] are involved in the process of 
diagnosing and treating a person with STEMI, we find that: (a) the relative safety of 
diagnostic and therapeutic measures has been confirmed in exemplary randomized 
controlled clinical trials. This of course does not mean that recommended therapies 
are risk-free. The potential morbidity (strokes and bleeding, amongst others) and 
mortality risks of thrombolysis and PCI are well established. These risks are much 
lower than the morbidity and mortality otherwise associated with untreated 
STEMI. As noted earlier, reperfusion therapy has a proven record of being very (b) 
effective, another element of PCC. Are the diagnostic and therapeutic procedures of 
persons with STEMI (c) patient-centered? Unfortunately, no specific and detailed 
guidelines or protocols are in place to practice PCC in patients with STEMI that are 
accepted worldwide. Each institution has or must have their own detailed protocols 
that involve the patient as a partner, in accordance with local socioeconomic reali-
ties, cultural and religious differences. Everyone in the medical team should be able 
to practice PCC if general principles of respect for the patient’s preferences, values, 
and/or needs [22] are followed. When using methods that emphasize that the patient 
is the center of care, patient satisfaction is usually excellent. Moreover, PCC may 
not only be a source of better patient satisfaction, but also better outcomes as illus-
trated by a study using the CRUSADE Registry. In this study, Press-Ganey scores 
of patient satisfaction were positively correlated with health performance measures 
for acute myocardial infarction and better outcomes [23]. Endpoints of RCTs in 
STEMI have rarely, if ever, included patient satisfaction measures however, early 
benefits do extend to 5–10 years and longer, which is what the patient probably 
really wants. Future RCTs will hopefully include these and other patient- centered 
outcomes. (d) The STEMI guidelines recommend timely diagnosis and treatment, 
with an emphasis on shorter door-to-treatment times to lower morbidity and mortal-
ity due to STEMI [24, 25]. Communities or cities have specialized staff in the 
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ambulances that responds to 911 calls for chest pain. Once the diagnosis of STEMI 
has been made, the team at the closest hospital with primary PCI resources is alerted 
by radio or telephone. By the time the ambulance arrives to the PCI center the PCI 
team is ready to proceed when the patient arrives. The efficiency in coordinating the 
efforts of nurses, paramedics, ambulance, and medical teams to respond in the 
shortest possible time has been one of the greatest achievements in cardiac care in 
the last century. (e) The next element of PCC is that care should be efficient. As 
discussed in previous lines, achieving reperfusion in a timely manner is critical to 
optimize outcomes with this strategy in STEMI. Finally (f), recommendations for 
the diagnosis and treatment of persons with STEMI promote equitable measures for 
person with STEMI regardless of gender, or socio economic status.

In reviewing work of the cardiology team when diagnosing and managing per-
sons with acute STEMI, whatever measure we used, either the six elements of PCC 
as suggested by the Institute of Medicine [2] or the Picker Institute’s eight principles 
of PCC [26], the health care team uses an exemplary PCC approach. Using effective 
standards and techniques, the patient remains the center of care, patient and family 
input are important, they are treated with respect and dignity, in a coordinated man-
ner. Paramedics, nurses, laboratory technologists, emergency room staff, and physi-
cians, offer not only the best care but also truly PCC. To achieve this degree of 
efficiency was not easy. It took years of hard work by everybody involved directing 
care, as well as the understanding from health care funding sources, hospital admin-
istrators, and politicians to support these projects. Each institution or department 
uses sets of specific protocols and guidelines in accordance with their own specialty 
and patient populations they serve [27, 28].

Since rapid and efficient communication between health care workers and 
patients and families is most important, several countries, such as Canada that is a 
multicultural society, hospitals obtain the service of local translators when patients 
do not speak either of the two official languages. Communication in the patient’s 
preferred language is another step in the direction of good PCC.

The opportunities for expanding the patient and family involvement as partners 
in the health care team are greater after the initial diagnosis and treatment during the 
acute event. Too much happens during the acute phase for the patient to absorb more 
than simple important bits of information. When everything settles down is the best 
time to educate the patient and family on the pathophysiology of STEMI, how stents 
work emphasizing the role and importance of continuing therapy, the principles of 
secondary prevention, and the potential need for life-style modification. A multidis-
ciplinary team composed of physicians, nurses, dietitians, and pharmacists meet 
with patients and families. During these sessions of discharge planning, the cardiol-
ogy team uses the PCCC approach to teach the rationale of drug therapies, discuss 
their benefits and potential side effects, listen and address their concerns. There is 
shared decision regarding dual antiplatelet therapy for the length prescribed (usu-
ally a year), and to continue ASA and drugs to decrease serum cholesterol for life. 
Thus, it is not just a prescription handed to patients at the time of discharge with 
instructions to take them as prescribed. They are joint decisions which the patient 
can take ownership and responsibility. A shared decision has been shown to improve 
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adherence and long term clinical outcomes [29–31]. An important part of the pro-
cess is a discussion on how to deal with the real possibility of side effects. Measures 
should be in place for early detection of side effects and for timely counseling and 
management of these problems (first confirm the diagnosis, then change of doses or 
substitution of drugs, as needed). These shared decisions on long term treatments 
are more likely to be effective. Moreover, this process is also not static. The lines of 
communication with the health care team should remain open to review decisions 
made, make new decisions, and review progress and address further concerns that 
arise. This process may be facilitated by local cardiac rehabilitation programs where 
referral should be made at the time of discharge from hospital.

31.3.2  Potential Barriers for PCCC in the Person with STEMI

Because delay in the diagnosis and treatment of persons with STEMI is associated 
with net decrease on the benefits in terms of morbidity and mortality, decisions need 
to be taken as quickly as possible. PCC methods therefore need to be short out of 
necessity and could suffer with poor communication skills. As noted in Fig. 31.3, 
the opportunities for systematic PCC during acute STEMI is limited amongst the 
lowest of all cardiac conditions and physicians need to adapt methods to still deliver 
appropriate PCC without sacrificing time needed for prompt administration of life- 
saving therapies. The time constraint to deliver urgent therapy is validated by the 
high degree of confidence in the guideline-suggested therapies.

Other potential barriers include the lack of availability of a prepared STEMI 
health care team, if the acute event takes place in remote or under-serviced areas. A 
third potential problem may arise in timely communication between health care 
teams since a coordinated effort is necessary to take the patient from the field to the 
appropriate cardiac catheterization laboratory to the admitting hospital ward and 
finally to home.

31.3.3  Persons with Unstable Angina (UA) and Those 
with Non-ST Elevation Myocardial 
Infarction (NSTEMI)

Unstable angina/NSTEMI are clinical syndromes, subsets of ACS, that are usually 
but not always caused by atherosclerotic CAD and is associated with all the risks of 
acute myocardial infarction. In the spectrum of ACS, UA may or may not have 
objective signs of myocardial damage or ECG changes (transient ST-segment 
depression or prominent T-wave inversion) but just a history of increasing frequency 
and/or severity of ischemic chest pain. NSTEMI may have ECG changes suggestive 
of myocardial ischemia (excluding ST-segment elevation) or serum biomarker 
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changes indicative of myocardial necrosis. The goals of treatment of UA/NSTEMI 
are to immediately relieve myocardial ischemia and prevent the occurrence of 
severe adverse outcomes such as myocardial (re)infarction or death [32, 33]. 
Treatment initially includes the administration of anti-ischemic and antithrombotic 
agents. Then there is consideration of the most appropriate investigation strategy, 
either non-invasive or invasive procedures (i.e. angiography) potentially followed 
by PCI or coronary artery by-pass surgery. These options are tailored to the indi-
vidual patient’s clinical circumstances aided by the presence/absence of high-risk 
markers. As soon as diagnosis is made, management of UA/NSTEMI is usually best 
in an impatient setting preferably in the coronary care unit.

Comparisons between a selective versus routine invasive strategy in UA/NSTE 
ACS have shown that the former improves clinical outcomes and reduces recurrent 
ACS episodes, length of hospital stay, subsequent rehospitalization and revascular-
ization [34–36]. The optimal timing of coronary angiography and revascularization 
should be guided by individual risk stratification [37, 38]. Patients at very high risk 
should undergo an immediate invasive strategy (<2 h). In patients at high risk an 
early invasive strategy (<24 h) is recommended. In patients at intermediate-risk the 
invasive strategy may be delayed, but a maximum of 72 h window from admission 
to coronary angiography is recommended [39, 40]. In patients at low-risk a non- 
invasive stress test (preferably with imaging) looking for inducible ischemia is rec-
ommended before deciding on an invasive strategy vs. a conservative approach. 
Patients doing clinically well, with low risk score and without inducible myocardial 
ischemia may be treated conservatively.

While invasive evaluation and, if appropriate, revascularization is generally indi-
cated in patients at high ischemic risk, in a proportion of patients this strategy may 
not be preferred because of the perception of insufficient benefit due to associated 
conditions that place the subject at increased risks related to the invasive strategy or 
a quality of life that may not change with the therapy. An invasive strategy may not 
be the best choice in the very elderly or frail with comorbidities such as dementia, 
severe chronic renal insufficiency or cancer, or conditions associated with high risk 
of bleeding complications. Usually such patients have been excluded from RCTs. 
Therefore, while guidelines clearly summarize the benefits of a strategy of investi-
gation/treatment, other considerations such as those noted above in additions to the 
inherent risks of angioplasty or coronary artery by-pass surgery, should be included 
in the discussion with patients and family. Considering their own goals and prefer-
ences, patient/family and health care team together should share decisions on what 
is best for the individual patient. These options are clearly included in most guide-
lines [40, 41].

When one examines how much of the six elements of PCC can be seen in the 
process of caring for a person with UA/NSTEMI according to guidelines we find 
that: the relative (a) safety and (b) efficacy of the established diagnostic and thera-
peutic measures recommended have been confirmed in randomized controlled clini-
cal trials, having also considered associated risks, which are small relative to the 
risks associated with less invasive treatment. Patient-centered care (c) is more dif-
ficult to assess. Most guidelines have a few lines that emphasize the importance of 
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patient-centered care including statements such as: “…guidelines do not override in 
any way whatsoever the responsibility of health professionals to make appropriate 
decisions in consideration of each patient’s health condition and in consultation 
with that patient or the patient’s caregiver where appropriate and/or necessary” [13, 
42, 43]. Statement like this are almost always present in most professional associa-
tions’ guidelines worldwide. What is not clear in the guidelines is how should 
patients and families participate in the decisions to be made. They generally fall 
short of empowering the patient as a person to be a more active participant in deci-
sions concerning his or her own cardiac care. For instance, an expert consensus of 
the Scientific Committee of the Cardiovascular Nursing and Allied Professions 
(ACNAP) reviewed nine ESC guidelines and found that inclusion of PCC was 
uncommon, an indication that patient perspectives and needs were less likely to be 
taken into account when developing, endorsing, or formulating recommendations 
[44]. In our opinion, despite laudatory promises about PCCC [45–47], guidelines 
from the ACC/AHA are not very different from those of the ESC in relation to the 
absence of practical and specific recommendations on how to translate into practice 
the desired objectives of PCCC. All guidelines should not only advocate patient and 
family involvement in the decisions regarding medical care but they should provide 
instruments on how to implement their recommendations using a PCC approach [7].

Are the processes of caring for a person with unstable angina/NSTEMI timely 
(d)? In developed countries, once the diagnosis is made patients are often admitted 
to the coronary or intensive care unit for evaluation and management, and they usu-
ally proceed in a timely fashion. Patients may experience delays before the syn-
drome of UA/NSTEMI is recognized. Delays may also happen in centers without 
the capability of invasive studies, but they usually have organized systems for timely 
inter-hospital transfers with minimal delay. The situation may be different in devel-
oping countries that lack adequate resources.

Are the recommendations to manage persons with unstable angina/NSTEMI effi-
cient (e)? Yes, the guidelines are based on the results of well designed and per-
formed, controlled, RCT’s that have demonstrated significant beneficial effects on 
morbidity and mortality as well as in quality of life. (f) Are these recommendations 
equitable? In the last 20 years, efforts have been made to include minority groups in 
large cardiology RCTs [48]. In spite of those efforts it is clear that various groups, 
especially the frail, elderly, and those persons with co- morbidities are not routinely 
included in these trials [49]. The guidelines recognize these and other gaps in 
knowledge and have special recommendations for women, the elderly, and those 
with co-morbidities [40]. These gaps notwithstanding, most guidelines to diagnose 
and treat persons with UA/NSTEMI are equitable for all persons regardless of gen-
der, age, socioeconomic status or geographic locations.

The opportunities to include the patient and family as full partners in the health 
care team are present from the initial hospitalization due to UA/NSTEMI. Education 
should start early and patients and families must be educated as much as they are 
willing to learn, about the pathophysiology of unstable coronary artery disease, the 
roles of invasive measures, pharmacologic therapies, the principles of secondary 
prevention, and the need for life-style modifications. A multidisciplinary team, as 
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noted in the previous section, should educate and listen the concerns of patients and 
family to make shared decisions on the long term recommended therapies starting 
with the discharge planning, to be followed in the local cardiac rehabilitation pro-
gram where the patient with unstable angina/NSTEMI should be referred after 
discharge.

31.3.4  Potential Barriers for PCCC in Persons 
with UA/NSTEMI

The degree of certainty in the diagnosis and management of patients with UA and 
NSTEMI according to up-to-date guidelines is high. These patients are at risk of 
worsening clinical condition if recommended therapies are not administered in a 
timely fashion. The urgency for immediate treatments is not as critical as for patients 
with STEMI, but nevertheless patients with UA/NSTEMI should be treated in an 
urgent not elective fashion. One cannot predict with confidence whether an indi-
vidual unstable patient will stabilize over the near term or suddenly deteriorate. 
These two factors, the degree of certainty of guideline management and the relative 
high risk for morbidity and mortality, as noted in Figs. 31.1 and 31.2, do not give 
ample of opportunities to consider the patient wishes and preferences. The duty of 
the health care team is predominantly one of information for the patient to under-
stand the reasons behind the suggested managements. Their consent is always 
needed thus, the information provided should be simple, brief, but sufficiently com-
plete for the patient to make an informed decision.

31.3.5  Persons with Chronic Stable Coronary Artery 
Disease (SCAD)

The spectrum of chronic SCAD is broad and includes persons with obstructive or 
non-obstructive coronary artery atherosclerosis. They may be asymptomatic, have 
chronic stable angina, have symptomatic ischemia, prior myocardial infarction, or 
prior coronary artery revascularization. Initial symptoms may include chest pain, 
heart failure, cardiac arrhythmia, or they may be asymptomatic. The initial contact 
with the cardiology health care team occurs when persons seek medical attention 
with symptoms suspected of being cardiac in origin or when asymptomatic persons 
seek advice because of the presence of significant risk factors. Some are referred 
because of incidental abnormal cardiac tests. How to utilize the different tools for 
the diagnosis of SCAD, from a good history and physical exam to the most sophis-
ticated imaging techniques, is well outlined in standard cardiology textbooks and 
guidelines [50, 51]. A person centered approach should be the norm prior to the 
performance of diagnostic cardiac tests regardless of the clinical setting. Although 
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not all cardiac tests require a signed informed consent before the procedure, patients 
need to be informed on the purpose and medical indications of every cardiac test 
prior to their performance. The ideal process for obtaining informed consent should 
include: (1) A significant educational component to help empower the patient with 
sufficient clinical information relevant to the decision at hand. (2) A description of 
the test, the desired objectives, and the potential risks associated with the procedure. 
(3) Outline and discuss alternatives. (4) Address all the questions that patient and 
family may have. Only then can shared decisions between patient and health care 
provider be achieved. Once the patient has made a decision the obligation of the 
care giver is to support that decision with empathy and understanding each patient’s 
special circumstances. How well are these tasks achieved in clinical practice? It 
probably varies from center to center and from physician to physician, but studies 
have shown they may not be done as well as desired and they appears heavily biased 
by physician’s time and preference [52]. Too often the task of obtaining a consent is 
relegated to junior staff or delegates. Thus, this is an area for potential future 
improvement in the quest for PCCC.

Once the diagnosis of SCAD is made, it is understood that the disease can be 
stable for extended periods but can become unstable at any time, typically due to an 
acute atherothrombotic event caused by plaque rupture or progressive atheroscle-
rotic narrowing of one or more coronary arteries. Therapy is thus designed to 
achieve plaque stabilization (i.e., lack of progression) or regression, by lifestyle 
adjustments, pharmacological therapies, and invasive interventions. How and when 
to utilize the different tools for the therapy of SCAD, from life-style changes to a 
variety of pharmacologic agents, and invasive procedures, is well outlined in stan-
dard cardiology textbooks and guidelines [50, 51, 53–55]. In patients at high risk, 
the prevalence of severe CAD is higher and coronary angiography can define the 
coronary anatomy and help planning further therapy beyond standard medical ther-
apy. If the patient is at low or intermediate risk therapeutic decisions should be 
directed toward improving symptoms and functional status and cardiac catheteriza-
tion maybe deferred if symptoms can be controlled well with medical therapy alone. 
In patients in whom angiography is performed and who are determined to be at low 
or intermediate risk, evidence reaffirms that it is safe to defer revascularization and 
institute a program of evidence-based medical therapy, because neither survival nor 
adverse cardiac events are averted by proceeding immediately to revascularization 
[56–59]. If symptoms persist despite optimal medical therapy, then revasculariza-
tion should be considered for symptom relief. Optimal medical therapy include 
management and modifications of risk factors such as dyslipidemia, control of 
blood pressure, optimal diabetes control, promotion of physical activity and diet, 
weight management, and smoking cessation. Drugs to treat dyslipidemia have been 
shown to be the cornerstone of pharmacotherapy of SCAD in addition to converting 
enzyme inhibitors, angiotensin receptor blockers, and antiplatelet agents, for stabi-
lization and in some cases even regression of the atherosclerotic process. Beta 
blockers, especially if left ventricular EF is lower than normal, nitrates calcium 
channel blockers, and ranolazine are also useful drugs to treat ischemia and/or 
hypertension [53, 55]. Most recently, the use of Metformin together with an 
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inhibitors of the sodium glucose co-transporter-2 (SGLT-2), or a glucagon-like pep-
tide-1 receptor agonist (GLP-1 receptor agonist), have been shown to reduce mor-
tality and morbidity in patients with SCAD [60–62]. Persons with SCAD should 
then be referred to a cardiac rehabilitation program for additional teaching and self-
care coaching in all aspects of life-style modifications, including supervised exer-
cise, and medication adherence.

Examining how much of the six elements of PCC can be seen in the process of 
caring for a person with SCAD according to guidelines we find that: (a) the safety 
and (b) efficacy of established diagnostic and therapeutic measures recommended 
have been confirmed in controlled RCTs. Those that are not evidence-based are 
clearly noted. In addition to the potential side effects of drugs, their management is 
also described in detail. Perhaps the greatest advance over the past decade has been 
the establishment of the heart team approach to manage patients with SCAD, espe-
cially when revascularization procedures are considered. The heart team (clinical 
and interventional cardiologists along with cardiovascular surgeons and nursing 
staff) consider together the available options, and facilitates better engagement of 
the patient in the informed consent and shared-decision-making processes [63]. In 
our opinion, a truly PCCC should take a step further, involving the patient and fam-
ily earlier in the deliberation process, not just at the time of consent. In this way, the 
third characteristic of person-centered care (c- patient-centeredness), would 
improve significantly.

Are the processes of caring for a person with SCAD (d) timely and (e) efficient? 
In general, guidelines accomplish these characteristics with evidence based on the 
results of large RCTs. In practice however, many countries have inadequate 
resources to accommodate the demand and “waiting lists” for diagnostic and even 
therapeutic procedures are not uncommon. This fact illustrates that an optimal PPC 
care is not possible without the intervention of a country’s health policy makers to 
deal with shortage of health care providers, equipment and funds, in some countries 
more than others. The guidelines promote equitable (f) care but they also point out 
that data on minorities are often missing or weak, in part because minority groups 
have routinely been excluded from RCTs. Only recently the different presentations, 
responses to therapy, and prognosis in women with SCAD compared to men have 
been recognized. Other groups in need for further research include the elderly and 
minority racial groups, to obtain equally valid guideline-directed recommendations. 
Recommendations to avoid biases in referrals for cardiac catherizations and revas-
cularization procedures have been made and have been translated into guidelines 
[53] paving the way for better PCCC in the future. Another potential source of 
inequality is the socio-economic status of patients who can’t afford the high costs of 
diagnostic and therapeutic cardiac procedures, even in affluent countries.

The opportunities for PCCC and inclusion of patient and family as partners in the 
health care team are present from the initial encounter of patients suspected of hav-
ing SCAD with the cardiology health care team, or during hospitalization for an 
ACS. Education on the pathophysiology of SCAD, the role of invasive measures, 
the importance of pharmacologic therapies, the principles of secondary prevention, 
and the need for life-style modification, should start early and include as much as 
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they are willing to learn. A multidisciplinary team approach, as noted in the previ-
ous sections, is best to educate patients and families, hear their concerns, and make 
shared decisions. Follow up at the local cardiac rehabilitation program should 
include the long process of periodically titrate or change medications, repeat tests, 
review clinical evolution, additional education and reinforcement on diet, exercise, 
and medications.

31.3.6  Potential Barriers for PCCC in Persons with SCAD

The barriers for PCCC in patients with SCAD are not related to time constraints (as 
in ACS) but to other factors. Most important in the majority of cardiac conditions in 
the ambulatory care setting is timely access to specialist care. The manpower short-
age is more evident in some countries than in others. This problem may be mani-
fested by long waiting lists to see a specialist. Another problem is availability of 
resources, so that waiting lists for some cardiac investigations may be too long. A 
third barrier relates to the limited data from RCTs in minority groups, as noted in 
the previous paragraph.

Quality PCCC requires care givers time commitment to be able to deliver appro-
priate information first, to educate the person with SCAD providing patient and 
family with the tools necessary to make informed and meaningful shared-decisions 
and second, to hear their concerns and answer all questions they may have. 
Thereafter, care givers must spend time for adequate follow-up with periodic 
reviews of clinical evolution, changes in therapies, and address further concerns, 
etc. The busy cardiologist often leaves informative tasks to junior members of the 
health care team. The reasons for this practice are complex and may include time 
commitments to see more patients, honorarium system, lack of communication 
skills, etc. This aspect of a common practice leaves room for improvement in the 
PCCC approach [7].

There is ample evidence that in some parts of the world race is often a determi-
nant for patients with CAD to undergo cardiac procedures, such as cardiac catheter-
ization, etc. [64, 65], even now in 2021 [66]. The culprits for racial and socioeconomic 
biases during cardiac care are complex and multiple. Efforts to eliminate this com-
plex problem have started several years ago [64, 67], and will require a multifaceted 
approach of many entities, clinicians, researches, hospitals, academic institutions, 
and governments. Achieving this quest would be facilitated if the medical team, 
headed by the cardiologist, uses the basic principles of PCC when taking care of 
patients with heart disease, with respect, understanding, and empathy, considering 
not just the disease process but also responsive to individual patient preferences, 
needs, and values.
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31.4  The Person with Congestive Heart Failure (HF)

31.4.1  Chronic HF with Reduced Ejection Fraction (HFrEF)

Congestive heart failure (CHF) is a complex clinical syndrome in which impaired 
heart function results in clinical symptoms and signs of reduced cardiac output and/
or pulmonary or systemic congestion and is associated with increased morbidity 
and mortality. Although the molecular biology and integrated physiology are com-
plex and incompletely understood, several fundamental concepts and principles 
have evolved, especially in persons with HFrEF. Those pathophysiologic concepts, 
largely based on animal models, have been validated in large RCTs which demon-
strated effective pharmacologic treatments [68–70].

Guidelines and standard textbooks note the best strategies to diagnose HF, from 
a good history, physical examination, biochemical markers, measurement of cardiac 
function with non-invasive imaging, and invasive techniques when appropriate. 
Similarly, the principles of guideline-based treatment of persons with HFrEF are 
well established, being based on strong evidence. Thus, for purposes of achieving 
optimal PCCC, the main objective of the cardiology team is teaching the many 
aspects of management of HF from diet and exercise to adherence to medications 
[68–71].

The prevalence of CHF is estimated to be 1–2% of the adult population rising to 
10% or more in those above the age of 70 years [72, 73]). The readmission rate after 
discharge from hospital is high, up to 50% being readmitted within 6 months [74, 
75]. Despite remarkable improvements in therapy, the prognosis remains disap-
pointedly poor with a 5-year mortality of 40–50% [76, 77], with the greatest risk of 
death early after discharge from hospital [78]. Thus, systematic surveillance early 
post-discharge is important. Treatment of CHF is complex and involves drugs, diet, 
life-style, and exercise. Industrialized countries spend 2–4% of their annual health-
care budget in persons with HF [79] with approximately two thirds of the economic 
burden due to in-hospital treatment [80]. It is estimated that up to two-thirds of CHF 
hospital readmissions are triggered by potentially preventable factors, including 
suboptimal discharge planning, poor adherence to HF medications, inadequate fol-
low- up, insufficient social support, and delays in seeking medical attention [81, 82]. 
Therefore, management of persons with chronic CHF by specialized multidisci-
plinary teams in heart failure clinics (HFC) has been proven effective in reducing 
morbidity and mortality [83–85]. Typically, HFCs include HF specialized physi-
cians, nurses, dietitians, pharmacists, social worker, and exercise physiologists. 
These teams engage patients and families in all aspects of care including teaching 
basic aspects of HF, description of their illness, prescribing diets, exercise and med-
ications, and also listening to patients’ questions and concerns, and addressing rel-
evant socioeconomic and psychological conditions. In addition, the pharmacist 
makes sure patients and families understand not only how to take the prescribed 
medications but also their mode of action, desired effects as well as potential side 
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effects. More importantly, the team arranges adequate follow-up with a frequency 
that depends on the patients’ symptoms and treatment plans (weekly for up-titrating 
medications, monthly or possible longer when they are stable). Ideally, a member of 
the team is available for telephone consultations 24 h a day, 7 days a week, as the 
most effective approach for early detection of HF decompensation. In addition, 
patients have an option for a clinic visit on short notice to deal with unexpected 
problems or concerns. In the HFC, a great deal of time is usually spent not only 
providing counseling and care of the patient’s physical ailments but paying attention 
at all other familiar, social, and psychological aspects, making their care truly 
person- centered. All decisions for ongoing therapies, new investigations, adherence 
to diet, exercise and medications, possible side effects to medications, and new 
concern are usually addressed in consultation by the health care team with patients 
and their families.

Perhaps because of the culture of systematic care of patients in HFCs, the HFC 
team generally adhere to all the principles of effective PCC. They follow guideline- 
directed treatments in a manner that is effective, safe, timely, efficient, equitable, 
using person-centered methods. In RCTs, patients followed at a HFC have been 
shown to have lower hospital readmission rates, have fewer symptoms, better qual-
ity of life, more satisfaction, and a trend towards lower morbidity and mortality, 
compared with usual care [83–85]. Similarly, improved outcomes have been found 
in a meta-analysis of patients with chronic CHF treated and followed by PCC 
teams [86].

In summary we suggest that HFCs may be the best example of how PCC may be 
translated into routine practice to successfully deliver care, with resulting patient 
satisfaction and better clinical outcomes that are the real bottom line for health care 
providers. The ESC has given the highest level of recommendations in their guide-
lines for the management of CHF through HFCs [71]. Because of their recognized 
value, HFCs have proliferated but many do not have adequate human and/or techni-
cal support to provide optimal care. More detailed standards for the management of 
HFCs have been recently published by the ESC Heart Failure Association [87], and 
there are suggestions how to maintain these HFCs functioning with high stan-
dards [83].

31.4.2  Chronic HF with Preserved Ejection Fraction (HFpEF)

Our understanding on the pathophysiology of HFpEF is not as good as that of 
HFrEF. Consequently, effective management of patients with HFpEF is often more 
difficult to achieve. There are increasing data showing that HFpEF is not one clini-
cal entity but instead comprises a diverse group of diseases with genetic, anatomi-
cal, and functional heterogeneity, not yet well defined [88]. Most prominent among 
the known causes of HFpEF is hypertension. Aggressive and effective blood 
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pressure control can result in significant improvement of symptoms and well as in 
reducing end-organ damage. Amyloid and hypertrophic cardiomyopathy are also 
specific causes of HFpEF that may be improved with newer, specific approaches of 
therapy [89, 90]. Where the cause of HFpEF is not clear, the only medications that 
have been shown to be helpful in patients with HFrEF that is also clearly effective in
patients with HFpEF are the SGLT-2 inhibitors [91].

While the modern cardiologist has to carefully choose amongst the many effec-
tive drugs to provide best individualized therapy for their patients with HFrEF there 
is only one class of drugs with proven efficacy in those with HFpEF. Because of the 
rapid advances in the science of pharmacotherapy it is expected that therapies for 
patients with HF regardless of the ejection fraction will continue to evolve. Thus, an 
important component of good PCC is close follow-up not only to monitor the 
patient’s clinical changes but also to keep patients and families well informed on the 
latest therapeutic options, including their merits and limitations. The multidisci-
plinary medical team of the HFC headed by the treating cardiologist is ideal to 
accomplish these tasks following established optimal principles for effective 
PCC. The understanding, contribution, opinios, and preferences of patients and 
families should weigh heavily in the shared therapeutic decisions.

31.4.3  Acute Decompensated HF

Patients with either HFrEF or HFpEF are at risk of developing acute severe clinical 
symptoms ranging from pulmonary congestion and severe dyspnea to symptoms of 
low cardiac output, weakness, confusion, and shock. The causes are potentially 
multiple, some of them preventable. These include poor adherence to medications 
or/and diet, drug interaction, comorbidities, or progression of the primary cardiac 
disease. Therapy is largely symptomatic, together with management of the precipi-
tating causes and comorbidities. A PCC approach is most important in this situation 
since only with good communication and clinical skills, patience, trust, using a 
systematic approach to uncover sometimes elusive precipitating causes, can the 
patient be optimally treated. If non-adherence is a problem, then personalized meth-
ods and solutions may be found by education, answering questions and concerns, 
and by step by step assistance in solving the patient’s own individual barriers. This 
is specially important in addressing perceived or real side effects to medications. 
Only if the patient is satisfied with the answers he or she will agree to the treatment 
proposed. A shared-decision is most likely to result in optimal outcomes because 
the patient feels ownership of the strategy, with improved likelihood for adherence 
to medications, diet and life style. The role of PCC may be more rewarding and 
effective in preventing recurrences and rehospitalizations as exemplified by the 
multidisciplinary follow-up of these patients in HFCs [84, 86].
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31.4.4  Potential Barriers for PCC in Persons with HF

There are a number of barriers to PCCC in persons with chronic CHF. They exist at 
several levels. The majority of patients with CHF are not treated by cardiologists or 
in HFCs. It has been shown that patients with chronic CHF have better outcomes 
when care is managed by cardiologists [92] and better yet when their outpatient care 
is in HFCs [86, 93]. Yet, even in affluent countries there is an insufficient number of 
heart failure cardiologists and only a small fraction of patients with chronic CHF are 
followed at a HFC. Moreover, not all HFCs have sufficient multidisciplinary human 
resources and/or technical support to function most effectively [83]. To solve these 
issues, there need to be political and administrative will. Physician advocacy for 
additional resources and quality control is necessary to deliver optimal PCC to 
patients with CHF.

Despite evidence-based guidelines (for patients with HFrEF) and best intentions, 
even in the early twenty-first century some degree of racial bias may be present 
when patients are admitted to hospital with decompensated HF [94]. As health care 
professionals in general, but more to the point if we want to provide PCCC we need 
to be aware of potential systemic inequities and must do what we think is appropri-
ate to avoid inappropriate decisions based on racial or economic biases.

Because there are limited evidence-based guidelines to treat patients with HFpEF 
one of the potential barriers to practice PCCC is the lack of proven effective thera-
pies. This fact however gives patients and families greater level of participation in 
the shared decisions for management and treatment.

The cost of drugs to treat persons with heart failure is not amongst the more 
expensive in the pharmacology arsenal of cardiology, but they add up. Considering 
the lifelong duration of drugs and other forms of care of the person with CHF, costs 
may be a significant burden for some patients.

31.5  The Person with Dyslipidemia

31.5.1  Secondary Prevention

Plasma low density lipoprotein (LDL) cholesterol is a measure of cholesterol mass 
carried by LDL particles. Numerous studies have demonstrated a log-linear rela-
tionship between the absolute levels of plasma LDL cholesterol and the risk of 
atherosclerosis [95, 96]. The remarkable consistency among these studies, in addi-
tion to biological and experimental evidence, provide compelling evidence that 
LDL cholesterol is causally associated with the risk of atherosclerosis. Randomized 
clinical trials have consistently shown that lowering LDL cholesterol levels reduces 
the risk of atherosclerotic cardiovascular disease proportionally to the absolute 
achieved reduction in LDL cholesterol [97, 98]. The importance of secondary pre-
vention in atherosclerotic cardiovascular disease is undisputed [42]. Amongst the 
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top achievements in clinical cardiology in the past century are the advances in the 
diagnosis and treatment of dyslipidemias, highlighted by the FDA approval for the 
clinical use of the first statin in 1987 [99]. The success in decreasing LDL choles-
terol by life-style changes and particularly pharmacotherapy is in part responsible 
for the decreased cardiovascular morbidity and mortality seen over several decades 
[100, 101]. Lipid lowering reduction is cost-effective both in primary and secondary 
prevention [42, 102–105], and have been summarized in international guidelines for 
the diagnosis and management of dyslipidemias [42, 106, 107].

A PCC approach to the management of dyslipidemia is not only supported by the 
traditional motive of respect and consideration for the patient as a person, but also 
because of the considerable individual variability in the LDL-cholesterol response 
to dietary and drug treatments [108]. Moreover, LDL cholesterol reduction is only 
part of a tailored approach to total cardiovascular risk reduction that should be indi-
vidualized. Recommendations for lifestyle and drug therapy are summarized in 
widely recognized guidelines with emphasis on achieving specific goals for each 
individual that is dependent on the person’s risk level [42]. Thus, the management 
of persons with dyslipidemia is a condition that is best suited for a PCC approach 
[109, 110]. A shared patient-health care provider decision on treatment goals reflects 
effective communication between both, that in turn supports optimum long-term 
adherence to treatment [111], with associated clinical benefits [112].

Some guidelines and recommendations contain comments regarding the value 
and the need of the PCC approach to manage dyslipidemias, and some include sepa-
rate sections with specific recommendations for groups such as children, women, 
and seniors, others with co-morbidities (renal failure, diabetes, chronic inflamma-
tion, etc), and various ethnic and racial groups [109, 110]. Although studies on a 
team-based approach to manage some medical conditions have not always shown 
improved outcomes [113], most agree that care administered by specialized and 
motivated teams with sufficient resources, are most effective [83, 85]. The team to 
manage persons with dyslipidemia includes physicians, nurses, pharmacists, dieti-
tians, and exercise physiologists, all of whom interact with patients for education, 
answer questions and concerns, to make sound share decisions. A team-based 
approach to manage dyslipidemias offer unique work strategies for effective care 
including: (1) Facilitate communication and coordination of care support among 
various team members. (2) Enhance use of evidence-based guidelines by providers. 
(3) Establish regular structured follow-up mechanisms to monitor patients’ progress 
and schedule additional visits as needed. (4) Actively engage patients in their own 
care by providing them with education about medications, adherence support, and 
tools and resources for self-management (including behavior change) [109, 
110, 114].

The ESC guidelines [42] provide suggestions to optimize adherence but they fall 
short of suggesting meaningful PCC approaches such as shared decisions that, as 
noted above, may be one of best methods to maximize adherence.

In summary however, although more emphasis needs to be placed in the patient- 
centered aspect, it appears that guidelines and recommendations to manage persons 
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with dyslipidemias are effective, safe, timely, efficient, and equitable, important 
characteristics of PCCC [2].

31.5.2  Primary Prevention

It is well established that lipid lowering measures are effective and are cost-effective 
in secondary prevention [42, 103]. Although several studies have also shown effec-
tiveness of lipid lowering agents in primary prevention [115, 116], there are data 
suggesting that lipid lowering for primary prevention may not be cost-effective 
across all populations [117]. This point of view amongst the experts thus, gives the 
clinician treating the person with dyslipidemia for primary prevention, room for 
discussion and considerations of individual factors and preferences, ideal for PCC 
management strategies. The clinician should be well acquainted with the potential 
benefits, limitations and risks of prescribing medications such as statins, in addition 
to promoting optimal life style changes. Fortunately, there are quantitative methods 
to aid the clinician in the recommendations of when and how to treat patients with 
dyslipidemias for primary prevention, based on the premise that studies have shown 
a 20–22% relative risk reduction for each 1 mmol/L reduction in LDL cholesterol. 
The absolute risk reduction is thus dependent on baseline risk and baseline LDL 
cholesterol level. Reduction of LDL cholesterol levels for primary prevention may 
be limited to non-pharmacologic therapy in persons at low risk while persons at 
high risk will benefit from drugs such as statins, in addition to life style changes.

Instruments are available to estimate individual risks for cardiovascular events 
[103, 118] that are practical and useful. These instruments should be used in context 
of the unique clinical and laboratory characteristics of each patient. Discussions on 
management of dyslipidemia should consider the individual estimated risk as well 
as the patient’s own preferences, following a PCC approach. The clinician’s role is 
to help the patient understand the concept of risk versus benefits of life style and 
drug therapies. How to identify potential side effects and the mechanism to deal 
with them should clearly be outlined prior to initiating drug therapy. Then, a shared 
decision how to manage dyslipidemia for primary prevention should emerge. To 
accomplish this objective, it is important to recognize the need for superior com-
munication skills and enough care giver’s patience and time to educate and answer 
all questions and concerns of patients and families, following PCC principles.

31.5.3  Potential Barriers to PCC in Persons with Dyslipidemia

How well are elements of PCC, as stated by the ICPCM [119, 120], or the Picker 
Institute’s eight principles of patient-centered care [26, 121], incorporated in the 
cholesterol guidelines? The guidelines are in our view, supportive of the notion not 
to just focus on the dyslipidemia, but on the whole person’s biological, 
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psychological, social and spiritual health. This however, is not emphasized enough 
in the specific recommendations of any of the reviewed lipid guidelines [42, 
106, 107].

Access to care is another important feature of PCC. To achieve universal access 
(the last of the Picker’s eight principles) to dyslipidemia care, especially for primary 
prevention, is a more complicated task that is best delivered by each country’s health 
policy makers. The guidelines are certainly supportive of initiatives at international 
and global levels.

The cost of medications may be prohibitive for some persons. Since the treat-
ment of dyslipidemias is a life-long commitment even low cost drugs may cause 
hardships, especially because the incremental costs of treatment for other condi-
tions such as hypertension, coronary artery disease, and often diabetes.

Other potential barriers that apply to all patients, including those with cardiac 
disease, have been studied extensively with suggestions for policy makers and 
health authorities to remove those obstacles to make the implementation of optimal 
PCC possible [7, 122–124].

31.6  The Person with Hypertension

Hypertension (HTN) affects over one billion people and is one of the most common, 
readily identifiable, and reversible, risk factors for coronary artery disease, stroke, 
atrial fibrillation, heart failure, aortic dissection, peripheral arterial disease, renal 
failure, and cognitive decline [125]. Its prevalence is increasing due to the obesity 
epidemic and the increasing aging population and it is projected to affects 1.5 bil-
lion persons by 2025 [126]. HTN continues to be the largest single contributor to the 
global burden of disease, causing two-thirds of all strokes, and half of all ischemic 
heart disease, and an estimated 9.4 million deaths each year [125]. Substantial prog-
ress has been made in understanding the epidemiology and risk associated with 
HTN, and a wealth of evidence has demonstrated that lowering blood pressure (BP) 
can substantially reduce morbidity and mortality [127, 128]. The diagnosis, assess-
ment and treatment of persons with HTN are well described in the most comprehen-
sive, up- to- date hypertension guidelines [129–131]. The recommendations are 
based on the results of many RCTs. They recommend that treating HTN is best done 
considering the total risk of the patient and best accomplished by a multidisciplinary 
team. Every HTN guideline emphasizes life style improvements such as diet with 
sodium restriction, regular physical exercise, weight reduction, moderation in alco-
hol consumption, and abstinence from cigarette smoking. Specific recommenda-
tions are provided for the elderly, pregnant women, those taking oral contraceptives 
or hormone replacement therapy, different ethnic groups, and those with co-morbid-
ities such as cardiac or renal dysfunction, diabetes, cerebral vascular disease, sleep 
apnea, peripheral arterial disease, obstructive lung disease. Most HTN guidelines 
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however, fall short of strongly recommending that patients be involved in decision 
making including drug selection. In summary, HTN guidelines to manage persons 
with HTN appear to be effective, safe, timely, efficient and equitable, important 
characteristics of PCC [2], although the patient-centered aspect needs to be brought 
to a more prominent role as already suggested previously [132].

Do HTN guidelines and current practice follow the suggested principles of the 
ICPCM, as stated by Mezzich and collaborators [119, 120]? The guidelines are in 
our view, supportive of the notion that is not just the HTN that needs medical care, 
but they also promote focusing on other risk factors and, to a lesser extent to the 
whole person’s biological, psychological, social and spiritual aspects of health. The 
focus on personalized care however, apart from specific suggestions for improving 
adherence, is not a prominent recommendation in any of the HTN guidelines. 
Moreover, they do not consider the patient as the principal decision-making mem-
ber of the health care team to make sound shared decisions in establishing the goals 
and the specific treatment strategies to achieve those goals.

Despite the availability of a number of proven, highly effective, and well- 
tolerated lifestyle and drug treatment strategies, BP control remains poor world-
wide, probably because of poor treatment adherence [133]. The excellent science in 
the management of persons with HTN thus, has been poorly translated into routine 
clinical practice. Non-adherence to prescribed life-style changes and pharmacother-
apy is a problem encountered when treating practically any chronic medical condi-
tions [134], and there is growing evidence that poor adherence to treatment  - in 
addition to physician inertia - is the most important cause of inadequate BP control 
[135], and non-adherence is associated with higher risks for future cardiovascular 
events ([133, 136]. Up to 25% of patients do not fill their initial prescription for 
antihypertensive medications [137] and after 12 months only 40–50% are taking the 
prescribed medications [133, 138, 139]. Thus, a health professional treating persons 
with HTN needs to pay special attention to adherence as an essential step of treat-
ment. Factors contributing to poor adherence are myriad, complex, and multilevel. 
Therefore, some guidelines have included long sections with recommendations of 
methods and techniques that are designed to improve medication adherence [130]. 
Barriers to optimal adherence may be linked with physician attitudes, patient beliefs 
and behavior, the complexity and tolerability of drug therapies, the healthcare sys-
tem, and several other factors. Compared with the large number of trials for indi-
vidual drugs and treatments, there are only a limited number of rigorous trials on 
adherence interventions. Thus, current recommendations to achieve sustained 
improvement in medication adherence have low level of evidence. Current guide-
lines suggest that patients should be encouraged to take responsibility for their own 
CV health, but fall short of recommending a PPC approach involving the patient as 
the most important element of the team making shared decisions.

Some guidelines recommend a systolic blood pressure goal of <140  mmHg 
while others a target of <130 mmHg. It has been found that the incremental benefit 
of BP lowering on events progressively decreased with lower target BPs [140] but, 
permanent treatment discontinuation due to adverse effects was more common in 
those with lower targets [141]. Therefore, advocating more intensive BP-lowering 
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targets for all persons has to be viewed in the context of an increased risk of treat-
ment discontinuation, which might offset, in part or completely, the small incremen-
tal reduction in CV risk [131]. These facts leave open a window of opportunity for 
treating physicians and patients to discuss these issues at length which, together 
with the patient’s own preferences and believes, will be most valuable to make 
shared decisions in setting personal goals. It is our feeling that a shared decision 
made in this way regarding treatment goals, one that takes into account guideline 
recommendations as well as patient’s preferences, is a decision which the patient 
can take ownership of and thus, is most likely to adhere to treatment. It is not sur-
prising thus, that a PCC approach has been shown to improve adherence to medica-
tions after a myocardial infarction [31]. Whether a PCC approach will improve 
adherence in persons with HTN is a hypothesis that needs to be tested. The results 
of recent studies of treating HTN with the aid of the neighborhood barbershop 
strongly support the premise that PCC methods may indeed be associated with more 
success [142].

31.6.1  Potential Barriers for PCC in Persons 
with Hypertension

Hypertension most often is asymptomatic until complications develop. It is there-
fore often difficult for asymptomatic patients to adhere to long-term prescription of 
medications, especially if they cause side effects. Thus, educating patients as to the 
benefits of treatment is critical and should be reinforced from time to time, in addi-
tion to having effective strategies to manage possible side effects to full patient’s 
satisfaction; otherwise there is a substantial risk that the patient would quietly stop 
taking the medications.

Hypertension is probably the single most important cardiovascular entity where 
compliance with drug therapies has been unacceptable. Most guidelines do not pro-
mote shared decisions with the patient. For most patients with hypertension, diuret-
ics are considered the best first-line treatment in reducing morbidity and mortality 
[143] and indeed most physicians follow this recommendation [130]. How many 
busy persons stop taking this drug because of the need to interrupt their usual morn-
ing activities because they have to go to the washroom? Or get up at night for the 
same reason if they take the drug at bedtime? As described in previous paragraphs, 
appropriate PCC should improve patient’s satisfaction and adherence, and thus 
achieve the goals of reducing clinical events associated with HTN. We feel that the 
care giver treating persons with HTN should provide the patients with the tools to 
make sound shared decisions to treat HTN and select the drugs that best suit their 
individual clinical status, life style, and preferences.

Another important potential barrier is physician availability to answer questions 
and deal with problems as they arise, such as efficacy of the therapeutic regimen or 
side effects. Close follow up to deal with these issues is of extreme importance to 
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achieve not only good adherence but also to achieve targets. In our opinion, patients 
followed by pharmacists [144], nurses [145], and the neighborhood barbershop 
[142] have been reported to achieve better control than those followed by their phy-
sicians only, possibly because of the frequency of follow visits and the fact that each 
visit last as much as necessary, allowing time to deal with all issues, a classic and 
basic description of PCC.

31.7  The Person with Other Chronic Cardiac Conditions

Other chronic cardiac conditions include some which are very common, such as 
cardiac arrhythmias, and others not so common such as congenital, valvular, peri-
cardial, endocardial, and congenital heart disease, cardiomyopathies, peripheral 
arterial or venous disease, etc. We included these clinical entities together in this 
section because of the similar PCC opportunities for the health care team. Guidelines 
for diagnosis and management of each of these conditions present up-to-date scien-
tific data translated into recommendations that should be applied after appropriate 
education, discussion, and agreement with patient and families. Detailed discus-
sions on the differences of each clinical entity are beyond the scope of this chapter. 
It is sufficient to state that in our opinion the same basic PCCC principles and meth-
ods are applicable, providing patients and families with the education necessary for 
them to actively participate in the shared decisions for management in their own 
terms. Systematic use of the six elements of PCC, as suggested by the Institute of 
Medicine [2], or the Picker Institute’s eight principles of PCC [26], will help achiev-
ing these objectives. It is recognized there may be clinical situations with their own 
unique challenges that require unique responses but in general, the PCCC methods 
described here are applicable to most situations. Some of those unique situations are 
noted in the person centered palliative care chapter since they address unique and 
complex clinical scenarios, not exclusive of a particular disease or clinical syn-
drome, but applicable to several cardiac clinical conditions with common denomi-
nators usually at or near the end of life.

31.8  An Important Principle of Shared-Decisions in PCCC

Making shared-decision with patients and health care team working together is the 
pinnacle of PCC [146]. For some decisions, there is one clear best management 
strategy thus, patient preference is relegated to a secondary plane. An example is the 
management of persons with STEMI. For most decisions in patients with cardiovas-
cular disorders however, more than one reasonable management option exists 
(including doing nothing, when appropriate), and different strategies entail different 
combinations of potential benefits and risks. An example is the use of lipid lowering 
agents for primary prevention. In these situations, patients need to be involved in 
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determining the management strategy most consistent with their preferences, val-
ues, and goals [147]. The use of decision aids is encouraged [148], which in cardiol-
ogy may take the form of videos about cardiac procedures, written or online 
documents. Turning the rhetoric of shared-decisions into reality may sometimes be 
challenging in modern health care settings [149]. Patients should be made aware of 
the essential role they play in decision-making and be given effective tools to help 
them understand their options and the consequences of their decisions. They should 
receive the emotional support they need to express their values and preferences and 
should receive answers to all their relevant questions, without censure or bias from 
their clinicians.

Once a shared-decision is reached it should be honored by the entire health care 
team. Because the clinical status of patients may change often dramatically, shared- 
decisions may need to be re-evaluated from time to time during follow-up. A patient 
who just sustained an electrical shock from an ICD, or was just admitted to hospital 
with decompensated CHF, may make a decision about EOL issues while he/she 
feels very ill, but may think and feel very differently when clinically improved. This 
is an example of carefully considering the appropriate timing of discussions regard-
ing critical decision making. Thus, PCCC implies not only the periodic review of 
the clinical status and evolution of the patient but also a review of shared decisions 
made. Patients are entitled to change their minds, which in most cases is under-
standable because of the variability of emotional and physical state that is common 
in chronic cardiovascular diseases.

31.9  Practical Issues for the Implementation of Person 
Centered Care in Cardiology

The concept and benefits of PCC have been recognized by cardiologists more than 
10 years ago [7] and its basic principles have been disseminated by the mainstream 
cardiology organizations worldwide. However, as of 2022, its implementation is 
still a work in progress. The extent to which current cardiology care is provided 
using PCC principles varies within practice areas of cardiology as noted in each 
section discussed earlier, and likely in different geographic regions. Most cardiol-
ogy practice guidelines, which are based on the latest evidence-based knowledge, 
recommend considering each patient’s set of values and preferences, but 99% of the 
content is focused on scientific advances and the ways to implement them. With 
some exceptions, how to practice PCC is not described in detail. Cardiology guide-
line would better promote and disseminate PCC by emphasizing how it benefits 
outcomes and patient satisfaction, and these should be described more extensive and 
prominently along with the results of the most influential RCTs. The benefits of 
practicing PCC, including enhanced treatment adherence, better clinical outcomes, 
lesser medication misuse, less use of diagnostic procedures, and lower health related 
costs, should be highlighted. In addition, future cardiology guidelines should 
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include specific suggestions on how to provide optimal PCC at all levels of patient 
care, from member of the care team and the local health care institution, to com-
munity and national health care systems. To some extent, some of these processes 
are in place but they need to be extended more widely to all areas in cardiology.

One of the prominent barriers for PCC encountered by the cardiology care team 
is time constraints at all levels of interaction with patients, especially when condi-
tions are acute or semi-acute. Such conditions may include an ACS, cardiogenic 
shock, serious arrhythmias, or acute heart failure. When dealing with chronic ill-
nesses such as chronic heart failure, dyslipidemias, and hypertension, time con-
straints should not be problematic. Complex time-dependent cardiology interventions 
thus, are best accomplished by each member of the care team performing smaller 
tasks simultaneously in a coordinated and timely manner, while still providing com-
prehensive, efficient PCC. Time constraints unrelated to specific cardiac condition 
however exist in the real world. It appears that although cardiologists do well when 
treating patients with chronic heart failure in heart function clinics, management of 
subjects with other conditions such as hypertension and dyslipidemia, may be sub- 
optimal in terms of PCC. This may, in part, be related to the way members of the 
team are compensated; for example, a fee-for-service model usually rewards quan-
tity but not quality. Optimal PCC may be enhanced by an economical incentive 
model that rewards indicators of quality performance [150]. One of the principles 
for PCC is patient engagement with their on-treatment goals, which is easier to 
achieve by ready access to health care providers. Since this may be difficult for the 
busy cardiologist, a multi-disciplinary team approach has been promoted to provide 
better PCC, as exemplified in the heart function clinics. Similar clinics are being 
created to manage person with hypertension, dyslipidemia, and other cardiac 
conditions.

Recently, a panel of experts in PCC and other stakeholders in the USA identi-
fied other barriers for PCC common to all specialties including cardiology [124]: 
(1) information and communication, (2) trust and respect, (3) organizational and 
cultural (such as racial, social, and sexual discrimination), and (4) economical 
(from incentives to member of the cardiology team to costs to the regional health 
care system). To address these barriers in cardiology, regional health care systems 
need to adapt in creative and tailored ways at all levels, from social sensitivity and 
education to increasing human and economic resources where needed. Caring for 
persons with heart disease requires appropriate equipment and personnel for timely 
cardiac investigations and treatments. This implies the cooperation of health care 
systems and governments to support and organize regional cardiology resources 
for timely provision of care to persons with acute as well as chronic cardiac prob-
lems. Each member of the cardiology team should be trained in PCC and have 
enough time to provide appropriate comprehensive care, including shared deci-
sion-making in all aspects of investigation and treatment strategies. With this 
approach, one can optimize patient adherence, clinical outcomes, and patient/fam-
ily satisfaction.

The many dimensions of PCC can be viewed from several perspectives; in cardi-
ology, from the urgent and hectic scenario when seeing a patient with acute 
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myocardial infarction in the emergency department to the person who comes to the 
office worried about his elevated cholesterol soon after his younger sibling sus-
tained a cardiac event. These many dimensions of care have made it difficult to 
assess and monitor the implementation of PCC [151] since there are no accepted 
standardized forms of assessment. Recently, a group of investigators studied many 
instruments to validate PCC quality indicators and selected 26 evidence-based mea-
sures [152]. They suggest using these quality indicators to measure and evaluate 
quality incorporating patient perspectives, empowering jurisdictions to monitor 
healthcare system performance, and evaluate policy and practice related to 
PCC. Whether these suggested measures could be accepted as standard measures of 
quality PCC remains to be seen. From our perspective, these 26 PCC quality indica-
tors may be used to assess the extent of implementation of PCC in cardiology prac-
tices in any setting.

Since the cornerstone objective of PCC in cardiology is to improve patient- 
related outcomes, it has been accepted that the best measure of optimal PCC imple-
mentation is a report from the patient. Thus, patient-derived report cards are being 
increasingly used to measure quality care and patient satisfaction, and its use is 
being encouraged by some medical credential/licensing bodies as a mean of self- 
assessment and continuing education, and they are also used by other health care 
organizations to monitor performance. Patient satisfaction surveys are evolving and, 
in one form or another, they will likely be common place in the future landscape of 
cardiology care. At this point in time however, there is no consensus on how to best 
measure and use patient-reported outcomes in heart failure [149] and in other areas 
of cardiology. Lastly, another important measure of PCC in cardiology is the docu-
mentation of shared decisions when planning investigation and treatment strategies. 
The value of shared decisions as a tool for better quality PCC manifested by patient 
and doctor satisfaction has been widely recognized and proven in RCTs [153, 154].

31.10  Summary and Future Directions

EXCELLENCE IN CARDIOLOGY CARE must include up to date evidence-based 
science delivered in a manner that is respectful of and responsive to individual 
patient preferences, needs, and values, which are the principles of person centered 
care (PCC). By educating patient and family and addressing their concerns and 
questions, shared clinical decisions emerge. This approach of care empowers 
patients to be active participants in their own health care, thus providing not only 
satisfaction, but also improved clinical outcomes.

In this chapter, specific cardiac conditions are discussed separately because of 
the different degrees of scientific certainty on their management recommendations, 
and the different time constrains to arrive to shared decisions.

More than in any other medical specialty, management of most cardiovascular 
conditions are summarized in well published guidelines from leading cardiac soci-
eties translating the latest scientific advances into sound recommendations for dis-
ease management. However, although every cardiology guideline states that the 
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recommendations should be applied in accordance with individual patient’s prefer-
ences and wishes, our review found that there is room for improvement by provid-
ing specific suggestions on how to best implement a truly person-centered cardiology 
care. This is especially true for guidelines to manage patients with hypertension or 
dyslipidemia, both which are associated with poor adherence to medications. 
Adherence, and thus clinical outcomes, might improve if patients take ownership of 
shared decisions on management, an important component of PCC.

Barriers for optimal PCC in cardiology have been recognized and potential solu-
tions have been suggested, from education during cardiology training to regulated 
implementation. The future landscape in the practice of cardiology will be molded 
by more PCC research, resources, and incentives, for better dissemination and 
implementation of PCC principles.
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Chapter 32
Person-Centered Pulmonary Medicine

Christopher M. Dennis

32.1  Introduction

This chapter provides a contextual analysis of how Pulmonary Medicine is prac-
ticed in our modern world. It explores the challenges and limitations of our models 
of care and discusses how a “Person-centered approach” may be developed and 
formulated in the future with reference to key historical figures from our profession.

32.2  Patients

The patients encountered in the practice of Pulmonary Medicine fall broadly into 
three categories. All of these patients may be approached by the physician and the 
health system using the “age old” principle of cura personalis (individual care).

The first group consists of people who attend the Outpatient Department or 
Clinics and have long-standing or sub-acute symptoms such as chronic cough, 
increasing dyspnea or chest discomfort. These patients require clinical assessment 
and subsequent investigation to establish the cause of their symptoms and then a 
plan of management to alleviate the symptoms if possible. Much of this work may 
be done in a graduated fashion with outpatient investigation and return visits to see 
the Pulmonary Physician in the clinic.
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The second group of patients consists of those suffering more acute and some-
times life-threatening illnesses such as pneumonia, severe asthma or respiratory 
failure from other causes. These patients require admission to hospital and more 
urgent investigation and treatment of their respiratory complaints.

The third group includes patients with lung cancer or other malignancies involv-
ing the chest or respiratory system. Such patients may require extensive investiga-
tion and treatment that involves both outpatient and in-patient services.

“The witch-doctor succeeds for the same reason all the rest of us succeed. Each patient 
carries his own doctor inside him. They come to us not knowing that truth. We are at our 
best when we give the doctor who resides within each patient a chance to go to work”. 
Albert Schweitzer [1].

32.3  Current Practice

In Pulmonary Medicine, as in most specialty areas of modern medicine these days, 
there is a strong tendency for pulmonologists to focus carefully and often exclu-
sively on the presenting medical problem. The history taking is often abbreviated 
and the physical examination by some physicians may be limited to the chest. There 
may be preferential emphasis on examination of x-rays, scans, pulmonary function 
tests and blood tests that have performed prior to or after the consultation. This 
information is then often synthesized into a working diagnosis with subsequent con-
firmatory investigations and management plan.

There is often very little time for the pulmonary physician to undertake (with the 
patient and family), an explanation of his/her thoughts on the diagnosis and the 
thinking behind how and why further investigation may be necessary. Opportunity 
for patients and family members or friends to ask questions of clarification may be 
quite limited. There is often abbreviated discussion around important issues such as 
the intended treatment regimen and the overall prognosis.

“Knowledge is an extraverted element in the doctor’s psyche; it comes from without; it is 
what he acquires during his long & demanding education in order that he may direct it 
outward upon his patients. It is what he brings to bear upon the disease that confronts him 
in his patients. Wisdom is an introverted element in the doctor’s psyche; it has its origin 
within. It is what makes the doctor look not at the disease, but at the bearer of the disease. 
It is what creates the link that unites the healer with the patient. It is what makes him a true 
physician. It is wisdom that tells the physician how to make the patient a partner in his own 
cure”. Bernard Lown, Harvard Medical School [2].

32.4  Health Systems

In most health systems of today’s world there are practical considerations which 
impact heavily upon the interaction of the patient with the doctor. Indeed these con-
siderations also involve the patient’s family and friends, as well as other members 
of the health care team, including nurses and allied health professionals.
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The two critical elements, which impinge upon the patient-doctor relationship in 
a practical sense, are time and patient numbers. In the modern world of Pulmonology 
(as well as other specialties or disciplines) the time available to the physician is 
limited. Together with this are relentless increases in patient numbers, which involve 
both outpatient clinics and presentations to the hospital emergency departments. 
These pressures are a reality for medical staff working in well-resourced tertiary 
referral hospitals in the developed world as well as institutions less well-resourced 
in many countries in the developing world.

An example of this phenomenon includes the limited time (perhaps 30  min) 
available for Pulmonary Physicians in Australia to see new patients with complex 
respiratory problems in the hospital outpatients or private clinic setting. In the 
developing world (Vietnam—personal correspondence) it is not uncommon for 
Pulmonary Physicians to be expected to see similar patients in a 5 or 10-min 
consultation.

In her recent article in the New England Journal of Medicine “A Good Physician—
On Complacency and Communication”, Michelle Kittleson refers to the practicali-
ties of working in a complex health care system and the impact this has on our 
relationships with patients, particularly certain types of patients with special needs 
[3]. She makes reference to Anne Fadiman’s highly influential book “The spirit 
catches you and you fall down” wherein the author makes the observation that 
“every illness is not a set of pathologies but a personal story” [4].

32.5  Case Study 1

The patient is a 50-year old male with neuro-sarcoidosis. He initially presented in 
2001 with impotence, bladder and bowel dysfunction. In addition, there were prob-
lems with cough and dyspnea. These symptoms were investigated and a lesion of 
the conus in the spinal cord was identified with MRI. Concurrent findings included 
pulmonary infiltrates, skin lesions (erythema nodosum), lymphadenopathy and 
bone lesions.

A lymph node biopsy confirmed the presence of non-caseating granulomata and 
the diagnosis of sarcoidosis was made.

Treatment with prednisone (1 mg/kg) and azathioprine was commenced. This 
resulted in dramatic improvement in most manifestations of the disease, but there 
was very limited recovery in bladder function. This required insertion of a perma-
nent supra-pubic catheter.

Subsequent reduction in the dose of prednisone resulted in relapse of the disease 
and the patient developed iatrogenic Cushing’s Syndrome with multiple complica-
tions. These included recurrent bladder infections and several episodes of life- 
threatening systemic sepsis. Eventually mycophenylate was substituted for 
azathioprine and the dose of prednisone has been gradually reduced over the years.

The patient has also suffered a number of psycho-social problems resulting from 
his illness. Depression and anxiety were problems in the early years and on 

32 Person-Centered Pulmonary Medicine



542

occasions there were issues with adherence to medical care and medical advice. The 
patient married and had several children, which produced considerable joy but was 
accompanied by the usual financial and emotional pressures encountered in family 
life. He worked long hours as a sports coach and this made it difficult at times for 
him to attend his “never-ending” series of medical appointments.

His care has required “pain-staking” co-ordination of multiple specialists and 
health care facilities. Geographical dislocation has also been an issue as he lived and 
worked in a small coastal town, which was 200 km from the University Teaching 
Hospital in the city where he received his therapy. His general practitioner worked 
hard to co-ordinate his care but at times this was beyond his capacity.

In this particular case, the patient’s pulmonologist became the central figure 
coordinating and overseeing the patient’s care. This required considerable input 
from the physician himself, but the work also involved nursing staff, allied health 
staff and administrative staff at the University Hospital and in other parts of the 
health system. This process was not perfect and there were times when mistakes 
were made because of the complexity of the problems and the patient’s personal 
circumstances.

32.5.1  Comment

This case demonstrates some of the challenges of providing comprehensive person- 
centered care in patients with complex pulmonary problems. In these situations, 
such care is often beyond the capability of a single physician and requires the efforts 
of a well-coordinated, highly motivated team of health professionals. These people 
need to share a common philosophy centered on humanism and compassion.

The main challenge as a physician in the early years of this patient’s care was to 
maintain a good relationship with him and try to keep him engaged with his many 
doctors and other health professions who were providing the various elements of his 
care. This included physiotherapy, psychiatry, urology and the “Bladder Care” 
team, dermatology, the metabolic bone team, neurology, endocrinology, hepatology 
and infectious diseases. I don’t think we would have been successful in our efforts 
to provide all these individual components of his care if we had not adopted a “per-
son centered approach” which also involved his wife and family as well and his 
general practitioner of course.

This man has been able to lead a productive, useful, enjoyable life during the 
many years since the original presentation. There have been some difficult periods, 
but he has “weathered the storms” that he has encountered with the assistance of the 
medical profession and the health care system. I am not sure that this would have 
been the case, had we not adopted a “person centered approach” to his care. He is 
exceedingly grateful for all our efforts and I am very proud of what our “person 
centered team” has been able to achieve here.
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“The first objective is to allow doctors to reflect on their own thoughts, feelings, inclina-
tions, practice and experience. This process of reflection offers them the opportunity to gain 
new insights into the strengths and weaknesses of their own practice” [5].

32.5.2  “The Common Cold”

David Watts writes about the medical profession suffering from “too many cold and 
distant doctors” in his NEJM article in 2012 [6]. He describes how our profession 
slowly but surely becomes worn down by challenging clinical work and that over 
time we lose our “sense of goodwill” which is present in large quantities when we 
set out as medical students.

He makes the point, “the art of medicine can’t be taught. Good doctors realize 
that compassion arises not from will, but from a deep sense of goodness”. He 
explores the idea that we need to work on how we personally deal with these chal-
lenges in modern medicine. The high workload and pressure of time, and how we 
maintain our “balance” to enable us to provide compassionate, comprehensive care 
for our patients.

As Sir William Osler said to his students around the turn of the nineteenth cen-
tury, “We hope to see you acquire knowledge of disease and its cure, and knowledge 
of yourself. The former will make you a practical and useful doctor. The latter will 
make you a truly good person. You may of course have the first without the second. 
So we hope to infect you with a desire to have a due proportion of each!” [7].

32.6  Case Study 2

A 48 year-old male who was known to be an asthmatic was brought to the Emergency 
Department of a major teaching hospital in a large city by ambulance at 7 am. The 
patient was receiving cardio-pulmonary resuscitation by the paramedic staff when 
the ambulance arrived.

The paramedics had been called to the patient’s home in a nearby suburb soon 
after 6 am. They found the patient’s wife administering CPR when they arrived. 
They took over the resuscitation process but were unable to intubate the patient.

The paramedics obtained a rapid, limited history from the patient’s wife and 
children during the resuscitation process. He had complained of increasing dyspnea, 
wheeze and cough over the previous few days. There were also some “flu-like” 
symptoms of fever, myalgia and lethargy. He had been using nebulized salbutamol 
frequently on the previous day and had started himself on oral Prednisone and an 
inhaled corticosteroid sometime over the previous 36 h. He had a very disturbed 
night prior to this incident. Around 6 am he went to the shower and became very 
distressed. Upon returning to the bedroom he called to his wife saying he “could not 
breath” and collapsed to the floor. He became cyanosed, unresponsive and suffered 
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a brief seizure. His wife commenced CPR and had one of the teenage sons call the 
ambulance. The ambulance arrived around 6.20 am.

Fortunately following administration of adrenalin in the resuscitation process 
there was return of cardiac output and the patient was moved to the ambulance for 
transfer to hospital. There was a subsequent cardiac arrest en-route to hospital and 
resuscitation measures were reinstituted during the journey.

In the Emergency Department the patient was intubated and there was return of 
cardiac function within 4 min of arrival. Physical examination at that time revealed 
subcutaneous emphysema over the upper chest and neck, a silent chest and 
dilated pupils.

Imaging of the chest showed bilateral pneumo-thoraces and subcutaneous 
emphysema. The lung parenchyma and airways appeared unremarkable.

Arterial blood gases revealed severe acidosis (respiratory and metabolic) related 
to respiratory failure and the cardiac arrest. Blood tests confirmed acute cardiac 
injury (raised troponin), renal and hepatic damage. ECG showed atrial fibrillation 
but no signs of acute ischemia.

The patient was treated for acute severe asthma with bronchodilators, corticoste-
roids and antibiotics. Bilateral intercostal drains were inserted for the pneumothora-
ces. He was transferred to the Intensive Care Unit for ongoing management.

Further history was then obtained from the patient’s wife and family. The patient 
had suffered from asthma since early childhood. There had been multiple hospital 
admissions for asthma throughout the course of his life. In adult life he had become 
reluctant to seek medical advice and tended to “self-medicate”. He generally took 
no regular medications for his asthma and his usual exercise tolerance was one flight 
of stairs.

Otherwise his past medical history was of fractured ribs (from a fall down some 
stairs) several years earlier, and low-back pain for which he used an anti- inflammatory 
agent and various analgesics. He worked in the film industry and was married with 
two teenage children. His family described him as “a difficult person” who smoked 
heavily, drank to excess and used recreational drugs. He had apparently experienced 
considerable “life stress” in the six or nine months leading up to this presentation to 
hospital.

Over the following 24 h in hospital the patient made a dramatic recovery and was 
able to extubated successfully. He did not seem to have any neurological deficit and 
soon engaged in normal conversation. He was irritable, somewhat aggressive and 
contrary, but his family confirmed that this was often how he was in everyday life. 
He was transferred to the regular ward and converted to oral medications and inhal-
ers within 48 h of admission to hospital.

He soon became insistent that he wanted to leave hospital and did not wish to 
comply with some of his treatment. The medical staff did not think he was psychotic 
or delirious. He refused a Psychiatric assessment and would not co-operate with the 
Social Worker. Discussions took place between the hospital staff and the family. 
Arrangements were made for discharge and follow-up with the General Practitioner 
as well as the Pulmonary Physician. The patient did not attend these appointments 
and he did not respond to attempts to contact him made by the hospital staff follow-
ing discharge. He has subsequently been lost to follow-up.
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32.6.1  Comment

This case demonstrates the limits to what is possible with patient care in certain 
circumstances. On occasions it becomes very difficult to achieve what we believe is 
ideal (or even adequate) care for certain patients. Our best efforts as a team of health 
professionals may be compromised by the wishes of the patient and his or her fam-
ily. In these circumstances one could argue that we should take a pragmatic approach 
and try to do the best we can under difficult conditions.

I am not sure if our “person-centered” approach to this patient’s care made any 
difference to his outcome or prognosis. I like to think that the input from the medical 
staff, nursing and allied health teams during his hospitalization may have caused 
him to re-evaluate the way he was approaching his life, but I don’t know about this. 
I am most concerned that he did not appear for follow-up with his General 
Practitioner or our Clinic.

Despite these important reservations, I do think that the “patient centered” 
approach to his care provided support for his family in their struggle to deal with 
him. I also felt that our coordinated, team-based, “person-centered” approach helped 
support the members of our team in their attempts to provide care for such a difficult 
patient and helped them resolve their own personal reservations and concerns about 
his behavior and management. My own feelings about the case were those of frus-
tration, impotence, dissatisfaction and concern.

We may find solace in the words of Rene Leriche [8], Every doctor carries within 
himself (herself) a small cemetery; where he/she goes from time to time to pray.

32.7  Practical Implications for Person Centered Care

Looking towards the years to come, one can envisage the challenge of delivering 
high quality “person-centered care” for complex patients with pulmonary disorders 
such as those described above. In my opinion this will not be possible without two 
essential components of medical practice and health care delivery.

The first is philosophy. There needs to exist a way of thinking which considers 
the patient as a “complete” human being, and entails consideration of physical, 
emotional, psychological and social factors which have a bearing on his condition 
or disease.

This contrasts with an approach that looks instead at the patient as an “organism” 
with a problem or problems affecting the lungs or the respiratory system. The ques-
tion confronting us at present is how we cultivate this philosophy in our medical 
students, young doctors and the profession as a whole? There is no easy answer to 
this, but part of the solution may lie in Oliver Sacks suggestion that we need to 
expose medical students, junior doctors and other young health professionals to the 
humanities during their study and training. “Many of us live with the scientific and 
the sacred; the medical and the mystical; both at once”. Oliver Sacks [9].
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The second element is resources. In today’s world of modern medicine, it is very 
difficult for one professional (doctor, nurse or allied health worker) to take sole 
responsibility for a patient with a complex respiratory problem. Increasingly the 
task of delivering excellent person-centered care now comes to rest with a team of 
health professionals who combine in a coordinated and highly disciplined fashion 
to provide what is necessary to manage the patient effectively.

This multidisciplinary, inter-professional “team-based” approach is the secret of 
success in managing patients with complex medical problems as we move towards 
the second half of the twenty-first century. Such comprehensive care comes at a cost 
and health budgets are tight everywhere. Effective delivery of these models of care 
involves training of health professions to be able to work together in an effective, 
cooperative fashion. This type of training needs to be adopted and implemented in 
the early days of the health professional’s educational journey. This means we need 
to start in the early years of Medical School for the doctors and at University for the 
nurses and the allied health professionals.

32.8  Conclusions

It seems that over the past three or four decades, the tide has slowly turned against 
the delivery of “person-centered care” in our specialty of Pulmonary Medicine. The 
practical reality of modern medicine has pushed many of our colleagues into a form 
of practice that focuses heavily on the respiratory system rather than the patient as 
a whole. Our scientific conferences, craft group meetings and journals are heavily 
weighted in favor of emphasizing and exploring the technical or biomedical aspects 
of what we do. It has become increasingly difficult for Respiratory Physicians to 
practice our “art” modeled on the likes of William Osler or Bernard Lown.

We may find inspiration and guidance in the words of Professor Francis Weld 
Peabody [10], from Harvard Medical School, The secret of the care of the patient is 
in caring for the patient. The writings of the great physicians quoted in this chapter 
may stimulate and energize pulmonologists facing challenges in the years ahead 
across the world.
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Chapter 33
Person-Centered Intensive Care Medicine

Mark R. Tonelli

33.1  Introduction

Intensive care units (ICUs) are best characterized as the site of delivery of the most 
invasive and burdensome interventions to the most severely ill of patients within a 
hospital. The majority of deaths in Western acute care hospitals occur in patients 
admitted to, or recently discharged from, an ICU. While all are severely ill, patients 
in the ICU otherwise represent a heterogenous group, with a wide-variety of mala-
dies, admitted from the emergency department, acute care floors, and operative 
suites. In industrialized nations, medical care is generally provided by specially 
trained nursing staff under the guidance of an intensivist, a specialist with advanced 
training in critical care. Care also typically includes a variety of consultants and 
ancillary support providers. ICU decision-making begins with whether admission to 
an ICU is appropriate and often evolves to whether to continue such care in the set-
ting of a worsening prognosis. While the decisions made in the ICU often directly 
relate to core values, goals, and experiences of patients, multiple barriers make 
delivery of truly person-centered care extremely difficult, but not impossible. 
Dehumanization and depersonalization are hallmarks of critical illness, affecting 
both patients and providers in the ICU.

Critically ill patients, compromised by disease and dependent upon a variety of 
technological interventions for survival, often cease to even physically resemble 
persons. (This point was brought home to me years ago when my then 6-year old 
daughter, accompanying me while I was meeting in the ICU with a colleague, 
looked into a patient room and asked, “What is that?” while gazing upon an intu-
bated, ventilated patient receiving hemodialysis.) Depersonalization affects a large 
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percentage of patients with critical illness, who experience a very high incidence of 
cognitive impairment, hallucinations, and delirium [1]. While the critically ill 
remain persons they, temporarily or permanently, are likely to have lost the ability 
to exercise the hallmarks of personhood, agency and autonomy.

Providers of intensive care themselves are also at high risk to develop symptoms 
of depersonalization, as multiple studies of intensivist physicians and critical care 
nurses have demonstrated [2, 3]. Feelings of exhaustion related to both the physical 
and emotional burdens of providing care to sick and often dying patients may lead 
clinicians in the ICU to not only fail to recognize their patients as persons, but to 
lose their own sense of personhood.

The ICU necessarily introduces several other specific barriers to the provision of 
person-centered medicine (PCM) [4]. Many decisions in critical care medicine must 
be made under significant time constraints and in the setting of great uncertainty, 
contributing to the difficulty of making care person-centered. Considered judgment 
and the shared decision-making embraced by PCM are generally time intensive, 
with time being necessary for both for the sharing of information as well as delib-
eration on the part of physician and patient alike [5]. Complicating matters further, 
decision-making in the ICU is often dependent upon pathophysiologic reasoning 
and highly technical knowledge, with significantly less empirical evidence available 
to guide treatment choices compared to other aspects of medicine [6]. Technical 
knowledge and understanding complex physiology are often difficult for patients 
and family to process and consider. These features create additional barriers to 
incorporating the personal experiences, goals and values of individual patients into 
the ICU care plan.

Providing person-centered healthcare in an ICU environment requires under-
standing the nature of these barriers and then devising and implementing specific 
strategies to help overcome or ameliorate these limitations.

33.2  Barriers to Person-Centered Care in the ICU

33.2.1  Patient Loss of Autonomy and Agency

The vast majority of critically ill patients cannot participate directly and fully in 
medical decision-making. Communication, cognition, and capacity are all compro-
mised by the severity of illness itself as well as the effect of interventions aimed at 
providing support, analgesia, and anxiolysis [7]. Even patients who remain respon-
sive and interactive in the ICU generally have compromised autonomy [8] Critical 
illness interferes directly with a person’s agency, their ability to accomplish self- 
identified goals. While a primary goal of medical care is to restore agency to those 
who have lost it [9], doing so in the context of severe illness generally proves to be 
impossible. This loss of autonomy and agency renders patients incapable of express-
ing personal choice and demanding the respect due to persons.
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33.2.2  Difficulty Knowing Patients as Persons

Critically ill patients generally present acutely, in need of urgent and emergent med-
ical interventions, and are unable to fully participate in medical decision-making. 
Those who practice intensive care medicine rarely have had the opportunity to know 
patients as persons prior to their arrival to the ICU. Direct attempts to learn from and 
about the patient as person are severely hampered by patients’ inability to commu-
nicate. The impact of the loss of the ability of critically ill patients to participate 
directly in their care is compounded by the nature of the decisions that need to be 
made in the ICU, decisions that often literally relate to life and death. Questions 
regarding what constitutes an acceptable quality of life and whether the burdens of 
interventions are worth the potential benefits permeate the ICU. Properly answering 
such questions requires a deep understanding of the individual patient.

33.2.3  Provider Burnout

Work in the ICU setting, characterized by unpredictability and high levels of uncer-
tainty, can be especially stressful even relative to other high stress medical special-
ties [10]. Given the high mortality associated with ICUs, clinicians practicing in this 
environment are exposed constantly to emotionally-laden situations. At times, death 
is viewed as a failure and at other times prolonging death induces moral distress. In 
either circumstance, ICU clinicians are subject to constant doubts regarding the 
value of their work, potentially leading to feeling of limited worth. Providing care 
in an ICU is both physically and emotionally challenging. Not surprisingly then, 
working in an ICU is associated with high rates of burnout, a syndrome character-
ized by not only exhaustion and a reduced sense of personal accomplishment, but 
also by depersonalization. Depersonalization, in this context, represents a distant 
and indifferent attitude toward caring for patients. Depersonalization in clinicians 
may lead to callous behavior and the inability to relate to patients as persons. This 
further dehumanizes ICU patients, a cycle that leads to both poor self-care for clini-
cians and poor medical care for patients. The ICU, then, represents an environment 
in medicine where the personhood of both the patient and the clinician are likely to 
be compromised. Such a situation undermines the ideals of PCM, which calls for 
the engagement of both patients and clinicians as persons.

33.2.4  Acuity and Time Constraints

Time for thoughtful consideration tends to be a luxury in the ICU, particularly early 
in a patient’s course. Patients generally arrive to an ICU acutely ill, with multiple 
diagnostic and therapeutic interventions that need to take place in relatively short 

33 Person-Centered Intensive Care Medicine



552

order. Given the high risk of death in many ICU patients, a strong inclination toward 
action permeates the ICU, where uncertainty often elicits preparations and treat-
ments for the “worst case scenario.” As in an emergency department, engagement 
with patients and/or surrogate decision makers may be brief and cursory, limited to 
a quick exchange of limited information and request for assent, rather than fully 
informed consent, for interventions.

33.2.5  Complexity of ICU Decisions

The results of clinical research provide very limited value for decisions made in the 
ICU, where clinicians must rely on pathophysiologic rationale and clinical experi-
ence in arriving at the best course of action for an individual patient [11]. Adding to 
the complexity, clinical decisions and treatment plans must be assessed at frequent 
intervals, occasionally minute-by-minute in highly unstable patients. The complex-
ity of clinical decision-making in the ICU renders the clinician’s reasoning difficult 
to convey to patients and surrogates. In the setting of the barriers already outlined 
above, ICU clinicians are often left making multiple medical decisions with little 
direct involvement of patients or their loved ones.

33.3  Bringing Person-Centered Medicine to the Intensive 
Care Unit

Given the loss of agency and autonomy experienced by the vast majority of criti-
cally ill patients, intensive care providers must turn to family members and friends 
in order to try and understand their patients as persons. Family members feel com-
pelled to impart some understanding of their loved one as a person, an individual 
who had loves, dreams and experiences prior to becoming critically ill, to the health 
care team. Loved ones allowed to share such knowledge about the patient-as-person 
tend to be more satisfied with the care provided [12]. Unfortunately, attempts to 
know the patient-as-person even with the well-meaning input of engaged surrogates 
will necessarily result in an imperfect understanding. Even close family members 
are often not willing or able to communicate accurate treatment preferences for 
their loved ones [13, 14]. The substituted judgement of another always lacks the 
ethical and epistemic imperative of a contemporaneous decision of a patient with 
full capacity.

Still, the challenge of knowing a critically ill patient as a person does not excuse 
the tremendous variability that exists among intensivists regarding whether and how 
they seek and incorporate surrogate input regarding patient goals and values into 
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their medical decision-making [15, 16]. While there is an emphasis on research and 
education to encourage intensivists to improve their communication skills and to 
view family members as representatives of patients [17], the most crucial step in 
practicing a person-centered intensive care medicine is to maintain the sense that 
critically ill patients are persons.

The dehumanizing aspect of critical care medicine cannot be completely amelio-
rated, as the severity of illness and the technology employed to treat it will conspire 
to render patients inert, often devoid of spontaneous action, and separated from the 
world by a wall of equipment. Relatively simple interventions and practices, how-
ever, can serve to remind caregivers that their patients are persons. Our ICU encour-
ages family members to display photographs of the patient at the bedside and has a 
large wall poster for the patient or family to complete telling the staff what name 
they like to be called, something about their family, outside interests and things that 
are most important to them. Rounding in the patient’s room (rather than the hall-
way), including family members in rounds, and referring to the patient by name and 
other unique identifiers (for example, “William, a gentleman recently retired from 
his job as a high school teacher” rather than “A 64 year-old male with COPD”) all 
serve to remind clinicians that the patient had a life and specific goals prior to 
becoming seriously ill. ICU clinicians should prioritize meeting with families of 
patients, early and often. At family conferences, clinicians should spend more time 
listening than talking, soliciting information regarding the patient’s life, not only to 
improve family satisfaction, but to allow for person-centered decision-making [18].

To have any chance of recognizing their patients as persons, caregivers must 
maintain their own personhood. One of the key insights of PCM is the recognition 
of the importance of the clinician-as-person. Intensive care providers who do not 
care for themselves cannot hope to deliver optimal medical care. And yet burnout 
rates, with subsequent depersonalization, are extremely high in among nurses and 
physicians providing ICU care. Of late, professional organizations in North America 
have gone beyond recognizing this increased risk of burnout to calling for interven-
tions to decrease the frequency [10]. Strategies to prevent or ameliorate burnout and 
depersonalization may be targeted on the ICU environment or focused on helping 
individuals deal with that environment. In the former category, limiting duty hours, 
structuring shifts in a manner that facilitates outside activities, team debriefs and 
team-building activities may all help improve the workplace. Our institution engages 
our palliative care service for medical team debriefs and education and provides 
moral distress counseling in real-time through our ethics consultation service. For 
individual practitioners, wellness programs can offer access to stress reduction, 
relaxation techniques, and mindfulness training. Together, individuals and institu-
tions should work to change the culture of ICU care to explicitly value work-life 
balance. Caring for the well-being of ICU clinicians supports a structure that can 
provide care to patients as individual persons.
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33.3.1  Person-Centered Decision-Making in the ICU

Person-centered care in intensive care, which begins with the decision regarding 
whether a patient should be admitted to the ICU, generally embraces a default posi-
tion that can be understood as the Reasonable Person Supposition. The Reasonable 
Person Supposition asserts that intensive care is appropriate and indicated so long 
as it offers a meaningful chance of returning an individual to an acceptable quality 
of life. This general supposition is subject to rebuttal when the burdens of such care 
are too high, either for the system or the individual, to bear.

Given the barriers related to loss of autonomy and the typically high acuity and 
time pressure related to initial decisions, this initial starting point will rely upon a 
clinician’s understanding of what an average, reasonable patient would likely want. 
But within the general supposition several elements eventually require understand-
ing the patient-as-person. What constitutes a “meaningful chance” of some outcome 
varies from individual to individual, particularly as the burdens of treatment are 
considered. For instance, individuals with advanced cancer at a cancer research 
facility, who have already agreed to highly burdensome therapies with little chance 
for cure, may also agree to intensive care for complications. Another patient with 
the same malignancy may opt for hospice treatment, which precludes intensive care. 
In the former case, even a small statistical chance for survival is deemed meaning-
ful, while in the latter case it is not. Similarly, what constitutes an “acceptable qual-
ity of life” differs among individuals. Those whose self-assessed quality of life is 
marginal prior to the development of serious illness may not want intensive care 
under any circumstance, as they recognize that their quality of life will be even 
worse than that baseline if they survive to hospital discharge. Individuals may have 
strong views of the kind of life that falls below an acceptable minimum for them, 
often related to dependency and permanent, severe neurologic impairment. Intensive 
care is not appropriate if the result of such care leaves a person in a state she clearly 
finds worse than death.

So while illness severity will hamper efforts, an ICU clinician must reliably and 
efficiently seek ways to understand individual patients as persons. As patients will 
generally have lost their ability to directly make themselves known, information 
regarding the person’s previous experience, goals and values must be actively 
sought. This effort must be prioritized along with the diagnostic and therapeutic 
interventions being considered and implemented, not dismissed as a secondary con-
sideration. When appropriate, clinicians will need to resist the urge to the therapeu-
tic imperative to act in order to find time to appreciate who the patient was prior to 
the illness. Deliberate clinical inertia, a pause in clinical momentum, allows the 
opportunity to seek out knowledge of the patient as a person [19].

Prior discussion and documentation of patient goals and values may be helpful. 
Advance care planning will have best been undertaken with a primary care physi-
cian who already knows the patient as a person and can share in the decision- 
making. Conditions under which the need for intensive care would most likely be 
anticipated (e.g. respiratory failure in a patient with advanced lung disease) should 
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be discussed specifically. For some diseases with predictable courses, advance care 
planning can be facilitated with the use of disease-specific tools [20]. Instructive 
directives, such as ‘living wills’ or Physician Orders for Life Sustaining Treatment 
(POLST) forms, can provide some insight into a patient’s previous preferences and 
goals of care. But alone, these documents often do not provide enough information 
to determine the best treatment plan for a particular individual [21].

Even when advance care planning has taken place, and certainly when it has not, 
intensive care physicians will usually need to rely on input from family and friends 
in attempt to elucidate the goals, values and preferences of individual patients. In 
addition, intensivists will need to make sure that surrogates for the patient under-
stand the salient medical information, including physician assessments of progno-
sis, necessary for decision-making. Several practices and strategies can help 
facilitate this exchange of information. Including family members on rounds helps 
ensure their understanding and gives them a chance to ask questions, improving 
communication, though not necessarily satisfaction with care [22]. Scheduling 
“family meetings” early in the ICU stay and at regular intervals after that allows 
intensive care providers to solicit input from loved ones and learn about the patient 
as a person. All those who wish to participate in such meetings should be welcomed, 
as many times the people who know a patient best are not blood relatives. Even if 
no formal advance care planning has occurred, primary care providers who have 
known the patient prior to the development of serious illness are often very helpful 
in establishing goals and limits of care. In institutions with a dedicated palliative 
care service, early involvement of that service can improve outcomes as well as 
patient/family satisfaction [23]. All of these approaches share an aim to provide 
ICU clinicians with the knowledge of a particular patient that would allow for the 
plan of care to be guided by the experience, values, and goals of that person. Such 
knowledge will be imperfect, but that is not an excuse to not seek it out or to fail to 
act upon it.

Decision-making for the critically ill should focus on trying to elicit and under-
stand the individual patient’s broad goals and values regarding medical care, rather 
than on specific medical interventions. Offering patients and/or families a list of 
potential interventions, such as mechanical ventilation, cardiopulmonary resuscita-
tion (CPR) or dialysis, and asking whether or not to employ them does not consti-
tute person-centered decision-making. Rather, a clinician who understands the 
experiences, goals and values of a patient can characterize interventions as likely or 
unlikely to advance that patient’s goals. PCM in the ICU puts a large burden on 
intensivists to actively solicit the information, generally from third parties, neces-
sary to understand the relevant experiences and values of a patient they have never 
met previously and then to place medical information, including prognosis regard-
ing not only survival but likely quality of life if the patient survives, in the proper 
context of the individual patient. Such an approach is time-consuming and often 
emotionally draining, but ultimately respects the personhood of patient and pro-
vider alike.
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33.4  Conclusions

Providers of intensive care medicine face many barriers to providing person- 
centered care to critically ill patients. Clinicians working in the ICU must make 
special efforts to ensure that their patients are still seen as persons and to ameliorate 
the challenges of the work environment that might lead to clinician depersonaliza-
tion. At a distinct disadvantage compared to their colleagues in primary care, inten-
sivists must take an active role in soliciting information, generally from available 
friends and family, in order to understand the personal experiences, goals and values 
of the patient relevant to the decisions-at-hand. In caring for patients who are no 
longer autonomous, intensivists must take responsibility for contextualizing medi-
cal information for surrogate decision makers and for making difficult decisions 
regarding the provision and continuation of intensive care with the person who is 
their patient in mind. Perhaps nowhere else in healthcare is it more difficult to prac-
tice person-centered medicine. The difficulty of the endeavor, however, does not 
obviate the responsibility of intensive care clinicians to pursue it.

Acknowledgements and Disclosures The author does not report conflicts of inter-
est in the preparation of this manuscript.

References

1. Miller RR, Ely EW.  Delirium and cognitive dysfunction in the intensive care unit. Semin 
Respir Crit Care Med. 2006;27(3):210–20.

2. Embriaco N, Papazian L, Kentish-Barnes N, Pochard F, Azoulay E. Burnout syndrome among 
critical care healthcare workers. Curr Opin Crit Care. 2007;13(5):482–8.

3. Guntupalli KK, Fromm REJ.  Burnout in the internist-intensivist. Intensive Care Med. 
1996;22(7):625–30.

4. Tonelli MR.  Person-centered care in intensive care medicine. Intensive Crit Care Nurs. 
2013;3(1):23–6.

5. Curtis JR, Tonelli MR. Shared decision-making in the ICU: value, challenges, and limitations. 
Am J Respir Crit Care Med. 2011;183(7):840–1.

6. Vincent J. Evidence-based medicine in the ICU: Important advances and limitations. Chest. 
2004;126(2):592–600.

7. Cassell E, Leon A, Kaufman S. Preliminary evidence of impaired thinking in sick patients. 
Ann Intern Med. 2001;134(12):1120–3.

8. Tonelli MR, Misak CJ.  Compromised autonomy and the seriously ill patient. Chest. 
2010;137(4):926–31.

9. Sullivan MD.  The patient as agent of health and Health Care. Oxford: Oxford University 
Press; 2016.

10. Moss M, Good VS, Gozal D, Kleinpell R, Sessler CN. An official critical care societies collab-
orative statement: burnout syndrome in critical care health care professionals: a call for action. 
Am J Crit Care. 2016;25(4):368–76.

11. Tonelli MR, Curtis JR, Guntupalli KK, Rubenfeld GD, Arroliga AC, Brochard L, Douglas 
IS, Gutterman DD, Hall JR, Kavanagh BP, Mancebo J, Misak CJ, Simpson SQ, Slutsky AS, 
Suffredini AF, Thompson BT, Ware LB, Wheeler AP, Levy MM.  An official multi-society 

M. R. Tonelli



557

statement: The role of clinical research results in the practice of critical care medicine. Am J 
Respir Crit Care Med. 2012;185(10):1117–24.

12. McDonagh JR, Elliott TB, Engelberg RA, Treece PD, Shannon SE, Rubenfeld GD, Patrick 
DL, Curtis JR. Family satisfaction with family conferences about end-of-life care in the inten-
sive care unit: increased proportion of family speech is associated with increased satisfaction. 
Crit Care Med. 2004;32(7):1484–8.

13. Suhl J, Simons P, Reedy T, Garrick T. Myth of substituted judgment: Surrogate decision mak-
ing regarding life support is unreliable. Arch Int Med. 1994;154:90–6.

14. Torke AM, Alexander GC, Lantos J. Substituted judgment: the limitations of autonomy in sur-
rogate decision making. J Gen Intern Med. 2008;23(9):1514–7.

15. Boumendil A, Angus DC, Guitonneau AL, Menn AM, Ginsburg C, Takun K, Davido A, 
Masmoudi R, Doumenc B, Pateron D, Garrouste-Orgeas M, Somme D, Simon T, Aegerter 
P, Guidet B. Variability of intensive care admission decisions for the very elderly. PLoS One. 
2012;7(4):e34387.

16. Curtis JR, Vincent JL. Ethics and end-of-life care for adults in the intensive care unit. Lancet. 
2010;376(9749):1347–53.

17. Curtis JR. Communicating about end-of-life care with patients and families in the intensive 
care unit. Crit Care Clin. 2004;20(3):363–80, viii

18. Hurd CJ, Curtis JR. The intensive care unit family conference. Teaching a critical intensive 
care unit procedure. Ann Am Thorac Soc. 2015;12(4):469–71.

19. Keijzers G, Fatovich DM, Egerton-Warburton D, Cullen L, Scott IA, Glasziou P, Croskerry 
P. Deliberate clinical inertia: Using meta-cognition to improve decision-making. Emerg Med 
Australas. 2018;30(4):585–90.

20. Benditt J, Smith T, Tonelli M. Empowering the individual with ALS at the end-of-life: disease- 
specific advance care planning. Muscle Nerve. 2001;24(12):1706–9.

21. Tonelli MR. Pulling the plug on living wills: A critical analysis of advance directives. Chest. 
1996;110:816–22.

22. Jacobowski NL, Girard TD, Mulder JA, Ely EW.  Communication in critical care: family 
rounds in the intensive care unit. Am J Crit Care. 2012;19(5):421–30.

23. Schaefer KG, Block SD. Physician communication with families in the ICU: evidence-based 
strategies for improvement. Curr Opin Crit Care. 2009;15(6):569–77.

33 Person-Centered Intensive Care Medicine



559

Chapter 34
Person-Centered Oncology

Rajiv Agarwal, Zoran Rakusic, Ana Misir Krpan, Trinh Le Huy, 
and Andrew S. Epstein

34.1  Introduction

Person-centered care in oncology is comprehensive care that addresses all aspects 
of health and personhood for people living with and affected by cancer. Herein in 
this chapter, we will discuss modern-day components for successful and high- 
quality person-centered care in oncology. Such topics are categorical, in that they 
span across all stages of disease, all types of cancers, and all variations in clinical 
presentation. Given the heterogeneity of populations affected by cancer, it is impor-
tant to note that person-centered care in oncology can and should be applied glob-
ally and universally. High-quality person-centered care should acknowledge age, 
gender, racial, cultural, religious, socioeconomic, and community differences, along 
with many others; yet it should be fixed in providing an overall umbrella of care that 
is tailored and focused on the individual as a human [1]. As the field of oncology 
continues to evolve, with improved understanding of cancer biology leading to 
rapid changes in drug development, the philosophy of person-centered cancer care 
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has simultaneously developed. With the emergence of new cancer therapies, there is 
a greater recognition for the value of focusing on the person—and not just the 
patient—facing cancer.

34.2  A Brief Word on Our Science

It would be remiss to not at least acknowledge the radical changes in precision 
oncology and what this means for oncologists and patients, as it relates to person- 
centered care. For oncologists across the world, treatment of many types of cancers 
is now intimately tied to the underlying mutational profile of a person’s cancer [2–
6]. In the most rudimentary sense, one patient with metastatic non-small cell lung 
cancer is not the same as another patient with metastatic non-small cell lung cancer, 
and therefore, first-line treatment for metastatic non-small cell lung cancer is not the 
same for each patient. The same logic can be applied for nearly every cancer type. 
Even though there may be variation in the degree to which tumor mutations can be 
acted upon, the awareness of the potential impact from next-generation sequencing 
results has changed how oncologists and patients discuss treatment planning in 
clinic. Similarly, advancements in immune-oncology and improved methods to 
identify which patients, agnostic of tumor type, could respond to immune check-
point inhibitors adds another dynamic in personalizing care [7].

Overall, these twenty-first century breakthroughs along with ongoing laboratory 
cancer research cannot be isolated from the larger context of person-centered oncol-
ogy, as oncologists cannot simply treat a specific cancer type as a collective disease 
entity. To consider a cancer diagnosis without testing or even thinking of the muta-
tional makeup of each person is outdated. Oncologists instead must consider the 
cancer genomics of each person when formulating cancer treatment recommenda-
tions. Each patient must be approached as a unique person, with unique genetics and 
potentially unique biological drivers behind their cancer development, mechanisms 
of resistance, and progression. Each person’s mutational fingerprint contributes to 
how we apply clinical judgment and how we individualize treatment. In effect, our 
current science and practice of oncology demonstrates that mutations matter, even 
in person-centered care.

34.3  Beyond Biology and Overall Survival

Typically, cancer treatments are approved and subsequently offered to patients if 
they have shown in randomized clinical trials that they can improve survival out-
comes. Survival or prolongation of life has always been, and will continue to be, a 
metric by which oncologists judge if a new cancer treatment is non-inferior or supe-
rior to existing standards of care. However, it is far too simple to formulate a 
patient’s cancer treatment based on such outcomes alone. Even after a patient’s 

R. Agarwal et al.



561

biological makeup is incorporated into personalized treatment planning, person- 
centered care in oncology encompasses much more [8–10]. The goal is not simply 
to recommend treatments that can extend life, but to do so in a manner that pre-
serves what is important to the patient as a person. This signifies a comprehensive 
approach that acknowledges and places value on the many facets of each person’s 
life—including the physical, spiritual, religious, cultural, emotional, psychological, 
role-functioning, economic, familial, and social domains of being human.

A musician or a painter may not want to receive oxaliplatin for their colorectal 
cancer due to the potential for peripheral neuropathy. An immigrant may want to 
return to their country of origin to be closer to family upon receiving a cancer diag-
nosis, even if there may be limitations in what drugs can be procured and adminis-
tered. A person may decide that receiving a cancer drug to extend their quantity of 
life is not worth the potential side effects and possible negative impact on their 
quality of life. Cases such as these indicate that oncologists have to look beyond 
cancer biology and beyond survival outcomes, and preferably, have to focus conver-
sations with patients on who they are as people and what matters to them.

With this in mind, there have been greater efforts to capture the patient’s experi-
ence and symptoms while receiving cancer treatment. Measuring and eliciting 
patient reported outcomes (PROs) are important when patients are treated with both 
standard of care and investigational drugs, as it gives patients the opportunity to 
periodically report how they are feeling at home and in between treatment [11]. 
Moreover, active engagement in symptom monitoring has been shown to improve 
health-related quality of life, with patients having fewer emergency-room visits and 
also remaining on chemotherapy for longer periods of time [12, 13]. In examining 
new combinations of drugs, more phase III studies are emphasizing the importance 
of PROs in addition to survival outcomes. For example, the BEACON study recently 
showed that in patients with metastatic BRAF mutated colorectal adenocarcinoma 
who have progressed on one or more lines of systemic treatment, time to definitive 
deterioration in quality of life was significantly delayed when patients received 
encorafenib with cetuximab with or without binimetinib, when compared to the cur-
rent standard of care [14, 15]. Likewise, in patients with unresectable hepatocellular 
carcinoma, there is promising data from the IMbrave150 study to suggest that 
atezolizumab with bevacizumab not only improves survival outcomes compared to 
sorafenib in the first-line setting, but also improves maintenance of patient-reported 
quality of life and reduces clinically meaningful deterioration [16]. Understanding 
what patients experience and how patients feel during cancer treatment, regardless 
of whether such treatment is approved or still under investigation, is a key compo-
nent of person-centered cancer care.

Along with PROs, recognition and advocacy for value-based care in oncology is 
rising [17]. The pace of drug discovery has undoubtedly led to improvements in 
survival and patient outcomes, resulting in tangible benefits for patients. But we 
define the value of any product or service as a dynamic relationship between benefit 
and cost, and oncologists must consider the value of each cancer treatment for each 
person they intend to treat. From chimeric antigen receptor T-cells (CAR T-cells) to 
immune checkpoint inhibition to targeted molecular therapies, the costs of such 

34 Person-Centered Oncology



562

agents can be a limiting factor for patients who may not be able to afford modern- 
day cancer treatment. Furthermore, financial distress may impair overall well-being, 
quality of care, and treatment adherence [18–21].

As newer drugs enter the market, financial toxicity and long-term financial 
sequelae of cancer treatment cannot be overlooked. Person-centered oncologic care 
should acknowledge this growing challenge in our field, with emphasis on how it 
pertains to each person receiving cancer treatment and how cost of treatment may 
impact a person’s future life. Oncologists and patients should both feel comfortable 
in having informed and candid discussions about the value of cancer drugs, and 
should know where to find accurate information on drug pricing and available 
resources.

34.4  Person-Centered Communication 
and Patient Participation

At the core of practicing person-centered care in oncology lies effective communi-
cation [22, 23]. For high-quality care that centers on the personhood of patients, 
oncologists are tasked with educating patients about their cancer diagnoses and 
treatments, while also attending to the non-biomedical needs of patients as human 
beings coping and living with cancer. The clinical encounter is key for not only 
conveying factual information, but also for eliciting personal values and prefer-
ences, in order to preserve and respect what matters for patients as individuals. 
Communication strategies that promote patient inclusion are essential for person- 
centered care and tailored decision-making, ultimately helping to establish trust and 
leading to stronger therapeutic alliances [24–26]. Dedicated attention to patient 
involvement can remind patients of their fundamental autonomy as people in the 
context of living with serious illness, and enable patients to have an active role, to 
the extent that they want such a role, in the management of their cancer [27].

Communication in oncology can have significant impact on patient perceptions 
of care and health-related quality of life. Among breast cancer survivors at 2, 5, and 
10  years post-diagnosis, perceived initial involvement in decision-making about 
cancer treatment and follow-up care was associated with improved quality of life 
scores [28]. When patients perceive that breakdowns in care have occurred, most 
report that the underlying problem is communication. In a qualitative analysis of 78 
patients with early stage breast or gastrointestinal cancers, 47% reported a commu-
nication problem alone, 28% reported a problem in medical care such as delay in 
treatment, and 24% reported that there were problems in both communication and 
medical care such that poor delivery of information made delays worse. Specifically, 
for those patients who reported communication breakdowns, they reported having 
feelings of being uninformed regarding treatment options, receiving incomplete or 
inaccurate information, and feeling not cared for or not heard. When a communica-
tion breakdown was felt or identified in the clinical encounter, patients reported 
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negative impact on their emotional and psychological wellbeing, with 53% of 
patients viewing the relationship with their oncologist now damaged, 39% reporting 
disruptions to their life activities, and 58% reporting relationship consequences 
with family members due to distress [29]. In fact, patients who perceive that they 
have received complete information about their cancer care, inclusive of the risks 
and benefits of cancer treatment, also report that they have received person-centered 
care [30].

Early evidence on the importance of patient involvement in cancer-related deci-
sions and communication largely stem from the experiences of women living with 
and being treated for breast cancer. One study that examined factors contributing to 
patient involvement in treatment planning for Stage I or II breast cancer showed that 
patients were more likely to participate if they were simply invited and encouraged 
to do so by their treating oncologist [25]. In a qualitative analysis of eleven women 
who were interviewed with early-stage breast cancer, positive communication expe-
riences were characterized by themes of patient vulnerability, physician response to 
such vulnerability by focusing on information sharing and relationship-building, 
patient participation and ownership in their care to create an experience of control, 
and physicians providing both hope and compassion to enable patients to master 
their experience of illness and to learn how to live with cancer [31]. Acknowledgement 
of the patient’s voice, inviting input, and placing value on the human experience in 
oncology are paramount for developing meaningful relationships and helping 
patients feel that they are being cared for beyond their tumor biology.

34.5  Highlighting the Patient Voice and Personal Values

Ongoing research efforts in the last decade have focused on how to improve person- 
centered care and communication. Prior data have mainly utilized patient reported 
outcomes and survey responses, albeit there remains concern that this may be insuf-
ficient to identify areas for improvement without accounting for the patient narra-
tive and conducting a qualitative analysis of the patient experience [32–34]. In a 
study population of patients with non-small cell lung cancer in the Netherlands, 
patient questionnaires revealed that improvement was needed within the domains of 
emotional and psychosocial support, physical support, and supply of information. 
This research group concluded that person-centered indicators must be based on 
guideline recommendations, but should also incorporate patient opinion for devel-
oping a comprehensive approach [33]. For patients with newly diagnosed breast and 
lung cancer in the UK, those with lung cancer reported receiving less information 
about support services pertaining to psychological or emotional support compared 
to those with breast cancer, and also indicated less receipt of information about 
complementary therapies or support groups [32].

One effective person-centered approach to reduce suffering and address the emo-
tional, spiritual, and psychosocial needs of people with advanced cancer is 
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Meaning- Centered Psychotherapy (MCP). MCP, as developed by Breitbart et al., is 
a weekly psychotherapy program which utilizes didactic teaching, hypothetical 
exercises, and other psychotherapeutic techniques to allow patients to focus on the 
themes of one’s meaning in the context of one’s whole life, asking patients to reflect 
on their legacy, relationships, and other sources of purpose in life [35, 36]. Initially 
MCP was tested with group interventions (Meaning-Centered Group Psychotherapy, 
MCGP) in adult patients diagnosed with stage III or IV solid tumor cancers or non- 
Hodgkin’s lymphoma; however due to logistical difficulties with scheduling and 
patient death, study attrition remained high. Nonetheless, MCGP resulted in 
improved spiritual well-being and sense of meaning when compared to supportive 
group psychotherapy, in which the latter primarily encouraged patients to share 
their concerns and experiences related to their cancer diagnosis and treatment [36]. 
In order to adapt MCGP for the individual, a randomized study compared individual 
MCP (IMCP) to therapeutic massage in patients diagnosed with advanced solid 
tumors or non-Hodgkin’s lymphoma. Participants who received IMCP had greater 
short-term improvement after treatment in primary outcomes of spiritual well- 
being, sense of meaning and faith, and quality of life; and greater improvement in 
secondary outcomes of physical symptom burden and physical symptom-related 
distress [35]. A follow-up study has shown that IMCP compared to usual care can 
help treat psychological, existential, and spiritual distress for patients with advanced 
cancer [37].

Other interventions, such as the VOICE study or Dana Farber’s Serious Illness 
Care Program, dually focus on communication training for oncologists with pre-
specified topics, while encouraging patients to express their goals and values [38–
40]. Combined intervention strategies that target both oncologists and patients 
offers hope to maximize person-centered care and can enrich clinic conversations so 
that the patient’s voice is heard. That said, documenting and finding a person’s val-
ues in various electronic health records can be challenging, and remains non- 
standardized [41, 42]. More work and tools are needed to effectively summarize 
who the person is the medical record, and to emphasize a person’s narrative as it 
relates to his or her medical care.

34.6  Primary Palliative Care and Person-Centered Advance 
Care Planning

For all patients who have cancer, advance care planning is an essential component 
for person-centered care. Advance care planning (ACP) is the process by which to 
elicit and document patient’s values, goals, and preferences to guide decisions for 
their future care, including their end-of-life care. While this chapter will not address 
the principles of person-centered palliative or supportive care (see Palliative Care 
Chapter), it is important to note how interventions that seamlessly incorporate 
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palliative care elements in routine cancer care embody the spirit of person- 
centeredness. As there is no gold standard for ACP in oncology, one person-centered 
approach is to provide patients with an informational video on their end-of-life care 
options while also conducting interviews that empower patients to reflect on and 
communicate their values. This process has been proven to be acceptable by patients 
in clinic, although may result in transient increases in distress [43–45]. Another 
method for optimizing person-centered ACP aims to integrate and normalize ACP 
as part of standard outpatient cancer care. Memorial Sloan Kettering’s 1–2–3 pri-
mary palliative care program offers a stepwise mechanism led by oncology nurses 
for patients to report symptoms, provide their information and decision-making 
preferences, and freely articulate their personal values and understanding of their 
illness. Summaries of nurse-led discussions are then reviewed periodically, to boost 
the iterative nature of ACP. In a preliminary study, patients reported that engaging 
in values discussions with their nurses and verifying their personal values summa-
ries, while actively receiving cancer treatment, was feasible and useful [46, 47].

34.7  Person-Centered Survivorship

In addition to involving patients in treatment decision-making, practices and strate-
gies that are person-centered should focus on the sequelae of cancer treatment and 
long-term impact on patients’ social, physical, psychological, and emotional well- 
being. For example, in breast cancer survivors who completed treatment for their 
cancer, one study indicated that while patients felt satisfied with the level of detail 
regarding their treatment information, they reported significantly less satisfaction 
about survivorship information, such as the long-term side effects of treatment, 
follow-up care, risk of recurrence, and how to communicate with family members. 
Patients were more satisfied with the information provided if they perceived that 
their physician’s communication style reflected patient-centeredness and an 
acknowledgment of who they are as whole people [48]. In a cohort of leukemia, 
bladder, and colorectal cancer survivors, assessment of the quality of cancer-related 
follow-up care revealed that 59% of survivors reported less than optimal quality 
regarding health promotion and 77% reported poor quality in their physician’s 
knowledge of them as a whole person [49]. Moreover, survivorship conversations 
that are less symptom specific and are more focused on what it means to be a cancer 
survivor within the context of one’s life have been shown to be associated with 
greater perceptions of person-centeredness [50]. In order to promote self-efficacy 
and self-functioning in society, personal coaching, survivorship care planning, and 
whole-person interventions have been proven to be effective strategies for continu-
ing person-centered care for patients in remission or cured from their cancer 
[51–53].
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34.8  Cancer Care in Croatia and the European Union (EU)

While the above themes are not unique to a specific geographic area, it is worth 
highlighting some international differences in clinical practice and care delivery, 
which may influence person-centered care in oncology.

In the EU, availability and access to cancer drugs remains a challenge. Approval 
of new anti-cancer drugs in the EU differs from that in the U.S. For example, the 
FDA granted bevacizumab an accelerated approval in 2009 as monotherapy for 
patients with recurrent glioblastoma. The approval was based on two single arm 
phase II trials, AVF3708g and NCI 06-C-0064E. In contrast, the European Medicines 
Agency (EMA) postponed registration of the drug. Two additional clinical studies, 
RTOG0825 and AVAglio, were conducted in the first line setting, but neither showed 
a statistically significant prolongation of overall survival; as such, the drug was not 
approved within the EU for newly diagnosed glioblastoma. The EORTC 26101 
study, which investigated the combination of bevacizumab and lomustine in recur-
rent glioblastoma, led to full approval in the U.S. because it reduced the risk of 
disease progression or death by 48%. However, the study did not meet its primary 
endpoint, prolongation of overall survival, and thus per EU approval standards, it 
was deemed a negative study [54].

Within the EU itself, there are also major differences in the availability of cancer 
drugs, largely due to delays from approval to access, delays in reimbursement, drug 
pricing, and drug shortages. This is especially relevant for Eastern and Southeastern 
European countries. Time to drug access and delay in reimbursement ranges from 
0 days in Switzerland to 1458 days in Bosnia and Herzegovina [55]. Although most 
patients live in countries with self-proclaimed universal healthcare, it is nonetheless 
challenging to explain to patients and their families why such disparities exist and 
how this impacts their ability to receive new and potentially more effective cancer 
treatments. In addition, older and cheaper cancer medicines are not always readily 
available, and unfortunately, this is often more pronounced for patients living in 
poorer countries. Common drug shortages in the EU include: 5-flourouracil, carbo-
platin, cisplatin, doxorubicin (liposomal), etoposide, melphalan, methotrexate, 
oxaliplatin, and vincristine [56]. This problem is particularly true for rare diseases, 
where there may be less enthusiasm for drug production by pharmaceutical 
companies.

Despite these issues with drug access, person-centered care for patients with 
cancer in the EU, such as in Croatia, is maintained with attention to the needs and 
values of each person and his or her family unit. For instance, few Croatian patients 
seek treatments in other European countries, and almost never do in the U.S. Even 
when financial options allow patients to be treated somewhere else in the world, 
patients generally choose to stay within the family, community, and environment in 
which they live. Therefore, the availability of a drug elsewhere, especially in the 
case of metastatic disease, is not as much of a priority as being treated in a person’s 
native land with his or her relatives nearby. The family unit is incredibly important 
in Croatia, with family members often having an active role in treatment decisions, 
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including those related to advance care planning and end-of-life care. Along with 
incorporating a patient’s family for decision-making, cancer care in Croatia must 
bear in mind a patient’s daily-life activities and values, including one’s occupation 
and religious beliefs. For patients who are working, treatment infusions can be 
scheduled on weekends to maintain normal weekday routines. Lastly, religion and 
spirituality are deeply part of one’s experience as a person living with and being 
treated for cancer. As over 90% of the Croatian population identify as Christian, it 
is common for hospitals to have a priest as a regular support member for patients 
[57]. The priest is available and present almost daily, especially for the sickest 
patients and those at the end of life. In this manner, oncologists can practice person- 
centered medicine for their patients, by continuing to support meaningful aspects of 
patients’ lives—their family, their occupation, their religion—alongside providing 
cancer treatment [58].

34.9  Cancer Care in Vietnam and Asia

As in the U.S. and EU, oncologists in Asia dedicate their time and effort to deliver 
person-centered care. Using Vietnam as an example, patient-centered principles in 
Asia focus on eliciting patient preferences and respecting language differences, 
adapting to important religious and cultural values, and customizing treatment to 
address other medical, psychosocial, or familial needs.

Of note, there are 53 minority ethnicities in Vietnam, each with their own lan-
guage. Many patients thus have to learn Vietnamese in order to communicate with 
their oncologists. Still, many oncologists tend to spend more time with such patients 
to overcome language barriers, even explaining the same issue several times to 
ensure they fully understand their disease and treatment options. Additionally, 
patients are given opportunities to provide feedback and voice symptoms and con-
cerns at each clinic visit. Open-ended questions help patients express their individ-
ual preferences, and oncologists encourage patients to take part in determining their 
own treatment after being fully informed about the pros and cons of all available 
therapeutic options. Family members are also proactively encouraged to participate 
if the patient desires, by assisting in the decision-making process and sometimes by 
informing healthcare professionals of reactions during chemotherapy.

With this said, information disclosure between physicians and patients is not 
always as complete or transparent. Vietnamese physicians traditionally do not dis-
cuss all information to patients about their disease, especially for those with poorer 
expected prognoses. Likewise, family members often ask oncologists not to inform 
patients about the severity of their illness, thereby hindering oncologists in their 
efforts to recognize patients’ desires and what really matters to them in their last 
days of life. This type of therapeutic privilege, in combination with some patients in 
Asia feeling uncomfortable expressing their private matters such as cancer-related 
sexual dysfunction, limits how oncologists can tailor care to meet the unique needs 
of each person.
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In Asia, the domains of religion and culture are diverse and warrant attention. For 
example, it is not uncommon for a breast cancer patient who receives weekly pacli-
taxel and trastuzumab to desire to attend church throughout her treatment. Routine 
chemotherapy appointments are accordingly scheduled to allow such patients to 
recover as much as possible after infusion, so that they can continue to engage in 
religious activities. Similarly, patients often request forgoing treatment during the 
holiday of Tet, the Vietnamese Lunar New Year. In Vietnam, Tet is the most special 
occasion in the year—a time in which all companies provide employees with weeks 
off to allow for families to gather. Spiritually, Vietnamese people believe that bad or 
unexpected events (including adverse events from cancer treatment) that occur dur-
ing Tet will determine their luck for the remainder of the year. Given its magnitude, 
it is normal for oncologists to make treatment adjustments at the time of Tet. Some 
patients with ovarian cancer who are initially scheduled for debulking surgery may 
instead receive neoadjuvant chemotherapy during Tet, so that they can enjoy their 
holiday at home with loved ones instead of being hospitalized.

Other medical and societal factors are also taken into consideration for 
Vietnamese patients starting cancer treatment. First, as Thalassemia is very com-
mon in some minority ethnic populations, patients who present with microcytic 
anemia are directed to Benign Hematology clinics to rule out Thalassemia before 
receiving chemotherapy [59]. Second, financial toxicity can impede patients from 
receiving the most optimal treatment available. One example is the affordability of 
pembrolizumab in low-income countries in Asia, despite data showing that pembro-
lizumab improves overall survival in patients with metastatic non-small cell lung 
cancer [60, 61]. Consequently, oncologists, along with patients and their families, 
have to spend more time finding the most suitable regimen with maximal benefit 
and acceptable cost. Finally, the majority of patients in Vietnam do not have a gen-
eral practitioner (GP), as Vietnam’s GP healthcare system is underdeveloped. In 
2013, according to the Vietnam Ministry of Health, there were only 570 GPs in the 
entire country [62, 63]. To address this issue, the Vietnam Ministry of Health aims 
to cover 80% of provinces with GP clinics in 2020 [64], which will greatly facilitate 
care delivery. Still, the workforce of other healthcare professionals, such as social 
workers, psychologists, and psychiatrists remain limited. As a result, oncologists 
have more ownership of every aspect of a patient’s health during their cancer treat-
ment, which increases provider workload and makes it difficult to thoroughly attend 
to all social, psychological, and non-cancer health-related issues. Delivery of com-
prehensive person-centered care is thus restricted by time and lack of additional 
resources and personnel to assist Vietnamese oncologists in their efforts.

34.10  Practical Implications for Person-Centered Care

In day-to-day clinical practice, there is an increasing trend to treat the person who 
has cancer and not simply the pathology. More oncologists have incorporated 
person- centered care principles in their daily approach, yet this is not established as 
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a standard of care. Our field’s momentum to develop drugs and better understand 
our science must be equally matched with a goal to provide care that concentrates 
on the person within the patient. In the U.S., lack of standardization and acceptance, 
variability in communication training for oncologists and nurses, and time con-
straints in clinic represent some of the leading barriers to put person-centered medi-
cine into practice. Although there may be a conceptual acceptance and appreciation 
for person-centered care among oncologists and nurses, its practical application is 
still limited. In Croatia and the EU, obstacles include: disparities in access to newer 
cancer treatments, lack of awareness of the medical staff about the need for higher 
levels of communication, lack of well-developed supportive care and hospice ser-
vices, less than ideal patient resources for supplementary information, insufficient 
medical education on person-centered issues, and a free circulation of the healthcare 
workforce which results in a constant outflow of doctors and nurses to more- 
developed countries. Challenges in Vietnam and other Asian countries include: cul-
tural acceptance of and training for transparent medical communication, especially 
as it relates to private subject matters or prognosis; prohibitive costs of newer drugs 
and suboptimal health insurance coverage; lack of an electronic health record sys-
tem and shortages of ancillary support staff and general practitioners, all of which 
overload oncologists with multiple tasks to be performed in a single clinic visit; and 
an imbalanced distribution of cancer patients at national hospitals in Hanoi and Ho 
Chi Minh City due to mistrust in the quality of cancer care at district and provincial 
levels. To help reduce inconvenient patient travel, scheduling modifications of treat-
ment regimens, and overcrowded facilities, there are now increasing efforts to build 
oncology-specialized centers at provincial levels in Vietnam. Overall, oncologists 
across the globe need innovative system-level changes, additional resources that are 
standardized and acceptable for all cultures and socioeconomic strata, and sustain-
able designs to restructure clinic and make time for the personhood of our patients.

34.11  Conclusions

Person-centered care therefore represents an underlying philosophy that guides all 
aspects of cancer care: from refining treatment plans on the basis of who the person 
is, inclusive of their unique tumor biology, to advance care planning and survivor-
ship, and all done with communication skills that ensure that the patient’s voice is 
heard and that the human experience is honored. Fundamental themes that guide 
person-centered cancer care and best clinical practices include (a) ensuring that the 
patient or person is the center of focus and of conversation, (b) inviting patient par-
ticipation to the extent that he or she may desire, (c) tailoring care to meet the 
unique needs of each person, and (d) providing care with empathy [65]. To help 
standardize person-centered care in oncology, Cancer Care Ontario’s Person- 
Centered Care Guideline and associated educational video has been disseminated 
globally, with viewers reporting improvement in their understanding of person- 
centered care concepts and its relevance to the care they provide. This 
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evidence- based guideline provides 65 recommendations for person-centered care in 
oncology, distributed across five main domains: (1) knowing the patient as an indi-
vidual, (2) essential requirements of care, (3) tailoring healthcare service for each 
patient, (4) continuity of care and relationships, and (5) enabling patients to actively 
participate [66]. Further research is needed to study implementation and acceptance 
of these person-centered care guidelines on a broader scale.

In summary, individualized person-centered care in oncology is truly predicated 
on the person who is receiving the care. It spans all medical and non-medical aspects 
of living with a serious illness [67]. In oncology, we must always remember to care 
for our patients as fellow people, who deserve a framework that concentrates on 
their personal values and addresses their personal needs, both within and outside of 
their cancer experience.
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Chapter 35
Person-Centered Surgery 
and Anesthesiology

Rebecca Martin, Pringl Miller, Gheorghe Borcean, Oscar Cluzet, 
and Ghassan Shahrour

35.1  Introduction

In the past, surgery was primarily focused on the ‘procedural management of local-
ised disease’ and struggled to contextualise a part or section of the body part within 
a holistic understanding of the person. Nowadays, the surgeon’s tool kit includes 
treating the system and aberrant physiology within the whole person outside of a 
diseased organ or tissue area. Yet, the invasive and potentially life-threatening nature 
of surgery fundamentally shapes the relationship between the patient and the sur-
geon. An emphasis on technical competencies and increasing subspecialisation of 
highly precise technical skills further endangers the capacity of surgical ‘service 
providers’ to also provide person-centred clinical care. In this chapter, we are 
including the field of anaesthesiology under the broad umbrella of person-centred 
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surgery, as developments in the provision of anaesthesia means that surgery can be 
offered in any circumstance, not just emergently.

The professional standards for surgeons are prescribed by organizations such as 
the American College of Surgeons (ACS) and can be seen to be squarely focused on 
the surgeon’s relationship with the person they are treating. Fellows of the ACS 
pledge “to pursue the practice of surgery with honesty and to place the welfare and 
the rights of my patient above all else” [1]. In particular, they promise to deal with 
each patient as if they were in the patient’s position, and to respect the patient’s 
autonomy and individuality. The Statement of Principles of the ACS goes on to state 
that surgeons need to acknowledge that they interact with patients when they are 
most vulnerable. Their patients’ trust and the privileges surgeons enjoy depend on 
“individual and collective participation in efforts to promote the good of both our 
patients and society” [1]. Surgeons must treasure the trust that is placed in them 
because trust is integral to the practice of surgery in particular and medicine at large.

The responsibilities of the trustworthy surgeon include:

• Serve as effective advocates of patients’ needs.
• Communicate effectively and empathetically with patients and their families.
• Disclose therapeutic options, including their risks, benefits, complications, and 

alternatives.
• Disclose and resolve any conflict of interest that might influence decisions 

regarding care.
• Be sensitive and respectful of patients, understanding their vulnerability during 

the perioperative period.
• Fully disclose adverse events and medical errors.
• Acknowledge patients’ psychological, social, cultural, and spiritual needs.
• Encompass within our surgical care the special needs of terminally ill patients.
• Acknowledge and support the needs of patients’ families.

In return for the trust of patients, their families and society, surgeons undertake to:

• Provide the highest quality surgical care.
• Abide by the values of honesty, confidentiality, and altruism.
• Participate in lifelong learning.
• Maintain competence throughout their surgical careers.
• Participate in self-regulation by setting, maintaining, and enforcing practice 

standards.
• Improve care by evaluating its processes and outcomes.
• Inform the public about subjects within our expertise.
• Advocate for strategies to improve individual and public health through com-

munication with government, health care organizations, and industry.
• Work with society to establish just, effective, and efficient distribution of health 

care resources.
• Provide necessary surgical care without regard to gender, race, disability, reli-

gion, social status, or ability to pay.
• Participate in educational programs addressing professionalism.
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35.2  The Surgeon-Patient Relationship

The American College of Surgeons [1] has identified the following features of the 
relationship between the surgeon and the person they are treating. These include:

 – Informed consent.
 – Scope of surgical care.
 – Preoperative diagnosis and care.
 – The operation—Intraoperative responsibility of the primary surgeon.
 – Postoperative care.
 – Continuity of care.
 – Freedom of choice.
 – Confidentiality of medical records.
 – Conflict of Interest
 – Unnecessary operations
 – Quality assurance
 – Surgical fees
 – The invasive and potentially life-threatening nature of surgery fundamentally 

shapes the relationship between the patient and the surgeon [2].
 – Patients must have deep trust in the surgeon on two counts. Firstly, they must 

trust the surgeon’s recommendation to remove a body part. Unlike taking a med-
ication or engaging with a therapist, removal of a body part is generally not 
reversible, giving the calculus of benefit vs harm a much heavier weighting 
when choosing whether to have a surgery. Secondly, there is the trust that under-
lies the complete, albeit temporary, transfer of power and control by the patient 
to the surgeon and anesthesiologist while they are being surgerized. Certainly, 
some surgery occurs awake and some interventionalists who heavily sedate their 
patients to perform procedures are non-surgical (e.g. cardiologists) but when it 
comes to major operative procedures, the relationship between surgeon, anes-
thesiologist and patient is fundamentally different from other medical speciali-
ties and primary care. However, even though the patient relinquishes all control 
to the anesthesiologist and puts their life in the hands of the surgeon for the 
duration of the surgery, in the case of non-emergent surgery there is a gradual 
transition from the normal physician-patient relationship to what Axelrod and 
Goold have called the “dramatic surgical crescendo” [2]. The patient is in full 
control as they decide to: consult a surgeon; be evaluated; choose from among 
the various treatment options offered; enter into a therapeutic relationship with 
the surgeon. Therefore, as with other fields of medicine, a general consideration 
of the physician- patient relationship applies to much of the surgeon-patient 
relationship.

Since the 1960’s, the four bioethical principles put forward by Beauchamp and 
Childress—autonomy, beneficence, non-maleficence, and justice—have been 
applied to outlining how clinicians should behave towards their patients [3]. Respect 
for autonomy is explicitly mentioned in the Preamble to the ACS Statement [1]. 
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Despite this exalted status, it seems the principles are too abstract for decision mak-
ing in individual cases, [4–6] where situational information acquires greater impor-
tance [5]. There is empirical evidence that surgeons reason more from a relational 
ethics perspective, focusing on dialogue, openness, and involvement in their rela-
tionships with patients and colleagues. [7].

35.3  Principles of Person-Centered Medicine as Applied 
to Surgery

Next, and starting from the analysis of the principles that sustain Person-Centered 
medicine [8], as they have been established by its founders, we will expose the 
specificities of the current surgical practice.

35.3.1  Ethical Commitment

This is the most important principle in general [9], and also as applied to surgery 
and anesthesiology. Within such principles we will give pre-eminence to those situ-
ations that, if not timely detected and corrected, could even prevent a real advance 
in the effective and growing practice of Person-Centered Surgery (PCS) itself. At 
each relevant point, the aspects that we understand will have to be corrected as a 
cultural change that will guide their future clinical practice will be pointed out. As 
it is a healthcare area with special demands such as the surgical sector, this cultural 
change requires that the participants have the presence of the corresponding instruc-
tors who accompany them in the early stages of their training.

35.3.2  Holistic Approach of the Patient’s Personhood

The Surgeon is not formed with a comprehensive orientation of the totality of the 
person of their patient and not even of the main aspects that constitute the complex-
ity of the human being, particularly in their psychological sphere. Consequently, it 
is ill- prepared for the challenges posed by this momentous issue. Therefore, in the 
undergraduate program of any University that has adopted this paradigm of incor-
porating Person-Centered medicine in its curriculum, due curricular emphasis must 
be made to obtain a deep mastery of these crucial aspects on their part. But also, 
once the medical degree is reached, upon entering the corresponding Postgraduate 
Degree, the future Surgeon must resume the practice of these communicational and 
psychological skills, as important themes acquiring a good command of the most 
complex technical details of their specialty [10].
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35.3.3  Cultural Sensitivity

Aspect of a hierarchy variable, according to the ethnic and cultural integration of 
each country. There is a consensus that, in our modern multicultural societies, 
health professionals should be able to adapt to a higher degree in terms of process-
ing a true decoding of the words of the person who consults. In this way, knowing 
their cultural contexts would be facilitated enough to allow them to effectively 
explore their desires, aspirations and scale of values [11]. Conducting a mini-eth-
nography on every patient seen through the Cultural Formulation outline would be 
one practical way of operationalizing cultural sensitivity in the practice of person-
centred surgery. [12].

35.3.4  Relationship Focus

Every surgeon should be warned about the appearance in their clinical relationship 
of what we could call the “fallacy of technical leadership”, consisting of interpret-
ing on his part that his mastery of the very complex technical aspects that their 
specialty involves, authorizes them to dispense with providing the corresponding 
explanations to the people and their families. By doing so, the surgeon would be 
invading center stage and displacing the person of their patient from the place that 
has been legitimately assigned to them by Person-Centered medicine paradigm. 
Also crucial is the need for the surgeon to contextualize their knowledge and actions. 
The words of the Spanish philosopher Ortega y Gasset are apt here: “I am I and my 
circumstance, and if I do not save it, I do not save myself” [13].

35.3.5  Collaborative Care and Shared Decision Making

A collaboration between the patient and physician is important for achieving 
Person- Centered care in surgery and anesthesiology, perhaps even more than in 
other specialities. Indeed, patients who have not been properly informed or have not 
correctly understood the multiple aspects of a complex surgical situation could 
hardly make decisions regarding their own life. It is that the surgeon and anaesthe-
siologist, even without being aware of it, in addition to overpowering the autonomy 
of the person involved, would be affecting their dignity, as this person feels excluded 
from nothing less than the surgical decision made on them. The final decision must 
always be reached to be assumed by a duly informed person-patient, accompanied 
by their consulting physician, which is known as “shared decision-making” [14]. At 
the end of life, a similar scenario arises, now carried out by a person who, by the 
time loses their autonomy, intends to leave directives, known as advance care 
planning.
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35.3.6  Empathic, Complete and Transparent Communication

In Surgery it is increasingly necessary to be able to count on the strong vocational 
roots of the Surgeon in terms of explaining the complex in simple, clear, and trans-
parent terms. In addition, such skill is currently required for any other member of 
the surgical team, now configured into true surgical work units, gradually replacing 
the former primary surgeon. It can be argued that the primary surgeon still has the 
primary responsibility of communication with patients and loved ones, even though 
there’s delegation and other members of the team that represent other service lines 
and different expertise that the primary surgeon cannot speak to. Teams should also 
communicate effectively with each other so as to be propagating the same message 
to prevent confusion about the treatment plan. The objective continues to be to try 
to establish a firm commitment to the quality, clarity and empathy of information 
and advice, so that the patient is optimally informed to make the best decision for 
their goals and values.

35.3.7  Personalization of Care

As relational frameworks continue to improve their effectiveness, efficiency, and 
quality of results, and as various modern therapies are tailored to the individual 
characteristics of each person, this personalization of care emerges. This situation of 
desideratum can be sought voluntarily between the parties of the clinical relation-
ship but not infrequently it responds to the need to adjust to the situation of the 
biological characteristics of the affected person. Such is, by way of example, the 
case of the use of monoclonal antibodies against various oncological or rare pathol-
ogies. The relationship maturity that this personalization will require, once again, 
from the members of the clinical relationship is evident.

35.3.8  Organization of Services Focused on the Person 
and the Community

It constitutes an example of the use of directives to be applied in the field of Public 
Health and requires a high level of social and academic acceptance of the Person- 
Centered medicine paradigm, which today we are far from reaching (despite the 
efforts of strenuous colleagues from various corners of the world). However, con-
tinuing to integrate members of the community from each geographic constituency 
into the aforementioned efforts, we believe that it will substantially boost these 
difficult achievements.
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35.3.9  People-Centered Health Education and Research

Another example of public policies that should undergo substantial transformations 
due to the properly applied Person-Centered medicine paradigm follows. It requires 
continuing to develop these policies in Public Health plans and programs, as well as 
in their corresponding counterparts in the universities that adhere to this concept 
and that are usually present and trying to collaborate in meetings such as those of 
the Latin American Network of Person Centered Medicine. In surgical areas that 
were greatly affected by the COVID-19 pandemic, adjustments will have to be 
made to encourage surgical practice in advanced simulators. It has been firmly dem-
onstrated that such a surgical skill training modality has a real impact on clinical 
outcomes, which constitutes a verification of the benefits of applying the Person- 
Centered medicine postulates, now in the surgical environment.

35.4  Implementation of Person-Centeredness Through 
Surgical Care Phases

The care provided to the patient by the surgeon and anesthesiologist has three 
phases: pre-operative, operative and post-operative. There are key aspects of person 
centeredness at each phase.

35.4.1  Person-Centered Pre-operative Phase

In the nineteenth century, the surgical specialty emerged as pioneers such as Billroth 
improvised aggressive and ambitious surgeries in order to treat horrific battlefield 
injuries. Interventions were by necessity reserved for life threatening situations, 
when the pain and trauma of such things as a limb amputation, the closing a wound 
or perhaps reducing a fractured bone was offset by the dire need. In modern times 
only rare situations are of such precipitant need that alternative choices are not 
available or discussed. With the advantage of modern anaesthesia there is now 
opportunity for surgical procedures to be offered prior to a person reaching such a 
severe state of need. In doing so we can now dramatically improve life expectancy 
by intervening much earlier in the course of conditions such as malignancies, infec-
tions and vascular occlusions. Furthermore, we can now electively intervene to 
improve function, with procedures such as joint replacements, laser refractive eye 
surgery and bariatric surgery, or for cosmetic intent. The decision whether ‘to oper-
ate’ or ‘not to operate’ is no longer limited by clear clinical indicators but also 

35 Person-Centered Surgery and Anesthesiology



582

heavily influenced by patient choice that aligns their goals and values with a surgi-
cal intervention vs request surgery. It should be emphasized that clinicians today are 
frequently exposed to expectations from both patients and the community, that any-
thing that can be done should in fact be done, with little recognition or tolerance of 
potentially sub-optimal outcomes.

In this scenario of high expectations, with patients often willing to submit them-
selves to elective surgical procedures with significant actual and potential harm, it is 
necessary to ask, “who benefits?” A Person-Centered approach aids reflection of the 
ethical balance and value conflicts that are often encountered between surgeon-as- 
person and patient-as-person. Conflicting goals of technical accomplishment, finan-
cial renumeration and the personal satisfaction achieved by a ‘successful operation’ 
can influence willingness to undertake elective procedures that may not be best 
suited to achieving the desired outcome sought by the person for whom the opera-
tion is designed to benefit.

Surgeons need to be educated about the ethics of shared decision making and be 
willing to consider them during clinical care. Ego and bias may sway surgeons away 
from following the ethical tenants that are well documented as references. Conflicts 
exist but need to be addressed from a patient-centered perspective. The paternalistic 
approach which is a surgeon-centered—surgeon value-based approach has been 
superseded by a patient-centered approach. In this way, a Person-Centered preop-
erative decision making framework that balances benefits and harms for the indi-
vidual contextualised person, with an understanding of the motivations of both 
clinician and patient, is necessary to ensure fully informed consent.

One such helpful toolkit developed to facilitate a Person-Centered approach to 
decision making is the SHARE Approach (Fig. 35.1), https://www.ahrq.gov/health- 
literacy/professional- training/shared- decision/index.html It suggests a clear 5 step 
approach and is a straightforward framework to prompt good surgical preoperative 
discussions.

 1. Seek the person’s participation.
 2. Help them explore and compare treatment options.
 3. Assess their values and preferences.
 4. Reach a decision with the person.
 5. Evaluate the decision.

A person’s motivations are however complex and dynamic, influenced by social, 
cultural and personality factors, information and education, opportunity and respon-
sibilities. Often a person has little insight into their own motivations and eliciting an 
understanding of their goals in seeking health care will require carefully imple-
mented skills. The answers to true open-ended questions may surprise the clinician- 
person when the values expressed differ from those expected, but this is the value of 
Person-Centered pre-operative discussions. Ensuring adequately detailed explicit 
information is communicated, utilizing culturally and linguistically appropriate 
resources, is imperative to informing the person to allow for informed discussion. 
Realistic estimates of expected positive and negative outcomes, including risks of 
chronic post-surgical pain, return to prior function and work, wound care and psy-
chological impacts may well alter a person’s motivation to proceed with the surgery. 
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Fig. 35.1 The SHARE approach to decision making

In 1992 the Australian High Court, in the Rogers v. Whitaker case, affirmed that 
doctors must discuss material risk particular to the individual patient, meaning risks 
that a reasonable person in similar circumstances would attach significance to. It is 
not enough for a doctor to discuss risks in general common to most people, they 
must also discuss risks specific to the situation of the individual person consenting 
to the procedure, and they should be cognizant of such personalized risks.

In this case, Maree Whitaker became essentially blind after an unsuccessful 
operation on her right eye caused sympathetic ophthalmia in her left eye. Although 
there was no question that the surgery had been performed with the requisite skill 
and care, Ms. Whitaker petitioned the court for relief due to the failure of the oph-
thalmologist, Dr. Christopher Rogers, to warn her of the possibility (approximately 
1  in 14,000) that the sympathetic ophthalmia condition could develop. The trial 
court’s award of damages was affirmed because, in spite of Ms. Whitaker’s expressed 
specific concern that her “good eye” not be harmed, Dr. Rogers did not inform her 
of the potential risks associated with the surgery [15].

35.4.2  Person-Centered Operative Care

With the need for an emphasis on skill acquisition whilst training, more junior sur-
gical team members are often insulated from the person of the patient when they 
first meet the patient on the surgical day long after the decision to proceed with an 
operation has been made. By then the person has been disguised and labelled in 
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their role as patient by the costume of a surgical gown and context of a hospital bed, 
and the clinician equally role deployed wearing their surgical scrubs, their mind 
distracted by the imminent need to plan for the surgical technicalities. There is 
much to be gained in establishing an understanding a person’s decision-making 
context by conversing with them, fully dressed, sitting across from oneself who is 
also normally dressed and not time pressured. Alas, especially for the surgeon in 
training, many preoperative interactions are hurried by the bed side of an unwell 
person and efforts to understand them as persons must be deliberately added to the 
interaction rather than inherently included by default. Increasing our surgeons-in- 
training involvement in the preoperative shared deliberations between a person con-
senting to a procedure and their surgeon will enhance their training and aid the 
development of a surgical cohort with a Person-Centered ethos. Even when the 
patient is first met by the operative team on the day of surgery, the surgeon respon-
sible for the shared decision to embark on the planned operation should choose to 
share the person specific goals with the team. A team pre-operative huddle, usually 
implemented to improve peri-operative safety, can accommodate inclusion of the 
personalized context of the decision to proceed and remind the operative team of the 
person status of their patient who will soon be rendered into unique state of vulner-
ability and loss of dignity that anesthesia and surgical exposure brings to the patient.

The anesthesiologist is also often meeting the conscious patient in a brief and 
clinically intense interaction required to fulfill the biomedical assessment criteria 
necessary for planning the imminent anesthesia. Yet with the goal of anesthesia 
being to facilitate the physical insults (i.e. the surgical operation) to the body of the 
person, and reduce or eliminate the experience of these insults by the person, some 
understanding of how the person experiences their world is inherently clinically 
relevant. Personality traits influence the choice of agent, a needle phobic person 
may choose a gas induction, an anxious person may choose general anesthesia 
over local.

An anaesthetized person is still a person with personhood, even though they are 
temporarily disabled and vulnerable with no awareness, memory or capacity to 
defend self or express their autonomy to their operative team, only some of whom 
have even met them prior to this anaesthetized condition. Operative staff are fre-
quently exposed to traumatic events and can lead to psychological distress including 
the development of PTSD-type symptoms [16]. Consequences can include such 
problems as compassion fatigue and de-personalization of the patient which is often 
a self-protective psychological tool, which is on a continuum with burnout phenom-
enon. Intentional attention to behavior consistently respectful of the vulnerability of 
the anesthetized person must be ensured, to avoid the risk of becoming desensitized 
to the profound trust and responsibility placed by the anesthetized person submit-
ting to their care. Whilst the team may be desensitized to bodily exposure, the 
patient-person may prefer their modesty is protected even whilst unaware. Wise 
anesthesiologists and operative staff will presume that an anaesthetized person is 
aware, at least of auditory phenomena, and will often talk to their patients during a 
case as if they were present, despite knowing that the incidence of awareness is very 
low. Such behavior serves as a reminder to the team of the personhood of the 
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individual undergoing a surgery, and facilitates attitudes of respect, with a presump-
tion of awareness a tool for recollecting the team to the dignity of the body- 
person bond.

35.4.3  Optimizing Care of Persons Post-operatively

There is a large variability in people’s tolerance of the inconvenience and vulnera-
bility experienced whilst recovering from a procedure, not only related to the differ-
ences in the type of surgery but due to factors inherent to the persons involved. 
Recognition of these differing experiences of patients traversing the same operative 
procedures, especially in their length of stay and analgesic requirements, has led to 
worthy attempts to characterize traits of an individual that may predict poorer out-
comes. Psychological factors such as catastrophizing and anxiety are well- 
established as predictors of poor post operative outcomes [17]. Relevant contextual 
exploration of these traits are now expectations of preoperative assessment to guide 
the ideal perioperative management plan. Whilst reducing these traits to quantifi-
able indices or score cards using questionnaires or toolkits may allow for more 
individualized biomedical decision making (e.g. choice of anesthesia/analgesia), it 
ideally will also encourage efficient investment and adjustment of interpersonal 
communication style to cater to this person’s needs. However, such an adjustment 
requires the clinician to have the skill, desire and emotional energy to utilize their 
own ‘bedside manner’ resources to optimize the patient-as-person experience of the 
operative journey. Even the compassionate and skilled communicator clinician may 
at times find their own capacity to meet the patient’s needs exhausted, influenced by 
their own day to day complexities of ‘clinician-as-person’. Often such patient sup-
port defaults to nursing staff and the surgeons and anesthesiologists who lack the 
natural inclination to excel at this tend to self-select away from careers with such 
high intensity interactions. The roles of an Acute Pain Service and Peri-operative 
Medicine teams have developed in recognition that excellent surgeons, with their 
need to attend to technical competencies, cannot also fully cater to all the complex 
needs of the person recovering from a procedure. A team approach, with recognition 
of multidisciplinary skills to cater to various components of recovery is desirable. 
Efforts to integrate routine use of standardized simple assessment tools to assist 
insight into personalized variables that may influence recovery and routine provi-
sion of patient educational resources to optimize patient expectations, in addition to 
enlisting appropriate team approaches aim to protect patients from clinician varia-
tion in skill, capacity and inclination to consider person variables.

In scenarios where difficulties have been encountered, complications, poor out-
comes and/or patient safety incidents have occurred, then open disclosure processes 
should be implemented in a Person-Centered approach. Acknowledgement, with 
effective truthful, clear and timely communication about the incident or complica-
tion, active listening and providing opportunity for the person to recount their own 
experiences, concerns and feelings, and the provision of respect, support and 
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ongoing care are the principles of an open disclosure process. Health services will 
often have formalized policies on how to care for persons impacted by such inci-
dents and risk management and quality improvement processes in recognition of the 
gravity of the consequence to a person’s life that can occur. However, what may be 
considered routine clinical recovery to experienced clinicians may be an unpleasant 
surprise to individual patients and using these principles, in particular allowing a 
person to express their own experience, concerns and feelings, can guide challenges 
in the postoperative period and improve Person-Centeredness of care. Patient navi-
gators or patient care coordinators are also available in some settings to facilitate 
healthy conversations about the patient experience, and not just if there’s a compli-
cation or untoward event.

35.5  Illustrative Cultural Perspectives on Person-Centered  
Surgery

Person-Centered medicine has become an important part of our journey to build a 
culture of health and wellness or whole person care. Moreover, it is a part of the 
right of every person to health in a world striving to achieve the universal health 
coverage as an important step to achieve health for all, everywhere and anywhere. 
The main goal of a person/patient-centered care model is to improve individual 
outcomes and satisfaction —when patients are more involved in their own care, they 
often recover more quickly and are more satisfied with the care they receive [18].

Person-Centered Surgery, as we know, is a critical part of Person-Centered 
Medicine that aims to extend the focus of medicine from disease/infirmity to patient/
client person by integrating professionalism and humanism. So that we can promote 
our professional health care with mutual partnership with our clients in order to 
meet more and more of their health expectation to achieve their life’s fulfilment. So, 
the practice of Person-Centered Surgery depends on the understanding and imple-
mentation of Person-Centered Medicine in general.

Reviewing Health and well-being profile of the Eastern Mediterranean Region 
[19], there are clearly diverse health care systems [20]. Many of them struggle to 
provide adequate care and treatment to their citizens due to a lack of financing and 
human resources especially in low-income countries as well as in countries of 
armed conflicts. Most countries in the Middle East have state-funded healthcare 
systems, but they all have varying degrees of stipulations to qualify for coverage 
and there are huge differences in quality of service [21]. The private sector as well 
as non-profit organizations are working to fill the growing lack of disparities in 
health care services [22]. Moreover, surgeons as well as other health care profes-
sionals have been educated in different languages such as Arabic, English, French 
and others [23].
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In general, the population in the Middle East are deeply impacted by religious 
beliefs and religious leaders, spiritual individual and group practice, traditions, gov-
ernment health sector and policies as well as their families and their local commu-
nity leaders as well as others. These factors as well others must be taken into 
consideration in order to practice efficient Person-Centered Surgery. To the list of 
features identified by ACS should be added

 – Conflict and ethical and religious issues such as organ donations, transplantation 
and fertilizations as well as others.

 – Other diverse issues.

These aspects as well as the person’s motivations are impacted by cultural, social, 
education, religious and other individual and community factors. So, it is crucial for 
the surgeon as a professional and human being to fully understand and respect these 
issues during all the journey with the person who needs a surgery.

In the pre-operative phase, the surgeon has to tell the patients clearly the nature 
of his/her condition, the nature of the medical diagnostic/therapeutic procedure, 
focusing and reflecting on their individual situation, the risks related to the proposed 
procedure, the available therapeutic alternatives and the associated risks. Moreover, 
the possible risks of not performing the intervention as well as others. This informa-
tion as well as others must be also included in the patient consent to medical diag-
nostic/therapeutic procedure. Health-care practitioners also need to be aware of 
particular items in the consent form (such as medical terminology) that may be 
problematic and to ask potential subjects direct easy questions about their under-
standing of those items [24].

In the operative phase, the surgeon must take the interest of the patient first and 
keep all commitment in the pre-operative phase in order to meet the expectation of 
the patients. Partnership with the anesthesia team and nurses including sharing 
information and plans is necessary in all stages of action. This is also required in 
some cases with other health professionals and specialties depending on the need of 
the patient.

In the post-operative phase and follow up, the surgeon in partnership with the 
patient have to work together to complete the therapeutic procedure as planned. The 
surgeon has to share all information related to the surgery with the patient as well as 
the follow up plan, in partnership with other patient care givers. Moreover, sharing 
together any assessment in the follow up phase. In some cases, involvement of the 
family or caregivers of the patient as well religious and/or spiritual persons is cru-
cial to achieve the goal of the surgery. Religion and spirituality have received much 
interest in health care services, since they have been used to reduce stress and pro-
mote understanding and coping in strategies to improve health in all stages of inter-
vention on diseases [25].

Post-operative phase and follow up, require active communication and in some 
cases requires special meeting to assess development and plans forward.
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Introducing, implementing and promoting Person-Centered Surgery as well as 
Person-Centered Medicine in the middle east countries require important steps in 
order to create enabling environment to meet the needs and requirements of all 
stakeholders including people, health professionals including surgeons, health pol-
icy makers, professional societies, educational institutions, social and family societ-
ies as well as others. These steps and fields include:

 – Production of basic necessary materials as well as publications on Person- 
Centered Surgery as well as Person-Centered Medicine in local languages such 
as Arabic, covering the basic concept and aspects.

 – Approaching health care providers and policy makers in order to facilitate part-
nerships at diverse levels.

 – Involvement of as many stakeholders as possible in the activities.
 – Sharing lessons learned with other regions and international organizations.
 – Supporting the development of client/patient groups on these issues.
 – Supporting research on the impact and challenges of the practice of Person- 

Centered Surgery as well as Person-Centered Medicine.
 – Introducing the concept and the practice of Person-Centered Surgery as well as 

Person-Centered Medicine in mainstream of medical education for students as 
well as Continuing Professional Development programs for health and social 
professionals.

 – Others.

All these steps and activities as well as others should be tailored on the need and 
profile of each country and health system in the middle east in participatory involve-
ment of health societies, academic institutions, and related public/community orga-
nizations (cultural, social and religious) for support and collaboration in building a 
Person-Centered Medicine dedicated to the promotion of health as a state of physi-
cal, mental, social and spiritual wellbeing and not only the absence of disease or 
infirmity.

Introducing and practicing Person-Centered Surgery as well as Person-Centered 
Medicine in the Middle East as well as in other parts of the world should be an 
integral part of our journey not only to build the culture of health in the region but 
also an essential part to the right to health of persons everywhere and anywhere.

35.6  Practical Implications for Person Centered Care 
in Surgery

If the practice of medicine requires a consideration of not only the pathophysiology, 
but they also of the patient and the context, this has many practical implications for 
the provision of person centered care in surgery and anaesthesiology.
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35.6.1  To What Extent is Surgery and Anaesthesia Currently 
Person-Centered?

The ACS Statement of Principles emphasizes that surgeons must respect autonomy, 
and act with beneficence and justice. Heideggerian philosophy allows a better 
understanding of Beneficence, Autonomy (as its manifestation) and Justice not only 
as principles but as parts inherent in the relationship. From this, one sees how they 
become relationships [26]. Clearly, the act of ‘care/concern’ (in the context of 
Heidegger, Dasein exists to care about or be concerned with something) for the 
physician/surgeon is described and interpreted as beneficence, which in turn is 
described as the phenomenological entity of the relationship itself. Further analysis 
on ‘communication, ‘understanding’ etc. allows a better description and elaboration 
of beneficence in the surgeon-patient relationship.

35.6.2  Obstacles to implementation of Person-Centered 
Surgery and Anesthesiology

Changes in the technology and infrastructure of health care in recent decades has 
affected how surgeons and their patients relate to each other. The role of surgery in 
treatment option has radically expanded due to advances in technology and in the 
support available to care for older, sicker patients. These advances have driven up 
health costs requiring the placement of constraints on resource allocation, surgery 
has been the target of employer and government attempts to limit expanding medi-
cal costs to a greater degree than other medical specialties [2]. The linkage between 
the financing and provision of services is seen to be creating tension between the 
surgeon’s financial interest and the patient’s health interest, straining the relation-
ship between surgeons and their patients as never before.

35.6.3  The Changes that Are Needed to Make Surgery 
and Anaesthesia More Person-Centered

According to Axelrod and Goold [2] “within this milieu, it behooves surgeons to 
reflect on the moral underpinnings of the surgeon-patient relationship”. This means 
defining the moral obligations and responsibilities surgeons have to their patients.

At this point, we will refer to selected arguments from the German philosopher 
Martin Heidegger which have been proposed as being useful for providing a moral 
basis of the physician-patient relationship [27]. While Heidegger’s philosophy has 
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been criticized as being inaccessible to clinicians, [28] with its complex language 
and neologisms, nevertheless we suggest here that examining the doctor-patient 
relationship through the phenomenological lens of his pivotal work, Being and 
Time, [29] can lead to greater Person-Centeredness in surgery and anesthesiology, 
even in the face of the challenges of surgical practice in the new millennium.

One important implication of taking a phenomenological perspective is that the 
best understanding of a person’s behavior is obtained through his or her internal 
frame of reference: how the patient sees the situation. Subjective experience is thus 
the key to understanding because these are the fundamental causal agents of behav-
ior. Every situational participant not only experiences but also interprets the medi-
cal encounter in relation with his or her own biography [30]. The physician needs a 
model on which to visualize going about this phenomenological approach. To do 
this, he must understand the possible positions with which he or she can view the 
patient, and the possible positions his or her role takes during interaction with the 
patient. A possible visual pattern is suggested here which explains these roles. Thus, 
there are objective and subjective roles of the doctor and of the patient as well. They 
come to interact with one another thus determining the ontological possibilities of 
how one relates to the other.

35.7  Conclusions

A Person-Centered approach to surgical care at present will intentionally elicit the 
patient agenda so that clinicians orient the priorities of a clinical encounter toward 
specific aspects that matter to each patient [31]. Traditional paternalistic surgical 
decision making will be transformed into a shared decision-making approach, a 
partnership will emerge between the surgeon, patient and/or surrogate decision 
maker, and key members of the interdisciplinary treatment team. The US Institute 
of Medicine [32] defines patient-centered care as respectful of, and responsive to, 
individual patient preferences, needs, and values, ensuring that patient values guide 
all clinical decisions. Perceived barriers to patient-centered care in surgery are sur-
gical culture, time constraints, limited education and training focused on advanced 
communication skills, and burnout.

Eliciting the patient agenda inclusive of their concerns and listening carefully to 
them will require additional graduate medical education and continuing medical 
education designed to help surgeons in training and practice develop and master 
interpersonal and communication competencies. The Surgical Council on Resident 
Education (SCORE) curriculum for general surgery has acknowledged the impor-
tance of non-technical skills for surgeons (NOTSS) and Surgical Professionalism 
and Interpersonal Communication Education (SPICE) (curriculumoutline2019-
  2020.pdf (surgicalcore.org), accessed 9/28/21) Advanced communication skills will 
help fulfill qualifications of the responsible surgeon as specified by the American 
College of Surgeons competencies; interpersonal and communication skills that 
result in effective information exchange and effective interaction with patients, their 
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families, and other collaborating health care professionals. Providing education and 
support so that patients can participate and make decisions in their own care is the 
hallmark of honoring patient autonomy, supports one’s personhood (including that 
of the health professional and family members) and forms the basis of Person- 
Centered care.

Person-Centeredness is considered an important dimension of patient satisfac-
tion and health care quality. Therefore, the future portends identifying the primary 
goals of care from the person’s perspectives and addressing how the surgeon’s care 
can achieve the person’s objectives [33].
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Chapter 36
Person-Centered Pain Medicine

Chris Hayes and Hema Rajappa

36.1  Introduction

Person centered pain medicine is holistic. It goes beyond biomedicine to include the 
psychological, social, environmental, cultural and spiritual context in which the 
individual lives and functions. Biomedicine can at times be more about the prefer-
ences and beliefs of the healthcare professional which are subject to both subtle and 
obvious biases including the influence of pharmaceutical companies. Person cen-
tered pain medicine is not just about patient satisfaction or knowledge provision. It 
has the loftier aim of empowering the individual to identify contributors to their 
pain experience and participate actively in treatment and recovery.

The experience of pain is universal. Everyone knows the urgent call of pain 
related to tissue injury. Such short lived or acute pain guides our path from infancy 
and throughout life. It is deeply personal. It differentiates threat from safety and is 
a strong protective response. It conveys a clear meaning; we move away from what 
is threatening and toward what is safe.

Yet for many people, pain is not experienced only as an isolated acute episode 
that resolves as bodily tissues heal. For them pain may recur intermittently, as in 
migraine for example, or persist and become chronic.

Pain can be classified according to duration, pattern and underlying condition. 
Acute pain is defined as lasting for 3 months or less. Intermittent or recurrent pain 
comes and goes. Pain that persists for more than 3 months is classified as chronic 
[1]. This is pain that persists beyond the usual time of tissue healing and is often 
related to nervous system sensitization. Chronic non-cancer pain (CNCP) is dif-
ferentiated from cancer pain which, like acute pain, is typically more closely 
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associated with the extent of tissue injury or disease. The International Classification 
of Diseases 11 has recently sought to differentiate secondary pain, for example, 
related to a pathology such as osteoarthritis; from primary pain which relates to 
nervous system dysfunction [1, 2]. The challenge here is the lack of any clear diag-
nostic test to facilitate this distinction.

Regardless of the type of pain, a person centered approach can be beneficial. 
However it is in the setting of CNCP that the benefits have been most comprehen-
sively researched. Epidemiological studies across the world show a population 
prevalence of CNCP approximating 20%. Prevalence rises as the population ages. 
This large cohort represents on one hand, an attractive target for commercial inter-
ests and biomedical reductionism, or on the other, an opportunity par excellence for 
person centered holistic medicine.

Some authorities see CNCP as lacking meaning or purpose because of its poor 
correlation with tissue injury or bodily structural pathology. However if the scope of 
enquiry is broadened to include psychosocial, environmental and spiritual aspects a 
sense of meaning often emerges and with it therapeutic direction. In contrast, if the 
person experiencing pain believes that their pain has no meaning they may see 
themselves as a victim of circumstances over which they have no control. They may 
become demoralised and vulnerable to offers of biomedical reductionist treatments 
that are more in keeping with the needs and beliefs of the healthcare provider and 
less likely to bring tangible health benefit to the recipient. Thus to disconnect the 
person from the meaning of their pain renders them a profound disservice.

The task of a person centered health professional is to help connect the person to 
the underlying meaning of their pain. This opens the way to requisite lifestyle 
changes, engagement with active self-management, more evidence based treatment 
and improved outcomes.

36.2  Objectives

This chapter will focus primarily on management of CNCP. Consequences to the 
individual and health system of using approaches that have an excessive biomedical 
focus will be considered. Exploration will follow of person centered models of pain 
care and the benefits that might arise from more widespread adoption of such prac-
tices. The challenges of implementation and outcome measurement will be dis-
cussed along with the personal perspectives of the authors.

36.3  Approach to Fulfilling the Objectives

• Narrative review of the literature
• Practical implications
• Personal perspectives of delivering chronic pain services in government funded 

hospitals in urban and regional Australia
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36.4  The Knowledge Base of Person-Centred Pain Medicine

36.4.1  An Integrated Systems Approach to Health

The experience of pain, like the experience of personhood is multidimensional. A 
non-linear, systems approach is needed to map these dimensions and explore impli-
cations for diagnostic formulation and holistic management. Person centered care 
provides a suitable framework.

To achieve optimal organization or integration in any complex system both dif-
ferentiation and linkage are required [3]. Differentiation means that key distinctive 
elements are recognized and celebrated. Linkage brings the differentiated parts 
together to function for the benefit of the whole. An orchestral performance demon-
strates integration with the whole producing an experience which is greater than the 
sum of its individual parts. Likewise, an integrated or person centered approach to 
health requires recognition and linkage of key component parts. For example, in 
analysing an individual’s experience of pain it is important to recognize the multiple 
elements that contribute and to consider the interactions between each element as a 
treatment plan is developed. This breadth of vision facilitates truly person centered 
pain medicine.

Another useful lens through which to envision person centered practice is the 
Behaviour Change Wheel [4]. Three concentric circles are described with the patient 
factors of capability, opportunity and motivation at the center. The next circle repre-
sents clinician input with the potential, for example, to implement therapeutic 
boundaries. The outer circle represents the policy aspect and broader societal influ-
ences. System integration occurs when the inputs from each circle are optimized.

Person centered practice has particular salience in the context of chronic disease 
multimorbidity. Many chronic conditions share common lifestyle based contribu-
tors. Person centered care highlights common prevention and treatment approaches 
which may benefit multiple conditions [5]. Conversely, a clinician centered approach 
tends to focus in a siloed way on the specific biomedical treatments of each chronic 
condition with an inherent power imbalance between the authoritative role of the 
clinician and the patient’s role as a passive recipient of care. Person centered prac-
tice aims to place the person firmly in the driver’s seat on their life journey to 
improved wellbeing with the clinician acting as a guide. It respects individual pref-
erences and empowers the person to take active ownership of their health trajectory.

When health care is holistic and an effective systems approach is used, the 
importance of biomedicine diminishes, the patient becomes empowered, treatment 
options expand and outcomes improve. The practice of medicine falters when criti-
cal contributory elements of the person’s illness, such as psychosocial, environmen-
tal or spiritual factors, are not recognized and not sufficiently valued in diagnostic 
formulation and treatment.

36 Person-Centered Pain Medicine
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36.4.2  System Integration in the Pain Context

Historically the biopsychosocial model [6] has provided a useful framework for 
management of pain, as it has for multiple chronic conditions. However there have 
been and continue to be challenges in implementation. In medically dominated 
treatment settings there is a risk of paying lip service to the psychosocial and con-
tinuing to over-emphasise the biomedical. In some ways this may be less desirable 
than an explicit biomedical approach because of the lack of transparency involved. 
The referrer and perhaps patient may start with the expectation of a broader approach 
that does not materialize. The biomedical approach may have a certain honesty in 
not professing to be anything more than it is.

These challenges have led to a call to invert the biopsychosocial approach to pain 
training and practice [7, 8]. The call is made for a sociopsychobiomedical frame-
work that prioritizes sociological and psychological aspects over biomedical.

Another outworking of the biopsychosocial model in the pain context is the 
whole person approach illustrated in Fig. 36.1 [9]. This seeks to use patient friendly, 
literacy appropriate language and consists of 5 component parts. The hand model 
provides a convenient way to represent the concept to patients and to address the 
multidimensional evidence informing person centered pain management. The usual 
transition in the CNCP context is away from passively received biomedical treat-
ments and towards the active self-management approaches of mindbody, connec-
tion, activity and nutrition.

36.4.3  Biomedical

In acute and cancer pain, medications and procedural interventions can be highly 
effective. In contrast in CNCP biomedical monotherapies are generally ineffective. 
There are exceptions, hip arthroplasty surgery for example for the right person at the 

Mindbody

Biomedical

Connection

Activity

Nutrition

Fig. 36.1 Whole person 
approach
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right time. Yet for most people, medications and interventional procedures are likely 
to produce more harm than benefit. The ‘whole person’ framing of biomedicine as 
one fifth part of overall treatment provides a suitable starting context. The utiliza-
tion of biomedical treatments in CNCP runs the risk of distracting both patient and 
doctor from the potential advantages of active self-management strategies [10–12] 
which have generally been found to be more cost effective [13]. Therefore, strategy 
in CNCP often involves weaning off biomedical treatments and increasing engage-
ment with the other component parts as supported by scientific evidence. Specific 
biomedical treatments are discussed in greater detail later in the chapter.

36.4.4  Mindbody

It is self-evident that what happens in the body effects the mind. Sensations of threat 
arising in the body challenge our sense of safety and resultant thought patterns. 
Reflecting on these thoughts, analysing whether or not they are helpful and their 
impact on function is part and parcel of the cognitive behavioural approach which 
has consistently shown benefit for pain and disability [14–16].

It is also true that what happens in our mind impacts our body. The power of 
focal attention provides a good example. ‘Where attention goes, neural firing flows 
and neural connection grows’ [17]. We can use our directed attention to lay down 
new, or strengthen existing, neural pathways.

The neurobiology of threat can be reinforced by our mind’s attention to, or rumi-
nation on, negative thought patterns. With this comes activation of the sympathetic 
nervous system and hypothalamic-pituitary-adrenal (HPA) axis and widespread 
consequences throughout the body. Alternatively a focus on calm can be used to 
activate the parasympathetic nervous system, damp down the HPA axis and harness 
the relaxation response. An example of this is the mindful practice of breath 
awareness.

Emerging therapeutic approaches which show promise in the mindbody area 
focus on awareness of bodily sensations and emotions rather than cognitions [18, 19].

36.4.5  Connection

There is an association between the experience of chronic pain and difficulty in 
social and workplace environments [20]. It has been proposed that social rejection 
and pain share overlapping neural pathways [21, 22]. As in mindbody interactions 
the relationship is bidirectional [23]. Chronic pain can on one hand lead to work-
place and family problems. On the other hand, aversive social interactions or isola-
tion can worsen pain. People who are isolated from a supportive community feel 
under threat. Those who are well connected are likely to feel safe. A context of 
threat can amplify the experience of pain via nervous system sensitization while 
building a context of safety can be a key part of pain recovery [21].

36 Person-Centered Pain Medicine
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36.4.6  Activity

Physical activity is important in the prevention and treatment of chronic pain due in 
part to its impact on nervous system function. Regular planned physical activity 
results in long term neural adaptations leading to pain reduction via activation of 
opioid, serotonin and other mechanisms [24].

Pain may be seen as a barrier to participation in physical activity and it is well 
documented that a single bout of exercise may increase pain intensity [25, 26]. 
However, in the situation of chronic pain waiting for pain to diminish before increas-
ing activity is counterproductive. Regular ongoing activity is recommended, start-
ing with a small amount that is achievable ‘even on a bad day’. Volume can then be 
increased on a time contingent basis. This avoids the instinctual ‘boom and bust’ 
and ‘let pain be your guide’ approaches and instead aims to reduce avoidance and 
gradually increase function [27].

No one modality of physical activity has proven superior for chronic pain [28]. 
Walking is easily accessible and should arguably be the default [29]. However, 
strength training and other forms of exercise also have a place. Guidelines recom-
mend a combination of aerobic (150–300  min of moderate physical activity per 
week) and strength based (at least twice a week) exercise [30].

36.4.7  Nutrition

There is a bidirectional relationship between pain and nutrition. Pain can lead to 
comfort eating and difficulty in accessing good quality food. Poor nutrition can also 
be a contributor to pain. In part this can be due to the development of multimorbid-
ity or excess body weight overloading tissues [5]. There are also the metabolic con-
sequences of poor diet with the development of a state of low grade systemic 
inflammation or ‘metaflammation’ which in turn can sensitize the nervous system 
and amplify the experience of pain [31]. The impact of diet on the gut microbiome 
and in turn nervous and immune system function and pain is currently a topic of 
considerable scientific interest [32, 33].

Nutritional strategies for the treatment of chronic pain overlap with approaches 
to other chronic conditions and focus on eating vegetables, fruits, legumes, nuts/
seeds, low glycaemic index foods, high fibre, antioxidants and high quality fats 
[34]. It is also important to reduce consumption of energy dense, nutrient poor foods 
(e.g., processed snacks and take-away foods).

A recent systematic review investigated nutritional interventions for chronic pain 
[35]. This incorporated meta-analysis of 23 studies which showed that nutritional 
interventions which altered overall diet composition or those that altered a single 
macronutrient were more likely than those that tested a supplement or involved fast-
ing to result in significant reduction in pain intensity.
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36.4.8  Group Pain Management Programs

Holistic self-management can be supported by interdisciplinary health profession-
als in either group or individual settings. The group format has resource efficiencies, 
allows participants to learn from each other and has been the predominant mode of 
delivery reported in the scientific literature.

The evidence for group programs has been well established over time [36, 37] 
and across diverse cultural settings [38]. The addition of cognitive strategies to ‘first 
wave’ behavioural programs brought improved outcomes and in recent decades 
group programs have been predominantly based on cognitive behavioural principles 
[39]. However, the magnitude of treatment gains has been called into question with 
effect sizes ranging from small to medium [16, 40]. Concern has also been raised 
about duration of treatment effect [41]. Hence there is a need to analyse the compo-
nent parts of group programs with a view to efficient delivery and maximising cost 
benefit. The cognitive behavioural model which has provided the theoretical under-
pinning of a majority of pain management programs reported in the literature has 
not emphasised for example, emotional awareness and expression or nutrition. It 
may be that such components of therapy may add value and improve patient 
outcomes.

Education is a key component of self-management and lends itself to application 
via the group format [42–44]. Contemporary education addresses the role of the 
nervous system in pain and the therapeutic hope inherent in neural plasticity [43, 45].

Additional innovations include adoption of standardised group pathways as 
default to reduce wait times [46, 47] and improve patient flow through group self- 
assessment and group self-management [48, 49].

36.4.9  Telehealth

Thus far the use of telehealth has been a double-edged sword with benefits of 
improved healthcare access and challenges of suboptimal patient engagement and 
equity of care delivery. The onslaught of the COVID-19 pandemic has triggered 
rapid and exponential adoption of telehealth in most healthcare settings, translating 
mainstream pain assessment and treatment to telehealth modalities and contexts. 
There is emerging data on the use of telehealth in pain management with promising 
results of non-inferior outcomes compared to in-person interactions [50]. It is likely 
that even after the worst of the pandemic has passed, telehealth will continue to be 
a viable and preferred option for specific groups of patients.

36 Person-Centered Pain Medicine
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36.4.10  Primary Care Application

It is recognized that only a small minority of people experiencing CNCP can access 
specialist pain services and that any increase in pain specific service infrastructure 
cannot keep up with demand. The majority are hence treated in the primary care 
setting. The broad approach to pain treatment with lifestyle management can be 
undertaken in primary care. However, the challenge for primary care physicians is 
to deliver person centred, multimodal pain treatment via brief, focused appoint-
ments over extended time periods to the majority of patients while referring a select 
minority to specialist services [51].

36.4.11  Cultural and Spiritual Perspectives

Detailed exploration of cultural and spiritual perspectives is beyond the scope of 
this chapter, nevertheless brief comment may be useful. Person centred pain medi-
cine acknowledges the cultural and spiritual traditions of the person experiencing 
pain. A study of culture is necessary to inform an understanding of the person within 
it. Western culture predominantly enshrines the rights and the independence of the 
individual, Eastern culture responsibility to the collective. In either setting, the per-
son may feel under stress or devalued for being less able to achieve the success of 
other individuals or less able to contribute to the community. Under such pressure 
the expression of pain and associated emotions and bodily sensations can be dis-
couraged and leave the person feeling stigmatized [52] and vulnerable.

The major spiritual wisdom traditions have much to say about pain and this can 
interweave with the influence of culture. Buddhism’s noble truths recognize that 
pain and suffering are a central part of life and that these can be overcome by letting 
go of personal desire. The Judeo-Christian tradition sees amplified pain as a conse-
quence of Adam and Eve’s quest for knowledge, arguable part of the evolution of 
human consciousness and also as redemptive and transformative. Hinduism pro-
motes stoic acceptance of pain and suffering as a just consequence of previous mis-
deeds. Islamic tradition notes that where there is suffering there is a way through. 
Spiritual practices such as group and individual prayer, reading religious texts, 
chanting, meditation and participation in group philosophical discussions all aid the 
search for meaning in pain and building connections rather than numbing of pain, 
thought and consciousness by overuse of medications [53].

Exploration of pain beliefs and pain expressions may be even more challenging 
in disadvantaged and vulnerable populations. A recent systematic review [54] dem-
onstrated considerable diversity in published literature regarding pain and its man-
agement in Indigenous Australians. Beliefs around violation of taboos as cause for 
pain, cultural preference for bravery, and a sense of shame around expression of 
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some pains, especially in males in leadership roles was noted. It is of significant 
concern that clinician misconceptions and cultural misunderstandings in culturally 
unsafe clinical environments can further cause iatrogenic harm. This can result in 
demoralisation and disempowerment of people weighed down by the burden of 
multigenerational trauma, displacement and loss.

36.5  The Consequences of an Over-Emphasis 
on Biomedicine in Chronic Pain Management

In the context of chronic pain there are many negative consequences of an over- 
emphasis on biomedicine [55]. With regard to assessment the scope of enquiry is 
diminished and potentially important aspects of the ‘whole-person’ may be 
neglected. Less attention is paid to psychological, social, cultural and spiritual 
aspects. Medical investigations may be over-used. The results of spinal imaging, for 
example, may be over-interpreted. Formulation consequently runs the risk of exces-
sive focus on potential biological contributors to the pain experience. A bulging 
lumbar spinal disc may be labelled as the critical diagnostic feature, failing to rec-
ognize that many people with a similar abnormality on imaging do not experience 
pain [56].

The diagnostic focus on bodily structure leads to a parallel biomedical treatment 
focus which preferences surgery, other procedural interventions or pharmacother-
apy. It is not surprising that these medical treatments often achieve poor outcomes 
and low value care when the diagnostic workup has lacked sufficient breadth in 
terms of non-biomedical contributors [13].

36.6  Why Pain Management is not more 
Person-Centered Currently

Multiple factors contribute to an over-emphasis on biomedicine and the potential 
for therapeutics to move away from scientific evidence. These include health system 
funding models that provide greater financial return for doctors providing shorter 
rather than longer consultations and interventional rather than non-interventional 
treatments, the desire of the doctor to provide a biomedical solution, the influence 
of pharmaceutical and device company marketing and community expectations of 
passively received solutions for pain.

Specific issues related to opioids, cannabinoids and procedural interventions are 
explored below.
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36.6.1  Opioids

The effectiveness or otherwise of opioid therapy depends on clinical context. 
Despite the challenges of trial design [57] opioids have shown consistent benefit in 
randomized controlled trials in acute pain [58]. Evidence from systematic reviews 
shows greater variability but overall support for opioid prescription in cancer pain 
[59, 60] and palliative care [61]. In CNCP the picture is very different. Evidence 
suggests that there may be modest initial pain reduction when a person with CNCP 
is commenced on opioids, however this does not lead to significant improvement in 
function and adverse effects are problematic [62]. Over time the benefits reduce as 
tolerance [63] and perhaps opioid induced hyperalgesia [64] develop. The longer 
the period of opioid prescription the greater the likelihood that harms will to out-
weigh any marginal benefits. Despite lack of efficacy, prescription of opioids for 
CNCP has increased dramatically in high income countries including the USA [65] 
and Australia [66]. An increasing opioid associated death rate has paralleled the 
increase in opioid prescribing [67, 68].

Most opioid trials in CNCP have been of limited duration (typically up to 
12 weeks) making extrapolation to long term use questionable. The lack of well- 
designed long term opioid trials was addressed in 2018 with publication of a 
12 month pragmatic randomized controlled trial that compared opioid to non-opi-
oid medication for chronic back, hip or knee pain [69]. The opioid group reported 
greater pain intensity and more adverse effects throughout the study period. Another 
pivotal 2018 study found that after discontinuation of long term opioids pain inten-
sity either did not change or improved slightly, even without the application of 
active self-management strategies [70]. The general rule therefore, according to 
current evidence, is not to initiate opioids for CNCP and to consider deprescribing 
in those already on opioid treatment. Depending on the degree of opioid harm the 
patient may be given a greater or lesser voice in the discussion about deprescribing. 
If deprescribing is ‘forced’, that is occurring completely against the patient’s 
wishes, there may be an increased risk of harms including transition to illicit opi-
oids and suicidality [71]. Nevertheless, in routine practice within specialist multi-
disciplinary pain services, opioid deprescribing plans are commonly negotiated 
between patients, general practitioners and the specialist team. In this setting 
patients who achieve opioid cessation report greater pain reduction and improve-
ment in function than those who reduce to a lesser extent or maintain or increase 
opioid dose [72].

Some chronic pain patients have comorbid opioid dependency (substance use 
disorder). If this is the dominant problem then maintenance opioid therapy via an 
addiction medicine pathway can be considered along with psychosocial interven-
tions [73].
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36.6.2  Cannabinoids

The current situation with ‘medicinal’ cannabis is similar to that of prescription 
opioids in the late 1980’s and 1990’s. In many countries legislation has been passed 
to make cannabis available for treatment of pain. This has occurred despite a body 
of scientific evidence suggesting that cannabinoids are only minimally effective or 
not effective at all, and carry significant risk of adverse effects [74]. In a detailed 
systematic review Stockings and colleagues found the number needed to treat was 
24 (95% confidence interval 15–61) for 30% reduction in pain. The pooled change 
in pain intensity (standardised mean difference: −0.14, 95% CI −0.20 to −0.08) 
was equivalent to a 3 mm reduction on a 100 mm visual analogue scale greater than 
placebo. In contrast the number needed to harm was 6 (95% CI 5–8). There were no 
significant improvements in physical or emotional functioning with cannabinoid 
treatment. It is possible that future research may define subgroups of people with 
CNCP that derive greater efficacy and less harm from cannabinoid treatment. 
However, if we are prepared to learn from the history of opioid mismanagement, 
cannabinoids should not be used for treatment of CNCP outside a registered clinical 
trial or research setting at the present time [75].

36.6.3  Procedural Interventions

Procedural interventions, like opioids, have a predictable and evidence based ben-
efit in acute pain and perioperative settings [58]. There is also reasonable evidence 
of effectiveness in the cancer setting, for example with a neurolytic coeliac plexus 
block [76]. However, the picture becomes much less clear in CNCP. A major obsta-
cle, as with any form of biomedical treatment, is the potential to distract the recipi-
ent and provider from consideration of active self-management strategies. Although 
in theory the recipient may use the pain reduction of a procedure to increase engage-
ment with self-management, this is difficult to achieve in practice. For example, 
Molloy and colleagues found that when an implanted intrathecal pump system was 
used in combination with an intensive cognitive behavioural therapy (CBT) pro-
gram the outcomes were worse than CBT used in isolation [77]. This raised the 
possibility that the implant interfered with patient motivation and engagement with 
self-management.

Another obstacle is the limited duration of potential benefit derived from proce-
dures. Local anaesthetic blocks last several hours, the addition of steroid may increase 
duration to several weeks. Radiofrequency thermal neurotomy can last months. The 
difficulty is that unless the person is able to make substantial life changes they are no 
better once the block wears off. The therapeutic ritual of the procedure may reinforce 
the passive behaviour of simply waiting for the next medical ‘fix’.
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Procedural ‘neuromodulation’ provides an interesting example of biomedical 
treatment and associated marketing moving ahead of scientific evidence, with spinal 
cord stimulation a particular case in point. When the term ‘neuromodulation’ is 
applied exclusively to procedural interventions it demonstrates a lack of recognition 
that all of life is in fact a neuromodulating experience. The shackling of the neuro-
modulation term to procedural intervention narrows the patient’s expectation of the 
benefits of achieving neuroplasticity by active self management.

In high income countries spinal cord stimulation has increasingly been used to 
treat radicular leg pain and more recently axial back pain. This expansion of indica-
tion has been fostered by enthusiastic procedural doctors, the marketing of device 
companies and the desire of recipients for a quick passive biomedical option. Very 
few high quality studies had been undertaken until the advent of high frequency 
stimulation (HFS) with the possibility of patient blinding. Two double blind ran-
domized controlled trials have been undertaken comparing HFS to placebo. The 
first showed no difference between HFS and placebo [78]. The second trial com-
pared 3 different high frequency patterns (1200 Hz, 3030 Hz and 5882 Hz) to pla-
cebo; Two patterns were no better than placebo and the third (5882 Hz) was modestly 
better than placebo in terms of pain reduction with no difference in disability [79]. 
Despite such modest results spinal cord stimulation is considered by proponents to 
be an established treatment. Clearly further research is required exploring both effi-
cacy and cost effectiveness before such an expensive therapy can rightly be accepted 
into routine clinical practice.

The intention of the authors is not to dismiss the role of pharmacotherapies or 
procedural interventions in the treatment of pain. However current evidence sug-
gests that if treatment outcomes are to improve, the role of biomedicine must 
decrease and that of person centered self-management must grow.

36.7  Practical Implications for the Implementation 
of Person-Centered Care

36.7.1  Benefits of Greater Person Centeredness

The attempt to treat a person’s body in isolation from their mind and socioenviron-
mental context is an act of violence to their humanity. To treat them as a whole 
person is an act of restoration. To work in this way is not only helpful to the patient 
but also to the clinicians who treat them. Outcomes improve, patient-clinician col-
laboration is encouraged and the undue focus of the health system on biomedicine 
is returned to a point of balance.
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36.7.2  Challenges to more Widespread Implementation 
of Person Centered Pain Medicine

Many challenges stand in the way of widespread implementation of person centered 
pain medicine. The Western societal belief in a dualism of mind and body is a major 
obstacle, which prioritizes treatment of the body over that of the mind. In reality 
mind and body are inseparable. Thus to promote mindbody treatment is part of the 
solution as it begins to dismantle the dividing wall of dualism.

Another challenge is that it takes courage to put aside, for a time, the distraction 
of the outer and quietly reflect upon our inner world. To the extent that clinicians are 
avoidant of their own inner journey they are restricted in their capacity to offer this 
to their patients. Recipients of health care may have their own resistance to looking 
within. This may influence them in the direction of external biomedical treatments 
rather than a more internally focused line of psychotherapy.

Mind and body interweave in interesting ways. The process of energy and infor-
mation flow that constitutes mind is both embodied and relational [3]. Emotions 
arise out of the sensations of the body and in turn influence our behaviour. In the 
pain context, many of the pharmacotherapies blunt awareness of bodily sensations 
and emotions. They can be used to shield the resistant person from discomforting 
sensations and emotions. Thus the use of such medications can become an obstacle 
to the deepening awareness required to bring behavioural change and restoration of 
health and wellbeing.

Undoubtedly the structure and functioning of health systems is an obstacle to 
person centered pain medicine. Doctors are financially rewarded predominantly for 
providing biomedical treatments. The pharmaceutical and device companies rein-
force this approach. In many countries and health systems mindbody and other 
more holistic therapies are not prioritized.

36.7.3  Measuring Outcomes of Implementation

Measuring the outcomes of person centered pain medicine needs to be multidimen-
sional. Measures chosen should tap into the multiple dimensions of the person’s 
experience within their family, society and environment. Pain intensity is a critical 
outcome measure. However for this to be meaningful it must be combined with 
measures of physical and psychological functioning. The overly enthusiastic attempt 
to abolish a person’s chronic pain with medications that diminish cognitive and 
physical function results in a poor overall outcome.

In Australia [80] and the USA [81] large multidimensional data sets are now in 
use to compare outcome measures across pain services. Such big data analysis of 
‘real world’ practice, as opposed to the somewhat ‘artificial’ world of randomized 
controlled trials, will play an increasingly important part in guiding practice 
improvement in the new era of better value health care.
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Any meaningful contemporary analysis of health care interventions also needs to 
examine financial, social and environmental outcomes [82, 83]. For example, with 
high tech medical devices the carbon footprint of production and maintenance needs 
to be considered. Hypothetically, if a 50% reduction in pain intensity is achievable 
either with a carbon neutral self-management program or via a spinal cord stimulator 
with its substantial carbon footprint then the former is to be preferred. Recent evidence 
shows that health care accounts for 10% of the total carbon footprint of the USA com-
pared to only 4% for the UK and 7% for Australia [84]. Pharmaceuticals account for 
19% of total health care carbon emissions in Australia [84]. Hence deprescribing med-
ication and other health system efficiencies may bring environmental benefit.

36.7.4  Future Challenges

A major future challenge is to continue to build an environment more conducive to 
person centered pain medicine. A strategic approach that targets multiple facets is 
required. The behaviour change wheel [4] provides a useful framework for such 
change and highlights the patient, clinician and policy opportunities for change. 
Helpful policy changes might include aligning regulation and funding to evidence 
informed care, promotion of team based models of care and support of community 
education, perhaps beginning at school.

36.8  Conclusions

In many countries there is an emphasis on biomedicine in the treatment of 
CNCP. Specialist multidisciplinary pain services may offer a different and more 
person centered approach to patients who are able to gain access. The challenge of 
enhancing outcomes for people experiencing CNCP involves continuing to improve 
access to, and performance of, specialist sector practice while also addressing prac-
tice in the primary care setting where the majority of people are treated.
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Chapter 37
Person-Centered Palliative Care

Odette Spruijt, Dante E. Manyari, Rachel Halpin-Evans, and Paul Glare

37.1  Introduction

The care of patients with incurable, progressive disease who are approaching the 
end of life has challenged physicians and the health care system from the outset [1]. 
Even as there were striking advances of medical care in the twentieth century, many 
inadequacies of end-of-life care continued to be evident. In response to this situa-
tion, the modern hospice movement was established in the 1960’s. As it evolved 
over the next 60 years, it led to the development of palliative care and the speciality 
of palliative medicine.

Unlike the other medical specialities discussed in this section of the textbook, 
hospice/palliative care arose outside the practice of mainstream medicine. As will 
be discussed, this enabled the pioneers of hospice/palliative care to take a very 
person- centered approach that would not have been possible within the existing 
healthcare model. Despite the effectiveness of hospice/palliative care in relieving 
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suffering associated with serious illness [2], it continues to be a challenge to estab-
lish this approach into mainstream medicine, healthcare education and globally, into 
healthcare systems. There continues to be marked global disparity and unmet need 
for palliative care for adults and children with advanced illness [3].

37.2  What is Palliative Care?

In 2020, a new consensus definition of palliative care was published, building upon 
the previously accepted World Health Organisation (WHO) definition. The new 
definition states that palliative care is “the active holistic care of individuals across 
all ages with serious health-related suffering (SHS) due to severe illness and espe-
cially of those near the end-of-life. It includes the prevention, early identification, 
comprehensive assessment and management of physical issues, including pain and 
other distressing symptoms, psychological distress, spiritual distress and social 
needs” [4]. In this definition, the emphasis is on need arising from unrelieved suf-
fering, moving away from a focus on end-of-life care alone. It emphasises the focus 
on the relief of health-related suffering associated with any illness and for any age 
group and aims to accommodate the earlier integration of palliative care in the 
course of illness. It also seeks to increase the scope of palliative care practice in 
response to both patient needs and health care system capacity. For example, in 
India, palliative care services provide care for patients with paraplegia, stroke, old 
age and debility, psychiatric illness and many other chronic illnesses, when other 
community-based health care is not available [5, 6]. This revised definition has a 
strong evidence base and is supported by major national and international organiza-
tions [7]. However, the field of palliative care continues to debate the definition, 
scope and focus of this speciality [8], perhaps not surprising given the diversity of 
needs, resources, services available, patterns of development and associated fund-
ing models observed internationally. Continued dialogue and a willingness to 
encompass diversity within the specialty, while adhering to the core principles of 
person-centredness that underpin this speciality, will help to sustain the differences 
many of which arise from local needs and particularities.

The earlier integration of palliative care into the care of patients with oncological 
and other advanced illnesses has been supported by leading healthcare organisa-
tions and research for over 20 years [9–11]. However, despite this, it has proven 
difficult to convince patients, the public, and even healthcare providers, of this 
upstream migration of palliative care, with many continuing to associate palliative 
care exclusively with end-of-life care [8].

37.3  The Origins of Modern Palliative Care-a Brief History

The origins of palliative care lie in the British hospice movement of the mid- 
twentieth century. The hospice movement, founded by Dame Cicely Saunders, 
arose out of a concept of hospitality, of welcome of the ‘other’, who is suffering 
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and dying [12]. She wrote of her commitment to openness to all who would come, 
and to intellectual rigour coupled with a ‘friendship of the heart, the vulnerability 
of one person before another’ and that “We need our personal meetings with dying 
people if we are to remain human and true to (these) original commitments’ [13]. 
Australian palliative care pioneer, Norelle Lickiss, echoes this insight, noting that 
‘Interpersonal solidarity remains the lynch pin’ [14] for the relief of that suffering 
which involves loss of personal coherence or integrity. Saunders’s focus on the 
person with illness and the uniqueness of their physical, social, spiritual, emo-
tional and psychological suffering, contrasted with the increasingly disease-focus 
of the practice of medicine of the mid-twentieth century [15]. She coined the term 
‘total pain’ in 1964 to describe the suffering arising from the multidimensional 
impact of illness upon a person, described to her by a patient as ‘all of me is 
wrong’ [16]. She wrote about the many layers contributing to the experience of 
pain which need to be explored in the terminally ill, as in all patients and empha-
sised that an exploration of the meaning which they give to their pain is an impor-
tant key to relieving that pain.

‘A cry just to be rid of pain is not worthy of man … Man by his very nature finds that he has 
to question the pain he endures and seek meaning in it.’ [17].

Without finding a sustaining meaning in their experience, chronic cancer pain 
becomes ‘timeless, endless, bringing a sense of isolation and despair’ [17].

By the mid-1980s ‘total pain’ had become firmly established as a central concept 
within the emerging palliative care specialty [18, 19]. It has proved a useful concept 
in clinical work, in teaching and research, succinctly articulating the ‘assembling of 
heterogeneous phenomena within the domains of pain’ [19], namely the physical, 
psychological, social, spiritual domains which contribute to the experience of pain, 
without hierarchy; they are interactive and responsive to each other, and to interven-
tions directed toward each component.

Drawing on this understanding of pain, clinicians are challenged to widen 
their gaze beyond the biomedical and strive to understand and respond to the 
complexity of person with illness. Indeed, the concept of total pain may well be 
judged as one of the most innovative concepts yet to emerge from the field of 
palliative care.

This origin story characterises palliative care and constitutes its roots and place 
in medical practice. Australian author and social commentator, Richard Flanagan 
[20] writes that a country needs a depth story, such as those of the Aboriginal dream-
ing and creation stories, to sustain, unite and direct it forwards. Our depth story in 
palliative care is about hospitality, the welcome of the ‘other’, recognising in this 
‘stranger’ the common condition of human suffering, and responding with all the 
means at one’s disposal, including the person and presence of the palliative care 
practitioner. It will be important to retain connection to this origin story, as the spe-
ciality diversifies and responds to modern day challenges.

From this early work of Saunders, the field of palliative medicine and hospice 
care has established itself internationally [21]. For example, in the early 1970’s, 
Balfour Mount, a urologic cancer surgeon, was inspired by a presentation on Kubler- 
Ross’s book “On Death & Dying”. This prompted him to survey the standard of 
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terminal care at his hospital, the prestigious Royal Victoria Hospital (RVH) in 
Montreal. He described the results of the survey as “catastrophic”. In response, he 
visited Saunders at her south London-based hospice, St Christopher’s, and observed 
what could be achieved in relieving suffering. On returning to Montreal, he elected 
to establish a hospice-style ward within RVH rather than trying to create the inde-
pendent, free-standing type of unit he had seen in St Christopher’s. Furthermore, 
being in Montreal, he couldn’t call use the term “hospice” because this means 
“nursing home” in French. So he coined the term “palliative care”, derived from the 
Latin, “pallium” meaning cloak, symbolising symptom control as providing a cover 
over the problem, when the underlying cause is irreversible. This symbol suggests a 
nurturing element of wrapping the sufferer with care and embrace and echoes the 
hospitality or welcome of the other of Saunders’ original insight. The launch of this 
ward marked the entry of “palliative care” into its modern English usage. The World 
Health Organization’s Technical Reports on Cancer Pain Relief and Palliative Care 
[22, 23] also provided an important authoritative basis for the development of this 
specialty.

Nowadays, consultative services, community-based practice and inpatient pallia-
tive care units constitute the contemporary specialist palliative care triad. In addi-
tion, day hospices, outpatient clinics, and public health programs have emerged [7]. 
In 2014, the World Health Assembly (WHA) resolved that palliative care be part of 
mainstream health care systems throughout the life course ([24] Resolution 67.19). 
While the WHA included palliative care in the WHO global action plan for the pre-
vention and control of non-communicable diseases 2013–2020, as previously noted, 
there remains a global lack of access to palliative care and a pressing need to estab-
lish palliative care and pain management as part of the WHO strategic planning 
toward universal health coverage [3].

Differentiating between the generic palliative care principles and skills needed 
by all clinicians of all disciplines, involved in the relief of suffering, and those 
required by specialist palliative care providers, has encouraged the spread of 
knowledge and skills beyond the specialist field. Palliative care providers have 
been leading proponents of education in pain and other symptom management, 
communication skills and advance care planning, end-of-life care and ethical 
decision-making. In recognition of the complexity of person, and multitude of 
needs present at the end- of- life, competent interdisciplinary teams, involving doc-
tors, nurses, physiotherapists, pharmacists, social workers, pastoral carers, occu-
pational therapists and volunteers, are ideal for the delivery of palliative care [7]. 
However, where resources are limited, practitioners attempt to be attuned to the 
person and at the very least, recognise, acknowledge, bear witness to, and validate 
the suffering of their patients. This witnessing is, in itself, is a healing human act 
[25]. Importantly, palliative care has been focused on quality of life through to 
death, rather than on death itself. As Saunders so eloquently and movingly stated, 
“You matter because you are you, and you matter to the end of your life. We will 
do all we can not only to help you die peacefully, but also to live until you 
die.” [26].
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37.4  The Concept of Person-Centredness in Palliative Care

Conceptual thinking about personhood has occupied philosophers, historians, 
developmental psychologists, sociologists, and theologians [14] but has been lack-
ing in medicine. Physicians have intimate professional involvement with persons 
but may lack an articulate concept of what person is [14]. There is need for such a 
conceptualisation which resonates with physicians’ experience and frame of refer-
ence, and which may enrich understanding in the face of the current widespread 
thrust, more marked in 21C, for ‘person- centred medicine’. Person-centered medi-
cine attempts to address this gap in understanding by giving expression to the pro-
fessional experiences of clinicians of varied expertise, of their lived experience with 
the suffering and distress of patients, to articulate the elements of medical care that 
entail healing and humanistic care [27]. The understanding of person-centredness 
which guides this textbook is “of the person, for the person, by the person and with 
the person”. If palliative medicine is to achieve its fundamental aim of the relief of 
suffering, this conceptualization of personhood rightly occupies a particular claim 
on our attention.

Despite the lack of conceptual clarity about what constitutes ‘person’ in medi-
cine, the terminology of person-centered care is now widely used in the medical 
literature, and often used interchangeably with patient-centeredness. However, it is 
proposed that person-centeredness differs from patient-centeredness on several 
grounds. For example, a ‘person’ exists before a ‘patient’ and encompasses many 
dimensions beyond patient-ness. In particular, the notion of ‘person’ is highly rela-
tional, including relationships with health care professionals but extending far 
beyond [28].

The physician and bioethicist Eric Cassell wrote about the concept of person in 
medicine over 40 years ago, and recognised that ‘suffering is experienced by per-
sons’ [29], not bodies. Therefore, it is necessary to look at the concept of person 
carefully and comprehensively. He offered a typology of person which presents the 
multifaceted nature of person in the health context. Persons have a body, regular 
behaviours and are able to do things. They have personality and character, a past, 
life experiences and memories, family and/or other important relationships, spiri-
tual or existential dimension, hopes, a perceived future, roles, culture, and is a social 
and political being. In addition, persons have a secret life, fantasies, and dreams [29, 
30]. Any and all of these dimensions may be affected by health-related suffering and 
provide an avenue for healing engagement. Cassell [29] also identified that in addi-
tion to relieving patient suffering, medicine may also contribute to suffering, largely 
through a decreased capacity to address the subjective experience of the person with 
illness and an unwillingness to operate without certainty, leading to excessive inter-
vention and investigation.

Lickiss developed an ecological relational understanding of person, which 
stresses that “person is a relational reality, a web as it were, of relationships in a 
dynamic whole” [14]. In this model, relationships are constitutive of personhood; 
we are constantly in flux, in an intersubjective, reciprocally interacting world of 
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experience [31]. Understanding this intersubjective framework is important in clini-
cal practice, as we as health care practitioners, are components of the intersubjective 
world of the patient. We also bring our own subjectivities to the encounter [32]. 
When a dialogical encounter takes place, something not of either alone but arising 
in the “realm of the ‘between’”, [33] may emerge,through meeting [34], and offer 
possibilities of healing change.

Vafiadis’ [35] model of bidirectional care refocuses attention on the person of the 
doctor in palliative care, in which the humanity of the doctor meets with the human-
ity of the patient. He suggests that such bidirectional care is more evident in end-of- 
life care, as the distance between the professional (with expertise) and the patient (in 
need) is less than that which is seen in other domains of specialist medical care and 
where the capacity that patients have to share of themselves, in interhuman connec-
tion, may be given more expression.

37.5  Practical Implications for Person-Centered 
Palliative Care

37.5.1  Key Factors to Assess the Implementation 
of Person- Centered Palliative Care

With the renewed focus on the relief of suffering in recent years, palliative care has 
restated its commitment to person-centered care. The importance of relational care 
was emphasised in a narrative study in which palliative care doctors in Australia and 
India stressed the importance of forming connection with their patients, of listening 
to them and being present in that moment with them. Despite the cultural differ-
ences and the different resources available across the two countries of practice, all 
participants emphasised their focus on the person with illness, their understanding 
of the multidimensional nature of suffering and therefore, the need for multidimen-
sional responses. Abhit described the need to ‘be that person’s friend enough so that 
he is able to bring out what is most important to that person’ [36].

Palliative care, to remain true to its origins and genius of honouring the dialogi-
cal nature of care, needs to retain its focus on the person with illness, and on the 
relational delivery of care and to do so while also striving to increase access and 
availability of palliative care for all who need this care.

Organizations such as The Joint Commission have described the necessary com-
ponents of an accreditable palliative care program (https://www.jointcommission.
org/accreditation- and- certification/certification/certifications- by- setting/hospital- 
certifications/palliative- care- certification/). Outcomes such as symptom control, 
time on hospice, health care utilization and place of death have been measured and 
been shown to improve with palliative care [2]. The need for a single measure of 
“palliative net benefit” has also been called for [37]. But demonstrating that the 
delivery of care of such care is truly relational is not easy.

O. Spruijt et al.

https://www.jointcommission.org/accreditation-and-certification/certification/certifications-by-setting/hospital-certifications/palliative-care-certification/
https://www.jointcommission.org/accreditation-and-certification/certification/certifications-by-setting/hospital-certifications/palliative-care-certification/
https://www.jointcommission.org/accreditation-and-certification/certification/certifications-by-setting/hospital-certifications/palliative-care-certification/


621

37.5.2  The Extent to Which Current Palliative Care is Actually 
Person-Centered

In the public health response to COVID-19, the relational understanding of person 
was subsumed in the wide-ranging restrictions on visiting family members in hos-
pitals, nursing homes and hospices in most countries struggling with controlling the 
spread of the virus. The devastating impact of this loss of relationship at times of 
medical crises and life-threatening illness, was experienced by patients, families 
and caregivers, and also by healthcare professionals [38, 39]. The depth of distress 
calls for a new understanding of person in relation to others, which can be sustained 
in tangible ways despite public health crises such as pandemics. Relational being is 
not an optional extra, but a core dimension of being a human person.

Expanding this understanding of person-centered care to explicitly include 
relationship- centred care offers insights to sustain practitioners and systems as well 
as improve the quality of patient care. There are tensions to be held, rather than 
solved, in attending to multiple relationships and demands of modern interdisciplin-
ary, team-based healthcare. Organisational theorists have developed programs to 
help foster change through non-hierarchical engagement of all levels within the 
organisation, with focus on the social, interpersonal and behavioural factors of 
healthcare [40]. Compassionate, cooperative leadership, attentive to the wellbeing 
of team members, where there is a shared vision, and an acceptance of death and 
dying, has been suggested as contributing to the observed lower incidence of burn-
out among palliative care providers [41].

Advocacy to governments to make palliative care an essential component of uni-
versal health coverage is achieving a broader understanding of relieving health- 
related suffering through a person-centered approach [42]. This essential package of 
palliative care includes not only medications and equipment, but also paid staff to 
administer and monitor medications and support patients and their caregivers [43]. 
In addition, ongoing advocacy to ensure access to essential medicines, including 
opioids, is essential [44–46]. The COVID-19 pandemic has brought new focus on 
the need to incorporate palliative care into pandemic and humanitarian crisis 
responses [47].

There is marked global inequity in the relief of serious health-related suffering 
(SHS) [3, 48]. ASCO developed resource-stratified guidelines for the implementa-
tion of palliative care [49]. Enabling palliative care providers from high income 
areas to become advocates and partners with colleagues in low-and-middle-income 
countries through official training programs, offered in partnership between institu-
tions from both settings, may provide an important avenue for global improvement 
[50]. Resources and guidelines assist new providers to integrate palliative care into 
existing health care  [7, 49]. Other examples of international models of collabora-
tion can be found in the Lien Foundation-sponsored, ‘Train the Trainer’ program; 
the Palliative Care-Promoting Access and International Cancer Experience 
(PC-PAICE) quality improvement project, led by the Stanford University Palliative 
Care department, in collaboration with the Stanford Clinical Excellence Leadership 
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Training (CELT) program [51]; in the International Association of Hospice and 
Palliative Care advocacy action; and in mentoring projects such as Project Hamrahi, 
a collaboration between Pallium India and Australasian Palliative Link International 
which aims to foster the development and sustainability of new services in India [52].

Increasing the palliative care workforce includes the non-specialist health care 
provider. Key competencies in palliative care include symptom control, communi-
cation expertise especially in delivering difficult news and coping with emotional 
distress and developing ethical awareness and understanding. In India, while there 
is no incorporation of discrete palliative care training into the undergraduate cur-
riculum, key competencies have been embedded across all years of training in the 
Attitudes, Ethics and Communication (AETCOM) program established in 2019 
[53]. Integrating palliative care into primary health care is another important strat-
egy for reducing global inequities in health care [54].

Opportunities to improve access to person-centered palliative care also arise 
from technological advances which support educational initiatives, not only nation-
ally but internationally. With the COVID-19 pandemic impacting on the capacity to 
hold in-person education, there has been an upsurge in the adoption of videoconfer-
encing for education and virtual conferences in 2020. This has democratized knowl-
edge access and may result in ongoing changes beyond the pandemic era. One 
program, Project ECHO (Extension for Community Healthcare Outcomes) pre-
dated the pandemic and was well placed to provide a platform for many more insti-
tutions and organisations. From origins in University of New Mexico, USA, in 
2003, Project ECHO has gained international prominence and utilisation, with hun-
dreds of programs in over 40 countries [55]. Project ECHO has been adopted by 
many specialist palliative care providers, for clinical care and teaching purposes. 
The project facilitates peer-to-peer learning, through shared case discussion and 
decision making, as well as learning opportunities, creating a knowledge network 
and community of practice [56]. For example, Hospice UK has used Project ECHO 
to build relationships with other health care services, to help increase their confi-
dence and capacity to deliver end-of-life care in any setting [57].

37.5.3  Specific Barriers that Interfere with the Implementation 
of Person-Centered Palliative Care

There are many barriers to providing person-centered palliative care. The under-
standing of palliative care remains limited as is knowledge of symptom manage-
ment and other core skills [58].

Organisational modern medicine continues to favour the focus on the physical 
dimension of person in neglect of the non-physical [15]. This is apparent in multi-
disciplinary team meetings MDMs in general and specialist medicine in which the 
diagnostic and interventional aspects of care are discussed but little is discussed 
about the person with illness. While the physical is the specialist zone of medicine, 
this dualistic separation hampers healthcare’s ability to advance. The reasons for 
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this separation in practice are many. There are tensions in meeting workload 
demands, which therefore limit the time available for discussion. Much of medical 
practice is active doing, fixing, solving problems. Recognising the more subjective 
aspects of patient care requires a different lens, often more experiential and reflec-
tive. Most MDMs function on the assumption that cure or life prolongation is the 
self-evident goal of patients, family and staff. The patient’s priorities are seldom 
identified or discussed; they do not feature as guiding principles of clinical decision-
making. If identified the focus of the discussion and the leadership of the MDM 
discussion might vary accordingly for each patient. If it is cure of an early cancer 
diagnosis, staging and diagnostic discussion is likely to be consistent with the per-
son’s priorities. If it is symptom management, a different discussion is needed. If it 
is spiritual distress, again a different discussion. If it is home-based management, 
community nursing might be invited to lead discussion.

Other barriers include resource constraints for health care providers and for fam-
ily members, stigma attached to palliative care, death and dying, socioeconomic 
deprivation and lack of education, and the impact of distance on the accessibility of 
professional care. Time constraints are also a major barrier to person-centered care, 
especially in low-and-middle-income countries, where a doctor may be seeing 70 
patients an outpatient clinic [59].

37.5.4  What Would Have to Change in Health Systems 
and Actual Practice to Enable or Facilitate more 
Person-Centered Palliative Care

There is the ongoing challenge of embedding palliative care into health care, at both 
the public health level and institutional health care level. This is not just in lower 
resourced countries, but also within high income countries, in their more remote 
communities, in vulnerable communities such as prisoners, homeless, people 
affected by humanitarian crises and by drug addiction, and in paediatric care 
(National Palliative Care Strategy 2018). Palliative care remains a more Westernised 
concept in health care, with poor understanding in some cultural groups. For exam-
ple, in New Zealand, where palliative care is well-integrated and established in gen-
eral, the Pacific populations have limited access to, and low understanding of, 
palliative care [60]. Adapting services to meet the needs of people of all cultures 
within multicultural societies calls for greater cultural competence and engagement 
and may challenge notions of autonomy, truth telling and shared decision making  
[61, 62]. More exploration into the needs of marginalised or disadvantaged popula-
tions is required, but presents practical and ethical complexities, resulting in sys-
tematic neglect in both research and care provision.

Particular challenges arose in 2020  in response to the COVID-19 pandemic, 
which brought into focus the lack of access to palliative care and equitable universal 
health care in many countries, including in the USA, one of the countries most 
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severely affected by the pandemic. The need for comprehensive public health sys-
tems into which palliative care services are well integrated, was highlighted.

It remains a tension to balance the risks of opioids with the imperative to ensure 
access to essential opioids for pain relief. While inadequate access is more critical 
in low-and-middle-income countries, barriers are again not confined to these regions 
[63]. Increasing regulation leading to overly cautious opioid prescribing is impact-
ing on the availability of essential opioids in palliative care, even in high income 
countries, and is described as a “pernicious reverse problem” to overprescrib-
ing [44].

It is challenging to retain the focus on person within organisational systems of 
care. Current trends (e.g., towards brokering of care, outsourcing of tasks to other 
services and increasing referrals without adequate service-capacity growth) are 
challenging the development of a meaningful relationship with patients. Health care 
services are largely organised around delivery of services and provision of interven-
tions. Greater efficiency is recognised as an important aspect of quality of practice. 
Protocolised care details the pathways and processes for health care providers. 
Reducing delays and waiting times, facilitating timely reviews and discharges, 
coordinating investigations and appointments, careful and correct provision of med-
ications for appropriate time periods, anticipating likely eventualities and planning 
for these, are all aspects of efficiency which are person-centered and enhance the 
patient experience. However, all processes and protocols need humanising to be 
truly effective in meeting the needs of persons. For example, many palliative care 
community services in Australia prefer to have injectable medications prescribed 
and available in the home, in case of emergency. However, not all patients want 
these medications in their homes and for those who are referred earlier in their dis-
ease trajectory, the presence of injectables, syringes, and locked containers with 
opioid medications, can be confronting. Services are challenged to recognise the 
impact and messaging which these medications communicate to patients and carers, 
while also responsibly anticipating possible complications and emergency needs in 
the future care of that person. Similar sensitivity is required on admission to a pal-
liative care service. Many services discuss resuscitation plans on admission. 
However, when also advocating for earlier integration of palliative care and concur-
rent care with life-prolonging measures, automatic exclusion of resuscitation 
including blood transfusion, antibiotics and palliative chemotherapy on admission 
to palliative care services, while it may be practical, may also be at odds with 
person- centered care.

37.6  Palliative Care for Diagnoses Other than Cancer

The specialty of palliative care largely grew out of a response to the needs of patients 
with cancer, and little was known about the needs of patients dying from causes 
other than cancer. Few patients with illnesses other than cancer, received hospice 
in-patient, home care or day care even though many hospices stated that their 
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services were available to patients with any diagnosis [64]. The needs and experi-
ences of patients dying from conditions such as stroke, heart disease or dementia 
and the importance of palliative care for such patients became increasingly recog-
nized by the beginning of the twenty-first century. Policy makers recommended that 
palliative care should be accessible to all patients who need such care, and that 
integration of palliative care into patient care improves outcomes but recognised 
that this raises a number of important questions regarding service provision. Here 
we discuss specific issues related to the integration of palliative care into cardiac 
disease management.

Decades of medical advances in cardiology have significantly improved the life 
expectancy in patients with cardiac disease. As disease burden progresses despite 
optimal medication regimens, patients may be candidates for interventions such as 
implantable cardiac defibrillators (ICD) and/or bi-ventricular pacing (BVP). 
Selected patients may be candidates for ventricular assist devices, cardiac transplan-
tation, transcatheter aortic valve implantation, or mitral valve repair. These advances 
have improved the prognosis of some cardiovascular disorders even further. 
However, increased longevity is often associated with more complex life-sustaining 
measures in patients with increasing disabilities. Thus, despite advances in therapy, 
there is a point when sustaining life may be associated with little subjective gain for 
the patient with poor and diminishing quality of life. With this increasing burden of 
disease and its management primary attention should be focused on diminishing 
suffering rather than life-prolongation. Over the last decade or two, it has become 
increasingly evident that palliative care in cardiology is akin to palliative care for 
patients with advanced, incurable cancer [65, 66]. Some guidelines suggest that pal-
liative care should sometimes be introduced early rather than later in the disease 
process [67], so called parallel treatment, as is also advocated in the care of patients 
with advanced cancer [68].

As in oncological palliative care, the role of the palliative care team in cardiology 
spans several domains, from symptom control, psychological wellbeing, improved 
communication between health care teams, help with advance care planning, opti-
mization of community supports, provision of respite and caregiver relief, and end- 
of- life care. It can be provided in various settings, including hospital, hospice, and 
the patient’s own home [66]. Palliative care acknowledges that patients can live a 
long time while receiving both curative/therapeutic/symptomatic treatments as well 
as supportive care. There is a common misconception that palliative care is synony-
mous with hospice care and dying, and some physicians perceive a transition to 
palliative care as a defeat. As a result, palliative care referrals are commonly initi-
ated after life-prolonging measures have been exhausted, care has become too bur-
densome and death is imminent, thereby limiting the benefits patients can receive 
through receiving earlier palliative measures. Therefore, there are calls for educa-
tion on palliative care during the cardiology fellowship training [65].

The cardiac palliative health care team should include specialists in palliative 
care, cardiology, a social worker, pharmacist, nurses, a psychologist, and a spiritual 
advisor. Protocols should be in place for patient intake and follow-up visits as 
needed. Although a systematic approach may be helpful to the health care 
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organization, patients will be best served by individualized care. Each patient may 
be affected by the same clinical condition differently, not only in physical and func-
tional terms, but also emotional and socially. Each has unique ways to respond to 
the same challenge. Therefore, care should be individualized especially if we con-
sider that each individual has his/her own set of values, beliefs and priorities. By 
definition, a person- centred approach is best suited to fulfill the needs of the patient 
and family, following the principles that have been outlined [69].

Thus, the main message of this section is to practice true person-centred care 
when managing patients with chronic heart disease by considering early referral to 
the palliative care team, not in order to transfer care but to work alongside the car-
diac team, and to incorporate the palliative care perspective in treatment planning 
discussions with the patient and their carers.

37.7  Key Issues in Cardiology Palliative Care

 1. Palliative Cardiac Care in Persons with Advanced Heart Disease (AHD): 
Among patients with obvious need for palliative cardiology care are those with 
class IV heart failure who are not candidates for cardiac transplantation, those 
with destination left ventricular assist devices, symptomatic patients with 
advanced coronary artery disease who are not candidates for revascularization, 
and patients with valvular heart disease who are not candidates for valve inter-
vention. These patients benefit from person-centred care aimed at palliating 
symptoms, and providing mental and spiritual comfort. In addition, the palliative 
health care team must use available local resources in accordance with the 
wishes and objectives of each individual patient and family.

 2. End-of-Life (EOL) in a Person with Heart Failure: One can arrange for a 
home-care nurse team to provide intermittent IV positive inotropic agents at 
home or in hospital to a patient with end-stage heart failure to prevent multiple 
re-hospitalizations. Only a person-centered approach is practical to achieve this 
shared decision after appropriate discussions with the patient, family and other 
members of the health care team. Often at the EOL, patients want to spend their 
last few days in the comfort and intimacy of their homes, with their family, 
friends, pets around them, rather than dying in a hospital setting. The cardiolo-
gist who is able to facilitate this personal mode of dying, and honour the patient’s 
wishes in this way, is offering their patients a great service. This does however 
require considerable care coordination and advance planning to ensure that 
 community services, medications, and timely death certification will be avail-
able to the patient and their family at the end of life.

 3. End-of Life in a Person with an Implantable Cardioverter Defibrillator 
(ICD): In patients with an ICD, it is critical to have EOL conversations because 
of the complications this device can cause if the patient dies. This may be diffi-
cult because in practice approximately 40% of patients would prefer to not have 
an EOL discussion about deactivation of the ICD [70]. Recipients of ICDs rarely 
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have directions regarding ICD deactivation in their advanced directives or living 
wills [71]. The physician wishing to provide the best person-centred care there-
fore, has to be able to introduce the topic of deactivation of the ICD with empa-
thy and understanding, and proceed carefully as guided by the patient. This task 
should be the responsibility of the most trusted person on the team in the patient’s 
eyes, usually the senior physician involved in their care. It may also be wise at 
the time of ICD insertion to include a general discussion of the aims and limita-
tions of this treatment and that it may need to be deactivated if the patient reaches 
a more advanced stage of their heart disease or other medical complications. In 
the context of EOL discussions, the topic of if and when to deactivate the ICD 
should be included. Indeed, guidelines advise providers to have discussions 
about EOL scenarios with all patients with an ICD, but despite these recommen-
dations, it is not often done [70] It is up to the cardiology community wishing to 
provide good quality person-centred care to address this omission, by enhancing 
their capacity to better educate and counsel patients with ICDs about the limita-
tions of this intervention, well in advance of their imminent dying and certainly 
to avoid inappropriate activation of the ICD in the dying patient [72]. Factors to 
be included in the discussion before making a shared-decision regarding deacti-
vation of the ICD include most importantly the patient’s prognosis, severity of 
symptoms, alternative treatments, recurrence of appropriate shocks, and own 
wishes. Other factors that may influence the shared decision are family and reli-
gious concerns and beliefs. The health care team should be an active participant 
in the shared-decision making by providing timely and pertinent information, 
communicating clearly with other health care team members, being available to 
answer the questions of patient and family, and being supportive of their deci-
sions without biases or pressure. A third set of important factors to consider is 
the clinical scenario and the role that the ICD plays in the health of the particular 
patient. In some, the ICD is therapeutic and the patient may be brought to life 
every time a shock is delivered. With a few exceptions, the time of the next shock 
can’t be predicted. In other scenarios, the ICD may deliver shocks that are not 
appropriate, due to malfunction or because of electrical artefacts. Another sce-
nario is pump failure and circulatory shock, with death not being the result of an 
electrical problem, but the ICD will deliver electrical shocks that are “appropri-
ate’ by design but inappropriate for the clinical circumstance. Knowledge of 
these potential scenarios and how they apply to the patient’s own clinical situa-
tion are crucial information the patient must receive from the cardiology team to 
make a well informed shared-decision.

Patients with an ICD who are doing well with their cardiac illness but have an 
unrelated life-limiting condition, such as disseminated cancer, represent a unique 
clinical scenario. In this circumstance, the question of the continuing benefit of 
ICD therapy should be raised as defibrillation can cause physical discomfort and 
emotional distress to the patient, and also distress to their families [73]. 
Professionals have a duty of care to consider withdrawal of non-helpful therapies 
and the distress caused by resuscitation measures in those near the EOL with an 
irreversible health decline. The goals of care can change if clinically appropriate, 
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and it is ethically acceptable to withdraw such therapy if that is consistent with 
the patient’s preferences. Initial discussions regarding ICD deactivation should 
start when the patient is felt to be approaching the end-of-life and should be 
incorporated in the local Do Not Attempt Resuscitation (DNAR) policies. In 
general, maintaining an ICD in active defibrillation mode is inconsistent with a 
DNAR order. There are guidelines with suggestions and recommendations to 
follow as to when to deactivate ICDs [74] but in our opinion, each patient has a 
unique clinical scenario and we need to consider not only the affecting illness 
but the physical, mental, sociocultural, and spiritual aspects of the person. In 
summary, discussions on when to deactivate an ICD should involve the patient, 
the family, and all members of the health teams. The final shared-decision should 
be consistent with the patient’s wishes and preferences. The role of the health 
care teams is informative and supportive of the patient’s decisions.

 4. Palliative Cardiology Care on Hospice: When the prognosis is poor and the 
likelihood of survival is days or weeks, a decision needs to be made about opti-
mum place of care for the comfort and well-being of the patient and family. 
Options may be home with home-care assistance, hospice or may take place in 
hospital. One reason to consider hospice care is the relief and support it can 
provide family members. The hospice-based palliative care team then takes 
charge of all decisions, with the assistance of the cardiology team.

37.8  Pediatric Palliative Care

37.8.1  How is Paediatric Palliative Care Person-Centred?

Paediatricians recognised the need for children to have access to palliative care 
clinical expertise and services by the late 1970s [75]. The origins of paediatric pal-
liative care as a speciality discipline is rather more complex than those of its adult 
parent. Helen House, the world’s first children’s hospice opened its doors in late 
1982. Located in East Oxfordshire, England, Helen House was founded by Sister 
Frances Dominica, a nurse and Anglican Nun. The hospice was born through a 
friendship that Sister Frances developed with a family whose two-year-old daugh-
ter, Helen, had suffered a profound neurological injury following surgery to remove 
a brain tumour, and who required around-the-clock care (source: www.icpcn.org/a- -
global- history- of- childrens- palliative- care/, accessed June 23 2020). A few years 
later (1986), Dr. Ann Goldman, the first ever Consultant in Paediatric Palliative Care 
(PPC) established the Symptom Care Team at Great Ormond Street Hospital for 
Children, London, England. This was the first multi-disciplinary specialist paediat-
ric palliative care team and has since grown to become the largest specialist PPC 
team in Europe.

Over the past three decades, PPC has established itself as a specialist field of 
medical expertise, and much like any new speciality, has faced challenges as it has 
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done so [75, 76]. Many of the core skills required are similar to its adult counterpart, 
yet there is considerable heterogeneity among the practitioners of PPC, drawing 
many from the fields of oncology, neurodisability and rehabilitation, community 
paediatrics, intensive care and acute pain. While this has been of significant benefit 
in developing clinical services and expertise to care for children with diverse symp-
tomatology, it has represented challenges in establishing consistent standards in 
clinical expertise, education and research [75]. Paediatric Palliative Medicine has 
continued to grow across the world throughout the twenty-first Century and was 
recognised formally as a sub-speciality in the USA in 2006 and in the UK in 2009.

In 2018, the World Health Organisation stated that under 20-year-olds made up 
35% of the global population, and up to 40% of the population of the world’s least- 
developed nations [77]. They estimated that the number of children (neonates, 
infants, children and adolescents up to 19 years of age) needing paediatric palliative 
care each year could be as high as 21 million. There can be no doubt, therefore, that 
there is growing need for PPC services to ensure the prevention and relief of suffer-
ing in children with life-limiting and life-threatening illness.

Pediatric palliative care is fundamentally “patient centred and family engaged” 
[76]. The WHO states that palliative care is integral to people-centred health care 
services. Further, that “nothing is more people-centred than relieving their suffer-
ing, be it physical, psychological, social or emotional” [78]. At its core, paediatric 
palliative care’s purpose is to advocate for the best possible quality of life and care 
for children with life-limiting or life-threatening illness and for their families. Key 
to this is ensuring patient and family choice; choice in terms of place of end-of-life 
care and place of death, and choice in spiritual, emotional and bereavement support.

Together for Short Lives is the umbrella organisation for PPC in the UK.  It 
defines palliative care for children and young people as “an active and total approach 
to care, from the point of diagnosis, throughout the child’s life, death and beyond. It 
embraces physical, emotional, social and spiritual elements and focuses on the 
enhancement of quality of life for the child or young person and support for the 
family”. It goes on to mention that palliative care for children and young people 
(CAYP) “includes the management of distressing symptoms, provision of respite 
breaks, care at the end-of-life and bereavement support” (www.togetherforshort-
lives.org.uk/changing- lives/supporting- care- professionals/introduction- childrens- 
palliative- care/ accessed June 23 2020).

Practitioners working in either adult palliative care or PPC would identify simi-
larities in the fundamentals of their practice; namely, an approach to individual 
patient care aimed at augmenting and maintaining quality of life, while at the same 
time promoting dignity and comfort [79]. There are, however, significant differ-
ences in the needs of their respective patient populations and therefore in practice.

While the majority of adult patients with palliative care needs traditionally have 
cancer, more than two-thirds of children and young people with life-limiting and 
life-threatening illness have non-malignant conditions. Unlike the adult population, 
the disease trajectory for children living with life-limiting conditions often spans 
many years and is frequently punctuated by acute, life-threatening events. One such 
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example is acute apnoea, secondary to mucus plugging of the airways and is often 
seen in children with swallow insufficiency, such as those with cerebral palsy.

Through an intimate understanding of the individual patient, and how he or she 
is affected by their condition, the paediatric palliative care clinician is able to antici-
pate that such emergencies may arise and ensure that children and families have 
access to medications and equipment (such as oropharyngeal suction machines), 
across home, hospice and school.

Key to patients maintaining good quality of life, is impeccable symptom man-
agement. Thus, the cornerstone of paediatric palliative care in practice is providing 
patients and their families with individualised symptom management plans (SMPs). 
SMPs are integrated into the practice of PPC in many parts of the world fortunate to 
have well established services. Typically, authors are clinicians with an expert 
understanding of the particular life-limiting or life-threatening condition, and inti-
mate knowledge of how said condition affects the individual patient, for whom the 
plan is being written. The SMP document will summarise the clinical context of the 
individual child and provide a list of anticipated, or potential symptoms that may 
arise during the course of their illness, or end-of-life. Each symptom is then listed 
in turn, with a detailed plan of current treatment, as well as options for treatment 
escalation, should the child’s condition change or deteriorate [79].

Authors must take into consideration the child’s individual context as well as 
their family circumstance, language comprehension, their school provision and 
access to healthcare. The SMP must cater for lay parents and caregivers, and health 
professionals alike. It is then shared with the patient’s family, their GP, local hospi-
tal and ambulance service.

The general unpalatability for needles and injections among the paediatric and 
adolescent population requires practitioners caring for such patients to become 
adept at using novel routes for medication administration (such as buccally), rarely 
utilised by adult practitioners [79].

Another key difference between adult palliative care and PPC is that commonly, 
active, disease-directed therapy continues alongside the input and support of the 
palliative care team [79]. As mentioned above, many children with life-limiting ill-
ness experience long disease trajectories, punctuated by episodic—sometimes life- 
threatening—deterioration, from which they often recover. The benefits of timely 
referral to a palliative care service are many, but not least the crucial ability to foster 
strong therapeutic alliance between patients and their families over time.

In the parts of the world with access to PPC teams, care can over time (often 
years) be provided to children with life-limiting or life-threatening illness at home, 
at hospice and at hospital. This is certainly the case in the U.K, Australia and the 
U.S.A, although there are some differences with the model of care in the U.S.A in 
that “hospice care” is a separate entity to palliative care, and specifically relates to 
care in the last six months of life. Commonly, PPC teams will visit children across 
all three of these settings. Consequently, its practitioners will often be uniquely 
positioned to have detailed knowledge of the child’s condition when ‘well’, adding 
valued and trusted opinion to discussions with paediatric intensive care teams and 
retrieval teams upon whom there is increasing bed pressure. An essential part of the 
role of PPC clinicians is, when appropriate, to advocate for patients with 
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life- limiting illness who may benefit from an admission to PICU for treatment of a 
potentially reversible cause for acute deterioration. Equally important, is the role 
that PPC clinicians play in supporting the often-tricky discussions with families at 
times when children are not responding to life-saving or prolonging therapies.

In the U.K. for example, in such circumstances where the consensus decision is 
that on-going intensive care for a child is futile and therefore its burden heavily 
outweighs any benefit to the child, families are, where possible, offered choice as to 
the place in which intensive care should be removed, be that in hospital, at the 
child’s home or in a hospice.

One of the benefits of early palliative care referral is, much like a personalised 
SMP, the child and family have opportunity to discuss and document their wishes 
both in terms of treatment escalation in the setting of acute deterioration, as well as 
their choices for end-of-life care, in a supported and informed manner. This docu-
ment is often called an ‘Emergency Care Plan’ (or Advance Care Plan).

While some families may feel that formalising such decisions in document form 
is somewhat confrontational, advance care plans are not a legally binding docu-
ment. The document represents the thoughts of the child, family and clinicians at 
the time that it was written and is a useful framework for other clinicians to work 
with at the time of an acute deterioration. It is best reviewed at least annually, in 
discussion with the child and their family or if the child’s condition changes.

As mentioned earlier, another complexity faced by PPC teams is in caring for 
children and families who may be living with life-limiting illness for a number of 
years. In some instances, this can be from birth. While there is interaction with the 
child, the communication in terms of the disease process is with the family or care-
givers. This can pose a challenge as children and young people get older. Those 
working in PPC must be able to navigate how information is imparted to the child 
as they become more mature and develop, enabling their understanding of their own 
condition, while also respecting the thoughts and wishes of their parents or 
caregivers.

The principles of PPC are applicable throughout the child’s entire lifespan, yet 
the PPC practitioner must pay careful attention to the physical, developmental, 
socio-psycho, spiritual and ethical phenomena that are unique to children. The shar-
ing of information is often particularly challenging. Many paediatric patients may 
have felt a sense of “Why don’t the doctors talk to me?” quickly become “Why do 
they now ONLY talk to me?” after they have gone through the transition process 
[79]. This is another nuanced area of PPC and its practitioners are often skilled in 
supporting both medical practitioners, parents and young people in the developmen-
tally appropriate dissemination of information.

37.9  Conclusions

Much has been done in the past half-century to address the suffering of the person 
with advanced, progressive and life-limiting illness. Person-centeredness drove the 
approach taken by Saunders and the hospice movement while it operated in a 
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relatively small number of charity-funded hospices, located outside the mainstream 
and predominantly caring for British adults with end-stage cancer. Maintaining this 
pre- eminence of person-centeredness becomes much more challenging when pallia-
tive care is part of the mainstream and is taken to scale around the world, across the 
lifespan, and independent of diagnosis and prognosis.
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38.1  Introduction

38.1.1  Public Health: A Dynamic Field

38.1.1.1  What Is P.ublic Health?

Public health might be understood as a discipline, science, and art [1], in which the 
main study objects are people and communities and whose subsequent activities 
and functions are undertaken principally at the collective level. There are different 
definitions of public health. A novel definition of public health that remains valid 
until today was given by Charles Edward Winslow in 1920 as “the science and the 
art of preventing disease, prolonging life, and promoting physical health and effi-
ciency through organized community efforts” [1]. A reviewed definition, based 
upon the challenges and opportunities for strengthening practice, organization, and 
impact of public health, was made by a committee established at the US National 
Research Council [2, p. 6]. There, public health was characterized by making a 
distinction between three elements, first the actors (that undertake public health 
actions and that exist beyond the governmental sector), second the mission (the 
public health aims), and third, the substance (the public health study matter) [2, p. 
36]. The governmental responsibilities in public health, denominated as core func-
tions of public health, were then divided in three areas: assessment, policy develop-
ment and assurance [2, p. 43]. More recent definitions of public health were 
proposed by Richard Riegelman and Kirkwood [3, p. 5] as “The totally of all evi-
dence-based public and private efforts through the life cycle that preserve and pro-
mote health and prevent disease, disability, and death” and by Detels et al. [4, p. 3] 
as “the process of mobilizing and engaging local, state, national, and international 
resources to assure the conditions in which people can be healthy”. The latest defini-
tions emphasize the multisectoral and multilevel nature of public health and the 
need to coordinate collective action for the health of all.

38.1.1.2  What Are the Functions of Public Health?

There are multiple tasks, services or activities that are undertaken in this broad field 
by individuals, communities, professionals, clinicians, public health practitioners, 
and sectorial and multisectoral organizations. These tasks are grouped operationally 
in public health functions. Many organizations and countries named them “essential 
public health functions”, although they may vary to some extend between countries 
and organizations [5, 6, p. 3]. The Essential Public Health Functions were recently 
updated by the Pan American Health Organization [7] and the Essential Public 
Health Services were updated by the Public Health National Center for Innovations 
[8]. An essential transcendent goal of public health functions is equity, targeting 
both direct factors leading to inequitable service access and indirect factors like the 
social determinants of health. These functions might be understood as medical spe-
cialties (areas of action), comparable with clinical medicine fields, executed by 
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accountable public health practitioners, public health organizations or others with 
public health mandates.

Public health is in constant motion and its shape has varied considerably. Today, 
in pandemic times, the world expects an effective encompassing response and in this 
sense the person- and people-centered medicine approach is a promising strategy.

38.2  Public Health Perspectives in Person 
Centered Medicine

The International College of Person Centered Medicine (ICPCM) has developed 
through research sponsored by the World Health Organization a profile of concepts 
and principles of person centered medicine . The elucidation of these principles led 
to the development of a Person-centered Care Index (PCI) [9]. International research 
with the PCI is evolving, particularly in Latin America. Illustratively, Perales et al. 
[10] have carried out a successful comparison of prototype hospitals in Lima in 
terms of person centered care on the bases of health professionals rating institutions 
with the PCI.

People or communities are not only groups of individuals [11, p. 7]; they form a 
living entity with a proper identity. This understanding produced the naissance of 
new public health fields such as public health ethics [12] and people-centered public 
health. Nevertheless, persons-centered medicine principles are generally applicable 
to both clinical care and public health, as both arenas are highlighted in the PCM set 
of principles.

In fact, Appleyard et al. [13] presented an articulation of Patterns and Prospects 
for the Implementation of Person-Centered Primary Care and People-Centered 
Public Health as the content of the Declaration of London 2015 at the conclusion of 
the Fifth International Congress of Person Centered Medicine.

Furthermore, reflecting the recognized innovativeness of the Latin American 
Region concerning public health policies, the annual Latin American Conferences 
on Person Centered Medicine have been, particularly in recent years, yielding inno-
vative fundamental strategies for integral health care, bringing to fruition the inspi-
ration to the health field afforded by the Alma Ata (1978) and Astana (2018) 
Conferences. To note, the main theme of the Sixth Latin American Conference of 
PCM in Montevideo, December 2020, was Person-centered Integral Health Care, 
Human Rights and Sustainable Development Goals and that of the Seventh Latin 
American Conference in Lima, December 2021, was Mutual and Integral Health 
Care Aimed at the Well-being of All Persons. Their outcomes are displayed, respec-
tively, in the 2020 Montevideo Declaration and the 2021 Lima Declaration [14, 15].

Figure 38.1 presents schematically and graphically a conceptual representation 
of the health field (clinical medicine and public health) within the programmatic 
perspective of Persons-Centered Medicine. It further allegorizes a prospective sup-
port of Persons-Centered Medicine to the previously outlined Essential Public 
Health Functions and Services.
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Fig. 38.1 Schematic representation of clinical medicine and public health within the program-
matic perspectives of Persons-Centered Medicine, and its prospective support to the Essential 
Public Health Functions and Services

38.3  Additional Considerations for the Further Development 
of People-Centered Public Health

To strengthen the applicability of person-centered medicine to public health, a num-
ber of considerations have been listed by Canchihuamán et al. [16] and they are 
further elaborated in this section of the manuscript. Public health inspired by the 
person- and people-centered approach (Fig. 38.1) may result in an equity-focused 
ever-evolving contextualized scope of actions and functions guided by a more effi-
cient organization, implementation, and evaluation.

The people-centered public health approach emphasizes the interconnectedness 
of persons, the importance of the community context and the need for collective 
participation and organization. This participation based on shared decision making, 
embedded in the values of equity and social justice, is based on cultural awareness 
and responsiveness. The goal is achieving universal health coverage and the right to 
health for all [17]. This is only possible through a holistic public health approach 
that understands the intersectoral nature of health as described by the sustainable 
development goals and the social determinants of health [17–19]. The WHO 
described the preconditions for this integrated people-centered health services 
approach in five strategic goals:
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 1. Empowering and engaging people.
 2. Strengthening governance and accountability.
 3. Reorienting the model of care.
 4. Coordinating services.
 5. Creating an enabling environment.

The Person-Centered Medicine principles that largely overlap with the five strate-
gic goals of the WHO strategy on integrated people centered health services, can 
guide actions (behaviors or conducts) and function’s in the public health field under-
taken by individuals, communities, professionals, and organizations. This approach 
began with the person and people at the center interconnected with the fundamental 
principles and values of human, medicine, and public health [9, 13]. The person—the 
human being—is the origin of these principles and values and they are simultane-
ously the origin of the person-centered approach (the person as the origin and the 
person as the end). These bedrock principles are unfolded on more specific principles 
and values and together embedded on the person-centered approach, a form of practi-
cal application of them. The person-centered approach is a way of living as well as an 
operational approach. Approaches having these features were previously proposed 
for primary health care (philosophy and strategy) [20, p. 4] and human security (phi-
losophy, concept, and guide) [21, p. 9]. These different aspects (such as philosophy, 
theory, strategy and practice) of the person-centered approach have the potential to 
influence, transform or reorient life and health; like a vinyl record transmitting sound 
waves of change (see Fig. 38.1). There are different elements that might be perme-
ated, such as disciplines (medicine, public health, research, and education) and their 
practices. The person-centered approach is a promising strategy to translate theory 
into practice. The conceptual model might help to guide the analysis of the influence 
and impact of the approach on each discipline and their practices.

38.3.1  Person-Centered Public Health in Practice Including 
the Pandemics

To illustrate the potential influence and application of the person-centered medicine 
approach (concepts, values and principles) in the discipline and practice of public 
health we use the case of COVID-19 [9, 16]. The prevention and control of acute 
public health threats as pandemics is the second function of the Essential Public 
Health Functions [7] and Services [8] mentioned in Table 38.1.

We explore the impact of the people-centered perspective on health security, 
pandemic preparedness, and response models; then we describe how the principles 
and values of the person- and people-centered perspective can guide public health 
actions and practice.

The COVID-19 pandemic affects people’s lives in every corner of the planet. We 
live an era that will leave a devastating trace in the history of humanity. An era char-
acterized by multiple crises (health, economic, social, and political), 
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Table 38.1 Updated Essential Public Health Functions and Services

The Essential Public Health Functions [7]
The Essential Public Health 
Services [8]

Assessment
 1.  Monitoring and evaluation of health and well-being, 

equity, social determinants of health, and health system 
performance and impact

 2.  Public health surveillance; control and management of 
health risks and emergencies

 3.  Promotion and management of health research and 
knowledge

Policy development
 4.  Development and implementation of health policies 

and promotion of legislation that protects the health of 
the population

 5.  Social participation and social mobilization, inclusion 
of strategic actors, and transparency

Resource allocation
 6.  Development of human resources for health
 7.  Ensuring access to and rational use of quality, safe, and 

effective essential medicines and other health 
technologies

 8.  Efficient and equitable health financing
Access
 9.  Equitable access to comprehensive, quality health 

services
10.  Equitable access to interventions that seek to promote 

health, reduce risk factors, and promote healthy 
behaviors

11.  Management and promotion of interventions on the 
social determinants of health

Assessment
 1.  Assess and monitor population 

health
 2.  Investigate, diagnose, and 

address health hazards and 
root causes

Policy development
 3.  Communicate effectively to 

inform and educate
 4.  Strengthen, support, and 

mobilize communities and 
partnerships

 5.  Create, champion, and 
implement policies, plans, and 
laws

 6.  Utilize legal and regulatory 
actions

Assurance
 7.  Enables equitable access
 8.  Build a diverse and skilled 

workforce
 9.  Improve and innovate through 

evaluation, research, and 
quality improvement

10.  Build and maintain a strong 
organizational infrastructure 
for public health

disproportionately affecting vulnerable populations, and challenging the structures 
of existing health care models. Pandemics, however, are not the only threat to global 
public health; and it is likely that other threats will emerge in the future [22].

In response to the exponential increase in international travel and trade, and (re)
emergence of international disease threats, 196 countries agreed to implement the 
International Health Regulations (2005) with the scope and purpose to prevent, pro-
tect against, control, and provide a public health response to the international spread 
of disease [23]. Recent outbreaks such as SARS and Ebola showed shortcomings in 
this international response leading to the development of global health security ini-
tiatives and instruments to support the implementation of this regulation [23], as 
well as to the identification of needs for capacity building. Based on these regula-
tions and instruments to help in its implementation, countries achieved different 
levels of preparation toward public health hazards. However, COVID-19 has gener-
ated an unexpected, isolated, disarticulated, specialized and reductionist response in 
many countries, often neglecting the way partially paved by these regulations and 
tools. COVID-19 surpassed even the most prepared countries.
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To effectively address COVID-19 and other future health threats, an integration 
and a refinement of approaches may be helpful. Such changes might involve a reex-
amination of the International Health Regulations and other similar developments. 
A response model influenced by a person-centered perspective should be developed 
based on the following key approaches, frameworks and tools linked to health secu-
rity and pandemic preparedness:

• The International Health Regulations [24], the Global Health Security Index 
[25], the State Party self-assessment annual reporting tool [26], and the Joint 
external evaluation tool [27]. These documents describe core elements, areas of 
essential capabilities and indicators for responding to public health threats.

• The International Health Conceptual Model proposed by the Population 
Leadership Program [28], which makes emphasis on the multilevel dimensional-
ity of health by delimiting the role of the international determinants of health.

• The Framework on Integrated, People-Centered Health Services [29] including 
an “enabling environment” and the “coordination of services within and across 
sectors”.

• The One Health Approach, which stressed the interconnectedness of the three 
elements, animal, human and environment [30].

• The Health Emergency and Disaster Risk Management Framework [31] and 
other models for controlling emergencies (the emergency management cycle and 
the phases of emergency management) [32, 33], which describe the system, 
stages, processes, and capacities and activities for managing emergency and 
disasters. Among the proposed phases of these models are “prevention and 
reduction disaster risk, improving preparedness and disaster response, and post- 
disaster recovery rehabilitation and reconstruction”, last named as “build back 
better”. Part of these phases constitute to the core elements of health security on 
the Joint External Evaluation (JEE) [27] and Global Health Security Index 
(GHSI) [25].

• The non-linear model for controlling pandemics reviews the emergency manage-
ment cycle and claims that for a pandemic such as COVID-19 some phases (pre-
paredness, response, and mitigation) are sequential but other phases are not 
(response and recovery). The explanation is that pandemics unlike natural disas-
ters are a versatile phenomenon, have impacts occurring in cascade form and 
have unique and complex cyclical cycles (“waves”) [34].

Such a person- and people-centered model may guide the four pillars or critical 
axes of any emergency repose (continuous promotion, prevention, and preparation; 
early detection and report; rapid response and control; and increased or sustained 
recovery) and the steps needed to reach the desired outcome, having a safe and 
healthy world. Identification of gaps in capabilities, development of plans to 
strengthen capabilities or competencies and route maps and implementation strate-
gies to translate them into concrete actions are needed [35]. All of these constitute 
the operational mechanisms for the implementation of the International Health 
Regulations.
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The COVID-19 pandemic requires changes in paradigm and the articulation of 
different strategies for which the person-centered approach [9] might be the great 
articulator and integrator. Considering the person and people as the center of each 
public health action has special particularities that facilitate implementation from 
the roots, supported by the people for the people. The person and people are intui-
tive concepts. If each public health action, independent of existing norms and regu-
lations, considers people as the focus of attention and as masters of their own reality, 
the transformation will occur from the bottom to the top, from the practice or reality 
to the norms and policies, making changes equitable, needs based, scalable, flexible, 
and sustainable over time.

38.3.1.1  Liberty, Autonomy, and Respect for Person

The COVID-19 pandemic brought liberty, autonomy, and respect to the social 
debate. In a time where public health interventions include individual and collective 
liberty restrictions, public health actions must balance individual human rights, the 
empowerment of people to take conscious actions to safeguard their health (free-
dom needs to be catalyzed by information and facts) and collective rights and health. 
This includes considering the perspectives of the people, their needs and priorities, 
promoting some degree of community autonomy, supported by tools and processes 
for informed consensus building [11, p. 24].

Preventive interventions for COVID-19 aimed to protect health and wellbeing at 
the individual and collective level can disarticulate individual and collective auton-
omy. A risk benefit and other factor analysis (as in the case of clinical or research 
field) at individual and collective level (social welfare) is needed to take optimal 
public health measures [11, p. 26] at any point of time during a health care crisis like 
this pandemic.

During the pandemic many countries were in the midst of social and political 
conflicts hindering trust in the government and in the interventions they imposed. In 
this context, a people centered health approach would have promoted a more ade-
quate response, replacing the resistance-inducing top-down measures by a bottom-
 up approach supported through education by trusted primary health care providers 
and local leaders. Rarely a top-down approach in public health is effective in reach-
ing minority or marginalized groups. The COVID-19 pandemic emphasized the 
importance of combining personalized with population strategies and primary 
health care with public health.

Paraphrasing perspectives in the clinical field [36], it may be said that public 
health of the people is developed for the people, by the people, with the people, and 
through the people, always putting at the center the needs of those involved, com-
plemented with the knowledge and evidence delivered by trusted health care profes-
sionals and authorities.
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38.3.1.2  Wellbeing and Solidarity

The word “solidarity” was present early in the worldwide discourse to address the 
COVID-19 pandemic. Solidarity might imply the extension of genuine concern 
about our own wellbeing and personal health to concern about our families, other 
persons, and the community, including especially those most vulnerable. Public 
health actions must be founded on solidarity. Solidarity must come from all people 
at all levels. Quarantines for example are likely to be more effective if comple-
mented with strategies to remediate the needs of those most affected by these mea-
sures (the needs of the most vulnerable being considered a priority), but also related 
to vaccination, applied for individual protection but also to protect others. An 
important concept of solidarity is proportionate universalism or investing more in 
those with more needs recognizing that needs have a gradient. This means that if we 
only support the worst of, those that are just above will be the hardest hit, calling for 
a strategy that leaves no one behind [37].

38.3.1.3  Social Justice, Equity, Access and Right to Health and Dignity

The people centered approach puts the health and well-being of the people first, 
which means investing more in those more vulnerable centered approach. At the 
international level, this means that technology, resources, and knowledge must be 
shared for the common good of mankind. This is in contrast with the current reality 
around August 2021 when 31.4% of the world population has received at least one 
dose of a COVID-19 vaccine, while for people in low-income countries this is only 
1.3%. (https://ourworldindata.org/covid- vaccinations; August 16, 2021). Debatable 
issues around COVID-19 vaccines are lack of cooperation, disputes on purchases, 
and unequitable access [38].

At the national level, this calls for a revision of the fragmentation and unequal 
distribution of health services, prevalent in many countries, lacking universal access 
to high quality health care. This unequal access and fragmentation lead to ineffec-
tiveness, a huge administrative load and duplication of services.

The COVID-19 pandemic emphasized the importance of social justice, equity, 
access, right to health and dignity. These principles are inter-related and intercon-
nected with each other. Dignity is the core of a human being. Currently, it is evident 
that to effectively fight pandemics as COVID-19, reduction of inequity (addressing 
all health determinants), reaching universal access to create the conditions to include 
everyone in reaching the “maximum potential of health”, and warrant the right to 
health (as a human rights) are critical and imperative. Public health actions must be 
oriented to achieve social justice. Barrett et al. [11, p. 9], based on Whitehead [39] 
and Powers and Faden [40], describe social justice as a duty of any collective soci-
ety to make all necessary efforts to create the conditions to include everyone in 
reaching the “maximum potential of health”, and in consequence the duty of invest-
ing more in those with more needs ([11, p. 9]).
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38.3.1.4  Sustainable Development and Ecological Protection

Many pandemics originate from originate from the disequilibrium the disequilib-
rium between animal, human and environmental health. In the case of the COVID-19 
pandemic, a hypothesis is that a disruption of the ecosystem related to social devel-
opment enabled the virus to migrate from wild animals to intermediate reservoirs 
and to the human host. To avoid future pandemics, humans need to respect ecosys-
tems as part of sustainable development. Public health must take the growing inter-
connectedness between animal, human and environmental health into account as 
proposed in the One Health approach [30].

38.3.1.5  Systemic Complex Reasoning

The COVID-19 pandemic revealed the cracks in the fundaments of our health care 
system and services, calling for their transformation, demonstrating that the health 
of a person may depend on a functional health care system and services. A systemic 
approach considers the diversity of elements and factors that are part of a whole, as 
well as the complexity and intricate interrelation between them [41, p. 1].

Public health solutions and strategies for better individual or collective care may 
consider systemic complex reasoning. Interventions need to consider the character-
istics and complexity of the health system (which include the global health system). 
The integrated people-centered service model can assist in this complex analysis to 
transform the health system and services. The essential elements of this systemic 
approach relate to the essential characteristics of primary health care, an intrinsic 
people centered care model [42, 43] with features applicable at the level of the 
health system (integral, integrated, continuing, longitudinal, multisectoral, innova-
tive, sustained, social participative and person-centered). Experiencing the world-
wide collapse of hospitals during this covid-19 pandemic ones again emphasized 
that strong health systems must be built on a strong primary health care fundament.

38.3.1.6  Evidence Informed and Supported by Technology

COVID-19 demonstrated that knowledge gaps might limit the decision-making pro-
cess and the effectiveness of any public health intervention. The lack of evidence led 
to some erroneous public health interventions that were corrected later. The flood of 
fake information caused controversies on treatments, diagnostic tests and even on 
preventive measures in some countries. Science influenced by politics was another 
negative factor (“politicization of science”) [44]. In the context of a new disease and 
the need for a rapid response, science accelerated, and evidence grew exponentially, 
leading to unprecedented fast discoveries to control the pandemic, like in the case 
of vaccines. Unfortunately, science also proved that interventions which initially 
created great expectations showed to be ineffective.

F. A. Canchihuaman et al.



647

Evidence is essential for public health as it is for clinical care. Thus, public health 
must be informed by the best up to date evidence at all levels (public health based 
on evidence). But if evidence is not yet available, common sense and clear collab-
orative communication must guide the decision process.

The discovery of the COVID-19 vaccine reminds us that science is crucial and 
critical to produce knowledge and technology to improve and protect health and 
wellbeing at both the individual and collective level, making such investment neces-
sary. Although, new technology is often first available for the best off, leaving vul-
nerable groups behind. The people centered care model that emphasizes our 
interconnectedness, and even in the case of COVID-19, our interconnected vulner-
ability, lets us rethink the relation between economics and social justice. Patents are 
a way to guarantee the funds to advance technology, but must this cost be borne 
equally between societies with unequal resources? This is the difference between 
equity and equality, to invest the same in those with few and many needs. This dis-
cussion must be strengthened at the global public health agenda.

38.4  Integrating Person Centered Medicine, Social 
Determinants of Health, Sustainable Development 
Goals, and Essential Public Health Functions 
and Services (EPHF)

Person Centered Medicine (PCM)) [9], modern public health, especially its Essential 
Functions [7]) and Services [8], the Social Determinants of Health (SDH), and 
Sustainable Development Goals may be seen as coherently articulated and synergis-
tic with each other.

As pointed out by Eugenio Villar [45], these concepts have emerged as compre-
hensive responses to the scientific, social and health conceptual challenges of our 
time characterized by deep and growing inequalities in all spheres. These challenges 
include an erosion of the foundational ethical-moral values of medical work and its 
role in society, the state, the market, and the private sector as a consequence of the 
globalization underway in recent decades. Based on the affirmation of integral and 
holistic health enshrined in the Constitution of the WHO, PCM in reference to per-
sons and the EPHF, SDH, and SDG for communities refocus humanistic, ethical 
and equity values towards the articulation of science and humanism for the total 
health of persons and communities.

All of this is progressively and consistently being framed within the sustainable 
development approaches and in particular the Sustainable Development Goals 
(SDG)) that the concert of nations members of the UN, have developed globally as 
part of the 2030 Agenda. In effect, the SDG Health third goal, largely embodies 
Person Centered Medicine and Social Determinants of Health when it establishes as 
key objective “Ensuring healthy lives and promoting well-being for all at all ages.” 
Likewise, the renewal of the strategy of “Primary Health Care” in the Astana 
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Conference (2018) reiterates the validity of these strategies for the achievement of 
the SDGs. The aforementioned constitutes a formidable general challenge in the 
health field and for the training of future health workers [45].

38.5  Conclusions

Seeing public health through the lens of person- and people centered care will accel-
erate both the achievement of the Universal Development Goals as universal access 
to health, in terms of rights and responsibilities. Public health activities and actions 
(e.g., essential public health functions) will have to be implemented at the global, 
national, and local level. At this last level, it is strongly entangled with primary 
health care. The COVID-19 pandemic illustrates and magnifies the work ahead to 
strengthen public health. All public health functions were called upon in parallel 
during the covid-19 pandemic: monitoring of the pandemic evolution, supporting 
the development of evidence based public policy, preventing transmission, evaluat-
ing, and adapting health services, training human resources while evidence grew, 
and empowering communities. It is argued that limiting the first three functions to 
the global and national agenda has weakened the opportunity to empower commu-
nities. Although it is laborious to empower people and even more so in an equitable 
way, including reaching the hard to reach, it is worthwhile to work on this strategy, 
making people co-responsible as actors and not as populations acted upon. In a 
public health pandemic like the one lived with COVID-19, there will never be suf-
ficient trained public health providers to successfully perform all essential public 
health functions, but people engaged as partners would be better prepared and able 
to face the next global crisis.

Evidence on the need to build health systems on strong primary health care was 
already present before the pandemic but became more visible during these last 
years. In many low-resource countries vaccination rates, identification and follow 
up of non-communicable diseases and timely identification of communicable dis-
eases, like tuberculosis, went down; leaving these countries with a heavy additional 
health burden for the years to come. These challenges can be addressed effectively 
if strong primary health care is constructed for all with competent health profession-
als working hand in hand with communities. As stated before, there is no one size 
that fits all. It is the persons, with their unique individual and community identities, 
who must be part of this construction. Person- and people-centered medicine as a 
philosophy, theory, and strategy is emerging to be a powerful approach for aware-
ness, understanding, action and practice.
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Chapter 39
Person-Centered Nursing and Other 
Health Professions

Tesfamicael Ghebrehiwet and Julio Mendigure

39.1  Introduction

Today we hear a lot about person-centred approach in health care. But what does 
this mean to nurses and other health professionals? How does it differ from tradi-
tional medical model? Will adopting this model improve performance of health sys-
tems and improve health outcomes? Person-centred care is a term that is becoming 
increasingly popular within health care at a global level. It is being used to describe 
a standard of care that ensures that the patient is at the centre of care delivery. A 
similar development in medicine has been articulated by the International College 
of Person-Centred Medince, aimed at promoting medicine of the person, for the 
person, by the person and with the person [1].

In an era of increased consumer demand, shifting disease patterns with increas-
ing chronic diseases, providing quality care calls for a more tailored and quality 
care. Nurses and other health professionals are, more than ever, challenged to dis-
cover better ways to deliver care that best meets the health needs of individuals, 
families and communities. Person-centred approach is one solution.

The aim of this chapter is to outline the key issues in person-centred care, dif-
ferentiate person-centred care from the traditional medical model of care, and 
review the components, and the benefits of adopting person-centred care to health 
systems, patients, and health professionals.
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39.2  Current Paradigm of Health Care

Person-centred care reflects modern times and a shift from the traditional medical 
model of health care that focused on disease. It is in sharp contrast to the traditional 
medical model of health care delivery where patients are passive recipients of care 
and are not involved in their own care or how care should be tailored to meet 
their needs.

In the medical model, the physician takes total responsibility for decisions about 
patient care; and nurses and other health professionals have a passive and supportive 
role, providing services, information and advice when asked. The medical model 
lacks flexibility and understanding of the roles of others, and does not invite leader-
ship or full participation from the other members of the health team.

The current paradigm of healthcare has its focus on responding to acute prob-
lems, urgent needs and pressing concerns of “patients” as passive recipients of care, 
with little or no involvement in their care. This means the current health care sys-
tems are inadequate for person- and-people-centred model of care and are 
not-fit- for-purpose.

In fact, there is concern that health professionals in general, and nurses in par-
ticular, tend to [2, 3]:

• Focus of disease and emphasis treatment of problems;
• Assume they ‘know what is best’ for clients;
• Not encourage patient participation in decision-making;
• Not involve family unless necessary; and then control that environment;
• Be individualistic in approach rather than multi-disciplinary;
• lack team skills and negotiation; and
• Fail to understand health and social policy and impact on patients and outcomes.

This points to the need for nurses and other health professionals to refocus to a new 
paradigm of health care that engages people as active participants in their care, and 
that puts them at the centre of care delivery. A better future perhaps lies in person- 
centred care that gives a human face to care and support services, based on the needs 
and voices of people, not on the needs of a health system.

39.3  Person-Centred Care

In recent years we have witnessed a growing movement towards involvement of 
people in their care, driven by the quest for quality and cost-effectiveness from 
within the health professions as well as growing societal demands and expectations. 
This trend toward person-centredness has as its driving forces the increased con-
sumer demand, empowered patients who are interested in their health conditions, 
patient advocacy and the affirmation of “nothing about me without me” [4].
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In order to understand the concept of person-centred care it is important to define 
the idea of what constitutes a ‘person’. The concept of personhood was first applied 
to people with dementia by Kitwood (1997) [5]. According to Kitwood, “person-
hood is ‘a standing or status that is bestowed upon one human being, by others, it 
implies recognition, respect and trust’. Through this recognition, respect and trust, 
the personhood of an individual will be enhanced as well as their wellbeing (p. 8). 
And the person is to be thought of in a contextualized manner, in the words of the 
philosopher Ortega y Gasset, I am I and my circumstance [6].

Based on literature review and using Kitwood’s definition, McCormack [7] 
expanded the concept of ‘person’ to include four core concepts that are at the heart 
of person-centredness: being in relation, being in a social world, being in place, and 
being with self. McCormack further elaborates these concepts as follows:

• Being in relation highlights the importance of relationships and the interpersonal 
processes that have therapeutic benefits.

• Being in a social world considers persons as interconnected with their social 
world, creating and recreating meaning through their being in the world.

• Being with self, is closely linked to being in a social world and which emphasises 
the importance of persons ‘knowing self’ and the values they hold about their life 
and how they make sense of what is happening to them.

• Being in place encourages us to be cognizant of the ‘place’ and recognise the 
impact of the ‘milieu of care’ on the care experience.

Person-centredness has its origins in humanistic psychology exemplified through 
the work of Carl Rogers [8], who viewed those in therapy as ‘clients’, not ‘patients’, 
and as equal partners with the professionals. The biopsychosocial model of medi-
cine where a patient was not just seen as a biological collection of symptoms, but as 
a whole person with psychosocial circumstances that impact their health has also 
influenced the move to person-centred care [9]. Similarly, the ‘person’ and ‘people’ 
are also at the centre of the WHO policy strategy in which the aim is a global move-
ment for person-centredness [10].

From the nursing perspective, a focus on the patient as a whole person, not sim-
ply a health problem—has been at the centre of nursing care. Nurse leaders and 
theorists have promoted that the nurse strives to “get inside the skin” of the person 
by listening and establishing a dialogue with a view to creating a therapeutic rela-
tionship in which the person is a key partner [11]. Equally, ICN’s Basic Principles 
of Nursing Care affirms that the nurse is only justified in deciding for, rather than 
with, what is good for the patient in highly dependent states, such as when a patient 
is in coma. At all other times the rights, values, needs and preferences of people are 
paramount and must be used to tailor care to meet patient’s specific needs [11]. 
Furthermore, the ICN Code of Ethics for Nurses [12] affirms “In providing care, the 
nurse promotes an environment in which the human rights, values, customs and 
spiritual beliefs of the individual, family and community are respected” (p. 2).

The concept of person-centred care is an approach to care that places the person 
at the centre of their own care. Individuals are supported, facilitated and enabled to 
contribute to their care through shared decision making, communication and mutual 
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respect. Therefore, person-centred care is an approach that is considered humanis-
tic, dignified and morally ethical [13, 14]. The approach of person centred care 
applies to all people requiring any form of health care.

As described by McCormick and others, person-centred care is an “an approach 
to practice established through the formation and fostering of therapeutic relation-
ships between all care providers...patients and others significant to them in their 
lives. It is underpinned by values of respect for persons, individual right to self- 
determination, mutual respect and understanding” [15, p.  13]. Furthermore, 
McCormick identified three factors that enable person-centredness to operate in 
practice namely: the patient’s values, the nurse’s values and the context of the care 
environment [7].

Sepucha et al. [16] define person-centred care as a way of thinking and doing that 
views the people using health services as equal partners in planning, developing and 
monitoring care to make sure it meets their needs. This means putting people and 
their families at the centre of decisions and seeing them as experts, working along-
side professionals to get the best outcome. This approach considers people’s desires, 
values, family situations, social circumstances and lifestyles; seeing the person as 
an individual, and working together to develop appropriate solutions.

The promotion of ‘person-centredness’ is consistent with health-care policy 
direction globally. In its global strategy on people-centred and integrated health 
services, WHO [10] argues that people-centred health services is an approach to 
care that consciously adopts the perspectives of individuals, families and communi-
ties, and sees them as participants as well as beneficiaries of health systems that 
respond to their needs and preferences in humane and holistic ways.

Some challenges to the focus on person-centredness in nursing and health care 
are presented in a recent book on person-centred nursing and health care practice, 
edited by McCormack and McCance [17]. Some authors are of the view that other 
approaches such as “relationship-centred care”, “compassionate care” and even 
“dignified care” are more appropriate frameworks than person-centred care. 
However, McCormack and McCance argue that these concepts are components of 
person-centred nursing and health care that explain different dimensions of person- 
centredness and not alternatives to the concept of person-centred care.

Despite the seemingly clear definition of person-centred care, a plethora of terms 
are often used interchangeably to describe the same concept. These include: person-
hood, person-centred, patient-centred, people-centred, client-centred, woman- 
centred, and relationship-centred care. These terms are often used interchangeably 
to express the concept of being person-centred care [18].

This terminological jungle means that health administrators and health care pro-
vides assume they understand each other when they may be referring to different 
concepts of person-centred approaches, resulting in lack of clarity, confusion and 
miscommunication. This has led some to argue that the use of this term is an exam-
ple of tokenism by those using it; because some even claim that they are practicing 
person-centred care without any real understanding of what the term actually 
means [7].
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39.4  Components of Person-Centred Care

Person-centred care is not a single dimensional concept and constitutes a number of 
components for its implementation. WHO [19] presents a range of issues to be 
addressed in order to make health-care systems more people-centred. These compo-
nents include:

• Identifying and respecting the person’s preferences, values, and differences and 
expressed needs.

• Coordinating continuously and timely care.
• Alleviating pain and suffering.
• Listening and communicating.
• Providing education and information.
• Sharing decision-making and management with patients and families.

Similarly, the Picker Institute (www.pickerinstitute.org) outlines a number of dif-
ferent aspects of person-centred care, including:

• Respecting people’s values and putting people at the centre of care
• Taking into account people’s preferences and expressed needs
• Coordinating and integrating care
• Working together to ensure good communication, information and education
• Making sure people are physically comfortable and safe
• Emotional support and alleviation of fear and anxiety
• Involving family and friends
• Making sure there is continuity between and within services

In today’s health care, person-centred care is becoming a high priority. Making 
sure that people are involved in their care is now recognized as key element of qual-
ity health care.

39.5  Outcome of Person-Centred Care

The research evidence [20, 21], has shown that person-centred care can have a big 
impact on the quality of care. It can:

• Improve the people’s experience of their care, their satisfaction with care, and 
encourage them to lead a healthier lifestyle.

• Encourage people to be more involved in decisions about their care so they get 
services and support that are appropriate for their needs.

• Impact on people’s health outcomes, such as their blood pressure.
• Reduce the frequency of use of health services by populations; in turn resulting 

in reduced overall cost of care.
• Improve the feeling of confidence and satisfaction of health professionals about 

the quality of care provided.
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Furthermore, the evidence suggests that person-centered approach improves care 
outcomes including client satisfaction with care, adherence to therapeutic regimens, 
reduced morbidity and improved quality of life [22].

While it is not the focus of health care, person-centred care can also improve 
outcomes for professionals. A review of seven studies about professionals deliver-
ing person-centred care in nursing homes found that this approach improved job 
satisfaction, reduced emotional exhaustion, and increased the sense of accomplish-
ment amongst professionals [23].

39.6  How Person-Centered Is Currently by Nursing 
and Allied Professions?

In the current complex landscape of health care systems with rapid growth in knowl-
edge and information that is required to solve problems, presence of multiple dis-
eases or co-morbidity, person-centered care needs to combine the efforts of 
physicians, nurses, pharmacists, social workers and other health care professionals, 
as no single health professional can have all the knowledge or skills to provide the 
continuum of services needed. That is why there is a need for collaborative practice 
between different health professions so their competencies are integrated to provide 
holistic and person-centred care [24]. This means there must be interprofessional 
collaboration and communication.

39.7  What Are the Current Barriers for Nursing and Allied 
Health to Be More Person-Centred?

Despite their clinical expertise, health professionals are often hampered to provide 
quality care due to lack collaboration and communication. As the Institute of 
Medicine [25] reported, lack of interprofessional collaboration was one of the most 
often cited reasons for medical errors. In contrast effective interprofessional col-
laboration is linked with better patient care outcomes [26].

Poor Interprofessional collaboration and communication can put patient safety at 
risk. As Mezzich and his colleagues affirm impaired and weak communication 
between health professionals and patients constrains understanding and collabora-
tion and undermines the effective coordination of health care [27].

In fact failures in collaboration and communication are cited as the leading root 
causes for medication errors, delayed treatment, misdiagnosis, and patient injury or 
death [28, 29].

Research evidence indicates that there are strong positive relationships between 
a healthcare team member’s communication skills and a patient’s capacity to follow 
medical recommendations, self-management of chronic medical condition, and 
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adopt preventive health behaviours [30]. Effective communication is a cornerstone 
of patient safety and quality of healthcare. On the other hand ineffective health team 
communication is the root cause for nearly 66% of all medical errors [30].

Most of the collaboration and communication failures can be overcome with an 
open attitude, mutual respect and trust. IPE offers an upstream solution to reduce 
the failures.

A related concept of interprofessional education (IPE) is key for Interprofessional 
collaboration and communication and provides a promising solution to work in 
smart and efficient way to deliver person-centered care.

39.8  Going Forward, What Would Need to Change to Make 
Nursing and Allied Health More Person-Centered?

39.8.1  Interprofessional Collaboration and Communication 
for Person-Centred Care (IPCC)

According to WHO [31] collaborative practice occurs when different health profes-
sionals provide comprehensive services by working with patients, families, caregiv-
ers and communities to deliver quality care. The shift from the traditional biomedical 
view of the human body to a biopsychosocial approach requires interprofessional 
collaboration of health professionals with varied skills and knowledge working in 
interdisciplinary teams [32]. In the current landscape of global shortage of human 
and financial resources and fragmented health systems, interprofessional collabora-
tion offers a promising solution to strengthening health systems to meet complex 
health needs, and improve health outcomes [33].

Interprofesssional Collaboration is essential for improving access to patient- 
centered care. The ICN Code of Ethics for nurses urges nurses to “sustains a col-
laborative and respectful relationship with co-workers in nursing and other fields” 
[12, p. 4].

In collaborative practice health professionals:

• Cooperate and assume complementary roles.
• Share responsibility for problem-solving and decision-making to formulate and 

implement patient care plans [34].
• Increase awareness of team members’ knowledge and skills, leading to contin-

ued improvement in decision-making [35].

Collaborative practice comprises three basic elements:

• Multiple providers: no single profession can meet all patient’s needs
• Service coordination/collaboration
• Communication: in order to provide comprehensive, efficient and patient- 

centred care
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At the core of the interdisciplinary team approach is the person who has health 
problems and who should be an active partner and at the center of care. Collaboration 
between physicians, nurses, and other health care professionals increases awareness 
of each other’s knowledge and skills, leading to respect and involvement in decision- 
making [35]. Interprofessional collaboration may help in preventing fragmentation 
of care due to specialization, as patients who receive care from a team can benefit 
from the inputs of different professionals with diverse knowledge and skills [36].

A key tenet of interprofessional collaboration is communication between the dif-
ferent professionals on continuous basis. Effective communication facilitates 
information- sharing and decision-making, mutual respect, trust, and active partici-
pation by all team members, resulting in stronger team identity, reduction in hierar-
chy, increased responsiveness to job demands, higher job satisfaction and better 
staff retention [37]. Similarly, a workplace environment that fosters consistent and 
effective communication between health professionals leads to low staff turnover, 
better clinical outcomes, shorter hospital stay, and higher quality of care [38].

39.8.2  Learning Together to Work Together

Interprofessional education (IPE) defined as, the process by which a group of 
profession- specific students from different health-related occupations learn together 
at some point of their education, in order to work together [31]. Interprofessional 
education aims to ensure that all members of the health team understand each oth-
er’s roles, core competencies, basic language and mind-sets, and that they develop 
attitudes and behaviours that facilitate collaboration.

Initial research studies reveal that IPE increases confidence in health profession-
als’ identity and appreciation of the roles of other professions, and improves com-
munication and team-working skills [39].

Some authors have noted that the education of health professionals in silos does 
not prepare them for interprofessional collaboration and communication [31, 39]. 
However, there is a positive movement towards developing core competencies for 
interprofessional collaborative practice that aims to build on each profession’s spe-
cific competencies, and engage students of different professions learn together [29]. 
Thus, in order to implement IPCC health profession curriculum needs to be trans-
formed to include IPE with collaboration and communication as core competencies 
[31, 39].

39.9  Conclusions

The growing interest on person-centred care is a timely move; however we need to 
move beyond rhetoric to redesign health systems that are fit for purpose, and invest 
in training of health professionals who are ‘collaborative practice ready’, as no 
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single health professional can have all the knowledge and skills to meet health care 
needs. Making sure that people are fully involved in their care is now recognized as 
key element of care. In our approach for a holistic perspective, we should locate 
person centred-care within the larger context of family and community in a dynamic 
and interactive state. This will mean that person-centred care will require a new set 
of competencies of nurses and other health professionals. In order to put patients at 
the centre of care, we need health professionals with competencies in communica-
tion and assessment, counselling and behaviour change strategies, supporting self 
management of illness and wellness, and coordination of care across time and with 
other health professionals [19].

Health care organizations need to offer a safe and supportive practice environ-
ment with programmes that foster interprofessional collaboration and communica-
tion that embrace person-centred care and improve patient outcomes.
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Chapter 40
Person-Centered Traditional Medicine

Thomas Heise, Martha Villar-Lopez, and Oswaldo Salaverry

40.1  Introduction

The apparent complexity of traditional medical systems is due, in large part, to the 
fact that they correspond to a matrix of thought that is not exclusively rational or 
reductionist, based only on what is materially demonstrable, as occurs in Western 
thought. For this reason, in order to find the relationship between the practices, ritu-
als and content of the different traditional medical systems and person-centered 
medicine, we have followed a scheme by which, first of all, we characterize the 
traditional medical system and his way of understanding health and disease; then we 
identify those practices, knowledge and other evidence that clearly show us this 
orientation towards the person, and finally we propose how an adequate approach to 
traditional medical systems will allow us not only a better understanding of the mil-
lions of users of contemporary traditional medicine, but to identify possible incor-
porations to western medicine that will enrich Person-Centered Medicine.

Traditional medicine thinking does not separate the body from its environment, 
nor does it separate the body from its spirit. But even more importantly, it does not 
separate the patient from the healer, since both are considered components of the 
same process. Traditional medical systems integrate the body as a whole, not sepa-
rating it into systems and organs independent of each other, but considering 
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corporality as a complex system of internal relationships that in turn is also linked 
to another complex system of relationships in its cosmic environment and spiri-
tual world.

In its origins, Western medicine was based on rationalized traditional practices, 
including its holistic vision. But as it developed, it abandoned the idea of the rela-
tionship of the body with its psychic component, then also abandoned the relation-
ship of the body with its cosmic environment, and finally introduced an approach by 
systems and organs independent from each other that gave meaning to their clinical 
reasoning. Traditional medical systems never abandoned that initial unit. That is the 
reason why specialties are not observed in traditional medicine. It is the Western 
perspective that when interpreting the practices studying these traditional systems 
tries to delimit the functions within a scheme of Western specialties.

40.1.1  Cultural Space and Time

People constantly interact with the space where they live, coming to understand it 
and adapt to it, making a series of adjustments in their beings in order to achieve a 
harmonious balance between themselves, the community and the space-time where 
they live. It is built through history, and through the practice of a series of values and 
specific objectives that form knowledge, beliefs and customs until they become a 
cultural pattern, originating a worldview that is nothing more than a philosophy of 
life [1, 2].

A traditional approach in medicine is in most cultures understood as the specific 
cultural way to the concerned system of healing in a person-centered manner. But 
this was not always meant in a very individualistic way, being linked to the own 
responsibility for health and for the entire cosmos as well, as will be shown.

The great cultures have contributed with their traditional health systems. Among 
them is traditional Chinese medicine, Ayurvedic medicine, Unani medicine, naturo-
pathic medicine, Americas’ indigenous medicine, where traditional Andean medi-
cine is located, and many others. Virtually all of them are alive today and are based 
on the understanding of the complexity of life and the human being. They have a 
holistic and transcendent vision of life, although each one preserves its own particu-
larities [3].

When one thinks of China, most people identify this with acupuncture, herbs and 
qigong, forming the therapies of a rather consistent and ever since monolithic sys-
tem of the well known traditional Chinese medicine (TCM). It will be shown that it 
is much more complicated than that. Modern scientifical research will shed a new 
light on its understanding. Some spotlights placed on traditional medicines in other 
areas and continents will give us further insight into how traditional medicines are 
looked at today and what it can mean to us.
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40.1.2  Objectives, Approaches and Knowledge Base

The idea how traditional medical systems are constructed and how they pursue a 
person-centered approach is presented, using mostly China as an example. Besides 
his training in medicine, psychiatry and psychotherapy, with a specialization in 
transcultural issues [4–6] the author fulfilled also other PhD studies. These included 
archeology, prehistory and Chinese studies, ending in a 2  years bigovernmental 
scholarship to study Traditional Chinese Medicine in the P.R. of China 1984–1986. 
Results from this, researching in Chinese, English and German literature and jour-
nals, as well as further investigations, especially on history, theory and clinical prac-
tice of qigong in China [7] and in Germany [8], have been published in two thesis. 
Besides various longer visits, he worked in Shanghai in his private holistic dayclinic 
from 2010 to2013. All this is used as a knowledge base to fulfill the objectives. In 
addition, extensive travelling to many parts of the world and studying various cul-
tures and their histories, including the medical ones, led to my becoming an officer 
in the German anthropological society (AGEM, Arbeitsgemeinschaft Ethnomedizin) 
for many years. Another result was the book “Kulturen der Menschheit: Woher und 
wohin?” (in German; “Cultures of Mankind. Whence and Whither?”) [9].

40.2  The Example of China

40.2.1  Historical Development

In the book of Lieh-Tzu (also: Liezi), which in parts is dating back to about 400 B.C., 
it is written about a case of loss of memory of Hua-Tzu [10]. To treat him well, the 
relatives asked at first a fortune teller, but he couldn’t find a prophecy. Then magi-
cians did their enchantations to ban the evil spirits, but with no result. Only then 
they looked for the doctors to come, as they probabely were more expensive than 
the others. As they had no success the case was handed over to a scholar from the 
state of Lu, who said, he could help. The relatives offered half of their fortune, if he 
would cure him.—So here we can see a broader variety of very individual and 
person- centered approaches, as all their means were just meant to fit in this very 
case. And all of these healing approaches could be found in China at least widely 
spread until the communist party took over and tried to ban all “superstitious” 
beliefs and practices. But still a lot of these survived in the underground, or are 
accepted officially now as a part of buddhist or daoist rituals. So for example there 
exists a great amount of literature on the book of Yijing, which is used for fortune 
telling widely, showing the most probable future, if one does not intervene strongly. 
And also there are abundant works and workshops on fengshui, as the energetical 
components of the environment play also an important role, as this contributes to 
the personal health. This is seen partly as well by social psychiatry, when talking of 
the sociomedical factors.
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Besides of course, as China is a country with 56 minority cultures, which origi-
nally covered 60% of the Country’s surface, we do not only find the well known 
Han-Chinese, Tibetan, Mongolian and Hui traditional medicine.

During the course of history, many different schools of traditional medicine of 
the Han Chinese developped. There didn’t exist the idea of a standardization, espe-
cially as many recepies have been transmitted to the next generation only as a family 
secret. It took Mao Zidong a big effort, to convince the traditional healers to write 
down these and to collect them in herbal pharmacopedias or in books on acupunc-
ture and manual therapy as well as qigong. The later happened only after his death, 
as he accepted only taiji quan for his wife and the population. And this was so 
despite the fact that all the governmental members went regularly to the big qigong 
rehabilitation center and hospital in Beidaihe, which even during the “Cultural 
Revolution” wasn’t closed. Years later, with the rise of narcissistic tendencies as a 
result of the “one child family policy”, suddenly everyone was a specialist with a 
singular and marvelous medical discovery. This gave the possiblity to earn fame 
and money.

All these different schools gave often diverging emphasis on parts of the theoreti-
cal body of TCM, as this has been put together later in the beginning of the PR of 
China. Mao who first believed only in Western medicine, found out after the war 
that nearly no Western trained doctor was left over in his country. He had to accept 
and propagate TCM and a kind of westernization of TCM started and research was 
enhanced.

40.2.2  The Person-Centered Ideas of TCM and Obstacles 
for Implementation

A person-centered approach makes a change in the formal aspects of responsibility 
taken for health as well. In West Germany one can answer with the following gen-
eralization: the patient of tomorrow is paying his health insurance today and in the 
case of “damage” he presents himself to the doctor whose duty it is to make him 
fully functionable as quickly and as well as possible in order to be able to survive 
the stress of an overcivilized world. That is to say that often the few patients who 
would be open-minded enough to other i.e. lengthy and patient activating therapeu-
tic approaches are not able to do this because of their professional situation “time is 
money.” They cannot or will not afford an extended rest to leave their accustomed 
habits like “too much eating, too much drinking, too much smoking, too little sport, 
too little pauses for quiet reflection.” Thus one only “cures” the symptoms when 
they occur, while the known sources of disease are not really addressed; the path 
from health to minor functional and psychosomatic disorders and eventually to the 
manifestation of disease which one can no longer overlook as gradually intensifying 
warning signal is often not only not correctly interpreted but is ridiculed. Too many 
still think that diseases occur suddenly. That the patient was still healthy the day 
before and thus nobody can be blamed for his falling ill. Schools where the possibil-
ity would exist to create a class like health education to be taught by e.g. 
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unemployed or retired doctors are not spared from the growing specialization of our 
society. Even the biology class teaches genetics on an already university-like level, 
while no one gives sufficient and reliable instruction in common diseases, preven-
tive medicine and botany with medical herbs etc. Therefore most youth must rely on 
magazines or pharmaceutical advertisements for their general medical education. 
Also hard to understand is the fact that the state is prevented from a wholehearted 
interest in the wellbeing of its citizans. It benefits from the tobacco- and alcohol tax, 
thus preventing the struggle against addiction and the related social misery, some-
times causing a symptom called “people who die earlier don’t need a pension.” 
Many other “solutions” in the health policy are also shortsighted, not including the 
knowledge of the different experienced specialists and general practitioners. Health 
policy tends to be more determined by administration employees and officials who 
generally know more about short time economies and financial profit than about 
medicine and healthy living in a clean nature where even our grandchildren could 
live without problems. Unfortunately we succeeded in exporting this way of think-
ing into too many countries leading to the fact, that we are now controlled widely by 
Big Pharma and Big Tech. 

In contrast, the meaning of “medicine” in the original TCM is already fundamen-
tally different from the meaning of “medicine” in the West. The old pictogram for 
medicine shows a dancing shaman. Preventive measures and rehabilitation are, in 
the former instance, already fully integrated in a distinctive way. Let us begin with 
a traditional farming family in the PR of China or an urban family that still bears the 
traits of the culture. The father of a family is returning home in the evening from 
work and feels he is coming down with the flu. Already on his way home he will 
beginn with “Anmo” (massage) of the “Hegu”-points, and in the case of a cold he 
will use the “Yinxiang”-points as well (this kind of massage is often called acupres-
sure). He knows that in the evening his wife who has some knowledge in 
“Shiliao”(dietetic) will, unsolicited, serve him a soup with ginger and a medicinal 
tea. He will eventually practice “Qigong” (the traditional Chinese “breathing” ther-
apy, working with subtle bioenergy) in the evening and at night he will not be sexu-
ally active. And the fresh morning air in the park will be the setting where he will 
partake in “Taijiquan” “shadow boxing”, another way of working with subtle bioen-
ergy) with his colleagues or with a master. If his resistance is normal, if he has had 
enough experience in the practices mentioned above, and if the weakening agent is 
not unusually strong, his cold will have almost vanished the next day.

Alternately, the patient in the West will go to the doctor on the 4th day of his cold 
and, depending on his job situation, will take a week off from work. He will be 
pumped full with superfluous drugs—superfluous because most of them don’t 
help—which are really just a means to cover up the doctors own helplessness. And 
he will not exert any effort to be active in any way. Only a small, slowly growing 
number of patients and doctors has a different view of more resilience. If one inquires 
about “nature healing methods” most doctors will condecendingly retort that these 
methods have at most a placebo effect, and further, that there are no double blind 
trials that are statistically significant and scientifically recognized. The latter is 
sometimes true, as there are no big companies giving money for something, where 
they cannot make a lot of profit. And universities rely on money from the outside.
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As a matter of fact it seems hard to imagine or understand as well as to explain 
sufficiently for the critics that the very traditional Chinese herbal medicine is mostly 
prepared for the person’s individual disease that can hardly be compared with other 
peoples. Additionally, the nonsynthesized drugs have in their natural composition 
other and mostly better and more well known effects than in their purified chemical 
synthesis.

But in accordance with the newest drug regulations in West Germany most of the 
natural means cannot be authorized or licensed if they are not submitted to detailed 
analyses with respect to their categorizable and provable effects. To put this into 
terms of everyday life and to exagerate the point, the doctor cannot recommend that 
his patient eat an apple a day, but rather only the corresponding chemically synthe-
sized quantity of vitamins whose effects one supposedly knows down to the very 
last detail.

40.2.3  How Research on Modern Nature Healing Can Explain 
TCM and Person Centered Approaches

The one and main subject in medicine and psychiatry is the diseased person. We 
now see more and more aspects, causes and perspectives of illness and disease. This 
brings us back to become more modest. Not every new discovery is more important 
than the others and gives me the nobel price. It all is just one small stone to the 
house of medical wisdom. So we can also respect and evaluate the other stones 
equally and look what other cultures and other times discovered. Many of these 
have been hitherto evaluated only by our modern arrogant view, that we are the top 
of intelligence now, and so we do not try hard enough to understand what lies behind 
other explanations and knowledges. Thus we miss important messages, which in 
part could help us with our problems.

Griesinger talked 1861 about his idea, that all the vibrations, all the electrical and 
mechanical in the brain, would however not yet be a state of the soul, or the imagi-
nation. Nowadays we are trying to explain with genetics, biochemistry and neuro-
physiology more into the depths what could be hidden. But like the physicists, who 
divided the undividable “a-tom” and finally only found different kinds of energy 
and energetical states, so in medicine and psychiatry we are about to come to the 
same ends. And suddenly we meet here the so far misunderstood traditional healers 
and the way how they tried to put their experiences into their specific medical sys-
tems using their history and culture bound language and expressions. At this point 
of the story we come to ask another important question. What is more predominant: 
The isolation or the connectedness? Do we only have to rely on explicite and strictly 
separated epochs of history or diagnoses of medical subspecialities more and more 
into the details and not seeing what else is around? The development of historiogra-
phy and international classification of diseases (at least until ICD 10) was mostly 
like that in the last decades. Did we neglect too much the interconnectedness of 
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things and processes, in culture [9], man, and nature? Scientists who tried to remind 
us of this have been scolded and ridiculed. The brandnew results of their intrinsic 
top research would already explain nearly everything, says the mainstream scholar. 
Just put more money and effort in it and like nowadays “give more vaccinations”. 
—But they have been mistaken! After one corner comes the next. Not more of the 
same kind of research will help, but another paradigme in quality of research and 
therapy will show us an additional framework to better understand all the important 
findings we got until now. We have to look at the building from the inside AND the 
outside. As every individuum is unique, the medicine applied for him must be 
unique and thus person-centered as well, not regarding from what kind of medical 
system it derives from. But of course Newton’s results remain valid in everydays 
life, even when they are complemented by Albert Einstein, Max Planck and others. 
The same is valid for the different approaches and findings in the fields of medicine 
and healing. Newton does not help to understand quantumphysics, traditional 
Chinese medicine, information medicine or homeopathy. Another approach is 
needed for that. This does not mean “anything goes” and is in any way meant as the 
result of research and therapy linked to a moral and sincere behaviour, to oneself, 
the next and the nature.

Harold Saxton Burr (1889–1973), chair for anatomy since 1929, discovered 
besides other things already 1935 a change of the electrical tension at the time of 
ovulation and in cases of cancer [11]. The German physician Reinhold Voll found in 
his acupucture research, that the electrical skin impedance was enhanced with 
inflammations and decresased with degenerative changes or necroses. 1973 [12] 
they found a 18-fold increased impedance at the acupuncture point liver 8 at the 
knee, in case of liver disease and a 30% decrease in lung points in cases of lung 
cancer. —Traditional Chinese medicine [13] has a holistic and systemic view. The 
functions of e.g. liver and lung cover the somatic-physiological- psychological-
spiritual field and thus they are represented in the whole system and can be diag-
nosed and treated accordingly, especially in the meridian system. Continued 
research showed that changes in cancer tissue were depending on the frequency and 
got worse by a final degeneration [14]).

An “electrical-pulse-mediated drug delivery” against breast cancer was discov-
ered [14–16]. Metabolic active cancer cells in blood apparently had a singular elec-
trostatic surface and positive loaden nano parts could bind them in the 
labaratories [17].

The high percentage of salt in the blood makes it a good conductor. 1820 Hans 
Christian Oersted discovered that the electromagnetic field of an active electrical 
conducting agent reaches into the surrounding space. This is true as well for the 
heart as shown by Gerard Baule and Richard McFee in 1963. The predicted “tunnel- 
effect” by Brian Josephson could later be shown for the heart as magnetocardio-
gram [18]. The heart radiates our strongest biomagnetic field, but every organ and 
each cell does likewise in a smaller manner, creating Josephson-effects. In medita-
tion, yoga, qigong and many traditional healing and spiritual rituals etc. can our will 
train the hovering awareness systematically to produce healing effects in us and 
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others. This scientifical explanation is further inhanced by the research of the per-
ception and influence of the magnetic field proven in many animals already and 
likely working to a nowadays smaller extent in modern man likewise. Research of 
the histologist Alfred Pischinger 1975 [19], about the importance of the triade of 
capillarvessel, matrix and cell in the system of regulation, finally led to the bioelec-
tronic and a new understanding of the cell [20]. Albert Szent-Györgyi proposed 
proteins were semiconductors and the water would carry the energy. Now we know 
meanwhile, that water carries also information and each crystal drop thus is differ-
ent. Robert Becker [21, 22] researched the anthropological much older perineural 
nervous system (besides the well known digital working neurons) which communi-
cates by direct current and is very susceptable to magnetic fields. In case of injury it 
creates a currence of low tension to start healing processes and it probabely has 
many more regulating functions for the nervous system and the consciousness [21, 
22]. Even the meridians of TCM will be connected to those. Herbert Fröhlich and 
collegues showed that vibrations of different frequencies including all lightwave 
lengths are spreading in and out of the body. Of course influence from the outside 
like all electromagnetic waves can thus give us harm. Fritz-A. Popp [23] found out 
about the ultraweak lightphoton radiation of the living cell, giving further evidences 
about the working principles of our system and thus giving more possible hints, how 
traditional medicines [9] work in a very individual person-centered way for the very 
individuum.

40.3  Traditional Medicine in India

It seems that the development of medical ideas in the Indian subcontinent was 
guided by three influences. These influences concerned the Indus valley culture, the 
Dravidian people, and the immigrating Arians. For the Dravidian people, the jungle 
as a place for contemplation and meditation played an important role. Woods, 
groves, caves and hunting were of significance for the prevedic gods Kālī or Durgā 
and Ayyappan. The temples they used for whorshipping snakes were in some parts 
of Southindia called kāvu, meaning grove. Early Vedic scriptures thus gave meaning 
to both traditions by explaining which studies and procedures could be done out of 
sight of their housing in the village (grāmya) and which had to be done in the wood 
(āraṇya). The offering of the Soma libation was the essential element in the vedic 
rituals of the Arians for connecting with the gods. After connecting, these festivities 
developed into seasonally important days and assumend a public dimension, 
whereby—alongside the private venerations—metaphysical contemplation as well 
as philosophical and medical concepts emerged. The Arians—who previously had 
nearly only male gods—apparently started to accept again female gods as a result of 
this non-vedic influence [24].

As the immigrating Arians of about 10,000 years ago were warriors, they gath-
ered knowledge in anatomy and surgery, whereof accounts are given in the Rigveda 
(1200  BC—900  BC) (http://de.wikipedia.org/wiki/Samhita). In 1000  BC, one of 
the two oldest and well-known medical centers of knowledge was in Taxila. Its most 
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famous physician—Charaka, and also Sushruta, from the second famous place in 
Benares—both wrote down their scriptures, which came to be known as Samhita. 
Here a very person-centered medicine was already taught in various elaborated spe-
cialisations. Some of those specialisations—such as cutting out urinary bladder 
stones, as well as skin and cataract surgery—arrived in Europe only in the Middle 
Ages [25].

The basic teachings of Ayurvedic medicine were written down in the Charaka 
Samhita and the Sushruta Samhita. The first of those works describes in 184 chap-
ters 1120 diseases, 700 medical plants, 64 mineral recipes and 57 recipes prepared 
from animals, and also presents anatomical studies. The second work deals in 120 
chapters in eight parts with general principles and rules of diagnosis—and is to that 
extent similar to Chinese traditional medicine—as well as with physiology and 
prognosis, healthy food and social behaviour; furthermore, it describes methods for 
anti-aging, as it is called today, and more. In addition, a small presentation of a 
seated Yogi was found on a seal from Mohenjo-daro which dates from the third mil-
lenium BC ([25], p. 215; [26], p. 24, 28). The first dental care was found in Mehrgarh 
from 6500 BC [27].

According to the sources that are written down in the Rigveda, the world was 
viewed from the ritual, cosmic and psycho-physiological side. Its inherent related-
ness between all dimensions of nature and the individuum was understood in a 
person-centered as well as a holistic way, including subtle energetical and karmic 
experiences.

Thus the five elementary forms water, earth, fire, air, ether—the “Panchamahab-
hutas”—are composed in every person very individually and must, in case of dis-
ease, accordingly be treated in a person-centered manner. The “influencing 
factors”—Dosha—show an individual mixture of “the principle of movement”—
Vata—“the principle of fire and metabolism”—and “the structuring principle”—
Kapha (http://de.wikipedia.org/wiki/Ayurveda).

Today, there are in India three co-existing systems of medicine, which are equally 
recognised: the Western system, the Ayurvedic system and the Homeopathic sys-
tem. We thus have at least two systems which are completely person-centered in 
their way of thinking and healing. The third system will hopefully in the future 
discover its own limitations and learn from the other two systems, so that a more 
valuable medicine, grown from its cultural roots, can emerge and lead us to a better 
understanding of the sensible depths of medicine and enable us to achieve more 
effective care for our patients.

40.4  Traditional Medicine in the Americas

According to modern genetic analyses, the conquista killed at least half the original 
indigenous population in the Americas [28]. Hence many parts of the traditional 
cultures, including their medical dimensions, have been destroyed or at least 
severely mutilated.
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In a comparison we can for example see that many names of diseases of the for-
mer Maya have disappeared or were changed. In the Codex Pérez, from the Mani in 
Yucatán, we find the indication of time, day and month—the “katunes”—when it is 
most likely for a certain disease to strike. The ritual of the Bacabes from the end of 
the sixteenth century is a very essential medical text without European influence. 
Apparently, it seems to come from the Nunkiní in Campeche and has some relation-
ship with the Codex Calkiní and the Chilam Balam from Chumayel. It deals mostly 
with healing incantations and manifests therein a combination of medical, botani-
cal, magical and religious knowledge.

Only little is known about the precolumbian medicine. Special gods dealt with 
the different diseases. The energies of supranatural causes and winds are responsi-
ble for diseases; and the diseases are represented by certain animals, which in turn 
are associated with the winds and the directions. The concept of time was very spiri-
tual, having its influence on the world and men. Diseases were divided in hot and 
cold, in a close relationship with the respective gods. Thus, in a holistic world view, 
medical tasks and religious tasks were actually not perceived as distinct. Diagnosis 
was conceived by examination, person-centered interrogation of the patient and of 
the divine by divination. As a consequence, a mixture of these aspects was used to 
heal. Healing thus took the forms of incantations, application of medical plants, and 
blood letting ([29], p. 19f.).

Nowadays Maya traditions in Chiapas say that the gods need soul energy from 
the living beings to nourish themselves; and in that tradition, this soul energy is not 
any more set free by human sacrifices, but by animals. Nature and gods vary locally, 
but there is always the struggle between good and evil. Therefore, not only the bal-
ance between warm and cold, sufficient food, and the shelter of nature‘s power are 
important, but also individual, moral behaviour, taking care of your immediate fam-
ily, as well as of society overall. As local contingencies and differences prevail, 
travelling may be hazardous.

If the usual treatment with diatetics and herbs is not working, the healer—
“curandero”—is looking for the supranatural causes of illness. The gods of death, 
mostly “ik‘al”—a black person of infant size—and its followers are responsible for 
all inherited diseases including schizophrenia. The spirit animal, which is a good 
company for everybody, has the more power, the higher the social rang of a person 
or healer is, and is represented by a respective position in the holy mountain.

The concept of nourishing the gods by special energies also is very specifically 
followed by the Kogi from Columbia. To render the soil fertile, their sacrifices are 
laced with the secretion of the vagina or with male semen. Their healers have a 
very elaborated cosmogenic-spiritual concept; it is put into practice in everydays 
life as well as in all their rituals. Individual, personal responsibility is connected 
to mnemotechnic teachings and an individually taught wisdom. Thereby a com-
plete self analysis, in a dynamic relation vis- à-vis the law of the “Great Mother”, 
is achieved. Here the individual moral is of higher importance than superficial 
good behaviour [30].

Other people have other traditions. The tribe of the Desana lives as hunters and 
fishers patrilinear and virilocal in the Amazonas area. Their shamanic healers use 
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hallucigenous plants for diagnosing a patient whom they have first led into a trance. 
Psychedelic visions are discussed, and a culture bound interpretation leads to 
healing.

Norms of behaviour and spiritual cosmic integrating factors are emphasised. 
Different kinds of crystal stones and their representation in the human anatomy play 
an important role. The more practical side of healing is performed by the women 
and the experienced elders. The incantations of the shamans bring about a direct 
communication with the spiritual powers and show an overwhelming creativity [30].

The Callawaya-culture of the Bolivian Andes in its self-understanding is—not 
has—its cosmology, which in its white healing aspects shows diverse relationships 
to the concrete daily experience and conduct of life.

Patterns of thinking are determined by multi-causality, collectivity, balance, 
wholeness, reciprocity. As things are not subject to a linear logic, there is never only 
one cause of illness. But these multiple causes of illness interact, flow into one 
another, and influence—or even attack—one another. Causes of illness may also be 
loss of soul or being the victim of a debt, coming from an unknown past, which thus 
show its effects in the present and determine the future. The effects of those causes 
of illness do not follow a clear line. Hence, an illness may derive from my father, but 
affect the cattle of my cousin. The men and the non-human, the living and the 
things—everything is connected, and it is also the case with diseases. The single 
person and the society—in being embedded in nature, mother earth and places of 
spiritual power—should all be in reciprocal harmony. Otherwise disease results 
([31], p. 706 f.). The Bolivian vice president David Choquehuanca gave a profound 
inauguration speech in November 2020 reflecting spiritual and cultural values in 
fraternity for a society full of respect for human beings and nature (https://www.
youtube.com/watch?v=gcOKNs8hfsU; accessed on 9 September 2021).

This presentation is intended to give only some examples of the traditional medi-
cines in the Americas, which coexist with Western medicine and are often used in 
combination. It may also show that such medical ideas do not exist if they are not 
person-centered and put into a holistic cosmogenic worldview, in which the indi-
vidual exists within the wholeness of nature, society and the world. It is consistently 
understood that if this reciprocal balance is disturbed, disease will happen. This will 
come to the person in this life or in another life, and to society at large.

40.4.1  Traditional Andean Medicine

American Indian medicine, where traditional Andean medicine is located, all of 
them are alive in Today and are based on the understanding of the complexity of life 
and the human being, they have a holistic and transcendent vision of life, although 
each one preserves its own particularities (WHO 2005; [3]).

The Andean Traditional Health System is based on the Andean worldview, which 
describes and explains the relationship between human beings and nature (tangible 
elements), as well as the role of supernatural powers within the spiritual world 
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(intangible elements) and the way in which natural processes occur. This conception 
was forged from the pre-Inca cultures in South America (3000  years  BC to 
1300 years BC). Later it was synthesized and strengthened by the Inka culture, one 
of the 6 cultures that made a great contribution to the knowledge of humanity 
[32, 33].

This vision is alive today and symbolically presents the world through ritual and 
celebration [34]. It shows the link of everything with everything, it is symbolic, 
affective and integrating, it is based on the living totality. The Andean man behaves 
like an articulator or bridge (chacana). That is why there is a great affinity when it 
comes to Person-Centered Medicine—PCM, where the human being is also the 
center, from him they are woven as interrelationships first with himself and second 
with everything that surrounds him (family, community, environment, universe) 
both in the physical world and in the intangible world.

From this worldview, the universe is interrelated through different cardinal axes: 
a spatial one between the top (hanaq) and the bottom (ukuy) with its center (kay), 
between the left (lloq’e) and the right (paña); and another temporary one between 
the before (ñawpaq) and the after (fit), the time is cyclical. It is about dualities that 
are not oppositions but complementary polarities. A third ordering axis is the sexual 
polarity between the feminine and the masculine. In Andean thought, there are no 
hierarchies but correspondences [35].

In this conception, the human being is the “caretaker” or “guardian” of the Pacha 
and its cosmic order, defined as space-time; and the Ayllu, as that space that has 
what it takes to sustain itself. His logic transcends the thinking of the Western world: 
false, true and becomes trivalent: true, false and uncertain [36].

The principles that sustain the Andean Cosmovision are [37, 38]:
Living Totality: everything that exists is alive, the mountains, the water, the ani-

mals, the plants, the human being; therefore, we must respect everything that exists.
Link: there is an interconnection between all beings or elements of the universe, 

without hegemony or domination, in permanent circular movement. An aspect that 
is also considered by person-centered medicine, when it refers to the fourth compo-
nent “doctor-patient relationship”, in which an encounter is woven between the 
health professional, the person, their family, the community and the universe, gen-
erating a therapeutic alliance in health care.

Correspondence: the different aspects correspond in a harmonious and propor-
tional way. The macrocosm is reflected in the microcosm and vice versa. When 
there is a harmonic balance, health occurs, if it does not exist, disease occurs.

Complementarity: no entity or event exists individually, but always having a 
complement. They are not opposites, they are complementary, like those required to 
engender life.

Reciprocity: also called Ayni, it corresponds to cosmic justice. The giving, 
receiving and returning. It is the basis of community relations that encourages giv-
ing back what has been received and receiving what has been given in return, build-
ing a culture of solidarity care, from the premise that we are community human 
beings (Ayllu runa) [39].

The Principle of Integrality, of Unity in diversity: enriching and complementing 
unity based on diversity. In PCM, the comprehensive understanding of the person as 
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a whole is also sought, as a system that works in unison. This includes awareness on 
the part of the patient of his position in the life cycle and of the context in which 
he lives.

The Principle of Agrocentrism: understanding life as a great chakra, where 
everyone cares and is cared for, where the mountains or the apus are silent guardians 
of the life of those who inhabit the ayllu, is to understand the union with mother 
earth or mama pacha.

From the Andean worldview, being healthy integrates two key elements: the indi-
vidual and the collective condition. The individual condition is “to be well” (there 
cai). It is a dynamic harmonic balance of the physical, mental, emotional and spiri-
tual aspects. The personal abilities to act are observed, according to age and sex, 
depending on it, physiognomy and texture, serene emotionality and expressiveness, 
spirituality of approach and dialogue. The collective condition not only has to do 
with being well, but with “living well” (there kaway), living in accordance and with 
strict compliance with the ethical principles of community life, respecting hierar-
chies (adult-child, among others), roles (husband-wife), nature (Pachamama) and 
solidarity (mingas) [37].

The Eurocentric theory of Cartesian and Newtonian knowledge is insufficient to 
explain the complexity of most of the knowledge systems and practices of the indig-
enous peoples of the Americas and therefore it is essential to understand the world-
view of the Andean peoples.

The fact, of applying some of the principles of quantum physics in the way of 
doing science today, allows us to open our minds to better understand the ontologi-
cal uncertainty, since it is known that in experimental form matter and light are 
presented as waves, or at other times, as particles, from western causal logic this 
would be a paradox. But this really forces us to accept much knowledge of native 
peoples, about their own reality, understood between the multiple relationships 
between an intangible and empirically not accessible or verifiable reality and our 
causal world, explained from quantum physics [4, 5]. Also, it would be seen that an 
ethical change is required, based on good living, with a deeper and spiritual under-
standing of the place of humanity in the cosmic order [38].

This system, like all other traditional health systems, prioritizes activities aimed 
at promoting health, such as circular dances that connect people with nature, since 
everything moves in the Pacha, because it is alive and rewarding, there are various 
dances related to cyclicality and the variability of forms; Another method used is 
music, as the language that generates encounters between members of an ayllu from 
the sensible world. In addition, there are also diets, purges, individual fasting or 
sasi, which are collective fasts; the clean and flourishing baths; the payment to the 
pachamama, activities that serve to balance the human being with himself and to 
take care of him within the bond of the community and nature in a ritual way [40].

The diagnosis was conceived by examination, interrogation centered on the per-
son of the patient and of the divine by divination. As consequence, a mixture of 
these aspects was used to heal, and the healing took the form of incantations and the 
application of medicinal plants [4, 5]. The methods used in the diagnosis are varied, 
from the use of tangible elements, such as animals, vegetables and minerals (egg, 
guinea pig, coca leaves, corn, beans, alum, incense, among others); or also through 
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master plants, Erythroxylum coca (Coca), Echinopsis pachanoi (San Pedro) and 
Banisteriopsis caapi (Ayahuasca); plants that produce an altered state of conscious-
ness, allowing a better understanding of the patient’s situation [40].

Diseases were classified into those of hot and cold origin, closely related to the 
respective gods. Therefore, in a holistic view of the world, medical and religious 
tasks were not actually perceived as different [4, 5].

The methods used for healing are diverse, but among the most used are the 
energy cleansings where various elements are used (guinea pig, alum, egg, sulfur, 
among others), the allowances that are forms of collective psychotherapy directed 
by the healers, the use of medicinal plants from a warm and cold balance approach, 
used by herbalists, the most recognized currently being the itinerant herbalist 
Callawayas that are still present in the area of Bolivia and Peru [41].

Medicinal plants, from this approach, do not work only because of the active 
principles they possess, but because of two more aspects: (1) concept of phytocom-
plex defined as the mixture of active substances and other companions that act 
together to achieve the same therapeutic purpose. It would not be the same if they 
were administered separately, that is, as mono substances [42] and (2) related to the 
concept of energy, classifying the plants as cold and warm; using them in order to 
achieve the harmonic balance of the person to regain their health.

Thermal springs, the use of minerals such as medicinal clays, the sounds of hua-
cos or rain sticks useful to achieve relaxation and an altered state of consciousness, 
as well as various massages, cupping and psychotherapy [40].

As the conquest killed at least half of the original indigenous population in the 
Americas and destroyed or mutilated severely their cultures, it is thanks to archeol-
ogy, looms, ceramics, and indigenous historians that some of that knowledge was 
preserved, and now traditional Andean medicine is being rebuilt.

Traditional Andean medicine, as described, has basic principles that are related 
to person-centered medicine: the holistic vision, the creation of links between the 
person and the health professional, which encompasses the family, community, 
environment and universe; the meeting of a common ground in relation to the care 
of the person, where both weave their part to achieve the most precious loom that is 
the care of their health.

At present, Traditional Andean Medicine continues to be used by a large part of 
the Andean population, especially at the first level of care. This is certainly also the 
case for many other forms of traditional medicine.

40.5  Traditional Medicine in the Sahul Continent: Australia, 
Tasmania and Papua New Guinea

Apart from the disastreous consequences which have followed upon the interven-
tions by Europeans [43] in this Southern continent, that was originally formed by 
the combined masses of Sahul until 8000 years ago, we observe a nearly undis-
turbed development of its unique cultures since at least 60,000 years. It appears that 
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there may be two events of immigration, discussed controversely: a nearly neglect-
ible islamic one and at the time of the Kimberley paintings a more dominant one of 
unknown origin.

To be healthy has for the Australian Aborigin some equivalence with being 
happy. Red is the colour of the lifeforce and ocre the blood of the earth, which—if 
mixed with the fat of animals on cords of hair that are bound around the aching 
limb, or directly rubbed on the body—help against all sorts of physiological and 
psychological pain and enhance the spiritual power, which is especially needed for 
ritual ceremonies and dances.

Black is the healing colour which comes from the earth, and yellow is the healing 
colour from the sun. The healing power of the earth is related to the songlines of the 
dreamtime. It is connected to so-called lay lines, which have also magnetic impor-
tance, that cross the continent. Earth‘s special spiritual and energetic power can be 
enforced by stone settings that further the health and well being of all [44]. This 
theory and practice finds its parallels in the well known neolithic menhirs and stone 
settings of France, the British Isles and elsewhere around the world.

In Papua-Newguinea, they say, that if the body-soul goes for a short leave, dis-
ease happens. If it leaves for ever, death occurs. Therefore it is important to have a 
good sleeping position. Otherwise the body-soul is annoyed and might stroll around 
during sleep, making its owner more vulnerable to attacks from the energetic dimen-
sions [45].

In some parts of Melanesia, the eastern horn of Newguinea and some close 
islands there exists the Kumo magic. This is performed by using these other ener-
getic dimensions [46].

40.6  Traditional Medicine in Africa

In Africa there still exist two cultures today, whose roots go back into the remotest 
times. The Pygmy hunter-gatherers in Uganda developped in their own way since 
about 70,000 years ago [47, 48]. The geometric art in pedroglyphs of long ago tell 
about the idea of a communion and exchange between men and the spiritual beings, 
also in order to create fertility. This still finds its present-day parallels in special 
ceremonies [49].

The roots of the San “bushmen” are of equal antiquitiy. Many representations of 
their rock art are related to trance dancing [50]. The society and its daily living and 
healing has been investigated thoroughly, especially from the group of the !Kung 
[51]. So if the children survive till the 15th year, their life expectancy is 55 years, 
like in paleolithic times [52], and 10% of the !Kung are more than 60 years old, 
inspite of wide spread malaria and tuberculosis [53]. Problems of blood pressure or 
heart diseases are unknown. Healing ceremonies enhancing their spiritual and ener-
getical healing power (num), lead to a special state of mind or altered state of con-
sciousness (Kia), which showed astonishing examples of successful healing 
[54, 55].
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Besides these two specific examples, traditional healing is practiced everywhere 
in Africa in  locally varying manners. In Ghana for example, they distinguish 
betweeen the spiritual healer (Akomfo), who also deals with psychiatric problems, 
the herbalist (Adunsifo), the bone setter and the midwives. The education to become 
a spiritual healer takes 3 to 7 years, in which no sexual contacts are allowed [56]. 
James Hall, a New Yorker, who wrote the biography of “Mama Africa”, the famous 
singer Miriam Makeba, started in South Africa an education like this. He finally 
became a famous sangoma, spiritual healer, what had been foreseen by Makeba [57].

40.7  Discussion and Practical Implications

Traditional medicines cannot be imagined but by going inside ourselves in a person- 
centered manner, and including the outside in a holistic way. So it should be con-
ducted between the healer’s person and the diseased person. For prevention, 
emphasis should sometimes be placed on the responsibility of the patient and some-
times on the exterior causes of illness.

Learning from traditional medicines and integrating its knowledge base with 
modern knowledge one could imagine its integration through an allegoric pyramid. 
Illustratively, the Golden Pyramid of Healing [6] articulates three important 
domains, the Individual, Society/Culture and Nature, as fundamental to understand-
ing health and healing (see Fig. 40.1). This perspective is also consistent with the 
Andean cosmovision that understands health as harmonic equilibrium of a person’s 
internal world, social world and natural world [37, 38]. Recent research stimulated 
by traditional medicines may suggest additional domains for the development of 
new paradigms.

- Higher spiritual levels

P - First spiritual level

- Subtle energetical level (Bioenergy, Qi, Prana)

- Mental level

- Psychological & Emotional level

- Hormones, Para- & Sympathicus, CNS

- Cell level

- Body level

- Nature/Cosmos, Culture/Societ

N

y

S

Fig. 40.1 The Golden pyramid of healing. (Modified from [6]) (P the person, N nature, S society/
culture)
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It may be interesting to mention that after the Paleolithic era, age expectancy of 
55 fell to about 35 in neolithic times [58] till more recent times. The causes seem 
related to the more pronounced neolithic factors, like urbanisation, cultivation of 
grains with augmented intake of carbohydrates which are metabolized into sugar, 
poorly balanced food with a lot of sugar, zoonoses which can easily spread through 
closer contacts between people and animals, social imbalances (particularly affect-
ing women) and intergroup hostilities leading to wars. All of this seems to be head-
ing to a climax, even in medicine. We seem to need throughout more person-centered 
and holistic perspectives and policies.

On one hand we are about to find scientific explanations on how traditional medi-
cines work. Also, many are now thinking of a history without conventional fixed 
epochs [59], more focused on transdisciplinary approaches (Heise 2016). In psy-
chiatry there are movements towards abandoning the drawers of fixed ICD-10 diag-
noses in favor of seeing the complete patient and undertaking transdiagnostic 
interventions in psychotherapy [60]. Traditional medicines can similarly broaden 
our views and encourage us to take up what has been effective for many generations 
in order to achieve a new and more appropriate person-centered medicine.

Concerning cooperation between Western academic medicine and traditional 
forms of medicine, there are uneven developments across Western and Eastern 
countries and there is much room for improvement [61] (https://www.swissinfo.ch/
ger/alternative- therapie_auch- geistheiler- praegen- schweizer- kultur/34125960, 
acceded 12.10.2020). There are also traditional folk healers working at home in 
Western countries, such as in the German-speaking Appenzell area. They use indi-
vidually prepared herbal medicines, manual orthopedic procedures as well as psy-
chic and spiritual healing approaches according to their personal abilities and 
talents [62].

40.8  Conclusions

At the XIVth World Congress of Social Psychiatry in 1994, it was emphasized that 
therapy is the art of caring. This art of caring has as many facets as there are compan-
ions and accompanied persons. And it has as many faces as there are cultures, which 
contribute their forms and rituals [63]. We should integrate their specific knowledge, 
often ignored in the Western world, so that we may dive into the depths of medicine 
to dare to understand and commit to its fundamental character and mission. Therefore 
medicine must transcend its eurocentristic view and the old fashioned idea of 
Sciences, which medicine and pharmacology are still defending. Two more just pub-
lished works by Heise on “Corona: Das Syndrom” and “Unsere Gesundheit und das 
System” (Our Health and the System) discuss several of these issues.
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Chapter 41
Empowerment of Community Members

Austen El-Osta, Pete Smith, Christine C. Leyns, Otto W. Steenfeldt-Foss, 
and David Webber

41.1  Introduction

Studies have shown that there are many different influences on a person’s health 
and wellbeing [1, 2]. For example, our genetic construct and biology are estimated 
to be only responsible for 15% of our overall health and wellbeing, compared to 
10% from the environment and 25% from healthcare input (e.g., treatment by a 
healthcare professional or using over-the-counter products), with the largest contri-
bution of 50% emanating from our ability to make healthy lifestyle choices, 
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self-care and self-manage for common and treatable conditions as we go about our 
life course [3].

From a person-centred medical practitioner’s perspective, recognising the rele-
vance of a subject’s complete range of self-care and inter-care actions and capabili-
ties and their contexts is essential. Addressing these factors from the perspective of 
the whole contextualised person helps ensure the sharp relevance to today’s health 
challenges of person-centred medicine.

41.2  Self-Care and Inter-Care and Three Levels 
of Contextualization

41.2.1  Whole Contextualised Individuals

The Western analytical tradition aims to reduce things to their essential elements. 
Medicine in the West thus has a reductionist, analytical, object-oriented and inter-
ventionist approach which involves identifying the malfunctioning part and remov-
ing or altering it using medicines or surgery. Experts—doctors—are trained and 
given responsibility for implementing this approach, with client subjects or ‘patients’ 
doing what they are told. This has been termed the ‘biomedical model’ of healthcare 
which is the basis of today’s healthcare systems around the world. This model of a 
paternalistic doctor-patient relationship may be good in many respects, but it suffers 
from two fundamental problems, one being universal affordability. Secondly, and 
particularly relevant to the present discussion, the biomedical model does not look 
at the whole contextualised person and tends to discourage people from taking 
responsibility for their own health and wellbeing.

A person-centred approach by contrast considers the healthy person, positive 
health, as well as their condition(s), and the part they play in managing their own 
health. A holistic framework for understanding a person’s health-relevant activities 
and behaviours, is the concept of “self-care”, in which activities over time (daily and 
throughout the life course), and behaviours based on a person’s capabilities, opportu-
nities and motivation, are key. Also relevant at that level is the concept of inter-care and 
self-driven healthcare- two emergent concepts relevant to living in the 21st Century.

41.2.1.1  Self-Care

To define the relationship between self-care and person-centred medicine, it is impor-
tant to define and contextualise self-care in the first instance. This is because self-care 
is the oldest type of care, and necessarily encompasses a wide range of person-centred 
activities related to lifestyle, hygiene and our personal relationship with the self, others 
and external environmental and socioeconomic factors. But what is self-care?

A seminal paper by Godfrey [4] identified a 168 different definitions of self-care 
in the academic literature. The definition used by the WHO has also changed over 
time, including the following from 2009:
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Table 41.1 Evolution of the WHO definition of self-care

1983 Self-Care in health refers to the activities individuals, families and communities 
undertake with the intention of enhancing health, preventing disease, limiting illness, and 
restoring health. These activities are derived from knowledge and skills from the pool of 
both professional and lay experience. They are undertaken by lay people on their own 
behalf, either separately or in participative collaboration with professionals [6]

1998 Self-Care is what people do for themselves to establish and maintain health, and to 
prevent and deal with illness. It is a broad concept encompassing hygiene (general and 
personal), nutrition (type and quality of food eaten), lifestyle (sporting activities, leisure 
etc.), environmental factors (living conditions, social habits, etc.), socio-economic factors 
(income level, cultural beliefs, etc.) and self-medication [7]

2009 “Self-Care is the ability of individuals, families and communities to promote health, 
prevent disease, and maintain health and to cope with illness and disability with or 
without the support of a health-care provider.” [5]

2013 WHO has defined “self-care” as “the ability of individuals, families and communities to 
promote health, prevent disease, maintain health, and to cope with illness and disability 
with or without the support of a health-care provider. The scope of self-care includes 
health promotion; disease prevention and control; self-medication, providing care to 
dependent persons; seeking hospital/specialist care if necessary; and rehabilitation 
including palliative care [8, 9]

2019 Self-care is the ability of individuals, families and communities to promote health, 
prevent disease, maintain health, and cope with illness and disability with or without the 
support of a healthcare provider [10]

2021 Self-care is the ability of individuals, families and communities to promote health, 
prevent disease, maintain health and cope with illness and disability with or without the 
support of a health worker. The scope of self-care in this definition includes health 
promotion, disease prevention and control, self-medication, giving care to dependent 
people, seeking hospital, specialist or primary care when needed, and rehabilitation, 
including palliative care [11, 12]

“Self-Care is the ability of individuals, families and communities to promote health, 
prevent disease, and maintain health and to cope with illness and disability with or 
without the support of a health-care provider.” [5]. This definition was first introduced 
as a working definition in the WHO paper on ‘self-care in the context of primary health-
care’ of 2009. As definitions expanded, they became more inclusive of health and well-
being and the relationship between the self- and the environment (see Table 41.1).

Rather than being limited by definitions, it is perhaps more helpful to conceptu-
alise self-care instead. There are two easily accessible models to conceptualise self- 
care: The Self-Care Continuum and the Seven Pillars of Self-Care Framework. Both 
models were eventually unified in the Self-Care Matrix which is illustrated later in 
this section.

The Self-Care Continuum

The Self-Care Continuum (https://www.selfcareforum.org/about- us/what- do- we- 
mean- by- self- care- and- why- is- good- for- people/) was originally expounded by the 
Self-Care Forum UK, and considers the inverse relationship between self-care and 
resource utilisation. It shown the ideal placement of an individual as being on the far 
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left of the continuum since they usually do not require significant support from 
healthcare professionals as they go about their daily life. Conversely in this model, 
the placement of an individual who has one or more long-term conditions but is still 
able to self-care with intermittent support from healthcare professionals is repre-
sented at the mid-point of the continuum. The placement of individuals who are 
unable to self-care (e.g., incapacitated following trauma or an exclusion for poor 
mental health etc.,) is represented on the far right of the continuum.

The Seven Pillars of Self-Care

In reality, self-care is a practical, person-centred set of activities that we should all 
be undertaking to maintain our health, wellness and wellbeing. Self-care can there-
fore only be undertaken by individuals themselves, although the broader environ-
ment can provide vital assistance or present significant barrier. Self-care activities 
can be conveniently grouped into seven ‘pillars’ or ‘domains’ as represented by the 
Seven Pillars of Self-Care framework: https://isfglobal.org/practise-self-care/
the-seven-pillars-of-self-care/.

 1. Pillar 1: Knowledge and Health Literacy—described the capacity of individuals 
to obtain, process and understand basic health information needed to make 
appropriate health decisions and engage with services.

 2. Pillar 2: Mental Wellbeing—includes self-awareness as for example knowing 
your body mass index, cholesterol levels, blood pressure or engaging in health 
screening.

 3. Pillar 3: Physical activity—such as walking, cycling, or participating in sports or 
walking up the stairs etc.

 4. Pillar 4: Healthy eating—including a nutritious, high fibre balanced diet with 
appropriate levels of calorie intake.

 5. Pillar 5: Risk avoidance—and mitigation strategies, such as quitting tobacco, 
limiting alcohol use, getting vaccinated, practicing social distancing, or using 
sunscreens etc.

 6. Pillar 6: Good hygiene practices, such as regular hand washing/use of hand sani-
tiser, oral and dental hygiene, good sleeping practices and digital hygiene (such 
as limiting exposure to blue light before bedtime) etc.

 7. Pillar 7: The rational use of products and services– including to proper adherence 
to medical regimen when needed, completing a course of antibiotics as prescribed 
for example, and the responsible use of over-the-counter products, services, digital 
health tools and community assets (which could include parks and green spaces).

The Self-Care Matrix: A Unifying Framework of Self-Care

The Self-Care Continuum and the Seven Pillars of Self-Care can support stakehold-
ers in conceptualising two different aspects of the concept, but neither model 
describes the totality of self-care. One approach to address this included a review of 
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Fig. 41.1 The Self-Care Matrix [13]

the literature resulting in the consolidation of 37 extant theories and models of self-
care resulting in the Self-Care Matrix (see Fig. 41.1). The Self-Care Matrix is a 
unifying framework of self-care and illustrates the four cardinal dimensions of self-
care: (1) Self-Care Activities, (2) Self-Care Behaviours, (3) Self-Care Context, and 
(4) Self-Care Environment. Each dimension operates at a different level and per-
tains to a different aspect of self-care as follows:

• 1st Dimension: Self-care activities (micro-level: person-centred)

 – The first dimension is concerned primarily with individual activities, capaci-
ties and capabilities, and what people know and do to self-care. At this micro- 
level, self-care is considered from a person-centred perspective. Suitable 
interventions may be developed to improve and promote health maintenance, 
monitoring and self-management of common, every-day or long-term condi-
tions. The Health Belief Model, Orem’s Self-Care Deficit Nursing Theory 
[14–16], and the widely used Seven Pillars of Self-Care model 54 are suitable 
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candidate models that can be used to explore this cardinal dimension. The first 
dimension of self-care is necessarily concerned with the ‘self’, is person- 
centric and activities therein relate directly to what individuals can do for 
themselves, as well as the knowledge required to inform suitable self-care 
choices, such as health literacy and self-awareness.

• 2nd Dimension: Self-care behaviours (meso-level: Individual and group focused)

 – The second dimension is concerned with the principles and actions that sup-
port and motivate individuals to engage in positive self-care behaviours and 
achieve the sustained adoption of health-seeking behaviours and lifestyles 
choices. Example interventions operating at this meso-level include efforts to 
improve health literacy levels, Patient Activation Measure (PAM) scores, or 
the use of digital health technology including nudges, gamification an incen-
tivisation strategies to promote the sustained adoption and maintenance of 
desirable lifestyle choices and habits [17]. Associated theories include the 
Middle Range Theory of Self-Care [18] which addresses health promoting 
practices within the context of the management of a chronic illness. The 
widely used trans-theoretical model of behaviour change and the Behaviour 
Change Wheel [19] are also suitable candidate models that adequately 
describe activation and behaviour change elements relevant to self-care. The 
second dimension is focused on the individual but may also extend to the 
social network as it describes the prevailing ‘lifestyle’ habits, normative atti-
tudes and routine interactions with the immediate environment, including 
interface with technology and decision support tools.

• 3rd Dimension: Self-care context and reliance on resources (meso-level: patient- 
centred, health system focused)

 – The third dimension considers the extent to which an individual is reliant on 
external resources in the home, community, assisted care or professional 
healthcare settings. Interventions at this meso-level are often health system- 
focused, whereby an individual, a demography or a segment of society is 
routinely considered from a ‘statist’ or medicalised patient-perspective as 
opposed to a person-centred perspective. Interventions at this level are often 
concerned with modulating resource utilisation, including access to services, 
clinical pathways and/or the extent of integration of care. The widely used 
Self-Care Continuum [20] and the Kaiser Permanente Pyramid of Self-Care 
model [21] are suitable candidates for this dimension as they dynamically 
illustrate the inverse relationship between individual autonomy and reliance 
on external resources or need for increasing support.

• 4th Dimension: Self-care environment, barriers and drivers (macro-level: policy- 
driven, health system focused)

 – The fourth dimension is concerned with existing drivers and barriers to self- 
care in relationship to the operating fiscal and policy environment, and in the 
context of the prevailing culture and normative attitudes that inform self-care 
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praxis in the wider community. This dimension takes into account the built 
and natural environment and other mediating factors. At this macro-level, 
drivers and barriers to self-care operate at scale or at population level. The 
fourth dimension is thus related to the fiscal, regulatory, policy and public 
health landscape and informs the ‘country narrative of self-care’, which is 
largely influenced by the prevailing cultural and societal attitudes and percep-
tions concerned with health and wellbeing. Suitable candidate models that 
could be used to study this self-care dimension include Public Health Theory, 
Public Management Theory, Public Policy Theory and any existing Health in 
All Policy (HiAP) prescriptions, including directives for the built environment.

The Inverse Relationship Between Self-Care and Diseases of the Lifestyle

The emergence of chronic noncommunicable diseases (NCDs) like cardiovascular 
diseases, type-2 diabetes (T2D) and many cancers is significant, as this is frequently 
and fundamentally the result of a failure of people to lead healthy lifestyles and to 
self-care. The causative factors involved in these “diseases of the lifestyle”, include 
insufficient physical activity, unhealthy eating and tobacco smoking.

There is a lot of evidence that shows that self-care is effective [1, 22] case for 
investing in self-care and self-management for people living with long-term condi-
tions [23]. We know that most non-communicable diseases such as diabetes, obesity 
and cardiovascular disease—also known as ‘lifestyle diseases’—are the main cause 
for deaths globally. We also know the personal and intermediate risk factors associ-
ated with NCDs. For example, personal risk factors (such as unhealthy diet, physi-
cal inactivity, tobacco use and excess alcohol) and intermediate risk factors (such as 
raised blood glucose, hypercholesterolaemia, high blood pressure and obesity) can 
lead to the development of diabetes, stroke, kidney disease, lung disease and some 
types of cancers.

The WHO estimates that up to 80% of heart disease, stroke and T2D and over a 
third of cancers could be prevented by people self-caring—that is, by eliminating 
the risk factors of tobacco use, unhealthy diet, physical inactivity, and excess alco-
hol. Similarly, other major conditions such as dementia, osteoporosis and arthritis 
can be usefully addressed through self-care. Controlling or eliminating these shared 
risk factors through lifestyle behaviour modification and self-care can delay or even 
prevent the appearance of NCDs.

As we have seen in the earlier section, self-care is part of a continuum of care, 
starting with the responsibility individuals have in making daily choices about their 
lifestyle, right through to major trauma where responsibility for care is entirely in 
the hands of the health care professionals, until the start of recovery when self-care 
can begin again.

Inter-care extends the concept to the interconnectedness of the self with others 
by way of their capacity to care for each other related to patients, families, the health 
and social care workforce, the wider community and the environment at large, con-
necting to the collective wisdom of ancient cultures.
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Positive social interaction as a critical enabler of self-care is perhaps best exem-
plified when individuals participate in group activities or in self-care communities 
of practice. This includes active participation in health facilities including gyms, 
other sporting facilities and food shops.

41.2.1.2  The Emerging Concept of Inter-Care

The concept of inter-care or mutual care is being studied and formulated by Fabrega 
[24] and collaborators. It extends the notion of care to the interconnectedness of the 
self with others by way of their capacity to care for each other. It broadly involves 
patients, families, the health and social care workforce, and the wider community 
including that connected to the environment at large.

The historical and contemporary base of this notion is predicated to be the col-
lective wisdom of ancient civilizations across the globe and the live experience of 
ancestral communities. Illustratively, the African concept of Ubuntu, translates 
incompletely as “existing with and through others”. It champions both the person 
and groups of persons by virtue of an interconnectedness expressed, for example, 
the isiZulu expression “Unmuntu Ngumuntu Ngabantu”: “I am because you are and 
you are because we are” [25].

In Bolivia and other Andean countries, this interconnectedness is described with 
the phrase “to live well” (“buen vivir” through “being whole”) a translation from the 
Aymara expression “Suma Qamaña”; known in Quechua as “Sumaq Kawsay”. 
Wellbeing comes from understanding that our existence is related to the world; we 
do not only depend from mother earth or Pachamama, but we are also part of it. In 
Sumaq Kawsay the relation and balance with the community and the natural envi-
ronment is fundamental. It contrasts with the individualism of Euro American cul-
tures where the individual attempts to improve his life in a self-centered manner. 
Instead, Sumaq Kawsay urges communities to organize themselves and function in 
a way that the whole community benefits collectively to achieve a satisfactory life. 
Another difference is that the Pachamama is not seen as a resource to use without 
limits but as a living reality with whom one learns to live in harmony. If we destroy 
our environment, we destroy ourselves. Thus,“To live well” means being in harmo-
nious equilibrium with social and environmental contexts and living together wisely 
(http://www.planificacion.gob.bo/uploads/Vivir_bien.pdf).

41.2.2  The Community Level of Contextualization

In this section the impact of community as defined as the group of people within a 
bounded geographic territory, such as a neighbourhood or city, and its influence on 
self-care and inter-care are considered. In this context, the community also includes 
people who may socially interact with one another, for example, as family mem-
bers, friends, colleagues, peers or neighbours. Person-centred medicine needs to 
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take into account the value of social relationships and the interpersonal relation-
ships, institutions, and other social assets of a community as these can significantly 
influence an individuals’ capacity and capability to self-care.

Broadly, the community also includes local voluntary and community groups, 
health professionals and non-health professionals with health-related and health-
relevant functions. This concept is well represented by Rogers et al. [26] System of 
Support.

Human beings are social creatures and collectively these other community mem-
bers have a strong effect on an individual’s mental and physical wellbeing and 
health. The advantages of using this understanding of social networks and social 
capital [27] are that it brings into view different types of support, and the affinities 
between relationships and community belonging. Whilst traditionally case and dis-
ease management remain the province of health professionals, a social-network 
approach means that the main focus of self-management shifts to the person (i.e., 
the indivisual ‘self-carer’) with the condition, members of their personal communi-
ties, support and community groups, the workforce allied to health and social care.

41.2.2.1  Social Prescribing

Social prescribing is a key component of Universal Personalised Care (NHS), and is 
one way for local agencies to refer people to a link worker. Link workers give peo-
ple time, focusing on ‘what matters to me’ and taking a holistic approach to people’s 
health and wellbeing. They connect people to community groups and statutory ser-
vices for practical and emotional support. Link workers also support existing com-
munity groups to be accessible and sustainable, and help people to start new groups, 
working collaboratively with existing community assets and local partners. Social 
prescribing works for a wide range of people, including people with one or more 
long-term conditions, who need support with their mental health, who may be feel-
ing lonely or isolated and/or who have complex social needs which affect their 
wellbeing. When social prescribing works well, people can be easily referred to link 
workers from a wide range of local agencies, including general practice, pharma-
cies, multi-disciplinary teams, hospital discharge teams, allied health professionals, 
fire service, police, job centres, social care services, housing associations and vol-
untary, community and social enterprise (VCSE) organisations. Self-referral is also 
encouraged. A standard model of social prescribing (Nursing RCO) has been devel-
oped in partnership with stakeholders, which shows the key elements that need to be 
in place for effective social prescribing. The model is based around streamlining 
‘easy’ referral from all local agencies, collaborative commissioning and partnership 
working, support for community groups, the creation of a personalised plan centred 
around ‘what works for me’ with reference to common outcome framework, and 
workforce development to ensure streamlined and dedicated input from social pre-
scribing link worker which is usually anchored in primary care.

Social prescribing complements other approaches, such as active signposting 
which is a ‘light touch’ approach where existing staff in  local agencies provide 
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information to signpost people to services, using local knowledge and resource 
directories. Active signposting works best for people who are confident and skilled 
enough to find their own way to services after a brief intervention.

Individuals participating in these self-care communities of practice in one way or 
another appreciate that health is a state of complete physical, mental and social 
well-being and not merely the absence of disease or infirmity [28], and that the 
healthcare system and healthcare professionals cannot bring about this state of 
health in the community alone; to achieve this requires the full involvement of indi-
viduals looking after themselves through self-care where possible and the support 
of professionals and the healthcare system.

A congruent person-centred approach must therefore recognise all these other 
influences and how social interactions and people will link to them because people- 
centred healthcare emphasizes that persons live together with other individuals 
organized in families, communities and diverse populations around the world and 
can work together to support or impede both individual and collective well-being. 
In this regard, the perspectives of person-centred and people-centred care are there-
fore universal and egalitarian.

Moreover “People-centred care” broadens the care concept from the individual 
seeking care to an active outreach towards hard to reach and vulnerable groups or 
communities. As such, it is a rights and equity approach, promoting universal access 
to self-care. These groups often lack access to information tailored to their beliefs 
or reality as well as access to health services because of cultural, administrative or 
economic barriers. The inclusion and empowerment of these vulnerable communi-
ties can have a huge impact on their health, but must be carried out in a sensible way, 
respecting their beliefs, knowledge and sometimes hierarchical structure [29, 30].

People centred or community centred care and empowerment are complemen-
tary to person centred care, including self-care and inter-care as a prerequisite 
towards the right to health for all and not only for the individual seeking care (NHS 
Delivering universal personalised care; Nursing RCO Social prescribing models). It 
takes into account the factors outside the self, described by the WHO as Social 
Determinants of Health (SDH), the non-medical non-individual factors that influ-
ence health outcomes. They are the conditions in which people are born, grow, 
work, live, and age, and the wider set of forces and systems shaping the conditions 
of daily life. These forces and systems include economic policies and systems, 
development agendas, social norms, social policies and political systems.

SDH have an important influence on health inequities - the unfair and avoidable 
differences in health status seen within and between countries. In countries at all 
levels of income, health and illness follow a social gradient: the lower the socioeco-
nomic position, the worse the health. The following list provides 10 examples of the 
social determinants of health, which can influence health equity in positive and 
negative ways: (1) Income and social protection, (2) Education, (3) Unemployment 
and job insecurity, (4) Working life conditions, (5) Food insecurity; (6) Housing, 
basic amenities and the environment, (7) Early childhood development, (8) Social 
inclusion and non-discrimination, (9) Structural conflict and (10) Access to afford-
able health services of decent quality. Research shows that the social determinants 
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can be more important than health care or lifestyle choices in influencing health 
[11]. For example, numerous studies suggest that SDH account for between 30 and 
55% of health outcomes. In addition, estimates show that the contribution of sectors 
outside health to population health outcomes exceeds the contribution from the 
health sector. Addressing SDH appropriately is fundamental for improving health 
and reducing longstanding inequities in health, which requires action by all sectors 
and civil society (WHO Social Determinants of Health).

41.2.3  The Broader Environment Level of Contextualization

Another vital element in approaching the whole contextualised person is the envi-
ronment in which they exist and act. This includes the broad elements concerned 
with living in the built and green environments which may either encourage or 
inhibit healthy physical activity or social interactions [31]. The range of environ-
mental factors that impact health is remarkably broad. The WHO European Healthy 
Cities programme identified 12 key health determinants, including access to ser-
vices, healthy food, open spaces, safe environments, healthy air, physical activity, 
and social cohesion [32]. The UN illustrates the broad range of factors that affect 
health maintenance and disease prevention as follows:

…effective non-communicable disease prevention and control require leadership and mul-
tisectoral approaches for health at the government level, including, as appropriate, health 
in all policies and whole-of-government approaches across such sectors as health, educa-
tion, energy, agriculture, sports, transport, communication, urban planning, environment, 
labour, employment, industry and trade, finance and social and economic development;” - 
U.N.  General Assembly. Political declaration of the High-level Meeting of the General 
Assembly on the Prevention and Control of Non-communicable Diseases. September 2011, 
Article 36 [33]

41.2.3.1  City Health

Today, over half of the world population lives in cities posing new challenges to 
countries related to urban planning and food security. In regions like Latin America 
the shift has been very brusque, from 40% living in cities in 1950 to 80% today. A 
people-centred approach recognises and factors in these changes. Urbanization has 
brought about changes to the lifestyle and living environment of city dwellers. 
Among such changes are loss of community support, degrading air and water qual-
ity, crowded housing, traffic congestion, and waste management, to name a few. In 
a social context, urbanization has brought about changes in terms of community, 
family and working styles. These changes cause a disruption in community struc-
tures where the elderly had a clear leadership role and in families and where tradi-
tional role models change with working and independent women. Work stress in 
general is higher in cities due to competition for jobs and work circumstances like 
night- time or informal work. In addition, the reduction of wildlife habitat and the 
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advances in mobility that facilitate the movement of people and goods, promote the 
emergence and propagation of infectious diseases, even more efficiently among 
urban populations. Various social and environmental changes are intertwined and 
affect the health of people in cities [34, 35].

The WHO recognises that “health is created and lived by people within the set-
tings of their everyday life; where they learn, work, play, and love” [36]. This state-
ment is at the heart of the Healthy Settings approach, which has its roots in the 
WHO Health for All strategy [36] and, more specifically, the Ottawa Charter for 
Health Promotion [37, 38]. The goal is to maximize disease prevention via a “whole 
system” approach, which integrates multi-disciplinary action across risk factors. 
The key principles of all Healthy Settings include community participation, partner-
ship, empowerment and equity. The Healthy Cities programme is the best-known 
example of a successful Healthy Settings approach. Initiated by WHO in 1986, 
Healthy Cities have spread rapidly across Europe and other parts of the world. A 
healthy city is “one that is continually creating and improving those physical and 
social environments and expanding those community resources which enable peo-
ple to mutually support each other in performing all the functions of life and in 
developing to their maximum potential.” [39]. A Healthy City aims to: (1) create a 
health-supportive environment, (2) achieve a good quality of life, (3) provide basic 
sanitation and hygiene needs, and (4) to supply access to health care.

These ideas are perhaps best exemplified by the Alliance for Healthy Cities, an 
international network aiming at protecting and enhancing the health of city dwell-
ers. The Alliance is a group of cities and other organizations that try to achieve the 
goal through an approach called “Healthy Cities”. The Healthy Cities approach is 
based on the concept that the social, economic and physical environment is the key 
to the health of city dwellers. The Healthy Cities program aims to cope with health 
issues that have emerged with urbanization. While urbanization is underway at an 
alarming pace worldwide, urban health issues become complex, and this complex-
ity requires cooperation between the conventional health sector and non-health sec-
tors. Under the Healthy Cities initiative, the WHO encourages local governments to 
incorporate health issues and health concerns into all aspects of public policy, and 
stresses to link public health policy to the rest of urban policy such as economic 
promotion and community development. Since these fields are conventionally con-
sidered to be irrelevant to public health, the Healthy Cities approach sharply con-
trasts with the traditional health approach.

Various healthy city initiatives increase the opportunity for individuals to self- 
care and increase physical activity levels by utilizing urban resources including 
dedicated cycle lanes, active commute to work schemes, parks and green places. For 
example, the UN World Cities Day [40] on 31 October, first celebrated in 2014 is 
expected to greatly promote the international community’s interest in global urban-
ization, push forward cooperation among countries in meeting opportunities and 
addressing challenges of urbanization, and contributing to sustainable urban 
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development around the world [41]. Similarly, WHO Europe Healthy City Initiative 
(WHO European Healthy Cities Network) is a global movement working to put 
health high on the social, economic and political agenda of city governments.

Another crucial development relevant to city health is represented by the Health 
in All Policies (HiAP) concept [8, 9] which was introduced in 2014. HiAP is “an 
approach to public policies across sectors that systematically takes into account the 
health implications of decisions, seeks synergies and avoids harmful health impacts 
in order to improve populations health and health equity”. This framework provides 
countries with a practical means of enhancing a coherent approach, particularly at a 
national level. Some countries have already adopted a HiAP approach, even though 
this may not be explicit, whereas in other countries the concept is new and has yet 
to be operationalized. This framework has also been developed so that it can be 
adapted for supranational level decision-making and for governments structures at 
the national level, as well as the local level as decentralisation of government func-
tions has empowered local authorities in many areas [8, 9].

An appropriate economic analysis should look at the negative costs and income 
foregone (e.g., tobacco taxes) of people living longer. But the above potential areas 
of impact, like community empowerment supported by an enabling environment, 
must be identified and evaluated with a likely positive net benefit for self-care, 
whilst reducing pressure on the health system. Thus, overall, at the individual and 
societal levels, self-care has the potential for enormous benefits.

41.2.3.2  WHO Guideline on Self-Care Interventions

The WHO Consolidated Guideline on Self-Care Interventions for Sexual and 
Reproductive Health and Rights (SRHR) was published in June 2019 [10]. This 
initial guideline comprised of 24 recommendations to promote self-care across five 
categories: (1) improving antenatal, delivery, post-partum, and new-born care, (2) 
providing high-quality services for family planning and infertility services, (3) 
eliminating unsafe abortion, (4) Combating sexually transmitted infections, includ-
ing HIV, reproductive tract infections, cervical cancer, and other gynaecological 
morbidities, and (5) promoting sexual and reproductive health and rights. The con-
solidated guideline was published as a living document, and refreshed in June 2021 
resulting the WHO Guideline in Self-Care Interventions to Promote Health and 
Wellbeing which includes 37 recommendations in total [11, 12]. Whereas the 
updated WHO Guideline focuses primarily on self-care in the context of SRHR, this 
second iteration also includes additional recommendations for self- monitoring of 
blood glucose, blood pressure and blood coagulation in the community and home 
settings, thus encroaching on the value of self-care using technology and task-shift-
ing approach as the key to tackling the rising burden of NCDs.
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41.3  Conclusions

In this chapter we have shown that self-care and inter-care may significantly improve 
the quality of life of individuals and has a substantial financial and social return on 
investment potential. Through self-care people can live longer, remain healthy well 
into old age, be better equipped to self-treat common minor conditions and success-
fully self-manage chronic diseases.

Interest in self-care has exploded in recent years, and the publication of the WHO 
Guideline in Self-Care Interventions was a signal moment to self-care stakeholders 
and policy makers internationally. Until recently, health experts were still looking to 
make “the absolute case for self-care”, but today we find that self-care has availed 
itself as the critical answer to the COVID-19 pandemic, and in tackling the rising 
NCD pandemic. A country which fully encourages person and people-centred 
approaches exemplified by self-care and inter-care can expect to have a healthier 
population, and would be enabled to effectively redeploy scarce resources to prior-
ity areas. Self-care is therefore a crucial and powerful lever to help tackle and abate 
the emergence of pandemics and global health problems. The opportunity is to 
develop self-care and inter-care as fundamental core assets in health, and not just as 
a support mechanism. By extension, the empowerment of communities through 
self-care and inter-care can also strengthen resource-poor and humanitarian set-
tings, as well as high resource countries where loneliness, social isolation and men-
tal health problems may be highly prevalent.

The resurgent interest in self-care and more recently inter-care as well as the 
advent of the lifestyle medicine speciality are showing health experts that outcomes 
can be improved if people take more interest and responsibility in their health, add-
ing to health equity by freeing up scarce healthcare resources for other people with 
more needs. Yet the accessibility of self-care and inter-care is not up to the individ-
ual alone but is rather dependent on the support of governments and policymakers 
to ensure their deliberate integration of self-care into health policy, program and 
practice. This direction of travel and the commitment for universal health coverage 
could bridge the existing divide between health and social care systems and would 
help communities in dealing with some of society’s “wicked problems” including 
inequalities, mental health stigma and social isolation and loneliness by leveraging 
community assets and self-care and inter-care communities of practice.

The strong relationship between the health of a country’s population and the 
country’s economic performance is now better understood in economic as well as 
personal and social terms. Investing in health and person-centred approaches to 
promote self-care and inter-care should be seen as an excellent investment as this 
would support individuals and communities “to produce their own health”. Any 
such commitment will have a significant return on investment potential in both the 
short and long term. In view of the benefits that self-care and inter-care provide, it 
is necessary to place them as a fundamental component of healthcare and make 
them part of national healthcare policies in such a way that person-centred 
approaches can be promoted for all people in all segments of society.
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Chapter 42
Empowerment of Health Professionals
Promoting Well-being and Overcoming Burn-Out

C. Robert Cloninger, Drozdstoj Stoyanov, Kristina K. Stoyanova, 
and Kimberly K. Stutzman

42.1  Introduction

Person-centered medicine recognizes that health care is most effective for its recipients 
and most satisfying for its providers when it engages each person in personally valued 
activities and meaningful social relationships. Life involves our inseparable relation-
ships with all living organisms and the surrounding world in which we are embodied, 
embedded, enactive, and extended [1]. It is inadequate to reduce health care to materi-
alistic treatments of disease because health is more than the absence of disease [2] and 
well-being only flourishes when a person recognizes their communion with something 
greater than their individual self [3, 4]. Empirically, the physical, emotional, cognitive, 
social, and spiritual aspects of the well-being of each person are interdependent and 
only partially dissociable [5]. In turn, the well-being of individual persons depends on 
the collective well-being of their extended network of relationships [6].

Consequently, it has been suggested that the cultivation of self-transcendence has a 
crucial role in the promotion and care of health for recipients and providers [5]. 
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Self-transcendence refers to the process by which human beings can grow in awareness 
of their relationships and participation in something greater than their individual self, 
such as community, humanity, nature, the universe, or the divine [3, 4]. The intercon-
nectedness and inseparability of living things is not just a matter of philosophy, belief, or 
opinion. An increasingly large body of evidence from rigorous modern research in biol-
ogy and ecological systems has shown that symbiosis and cooperation are more involved 
in the healthy functioning of ecosystems than competition [5, 7]. Research on the micro-
biome in humans and in soils has discovered that the deep interconnections within the 
biosphere are necessary for the body and communities of organisms to function properly 
[8]. Research on inheritance, development and evolution of human personality and 
adaptability has documented the crucial role of self-transcendence for physical, mental, 
and social aspects of health and for resilience to disease, injury, and aging [9–11].

On the other hand, much of contemporary disease care is built on a paradigm that 
assumes people are separate from nature and under attack from pathogens or trau-
mas that are specific causes of discrete diseases. The Western medical model origi-
nated from scientific efforts to identify separate diseases with a distinctive set of 
symptoms, discrete clinical boundaries from other diseases, a predictable natural 
course and outcome, and a specific causal abnormality [12–15]. This paradigm is 
appropriately applied to disorders with a specific and consistent cause, such as acute 
infections by specific bacteria, acute physical injuries, or other disorders with a 
single specific abnormality (e.g., genetic, metabolic). In the rare cases in which 
diagnostic discreteness and causal specificity can be documented, the effective 
acute treatments (e.g., drugs or procedures) depend almost entirely on the specific 
and discrete diagnosis, not on the person or their psychosocial, economic, or eco-
logical circumstances. Then evidence-based treatment attacks the single specific 
pathogen or tries to correct the defect or injury by specific drugs and/or procedures.

However, the Western medical paradigm has limitations as a comprehensive 
clinical approach because the most prevalent medical disorders have fuzzy clinical 
features that frequently overlap with one another, have variable natural course and 
outcome, and causes that are heterogeneous with complex contributions from mul-
tiple biological, psychological, social, and environmental influences [12, 14, 16, 
17]. It also has severe limitations from a public health perspective because there are 
often, if not always, differences between individual persons in their susceptibility, 
response to treatment, and long-term outcome, as is well known even for infectious 
diseases, including SARS-CoV-2 for which the socioeconomic determinants are 
indistinguishable from average all-sources mortality [18]. The paradigm assuming 
a specific cause and discrete symptom pattern has proven to be generally inadequate 
when extended to conditions in which there are multiple heterogeneous causal fac-
tors and biopsychosocial influences on vulnerability and resilience; it is inadequate 
because evidence-based treatments, which are based on the standard of average 
differences between groups, yield weak and inconsistent benefits that are similar for 
diverse evidence-based or alternative treatments [19]. Consequently, a biopsychoso-
cial approach is needed for health promotion, disease prevention, and treatment of 
complex disorders that are strongly influenced by the unique characteristics of a 
person, including their personality, lifestyle, and socioeconomic conditions 
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[20–23]. Evidence that the paradigm for discrete diseases with specific causes is 
inappropriate as a general model in medicine is provided by the resulting dehuman-
ization and monetization of disease care and the chronic underfunding of health 
promotion and disease prevention, which are the fundamental basis for the burn-out 
crisis, the high prevalence of people with multiple chronic diseases, and the weak 
and inconsistent results obtained from depersonalized evidence-based treat-
ment [24].

Put another way, health and well-being are more than the absence of disease, and 
so they need to be addressed in a person-centered way as complex biopsychosocial 
processes. To promote well-being and prevent complex biopsychosocial disorders, 
rather than attacking a pathogen or correcting an injury, it necessary to help the 
person learn to live more healthily and harmoniously with people, other living 
organisms, and the world as a whole. The ill person has a proactive, emotionally 
intelligent, and creative role to play in their own recovery, but that recovery also 
depends on the quality of the milieu and the community in which a person lives and 
works, including variables that are biological (e.g., pollution, environmental toxins, 
climatic extremes), psychological (e.g., personality, emotional intelligence), social 
(e.g., socioeconomic inequity, alienation), and spiritual (e.g., respect for self- 
transcendent values, autonomy).

Human well-being, as well as resilience and recovery from disease, depend on 
self-regulation (intrapersonal awareness), cooperation (interpersonal awareness), 
and creative imagination (transpersonal awareness), which may be described in a 
variety of terms. For example, intrapersonal awareness can be described as self- 
directedness or adaptive coping strategies (viz., being purposeful and responsible), 
interpersonal awareness as cooperativeness or emotional intelligence (viz. being 
helpful and empathic), transpersonal awareness as self-transcendence or intuitive 
insight and intersubjectivity (viz. altruistic and contemplative) [25]. When the intra-
personal, interpersonal, and transpersonal aspects of human intelligence are under-
developed or impaired, individuals become highly vulnerable to burn-out [25–27] 
and their communities become vulnerable to social injustice, which jointly lead to 
increased mortality, multiple chronic diseases, mental disorders, and social distrust 
in individuals and their communities [28–30].

In what follows we will describe how to promote well-being (which is associated 
with self-transcendence, emotional intelligence, and engagement) and to overcome 
ill-being (which is associated with immoderate self-interest, emotional reactivity, 
and burn-out). This requires a deep understanding of the interaction of multiple 
biopsychosocial processes underlying health and well-being.

42.2  What Is Burn-Out?

Contemporary industrial societies tend to disparage the value of self-transcendence 
in favor of individualism, competition, and consumption, even when that is unsus-
tainable and unhealthy [31, 32]. As a result, contemporary societies have become 
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highly dehumanized and monetized like businesses, including health care, but also 
government, education, science, the arts, sports, social media, marketing, and agri-
culture [33]. The treatment of disease and injury has become a business aligned with 
industries that prioritize profit over the well-being of people with little or no com-
mitment to social justice, as has occurred around the world extensively during the 
past four decades (i.e., since the time of Reagan in the USA and Thatcher in the UK 
when burn-out began to be rise in prevalence) [34–36]. Then, because the main 
desire of owners and corporate administrators is financial gain, the people in the 
hired workforce are more and more often viewed as replaceable automatons whose 
health and human values are regarded as a costly nuisance and source of ineffi-
ciency [37–39]. Physicians are often designated as RMUs (replaceable medical 
units) for planning and program development by hospital administrators, which is 
intentional depersonalization in action. Likewise public health promotion and dis-
ease prevention are undervalued and chronically underfunded at every level of orga-
nization (local, national, and international) because it is not a means for private 
profit. Medical education, training, and practice are typically reduced to focus on 
treatment of separate diseases and organs, rather than taking an approach that rec-
ognizes the importance of the whole person in an extended psychosocial and eco-
logical context.

Burn-out among physicians, nurses, and other health care professionals has 
become highly prevalent under these dehumanized conditions. Prevalence estimates 
are predominantly in the range of 40 and 60% in health care professionals in sys-
tematic reviews of surveys around the world [40, 41]. According to the Maslach 
Burn-out Inventory, which is used in more than 80% of surveys, burn-out is charac-
terized by emotional exhaustion (reduced vigor), feelings of dehumanization 
(depersonalization, lack of community), and lack of accomplishment and fulfill-
ment (inefficacy) (Table  42.1) [43, 44]. The development of burn-out has been 
attributed to several drivers that may contribute to lack of engagement and meaning 
in work, including impaired work-life balance and integration, lack of social sup-
port and community at work, a lack of influence, control and flexibility at work, 
pressure from workload and job demands, and lack of needed resources for safety, 
efficiency, and efficacy [45, 46]. In particular, the work environment and relation-
ships are crucial for fostering cooperation, empathy, and shared values [47, 48].

For example, the correlations among the three aspects of the Maslach Burn-out 
Inventory and perceived features of the work environment using the Psychological 
Climate Inventory in health care workers at a University Medical Center in Bulgaria 
is summarized in Table 42.2 [22, 26, 27]. These results indicate that the strongest 
contributors to burn-out in health care workers are related to pressure felt from 

Table 42.1 What is burn-out according to the Maslach Burn-out Inventory? [42]

Three Aspects of Burn-out Descriptors

Emotional exhaustion Tired, drained, exhausted, unenthusiastic
Dehumanization/depersonalization Cynical, callous, treating others as objects
Low sense of accomplishment Dissatisfied, unfulfilled, having no influence
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Table 42.2 Correlation between aspects of burn-out and health care workers’s perceived work 
environment in 302 medical center staff, Plovdiv, Bulgaria [27]

Perceived work 
environment

Emotional 
exhaustion

Callousness (social 
alienation)

Sense of 
accomplishment

Autonomy 0.36
Cohesion −0.15 0.20
Trust −0.17 −0.20 0.22
Pressure 0.46 0.27
Support −0.22 −0.18 0.26
Recognition 0.14
Fairness −0.18 0.21
Innovation −0.15 0.22

heavy work demands (r = 0.46 with exhaustion), lack of autonomy (r = 0.36 with 
low sense of accomplishment), and several indicators of a lack of communal rela-
tionships (low cohesion, support, trust, and fairness).

However, individuals vary in their susceptibility to the stressors that lead to burn- 
out. Specifically, burn-out has been found to be lower in health care workers with 
resilient personality profiles characterized by high Self-directedness, high 
Persistence, and low Harm Avoidance in samples from the Europe, Australia, and 
USA [26, 49, 50]. High risk of burn-out occurs in individuals who are fragile (i.e., 
low in Self-directedness, high in Harm Avoidance, and low in Persistence) or per-
fectionistic and worried (i.e., low in Self-directedness, high in Harm Avoidance, and 
high in Persistence), as described in Table 42.3. More generally, the strongest pre-
disposition to well-being regardless of stress is a combination of a creative character 
profile (i.e., high Self-directedness, Cooperativeness, and high Self-Transcendence) 
and resilient temperament traits (particularly high Persistence and low Harm 
Avoidance) [9, 11, 51].

Of course, the personality and environmental variables that protect against burn- 
out vary for different physicians in different situations. For example, general practi-
tioners who seek rural practice are typically more venturesome (i.e., higher in 
Novelty Seeking) and confident (i.e., lower in Harm Avoidance) than those in urban 
settings [52]. Female general practitioners are typically higher in Cooperativeness 
(i.e., helpful, empathic) and Reward Dependence (i.e., sociable, value close friend-
ships) than male general practitioners, as is true in the general population [52]. 
Accordingly, it is understandable that female physicians working in rural practices 
report that they need strong social support networks to maintain healthy work-life 
balance [53]. They emphasize the importance of careful selection of their life part-
ner and practice partners, and the importance of negotiating a work contract that is 
consistent with their own values, practice style, and family life. The one thing that 
consistently sustained female rural physicians was the close and meaningful rela-
tionships they formed with their patients and their families [53]. The example of 
rural female physicians illustrates that a person-centered approach that recognizes 
the goals and values of each person is essential to health promotion.
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Table 42.3 Descriptors of high and lower scorers on scales of the Temperament and Character 
Inventory (TCI) [3]

TCI scales TCI subscales High scorers Low scorers

Novelty seeking NS1 excitability Exploratory Reserved
NS2 impulsivity Impulsive Rigid
NS3 extravagance Extravagant Thrift
NS4 disorderly Rule-breaking Orderly

Harm avoidance HA1 pessimism Pessimistic Optimistic
HA2 fearfulness Fearful Risk-taking
HA3 shyness Shy Outgoing
HA4 fatigability Fatigable Vigorous

Reward 
dependence

RD1 sentimentality Sentimental Objective
RD2 openness Warm Aloof
RD3 attachment Friendly Detached
RD4 dependent Approval-seeking Independent

Persistence PS1 eagerness Enthusiastic Hesitant
PS2 hard-working Determined Spoiled
PS3 ambition Ambitious Underachieving
PS4 perfectionism Perfectionistic Pragmatic

Self-directedness SD1 responsibility Responsible Blaming
SD2 purposefulness Purposeful Aimless
SD3 resourcefulness Resourceful Helpless
SD4 self-acceptance Unpretentious Pretentious
SD5 self-actualizing Self-actualizing Unfulfilled

Cooperativeness CO1 social tolerance Tolerant Prejudiced
CO2 empathy Empathetic Self-centered
CO3 helpfulness Considerate Hostile
CO4 compassion Forgiving Revengeful
CO5 conscience Principled Opportunistic

Self-transcendence ST1 self-forgetfulness Engaged Self-concerned
ST2 transpersonal 
identification

Joyfully connected 
altruistic

Separate 
individualistic

ST3 spiritual acceptance Faithful Skeptical
ST4 contemplation Contemplative Conventional
ST5 idealism Idealistic Cynical

In addition to individual personality traits and the psychological climate of orga-
nizations, well-being is dependent on what is happening in our communities and the 
world more broadly because individual well-being depends on the collective social, 
cultural, and ecological climate in which we live. The conditions causing burn-out 
in health professionals are a pervasive societal and global problem that is not limited 
to medicine and health care. Most institutions in contemporary societies have been 
monetized and dehumanized with the increasing industrialization of society around 
the world. For example, contemporary education focuses on preparing workers with 
knowledge and skills to get a job and then work in a dehumanized and monetized 
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society, rather than encouraging a love of learning and discovery, appreciation for 
the values and meaning expressed in humanistic culture and art, the ability to think 
creatively, and other opportunities to cultivate character strengths. To get a job, 
many people become expendable employees who can be purchased like an imper-
sonal object without long-term commitment or benefits. Leaders in government 
become biased to support special interests by their dependence on contributions for 
election, rather than devoting themselves to their meaningful and moral duty to do 
what is good for public well-being [54]. Disinformation is promoted in media 
owned and controlled by special interests with little or no enforcement of social 
duty for public well-being. Drugs are developed primarily depending on what is 
most profitable in the judgment of marketers, not scientists and physicians, and 
review of safety and efficacy in some countries like the USA is by an agency that is 
highly dependent on funding by the industry being reviewed. At the same time inex-
pensive psychological, physiological, natural, pharmacological, and procedural 
remedies, such as acupuncture and herbal remedies, are criticized as not evidence- 
based even after many decades or centuries of beneficial use, and minor variations 
are introduced to drugs to extend patents in order to keep profits high with little real 
benefit to the public. Public health infrastructure is chronically under-funded so 
there is minimal investment in preventive medicine and health promotion. Pressure 
and financial influence is exerted by ultra-wealthy individuals to privatize health 
care services in ways that further socioeconomic inequity despite our undeniable 
knowledge of the socioeconomic determinants of health [18].

Health professionals who feel disengaged, alienated, and burned-out have 
increased risk for making medical errors in patient care, lower patient care quality, 
lower patient satisfaction ratings, reduced productivity, higher job turnover, and 
high rates of divorce, depression, substance abuse, suicide, and higher level of job 
turnover [55–59]. Their functional impairment stands out in society mainly because 
they have been selected for their intelligence, persistence, and commitment to serv-
ing others and because their impairment is costly. They have the strengths to be high 
in well-being, but when they burn-out in toxic environments, most attention is 
focused on trying to enable them to cope with toxic environments with dehuman-
ized values and priorities rather than humanizing the work environment. In other 
words, there is an effort to increase their individual resilience, but there has been 
little attention to increasing the self-transcendence of people in all aspects of the 
health care field, perhaps because self-transcendence is the spiritual aspect of human 
character and is systematically devalued in materialistic societies.

Nevertheless, according to Maslach and Leiter,

Burn-out is an index of the dislocation between what people are and what they have to do. 
It represents an erosion of the value, dignity, spirit, and will -- an erosion of the human soul. 
It is a malady that spreads gradually and continuously over time, putting people into a 
downward spiral from which it is hard to recover [44].

We agree with the assessment that burn-out is an erosion of intrinsic dignity, 
spirit, or soul of a person. In other words, it is a failure to provide the living condi-
tions appropriate for human nature, which are needed for health and well-being. The 
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strengths that need to be cultivated to assure that a person can both shape and adapt 
to the conditions needed for well-being have been described as the creative charac-
ter profile, which is comprised of strong development of self-directedness, coopera-
tiveness, and self-transcendence, as described more fully later [9–11, 31]. However, 
we disagree with their pessimistic assessment in 1997 that it is hard to recover from 
burn-out. Since that time, much has been learned in psychology and person- centered 
medicine about how to empower the cultivation of character strengths and well-
being because the basic underlying mechanisms have been uncovered [9–11, 31]. 
The early phases of burn-out can be recognized and addressed in a person- centered 
way that promotes well-being, which is beneficial for individuals, health care orga-
nizations, and society in general [22, 45].

42.3  What Are the Basic Processes for Professionals’ 
Empowerment of Health and Well-Being?

Until recently efforts to empower well-being and overcome burn-out relied upon 
efforts to educate people to improve their work-life balance, increase their resilience 
to stress and lack of control, and sometimes efforts to strengthen the sense of com-
munity and trust at work by greater social support and provision of employee advo-
cates and resources, and sometimes to address their religious or spiritual needs and 
values [45]. These efforts correspond to the major contributors thought to drive 
burn-out and impair well-being. Unfortunately, such efforts tended to shift respon-
sibility for change and adaptation to the individual employee and to maintain the 
monetized and dehumanized cultural priorities of the workplace that are the crux of 
problem. Introduction of employee advocates as supports and provision of resources 
to help employees cope did not alter the basic values and priorities of the medical 
workplace or the extended society. For example, the electronic health record (EHR) 
may be beneficial in administration of coordinated care across specialties, automat-
ing patient workflow, monitoring and encouraging compliance with algorithms 
designed to guide and standardize decisions about care, and monitoring productivity 
and efficiency. However, EHRs have nearly all been designed with minimal consul-
tation with practicing physicians about how they work, and EHRs place a heavy 
clerical burden on providers to enter data [60]. In fact, there are renewed efforts to 
use clinical megadata to design algorithms using artificial intelligence to guide deci-
sion making, which directly undermines the autonomy of physicians and respect for 
their expertise and their unrivaled capacity for person-centered and practical wis-
dom compared to any deterministic algorithm for changing conditions and people 
with unique characteristics and values [61]. In addition, EHRs please bureaucrats 
but lack a personalized account of personal information that distinguishes one per-
son from another in their history and treatment. The person-centered care of indi-
viduals cannot rely only on past differences between the averages of groups (the 
standard of evidence-based medicine, which is only adequate for clinically 
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homogeneous diseases with a single cause) because averages are not an adequate 
basis to guide treatment of any individual person. Consequently, what is convenient 
for bureaucratic audits and business administration to encourage standardization of 
practices devalues the autonomy and expertise of highly trained professionals and 
produces suboptimal and depersonalized health care.

Individual recipients and providers of care are also not interchangeable or 
expendable because there is value in continuity of person-centered care for both the 
recipients and providers of that care. The quality of working relationships is often 
the major predictor of clinical outcomes, particularly in general practice and non- 
procedural specialties. Likewise, it is disheartening to the human nature of health 
care providers to recognize that administrative decisions in medical programs are 
often prioritized by what is profitable rather than what improves equitable access to 
care and the quality of life of people and/or reduces the long-term burden of disease. 
Providers in procedural specialties, such as surgeons, are often paid much more than 
providers in less lucrative but time-intensive fields, like family practice and pediat-
rics. The attempt to managing health care by profit-driven and competitive business 
principles has failed to control costs or to improve the quality of care, but monetiza-
tion has precipitated a burn-out crisis in which most health care providers are suf-
fering from burn-out, retiring early, and would not recommend a career in health 
care to their children because the dehumanized health care environment is consid-
ered as toxic to human nature. That is what Maslach and Leiter [44] meant by 
describing burn-out as an index of the dislocation between “what a person is and 
what they do”. This basic discrepancy is not addressed by higher pay or provision 
of support and skills so that health care workers become less sensitive or more toler-
ant of a monetized and dehumanized milieu that does not fulfill the needs of their 
human nature to serve others with compassion, flexibility, and expertise.

The toxicity of the health care environment is not unique. Burn-out is frequent in 
most workers in other fields also, so that some skeptics recently have suggested that 
burn-out is an unavoidable fact of life. We suggest that burn-out is a consequence of 
the maladaptive habits, goals and values of persons and societies that prioritize self- 
interest over self-transcendence by emphasis on insatiable desires (such as seeking 
ever-greater individual wealth, power, fame, and consumption) rather than the ful-
fillment and meaning that derives from serving others with self-transcendent values, 
flexibility, and creative awareness.

Therefore, to empower people to flourish in well-being and to overcome rather 
than manage their burn-out, we must appreciate what is unique about human nature. 
Recent studies of human personality and learning confirm the insights of ancient 
wisdom traditions about the nature of the path to well-being [5, 6, 9–11, 62]. 
Specifically, modern humans have a unique capacity to integrate self-control and 
self-awareness so that they can self-regulate their habits, emotions, goals, and val-
ues coherently, which promotes their health and well-being through self- 
actualization. Furthermore, the intersubjective awareness of Homo sapiens (literally, 
wise man) allows them to palpably feel their connection with other people and 
nature, which allows them to distinguish between self and other while consciously 
identifying with other people and nature. Together these capacities allow a person to 

42 Empowerment of Health Professionals



712

develop in their health and well-being by cultivating self-awareness and intersubjec-
tivity with flexibility, creativity, and prosocial values. On the other hand, the healthy 
expression of human self-awareness can be impaired under toxic conditions, as in 
response to fear, inequity, neglect, or violence. Social norms in monetized and dehu-
manized societies may interfere with the cultivation of natural human capacities and 
needs to serve others, to let go of fighting, and to grow in awareness of our connec-
tions with other people and nature. Consequently, to flourish in health, a person 
needs to understand their own processes of thought and to cultivate coherence 
among their habits, goals, and values.

The genetic basis for modern human awareness depends on RNA genes that 
regulate the expression of protein-coding genes in three distinct systems of learning 
and memory: habits, intentionality, and self-awareness [9, 11]. The three genotypic 
systems for human personality evolved in a cumulative stepwise manner. The most 
primitive arose in monkeys and apes about 40 million years ago and is responsible 
for emotional reactivity. Specifically, it regulates impulses, learning habits, social 
attachment, and conflict resolution. Less than two million years ago, the second 
network emerged in a common ancestor of Neanderthals and modern humans, 
enabling the regulation of intentional self-control, that is, self-direction and coop-
eration for mutual benefit. Finally, about 100,000 years ago the network of creative 
self-awareness emerged in behaviorally modern humans with a capacity for narra-
tive art, science, and spirituality.

These new findings uncover the basic mechanisms required for promoting 
healthy personality development and, remarkably, physical, mental, and social well- 
being. It turns out that a healthy personality is the foundation for all aspects of well- 
being in general because it provides the regulatory processes by which we learn to 
integrate our habits, goals, and values so that they are congruent, reasonable, and 
beneficial for ourselves, others, and the world in which we live. The genes for per-
sonality are nearly all expressed in learning circuits in the brain, and about 70% of 
them are also expressed in nearly all the other organ systems of the body (see 
Fig. 42.1) [9].

C. R. Cloninger et al.



713

F
ig

. 4
2.

1 
R

eg
io

ns
 o

f 
bo

dy
 in

 w
hi

ch
 9

72
 g

en
es

 a
cc

ou
nt

in
g 

fo
r 

ne
ar

ly
 a

ll 
th

e 
he

ri
ta

bi
lit

y 
of

 h
um

an
 p

er
so

na
lit

y 
ar

e 
ex

pr
es

se
d 

[9
]

42 Empowerment of Health Professionals



714

42.4  Practical Methods for Promoting Well-Being

Prospective studies indicate that the cultivation of self-transcendence and well- 
being involves the dynamic interplay of three processes: the awakening of plasticity 
(i.e., being able and willing to change), virtue (i.e., having intuitive insight into what 
is good for a person’s self and others), and creative functioning (i.e., being innova-
tive, responsible, and kind so that our habits are congruent with our goals and val-
ues) [5]. The cultivation of self-transcendence by these three processes describes the 
essential features of the path to a life that is healthy, happy, and good.

Plato represented the process of cultivating well-being by his metaphor of the 
charioteer and other related metaphors (Table 42.4) [63]. In Plato’s metaphor, the 
charioteer guides the chariot pulled by an obedient white horse and an unruly black 
horse. Plato’s charioteer symbolizes the integrated intelligence and intuitive insight 
of Reason, which strives to do what is good and prudent. Reason is more than logi-
cal analysis from axioms and observations, both of which may be wrong or biased: 
Reason corresponds to the wise insight and judgment of awakened self-awareness 
of someone with a creative character profile. A person with a creative character 
profile is high in Self-directedness (resourceful, purposeful, self-accepting, respon-
sible, and self-actualizing), high in Cooperativeness (tolerant, helpful, empathic, 
principled, and compassionate), and high in Self-Transcendence (i.e., idealistic, 
self-forgetful, joyful from identifying with others, contemplative, and spiritual). 
The unruly black horse represents the appetites, which are a person’s undisciplined 
emotional drives and hypersensitivities; the appetites correspond to the emotionally 
reactivity of a person with little character development (i.e., emotionally labile, 
hypersensitive, impulsive, undisciplined). The obedient and courageous white horse 

Table 42.4 Plato‘s 3 aspects of human functioning in relationship to their temperament and 
character components and to virtue and vices

Appetites (Epithumia) 
(HA, NS, RD)

Feelings/dedication 
(Thumos) (SD × PS × ha)

Reason/insight 
(Logistikon) 
(SD × CO × ST)

Chariot 
Metaphor 
(Phaedrus)

Black Horse White Horse Charioteer

Body Metaphor 
(Timaeus)

Gut Heart Head

Class in Society 
(Republic)

Self-interested 
Merchants and 
Producers (lovers of 
gain)

Courageous and Noble 
Soldiers (lovers of honor)

Philosophical Rulers 
(lovers of wisdom)

Desires self-gratification Preservation of order and 
values

Practical Wisdom and 
the good life

Outstanding 
Virtue

Moderation Fortitude Prudence

Vices Greed Gluttony Lust Sloth Wrath Envy Folly Arrogance
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corresponds to the fortitude of a person with high persistence and determination to 
intentionally control their goals and habits by following the guidance of Reason. 
Fortitude corresponds to the joint interaction of the TCI traits of Persistence (PS, 
i.e., vigorous, eager to work, determined) with Self-directedness and low Harm 
Avoidance (HA, i.e., calm, optimistic, outgoing), which creates both flexibility and 
resilience. This is a dynamic process in which each aspect of temperament and 
character has an interactive role on the path to well-being by means of promoting 
virtue, creative functioning, and plasticity [63].

How are these mechanisms applied in practice with individuals, organizations, 
and communities? The work must begin in the individual person and be carried out 
in conditions that permit consistent coherence in habits, goals, and values. The 
notion that “practice makes perfect” is perhaps no truer than in the domains of 
health care and well-being. The philosopher Will Durant explained, “We are what 
we repeatedly do. Excellence, then is not an act, but a habit [64].” There may also 
be gifts of grace and inspiration that inspire us, but to put virtue into action we must 
cultivate and practice it repeatedly so that it becomes second nature to us. This is the 
process of self-actualization, which requires the awareness of what we really value 
from introspection and contemplation, and persistence in intentionally practicing 
what we value, so that it becomes a strong and spontaneous habit. This is the role of 
cultivating fortitude, which, as previously mentioned, can be represented by 
Persistence serving as a bridge between Reason and the moderation of unruly and 
selfish appetites in Plato’s Charioteer metaphor. Consequently, we must avoid activ-
ities and experiences that are incompatible with our human nature and values, as is 
unfortunately happening often in commercialized society.

Furthermore, good habits do not arise without growth in awareness (e.g., by cul-
tivating Reason to develop a creative character). One way a person’s awareness can 
increase is through contemplative experiences, which can help a person examine 
their own thinking and make conscious what was previously unconscious. Another 
related way is to cultivate union with nature by activities like gardening, nature 
walks, or other ways of heightening awareness of our inseparable connections with 
the natural world. Such enhanced awareness can be described as mindfulness when 
it helps a person to let go of judging and blaming by recognizing what biases their 
perceptions and thereby understanding the processes of their thought [3]. Increasing 
awareness also leads to self-transcendence by increasing the range of our existential 
experiences as described by existential philosophers like Heidegger (participation 
in Being, which encompasses both the objective and subjective aspects of what 
exists). Thus, a self-transcendent perspective enriches a person’s vision and under-
standing of what has value and meaning by facilitating identification with all that 
exists while retaining awareness of our individuality.

The outlook of a person with a creative character still needs to be actualized by 
intentionally expressing their values in their actions with perseverance. However, 
the TCI trait of Persistence is a component of the habit system itself. It measures the 
Partial Reinforcement Extinction Effect (PREE), which results in greater persis-
tence (i.e., resistance to extinction) of behaviors that are only intermittently rein-
forced (i.e., that initially are successful only occasionally) compared to behaviors 
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that are initially continuously successful [65, 66]. People who are persistent are 
described as hard working and determined, but persistence and other habits are 
blind—they are done automatically without any awareness of the value or long-term 
consequences. For example, active alcoholics who are highly persistent in their hab-
its are highly likely to continue their alcohol abuse, but once they get sober, they are 
also highly likely to remain abstinent [67]. Physicians required to use an EHR will 
gradually adopt the embodied perspective that prioritizes compliance with bureau-
cratic requirements and recommendations for the average case with a particular 
diagnosis, even though the boundaries of diagnoses are fuzzy and subjects with a 
particular diagnosis vary greatly in their symptoms, treatment needs, and values. 
Consequently, to develop well-being and health-promoting habits, people need to 
inform their intensions with the guidance provided by the good intuitive insight and 
judgment of Reason while respecting the freedom and dignity of each person to act 
autonomously.

Accordingly, when people are seeking to find healthier and more satisfying ways 
to live, we have found it beneficial to begin the process with two steps. The first is 
to observe and reflect on their own personality by completing the Temperament and 
Character Inventory, which is a comprehensive and reliable self-report personality 
test with well-documented genetic, neurobiological, psychosocial foundations, and 
spiritual foundations [11, 68, 69]. This helps a person to be aware of how various 
components of their personality may contribute to their strengths and vulnerabili-
ties. If they desire to change their way of living to better reflect what they value, we 
may next encourage them to practice living in ways similar to those of people with 
creative characters (that is, who are high in Self-directedness, Cooperativeness, and 
Self-Transcendence) as an initial experiment. For example, it is often beneficial for 
people to practice acts of love, hope and faith, much as is described in positive psy-
chology with acts of kindness or gratitude, because this stimulates people to realize 
what they personally value. More generally, we encourage people to explore what 
they value through reflection and meditation on the subject, and to consider how 
much they act on what they value most in their daily lives. Contemporary lifestyles 
have often put too much emphasis on things we value the least to the detriment of 
what we value the most. It is essential for our own well-being, therefore, to practice 
activities that most, if not all people, find effective for cultivating the expression of 
virtue in their lives. These virtuous and health-promoting practices are broadly 
described as (1) working in the service of others (e.g., practicing acts of kindness, 
which expresses an understanding of love), letting go (e.g. letting go of resentments 
and fights with one’s self and others, which expresses an understanding of hope), 
and growing in awareness (e.g., acts of faith about what is not tangible or objec-
tively proven, such as meditation to cultivate serenity, mindfulness, insight and 
impartial judgment, which express an understanding of faith and humble acceptance 
of the imperfection of the human condition) [3]. In addition, it is helpful to teach 
most people about the processes of thought so that they can be more aware of what 
biases our perceptions, intentions, and values, and thereby interferes with their 
functioning.
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The third crucial component of the path to well-being is plasticity (i.e., the capac-
ity for change) [19, 70]. Recall that our genetic research showed that the genes for 
human personality are over-expressed in nearly all the tissues and organs of the 
whole body, not just in the brain (Fig. 42.1). It should not surprise anyone, conse-
quently, that coherent living requires plasticity of a person’s whole being, including 
fluidity and resilience of the body, flexibility and creativity of thought, and freedom 
of will (i.e., detachment from selfish desires and maladaptive habits). To follow the 
dictates of our inner voice and conscience, we must be free and flexible in putting 
that inspiration into action [63, 71]. Put another way, in order to practice living in a 
healthy, satisfying, and virtuous way, we must have the insight to recognize what is 
good and the plasticity to change what is not good for ourselves and others. When 
we start a process of self-actualization, we may encounter frustration when trying to 
do something that we are not yet skilled at doing, so we need to learn to accept that 
humbly and cheerfully as an unavoidable aspect of the self-actualization process. 
Success in acquiring a new skill has been shown to generalize to hopeful attitudes 
in other aspects of our life [72, 73]. Awakening our awareness of the body by health- 
promoting self-care and exercises promotes self-respect, resilience, and improved 
self-regulation of emotions. Rather than holding onto old habits, customs, and tradi-
tions, we begin to function more flexibly and creatively, like a trapeze artist who 
must let go of the bar behind her in order to be free to grasp the bar ahead.

Overall, the path to well-being is a path of self-transcendence in which there is 
dynamic interplay by which virtue inspires creative thinking, and plasticity allows 
its free expression. Empirically, in prospective studies we have found that the initial 
personality characteristic that leads to the most change in personality is high Self- 
transcendence; there are additional contributions from high Persistence and Novelty 
Seeking [32]. Self-Transcendence and Persistence are also positively correlated 
with nearly all character strengths and virtues, as expected from their expected roles 
in the cultivation of virtue that we have described. Large-scale randomized con-
trolled trials of our recommended methods for promoting well-being show benefit 
of promoting health in ways that are attentive to the physical, mental, social, and 
spiritual aspects of human well-being [74, 75].

42.5  How Can Medicine Regain Its Person-Centered Values 
and Practices?

Ultimately, each of us must look within ourselves to listen to the “small quiet voice” 
within us to know what we value, to know what gives us a sense of coherence, 
meaning, purpose, and satisfaction [3, 70]. Each of us must personally discover 
what we really value for our actions to be authentic and persistent. In wellness 
coaching or person-centered medicine, we validate every person’s ability to know 
their own self, we encourage them to explore what they value through contempla-
tion and direct experience, and then we help them consider how to implement their 
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own intentions in practice with compassion for all, so that everyone can eventually 
have many opportunities to grow in self-transcendence and well-being [70].

In contrast, contemporary medicine is experiencing a crisis of burn-out because 
health care has been monetized by industries who prioritize profit, efficiency, and 
bureaucratically regulated standards over the principles of person-centered medi-
cine and over the expert insight and judgment of health care professionals who are 
attentive to the unique characteristics of individual persons and strive to identify 
treatments that are most beneficial for a particular person. In addition, contempo-
rary medicine in many countries is impaired by its inadequate commitment to 
person- centered medicine and equitable health care [54]. The pervasive discrepancy 
between healthy human nature and how health care is currently being done cannot 
be changed by fiat or persuasion because few of the contemporary leaders with 
authority are motivated to listen.

However, the resistance of materialistic people in positions of authority to a 
person- centered workplace is out of step with the direction of cultural evolution [76, 
77]. Most people born after the late 1970s are post-materialists who are described 
as culturally creative because of their active protest and dedication to egalitarian, 
communal, and self-transcendent values [78], which are crucial for optimal human 
well-being [11, 31]. Consequently, one could expect that a renewal of person- 
centered medicine would occur ultimately because the current dehumanized sys-
tems are unsustainable and will fail. Meanwhile, each individual health care worker 
will need to cultivate their own well-being using the principles that have now been 
well-documented in objective ways that confirm long-respected traditions 
of wisdom.

Individuals are not separate, so materialistic or dualistic models of burn-out, as 
described elsewhere [45], are inadequate [6]. To be healthy, we really need to culti-
vate an outlook of unity because we are interdependent social, cultural, and ecologi-
cal beings. As we progress along the path to well-being, we will find like-minded 
people with whom to work. We cannot rely upon dysfunctional systems with self- 
defeating values to promote our health until those systems are fundamentally trans-
formed. For our own health and well-being, as much as we can, we must minimize 
our interactions with the many segments of health care systems whose effects are 
toxic because their basic values are dehumanized. When possible, leadership can 
promote person-centered values in communities or regions, as is being done in 
South America by many people in organizations aligned with the principles of 
person- centered medicine. (https://www.personcenteredmedicine.org/doc/2019- 
Lima- Declaration.pdf). Likewise, local training centers can foster health- promoting 
person-centered practices and values [53]. In this way, health care workers can 
become more aware of who they are, what they value, and how they can serve one 
another in ways without fighting or submission to practices inconsistent with who 
they are and what they value. Put simply, the contemporary lifestyles and working 
environments that have led to the burn-out crisis in health care professionals and 
many other people around the world have put far too much emphasis on things of 
little value for health and happiness. Consider why rich and powerful elites are so 
often unhealthy and insatiable in their desires: their outlook on life is filled with 
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false vanity masking their fears and immoderate desires. We can consider their 
plight with compassion and patience from a distance rather than following or strug-
gling with them, and then we can be ready to help them when they eventually fail. 
It is essential for our own well-being, therefore, to practice activities that people 
truly value most in their lives, such as loving service to others, letting go of fights 
and worries, and cultivating self-transcendence by growing in awareness.

42.6  Conclusions

The empowering of health professionals in the present chapter is based on the pro-
motion of well-being and overcoming burn-out. They are predicated on both the 
cultivation of each person’s well-being and the reorientation of health systems to 
contribute to the full well-being of their health professionals, as they also must do 
for the patients and communities they serve.

The principles of well-being appear to be scale-free because they are based on an 
outlook of unity and harmony characterized by love, hope, and faith. They apply at 
every level of organization from individual to family, community, state, world, and 
the universe. We need health care systems to be integrated across multiple levels to 
respond to the needs of people throughout every aspect of their lives, while deliver-
ing care in ways that respect diverse local resources and values [54]. The point is not 
to force a person-centered approach on anyone, but to facilitate its implementation 
at the individual and system levels. It is posited that such approaches would dimin-
ish dehumanizing practices and lead to greater well-being among human beings 
from the individual to the society and international levels. Creative personal initia-
tives and solidarity at all levels seem to be crucial elements for individual and col-
lective well-being, which must be based on personal freedom and responsibility, 
social trust, community development and ecological sustainability.
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