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Foreword

Our grandchildren will be astonished to learn that there was a time not 
so long ago when it was widely assumed that patients had no knowledge 
of anything of relevance to their healthcare. All medical knowledge rested 
with doctors, it was believed, and patients were expected to listen politely 
and follow the doctor’s instructions unquestioningly. Those assumptions 
of medical superiority and passive obedience are largely behind us now, 
thank goodness, though pockets of resistance remain.

Meanwhile those of us who care about these things have set our sights 
higher, aiming for a world in which the knowledge and capabilities of 
patients, their families and communities are recognized as essential 
underpinnings of a high-quality health service. We start from the firm 
belief that patients are uniquely knowledgeable about their values and 
preferences, their social circumstances and milieu, and their own experi-
ences of health and illness. This tacit knowledge is hugely valuable. It is, 
or should be, the basis for selecting appropriate treatments, for effective 
management of long-term conditions, for preventing ill-health and 
avoiding recurrence, for designing and redeveloping health services, and 
for shaping health policy. Those with ambitions to improve population 
health should value and build on these assets, not ignore them.

Self-care is the most prevalent form of healthcare. As children we learn 
from our parents how to monitor our health and cope with minor ill-
nesses and we often manage to do this without recourse to professional 



vi Foreword

help. Indeed, we spend far more time looking after ourselves and our 
families than in direct contact with health professionals. With no formal 
training or preparation for this role, we may need to seek advice and sup-
port, but the popularity of media reports on diseases and treatments is 
evidence of how keen we are to learn more. Nowadays patients expect to 
be told about their treatment options and be involved in decisions about 
their care. They hope clinicians will recognize their strengths and capa-
bilities, not just their vulnerabilities. Treat us like intelligent individuals, 
not just collections of body parts, is a common refrain. The chapters in 
this book underscore the importance of this—evidence is mounting that 
personalizing care and giving patients greater control leads to more effec-
tive self-care, improved professional practice and better health outcomes.

While patients’ knowledge and activation can make a real difference to 
health experiences and outcomes at the individual level, it is just as pow-
erful when mobilized collectively. We are fortunate that large numbers of 
people are motivated to share their healthcare experiences and use this 
knowledge to press for changes that will benefit all. Many examples of 
collective action are described in this book, some of which were gener-
ated and led by health professionals, while others emerged from patient- 
led organizations. These groups have played a major role in changing 
attitudes and behaviour both at the point of care and at more strategic 
levels. They have campaigned for better, safer, more humane healthcare 
and for improvements in the quality of care delivery. They are motivated 
by a conviction that we have a better chance of transforming health sys-
tems if we work together, combining all our assets to ensure they are 
responsive and sustainable into the future.

This ambition unites the authors of this book. Here you will find 
examples of patient involvement at all levels of healthcare and health 
policy—in individual care, in healthcare facilities, in regulatory processes, 
in education and research, and in policy developments. The chapters 
describe innovative approaches to building and strengthening collabora-
tive partnerships between patients and professionals, showing how these 
are helping to transform healthcare. Inspiring case studies provide practi-
cal illustrations of what it means to work in a different way and the ben-
efits that can ensue. And the editors have ensured that the professional 
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and academic authors practise what they preach, encouraging them to 
work with patient representatives to craft their chapters.

Each of the accounts reminds us how far we have come in the last 20 
years or so. Patient and public involvement is now well embedded in the 
health policies of leading countries, while others are at an earlier stage but 
moving in the same direction. Progress is still patchy and fragile in places, 
but there is clear evidence of cross-fertilization that is helping these ideas 
to spread. Concepts such as shared decision making, personalized care 
planning, experts-by-experience, co-production, patient leaders, 
experience- based co-design and asset-based community development are 
becoming more widely understood. Anyone still flummoxed by these 
terms will find clear descriptions here, together with practical examples 
showing why they are relevant and important.

Yet this is no Panglossian account. The authors are realistic in their 
assessments of the many challenges still to be faced. How to build health 
literacy is one such challenge. While starting from the premise that every-
one can make an important contribution to their health and that of their 
families and communities, it is nevertheless obvious that some people 
need more help than others to play an active role. Lack of basic literacy, 
numeracy and health knowledge skills has a detrimental effect, so devel-
opment of these skills is key to building a healthier society. Even people 
with good basic literacy and numeracy skills may struggle to understand 
and interpret health information in a way that prompts them to act 
appropriately to protect and enhance their health. Tackling low levels of 
health literacy requires well-designed, carefully targeted approaches, but 
it is also important to address the health information needs of the whole 
population. Health literacy ought to be accorded higher priority than 
is the case.

A related problem is how to ensure that improvement efforts take 
account of the diversity of needs and views, especially those in less advan-
taged groups. Many patient activists come from relatively privileged sec-
tions of society. People from more vulnerable groups may not have the 
time or inclination to join committees engaged in what may seem like 
endless meetings to plan improvements. What can be done to ensure that 
the needs and preferences of these “seldom heard” groups are placed at 
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the forefront of improvement efforts? Several chapters touch on this—
readers may find some useful ideas here on how to tackle this conundrum.

Another problem lies in the common tendency to overestimate the 
efficacy of medical care and underplay its limitations. If we are overly- 
dependent on technical solutions to health problems, it’s largely because 
various vested interests—professional and commercial organizations, 
media, politicians and others—have encouraged an over-optimistic view 
of what can be achieved through medical intervention. The risk is that we 
waste time and resources searching for medical solutions to problems that 
are essentially socio-economic in nature. The demand for costly technical 
solutions masks the need for more humane care for those whose health 
problems cannot be fixed and distracts attention from tackling the wider 
determinants of health. Somehow we have to find a way to encourage a 
more sceptical and balanced approach without undermining trust in val-
ued institutions.

Finally, what are the priority issues we’ll be grappling with now and 
into the future? Digital technologies and genomics are already beginning 
to make a difference to the way we access medical advice and manage our 
care. Many of these technologies depend on accessing, linking and shar-
ing personal data. Data-driven systems have the potential to improve 
individual care and build knowledge on better ways to prevent and treat 
illness, but there are legitimate concerns about privacy and how to safe-
guard personal information. How can we encourage innovation that ben-
efits people’s health while maintaining trustworthiness? I don’t know 
what the right answer is, but I’m sure the best way to find out is to involve 
patients right from the outset of these developments.

Oxford, UK Angela Coulter
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of the University of Montréal since 2014 and a strategic advisor at the 
Center of Excellence on Patient and Public Partnership. Among other 
things, she is responsible for managing the expertise of the patient part-
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agement from Montreal’s international business school, Hautes Études 
Commerciales (HEC). Up until 2010, Vincent was an associate in one of 
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Trial Steering Committee. Within the NHS, he is a lay member of the 
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of the School of Partnership at the Centre of Excellence on Partnership 
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quality of care and patient safety in Brittany (CAPPS Bretagne). In this 
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University of Westminster and a postgraduate diploma from Bournemouth 
University. Since 2014 Sandra has been involved in the SHINE project at 
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improve the physical health of people with severe mental illness. Sandra 
has been involved in the co-design of a patient-held physical healthcare 
record, with healthcare professionals. She has also contributed to devel-
oping the project aims and deliverables, process mapping and designing 
health education materials. She was awarded a CLAHRC Improvement 
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Committee on Private Health Insurance and a former member of the 
Australian Commission on Safety and Quality in Health Care’s Australian 
Atlas of Healthcare Variation Advisory Group. Tony is also a board direc-
tor of the Australian Council on HealthCare Standards. He has over 30 
years’ expertise in public policy-making, including the introduction of 
mutual recognition and the establishment of national health and social 
programmes (e.g. Home and Community Care Program (HACC)). 
As a CEO, he has been responsible for multi-million dollar budgets 
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Institute and SA Medical and Health Research Institute, particularly in 
Aboriginal and Torres Strait Islander health. Through this work Tony is 
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exercise and health promotion, and the use of technology to enhance 
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helped pregnant women more effectively use maternity care quality infor-
mation. As an experienced qualitative researcher, Maureen designed large-
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gramme, which centres on Citizen and Patient Engagement in 
Organisational and Health System Transformation, focuses on three 
areas: (1) the contribution of new e- and m-health technologies that 
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the past 13 years, including faculty appointments with the Institute for 



xxx Notes on Contributors

Healthcare Improvement (IHI), the National Institute for Children’s 
Healthcare Quality (NICHQ) and Patient and Family Centered Care 
Partners (PFCCpartners). In 2014, Tara’s work was recognized by the 
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national and international research projects.

Leanne  Wells is the chief executive officer of the Consumers Health 
Forum of Australia. She is a health advocate and service executive with 
over 30 years’ experience in health and social policy, programme and 
service development. Leanne has held executive positions within federal 
government and in national and state non-government organizations. 
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AFD Association Française des diabétiques (French Association of 
Diabetics)

AFDET Association Française de développement et d’éducation 
thérapeutique (French Association for Therapeutic Education 
and Development)

AFM Association française de Myopathie (French Association of 
Myopathy)

AIDES Association française de lutte contre le VIH et les hépatites 
virales

APF Association Française des Familles (French Association for 
Families)

ARS Agence Régionale de Santé (Regional Health Agency)
CAB Community advisory board
CAPPS Coordination pour l’Amélioration des Pratiques des 

Professionnels de Santé en Bretagne (Coordination for 
Improving Practices of Health Professionals in Brittany)

CISS Collectif Inter-associatif Sur la Santé (Inter-Associative Health 
Collective)

CDU Commission des usagers (Users Commission)
CEG RD Commission Expert Group on Rare Diseases
CHF Consumers Health Forum
CLIAS Comité de Lutte contre les Infections Associées aux Soins 

(Committee Against Healthcare-Associated Infections)
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CLAHRC Collaborations for Leadership in Applied Health Research and 
Care

CLAN Comité de Liaison Alimentation Nutrition (Food- Nutrition 
Liaison Committee)

CLUD Comité de Lutte contre la Douleur (Pain Control Committee)
CHMP Committee for Human Medicinal Products
CRO Contract research organizations
UD University Diploma
TEP Therapeutic Education for Patients
EATG European Aids Treatment Group
EC European Commission
EU European Union
EUCERD European Union Committee of Experts on Rare Diseases
EURORDIS European Organisation for Rare Diseases
EMA European Medicines Agency
ePAGS European Patient Advisory Groups
ERN European Reference Networks
ESMO European Society for Medical Oncology
FDA Food and Drug Administration
FAS France Asso Santé
FORAP Fédération des Organismes Régionaux et territoriaux pour 

l’Amélioration des Pratiques et organisations en santé 
(Federation of Regional and Territorial Bodies for the 
Improvement of Health Practices and Organisations)

GEM Groupes d’entraide mutuelle (Mutual Help Groups)
GRAM Groupe de Réflexion Avec les Associations de Malades (Patient 

Group Think Tank)
HAS Haute Autorité de Santé (French National Authority for 

Health)
HTA Health Technology Assessment
HPHT Hôpital, Patients, Santé, Territoire (Hospital, Patients, Health, 

Territory)
INSERM Institut National de la Santé et de la Recherche Médicale 

(National Institute of Health and Medical Research)
IPDS Institut Pour la Démocratie en Santé (Institute for Health 

Democracy)
JARC Joint Action Rare Cancers
JARD Joint Action on Rare Diseases
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MDT Multidisciplinary team
NIH National Institutes of Health
NIHR National Institute of Health Research
NGO Non-Governmental Organizations
OMP Orphan Medicinal Products
PACE The Parliamentary Assembly of the Council of Europe
PACE-ERN Partnership for the Assessment of Clinical Excellence in 

European Reference Networks
PACTEM Patients ACTeurs de l’Enseignement en Médecine (Patient 

ACTors in Medicine Education)
PNSP Programme National Sécurité Patient - National Programme 

for Patient Safety
PREPS Programme de Recherche en Evaluation et Performance en 

Santé (Research Program on Health Evaluation and 
Performance)

RD Research and Development
TRT-5 Traitement Recherche Thérapeutique 5 (Therapeutic Research 

and Treatment 5)
UNAPEI Union Nationale des Associations de parents et amis de 

personnes déficientes intellectuelles (National Association of 
Groups representing Parents and Friends of People with 
Intellectual Disabilities Groups)

UN United Nations
WHO World Health Organization
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1
Introduction

Marie-Pascale Pomey, Nathalie Clavel, 
and Jean-Louis Denis

Built between 1940 and 1970, healthcare systems were structured around 
acute and highly specialized care provided by health facilities. Now, and 
over the last 30 years, needs have considerably changed due to the signifi-
cantly increased prevalence of chronic diseases, which are currently the 
leading cause of morbidity and mortality in western countries (Jeon et al. 
2009; Beaglehole et al. 2011). Patients, in the vast majority of cases, do not 
recover from their illness and face a number of chronic health conditions 
that coexist with acute events. This trend is expected to worsen in the com-
ing years in all countries of the Organisation for Economic Co-operation 
and Development (OECD 2013). In addition, these epidemiological 
mutations result from changes in lifestyles, enhanced self- management 
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from patients, increased accessibility to healthcare professionals and better 
continuity and coordination of care and services (Tinetti et al. 2012; Grady 
and Gough 2014; Clarke et al. 2017). In order to respond to emerging 
challenges, one promising avenue for improving population health and the 
quality of health care and services is to engage patients and their relatives at 
all levels of the health system (clinical, organizational and strategic) (Coulter 
2012; Carman et al. 2013; Richards et al. 2013; Pomey et al. 2015b).

Moreover, in 2013, a few months apart from each other, an editorial in 
Health Affairs mentioned “The Blockbuster Drug’ Of Patient Engagement” 
(Dentzer 2013), followed by one in the BMJ which stated: “Let the 
patient revolution begin” (Richards et  al. 2013). In the first editorial, 
reference was made to the fact that “the emerging evidence is that patients 
who are actively involved in their health and health care achieve better 
health outcomes, and have lower health costs, than those who aren’t” 
(Dentzer 2013). It was also written that patient participation could better 
meet the triple AIM goal proposed by the Institute of Health Improvement 
in the USA (IHI 2018), offering to simultaneously improve “the patient 
experience of care (including quality and satisfaction); […] the health of 
populations; and […] the per capita cost of health care” as well as “the 
conditions for the healthcare workforce to find joy and meaning in their 
work and in doing so, improving the experience of providing care” (Sikka 
et al. 2015). As for the BMJ, the editorial highlighted: “[The] corruption 
in the mission of healthcare requires urgent correction. How better to do 
this than to enlist the help of those whom the system is supposed to 
serve—patients? Far more than clinicians, patients understand the reali-
ties of their condition, the impact of disease and its treatment on their 
lives, and how services could be better designed to help them” (Richards 
et al. 2013).

In fact, over the last 20 years, paternalistic approaches of health care 
have gradually given way to patient-oriented approaches that consider 
differences, values and experiences of patients (Stewart et  al. 2000; 
Karazivan et al. 2015). Around the world, healthcare organizations, insti-
tutions and universities are doubling their efforts to involve patients and 
make their participation increasingly active, using different modalities of 
engagement (Karazivan et  al. 2015) and various means of motivation 
(Flora 2008). However, recent initiatives such as shared decision-making 
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(Legare and Witteman 2013) and some therapeutic education approaches 
(Foster et al. 2007) maintain the healthcare provider’s monopoly when 
determining the course and outcomes of treatment. The prospect of care 
partnership goes one step further by considering the patient as a full 
member of the care team, whose status is based on care expertise 
(Karazivan et  al. 2015). This generates a rupture and emancipates the 
“oriented approach”. The Patient Partnership perspective suggests consid-
ering the patient as a healthcare provider, an equally valued member, a 
partner of the healthcare team (Karazivan et  al. 2015; Pomey et  al. 
2015b). When dealing with a chronic disease, which generally cannot be 
completely cured, the patient’s life experience with the disease becomes a 
rich source of knowledge, essential for decision-making (Pomey et  al. 
2015b). Current models, such as that of Carman et al., suggest a con-
tinuum of patient engagement going from informing the patient to part-
nering with the patient (Carman et al. 2013). Patient engagement can 
also happen at different levels of healthcare systems: policy or systemic 
level, healthcare organizations level and clinical care/direct patient care 
level (Carman et al. 2013; Pomey et al. 2015b).

In this context, the objectives of this monograph are to show if the 
ongoing patient revolution (Richards et  al. 2013), based on patient 
knowledge, has contributed to transform, improve or innovate the ways 
in which care services are organized and delivered as well as the culture 
and practices of healthcare professionals regarding direct patient care.

The monograph will illustrate—through six countries, a Canadian 
province, and a European patient organization (EURORDIS)—the dif-
ferent forms of patient engagement that have been put in place at differ-
ent levels of the healthcare system by way of specific experiences. In 
particular, it will highlight the methods behind successful patient engage-
ment and ways to measure the impact of patient engagement in various 
dimensions and at different levels of the healthcare system, including 
challenges that are encountered and possible improvements to strengthen 
patient engagement in the future. Each chapter takes into consideration 
the patients’ point of view and was co-signed by patients. The first coun-
try explored is one of Canada province, Québec, where, in 2010, thanks 
to the leadership of a patient hired by a medical school, the “Montréal 
Model” enabled the simultaneous roll out of patient engagement within 
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the health system, training, research and communities. This movement 
spread across the entire Canadian province through the care and services 
partnership feature in the Health Minister’s 2015–2020 Strategic Plan 
(Ministry of Health and Social Services 2017) and the promulgation of a 
reference framework for the partnership approach between users, their 
families and health and social services stakeholders (Ministry of Health 
and Social Services 2018).

The French model illustrates the strategic role of patient organizations, 
which, starting in 2015, began organizing to counterbalance different 
players in the health system. On the one hand, what started as the defence 
of patients’ rights and therapeutic education for patients, patient involve-
ment is now progressively evolving towards a greater share of partnerships 
between professionals and patients and, on the other hand, a greater share 
of voice for patients and patient partners. Over the years, this model has 
gradually imposed the presence of users at almost all levels of the system: 
national, regional and within health facilities. However, the movement 
still suffers from weak clinical presence and low visibility among the gen-
eral public. In the United Kingdom, there is a substantial history of user 
movements in both service and research. Moreover, initially, the move-
ment of patient engagement is mainly structured around research and 
this chapter presents how, in Northwest London, the Collaboration for 
Applied Health Research and Care (CLAHRC NWL), started in 2009, 
helped structure patient engagement in care. Thanks to this programme, 
which focused on patients’ needs and benefits to patient outcomes, it was 
possible to involve patients, carers and service users at all levels of gover-
nance. Through testimonials, it is possible to realize the impact that these 
initiatives have had on people and on how to design the health system. In 
Sweden, the notions of co-care and self-care have a long history and sub-
stantial investment in the context of health promotion and wellness pro-
grammes. However, in the context of care, the widening gaps between 
needs and supply as well as between cost and affordability need to engage 
and support citizens, patients and health workers to carry out more effec-
tive self-care and co-care. This chapter presents examples on how the 
health system translates self-care and co-care concepts and calls for exper-
imentation pilot schemes to investigate how self-care and co-care are best 
developed, especially for the most disadvantaged members of the Swedish 
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community. Under the impetus of many organizations such as the 
Patient-Centered Outcomes Research Institute (PCORI), The Robert 
Wood Johnson Foundation, The Gordon and Betty Moore Foundation, 
The Institute of Health Improvement and The California HealthCare 
Foundation, progress was made in shifting the paradigm from patients 
solely as care recipients to patients as partners in care in the United 
States. To illustrate this situation, several initiatives show the shift towards 
a vision of shared leadership, with patients as active partners in their care 
and in the organizations and structures that provide care to improve the 
quality of care and population health. As for Australia, multiple promis-
ing initiatives at different levels of health system governance have been 
conducted considering the patients as partners. Whether in the context 
of institutional accreditation, healthcare organization governance, 
research or on how professionals should work at the point of care deliv-
ery, patient and consumer involvement is recognized for its added value 
in health care. This chapter highlights the importance of a more system-
atic approach to patient involvement, in terms of: (1) health and medical 
policy initiatives, (2) drug developments, (3) technology adoption, (4) 
service delivery; (5) medical and health services research design and (6) 
outcome translation.

The final example is EURORDIS, an organization created in 1997 to 
gather all rare diseases at the European level to gain visibility and create a 
new social space, and emerge as a civil society community able to voice 
the needs and expectations of 30 million people living with such condi-
tions in 48 European countries. The objectives of the organization are 
achieved by connecting patients, families and patient groups, as well as 
by bringing together all stakeholders and mobilizing the rare disease 
community. In those years, thanks to a very structured strategy, based on 
the (1) Patient Empowerment; (2) Patient Engagement; (3) Patient 
Advocacy tryptic, EURORDIS established partnerships through 
Consortiums (e.g. Accreditation Canada for PACE-ERN, DOLON for 
Rare Impact on gene & cell therapy, university biomedical or social 
research academic teams for projects funded by Innovative Medicines 
Initiatives or EC Horizon 2020 Research programme); projects (e.g. 
ministries, hospitals, universities, research institutions); conferences (e.g. 
EMA, FDA, NIH, ministries and national institutions, learned societies) 
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and membership (e.g. Round Table of Companies for pharmaceutical 
companies, CRO, specialists in rare disease therapy development). 
Recognizing the importance of networking to be able to capitalize on the 
strengths of everyone in Europe and the world, EURORDIS promotes 
the European Reference Networks (ERN) working model that currently 
connect 900 experts and 300 hospitals across the 26 Member States in 
the EU with the aim of having representation of all EU Member States in 
all 24 ERNs.

Thus, after reading these examples, the reader will be able to judge 
whether patient engagement is in fact a transitory mode or a true break-
through innovation, a revolution, which induces new practices and leads 
to a cultural change in the health system and among stakeholders to bet-
ter meet the evolving needs of the population.

Indeed, patients’ ability to be agents of change also depends on other 
factors such as the place of technology, as well as the culture and value 
system in which engagement is embedded. Technology seems to be a 
powerful contributor which enables patients to be increasingly involved 
not only in their health but also in the way the health system is organized. 
As the health system gradually engages with big data (i.e. patient data), 
becoming a powerful change agent occurs in a context where legislation, 
legal and ethical frameworks can either promote or inhibit change capa-
bilities. In a sea of internet giants (GAFAM) and social networks which 
too often bypass existing regulatory paths, patient organizations must 
learn how to swim to defend patient rights and interests. What about 
disadvantaged people or people unaware of current issues? Despite the 
above, at least one thing remains for sure: the recognition of patients’ 
experiential knowledge, combined with access to precise physiological 
and behavioural data, will lead to a new way of conceiving medicine, 
health professions, the organization of our health systems and probably 
their funding mechanisms.

In the discussion and conclusion, the role of new technologies (e-and 
m-technologies) and artificial intelligence will be discussed, and their 
potential impact on the way healthcare systems will change in a near 
future. In the next few years, the world will probably witness a new revo-
lution that places patient engagement at the centre of the digital realm 
and the integration of artificial intelligence.
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2
From Medical Paternalism to Care 

Partnerships: A Logical Evolution Over 
Several Decades

Vincent Dumez and Marie-Pascale Pomey

 Introduction

This book focuses on the Partnership in Care and Services movement that 
has progressively emerged in health care since the beginning of the 2000s. 
In order to fully understand the foundations of this movement, this fol-
lowing will explore the way that this movement has come about within 
healthcare delivery systems, in health education, research, and commu-
nity work, in comparison and continuity with a variety of medical models 
that have evolved over time and led to this significant paradigm shift.

Over the past 50 years, healthcare systems throughout the developed 
countries have gone through three major models of care that, still today, 
coexist together: medical paternalism, Patient and Family Centered Care 
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(PFCC), and now Partnership in Care (PC). In order to fully understand 
the current emergence of the Partnership in Care model, it is important to 
analyse how it came to be and how it emerged in continuity yet at times in 
parallel with the other two, while also drawing from other less institutional-
ized but equally important approaches, such as Shared Decision-Making 
(SDM), Self-Management (SM), or Therapeutic Patient Education (TPE).

 The Rise and Limitations of Medical 
Paternalism

The 1950s, 60s, and 70s were marked by unprecedented scientific discov-
eries at all levels of the medical field (drugs, surgery, biology, etc.). The 
steady increase of human life expectancy led us to imagine the possibility 
of disease-free existence fueled by expert medicine that would ultimately 
have the answers to address all ailments and lead to optimal health. The 
model of care that emerged from this period has often been described as 
‘medical paternalism’, a one-way relationship between a sick person and 
an expert physician who manages the sick person and solves their health 
condition through science (Emanuel and Emanuel 1992).

In such a paternalistic approach, the doctor’s role is central: he makes 
the diagnosis and decides on the care plan, he manages the care team 
according to the objectives that he alone sets, and he delivers this care 
towards the patient. His communication style is mostly unilateral, not 
only with his patients but also with the other health professionals in his 
team. It is he who is at the centre of care and this is legitimized by the 
expertise he has acquired through many years of training. This phenom-
enon has been abundantly described in the scientific literature, in par-
ticular by Michel Foucault (France) (Foucault 1988).

Medical paternalism reached its peak in the early 1980s, at which time 
several societal phenomena led to the questioning of this model, thus serv-
ing as the basis for the emergence of Patient and Family Centered Care. 
Criticism of the former model observed that a paternalistic style of practic-
ing medicine did not provide an adequate framework by which to manage 
the psychosocial dimensions of individual health. Rather, interventions 
remained primarily focused on the physiological and biological aspects of 
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health, which were disproportionately fueled by contemporary scientific 
discoveries of the time. As early as the 1970s, this model began to show its 
limitations in addressing the growing challenges of caring for certain pop-
ulations of patients including addictive/illegal drug users and mental 
health patients which demanded more humane approaches to care and, in 
the 1980s, in responding to the systemic repercussions of the AIDS crisis 
(Jouet et al. 2010). In addition, the steady rise of chronic diseases has fur-
ther undermined medical paternalism by challenging its very foundations, 
highlighting the inadequacy of prioritizing the curing of disease over car-
ing for a sick person, as well as the primacy of acute curative care over 
primary care, rehabilitation and integrated long- term care.

The realities of patients made it evident that a philosophical and struc-
tural transformation of healthcare systems was needed. However, shifting 
an entire system away from a model focusing on acute and curative care 
towards a model focusing on chronic disease management and preven-
tion is structurally very complex and therefore difficult to achieve in 
terms of human capacity, organizational and governance practices.

 The Rise and Limitations of Patient and Family 
Centered Care

As medical paternalism reached its limits, PFCC emerged as a model that 
would offer a more holistic and less unilateral approach to care, giving 
more legitimacy and independence to other health professionals. This 
would allow for professionals to gain a better understanding of the ever- 
increasing needs of patients and enable them to offer better responses for 
patients who, for the most part, would have to deal with the long-term 
consequences of chronic diseases.

PFCC is defined as an alternative to the medical paternalism of previous 
decades as it is anchored in the basic premise that the person must take pre-
cedence over the disease, and that a more interdisciplinary approach to care 
is needed to ensure effective care. In contrast to the dominant biomedical 
model which underlies medical paternalism, it is a movement that is rooted 
in the social sciences and humanities. Its leadership is mainly provided by 
non-medical health disciplines, in particular nursing. PFCC is inspired by 
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the functional principles of the Nurse Caring Model (Held 2006), which 
advocates for better coordination of care and services, as well as the decom-
partmentalization of physician interventions, in favour of a more multidis-
ciplinary and humane approach (Rathert et al. 2013).

It is for these specific reasons that PFCC has historically focused on the 
functioning and interactions between health professionals to meet 
patients’ needs, rather than on the relationship or partnership with 
patients themselves. As an example, PFCC will recognize the complexity 
and holistic nature of the patient’s situation, the need to consider the 
specificities of their context in the treatment plan, as well as the impor-
tance of involving their family, friends, or informal caregivers, without 
explicitly addressing the patients’ role and action in the care process 
(Karazivan et al. 2015). Thus, PFCC is more interested in the effective-
ness and quality of services provided to patients, access to and coordina-
tion of care, and interprofessional collaboration, rather than the concrete 
engagement of patients in their own care, their specific role as actors in 
their care, and the means by which they can fulfil this role.

For this reason, we can see that although PFCC is certainly moving 
away from a logic of ‘care to patients’ towards one of ‘care for patients’, it 
has not yet entered the realm of ‘care with patients’, which can give the 
impression that medical paternalism has been replaced by a form of 
‘maternalism’. It should also be noted that maternalism is at the root of 
Nurse Caring Model, even though the model has done everything possi-
ble to emancipate itself from it (Held 2006).

 The Three Founding Approaches 
of Partnership in Care

Since the 1990s, at least three other important approaches based on 
engaging patients and a ‘care with the patients’ logic has developed in 
parallel to PFCC, each without formally integrating with one other nor 
with PFCC in particular. These approaches include Shared Decision- 
Making (SDM), Self-Management (SM), and its European counterpart, 
Therapeutic Patient Education (TPE). SDM opens the door to a negoti-
ated decision-making process based on the evidence of available scientific 
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data and consequently raises the fundamental question of power-sharing 
with the patient in the decision-making process, particularly with regards 
to treatment options (Legare et al. 2012).

Knowing that it is difficult to develop individual capacity for action 
without having a minimum of decision-making power helps us to under-
stand the importance of the SDM approach in strengthening patients’ 
involvement in their own care. In recent decades, the tools to support SDM 
have multiplied, yet its application by clinical teams is not yet widespread, 
likely due to the same type of professional resistance as the one currently 
experienced by the Partnership in Care approach that will be described later.

SM (Lorig and Holman 2003) in the USA, or TPE (De La Tribonnière 
2016) in Europe, brought to the forefront the recognition of patients’ knowl-
edge and the development of their own care skills as part of the care process. 
The appreciation of these two major points lay the epistemological founda-
tions of the ‘care with patients’ logic by recognizing that patients develop 
knowledge and skills through their experiences of living with disease and 
through using health services; that this knowledge holds value for themselves; 
that it can be strengthened with the help of more experienced peers and/or 
health professionals and can be mobilized to improve health status.

Therefore, as much as the SDM approach raises the fundamental question 
of shared decision-making as a lever for patient action, SM or TPE raises the 
question of strengthening patients’ knowledge and developing their skills to 
increase autonomy and one’s ability to manage oneself. In a world where 
medical knowledge is being democratized through the Internet, social net-
works, and electronic clinical records that are shared and accessible by 
patients, this question of patient knowledge and skills is even more important 
and opens a new era of advocacy for the voice of the patient (Flora 2013).

 A Convergence of These Approaches at 
the Heart of the Partnership in Care Concept

As for SDM, it must be noted that the SM and TPE models have also had 
difficulties in taking root in healthcare systems, perhaps because they 
carry notions of the Partnership in Care approach. Partnership in Care 
requires a culture change that is largely underestimated because it touches 
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the very foundations of an expert health system that has defined itself for 
decades without its users, patients, and citizens. The PC approach was 
developed in 2010 at the Faculty of Medicine of the University of 
Montreal through a co-leadership of patients and health professionals, 
and is based on the three approaches above, which each carried elements 
of ‘doing with patients’ in contrast to the PFCC, which was more focused 
on ‘doing for patients’.

From these beginnings, the foundation for Partnership in Care—now 
called ‘The Montreal Model’ (Pomey et al. 2015)—was laid as follows:

 1. The need to empower patients to make free and informed decisions;
 2. The need to recognize the value of the experiential knowledge that one 

develops through the experience of living with disease and illness 
(including the use of different health services);

 3. The need to develop one’s skills throughout the care process;
 4. The need to consider oneself as an actor of care and therefore as full 

members of one’s care team;
 5. The need to focus the objective of the care process on achieving one’s 

overall life project rather than on a single curative objective that may 
be reductive and often unrealistic in the context of chronic disease.

Partnership in Care is therefore very clearly in line with the logic of 
SDM, SM, and TPE, but also relies on a number of elements that are 
historically at the heart of PFCC, namely: (1) the shift from a disease- 
oriented perspective to a human-oriented perspective which includes 
the different dimensions of the patient’s life; (2) the importance of 
medical access and the emergence of the notion of an interdisciplin-
ary care team; and (3) considering the notion of a life project, as bor-
rowed from rehabilitation care and strongly inspired by the Nurse 
Caring Model and PFCC. It is also worth mentioning that Partnership 
in Care was influenced by the feminist model embedded in nursing 
sciences, which has allowed for the notions of autonomy and emanci-
pation to emerge (Gaucher and Racine 2015). These notions are cen-
tral to the concept of the patient as partner, in that it accentuates the 
self-learning aspect of the care process, as well as the patient’s will to 
get back to a normal life despite one’s illness.

 V. Dumez and M.-P. Pomey
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Looking back at how these approaches to care evolved over the past 
few decades, one can trace the complementary steps that have finally led 
us today to a more humanistic, integrative, and certainly more complete 
vision around the notion of partnership in care and services. Indeed, this 
implies that we recognize the importance of all care partners, especially 
patients and their relatives who are no longer only ‘at the centre’ but 
rather, fully integrated into the dynamics of care. This ensures that the 
patient, along with their family, friends, or informal caregivers, are pro-
vided the best conditions and supported to achieve one’s life project. 
Partnership in Care pushes us to bring our focus on the quality of the care 
relationship, on the overall care experience, on the patient’s necessary 
involvement in his or her own care, and on the ability to provide interdis-
ciplinary support, aligned with the patient’s course of life and life goals. 
It also implies deliberately moving away from a hospital-centric and ‘per 
episode’ perspective of care towards a longitudinal and ‘lifelong trajec-
tory’ perspective. Finally, it involves embracing the reality of chronic dis-
eases, with the patient as the expert of living with illness and the 
professional playing a supportive role in the patient’s health trajectory.

The Partnership in Care movement is therefore based on recognizing 
the role and knowledge of patients and their families. In this context, 
healthcare systems around the world are gradually changing to work 
increasingly in partnership with patients in order to better support them 
throughout their lives and promote an optimal care experience, the ulti-
mate objective being to enable them to acquire a state of health in accor-
dance with their own life project.
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 Introduction

As Canada’s second most populous province behind Ontario, Quebec has 
an estimated population of more than 8,400,000, largely composed of a 
Francophone majority and English, Allophone and Indigenous minori-
ties. It is the only Canadian province to hold French as its single official 
language, understood by 94.6 per cent of its population.

Within the Canadian Confederation, the provincial government of 
Quebec wields the authority to legislate in several areas of exclusive jurisdic-
tion, including health administration. That said, despite provincial jurisdic-
tion, to benefit from federal funding, Quebec’s health and social services 
system must respect five basic principles which are: (1) Universality—so that 
all residents can benefit from services; (2) Public management by a health 
insurance scheme administered by a public authority; (3) Accessibility—so 
as to negate financial (or other) barriers which may impede satisfactory 
access to hospital and medical services; (4) Transferability—to be able to 
benefit from services from one province to another during a relocation or a 
trip; and finally, (5) Entirety—as in 100 per cent coverage of medical ser-
vices provided by hospitals and physicians (Government of Quebec 2002).

In the Quebec province, the public health system was born in 1961 
with the creation of the Hospitalisation Insurance Plan (Régime d’assurance 
hospitalisation), which was supplemented in 1970 by the Health Insurance 
Plan (Régime d’assurance maladie) to cover medical expenses and, in 1997, 
by the General Drug Insurance Plan (Régime général d’assurance médica-
ments) to cover drug expenditures for all Quebecers (Quebec Ministry of 
Health and Social Services 2009).
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Compared to others health systems in Canada, a unique feature of 
Quebec’s system is its association of health services and social services to 
easily engage one or the other when needed. In addition, funding for 
those services is essentially based on general taxation in order to fairly 
distribute the financial burden to society. Revenues originate mainly 
from taxes levied by the Government of Quebec, employer and individ-
ual contributions, and transfers from the federal government (Quebec 
Ministry of Health and Social Services 2015).

In 2017, total health expenditure per capita was $6434  in Quebec 
(Canadian Institute for Health Information 2018), which comprises 
public expenditure (including direct federal government spending on cli-
ents under its responsibility) and private expenditure (private insurance 
claims, direct payments—such as contributions to long-term care facili-
ties and drug purchases—made by individuals, donations, etc.). In terms 
of workforce, the health and social services network represents approxi-
mately 6.9 per cent of Quebec’s labour force, including 8710 general 
practitioners and 9779 medical specialists (Quebec Ministry of Health 
and Social Services 2018).

From a governance perspective, Quebec’s health and social services sys-
tem is made up of two levels: the Ministry of Health and Social Services 
(Ministère de la Santé et des Services sociaux [MSSS]), the 22 integrated, 
university or non-university, health and social services centres, newly cre-
ated by the merger healthcare organizations, long-term care centres 
(Centres d’hébergement de soins de longue durée [CHSLD]) and local com-
munity health centres (Centres locaux de santé communautaire [CLSC]), 
four university hospital centres (CHU) and three are healthcare institutes 
(IU). Five institutions are offering services to an Aboriginal and northern 
population.

The role of the MSSS is to: (1) regulate and coordinate the entire health 
and social services system; (2) determine health and well-being orienta-
tions and standards for the organization of services, as well as manage the 
network’s human, material and financial resources while ensuring their 
proper application; (3) equitably distribute and control financial, human 
and material resources; and (4) evaluate results against set objectives  
with a view to improve the system’s performance. To cover all healthcare 
needs of a population in a given geographical area, each Integrated  
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Health and Social Services Centre (Integrated Centre) has a shared 
responsibility with its partners (unmerged hospitals and university insti-
tutes, medical clinics and family medicine groups (FMGs), community 
pharmacies and organizations, social economy enterprises, private health-
care organizations) to provide services which meet the needs of the terri-
tory’s population and aim to promote the maintenance or improvement 
of this population’s health and well-being. To uphold this responsibility, 
a set of interventions and services, as complete as possible, must be made 
proximately available to people’s living environments.

With regard to health indicators, life expectancy at birth in Quebec 
was 82.6 years in 2017, that is, 80.6 for men and 84.5 for women (Institut 
de la Statistique du Québec 2018), which is among the highest in the 
world. A very high proportion of the population reports being in good 
health, both physically and mentally, and population health indicators 
have improved since the 2000s in terms of heart disease and cancer sur-
vival. However, as in most industrialized countries, chronic diseases and 
disabilities exert significant pressure on the health and social services sys-
tem. Half of the population aged 12 and over had at least one chronic 
health problem in 2010–2011, and one-quarter had at least two. 
Hypertension now affects 16 per cent of Quebecers, and diabetes, 6 per 
cent. Also, heart disease and cancer prevalence are increasing, in addition 
to one in 10 adults suffering from mental disorders each year (Quebec 
Ministry of Health and Social Services 2018).

Within this context, it is hypothesized that greater patient and public 
participation, both in terms of their own care and health governance, 
could add value in finding solutions to Quebec’s health system challenges 
(Denis et al. 2011, p. 23). In their report, Denis et al. argue that “patient 
and public participation should be a hallmark of good health service gov-
ernance, and that strategies to encourage them should be designed” 
(Denis et al. 2011, p. 23).

In Quebec, as elsewhere, engaging patients as care partners has gradu-
ally replaced the traditional paternalistic approach and is now an essential 
component of an adaptive system (Karazivan et  al. 2015; Pomey and 
Lebel 2016). As a patient-focused approach, where patients are primarily 
informed and consulted as part of their care plans, the evolution of care 
partnership has led to the recognition of patients’ experiential knowledge 

 M.-P. Pomey et al.



21

and their role as full members within care teams. In other words, deci-
sions are made with patient oversight and according to their life plans 
and health goals. Since then, the patient engagement phenomenon has 
manifested itself at different levels of health system: at clinical, organiza-
tional and strategic levels, as well as in health research and education. 
(Pomey et al. 2015b).

Hence, with those elements in mind, this chapter will present the 
way in which citizen and patient participation in Quebec’s health and 
social services system came about, particularly though the presenta-
tion of what is now recognized as the “Montréal Model”, which refers 
to simultaneous integration of patients in education, research and the 
health system.

 The History of Public Participation

In Quebec, public participation materialized out of two sources: a citizen 
representation model and another model based on patients’ experiential 
knowledge.

 Citizen Participation

The importance of public participation has been established ever since 
the creation of Quebec’s public health system in 1970 (Castonguay and 
Nepveu 1967). Article 2 of the Act Respecting Health Services and Social 
Services (Loi sur les services de santé et les services sociaux [LSSS]) stipulates 
that the health system ensures “the participation of individuals—and 
groups they constitute—in choices regarding the orientations, establish-
ment, improvement, development and administration of services” 
(Government of Quebec 2002).

That said, in the 1980s, a commission in charge of assessing the health 
network over a 10-year period since its establishment (Rochon 1988) 
noted how the network had become hostage to pressure groups, and that 
more space should be attributed to the public to express its needs and 
take part in decision-making processes. Following the publication of this 
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report, one of the implemented reforms in 1991 was the election by 
 universal suffrage of members of Regional Health Assemblies (Assemblées 
régionales de santé) which were abolished in 1995. In 1993, Complaint 
Assistance and Support Centres (Centres d’assistance et d’accompagnement 
aux plaintes [CAAP]) were created in different regions of Quebec to assist 
people seeking to lodge complaints (Fédération des centres d’assistance et 
d’accompagnement aux plaintes 2018).

Also in the 1980s and 1990s, healthcare organizations set up user com-
mittees on a voluntary basis in long-term care facilities and psychiatric 
hospitals (Godbout et al. 1987). Then, in 2005, the LSSS was amended 
to require the creation of user committees in all Quebec public institu-
tions. As a result, the mandate of user committees now revolves around 
three main objectives: (1) to inform users of their rights and obligations; 
(2) defend the collective and individual rights and interests of users; and 
(3) promote the quality of users’ living conditions and assess users’ satis-
faction with the services provided by the institution.

Following the merger of health institutions and the creation of 
Integrated Centres in 2015, user committees are currently composed of 
at least six members elected by user committee chairpersons (from each 
merged healthcare organization), and five representatives from resident 
committees (i.e. in integrated long-term care facilities). By direct suf-
frage, committee members are elected as representatives of the popula-
tion served by the healthcare organization, and their operating budget 
represents 0.04 per cent of the organization’s budget from the previous 
year. While user committees are not under the authority of the senior 
management teams, they must publish an annual activity and financial 
report and submit it to the Executive Board (Quebec Ministry of Health 
and Social Services 2018a).

Furthermore, two community organizations participate in networking 
user and resident committees: the Council for the Protection of the Sick 
(Conseil pour la protection des malades 2018) which follows legal aspects 
regarding the respect for human rights; and the Provincial Group of User 
Committees (Regroupement provincial des comités des usagers 2018), cre-
ated in 2003, which seeks to promote the role and mandate of user and 
resident committees to help them perform their functions successfully.

 M.-P. Pomey et al.
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 Patient Participation

In Quebec, patient integration in universities accelerated in 2010, 
namely after a meeting between Vincent Dumez, a patient suffering 
from several chronic diseases, and the Dean of the University of 
Montreal (UofM) Faculty of Medicine, Dr. Jean-Lucien Rouleau. 
After acknowledging the absence of patients within his faculty, the 
Dean decided to create the Patient Partner Office (Bureau du patient 
partenaire) and entrust Vincent Dumez with developing initiatives 
related to patient engagement as part of the initial training pro-
gramme for medical students.

Patient participation legitimacy is based on the recognition of 
patients’ experiential knowledge, which can be defined as knowledge 
derived from life experiences with health or psychosocial disorders, 
experience with care and the organization of services, as well as reper-
cussions on personal life and that of relatives (Coulter 2012; Centre de 
pédagogie appliquée aux sciences de la santé 2013, 2014). This knowl-
edge can be mobilized to supplement scientific knowledge and edu-
cate future health professionals on how patients actually live with 
their diseases.

As a result, experiences acquired in university education helped pro-
gressively establish what is now recognized as the “Montréal Model”. This 
model was initially driven by the Patient Partner Office, then migrated to 
the Patient Collaboration and Partnership Directorate (Direction collabo-
ration et partenariat patient [DCPP]) within the Faculty of Medicine 
which works closely with the Centre of Excellence on Partnership with 
Patients and the Public (CEPPP), a centre which supports the Model’s 
development across the province (CEPPP 2018a, b).

Additionally, the Health Minister’s 2015–2020 strategic plan states 
that real partnership between users and health actors can lead to an 
improvement in the quality of care and services and healthcare-related 
cost control (Quebec Ministry of Health and Social Services 2017). 
Moreover, a reference framework for the partnership approach between 
users, their relatives and health and social services stakeholders (Quebec 
Ministry of Health and Social Services 2018b) reinforces the ministry’s 
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desire to encourage care and service partnerships with users across 
Quebec’s health and social services network. Of note, it also specifies that 
patients who participate in activities of the health and social services sys-
tem cannot be paid, under any circumstances.

 The “Montréal Model”

The Montréal Model holds three main characteristics. First, it builds on the 
notion of care and service partnership where patients (and their relatives) 
are recognized for their experiential knowledge from living with a given 
disease and utilizing the health system. As such, patients are not only con-
sidered as their own caregivers and as full members of their care team but 
also as people empowered to make decisions for themselves, supported by 
care teams throughout their healthcare pathway (Karazivan et al. 2015).

 The Patient Engagement Continuum

The Montréal Model sits within the patient engagement continuum 
(Carman et al. 2013; Pomey et al. 2015b) in terms of co-creation and 
co-leadership (Lebel et al. 2014). That is to say, when searching for solu-
tions and implementing measures, patients are equally and jointly 
engaged in the same way as other professionals, which leads to a shared 
responsibility among all actors.

 The Different Patient Roles

The Montréal Model also recognizes that patients acquire experience 
over time, leading to the development of skills which can be shared by 
participating in certain activities (Flora et  al. 2016a, b). Indeed, 
patients develop knowledge about life with their disease, self-manage-
ment abilities and the use of health services. Once mastered, knowl-
edge and skills can be put to use in various training activities (as 
Resource Patients in Education), activities improving the health and 
social services system (as Resource Patients in Healthcare), research 
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Fig. 3.1 Different expert patient types. (Source: Adapted from Flora et al. 2016a)

projects (as Resource Patients in Research) (Pomey et al. 2015b; Flora 
et  al. 2016a, b) and so on (see Fig. 3.1). Considering this fact, the 
Montréal Model acknowledges distinct types of expert patients.

 Patient Partners

Patient Partners can potentially be anyone dealing with a health problem. 
They convey their experiential knowledge as a supplement to scientific 
expertise. They are on the lookout for various sources of information and 
care options (colloquia, forums, etc.) to help facilitate informed and opti-
mal care decision-making in accordance with their life plans. Patient 
Partners can align care with their preferences and life projects. For them, 
understanding illnesses and leveraging experiential knowledge can infuse 
new meaning into a life with chronic illness (Flora et al. 2016a).
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 Patient-as-Advisors

Patient-as-advisors in Healthcare are patients who wish to share their 
experience with other patients (Flora et  al. 2016b). Participation can 
occur in care settings (empowerment), working groups (quality) or stra-
tegic planning (governance).

In terms of empowerment, Patient-as-advisors share their experiences to 
help other patients through their ordeals. They allow other patients in reha-
bilitation, or in acute disease, to identify with someone who experienced a 
comparable situation and managed to resume a normal life despite illness. 
Patient-as-advisors stories create better complicity and more active listening 
relative to physician advice. Moreover, these interventions not only give 
meaning to the life of Patient-as-advisors but also to the person going through 
the same predicament, which helps break isolation (Pomey et al. 2015b, d).

With regard to quality, Patient-as-advisors can participate in working 
groups to improve the quality of care and services (Pomey et al. 2015a). 
Since patients are the only ones to navigate through often-fragmented 
healthcare organizations, their position gives access to a vision which is 
not accessible to healthcare providers. More specifically, their knowledge 
of healthcare settings highlights coordination and integration issues in 
the care continuum (Flora et al. 2016b).

Patients can also intervene at the strategic level of health system and in 
governance (Pomey et al. 2015b). At this level, patient engagement can be 
individual or collective and occur in user committees or executive boards 
(board of directors, etc.) as well as during the design, implementation and 
evaluation phases of health policy and programmes (Pomey et al. 2015b).

 Patient-as-Trainers

Thanks to the leadership of the DCPP (the Patient Collaboration and 
Partnership Directorate at the UofM Faculty of Medicine), experiential 
knowledge from patients is mobilized in the initial and continuing  education 
of future and current health professionals. This materializes in several ways.

The first way—a competency-based approach to training—engages 
patients for their experiential knowledge to help students develop their 
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caring abilities. This can be achieved either via co-teaching with a 
health professional or co-facilitating student training workshops. At 
the UofM, patient partners also participate in the evaluation of health 
sciences students.

The second way—mentoring—offers patient support to future profes-
sionals throughout their studies. This form of mentorship allows stu-
dents to shadow patients through their care path and discuss practical 
issues encountered during internships in healthcare organizations.

The third way—training engineering—involves patients co-creating 
(with health professionals) pedagogical programmes and activities.

 Patient-as-Researchers

In research settings, patients can be valued as “Experience Collectors”, 
full members of the research team (action research) or contribute more 
broadly to reflections on the orientations of research institutions (co- 
design) (Cambon and Alla 2013).

First, as Experience Collectors, patients can report their own experi-
ences or that of peers, thus contributing to data collection and processing 
during research projects (Flora et al. 2016a, b). Experiences “collected” 
by patients, backed by their expertise and knowledge, can generate a 
fuller picture of the studied object and may even help reveal new research 
topics (Instituts de recherche en santé du Canada 2018).

Furthermore, in action research, patient involvement can occur 
when developing research questions, writing protocols, recruiting 
patients, interpreting data or disseminating results (Carman and 
Workman 2017). By doing so, patients contribute to the structuring 
and management process of field research projects. Partnership 
between patients (as co- investigators) and researchers contributes to a 
culture of analysis, calling into question existing approaches to patient 
care (co-design) (Instituts de recherche en santé du Canada 2018) 
with the aim of underscoring and eliciting ideas and innovative 
solutions.

Additionally, patient engagement in the research community promotes 
accountability, data transparency, improves the credibility of results and 
their application to target populations, thereby improving research quality 
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which, in turn, enhances the quality of care received by patients. From a 
patient perspective, patient contributions to research also increases their 
confidence, their mastery of new skills and provides them with a sense of 
accomplishment, given their participation in research that is so relevant to 
their needs (Instituts de recherche en santé du Canada 2018).

 Patient Leaders/Coaches

Patients with significant experience from multiple care settings and who are 
able to support other individuals or groups can become Patient Leaders/
Coaches (Flora et al. 2016a, b). As experienced Resource Patients, they can 
train other potential Resource Patients and inspire peers with their enthu-
siasm, actions, and indirectly become mentors. Specifically, Patient Leaders/
Coaches guide patients or patients groups (or even health professionals) 
towards sharpening skills related to their functions, help individual or 
group members hone their partnership skills, promote learning through 
adapted tools and value individual or group initiatives as part of their duties 
(Direction collaboration et partenariat patient 2015). This training cycle 
contributes to the care partnership’s deployment in clinical settings as these 
patients provide transformational leadership (Pomey et al. 2015b).

As demonstrated by these elements, the Montréal Model simultane-
ously integrates partnership activities within the health and social services 
system, in healthcare professional training, in research and among health 
jurisdictions. This section also illustrated, without being exhaustive, the 
way patients are integrated in Quebec, knowing that the Montréal Model 
has now expanded beyond UofM borders.

 Patient Participation in the Health System

 Patient Participation in Healthcare Organizations

There are 22 Integrated Health and Social Services Centres in Quebec, as 
well as four university hospitals and three health institutes. All of them 
host a Quality, Evaluation, Performance and Ethics Directorate known as 
the DQEPE (Direction de la qualité, de l’évaluation, de la performance et 
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de l’éthique), whose mission includes developing care and service partner-
ships within the organization. The initiatives that are about to be pre-
sented below are most often supported by these directorates, whether in 
terms of patient selection, patient training or patient coaching (Pomey 
et al. 2018d).

 Patient Participation in Care

In Quebec, the participation of patients in their own care takes place via 
two types of activities. On the one hand, empowering patients to become 
more proactive in self-care and develop partnership-based relationships 
with professionals; and on the other hand, making patient experiences 
available to other patients.

As patients, being in partnership requires knowing oneself and one’s 
illness very well, which stresses the importance of remaining in a constant 
learning mode and seeking out information through several sources 
(websites, popular or scientific journals, etc.) or people (health profes-
sionals, other patients). It also requires assessment capabilities to not only 
determine the nature of one’s relationship with health professionals but 
also grasp their scientific knowledge and technical know-how. From these 
assessments, patients should be able to adjust accordingly to situations, 
compensate and adapt to what can be perceived as optimal or non- 
optimal health or healthcare circumstances (Pomey et al. 2015c). In fact, 
research on this topic led to the co-creation of a questionnaire to help 
measure partnership levels around seven key partnership dimensions as 
identified by patients. These dimensions are grouped under the acronym 
CAD♥CEE as in “Confidence (trust), Autonomy, Decision-Making, 
Information, Communication, Expertise recognition and Empathy” 
(Pomey et al. 2018b).

The second type of patient participation occurs at a clinical level as 
peer support programmes, some of which have already been implemented 
in Quebec’s health and social services system.

For example, in surgery, at the University of Montreal Hospital Centre—
known as the CHUM (Centre hospitalier de l’Université de Montréal), a spe-
cial clinic in charge of revascularization or hand replantation after traumatic 
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injuries has introduced Support Patients as role models to help recently 
injured and operated patients go through rehabilitation. Introduced in 
2014 as a pilot project, six support patients took part in the intervention, 
and preliminary results indicate that patients who received support from 
them: (1) were less likely to drop out of rehabilitation, especially when 
occurring away from the location where surgery was performed; (2) suf-
fered less post-surgical and rehabilitation treatment pain; and (3) recovered 
superior fine motor skills (Pomey et al. 2016, 2018a). These very encourag-
ing results were validated by a pragmatic randomized test of the target pop-
ulation. By extension, the model was also exported to burn victims with the 
participation of the Association des Grands Brûlés (Serious Burn Victims 
Association) who recruited support patients for direct intervention in 
healthcare settings along the care continuum (resuscitation and rehabilita-
tion). Other disease areas include mental health, oncology and chronic dis-
ease management.

In mental health, the MSSS inserted the concept of recovery into its 
mental health plan. Among measures in support for recovery, Peer 
Helpers were identified to act as mentors. These mentors are part of an 
association and are made available to healthcare organizations willing to 
offer mentorship services to their patients. Officially, mentors are now 
trained through a programme recognized by the UofM Faculty of 
Medicine (see below).

In oncology, the PAROLE-Onco programme is a research project funded 
by the Canadian Institutes for Health Research (CIHR) which aims to 
introduce support patients in clinical teams for the provision of informa-
tional and emotional support to patients undergoing cancer treatment 
(Centre de recherche du CHUM 2018a). Currently, six  healthcare organiza-
tions in Quebec are making support patients available within care teams.

In chronic disease management, support patients intervene to help 
patients with kidney failure or going through kidney transplants (Pomey 
et al. 2018c).

Lastly, there are three ongoing pilot projects to support patient transi-
tions from paediatric to adult medicine. The first project concerns patients 
with congenital heart disease, the second one helps patients with gastro-
intestinal problems (Crohn’s disease and haemorrhagic rectocolitis), 
while the third one supports liver transplant patients.
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 Patient Participation in the Organization of Care 
and Services

The Patient Collaboration and Partnership Directorate (DCPP) at the 
UofM Faculty of Medicine advocated for applied patient involvement in 
organizational settings, thus created the “Partnership in Care and Services” 
programme, referred to as PSS (Partenariat de soins et de services). The PSS 
programme starts with awareness at the senior management level to not 
only spur cultural change which will result from the approach but also 
obtain a formal commitment. Then, the programme trickles down to 
departments, which are engaged to improve collaborative practices (PSS- 
based practices), more tangibly by assembling a committee in charge of 
“continuous quality improvement in healthcare and service partnerships”. 
What could be labelled as “PSS committees” consist of managers, key 
healthcare professionals (physicians, nurses, secretaries, social workers or 
others) and at least two patients. Participating patients are considered as 
Patient advisors, meaning that they are no longer in episodes of acute care 
and were previously treated by the service to which the committee is 
affiliated. During PSS committee meetings, patient advisors can assert 
their point of view about notable systemic malfunctions or deficiencies—
knowing that they have taken a step back to reflect upon their experi-
ences. In other words, they are recognized for their expertise with regard 
to patient care pathways and identification of patient needs.

The selection criteria for patient advisors centre around their wealth of 
experience in healthcare, their ability to speak and assert themselves 
within committees, and their motivation and commitment towards the 
improvement of services/programmes for all patients (see Table  3.1). 
Prior to joining PSS committees, patient advisors are initially trained by 
the DCPP and are mentored until autonomy. Furthermore, their roles 
and responsibilities are clearly defined to ensure harmonious working 
relationships between all committee members.

Operationally, PSS Committees usually establish one or two goals 
to improve the quality of care and services. Initially, these goals are to 
be reached within four to six months in order to quickly observe 
changes within practices. Then, actions designed to achieve these 
goals are implemented, followed by regular progress assessments, tak-
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Table 3.1 Patient Selection Criteria

• Expresses him/herself clearly and 
simply

• Expresses general health network 
concerns through a constructive 
attitude in his/her interventions

• Has significant life experience 
with the disease

• Has significant experience in 
healthcare and services targeted 
by the project

• Is in a steady state of health at 
the time of recruitment (not in an 
acute or crisis situation)

• Has the ability to share his/her 
own experience with the disease 
and has learned to live with it

• Can generalize his/her own 
experience to other contexts of 
care

• Demonstrates a desire to help people 
and contribute to an objective that goes 
beyond his/her individual experience

• Has interpersonal skills to facilitate 
collaboration (listening, empathy, etc.)

• Has a critical mind, even within teams in 
which he/she has already been a patient

• Understands the vision and implications 
of the partnership in health(care) model

• Is available and motivated to commit 
during the duration of the project

Source: Direction collaboration et partenariat patient (2015)
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ing advantage of support from the organization and the DCCP. Between 
2011 and 2014, in Quebec, 26 teams in 16 healthcare organizations 
were involved in the PSS programme, which included patients from 
various age groups and departments such as general medicine, home 
care, long-term care, specialized care (mental health, oncology, diabe-
tes, rehabilitation, etc.).

 Patient Participation in Strategic Bodies

At the strategic level, each Quebec healthcare organization hosts a 
17-member Executive Board. In each Board, one member is nominated 
by and from members of the Users Committee, while nine independent 
members are appointed based on their abilities, expertise and experience 
in several domains, including governance, ethics, finance, quality man-
agement, community organizations, youth protection, mental health and 
experience as users of social services.
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One of the Executive Board’s subcommittees is called the Vigilance 
and Quality Committee. It is made up of five members, including the 
General Manager and the Local Service Quality and Complaints 
Commissioner. The other three members are chosen by the Executive 
Board among members who are not employed by the healthcare organi-
zation or do not practise their profession in one of the facilities oper-
ated by the healthcare organization. One of the three members is most 
often a representative of the Users Committee or a person with experi-
ence as a user within the healthcare organization. This subcommittee is 
responsible for analysing all reports related to quality, ensuring the 
respect for users’ rights and proper handling of complaints. It is also 
responsible for making recommendations to the Executive Board to 
improve the quality of care.

In addition, each healthcare organization holds a Risk Management 
Committee that must ensure balanced representativeness among employ-
ees, users and professionals within the organization (Government of 
Quebec 2015). This committee’s function is to monitor the risks of inci-
dents and accidents in order to ensure user safety, victims support and the 
establishment of a register to track incidents and accidents. It also makes 
recommendations to the Executive Board to avoid the reoccurrence of 
reported incidents and accidents.

 Patient Participation for Sharing Practices

To support healthcare organizations in carrying out their functions 
and exchanging on patient engagement-related practices, a commu-
nity of practice (CoP) was created in 2016 by the CHUM’s Research 
Chair in Advanced Technology and Modality Assessment, with sup-
port from the Centre of Excellence on Patient and Public Partnership 
(CEPPP). This CoP consists of care partnership managers within 
healthcare organizations and patients, and meets four times a year to 
work on several issues such as: (1) implementing measures to enable 
patient engagement in care safety; (2) partnership indicators; (3) rela-
tions between Users Committees and patients involved in care and 
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service partnership initiatives; (4) deploying these initiatives; (5) 
strengthening the role of patients in care safety (Centre de recherche du 
CHUM 2018b).

 Patient Participation in Primary Care

Primary care in Quebec is largely characterized by independent pri-
vate practices owned and managed by general practitioners, which, in 
recent years, have evolved towards interdisciplinary group practices 
and other elements from the Patient’s Medical Home model (Katz 
et  al. 2017). Patient engagement initiatives in primary care mostly 
focused on direct patient care (e.g. use of patient decision-aids for 
shared decision-making, implementation of a self-management sup-
port programme) (Legare et al. 2012; Chouinard et al. 2013), as well 
as on meso-level decision-making, such as priority-setting in primary 
care, quality improvement and governance within practices (Boivin 
et al. 2014).

 Patient Participation in Care

In 2017, an initiative was born in a university family medicine group 
(U-FMG) in Montreal—the GMF-U Notre Dame—by a family physi-
cian (Dr Antoine Boivin) who “hired” a resource patient (Ghislaine 
Rouly) to supplement his consultations. For certain patients facing 
chronic illnesses aggravated by other problems such as social isolation 
or poverty, the resource patient is called upon based on her consider-
able experience living with the same disease. In practice, first, the 
resource patient assesses the needs of patients relative to the impact of 
the disease on their life projects and role in society. Then, she helps 
them develop self-care abilities, in addition to supporting their inte-
gration into a community support network. Therefore, as a result of 
resource patient input, the family physician can adjust treatment 
plans according to true problems faced by patients. This initiative is 
part of a wider approach to creating a caring community, which will 
be presented further.
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Ghislaine Rouly’s Testimony

As a patient myself, I have always known the health system and its paths well. 
When I first see a patient, it is certain that I tell him and repeat that I am not 
a health professional. That what he entrusts to me will remain confidential 
unless he wishes this information to be transmitted to his doctor Dr. Boivin.

My goal is to know or recognize the underlying problems that hinder its 
treatment. Why, despite the care provided, there are not so many improve-
ments. Has the patient been asked about his or her life project, for exam-
ple? Did we have time? Patients also do not take the time to talk to their 
doctor. They go to the most urgent and do not always share the real reasons 
for their meeting. Each of us sometimes needs to confide in each other. To 
be listened to, without judgment. Especially when living with a chronic dis-
ease. We are alone with our illness, and sometimes this loneliness weighs on 
us. So having someone to confide in, to talk to, becomes a real relief.

In this era where everything is managed at high speed, human beings are 
isolating themselves in this increasingly dense society. No one really talks to 
each other; no one listens to each other, and yet everyone needs to be lis-
tened to, heard, seen. Be visible. To be alive.

What touches me deeply and fascinates me is the speed with which the 
other, the patient, the citizen opens up to me. It’s a valve that jumps, and the 
flow pours out ready to flood me. I find myself overwhelmed with informa-
tion. Often relevant to their illness but not always. What I offer is very simple; 
a listening, real, attentive, humble, non-judgmental. I teach them to become 
patients, to know their rights, to discover unsuspected resources in them.

This project must continue in a sustainable way and become another way 
of treating people. To offer the possibility to any patient to have recourse 
to a patient partner just for him/her. A patient partner who listens to him, 
encourages him, educates him to become a better patient, partners in his 
own care and eventually becomes his mentor and ally by helping him to 
regain his place in the community.

3 The Participation of Patients and Relatives in Quebec’s Health… 

 Patient Participation in the Organization of Primary 
Care and Services

To improve the relevance of continuous quality improvement projects for 
primary care and services, the EQUIPPS-GMF project is currently being 
implemented in the Quebec City region (Haesebaert et al. 2018). As a 
pilot, it aims to co-create a partnership model between patients, relatives, 
managers and clinicians in two non-university family medicine groups 
(FMGs). Thus, a Continuous Improvement Committee, consisting of 12 
patients/caregivers, a manager and a family physician meet from 90 min-
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utes every six to nine weeks to identify priority topics, establish improve-
ment measures and identify research themes.

Another initiative led by the MSSS and Quebec’s national institute of 
excellence in health and social services known as INESSS (Institut 
National d’Excellence en Santé et en Services Sociaux) enables the creation 
of reflexive practice workshops for front-line teams based on quality prac-
tice indicators according to given pathologies (Vachon et al. 2013, 2015). 
After analysing these indicators, clinicians, in consultation with manag-
ers and patients, co-develop action plans to improve the quality of care 
and services. Also known as CoMPAS (COllectif pour les Meilleurs 
Pratiques et l’Amélioration des Services en première ligne), this programme 
integrates patients into its governance structures and workshops to foster 
best practices and primary service improvements (Vachon et al. 2017).

 Patient Participation in Strategic Bodies (Primary Care)

In another U-FMG in Montreal, the GMF-U de Verdun, a new initia-
tive was implemented in 2017, where patients participate in the group’s 
management activities. Three patients from the U-FMG’s clientele were 
recruited to sit on the group’s Executive Committee, based on pre- 
established criteria (see Table 3.1) and results from telephone and in- 
person interviews. Stemming from their experiences with one or several 
illnesses, health services, personal and professional experiences, 
recruited patients share their experiential knowledge of the U-FMG’s 
care and  services to improve service quality with regard to patient care, 
as well as the organization of care, education and research in distinct 
disease areas.

To ensure that the project runs smoothly and successfully, two mem-
bers of the DCPP (one patient coach and one quality improvement 
coach) assist managers, professionals and patients’ advisors throughout 
the deployment process, attending committee meetings and providing 
continuous coaching to all participants. In addition to its managerial 
impact, this project aims to promote and support the dissemination of a 
patient partnership culture in all U-FMG activities. This initiative has 
been recognized as a pilot project by the MSSS, and the project’s forma-
tive assessment has been planned accordingly (Trépanier et al. 2017).
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 Patient Participation in Public Health

The «Caring Community Project»

More recently, a local initiative in Montréal, created by a physician (A 
Boivin) and a patient (G Rouly), the «Caring community project» has 
piloted an intervention where primary care clinicians, patient partners 
and citizens work together to care for members of their community. Each 
partner’s skills, knowledge and competencies are mobilized to bridge pro-
fessional and community healthcare (Boivin and Rouly 2018). Although 
promising, most of these initiatives have been conducted solely within 
pragmatic research projects. Despite being implemented in real-world 
settings, few have been scaled up and implemented at the system level.

That said, this innovative model involves breaking down a series of 
barriers between the health system and the community; between health 
professionals and patients; and between sick and healthy citizens. In fact, 
a first “Caring Community” pilot has been set up in the south-central 
district of Montreal since June 2017.

As part of these Caring Communities:

• Partner clinicians integrate patients and citizens as full members of 
their care teams;

• Resource patients support other patients in developing self-care abili-
ties and collaborating effectively with health professionals and com-
munity members;

• Partner citizens of different age groups, health status, income and cul-
tural background engage in reciprocal relations of mutual assistance 
and exchange services backed by a social currency: time;

• Partner decision-makers mobilize collective action levers within their 
community with the aim of creating environments conducive to 
mutual social assistance and health.

Social Participation of Senior Citizens

Improving the social participation of seniors is considered as a deci-
sive factor for maintaining this target population’s health. (Holt-
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Lunstad et al. 2010; Gilmour 2012). Since May 2017, a project was 
put in place with the aim of co-creating a shared vision of senior 
social participation as a health determinant in urban and multicul-
tural settings. It helped establish a collaborative space between vari-
ous actors and to collect, through focused discussion groups, the 
experiential knowledge of seniors regarding their social participation. 
Engaged seniors came from nursing homes or low-income housing 
projects and included those who regularly consult clinics or follow 
community centre activities. Of note, not all participants were 
Quebec natives; some were born abroad.

In terms of outcomes, analysis of discussion group data helped build a 
framework for analysing social participation and also served as basis for 
an action plan to reduce social isolation, which was co-developed by 
recruited seniors, health and social services network managers, city and 
regional public health teams and community partners (organizers and 
workers). Given the collaborative nature of this project, a genuine co- 
creation process involving senior citizens was achieved, and potential 
areas of intervention were identified thanks to elicited statements. 
Ultimately, the approach helped restore links which are fundamental to 
developing partnership spaces and generating collaboration for future 
initiatives (Lemieux et al. 2018).

 Patient Participation in the Assessment of Technologies 
and Modalities of Interventions

Over the last decade, Quebec’s national institute of excellence in health 
and social services (INESSS) has led some patient partnership initiatives 
and developed a structure for including patients and members of the 
public in its health technology assessment (HTA) and drug assessment 
processes (Institut national d’excellence en santé et en services sociaux 
2018a). Founded in 2011, INESSS’s mission is to promote clinical excel-
lence and optimize the use of resources in healthcare and social services 
by evaluating new technologies, medication, as well as interventions. It 
provides recommendations for their implementation, optimal use and 
public application by integrating perspectives from healthcare profes-
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sionals, managers, decision-makers and patients (Institut national 
d’excellence en santé et en services sociaux 2018b). Further, to operational-
ize patient participation in its assessments, based on the Montréal Model 
(Pomey et al. 2015b) which strives to implement experiential knowledge 
and partnership. However, until now, guidelines and recommendations 
issued by INESSS mainly benefited from patient consultation (not co- 
creation). In fact, the first project to benefit from actual co-creation 
between patients and professionals was an assessment with regard to 
decision- making in implantable cardioverter defibrillator (ICD) 
replacement.

The project was broken into four steps.

• Step (1) consisted in defining, for the first time, assessment questions 
related to the experience of patients living with an ICD and who may 
need a replacement. This led to a literature review on quality of life and 
shared decision-making.

• Step (2) was the creation of an expert patient group, complementing 
the professional expert group. All expert patients were ICD owners 
and, during two working session, provided feedback on the literature 
review to cover potential blind spots and help fit results within 
Quebec’s context.

• For Step (3), in order to co-create recommendations, a modified 
Delphi method was used on members of both expert committees, and 
comments about proposed recommendations were synthesized, anon-
ymized and incorporated.

• Finally, Step (4) allowed for a joint meeting with both committees to 
decide on issues and tools to be developed in support of proposed 
recommendations. As a result, out of 11 recommendations, seven 
related to patient experience (Institut national d’excellence en santé et en 
services sociaux 2018c).

An assessment of this first participative project revealed that: (1) at 
first, it was difficult for the Institute’s scientists to understand the role of 
patients; (2) patients enjoyed their experience and were able to highlight 
encountered difficulties, despite the subject being technical; (3) it con-
firmed and validated observations made by health professionals regarding 
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organizational modalities and the importance of changing their practices 
and the organization of services (Pomey et  al. 2019; Institut national 
d’excellence en santé et en services sociaux 2018c).

 Patient Participation in Healthcare Policy

Patient participation can include the development, implementation and 
evaluation of policies and programmes implemented by the 
MSSS.  Involvement in this area can be undertaken either by patients, 
citizens or the public. Accordingly, representatives can work with policy-
makers to find community-based solutions, help define policies, establish 
health priorities and resource allocations. At this level, engagement may 
either be individual, or through representatives of patient organizations 
or groups or even special interest groups. So far, in Quebec, a public 
policy for the partnership model does not exist. However, recently, the 
MSSS published a reference framework for partnership approaches 
between users, their relatives and health and social services stakeholders. 
This framework was developed in consultation with all stakeholders 
within the health network, including resource patients involved in vari-
ous initiatives (Quebec Ministry of Health and Social Services 2018b).

 Patient Participation in Research

 Canadian Strategy for Patient-Oriented Research

In 2011, the Canadian Institutes for Health Research (CIHR), the main 
public research funding agency in Canada (equivalent to NIHR in the 
UK) launched its Strategy for Patient-Oriented Research. CIHR defines 
patient-oriented research as “a continuum of research that engages 
patients as partners, focusses on patient-identified priorities and improves 
patient outcomes” (Canadian Institutes for Health Research 2015). It 
further defined patient engagement as “meaningful and active collabora-
tion in governance, priority-setting, conducting research and knowledge 
translation”. Although a participatory research tradition with patients 
and communities already existed in the country (e.g. community-based 
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participatory research with indigenous communities), CIHR’s strategy 
for patient-oriented research offered new impetus, incentives, opportuni-
ties and infrastructure to support patient engagement in research. For 
example, Methodological Support Units were established in each prov-
ince for patient-oriented research capacity building. The Quebec Support 
Unit strategy for patient and public partnership in research involved 
methodological advice, researcher–patient co-training to co-lead proj-
ects, patient recruitment and patient-research matchmaking support and 
evaluation of patient engagement in research (Boivin et  al. 2018b, c). 
Quebec’s strategy focuses explicitly on partnership approaches, support-
ing project co-leadership with patients at different levels of research gov-
ernance (research projects, networks and infrastructure). For example, 
dyads of patient partners and researchers were established in each univer-
sity network to support local research teams.

 Transplant-Action

In preparation for a study assessing the impact of implementing a train-
ing programme for new kidney and liver transplant recipients, a research 
team collaborated, since the onset of the research protocol, with three 
transplant patients to facilitate the programme’s implementation and 
patient recruitment.

The so-called “Transplant-Action” project met a need expressed by 
kidney and liver transplant patients for coaching in physical activity to 
help improve post-transplant heart function and quality of life (Rakel 
2017). As such, Transplant-Action proposed to randomize newly trans-
planted kidney or liver patients so they could be assigned to either the 
exercise group—where they would train twice a week in cardiovascular 
training and resistance training supervised by a kinesiologist for 
six months at home or in a gym (Rakel 2017)—or to the control group—
where they would receive basic advice on the benefits of physical activity.

Therefore, as full members of the research team, the three involved 
patients embraced various roles which evolved over time. The first patient, 
who was identified as co-principal investigator since the beginning of the 
project, participated in drafting the protocol and creating the training 
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programme, which he tested himself to understand potential patient- 
related issues. Additionally, he participated in: writing documents intro-
ducing the programme as well as ethical information and consent forms 
for patients; producing video capsules to illustrate home exercises; data 
analyses and presentations at conferences.

The second patient, a retiree, worked on recruiting patients for the 
study. Twice a week, he visited the healthcare organization’s transplant 
inpatient unit to meet with potential candidates. He also collaborated 
with care teams to identify patients and ensure that his visits were 
announced. During his visits, he explained the project and made 
offers to join.

As for the third patient, he took on a coaching role, as he followed 
patients in the exercise group, offered help and monitored progress 
according to exercise plans. Moreover, he handed follow-ups by call-
ing patients once a week to enquire on potential issues and answer 
questions.

In all three cases, project participation significantly impacted the lives 
of patient researchers. For the first patient, this experience led to a career 
change: he was hired by the CEPPP—where he now trains researchers on 
how to work with patients as part of a Patient-Centred Research 
Strategy—and started a master’s degree in Research. As for the second 
patient, Transplant-Action brought a new dimension to his retirement as 
he feels useful when in contact with patients and clinicians. And finally, 
the third patient researcher was motivated to engage in even more physi-
cal activity by participating in the Canadian Transplant Games (CTG).

 The RUCCHES Project

Within a project designed to encourage meetings among patients/users, 
clinicians and researchers to improve primary care research, the 
RUCCHES project (Rencontres patients-Usagers, Cliniciens et CHerchEurs) 
helps create formal discussion spaces to better support the identification 
of research questions and the development of research projects within 
U-FMGs. As part of the project, a working group was created, which 
consisted of a researcher, a family physician, two residents, three primary 
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care professionals and three patients, one of whom led the group. Themes 
were brought up by the researcher, followed by discussions to identify 
and prioritize research questions (Samson and Dogba 2016).

 Patient Participation in Education

As mentioned previously, the Patient Collaboration and Partnership 
Directorate (DCPP) is located within the UofM Faculty of Medicine and 
aims to orchestrate a major cultural shift by facilitating the emergence, 
deployment and assessment of new partnership initiatives involving 
patients in medical education (Direction collaboration et partenariat 
patient 2018).

The DCPP’s educational initiatives are intended to help medical and 
health sciences students develop skills for dealing with complex human 
healthcare issues through ethics, story-telling, collaboration and commu-
nication. In true patient partnership spirit, patients are systematically 
integrated throughout the process: from activity ideation, design and 
pedagogical engineering, to patient-faculty sessions co-facilitation and 
assessments, everything is co-led in partnership (Direction collaboration 
et partenariat patient 2018).

Three core principles support the DCPP’s mission:

 1. Develop students’ abilities to manage complex human situations, 
address ethical issues and strengthen partnership with their patients;

 2. Implement longitudinal and integrated learning in clinical ethics, col-
laboration and communication (reflective, narrative, simulation prac-
tices, etc.);

 3. Work systematically with patient trainers for educational content 
design and use co-created content to train students.

In recent years, around the world, several medical education initiatives 
tried to integrate patients, with varying degrees of success. At the UofM, 
the undeniable growth of DCPP activities is a testament to internation-
ally recognized success (see Fig. 3.2).
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Fig. 3.2 Assessment of DCPP Activities between 2011 and 2017. (Source: Adapted 
from Dumez and Karazivan, 2018 and DCPP)

An important aspect distinguishes the DCPP approach from other ini-
tiatives: it is firmly anchored in the care partnership paradigm and not in 
the one of patient-centred approaches. Indeed, patients are no longer 
asked for mere testimonials; instead, they are asked to mobilize their 
experiential knowledge to serve students. Nowadays, not only must they 
know how to tell their stories, they must also do so pedagogically. Patients 
are no longer invited to meet students as part of pre-created coursework; 
they work alongside faculty from the start to co-create learning objectives 
and pedagogical methods to develop students’ skills (see Fig. 3.3).

More than 200 patient partners (with trainer profiles) are already 
engaged in training medical students. All were carefully and rigor-
ously recruited according to their partnership skills (Direction collabo-
ration et partenariat patient 2015; Flora et  al. 2016b) and take 
advantage of co- training sessions (for faculty and patients) provided 
by the DCPP in order to continuously develop their partnership and 
pedagogical skills.
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PATIENTS AS TRAINERS IN EDUCATION 
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Fig. 3.3 Patients as trainers in education. (Source: DCPP)

 Description of the DCPP’s Pedagogical Activities for Medical 
Students

Throughout the medical school curriculum:

• Student mentorship by patient partners: eight patient trainers, 70 stu-
dents per year.

Preclinical (1st and 2nd year students):

• Course CSS 1900 (Interprofessional Collaboration): 68 patient train-
ers, 1500 students in health sciences per year;

• Course CSS 2900 (Interprofessional Collaboration): 68 patients’ 
trainers, 1500 students in health sciences per year;

• “Value Pluralism” course: two patients’ trainers, 300 students per year.

Clinical clerkship (3rd and 4th year)
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• Clinical Ethics Workshop 1: 12 patient trainers, 300 students per year;
• Clinical Ethics Workshop 2: 12 patient trainers, 300 students per year;
• Course CSS 3900 (Interprofessional Collaboration): 68 patient train-

ers, 1500 students in health sciences per year.

Residency (5th to 9th year)

• Storytelling Ethics Workshop 1: four patient trainers, 140 stu-
dents per year;

• Storytelling Ethics Workshop 2: four patient trainers, 140 stu-
dents per year.

New pedagogical initiatives in 2017–2018:

• “Professionalism in Medicine” workshop: 23 patient trainers, 300 stu-
dents per year;

• “Conflicts of Interest” course: two patient trainers, 300 stu-
dents per year;

• “Power and White Lab Coats” workshop: 23 patient trainers, 300 stu-
dents per year;

• “Ethics in End-of-Life Care” course: 2 patient trainers, 300 stu-
dents per year

• Storytelling Ethics Workshop 3: four patient trainers, 140 stu-
dents per year

The following section will elaborate on four specific DCPP activity 
areas: (1) CSS courses, (2) clinical ethics workshops, (3) medical student 
assessments, and (4) support services.

 Initial Training

Developing Collaboration Competencies: CSS Courses

To support major changes in healthcare practices and organizations, the 
next generation of healthcare professionals must be prepared to work in 
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collaborative practice settings and contribute to the deployment of part-
nerships in clinical institutions. Accordingly, since 2011, the UofM inte-
grated patients to act as co-facilitators in training courses, aiming for 
progressive development of interprofessional collaboration and care part-
nership skills (Fulmer et al. 2014; Vanier et al. 2014) for students in 13 
distinct health-related professions and in psychosocial sciences. The 
interprofessional education (IPE) programme comprises three one-credit 
undergraduate mandatory courses embedded in the first three years of 
preclinical education.

In the first year, students meet and jointly explore the concept of 
“Partnership” through personal examples and testimonies brought by 
patient trainers. During the second year, students are required to 
become familiar with the interprofessional meeting sequence, clarify 
roles of different professions and apply the Partnership concept to a 
clinical case of an outpatient in paediatrics as the patient trainer advo-
cates for patient and family interests and personal objectives regard-
ing care. Finally, in the third year, students apply the Partnership 
concept to an interprofessional meeting simulation to develop an 
interdisciplinary intervention plan (IIP) for a hospitalized senior 
patient. In this case, the patient trainer advocates for the patient’s role 
in building the IIP.

About 1400 students participated yearly in each of the three IPE 
courses while patient trainers were gradually integrated since the 
2012–2013 academic year. Early exposure to the Partnership concept is 
expected to allow students to gradually develop their ability to build 
healthcare partnerships, apply concepts during clinical training and help 
them become agents of change once they join the workforce.

Student course evaluations revealed that over 85 per cent of them 
believed that patient experiences enriched class discussions and that 
professional- patient trainer collaboration or coordination is relevant 
(Centre de pédagogie appliquée aux sciences de la santé 2014). 94 per 
cent of students plan to implement the Care Partnership approach in 
their future practice. In addition to these courses, other interprofes-
sional activities during internships, as well as mentoring by patients, 
are underway.
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Clinical Ethics

The Clinical Ethics Bureau (Bureau d’Éthique Clinique [BEC]) of the 
UofM Faculty of Medicine is a group of physicians working daily along-
side other ethics professionals (e.g. lawyers specialized in health law, ethi-
cists, etc.) or professionals dealing with ethical issues in clinical settings 
(e.g. mediators, chaplains, spiritual life coaches, etc.) to develop and 
deploy an integrated and comprehensive initial and continuing training 
curriculum for faculty.

In 2014, the Bureau joined the DCPP for the co-creation, co- 
facilitation and co-evaluation of clinical ethics workshops geared towards 
medical students and residents, during which complex themes aimed at 
developing students’ interpersonal skills and clinical reasoning were dis-
cussed (value pluralism, power dynamics in the care relationship, etc.). 
Workshops which are co-created and co-facilitated with patients aim to 
particularly develop the students’ ability to recognize and solve ethical 
issues that are specific to clinical practices and care relationships, as well 
as develop their empathy, reflexivity and partnership skills.

Since 2014, many activities resulting from this partnership were devel-
oped and implemented, including the 4th edition (2018) of clinical eth-
ics workshops for students in clinical clerkship (3rd and 4th year students). 
During these workshops, a resident/patient trainer/physician trio co- 
facilitate group discussions based on clinical scenarios written by students 
and co-trainers, describing complex clinical situations using narrative 
logic. Scenarios may include instances where students felt as if they were 
acting against their personal ethics, or were left alone in a medically com-
plex situation, or had to initiate a difficult conversation with patients and 
their relatives.

Each year, through this activity alone, members of faculty read up to 
300 clinical scenarios which help them realize how challenging student 
learning conditions could be on a daily basis. On the other hand, it also 
helps 300 students learn how to deal with complex situations and turn 
them into levers of personal and professional emancipation, not only for 
them but for patients and relatives they are bound to encounter during 
their careers.

 M.-P. Pomey et al.



49

Beyond this single activity, other discussion workshops in clinical set-
tings were developed as well. For instance, smaller groups of four to six 
students discuss the real and perceived impact of physician authority on 
the care relationship—particularly through their social role and symboli-
cally charged attributes such as the stethoscope, the white lab coat, etc.—
as well as the way patients and students adjust their behaviours and 
opinions in consequence.

Evaluating Medical Students

A pan-Canadian effort has been taking place in recent years to reflect on 
the role that patients could play in medical student evaluations. The 
DCPP was invited to several national medical education forums to help 
the medical community better integrate patient perspectives into medical 
student training. Despite being a relatively new field, the DCPP is already 
playing a leading role in this movement by actively integrating patient 
trainers into faculty and departmental reflections on the assessment of 
students, programmes, faculty, as well as current and future health 
professionals.

In a meaningful way, the DCPP contributes to the recognition of the 
legitimacy and relevance of patient trainer skills to assess the abilities of 
medical students. The team is also conducting research to explore the 
limits of purely positivist approaches—which only consider what is mea-
surable, palpable, visible, etc. in the assessment of what constitutes a 
“good/competent” physician—while thinking about the potential role of 
singular/experiential knowledge in assessing student competencies. To 
achieve this, and to better understand the added value of patients in the 
evaluation of health sciences students, the DCPP currently leads many 
activities at the Faculty of Medicine:

• Formal student evaluations by patient partners in several of the 
Faculty’s pedagogic activities;

• Epistemological research on experiential knowledge developed by 
patients from and through living with diseases;

3 The Participation of Patients and Relatives in Quebec’s Health… 



50

• Participation in a working group to reform admissions to medical 
residency;

• Project to involve patient partners and the DCPP in the central evalu-
ation committee for residents in family medicine.

 Continuing Professional Development

Support Services by the DCPP and the CEPPP

Support services provided by the DCPP follow the 2015 health system 
reorganization led by the Quebec ministry of health and social services.

Drawing from its deep expertise developed since 2010, the DCPP set 
up support services for organizations wanting to integrate, coordinate 
and institutionalize care and service partnerships within their structures. 
Of course, implementing a new relationship model requires expertise at 
various levels: raising awareness among organizational stakeholders and 
decision-makers; recruitment methodology for patient partners who con-
tribute to improving care and services; support and coaching for pilot 
projects in which patient partners would be integrated; and day-to-day 
management of a patient partner data base.

Since 2016, the DCPP provided nearly 1000  hours of support for 
training courses (training practitioners on the Partnership concept, iden-
tifying and recruiting patients, developing IIPs in partnership with 
patients), as well as supporting new patient recruitment (individual meet-
ings and follow-ups with patients showing latent partnership skills), and 
coaching (care teams welcoming patients, and patients starting new roles 
as partners).

The Partnership School

The Partnership School is one of the four pillars of the Centre of Excellence 
on Patient and Public Partnership (CEPPP). The School’s mission is to 
facilitate the transfer of CEPPP expertise, skills and knowledge to all 
stakeholders in the health system. School activities are divided into three 
components: training, knowledge creation and pedagogical innovation.
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The training component includes pedagogical support for various 
stakeholders in the health community who wish to engage in patient 
partnership initiatives. The School offers training via a variety of meth-
ods, including in-person training (e.g. workshops, lectures, simulations) 
as well as synchronous online training (e.g. webinars) and asynchronous 
training (e.g. online training, video capsules intended for the gen-
eral public).

In addition to meeting the immediate needs of the healthcare com-
munity, new training content creation contributes to the emergence of a 
new disciplinary field; for instance: the development of a new credited 
university course on patient partnership foundations.

With regard to pedagogical innovation, a variety of educational initia-
tives contribute to the Patient Partnership society project which positions 
the School as a driver of social transformation within the CEPPP. Projects 
include, among others, engaging patient evaluators to develop new prac-
tices to assess future health professionals; conceptualizing a certification 
structure aimed at establishing standards of excellence in patient partner-
ship and supporting the recognition of work performed by patients in the 
field; as well as popular education projects and disseminating underlying 
values of patient partnerships, for instance, in primary education or dur-
ing various events, symposia or colloquia.

Training Peer Helpers in Recovery

In 2017, the first cohort of peer helpers in recovery graduated from the 
UofM. In this special programme, the concept of recovery is defined as 
strategies implemented by actual patients to live better with chronic disease.

This recovery experience is particularly conducive to exchanges 
between people experiencing or having experienced similar challenges. 
Referred to as Peer Helping Mentors, the role is becoming a positive 
recovery model in mental health for both care givers and receivers. Not 
only does it represent a source of hope and empowerment for patient 
partners but it also provides them with psychosocial support by facilitat-
ing the maintenance of a role in the community as a full and active citi-
zen (University of Montreal 2018).
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Inspired by principles of therapeutic education, the mentorship 
approach aims to help patients acquire or maintain disease management 
skills while maintaining and improving quality of life. It encompasses a 
set of organized activities which includes psychosocial support, disease 
and health awareness and information activities, care options, hospital 
and healthcare organization procedures, community group resources, 
behaviours related to health, illness and recovery.

In addition, to further train peer helpers/mentors in recovery, the 
Department of Psychiatry of the UdeM Faculty of Medicine developed a 
credited training programme, open to anyone wishing to convert experi-
ential disease knowledge (personal or that of a relative) into accredited 
expertise for the benefit of others. Through this programme, students are 
exposed to basic medical information on the organization of care and 
services, as well as various recovery and self-management processes in 
chronic mental or physical illnesses. This knowledge is then applied to 
various training environments (public health and social services network, 
community groups and organizations, private companies, etc.).

The role of peer helping mentors is to contribute to the mobilization 
of personal skills and awaken resilience potential within peers suffering 
from health issues in the communities. Mentors help peers become and 
remain primary architects of their own recovery journey.

 Success Factors of the Montréal Model

 General Factors

In an article by Carman et al. (2013), three general factors are identified 
to explain the success of patient engagement (Centre de pédagogie appli-
quée aux sciences de la santé 2014). First in line are patient characteristics: 
values, knowledge, attitudes, beliefs and past experiences, education level, 
health condition, self-confidence and social status, which are factors that 
can affect a patient’s degree of commitment. In the Montréal model, the 
idea is to first select patients that exhibit specific characteristics conducive 
to patient partnership. Then, selected patients can help other patients 
become involved in self-care before becoming patient advisors in other 
aspects or care and services.
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Second, institutional culture may influence patient engagement in 
healthcare organizations. It mostly depends on the culture’s openness 
towards patient opinions and that of their relatives, as well as its flexi-
bility when implementing practices and policies. In Quebec, there is a 
long tradition of citizen participation, and the province is home to a 
culture that generally values innovation and change. The resilience of 
Quebec’s health system is recognized as well. That said, although differ-
ent practice areas have shown openness towards patient participation 
and that of their relatives, converting commitments into action is not 
always a simple task.

The third factor is related to social norms, which could impact the 
perceived value added by patient and citizen engagement at all levels. 
Compensation arrangements for professionals, health organizations and 
patients may have an impact on participation as well (Carman et  al. 
2013). However, in Quebec, volunteering and citizen engagement are 
socially valued activities. Therefore, even though it is not possible to 
financially compensate for patients participating in Quebec’s health and 
social services system, it does not seem to hinder patient recruitment.

 Specific Factors

The first noticeable factor is that the implementation of patient participa-
tion, in Quebec, is carried out jointly by patient/health professional duos 
in recognized structures. In fact, the Patient Partner Office (Bureau du 
patient partenaire), then the DCPP (Direction collaboration et partenariat 
patient 2018) within the UofM Faculty of Medicine, the Centre of 
Excellence on Partnership with Patients and the Public (CEPPP 2018) at 
the UofM Hospital Research Centre (Centre de recherche du Centre hospit-
alier de l’Université de Montréal [CRCHUM]) and now the patient part-
nership Community of Practice are co-directed by patients and health 
professionals. The Centre of Excellence (CEPPP 2018) is a place where 
the science of partnership and best practices are being developed. It 
houses two research chairs and brings together people working on part-
nership and having experiences in different fields to welcome students 
and researchers.
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The second factor consists in working towards changing practice envi-
ronments by implementing measures affecting initial and ongoing health 
professional and healthcare manager training. This helps bridge gaps 
between theory and reality on the ground.

Since the MSSS recognizes partnership as a fundamental value of the 
health and social services system, human resources trained in partnership 
are allocated to Quality, Evaluation, Performance and Ethics Directorates 
(Direction de la qualité, de l’évaluation, de la performance et de l’éthique 
[DQEPE]) in healthcare organizations. The patient partnership 
Community of Practice then allows for very fruitful exchanges among 
healthcare organizations so that they can benefit from each other’s 
experiences.

Thanks to the CEPPP, the development of partnership approaches is 
fairly structured, and provides healthcare organizations with proven 
methodology to follow in specific care settings, which caters to the need 
of working simultaneously with professionals and patients to help them 
to become partners at various levels of the health system (Pomey 
et al. 2018d).

And lastly, a final important factor is to systematically implement 
assessment projects to properly measure patient engagement impacts and 
benefit from research funding to evaluate partnership impact on patients 
and relatives, clinicians, managers and different health system structures 
(Boivin 2018; Boivin et al. 2018c).

 Conclusion

In Quebec, since the beginning, patient partnership was conceived as an 
approach to be conducted simultaneously in the training of healthcare 
actors, in research and in the health system. Having sprouted from aca-
demic circles, particularly from a faculty of medicine, the model’s legiti-
macy was more easily recognized by various health system actors. 
Synergies have enabled the acceleration of cultural shifts in healthcare 
settings and in the way healthcare professionals perceive patients’ roles 
and contributions to improve the quality and safety of care, which ulti-
mately yields care and services that are better suited to patients’ needs. 
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The integration of patients into all spheres that can have an impact on 
patient health also provides an opportunity to learn from experiences in 
some areas and how they can be transferred to others. Indeed, everything 
that has been learned for patient recruitment, training and coaching has 
first been tested in universities before being imported into health institu-
tions and research. It is by working simultaneously on these different 
spheres that we will be able to change the culture more quickly and ensure 
that patient participation in a structured and evaluated way becomes a 
matter of course and allows the health system, the world of research and 
education to better meet the real needs of patients and their families 
(Pomey et al. 2018d).

Among the elements still to be worked on in the Montreal model, 
these focus more particularly on vulnerable populations and also on how 
to better structure the therapeutic coaching that patients can provide to 
each other to help them better live their daily lives with their disease.

By better meeting their needs and allowing them to take their place, 
the involvement of patients and their relatives, care relationships can 
hopefully become more humanized and contribute to improving the 
population’s health and well-being (Boivin et al. 2018a).
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4
Implementing Patient and Carer 

Participation in Self-Care and Co-Care 
in Sweden: Policy, Practice 

and the Future of Person-Centred Care

John Øvretveit and Eskil Degsell

 Introduction

Sweden has universal health coverage achieved through a decentralized 
national health service which counts 21 regions responsible for financing, 
purchasing and providing all individual health services. Sweden spends 
11 per cent of its GDP on healthcare and ranks third for health spending 
compared to other EU countries. Public expenditure accounts for 84 per 
cent of health spending and voluntary health insurance represents a small 
but increasing part of health funding (OECD 2017).

Sweden’s population of 10  million is spread across a territory of 
450,295 kilometres2, with a relatively low density of population of 22.6 
per kilometre2. Life expectancy at birth was 82.2  years old in 2015, 
80.4 years for men and 84.1 for women, and is among the highest in the 
EU (OECD 2017). In Sweden, behavioural risk factors including smok-
ing, alcohol, dietary risks and physical inactivity are below most of the EU 
countries, and 26 per cent of the overall burden of disease in 2015 can be 
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attributed to such risk factors. For example, only 12 per cent of people 
smoke daily and 13 per cent of the population suffers from obesity (OECD 
2017). However, Sweden faces relatively high rates of cardiovascular dis-
eases and cancer, which account for nearly two-thirds of deaths. In 2014, 
cardiovascular diseases accounted for 37 per cent of all deaths among 
women and 36 per cent of all deaths among men, and cancer accounted for 
23 per cent of all deaths among women and 27 per cent of all deaths among 
men (OECD 2017). Heart disease is the most common cause of death fol-
lowed by Alzheimer’s disease and other forms of dementia, and musculo-
skeletal problems and depression are among the leading causes of poor 
health which have important life-limiting consequences (OECD 2017).

In terms of health system performance, Sweden has a relatively low rate 
of preventable mortality (98 preventable deaths/100,000 population in 
2014). Although there are long waiting times and care coordination issues, 
access to healthcare is generally good. Finally, Sweden has a relatively high 
number of doctors and nurses which is above the EU average (4.2 doctors 
per 1000 population and 11.1 nurses per 1000 population). However, the 
efficient use of workforce remains challenging in Sweden. The 2014 
Commonwealth Fund International Health Policy Survey highlights chal-
lenges for chronic management in primary care settings, since only 53 per 
cent of patients report that they are often or always informed about the care 
they have received from healthcare professionals (OECD 2017).

Sweden is experiencing a widening gap between the supply of and the 
demand for healthcare. There are more older people living longer, many 
with chronic diseases, but fewer qualified and unqualified workers to care 
for them. There is a growing gap between the cost of care and the ability 
to pay for care, and this gap is increasing with new treatments and tech-
nologies which, in the past, have added to the costs of care. One response 
is for healthcare to enable patients to perform self-care more effectively, 
which includes preventing avoidable illness. How can this best be done in 
ways which benefit all, rather than burdening patients and their families 
with work they are not able to undertake?

This chapter provides an answer to this question which includes our 
“co-care” programme of research. It also draws on our experiences as a 
researcher with a chronic illness and a patient representative who is also a 
close-carer for his partner with a brain tumour.
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The two changes we discuss are the

• changes needed for public services to enable patients and healthcare 
workers to work more fully in a co-caring partnership, which also 
includes the patient’s close-carers (family and friends) in that partnership;

• changes to enable more people to perform more effective self-care, to 
prevent or reduce health deterioration when they contract a disease or 
experience trauma, as well as to avoid having to use healthcare services 
that arise from an illness.

We concentrate on what healthcare services and health systems can do to 
enable self-care rather than the broader population changes needed also to 
promote wellness and a “culture of health” (RWJF 2018). We highlight suc-
cessful examples and consider how organizational behaviour, implementa-
tion and improvement sciences, and digital technologies can be used to 
make this transition to a new “co-care” and “person-centered” health service.

The chapter puts forward two propositions. The first is that to 
reduce the widening gaps noted above, we need to engage and support 
citizens, patients and health workers to carry out more effective self-
care and co- care. The second is that organizational, implementation 
and improvement sciences can assist the movement towards more 
person-centred services.

Our starting perspective is that:

• most healthcare is provided by ourselves and to ourselves, as well as to 
our family or friends as “close-carers” for them;

• this self-care can be more effective with the right support from health 
and other services, and appropriate government health and healthcare 
policies and financing;

• co-care, which also involves shared decision-making about treatment, 
is effective for choosing and implementing the right treatments;

• people vary in the amount and type of support they need, which may 
change at different stages of their illness, and they also vary in the sup-
port they need to enable wellness activities and prevent disease;

• research can help the changes needed to achieve more self-care and co- 
care which is appropriate and effective;
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• not all changes to support self-care and co-care are cost-saving for 
healthcare, but those that are should be prioritized first so as to show 
what can be achieved and to speed implementation.

There is some evidence to support these contentions which we present in 
this chapter, as well as our personal experience. We conceptualize patient, 
citizen and carer engagement and participation as being possible at differ-
ent levels: (a) in formulating policy for health and healthcare, (b) in deci-
sions and planning the overall structure of a healthcare system, including 
the siting of services; (c) in designing the organization of care at a service 
level, (d) in planning and taking part in their own individual care and (e) 
in providing information about outcomes of care and experiences of care.

The chapter first presents the history of and current policy in Sweden 
regarding patient participation. It describes the different types of partici-
pation and some of the research and experience into these, including how 
digital health technology is both helping and hindering different types of 
patient participation. It then presents the two authors’ experiences of 
participation in brain tumour care and orthopaedic surgery care. To con-
sider how to advance participation, the chapter then shows the contribu-
tion of research to faster and more widespread change for effective 
participation, as well as sharing the authors’ research, experience and per-
ceptions. The focus is on changes in healthcare practice, organization and 
attitudes that have enabled patients to play a greater role in their care and 
in self-managing their health, and on effective ways to enable these changes.

 What Is Co-Care and Self-Care and Why Is It 
a Challenge to Current Healthcare Services?

In this chapter we use the terms “co-care” and “self-care” rather than 
“patient engagement” (PE) or “patient participation” (PP). We do so 
because these are more specific aspects of PE and PP, and we focus on 
these as we see them as the most important to the future. The latter two 
terms (PE and PP) are more general and refer to the many different ways 
in which patients are involved in different activities, and the terms are 
also defined in different ways (INVOLVE 2012).
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The meanings of the terms that we use in this chapter are given in 
Appendix 4.1. Our focus is on how patients are involved in their own 
care and in the organization and implementation design to support co- 
care and self-care. We define “co-care” simply and in a way that could be 
measured as “sharing decisions and activities about care and self-care”. 
Co-care combines shared decision making as well as activities to enable a 
person to engage in self-care.

Central to the concept is “expert patient knowledge”: knowledge that 
a patient has about their symptoms and about “what works for me”, the 
strategies that they perform which help them to manage their symptoms 
and their health. More patients are sharing and learning from other 
patients about such strategies (Patients like me 2018; Recovery college 
2018). This individual and collective patient knowledge is different to 
clinical professionals’ knowledge about disease and treatment effective-
ness, much of which relates to “the average patient” (Kent and 
Hayward 2007).

Patient knowledge is also about the activities and life goals which are 
now important to them after their diagnosis and experiencing the effects 
of their illness. We define patient-driven care and treatment as choosing 
treatments, care and self-care strategies that enable a patient to perform 
the activities and achieve the life goals which are important to them at 
different times.

Patient capacity for sharing care and self-care can be developed into 
competences for these activities, especially in people classified as “disad-
vantaged” (Lima et al. 2016). However, an important criticism of co-care 
is that this approach may meet the wishes of educated and wealthier 
patients, but may not benefit patients who are limited in the extent of 
shared decision making and self-care that they can undertake by capacity 
or circumstance, by education or socio-economic factors. It is unknown 
whether or how more self-care by the privileged might release resources 
to invest in more support for those more challenged to perform self-care.

Developing self-care presents challenges to healthcare because it 
requires changes in attitudes, and an ability to judge when and how a 
person is able and willing to perform more self-care and which extra and 
new services are required, which can often include medically-related 
social services. Some self-care can damage a person’s health, for example 
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when patients self-medicate or exercise inappropriately. Self-care and co- 
care present new demands for health services including often requiring 
clinicians to learn new ways to enable patients to “do it for themselves” 
rather than “deciding and doing” for patients. It requires healthcare orga-
nizations and IT systems to change so as to support clinicians and patients 
to carry out effective self-care and co-care, and to do so economically. We 
later describe some of these changes and some examples of co-care.

 Context for Co-Care and Self-Care 
in the Nordic Countries

There is a history to bear in mind that provides a context for the co-care 
in Sweden. Part of this is a culture of physical activity and independence 
which is generally compatible with health promotion activities. Compared 
to some other high-income countries there is a long history of and sub-
stantial investment in health promotion and wellness programmes. In 
addition, there is a financial incentive for local county government tax- 
payer- funded services, which provide most healthcare, to encourage and 
support health promotion and wellness programmes: effective preventa-
tive illness and health promotion activities reduce avoidable illness and 
utilization of healthcare among a population that tends to remain in the 
geographic areas served by their county.

This culture and the health promotion activities are supportive of those 
aspects of co-care and self-care which help to prevent illness, and are also 
factors contributing to the reduction of health deterioration when illness 
does strike: there is a generally high engagement in healthy lifestyles and 
a desire to maintain such a lifestyle when experiencing illness, although 
there are differences between and within different social groups, espe-
cially in the larger cities.

A further part of the context is the “Ombudsman” arrangement, which 
is a government officer and an administrative system which acts to pro-
tect the interests of individual citizens who complain about an organiza-
tion. This originated in Sweden 300  years ago: it both builds on and 
contributes to a democratic culture that has an even longer history in the 
Nordic countries. This is part of the background that led to the Nordic 
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countries being the first to establish patients’ rights in law in the 1990s 
(Fallberg and Øvretveit 2003). Since then, various quality-improvement 
and safety initiatives and policies have been the main vehicles shaping 
healthcare towards a more co-care approach. This includes making data 
available to patients to assist them in choosing a healthcare provider.

However, over the last 30 years there has not been a widespread and 
effective implementation of person-centred and co-care approaches, and 
the examples we cite later are isolated ones that are yet to be spread widely. 
A study and report in 2012 concluded that “Sweden’s health care system 
often fails to anticipate and respond to patients as individuals with particu-
lar needs, values and preferences. Failure to meet patient expectations can 
have demonstrable costs to patients, the health system and the public 
purse” (Docteur and Coulter 2012). An evaluation in 2017 of the enhanced 
2015 Swedish patients’ rights law concluded that it was an “Act without 
impact”, that “many patients do not feel that the health care services are 
seeking their participation”, “and think that they have been given a some-
what lower level of support by the health care service in adapting the self-
care they provide to themselves to their individual needs”. The following is 
one of the later recommendations by the local government association:

Patients should be given better tools to enable them to participate more and 
become more involved in their care. This mostly involves providing access to 
information and guiding patients correctly, when they are looking for informa-
tion, but also enabling patients themselves to share their information with the 
health care service to a greater extent. (Vardanalysis 2017)

Building on our own experience with applied improvement research 
and on the experience of others in Sweden with service improvement, we 
are carrying out a programme of co-care research and development in 
partnership with Stockholm county healthcare and patient organizations. 
Two of the research project team members are “patient researchers” and we 
describe their role as part of this chapter’s discussion of the co-care 
approach. The earlier-noted external assessment of patient-centredness of 
Swedish healthcare in 2012 commented that “Patients and patient repre-
sentatives are an untapped resource in Sweden’s health care in the progress 
towards a more patient-centered health care” (Docteur and Coulter 2012).
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 Supporting Patients and Carers

 The Karolinska Patient-Driven Co-Care Programme

The second author of this chapter is a carer for a patient with a brain 
tumour and a patient representative on a number of hospital and national 
bodies. As such, he and other patients have been successful in establishing 
the idea of patient involvement in planning changes in healthcare in 
Sweden, and locally in clinic re-organization for the patient-flow pro-
cesses in the new Karolinska hospital. Cancer patients have been among 
those most involved in advancing co-care and self-care and in contribut-
ing to service redesign from the patient perspective.

As part of a research project with the USA Mayo Clinic, the second 
author has also developed a model for co-care and the learning health 
system (Fig.  4.1). This describes the most important needs from the 
patient’s perspective, as well as the corresponding activities that health-
care workers need to undertake to perform co-care and enable self-care.

Some of the important principles underlying this model and the use of 
patient knowledge in individual care include:

Fig. 4.1 The model for co-care and the learning health system1
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 1. Recognition of different personal capacities and wishes for self-care, 
and how this may change at different times in the course of treatment 
and illness;

 2. Values clarification and goal setting: What was done/not done to 
enable you and/or your partner being treated to clarify what they most 
hoped to be able to do in the future that the treatment should 
make possible?

 3. Shared decision making;
 4. Collecting and acting on patient health monitoring data;
 5. Incentives for and against co-care for clinical providers and the service- 

providing organization, and the healthcare system as a whole;
 6. Service delivery organization design to support co-care (including dig-

ital data and technologies).

The “co-care” programme has developed and is studying the use of a 
number of tools to help implement co-care in the different stages of the 
model for co-care and the learning health system (Fig. 4.1). Some are 
being developed in private—public partnerships, and some privately and 
independent of the public health system. Some involve patient—clini-
cian—researcher partnerships (PCRPs).

One is a symptom-monitoring tool used by patients to enhance the every-
day management of cystic fibrosis (CF). This tool was developed by the chair 
of the Cystic Fibrosis Association, who funded the company that owns and 
distributes the tool (Genia 2018). The CF Association organizes network-
ing, collaboration and shared learning among CF patients. The Association 
works with all CF Centres of the six university hospitals in Sweden to help 
develop the use of the CF national clinical registry and the Genia tool.

Another self-tracking tool is the “ParkWell” smart phone application, 
developed by a patient-engineer in collaboration with the company 
Cambio, which tracks patients’ medication administration and related 
short-term motor symptoms (Parkwell 2018).

A third tool is the patient evaluation of co-care survey (PECS). This is 
a tool for patients to assess how much the service they have received has 
assisted them to perform the activities they now wish to engage in and 
which are made more difficult by their health condition (Degsell and 
Øvretveit 2018; Degsell 2018).
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A further patient-driven innovation is one that also uses an internet plat-
form for sharing information and providing education: this is a website and 
applications associated with Swedish “Recovery Colleges”. This follows the 
examples established in the National Health Service in England (Recovery 
College 2018). These colleges aim at increasing people’s self-confidence in 
the self-management of their mental health and well-being. This is believed 
to help people experiencing mental ill-health to take control of and over-
come or manage the challenges posed by their mental health difficulties.

 Enabling Self-Care and Co-Care for Hip Replacement

The second patient example is from the first author of the chapter who 
recently received a hip replacement. The following describes the experi-
ence of examples of co-care, and examples of opportunities missed for 
co-care, as well as the national clinical register programmes in Sweden 
that contribute to co-care.

Generally, my experience of being engaged by healthcare workers in 
decisions and self-care was positive. This experience was different to my 
negative experience in accessing care and the time-consuming and frus-
trating process before I arrived for the operation at the surgery centre. It 
took time to book and gain an appointment with my primary care doc-
tor, who then referred me for an X-ray of my hip. I waited weeks and was 
later told the referral had been lost, and I had to start again to make an 
appointment with my primary care doctor to get another referral, and 
then to get the X-ray.

I then had to go back to my primary care doctor to be referred to an 
orthopaedic surgeon, who I then met after further delays in making an 
appointment as I could not go on the date sent to me. This surgeon did 
not respond well to my asking what type of operation and implant he was 
thinking of using, and I chose to go back to my primary care doctor to 
ask for a referral to a small centre that showed low infection and compli-
cation rates in the data base I had been able to access.

I finally received a referral to the doctor assigned to me at this centre, 
who could not access the X-ray so I had to get another X-ray and revisit 
later before the operation could be scheduled. Overall, the time and costs 
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wasted because of poor coordination were considerable, and those that I 
saw and spoke to on the telephone were not encouraging of questions 
from me and appeared surprised to have a patient asking such questions.

These challenges in navigating the system were in marked contrast to 
the experience of the actual operation and after-care, which was an excel-
lent experience. Staff did all they could to motivate me to move and then 
walk as soon as I could, and also gave very clear and comprehensive 
answers to all my many questions. I also note that my preference was for 
no information about the operation—I thought I would feel more pain 
if I heard what they were going to do: my request was “just do what you 
think best and make sure I wake up after and do not get an infection”.

Six months after the operation I received a letter which invited me to 
score any pain or complications on a patient-reported outcome measure 
(PROM) diagram, and to send this back (Øvretveit et  al. 2017). The 
diagram was simple and easy for most patients to understand and com-
plete, but there was no option to complete it online or to view the experi-
ence of other patients like me. Importantly, it did not ask for or provide 
a place to comment on my bad experience in stopping the opioid pain 
medications over a one-week period: I was not told about the side effects 
which I experienced and during recovery was not able to use a website to 
see other patients’ experience. The latter is an important part of the devel-
opments which needs to take place to improve self-care; this is discussed 
in a later section of this chapter.

The PROM collected one set of data that was entered into the national 
hip replacement quality registry, which is one of over 106 national qual-
ity registers in Sweden. This register did not allow patient interaction, 
which is a notable feature of some other register systems described below.

 Other Examples of Co-Care and Self-Care Support

The Karolinska co-care research programme includes two sub-projects 
for patients experiencing rheumatoid arthritis and Parkinson’s disease. 
Recent developments have built on the Swedish rheumatology quality 
registry system to provide an information system that supports co-care 
and self-care. In this system, a patient reports her symptoms, health and 
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quality of life before she visits a clinician. She does this either at a clinic 
using a computer tablet or at home using the internet and a patient por-
tal. The patient answers questions shown on a series of simple screens and 
scores her symptoms, health and quality of life (Øvretveit et al. 2013). 
The clinician also inputs clinical examinations and laboratory data—this 
is now done by abstracting the data from the electronic medical record 
(EMR) on the physician’s order.

The system takes these data and combines these with other data to give 
to the patient and care provider a graphical display of the patient’s health 
status, as well as a time graph of trends in the patient’s health and treat-
ment. The patient and clinician can see these data on a visual display, 
either together at the consultation or separately, and this helps them to 
work together to optimize the medications and lifestyle to achieve the 
best health outcomes. Because the patient-reported outcomes measures 
were developed with patients regarding the outcomes they valued, this 
presentation of the data also helps the physician and patient to  concentrate 
on understanding the effects of the treatment on these patient- 
valued outcomes.

These structured data from each visit are exported to the national clini-
cal registry, which builds data sets that can be analysed to contribute to 
improving patient population health and for research. Evaluations have 
found that patients greatly value this system for the knowledge it gives 
them about their changing condition and symptoms over time (Hvitfeldt 
et al. 2009). This is an example of a new generation of “smart clinical 
registries” which enable patients to track and self-manage their condition.

 Challenges and Ways Forward for Developing 
Co- and Self-Care

Our experience and our overview of the research on the subject led us to 
identify key challenges hindering the development of co- and self-care, as 
well as possible solutions. The context of our discussion is Nordic health 
and social care services, mostly publicly financed and provided, and an 
educated and computer-literate population, with a generally healthy life-
style. The issues and solutions would be different for other countries.
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 Organization for Standard Services

Healthcare and information services are currently organized to provide 
one type of standard service for all citizens and patients. Any tailoring to 
meet individual needs is carried out by individual physicians and other 
clinicians within a fixed appointment “time slot” and from a limited 
“menu” of choices available to them. To date, public services have not 
been able to design and organize their workforce and resources to provide 
more individual services, based on patients’ goals, as described in the co- 
care discussion above, due to constraints on budgets, old technology, 
inflexibilities regarding workforce roles and limited capacity to use and 
implement quality-improvement methods.

 Differences in Capability for Self- and Co-Care 
and Disempowering Visit Environments 
and Encounters

Traditionally, care has been provided in a way which discourages patients 
from being active in their care (Alexander et al. 2012). However, there 
may be an optimal balance between the two extremes of excluding a 
patient from decision making in their own care and placing full respon-
sibility on a patient for care decisions and self-care. Some patients may 
not be able to, or may not want to, take responsibility for self-care, or for 
making decisions about treatment. For acute trauma, it is appropriate 
that providers take responsibility for the patient’s care. But for long-term 
illnesses there are ethical and economic reasons for encouraging patients 
to take a greater role in their self-care. The pervasiveness of a reciprocal 
“care co-dependence” and responsibility-avoidance on the part of patients 
may have been underestimated.

 Assessment

People vary in their ability to engage in self-care and co-care and in their 
preference for taking control of their own care. Their ability and prefer-
ence style often vary at different stages in illness episodes. Care providers 
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have a difficult task in judging patients’ capabilities and motivating and 
“stretching” patients to take more responsibility, when many patients’ 
psychological tendency is to avoid responsibility. There are few easy and 
quick-to-use tools that can be used to elicit and assess patients’ and close- 
carers’ preference and capability for self-care and co-care. The education 
and training of care workers to be able to assess patients’ capability and 
preference for co-care and self-care is limited.

 Attitudes and Values

Two sets of attitudes mitigate against increasing co-care and self-care. The 
first is an overprotective or paternalistic attitude on the part of care 
 providers, often one they are not aware of and similar to an implicit ste-
reotype bias towards different social groups (Norman and Eva 2010). The 
second is a public concern that, to contain or reduce government expen-
diture, current care responsibility will be moved from government to 
individuals, and often to already over-burdened female carers. There is 
some evidence that this has occurred during the last years of Swedish neo- 
liberal governments and in the UK.

Given the care and affordability gaps noted in the introduction, there 
is evidence that any future government in Sweden—social democrat, 
neo-liberal or libertarian—will need to find politically-acceptable ways to 
constrain public spending and allocate finance in better ways to achieve 
the most health. There are ways to develop co- and self-care that result in 
more or less help being available to those most in need: changing atti-
tudes will require a debate about the role of the individual and the state, 
and a “contract with the public” that upholds social values.

 Developing Co- and Self-Care Approaches to Meet our Health 
Challenges

Our experience and research have led us to suggest changes and areas for 
attention that we consider below for developing the co- and self-care 
approaches that are wanted by citizens and patients: these are changes in 
financing, organization, digital technology and the use of the modern 
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applied change sciences, especially to develop evidence-based tools and 
support. The general approach we propose is to reduce the hindrances 
and barriers to co- and self-care, to carry out and spread evaluated pilots 
and best practices, and to focus on care and system redesign and attitude 
change that make possible more support for self-care and co-care 
approaches.

 Financing and Budgets

There are financial incentives for Swedish counties, which provide most 
healthcare, to encourage people to stay healthy and to reduce their use of 
services by carrying out more self-care. The incentive is that this could reduce 
costs and hence the amount of tax funding that would otherwise be required. 
However, this incentive may be limited in its influence, for two reasons.

First, there is certainly strong evidence that self-care exercise, nutrition 
and sleep are effective. In addition, there is evidence that co-care 
approaches can support these self-care activities and are also effective for 
reducing use of healthcare by people experiencing long-term conditions 
or a recent hospital visit (Ziebland et al. 2013; Da Silva 2012). However, 
whether these outcomes could be achieved in most local services is less 
certain. Evidence about implementation in routine services gives less cer-
tainty about which strategies are effective for increasing self-care and co- 
care for different groups and in different settings, and the costs of these 
strategies. Counties cannot be certain about how effective and cost- 
effective their implementation strategies may be for changing healthcare 
practices and patient lifestyles.

The second factor which reduces the power of the financial incentive 
to promote self-care and co-care is accounting practices for departmental 
and service budgeting. A county, overall, could save money with self-care 
and co-care, but some departments and services would need to spend 
more to implement these approaches and would not experience savings. 
For example, to transition people home after hospital care, a hospital 
would need to spend money and time to develop and then operate a 
proven self-care and co-care model. This model is likely to result in 
patients making less use of primary care and other community services 
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and savings in these services. A budget-adjusting arrangement would be 
needed to spread the costs and savings fairly between different budgets 
funding the different facilities and services (Øvretveit 2012).

Spreading the costs and savings fairly is further complicated by bud-
geting for services for “social support” at home for frail older people that 
provided by local government municipality organizations that are differ-
ent to the county local government responsible for healthcare. The num-
ber and type of municipality services affects people’s ability to perform 
health-related self-care and co- care. These budgets are separate from 
county healthcare budgets and there are not normally cost- and saving-
sharing mechanisms in operation, and indeed, laws that make it difficult 
to do so. Thus, the  practicalities of organizational budgets and absence of 
cost- and saving-sharing mechanisms reduce the power of the overall 
financial incentive to keep people healthy and enable co-care.

In addition, other current financing methods for healthcare services are 
hindering the development of co- and self-care. The payment system is for 
items for service payment for providing a patient visit or an item of treat-
ment or diagnostics, and is one which provides few rewards for preventative 
services. The type of activities by healthcare that support co- and self-care 
that we have described are mostly not funded: activities such as helping 
patients define goals, tailoring the support provided, coordinating care, 
developing and providing e-health services, and many other activities to 
prevent deterioration or illness. Experiments have been carried out with 
value-based financing, and several services such as orthopaedic hip replace-
ment are financed in this way with patient-reported outcome measures 
(PROMs) influencing the reimbursement. However, PROMs are not 
strong incentives for co-care: what would be needed are outcome indicators 
more strongly influenced by the degree to which services enable the patient 
to share in decision making and perform more effective self-care.

 Time, Workload and Organization

Some private services can give more individualized care because they 
allow clinicians to spend more time per patient and invest in technologies 
and tools that allow support to be tailored and patient-centred, but the 
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cost is higher. Examples are some occupational health services and private 
concierge primary healthcare services in the USA. The lessons for public 
healthcare for developing co- and self-care from these and other models 
are that organization and system changes can be made which allow more 
economical approaches to conducting the activities noted in the last sec-
tion to be effective and to increase efficiency.

One change is to provide tools or methods for making explicit a 
patient’s hopes and goals, in order that staff can be clearer about what the 
patient wants to achieve from their treatment. These tools and methods 
need to be quick and easy to use, but also to give clear guidance for care 
and treatment. One method is for patients to work through a series of 
questions on their own, or with help, to define what their health condi-
tion is restricting them from achieving. A number of tools exist for this 
purpose which can be adapted for different health conditions and 
patient groups.

As regards the efficiency changes, too much of the time of expensive 
qualified care professionals is taken up with tasks that lower-cost staff 
could undertake or which could be automated. To date, healthcare ser-
vices have found it difficult to carry out workforce redesign and care 
organization changes that redistribute work and train staff for the new 
roles and teamwork required. Examples are teams which support self-care 
and co-care for patients with long-term conditions such as heart failure, 
diabetes and asthma. Such teams are made up of clinicians and others 
who are from the same communities as their patients or who know the 
language and culture, and are structured to combine and facilitate work-
ing between the nurses, community workers, peer educators and pharma-
cists in the team and any physicians necessary.

To complement efficient workforce redesign, carefully designed digital 
health technologies are needed.

 Digital Health Technology

Decision-support technologies within the electronic health record and on 
mobile devices can help care professionals at all qualification levels to 
provide more effective treatments and services than they would be able to 
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carry out if they relied only on what they had learned from their training. 
These technologies enable staff to “work at the top of their licence” and 
can also reduce the burden of data collection and allow more accurate 
and comprehensive patient data to be collected.

A great benefit of digital data and technologies is that they enable infor-
mation to be sent and interventions to be provided that are tailored to the 
needs and wishes of an individual. A simple example is how historical data 
about our choices or searches are collected and algorithms are used to 
combine these data with other data to target us with advertisements for 
products that the system assumes we would be interested in. In health-
care, there are opportunities to tailor information to individual patients 
based on data about the patient, thus increasing the chances that the 
information is relevant and will increase patient activation (Hibbard and 
Mahoney 2010). The benefit of digital data and technologies is that indi-
vidual tailoring can be performed economically on a large scale, allowing 
mass-customization of strategies for engaging and activating patients.

 Modern Applied Change Sciences

The last key element in developing self- and co- care is better application 
of knowledge from four of the applied change sciences: the sciences of 
business case economics, implementation, behaviour changes and 
improvement. We summarize below the contributions each can make to 
designing, implementing and evaluating cost-effective self- and co-care 
interventions:

Business case economics: Budget impact analysis and return on invest-
ment estimation are two accounting methods that make it possible to 
make pragmatic estimates of the costs and savings of a particular inter-
vention or change designed to develop self-care and co-care. This 
information is necessary for management and others to decide whether 
and how to invest in a change to support self- and co-care. Budget 
impact analysis can be applied to assess the costs and savings to differ-
ent departmental or other budgets and to help devise a “fair cost- 
savings spreading contract” (Sullivan et al. 2014). This can also be used 
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as a basis for estimating a return on investment in different situations 
and for different stakeholders, at one-year, three-year and ten-year tim-
escales (AHRQ 2017, 2018; Øvretveit 2009).

Implementation science: This knowledge describes, understands, explains 
and evaluates how clinicians and healthcare organizations “take up” 
into routine practice a proven “improvement change”, such as a new 
and more effective treatment. The chapter noted a number of interven-
tions to healthcare and direct to patients that enable them to carry out 
more and better self- and co-care. Implementation science helps to 
plan and revise evidence-based strategies to enable staff and patients to 
perform self- and co-care, but to date it has been little used: one exam-
ple is taxonomies of strategies that have been in use (73 different 
implementation strategies and 93 different behaviour change methods 
(Powell et al. 2015; Michie et al. 2013)).

Behaviour change science: A number of disciplines contribute to the 
growing behaviour and organizational change sciences. These provide 
insights about how to change social, financial and physical environ-
ments so as to enable clinicians and patients to change their routines. 
These sciences reveal the emotional and unconscious factors underly-
ing success and failure in behaviour change, and provide additional 
insights and tools for enabling self- and co-care.

Improvement science: This comprises a set of theories and tools typically 
used by workplace project teams to diagnose, test and carry out changes 
that improve healthcare processes and outcomes (Langley et al. 1996; 
Batalden and Stoltz 1993). Part of this science that is already contrib-
uting to developing co-care is the application of approaches for 
improving patient flow through a care service, and for building in time 
and systems to support co-care at different stages (Nelson et al. 2016; 
Sabadosa and Batalden 2014).

We can therefore summarize here the conditions allowing the develop-
ment of self- and co-care:

 (1) A recognition of different personal capacities and wishes for self-care, 
and how this may change at different times in the course of treatment 
and illness;
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 (2) Values clarification and goal setting: What was done/not done to enable 
you and/or your relative being treated to clarify what they most hoped 
to be able to do in the future that the treatment should make possible?

 (3) Shared decision making;
 (4) Collecting and acting on patient health monitoring data;
 (5) Incentives for and against co-care for clinical providers and the 

service- providing organization, and the healthcare system as a whole;
 (6) Service delivery organization design to support co-care (including 

digital data and technologies).

 Conclusion

This chapter provides examples and research to support our two proposi-
tions. The first is that, to reduce the widening gaps between needs and 
supply and between cost and affordability, we need to engage and sup-
port citizens, patients and health workers to carry out more effective 
self-care and co-care. The current physician- and provider-centric model 
of visit- based health services is not able to meet needs, even when the 
threshold for needs is set high and when services are made more difficult 
for ordinary working people to access. The second proposition is that 
certain changes and greater use of modern change sciences can help to 
move healthcare towards the more person-centred services represented 
by self- care and co-care approaches.

We therefore both agree and disagree with the contention implied 
by this book’s title that “patient knowledge is a cornerstone for the 
transformation of care and health organizations”. We agree that 
patient knowledge is central to self-care and co-care and that patients 
can demand support from healthcare for this. However, we believe 
that more than patient knowledge is needed both for patient self-care 
and to drive changes in care and health organizations. Behavioural 
science shows clearly that knowledge is necessary, but not sufficient 
for change, and that features of the environment decide whether a 
change will take place or not.
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We drew on our experience and research to describe the changes to 
organizational, finance and digital health technologies that will be neces-
sary. We also suggested how modern applied change science disciplines 
can contribute to building a more patient-centred health system. We pro-
posed that experimentation with pilot schemes informed by these sci-
ences and involving partnership research is one way forward. Such 
schemes need to investigate how self-care and co-care are best developed, 
especially for the most disadvantaged members of our community who 
could be harmed by a simplistic strategy to cut costs by reducing services 
and not providing the support and environments that those most in need 
require to enable self-care and co-care.

 Appendix 4.1: Definitions

Table 4.1 Definitions used in this chapter

Self-care: People taking responsibility for being the principal provider of their 
own healthcare and illness prevention, and actively carrying out activities 
needed for this

Co-care: Sharing decisions and activities about care and self-care. Co-care 
supports self-care through help from others such as clinicians and family, and 
includes shared decision making, to maximize health and wellness before, 
during and after disease

Goal-concordant Treatment Plan: The outcome of the shared decision-making 
process is a goal-concordant treatment plan. This is a treatment plan that 
reflects the patient’s needs, values and preferences regarding the trade-offs 
between benefits and risks of treatment options; spans the full range of care 
needs, including financial counselling and support, psychosocial support and 
palliative care; is captured digitally, in a dynamic way, so that patients and 
providers can track their progress, and provide data and feedback related to 
their care goals; and is readily accessible to, understood by and digestible for 
the patient (NAPF 2018)

Patient activation: an “individual’s knowledge, skill, and confidence for 
managing his/her own health and health care”.

Patient and family engaged care (PFEC): “care planned, delivered, managed, 
and continuously improved in active partnership with patients and their 
families (or care partners as defined by the patient) to ensure integration of 
their health and health care goals, preferences, and values. It includes explicit 
and partnered determination of goals and care options, and it requires 
ongoing assessment of the care match with patient goals” (Frampton et al. 
2016)

(continued)
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Table 4.1 (continued)

Person-centred Care: Meeting an individual’s needs and wants, as far as is 
possible, with available resources and technology, and enabling a patient to 
engage in self-care, as wanted and appropriate, including informal carers 
(Øvretveit 2017)

Patient-driven care and treatment: Choosing treatments, care and self-care 
strategies that enable a patient to perform the activities and achieve the life 
goals which are important to them at different times

PER: a Swedish internet patient portal which allows patients to enter in their 
patient-reported outcome and other data, and for this to be exported to a 
clinical register data base (“Patient Service”)

Patient empowerment: Acquisition of motivations and abilities that patients 
might use to improve participation in decision making, and thus improve 
their power in their relationship with professionals (Fumagalli et al. 2015)

Patient engagement: The experience and behaviour of being involved or 
occupied in a decision or activity

Patient participation: “involvement of the patient in decision making or 
expressing opinions about different treatment methods, which includes 
sharing information, feelings and signs and accepting health team 
instructions” (Vahdat et al. 2014) “Patient participation can relate to aspects 
of health care as diverse as decision making, self-medication, self-monitoring, 
patient education, goal setting, or taking part in physical care” (Longtin et al. 
2010)

 Appendix 4.2: Patient Evaluation of Co-Care 
Survey (PECS) (Degsell and Øvretveit 2018)

 1. Does your illness make everyday activities more difficult?
(0 not at all, 1 a little, 2 yes but no major difficulties, 3 yes quite 

difficult, 4 yes very difficult, 5 yes because of my illness it is impossible 
to perform many activities important to me).

 2. Has any care provider asked you which activities your disease makes 
difficult for you to carry out?

(2 yes, 1 no, 0 don’t know)
 3. If yes to 2) have they asked you what you want the treatment or 

care to help you to do, or what you want the goals of treatment or 
care to be?

(2 yes, 1 no, 0 don’t know)
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 4. If yes to 3) or 2) how much do you think they considered your 
views about which activities your disease makes difficult, when 
they were advising you about your treatment and care?

(0 not at all, 1 they know but do not seem to have considered this, 
2 they have taken this into consideration a little, 3 they are very good 
at discussing which treatment and care choices are best for helping 
with different activities that are important to me)

 5. Have they asked you what you are doing yourself to make living 
with your illness less difficult?

(2 yes, 1 no, 0 don’t know)
 6. If yes to 2 or 3, have they discussed with you what you could do 

yourself so as to be able to carry out activities important to you 
which your illness is making more difficult?

(0 not at all, 1 they suggested some things but did not discuss how 
I could arrange my life differently to be able to do these things, 2 they 
suggested some things and we discussed how I could arrange my life 
differently to be able to do these things)

 7. Have you discussed with other patients what they do themselves to 
be able to carry out activities important to them which their illness is 
making more difficult?

(2 yes, 1 no, 0 don’t know)
 8. Have healthcare or other services made it possible to meet with other 

patients to share and discuss what they do themselves to carry out 
activities important to them which their illness is making more 
difficult?

(2 yes, 1 no, 0 don’t know, 3 not healthcare but other services)

Note

1. Reproduced with permission from Eskil Degsell
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5
Patient and Family Engagement 

in the United States: A Social Movement 
from Patient to Advocate to Partner

Maureen Maurer, Pam Dardess, and Tara Bristol Rouse

 Introduction

The United States healthcare system is multifaceted, complex, and costly. 
Given the lack of a unified system, providing a simple overview of how 
health care is delivered and financed is challenging. As context for patient 
and family engagement in the United States, we briefly describe core 
characteristics of the system in terms of overall spending, insurance, the 
workforce, and the population.
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In 2017, US healthcare spending increased 3.9 per cent to reach 
$3.5 trillion, or $10,739 per person, and the overall share of gross domes-
tic product related to healthcare spending was 17.9 per cent. While fed-
eral, state, and local governments are significant payers, nearly half of U.S. 
healthcare spending comes from private sources, including individual 
households and private employers (CMS 2018).

Lacking a single nationwide system of health insurance, individuals 
obtain insurance via private and public health insurance programmes. Major 
sources of coverage include (1) private employer-sponsored insurance, in 
which some employers voluntarily provide insurance coverage to employees 
and their dependents; (2) individual insurance, in which people can pur-
chase health insurance directly from an insurer or through the health insur-
ance marketplace created by the Affordable Care Act in 2010; and (3) public 
programmes, such as Medicare and Medicaid, which provide coverage to 
people ages 65 and older, individuals with a severe disability, or those who 
have very low incomes (CMS 2018). In 2017, among adults ages 18–64, 69 
per cent had private health insurance, 1 per cent had public coverage, and 1 
per cent were uninsured (AHRQ 2018b). Within and across insurance pro-
grammes, there can be significant differences with respect to benefits cov-
ered, payments to medical providers, and costs to beneficiaries.

The US healthcare industry employs millions of workers who provide 
billions of services each year. Workers include 951,000 active medical 
doctors, 2.9 million registered nurses, 2.4 million health technologists, 
and 2.6 million nursing and other aides (AHRQ 2018b). An array of 
clinicians, hospitals, and other healthcare facilities operate in various 
configurations of groups, networks, and independent practices to provide 
services. These entities can be public—federal, state or local—and pri-
vate—both not-for-profit and for profit (IOM 2003).

Life expectancy was 78.6 years in 2016, 76.1 years for men and 81.1 
for women (Kochanek et  al. 2017). The population of 326.6  million 
people is spread over 50 states and a federal district spanning an area of 
9.8  million square kilometres. Although population density varies by 
state, 82 per cent of the total population live in urban areas (CIA 2018). 
State-level data show that healthcare quality and disparities vary widely 
depending on state and region. Variation in access to care and care deliv-
ery contributes to disparities in health and health care related to race, 
ethnicity, sex, and socioeconomic status (AHRQ 2018b).
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Recent decades have seen a significant ageing of the population and 
major changes in diet, exercise, stress, environment, and social 
 connections (Manahan 2011). The leading causes of death, years of 
potential life lost, and years with disability illustrate the overall disease 
burden of complex and chronic health problems caused by multiple 
lifestyle and environmental factors. In 2015 and 2016, the leading 
causes of death for the overall population were heart disease, cancer, 
unintentional injuries, chronic lower respiratory diseases, cerebrovascu-
lar disease, Alzheimer’s disease, and diabetes. In 2016, the leading dis-
eases and injuries contributing to years of potential life lost were 
unintentional injury, cancer, and heart disease. In 2015, mental health 
and substance use disorders, musculoskeletal disorders, and endocrine 
disorders, including diabetes and kidney disease accounted for most 
years lost to disability (AHRQ 2018b).

In this chapter, we describe the history of patient and family engage-
ment in the United States, highlight three case studies illustrating cur-
rent practice, and identify lessons learned. Today’s focus on patient and 
family engagement is the result of nearly seven decades of evolving 
changes in the culture and practice of health care that have created 
opportunities for patients, family members, caregivers, and community 
members to partner in decisions about health care and its delivery. 
Exemplified by the slogan “nothing about me without me,” partnership 
is now happening at the point of care, within healthcare organizational 
structures and governance, and in health research.

Tara’s Story: Transition from Patient to Advocate to Partner

Lying on the exam table, I watched the triage nurse fill the last in an assem-
blage of blood collection tubes on her tray. Clueless as to what was to 
come, I asked her how long I should expect to be there.

Crisp and emotionless, if not curt and annoyed, she responded that it 
would be “awhile.”

Yearning for some clarity, I tried again and, with all earnestness, asked 
how long “awhile” might be.

Her answer was nothing less than shocking—I would be there until my 
baby was born. Handing me a gown and instructing me to put it on, the 
nurse quickly left the room—the thick, heavy wooden door pulled shut 
behind her.

5 Patient and Family Engagement in the United States: A Social… 
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As it turned out, my baby would be born less than 12  hours later. At 
27 weeks gestation and weighing just 1 lb. 13 oz., my early bird, Jack, would 
take up residence in the Newborn Intensive Care Unit (NICU) for 83 days; my 
own 11-day stay paling by comparison. And so began my family’s intimate 
relationship with the healthcare system.

I can’t say that I was a shrinking violet when I began the journey, but I felt 
ill prepared and insecure in this new environment that had its own lan-
guage, culture, customs, and etiquette. The first days in the hospital felt 
like baptism by fire. A revolving door of people, equipment and terms filled 
my days while I struggled to manage my physical and emotional health, 
precarious as it was. But my salvation would come on day 13, by way of a 
nurse who, without even knowing she was doing it, invited me into what I 
had believed to be the unassailable fold of the healthcare team. She assured 
me that I was not a visitor, but an essential person whose role it was to care 
for my baby, be a partner in decision-making, and educate care providers 
about my family and our goals.

In the coming weeks and months, this empowerment translated into what 
are now considered staples of patient and family engagement at the bedside:
• Participation in daily rounds
• Open communication with and timely updates from the care team
• Access to the medical chart
• Training in the use of medical equipment
• Presence during procedures
• Participation in discharge planning, education and goal-setting

Towards the end of our NICU stay, I found myself mentoring other par-
ents as they began their own journeys, struggling to stay afloat amidst all 
the loss they were experiencing. The need was clear, but the consistency of 
support was not.

As we eventually settled into life at home and the new routines that 
come with raising a high-risk infant, the NICU was never far from my mind 
and—as the saying goes—I soon found myself in the right place at the right 
time. A call came from the NICU Medical Director letting me know that she 
was recruiting parents to become founding members of a family advisory 
board and offering me a seat at the table.

Over the next six years it would be my great pleasure and honor to serve 
as the first parent co-chair, and later as a staff member in the hospital’s first 
paid parent support position. The group’s work was the most beautiful 
example of co-design—and what started out as a committee soon led to 
integrating patients and family members on hospital quality committees 
and teams. Consistency and reliability of patient and family support, com-
munication, and engagement in quality and safety became a priority—for-
malized and strengthened by the devotion of resources and unwavering 
support from leadership.

 M. Maurer et al.
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These days I am fortunate to continue this work in partnership with 
nationally recognized leaders in healthcare quality improvement. The land-
scape has changed, and I am humbled to have had the opportunity to be 
part of the efforts that led to those first hard-earned wins. I am also grate-
ful—grateful that patient and family engagement has become woven into 
the fabric of our healthcare system in ways that we always hoped for, but 
never thought possible.

5 Patient and Family Engagement in the United States: A Social… 

 History of Patient and Family Engagement

Recognizing that individual behaviours are shaped and influenced by sys-
tems and structures, partnership efforts in the United States have often 
focused on promoting patient and family engagement within the context 
of healthcare system redesign. As an early example of the relationship 
between these reforms and engagement, during the establishment of fed-
erally funded community health centres, the Economic Opportunity Act 
of 1964 and subsequent legislation specified that patients must make up 
at least 51 per cent of a centre’s community advisory board, which pro-
vided patients with a governing voice in finance and operations (Sharma 
et  al. 2018). Most recently, the passage of the Affordable Care Act in 
2010 not only created the health insurance marketplace but also  instituted 
payment reforms that recognized patient and family engagement as an 
essential function of healthcare delivery and a promising pathway to 
improve care quality, value, and patient outcomes.

To describe the history of the patient and family engagement in the 
United States, we have conceptualized four areas of influences, highlight-
ing key actors and organizations in each, which have collectively informed 
the current state of engagement:

• Patients as care recipients: Changing the traditional patient- 
provider dynamic

• Patients as consumers: A marketplace orientation to health care
• Patients as an active community: ePatient movement advocating for 

collective change
• Patients as partners: Patient-centred care and patient safety movements
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Although presented separately, these areas overlap and are intercon-
nected. For example, the patient safety movement has advocated for 
greater partnership with patients while also calling for information- 
sharing that influences changes in the patient-provider dynamic. As 
healthcare consumers, patients have advocated for greater transparency 
related to healthcare costs, quality, and safety. And, as voices within the 
healthcare system, ePatients have fought for access to information about 
their own health and health care, and a changed view of what it means to 
partner with patients and families.

 Patients as Care Recipients: Changing the Traditional 
Patient-Provider Dynamic

For most of American history, physicians made medical decisions on 
behalf of their patients, in what they perceived to be the patient’s best 
interest. This paternalistic approach led most physicians to control the 
disclosure of information that they believed appropriate, and making 
decisions about which disclosures would and would not harm the patient. 
In this traditional “doctor knows best” approach, the physician was 
expected to direct care and decide treatment, while the patient’s job was 
to follow through and comply with treatment orders (Sisk et al. 2016; 
Will 2011a).

In the 1950s, the bioethics movement and informed consent doc-
trine sought to equalize the power dynamic in the physician–patient 
relationship, particularly in terms of the imbalance of knowledge in 
clinical practice and medical research. Prompted by the Nazi trials after 
World War II, Henry Beecher’s 1966 publication in the New England 
Journal of Medicine outlined 22 examples of questionable post-war 
experiments in human research in the United States, none of which 
involved consent. High-profile legal cases also contributed to public 
questioning of the trust in physicians to protect the well-being of their 
patients. In 1979, the Belmont Report served as the foundation for 
future government regulation and oversight of research with human 
subjects and its principles: respect for persons, beneficence, and justice 
(Will 2011b).
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Concurrently, an evolution towards greater patient autonomy arose, 
particularly in the field of mental health care. Between 1950 and 1970, 
deinstitutionalization, new psychotropic drug treatments, and legal con-
ceptions of patients’ autonomy resulted in a completely restructured 
mental health care system (Tomes 2006). Judi Chamberlin’s 1978 book, 
On Our Own, which spurred the creation of consumer groups in the late 
1970s and 1980s, argued that the key to improving the mental health 
system was giving patients control over their own treatments (Chamberlin 
1978). Families of people with serious mental health illness also became 
involved, forming the first branch of what would become the National 
Alliance on Mental Illness (NAMI) in 1979 and advocating for more 
research funds for mental illness (Tomes 2006).

In addition, there was an associated push to increase transparency and 
patient and family involvement in making decisions about health and 
health care. In 1973, the American Hospital Association published the 
Patient Bill of Rights, stating that “The patient has the right to and is 
encouraged to obtain from physicians and their direct caregivers relevant, 
current, and understandable information concerning diagnosis, treatment, 
and prognosis” (Will 2011b; Sisk et al. 2016). In 1982, a U.S. Presidential 
Commission on medical decision-making ethics recommended increased 
patient involvement in decision making as the “appropriate ideal for 
patient–professional relationships that a sound doctrine of informed con-
sent should support.” A survey conducted by the Commission revealed that 
56 per cent of physicians and 64 per cent of the public felt that increasing 
the involvement of patients would improve quality of care, with physicians 
citing patient compliance and cooperativeness as the main facilitators 
(President’s Commission 1982). Another impetus for this involvement was 
the assumption that consumers were integral members of the care team 
(Von Korff et al. 1997) and that consumers, particularly those with chronic 
illness—and their providers—needed information, motivation, tools, 
skills, and system-level support to shift towards greater patient engagement 
in their care (Bodenheimer et al. 2002).

By the late 1980s, the foundation for shared decision making—the 
process whereby health professionals and patients work together to make 
healthcare choices—was laid. As part of the shared decision-making 
movement, two Dartmouth-Hitchcock Medical Center physicians—

5 Patient and Family Engagement in the United States: A Social… 
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John Wennberg and Albert Mulley Jr.—started the Informed Medical 
Decisions Foundation (IMDF) in 1989. IMDF’s goal was to produce 
and disseminate decision aids designed to provide patients with the avail-
able medical evidence on screening and treatment options and associated 
outcomes specific to their circumstances, help elicit and clarify patients’ 
values and preferences, and support patients in making choices together 
with their physicians. In 1990, the foundation published its first decision 
aid—a video helping patients understand the pros and cons of prostate 
cancer treatments (Billings 2004).

The American Medical Association’s (AMA) current Code of Medical 
Ethics reflects the transformation in expectations for patient-provider 
dynamics, stating “the health and well-being of patients depends on a 
collaborative effort between patient and physician in a mutually respect-
ful alliance (AMA 2018).” With a new set of expectations, much of the 
current engagement-related work focuses on training and supporting 
patients, families, and partners in these new roles.

Here is Tara’s testimony recounting how the traditional patient- 
provider dynamic changed over time.

 Patients as Consumers: A Marketplace Orientation 
to Health Care

Since 1960, healthcare spending in the United States has grown steadily, 
with various approaches used to control costs. In the 1960s and early 
1970s, advances in medicine and expanded access to care resulting from 
the creation of Medicare and Medicaid led to increased use of health-
care services. Employers controlled costs by offering healthcare plans at 
lower annual costs with more tightly managed access to care, while gov-
ernments passed legislation that curbed spending on Medicare and 
Medicaid. Yet, in the late 1990s and early 2000s, consumers demanded 
less restrictive managed care, which was followed by increases in spend-
ing (Catlin and Cowan 2015). Cost-controlling strategies then moved 
to approaches that shift financial responsibility to consumers and pro-
viders. Within the employer-sponsored health insurance market, con-
sumer-driven plans such as health savings accounts and high-deductible 
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plans, where consumers bear more of the costs associated with health 
care, have become more commonplace. These plans encourage patients 
to take on more responsibility in choosing plans with the best value for 
their situation.

At the same time, payment reforms and other efforts encouraged pro-
viders to change behaviours. Value-based care, for example, shifts the 
focus from traditional fee-for-service medicine, where higher volume 
means more reward, to rewarding the quality and value of services. 
Healthcare organizations also began to pursue the Triple Aim, a frame-
work designed by the Institute for Healthcare Improvement in 2008 to 
refer to simultaneously “improving the individual experience of care; 
improving the health of populations; and reducing the per capita costs of 
care for populations.” In addition, to meet consumer needs in the com-
petitive marketplace, new types of providers have moved into the care 
delivery space, providing retail-like care delivery services—for instance, 
retail clinics, pharmacist-administered immunizations, and a growing 
array of diagnostic tests available over the counter or online. As a result, 
traditional healthcare organizations also look for strategies to differenti-
ate their organizations.

With the shifts in power in the patient–physician relationship and 
increasing attention to healthcare costs, people began to emphasize the 
power of patients to affect the healthcare market. Language evolved to 
reflect this shift—from “patients” as passive recipients of care to “con-
sumers” as purchasers of goods and services. Although both providers and 
patients have found the term “consumer” objectionable (Deber et  al. 
2005; Levine 2015), the terms “patient” and “consumer” are often used 
interchangeably today in the U.S.

With a marketplace orientation, expectations related to patients’ 
responsibilities changed. Patients were being asked to engage in myriad 
behaviours—many of them new—to manage their care. The Center for 
Advancing Health, under the direction of Jessie Gruman who drew on 
her own experience of treatment for five cancer diagnoses, summarized 
42 behaviours that patients must take “to find good health care and make 
the most of it” (Gruman et  al. 2010). These behaviours fall into 10 
categories:
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 1. Find good health care
 2. Communicate with your doctors
 3. Organize your health care
 4. Pay for your health care
 5. Make good treatment decisions
 6. Participate in your treatment
 7. Promote your health
 8. Get preventive care
 9. Plan for your end-of-life care
 10. Seek knowledge about your health

In looking for ways to understand patients’ ability to engage in their 
health and understand how to support them in new roles, the concept of 
patient activation emerged. Judith Hibbard and colleagues conceptual-
ized and developed the Patient Activation Measure (PAM) to assess and 
categorize patients’ self-efficacy and capacity to manage their own health 
and health care (Hibbard et  al. 2004). As research using the PAM 
exploded, findings from multiple studies have confirmed that activated, 
engaged patients, who have the skills and confidence to manage their 
health and healthcare experience better outcomes. PAM scores are pre-
dictive of most healthy behaviours, such as getting immunizations, regu-
lar exercise, medication management, and health information seeking. 
In addition, patient activation skills can be acquired and are fluid 
depending on the situation (Greene and Hibbard 2012; Greene 
et al. 2015).

Yet, the vision of activated, informed consumers making value-based, 
rational healthcare decisions has faced a major challenge: the U.S. health-
care system is not designed to prepare or support patients in a consumer 
role. As early as 1996, a Picker Institute and American Hospital 
Association report summarized the public’s concerns and dissatisfaction 
about health care: “The system is a nightmare to navigate; caregivers don’t 
provide enough information; patients are not involved in decisions about 
their healthcare and hospital caregivers are not emotionally supportive” 
(AHA and Picker Institute 1997). Patients have lacked access to accurate, 
easy-to-understand, and personalized information to make value-based 
decisions, such as comparative information to evaluate providers and 
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healthcare plans based on quality and costs of healthcare services, specifi-
cally related to out-of-pocket expenses.

An early attempt to provide patients with standard, comparative, 
evidence- based information was the Consumer Assessment of Healthcare 
Providers and Systems (CAHPS®) programme. Launched in 1995 with 
financing from the federal Agency for Healthcare Research and Quality 
(AHRQ), this national, multi-institutional collaborative project was 
intended to provide consumers with information about health plan 
enrollees’ own perspective on the quality of their plans (AHRQ 2018a). 
The CAHPS surveys ask patients to report on their experiences with care 
and covered such topics as communication with healthcare professionals, 
access to care and information, customer service, and coordination of 
care. The surveys now assess experience for a variety of settings, including 
commercial and public health insurance programmes, inpatient stays at 
hospital facilities, and primary or specialty care received in ambulatory 
settings. The results of CAHPS surveys are used to monitor and drive 
improvements in care and are made available publicly to help inform 
patients’ decisions about where to get care (AHRQ 2016).

Currently, consumers have access to comparative information for 
nearly all health plans in report cards published by the National 
Committee for Quality Assurance, Consumer Reports, and other national 
sponsors. Similarly, some quality information is available for hospitals 
across the country through the national Hospital Compare website main-
tained by the Centers for Medicare & Medicaid Services. However, little 
information is available at the medical practice level and even less so, for 
individual physicians; physician-level comparative quality information is 
only available through some health plans and a few dozen collaborative 
organizations covering metropolitan areas or states. Another issue is that, 
while comparative quality information is available to consumers, less 
attention has been paid to increasing awareness, relevance, or appropriate 
timing of public quality reports (Maurer et al. 2017). Thus, despite an 
emergence of public quality reports in the past 20 years, studies show that 
only a small minority of Americans have seen information on healthcare 
quality and only a fraction of those have actually used the information to 
inform healthcare choices (KFF 2008; Yegian et  al. 2013; Fox and 
Duggan 2013). Furthermore, public quality reports have been more 
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likely to be associated with changes in provider behaviours (Ketelaar et al. 
2011) than consumer behaviours (Totten et al. 2012).

In terms of cost transparency, there is a general lack of consumer- 
friendly information and a complex billing process; often, patients do not 
know the costs of services until the bill arrives after the care experience. 
With costs varying based on type of insurance coverage, patients not only 
have to understand and navigate their own financial responsibilities in 
terms of insurance premiums, deductibles, copays, and provider net-
works, they also need skills to use and interpret this information when 
making decisions. Not surprisingly, consumers struggle with cost and 
medical terminology (Quincy 2011); have difficulty calculating their 
costs when presented with health plan cost structure information (Kutner 
et al. 2006); find it difficult to move into an active purchasing role to 
weigh complex information (Greene and Peters 2009); and have limited 
ability to objectively weigh risk trade-offs associated with different 
deductibles and copays against premium costs (Tennyson 2011).

While insurers are developing cost calculators and other price trans-
parency tools to help patients make informed, value-based decisions, 
there remains a significant gap between the information available and the 
information needed. As a result, independent groups, including 
 crowd- sourced information as well as private vendors, have stepped in to 
meet consumers’ needs for personalized price information. For instance, 
Jeanne Pinder, a former New York Times reporter, founded and runs 
ClearHealthCosts.com, a company that systematically gathers and reports 
actual prices paid for healthcare procedures with the goal of giving 
patients more information to make informed decisions (Pinder 2010).

Simply making information available may be insufficient to address 
issues associated with overuse of care that contribute to rising healthcare 
costs. Deeply ingrained beliefs that more care is better or that higher qual-
ity care costs more may hinder evidence-informed choices (Carman et al. 
2010). Also, concerned that providers prioritize financial returns over 
patients’ health, consumers mistrust the profit motives of insurers when 
decisions are made to limit care (Richmond et al. 2017). Engaging patients 
and providers in discussions and decisions about what constitutes necessary 
care may be a promising approach to mitigating these conflicts. For exam-
ple, Choosing Wisely, an initiative of the ABIM Foundation, have asked 
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organizations representing medical specialists to identify commonly used 
tests or procedures “whose necessity should be questioned and discussed.” 
The initiative then promotes partnership and conversations between clini-
cians and patients to help patients choose care that is evidence-based, not 
duplicative, free from harm, and truly necessary (ABIM Foundation 2018).

 Patients as an Active Community: ePatient Movement 
Advocating for Collective Change

With the advent of the Internet, social networking, and mobile wire-
less technology, user-generated health-related content and groups 
proliferated. Patients and families were able to more rapidly learn, on 
their own or in collaboration with their providers, how to optimize 
health and functional status; manage both acute and chronic illnesses; 
and share what they learn with other patients and families via general 
or health- specific social networking websites, or in face-to-face peer-
support groups.

Writing about the empowered medical consumer since 1975 and 
about online health resources for consumers since 1987, Tom Ferguson 
coined the term “ePatient.” He envisioned health care as an equal 
partnership between ePatients—those who were equipped, enabled, 
empowered, and engaged in their healthcare decisions—and health 
professionals and systems that support them (SPM 2017a). After 
Ferguson’s death, others built on his work and formed the Society for 
Participatory Medicine in 2009, a not-for-profit membership organi-
zation working to transform the culture of health care (SPM 2017b). 
Since then, the term ePatient has expanded to include patients’ use of 
information technologies in managing their health: Stanford Medicine 
X’s ePatient Program now uses the term “ePatient scholar” to describe 
those who have become leaders in the movement, serving as “an edu-
cator and role model for other patients and healthcare stakeholders” 
(MedicineX 2018).

Examples of such scholars include David deBronkart and Regina 
Holliday. David deBronkart, widely known as e-Patient Dave, is a cancer 
patient and blogger who, in 2009, became an activist for participatory 
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medicine and personal health data rights (deBronkart 2018). Regina 
Holliday, an artist and advocate, speaks about the benefits of health infor-
mation technology and timely data access for patients. She began an advo-
cacy movement called the Walking Gallery, which is made up of business 
jackets with individually designed art work portrayed on the back of the 
jacket. Each jacket uses representational imagery to create a patient-centric 
narrative, illustrating their own or their loved ones’ experiences with the 
healthcare system. With more than 400 individuals in this gallery, the own-
ers wear jackets to medical conferences where patient voices are underrep-
resented to change the healthcare conversation (Holliday 2018).

As patients have advocated for change, the healthcare system has made 
steps to improve patient access to their data. In 2009, the Health 
Information Technology for Economic and Clinical Health Act made 
funds available for healthcare organizations to adopt electronic health 
records and spurred the development of secure online patient portals as a 
way to exchange information between patients and providers. While 
patient portals gave patients convenient, protected access to their health-
care providers’ services or health records, the medical record is still largely 
owned and managed by healthcare providers, and certain aspects, such as 
the notes clinicians write after a visit, remain hidden from the patient’s 
view. Designed to help clinicians and healthcare systems share medical 
visit notes with patients, Open Notes allows patients to contribute to and 
correct personal health data in the medical record. In 2010, Beth Israel 
Deaconess Medical Center, Geisinger Health System, and Harborview 
Medical Center launched an exploratory study to examine the effects of 
sharing notes on both patients and doctors. Funded by the Robert Wood 
Johnson Foundation, the study included 105 primary care doctors and 
more than 20,000 of their patients (OpenNotes 2018). Patients reported 
an increased sense of control, greater understanding of their medical 
issues, improved recall of their plans for care, better preparation for future 
visits, and better medication adherence. Physicians commented that 
Open Notes strengthened relationships with some of their patients and 
that participation did not adversely affect their workloads (Delbanco 
et al. 2012).

The ePatient movement has also affected clinical research, with patient- 
driven studies using open science approaches. For example, PatientsLikeMe 
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is a patient network and real-time research platform that connects patients 
with others who have the same disease or condition; they track and share 
their own experiences with the goal to improve outcomes. As another 
powerful example, Eric Valor, diagnosed with amyotrophic lateral sclero-
sis (ALS) in 2004 and working from his bed, designs patient-driven drug 
trials and manages a non-profit bringing new treatments from the lab to 
clinical trials (Valor 2018).

 Patients as Partners and Patient Safety

The patient- and family-centred care and patient safety movements pro-
pelled the belief that patients and families had an important role to play 
in ensuring the quality and safety—not only at the point of care but also 
at the organizational level, partnering in the design, implementation, and 
evaluation of healthcare practices, procedures, and policies. Advocates in 
these areas advanced the practice of working “with” patients and families, 
rather than just providing care “to” or “for” them.

The idea of patient-centred care was introduced in the medical litera-
ture in the mid-1950s (Balint 1955), and the concept of family-centred 
care is intertwined with the evolution of care and support for children 
and youth with special needs. In the 1960s, with families advocating to 
be part of medical decisions about their children, civil rights legislation 
outlined rights and responsibilities of families, initially in education, and 
subsequently in health care, and acknowledged the important role fami-
lies play in their children’s health (Wells 2011). The 1970s and 1980s saw 
continued support for the important role of families in ensuring positive 
outcomes for children, particularly regarding education and health care, 
along with the development of family support models that focused on 
building capacity through access to resources, information, and 
peer support.

Families also began to have a seat at the table for national-level discus-
sions. In the 1970s and 1980s, leaders within the federal Maternal and 
Child Health Bureau (MCHB) fostered and nurtured concepts of family 
and professional partnerships that began a revolution in health care for 
children and families (Wells 2011). In 1987, then U.S. Surgeon, General 

5 Patient and Family Engagement in the United States: A Social… 



106

C. Everett Koop, launched a National Agenda for Children with Special 
Healthcare Needs that established family-centred, community-based, 
coordinated care as the standard of care. For the first time, significant 
numbers of parents were invited to participate with healthcare profes-
sionals, researchers, and public policy makers at a national meeting spon-
sored by MCHB (Johnson 2000).

Fueled by the desire to drive progress in family-centred care, two 
consumer- driven institutions were created in 1992 that continue to pro-
vide leadership in the field: Family Voices and the Institute for Family- 
Centered Care (now known as the Institute for Patient- and 
Family-Centered Care, or IPFCC). Formed as a “grassroots network of 
families and friends of children and youth with special health care needs 
and disabilities,” Family Voices helped advocate for the creation of 
Medicaid waivers—financial mechanisms that allow children with special 
healthcare needs to live at home with their families while receiving the 
care needed. Another key component of the organization was peer-to- 
peer support, providing valuable lifelines between families of children 
with special needs. The organization continues to work broadly to pro-
mote authentic patient and family partnerships with the healthcare sys-
tem at the national, state, and local level, advocating for family engagement 
in both clinical and community settings (Family Voices 2018). 
Recognizing the need for meaningful partnerships in health care, IPFCC 
was formed by a group of parents and health professionals involved in the 
family-centred care movement. Designed to serve as a leader in the 
field—independent of changing political and funding priorities, IPFCC’s 
work initially focused on five areas: strengthening family/professional 
collaboration, changing care in hospitals, improving healthcare facility 
design, transforming medical education, and advising on health policy 
(Johnson 2000). The Institute also advanced a definition of patient- and 
family-centred care as “an approach to the planning, delivery, and evalu-
ation of health care that is grounded in mutually beneficial partnerships 
among health care providers, patients, and families.” The four core con-
cepts of patient- and family-centred care—dignity and respect; informa-
tion sharing; participation; and collaboration—serve as a foundation for 
IPFCC’s work and the field more broadly. IPFCC has continued to work 
across care settings and the care continuum to ensure that patients and 
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families are “essential allies for quality and safety,” not just in direct care 
interactions, but also in the design and delivery of health care.

Over the years, other patient- and consumer-led organizations, such as 
PFCCpartners, have emerged to help healthcare organizations work in 
partnership with patients and families in ways that respect and incorpo-
rate patients’ and families’ preferences, needs, and values. Organizations 
such as the non-profit Planetree, founded in 1978 by Angelica Theiriot 
after a series of traumatic personal healthcare experiences, provide models 
that focus on humanizing health care through the delivery of patient- 
centred care in nurturing environments (Planetree 2018).

While there has been a long-standing spotlight on patient safety issues, 
the 1990s saw the growth of patient safety advocates and advocacy organi-
zations, arising in many cases from personal experiences with the health-
care system. Patient safety groups, such as the Pulse Center for Patient 
Safety Education and Advocacy (PULSE), formed to advocate for trans-
parency and accountability, particularly for medical errors. In some 
instances, preventable medical errors created an unenviable pathway into 
the world of patient safety advocacy for grieving parents, spouses, and fam-
ily members. In 2000, in response to her son Lewis’s death, Helen Haskell 
formed Mothers Against Medical Error, a patient safety advocacy organiza-
tion (Mothers Against Medical Errors 2018). In 2001, the death of Sorrel 
King’s 18-month old daughter Josie from a preventable medical error led 
to the creation of the Josie King Foundation to “unite healthcare providers 
and consumers to create a culture of patient safety” (Josie King Foundation 
2016). These groups argued for legislation—such as Lewis Blackman 
Patient Safety Act in South Carolina, which required, for the first time, 
that healthcare providers be clearly identified and that patients be provided 
with an emergency response system in hospitals—and advocated for trans-
parency around medical errors and the inclusion of patients and their fam-
ily members as active and involved members of healthcare teams.

In October 2003, a workshop funded by the federal Agency for 
Healthcare Research and Quality (AHRQ) brought together consumers 
who saw themselves as constructive partners and change agents with 
other stakeholders interested in partnering. Led by Roxanne Goeltz and 
Susan Sheridan, both of whom had experienced healthcare system fail-
ure, outcomes of the workshop included a mission, goals, and a new 

5 Patient and Family Engagement in the United States: A Social… 



108

nonprofit organization, Consumers Advancing Patient Safety to carry 
this work forward (Hatlie 2014).

Adding to the clarion call of patient advocacy groups were several 
high-profile incidents in which preventable medical errors led to the 
death of patients and created the impetus for organizational changes. 
One such widely publicized case occurred at the Dana-Farber Cancer 
Institute, where breakdowns in standards of care contributed to the 
death of a Boston Globe reporter who was receiving treatment for 
breast cancer. As part of their organizational response to this sentinel 
event, Dana Farber outlined a six-point plan that included “letting 
patients into the process of leading the organization.” Progress was 
made towards this goal through increasing transparency, improving 
communication, and working with patients and families as members 
of Patient and Family Advisory Councils (PFACs) and hospital com-
mittees, where they have decision- making roles (Conway and 
Weingart 2015). Other organizations have made efforts to improve 
communication with patients and families around medical errors, 
emphasizing transparency and relationship- building. For example, 
the University of Michigan Health System pioneered a programme of 
disclosure of medical error and apology to patients and families. 
Although fears of litigation still prevent many hospitals from full dis-
closure, full disclosure policies have led to decreases in malpractice 
claims and average settlement amounts (Wachter et al. 2015; Moffatt-
Bruce et al. 2016).

As momentum grew around patient safety, federal agencies and 
national organizations began to expand their emphasis on patient and 
family engagement as a pathway towards improved healthcare quality 
and safety. In 1999, the Institute of Medicine (now known as the 
National Academy of Sciences) published a landmark report on patient 
safety. To Err is Human: Building a Safer Health System laid out the 
serious impact of medical errors in hospitals, noting that preventable 
safety events contributed to as many as 98,000 deaths per year (IOM 
1999). The IOM’s strategy for addressing patient safety included spe-
cific roles for key stakeholders, including the federal government, 
healthcare providers, and patients. A subsequent report issued in 
2001, Crossing the Quality Chasm, identified patient-centredness as 
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one of the six domains that define quality care—the others being 
safety, timeliness, effectiveness, efficiency, and equity. They defined 
patient-centred care as “care that is respectful of and responsive to 
individual patient preferences, needs, and values and [ensures] that 
patient values guide all clinical decisions” (IOM 2001).

As a result, partnerships with patients and families to improve qual-
ity and safety also grew. The National Patient Safety Foundation inte-
grated PULSE representatives and other patient advocates into its 
Board and established a PFAC. Other national organizations such as 
the Joint Commission on Accreditation of Healthcare Organizations 
and the National Quality Forum also expanded the role of patient 
advocates as advisors in patient safety efforts (Hatlie 2014). AHRQ 
funded the Guide to Patient and Family Engagement in Hospital Quality 
and Safety that focused on four strategies to promote engagement 
(AHRQ 2017). Most recently, the federal Centers for Medicare & 
Medicaid Services (CMS) has had a significant role in encouraging 
patient and family engagement within and across care settings as a way 
to improve quality and safety.

 The Current State of Patient and Family 
Engagement: Case Study Examples

These three case studies illustrate the current state of patient and family 
engagement: the first describes efforts to unite related engagement efforts; 
the second highlights how federal initiatives promote engagement as a 
quality improvement strategy; the third is an example of a cultural para-
digm shift in care delivery.

 Case 1. Bringing Together All-Related Efforts: 
A Framework and Roadmap

Over the years, various areas of work in patient and family engage-
ment developed separately while working towards a similar vision—
that of a transformed healthcare system in which patients and families 
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partner with healthcare providers and systems to achieve high-quality, 
cost- effective care that responds to and addresses patients’ needs. 
Separate areas of influence led to a disjointed system in which even 
the term “patient and family engagement” and the vision of the 
patient and family engagement differed among key stakeholders. As a 
result, concerns arose that various efforts to promote and improve 
patient and family engagement would begin to compete with, rather 
than complement each other.

There was a need for a unified definition and conceptualization of 
patient and family engagement—one that would drive meaningful 
change towards a vision of shared leadership, with patients as active part-
ners in their care and in the organizations and structures that provide 
care. In response to this need, the Carman et  al. Patient and Family 
Engagement Framework articulated several key elements of patient and 
family engagement (Carman et al. 2013):

• Engagement at multiple levels in health care: Patients and families 
partner not only in direct care (i.e., point of care interactions) but also 
in organizational design and governance, and policy making

• Continuum of engagement: Efforts labelled as “engagement” can 
range from merely consulting patients and families in one-sided 
 interactions to interactions in which there is shared power and 
decision- making authority—with the goal being to move along the 
continuum to shared leadership.

• Factors that influence whether and to what extent patients are able 
to engage: Grouped into three categories—those related to patients, 
organizations, and society—each set of factors acts on its own and in 
conjunction with the others to affect patients’ actions and engagement.

Building on the concepts in this framework, the Gordon and Betty 
Moore Foundation funded the creation of the Roadmap for Patient and 
Family Engagement in Healthcare Practice and Research to translate the 
shared vision and understanding into concrete action (Maurer et al. 2015). 
To develop the Roadmap, a team from the American Institutes for Research, 
led by Kristin Carman and Pam Dardess, convened a multi- stakeholder 
meeting of more than 70 individuals who had been involved in the key 
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areas influencing patient and family engagement practice and research and 
asked them to create a shared vision of patient and family engagement 
along with key strategies for advancing progress towards this vision.

The resulting road map has eight strategies for change, which include 
(Carman et al. 2014):

• Patient and family preparation: Educate, prepare, and empower patients 
and family members to engage effectively in their health and health care.

• Clinician and leadership preparation: Educate, prepare, and 
empower clinicians and healthcare leaders to partner effectively with 
patients and families.

• Care and system redesign: Redesign system processes, policies, and 
structures to provide opportunities for and support of partnerships 
between patients, families, and the healthcare team.

• Organizational partnership: Redesign healthcare organizations to 
make patients and families part of the governance structure.

• Measurement and research: Create measures and conduct research to 
improve care, facilitate changes in processes, and assess the relation-
ships between outcomes, experiences, and engagement.

• Transparency and accountability: Make data and information trans-
parent to promote organizational accountability for quality and safety 
and to enable patients and families to be active in their health and 
health care.

• Legislation and regulation: Encourage patient and family engage-
ment through regulation and legislation.

• Partnership in public policy: Identify and provide opportunities to 
integrate patient and family perspectives into public policy.

These strategies represent central, but distinct efforts that, when com-
bined together, can drive progress towards true patient and family 
engagement.

The Roadmap has been used to organize action across levels of engage-
ment. For example, the North Carolina Institute of Medicine Task Force 
on Patient and Family Engagement, which included patient and family 
representatives, used the Roadmap as a way of organizing work to increase 
patient and family engagement across healthcare organizations in North 
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Carolina and recommend actions to further catalyse engagement 
(NCIOM 2015).

 Case 2. Promoting Person and Family Engagement: 
Centers for Medicare and Medicaid Services (CMS) 
Quality Improvement Initiatives

In the past decade, quality improvement and patient safety initiatives 
through the federal CMS—that include technical support and changes in 
payment policies—have promoted patient and family engagement strate-
gies within and across care settings.

In 2012, CMS established the Partnership for Patients (PfP) programme, 
a large national quality improvement learning collaborative, to improve 
safety in acute care hospitals and to improve coordination of care at discharge 
to prevent readmissions. As a public—private partnership, the programme 
sought national change by setting clear aims, aligning and engaging multiple 
stakeholders, and establishing networks of hospitals to support these aims. 
Over 4000 hospitals work to accomplish the PfP goals. Simultaneously, 
CMS pursued aligned changes in payment policy, a nationwide programme 
of technical assistance aimed at improving hospital safety and care coordina-
tion through the nation’s Quality Improvement Organizations (QIOs), and 
a programme of work through the CMS Innovation Center known as the 
“Community-based Care Transitions Program” to improve care transitions 
from inpatient hospitals to other care settings for high-risk Medicare benefi-
ciaries. Then, in 2015, CMS launched the Transforming Clinical Practice 
Initiative (TCPI) to support more than 140,000 clinician practices in devel-
oping comprehensive quality improvement strategies.

For these initiatives, CMS has identified person and family engage-
ment as a mechanism for achieving quality and safety goals. CMS’s Person 
and Family Engagement Strategy, published in 2016, outlines the Agency’s 
vision for engagement along with specific goals and actions for incorpo-
rating the principles of engagement into action. CMS defines person and 
family engagement as follows: “Patients and families are partners in defin-
ing, designing, participating in and assessing the care practices and sys-
tems that serve them to assure they are respectful of and responsive to 
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individual patient preferences, needs and values. This collaborative 
engagement allows patient values to guide all clinical decisions and drives 
genuine transformation in attitudes, behavior and practice.” Of note, the 
strategy uses the term “person” to recognize that individuals may not 
always be patients. The specific goals and actions include partnering with 
patients and families across the care continuum and within communities; 
promoting tools and strategies that enable patients and their families to 
engage in care self-management; creating environments where patients 
and families can partner with healthcare providers to make evidence- 
based decisions aligned with patient and family values and preferences; 
and spreading best practices in person and family engagement as identi-
fied in CMS models and initiatives (CMS 2016).

To demonstrate progress by participating hospitals, PfP identified five 
person and family engagement metrics and adapted six of the strategies 
from the Roadmap for Patient and Family Engagement in Healthcare 
Practice and Research to help hospitals achieve those metrics. The metrics 
are intended to assess whether hospitals have, at a minimum, structures 
and practices that enable active patient and family partnership at three 
levels of the hospital setting (AIR 2017):

• Point of care, including preparing patients for scheduled hospital 
admissions and conducting nurse bedside shift report or bed-
side rounding

• Policy and protocol, including designating an accountable leader for 
patient and family engagement, and working with patient and family 
advisors in PFACs

• Governance, including having patient representatives on the Board 
of Directors

Similarly, TCPI identified six metrics to address strategies that can be 
adopted by primary care practices to engage patients and families as part-
ners at the levels of the primary care setting (PCPCC 2018):

• Point of care, including supporting shared decision making and using 
an electronic tool where patients can access their medical record and 
communicate with their providers
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• Policy and procedure, including assessing patient activation, using a 
health literacy survey, and supporting patients and families with medi-
cation management

• Governance, including patient and family participation on PFACs, as 
members of practice improvement teams, and as board representatives

Metrics for both initiatives reflect practices designed to include patients 
as partners in the care team, increase structural opportunities for partner-
ship, and include the perspectives of patients and families into gover-
nance and organizational decision making.

Within PfP and TCPI, CMS provides specific technical assistance and 
support for the implementation of person and family engagement. For 
example, within TCPI, CMS has funded a Support and Alignment 
Network to facilitate greater patient engagement in practice change at the 
sites participating in the programme (Sharma et al. 2018).

CMS initiatives have also focused on the intersection between person 
and family engagement and achieving health equity. Persistent racial, eth-
nic, and socioeconomic disparities demonstrate that health care is not 
equitable across all populations. Per the National Healthcare Quality and 
Disparities Report chartbook on patient safety, patients without Medicaid 
or who have no insurance, of lower socioeconomic backgrounds, and 
minority groups received worse care than whites and experienced poor 
outcomes in a variety of safety areas (AHRQ 2018b). Although signifi-
cant progress has been made in narrowing the gap in health outcomes, 
eliminating disparities in health and health care has yet to be achieved 
(National Academies of Sciences 2017). To address health equity in 
Medicare, the CMS Office of Minority Health unveiled a plan in 2015 
that has six priority areas and aims to reduce health disparities (CMS 
2015). The CMS PfP Roadmap also offers six patient and family engage-
ment strategies to help achieve health equity, noting that equitable appli-
cation of person and family engagement means that every person in the 
hospital—including patients and families from all backgrounds—gets 
the benefit of engagement in improving equity in quality and safety 
(AIR 2017).
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 Case 3. Redesigning Health Care: Customer-Owners 
in Southcentral Foundation

“Nuka” is an Alaska Native word that means “strong, giant structures, 
and living things.” It is also the name given to the nonprofit Southcentral 
Foundation’s (SCF) healthcare system, which provides medical, dental, 
behavioural, traditional, and healthcare support services to more than 
65,000 Native people in the state of Alaska. The Nuka System of Care is 
a relationship-based approach where patients are “customer-owners” 
who have a meaningful role in decision-making, both regarding their 
own health care, but also the organization as a whole. This idea of 
“customer- owners” reflects a mindset in which the healthcare system 
exists to meet the needs of the Alaska Native people, who share leader-
ship for the design and delivery of health care.

SCF was established in 1982 to deliver health and other services to Alaska 
Native people in the areas of Anchorage, the Matanuska-Susitna Valley, and 
villages within the rural Anchorage Service Unit. Over the years, SCF has 
taken over a range of services from the federal Indian Health Service, starting 
with dentistry, optometry, and community health, and moving on to pri-
mary, paediatric, and obstetric care. In 1997, Congress passed legislation that 
enabled Alaska Native people to obtain ownership and management of all 
Alaska Native healthcare services. As a result, SCF assumed co-ownership—
with the Alaska Native Tribal Health Consortium—of the Alaska Native 
Medical Center, which delivers secondary and tertiary services to the Alaska 
Native population across the entire state. Currently, SCF employs more than 
2000 people across more than 80 programmes.

SCF’s broad mission is to partner with the Alaska Native population to 
achieve physical, mental, emotional, and spiritual wellness. Underlying 
the services provided by SCF is a strong belief that Native culture and 
health are intertwined. Multidisciplinary teams provide health services 
that incorporate both traditional medicine and cultural practices, in a 
vision of integrated health that addresses the full continuum of care while 
respecting and empowering Native Alaskans. Primary care clinics provide 
most health services complemented by home-based programmes for elders 
and adults with physical disabilities. SCF also offers programmes to address 
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whole health and specific issues in the Alaska Native community, includ-
ing programmes focusing on domestic violence and abuse, a women’s talk-
ing circle, a Native Men’s Wellness Program focusing on physical and 
mental health and community connectivity, and a healing garden with 
access to traditional healing plants.

In the Nuka Model of Care, the term “customer-owners” reflects a 
paradigm shift in how patients and families are viewed and treated. The 
Nuka System of Care is described as being managed by Alaska Natives, 
for Alaska Natives. Rather than acting as recipients of services within the 
confines of a paternalistic, provider-focused model, patients are owners 
of their own health and have a role in how services are designed and 
delivered. Customer-owners serve as part of SCF’s management and 
governance structure and include over half of the SCF workforce. 
Orientation and onboarding for all new hires emphasizes the impor-
tance of  relationships, including information about the customer-owner 
philosophy of care and the culture of the Alaska Native people. SCF 
obtains regular input and feedback from customer-owners via mecha-
nisms such as surveys and focus groups, with a strong focus on incorpo-
rating feedback into care delivery. The Nuka System of Care also 
emphasizes the development of strong partnerships with the popula-
tions being served. SCF conducts outreach to engage the local and 
regional community, particularly to address gaps in services.

Along with system-level ownership, the expectation is that customer- 
owners have a significant level of personal responsibility for their own per-
sonal health outcomes. While the community served by SCF has high 
rates of poverty, chronic disease, and mental health issues, the Nuka System 
of Care adopts a strengths-based approach, looking to empower individu-
als and families. This means that customer-owners are active partners in 
their own health and healthcare decision making. There is also recognition 
that individual health outcomes feed into the system as a whole.

In addition to serving as an exemplar of engagement, SCF’s operating 
principles explicitly note goals related to increased access, improved care 
coordination through system design, reducing unnecessary or duplicative 
care, and ensuring financial sustainability. In these areas, SCF has dem-
onstrated positive outcomes that have garnered international attention. 
For example, SCF has seen a 50 per cent reduction in urgent care visits 
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and emergency room utilization, along with a 53 per cent drop in hospi-
tal admissions. In many cases, SCF is able to offer same-day access for 
primary care appointments. In addition, survey results demonstrate that 
the system works for both customer-owners and staff, with satisfaction 
rates for both populations above 90 per cent.

At the heart of the Nuka System of Care is a transformative 
approach to healthcare delivery that relies on building strong and 
lasting relationships between patients, families, and their healthcare 
team. There is respect for and incorporation of Native culture and 
values, and a deliberate fostering of relationships with the commu-
nity. Leadership for patient partnership comes from the highest levels 
of the organization, with the idea of “customer-owners” as central to 
SCF’s philosophy of care. In the Nuka System, the individuals receiv-
ing services have control, helping drive changes to address the needs 
of the Alaska Native population. This approach translates into 
increased accountability for both providers and customer-owners, 
promising outcomes, and increased satisfaction for customer-owners 
and staff alike. With a commitment to continuous evaluation, learn-
ing, and improvement, SCF is poised to serve as a model for patient 
and family engagement for years to come.

 Lessons Learned in Patient and Family 
Engagement

Progress has been made in shifting the paradigm from patients solely as 
recipients of care to patients as partners in care. As the United States 
continues to move forward with patient and family engagement efforts, 
prior work suggests the importance of three lessons learned, including 
the need for

• System-level incentives and support to promote engagement
• Intentional efforts to engage patients and families from diverse 

backgrounds
• Building an evidence base to improve and increase engagement
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Importantly, advancing the practice and science of patient and family 
engagement requires active partnership with patients and families in all 
of these areas to achieve desired goals and outcomes.

 System-Level Incentives and Support Promote Patient 
and Family Engagement

Patient and family engagement has been and will continue to be shaped 
by the structure of the U.S. healthcare system and the forces affecting 
that structure. Thus, advancing the practice of patient and family engage-
ment requires working within this complex system, while also advocating 
for changes to the system that encourage and sustain engagement efforts.

Change is more likely to happen when there is alignment of incentives, 
measurement, technical support, and oversight. For example, the CMS 
quality initiatives described in this chapter include clear safety goals 
accompanied by changes in payment models, metrics related to patient 
and family engagement practices, technical assistance and learning sup-
port, and oversight by a federal agency. As a result, these initiatives have 
motivated a broader set of healthcare organizations to focus on patient 
and family engagement, and specifically to start partnering with patients 
and families at the organizational, design and governance level.

Likewise, the Patient-Centered Outcomes Research Institute (PCORI) 
is an example of aligning incentives, measurement, and oversight to pro-
mote patient and family engagement in research. Created under the 
Affordable Care Act of 2010, PCORI was established to fund research 
that can help patients and those who care for them make better informed 
decisions, guided by those who will use that information. To date, PCORI 
has funded more than 400 patient-centred comparative effectiveness 
research projects. PCORI models partnership with patients and other 
stakeholders in all aspects of their work—from identifying research pri-
orities to evaluating the merit of research proposals to disseminating 
results. By requiring engagement of patients and other stakeholders in 
the project to receive funding, researchers started partnering with patients 
and other stakeholders in the design, conduct, and dissemination of 
research. PCORI’s efforts to empower patients as research partners can 
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also be seen influencing culture changes in other areas of healthcare deliv-
ery and practice (Sharma et al. 2018).

 Intentional Efforts to Engage Patients and Families 
from Diverse Backgrounds Are Needed to Support 
Health Equity

The CMS quality initiatives and the SCF case study highlight the inter-
section between patient and family engagement and health equity. Done 
well, partnership with patients and families is part of the path towards 
achieving health equity and eliminating health disparities; however, to do 
so requires thinking about partnership in new ways.

Examining engagement efforts more holistically may help illuminate 
issues that affect whether and how individuals engage at the point of care. 
Because most actions related to health and health care occur outside of 
the healthcare system, looking at social determinants of health may 
improve partnership and address equity. According to the World Health 
Organization, social determinants of health 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” such as “economic policies 
and systems, development agendas, social norms, social policies and 
political systems.” More efforts are starting to focus on these social deter-
minants and creating supportive environments in which patients and 
families can better access and engage in their care.

At the organizational level, engagement efforts require concerted 
outreach to patients and families from diverse cultural, ethnic, or socio-
economic backgrounds. Even with the best of intentions, some popula-
tions are not currently engaged at all or at the same level as others. 
Potential barriers, such as implicit biases, mistrust, and cultural or lan-
guage differences may preclude successful engagement of patients and 
families from diverse cultural, ethnic, or socioeconomic backgrounds—
a necessary component for achieving equity (AIR 2017). Actively seek-
ing to address barriers in engagement for diverse populations is critical 
in promoting equity in health care and health. For example, to increase 
diversity among PFAC members, some hospitals have started to cover 
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travel and parking costs, provide childcare, use teleconferencing, or 
have flexible meeting times.

Finally, examining and acknowledging how institutional racism has 
operated within the healthcare system—for patients and providers—is an 
integral part of building trust in partnerships with patients and families 
and a starting point in achieving health equity (Yonas et al. 2006). For 
example, as the movements for parity in healthcare decision making were 
starting in the 1950s, people of colour in the United States were march-
ing for civil rights and equal opportunities in work, education, and pub-
lic spaces. Further, prior to the 1960s, the U.S. healthcare system was 
segregated. In the south, hospitals excluded blacks entirely or relegated 
them to receiving care in basements. In the north, hospitals dominated 
by white physicians did not allow black physicians to obtain practice 
 privileges. Black patients were also sent to historically black institutions 
that had fewer resources and equipment. In 1964, Medicare forced deseg-
regation by threatening to withhold federal funding from any hospital 
that practised racial discrimination as required by Title VI of the Civil 
Rights Act (Sternberg 2015). Acknowledging and apologizing for the 
larger history—and the role of individual institutions in it—is an impor-
tant step in creating equal partnerships.

 Building the Evidence Base May Improve and Increase 
Uptake of Engagement

While evidence supports the positive impact of patient and family 
engagement at multiple levels in health care, the field, as a whole, suffers 
from the criticism that it is not evidence-based. Systematic reviews find 
that the quality of the evidence is not as strong as it could be (Park et al. 
2018; Sawesi et al. 2016; Oldfield et al. 2018), or that the research does 
not demonstrate associations between engagement and patient outcomes 
of interest (Clayman et al. 2016). Before investing resources into patient 
and family engagement efforts, many healthcare organizations want to 
see the evidence that engaging patients and families leads to better health 
and health care while reducing costs.

Adding to the complexity of measurement, patient and family engage-
ment is a broad concept that encompasses a variety of behaviours, activities, 
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and interventions at the individual, system, and policy levels. For practical 
and methodological reasons, when studying engagement, research often 
focuses on a specific or narrow intervention, such as evaluating the impact 
of a decision aid as part of shared decision making. However, this narrow 
focus makes it difficult to demonstrate how the body of evidence for 
patient and family engagement as a whole affects patient and system out-
comes. Research studies have also used a variety of definitions, conceptu-
alizations, and measures to assess patient and family engagement 
approaches. Developing and using a standard approach to define, concep-
tualize, and measure engagement will help to build the evidence base.

Finally, in building this evidence base for engagement, it is important 
to consider not only whether healthcare organizations implement patient 
and family engagement activities but how those activities are imple-
mented. Engagement activities can be operationalized in different ways, 
and not always in ways that reflect meaningful partnership with patients 
and families. For example, family-centred rounds may give patients and 
families opportunities to collaborate in care and planning, but they do 
not guarantee that participation occurred (Cypress 2012). Likewise, 
when examining the impact of nurse bedside shift report, it would be 
important to know whether nurses actively engaged the patient and fam-
ily while giving shift change report at the bedside, or whether they pri-
marily interacted with each other. To address these issues, measurement 
efforts should be guided by frameworks that enable a more complete 
assessment of engagement, such as the Carman et al. Framework, which 
encourages attention to the level and extent of engagement.

Ultimately, having stronger, more reliable and valid evidence that 
demonstrates the connection between practices and outcomes will not 
only improve the practice of engagement but also help to implement and 
disseminate effective engagement practices.

 Conclusion

The shift from patients as passive recipients of care to patients as advo-
cates to patients as partners in the United States reflects multiple areas of 
influence that included changing the traditional patient-provider 
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dynamic, recognizing the power of patients as consumers of health care, 
a community of ePatients advocating for collective change; and partner-
ships in the patient-and family-centred care and patient safety move-
ments. Advancing the practice and science of engagement requires 
system-level incentives and support, intentional efforts to engage patients 
and families from diverse backgrounds, and stronger evidence to improve 
and increase uptake of effective engagement practices. Patient and family 
engagement inspires a vision of care that is centred on patients and fami-
lies. The core elements of this vision are a system that acknowledges and 
respects the life a person has outside of the healthcare system, invites 
participation and is conducive to active partnership at all levels of deci-
sion making, and makes it easy to access and pay for care. Progress towards 
achieving this vision is possible with meaningful, sustained, multi-level 
engagement and partnership with patients and families.
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 Introduction

Patients are essential to the transformation of care and health organiza-
tions. There are well-established service user movements in the UK which 
advocate for a stronger patient and public voice and draw attention to 
inequalities in health and discrimination in services. Policy publications 
refer to the desire for and perceived value of patient and public involve-
ment (PPI). Meaningful PPI requires a systematic approach underpinned 
by emergent and experiential learning to generate evidence of what works 
well. Practice should demonstrate inclusivity and mutual respect.

This chapter is organized into three parts. Part one summarizes the back-
ground to the National Health Service (NHS) in the UK, drawing attention 
to the emergence and strengthening of the patient voice in contemporary 
healthcare. Part two reports our PPI practice within the context of an applied 
health research programme over ten years, drawing attention to three lessons 
gained through emergent and experiential learning. Part three shares personal 
reflections from service users and patients who are involved in improving 
care. The conclusion summarizes important messages from all three parts.

 The History and Grassroots of Patients Voice 
in the United Kingdom

 The National Health Service and the Voice of Patients

The NHS in the UK celebrated its 70th birthday in 2018. Introduced by 
the Labour government in 1948 as the country was recovering from war, 
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approach to the dissemination of research and scientific enquiry. Here, 
we invite new voices to our chapter. They share their reflections, either 
directly or in partnership with chapter co-authors. We organize the sec-
tion by grouping the reflections under four of the five main habits of an 
improver (see the following textbox). We suggest that each of these indi-
viduals possess all five habits, and we group stories to share a snapshot of 
insight. All contributors exhibit resilience in their personal circumstances 
and in encounters with the healthcare system, when seeking to promote 
improvement.

The Habits of Improvers

 1. Creativity
 2. Influencing
 3. Learning
 4. Systems thinking
 5. Resilience

Source: Adapted from Lucas and Nacer (2015)

 Creativity: Jean Straus

Jean is an improvement leader fellow who draws on her professional 
background in education and her experience of sudden hearing loss to 
raise awareness of this condition in the healthcare system. She promotes 
the use of visual formats and innovative participatory approaches, for 
example hackathons, to generate better insight and empathy 
between people.

I became involved in improvement work as a result of developing an isolating 
condition, idiopathic sudden sensorineural hearing loss. In medicine and 
research, I found little to help me understand what I had to live with. In my 
search for knowledge I gradually became aware of greater issues, of being a 
patient, having hearing loss, deafness, tinnitus, and age.

I realised by sharing my experience I might be able to help others. I went 
from having dizzy spells and getting hearing aids, to writing book reviews for 
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themselves or others to be detained with or without their consent, lead-
ing to concerns about patients’ rights. Priority areas for health 
 improvement were identified as cancer, coronary heart disease, mental 
health, HIV/AIDS, and inequalities in health outcomes. Those affected 
by HIV and AIDS organized and campaigned for research and better 
treatment, ushering in an activism not commonly seen in the UK at the 
time (Manganiello and Anderson 2011).

Consumerist ideology became more influential in the 1990s and the 
Patient’s Charter introduced in 1991 (Department of Health 1991) set 
out patient rights and expectations in service areas including GP services, 
hospital services, and ambulance services. Patients were invited to pro-
vide feedback and NHS organizations could be nominated for a Charter 
Mark if exceptional care was provided. In 1997, a new Labour govern-
ment was elected and by 1998 health policy was decentralized through 
devolution in Scotland, Wales, and Northern Ireland (Greer 2008).

In 2001, Professor Ian Kennedy published Learning from Bristol 
(Kennedy 2001), documenting failures in children’s heart surgery at the 
Bristol Royal Infirmary and the attendant disregard for parents who 
raised concerns. The report served as a blueprint for wider NHS reform 
and provided the impetus for renewed policy and legislation agendas 
such as the 2001 Health and Social Care Act and the publication of the 
NHS Plan. The NHS Plan set out an ambitious plan of reform develop-
ing further choice and competition (Department of Health 2000). It 
intended to strengthen the accountability of the NHS to consult with 
patients and the public. Foundation trusts were created with membership 
boards to which the public could be elected. Patients were increasingly 
viewed as informed consumers who are able and willing to make choices 
within the system. However, this was not borne out in practice, with the 
Acheson Report (Acheson 1998) recognizing continued concern about 
inequalities in relation to socioeconomic position, ethnicity, and gender.

The NHS Constitution for England (Department of Health 2009) sets 
out the rights for patients, public, and staff in the NHS. Regulatory and 
inspection mechanisms such as the Care Quality Commission (CQC) 
were set up to monitor services and provide an independent voice for 
people. The coalition government elected in 2010 reinforced their com-
mitment to engaging the public through the Five Year Forward View 
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(NHS England 2014), and the 2012 Health and Social Care Act resulted 
in significant service restructuring. It reinforced the duty to consult and 
involve patients and the public in the commissioning, delivery, and eval-
uation of services. In 2019, NHS England published the NHS Long 
Term Plan (NHS England 2019), setting out the strategic direction of 
the health service for the next ten years. The NHS Long Term Plan (NHS 
England 2019) is perceived by some commentators (Beresford 2019; 
Denegri 2019) as a missed opportunity to build on the maturing patient 
and public involvement movement. Despite policy commitment, failures 
in care suggest that patient and carer voices can still struggle to be heard.

 Patient and Public Involvement (PPI) in the NHS 
and Publicly Funded Research in the United Kingdom

The UK and other countries including Australia, Canada, Demark, 
Norway, and Sweden (Boivin et al. 2010; Wiig et al. 2013; Farmer et al. 
2018) have maturing movements and commitment to the involvement 
of patients, carers, and service users in the design, delivery, evaluation, 
research, and improvement of healthcare (INVOLVE n.d.). The involve-
ment of patients, the public, and citizens is not a new concept in the UK 
(Hogg 2007; Coulter 2011; Barnes and Cotterell 2012). There is a his-
tory of user movements which have influenced aspects of health in both 
service provision and research, for example, in mental health and disabil-
ity (Beresford and Branfield 2012; Hallsor 2017; Terrence Higgins Trust 
n.d.). This difficult and pioneering work is recognized. However, it can 
be easily obscured by the proliferation of policies, toolkits, political ideol-
ogy, and frequent and fragmented health service structural reform.

Hogg (2007) provides a useful account of the seismic changes in 
England introduced by the abolition of Community Health Councils 
(CHCs). CHCs were introduced as state sponsored scrutiny arrange-
ments in 1974 and abolished in 2003. The councils were initially replaced 
by Patient and Public Involvement (PPI) Forums, followed by Local 
Involvement Networks (LINks) in 2006 and subsequently by Healthwatch 
England in 2012. Healthwatch England is described as ‘the independent 
national champion for people who use health and social care services’ 
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(Healthwatch n.d.), with a Healthwatch in each of the 152 local author-
ity areas in England. They are funded by central government and 
 administered through the local authority. Healthwatch is therefore 
affected by the economic and fiscal policies of the elected government.

There are different statutory arrangements for the involvement of 
patients and the public in Wales, Scotland, and Northern Ireland. Wales 
introduced a Board of Community Health Councils in 2004 (Community 
Health Council n.d.). Their role is to enhance and improve the quality of 
local health services. In 2015, the regulations were updated to give the 
board responsibility for setting standards for the local councils and to 
monitor their performance. In Scotland, the Scottish Health Council 
(Scottish Health Council n.d.), established in 2005, promotes improve-
ments in the quality and extent of public involvement in the NHS in 
Scotland. NHS Boards in Scotland have a statutory duty to involve 
patients and the public in the planning and delivery of NHS services. In 
Northern Ireland, the 2009 Health and Social Care Reform Act placed a 
statutory duty on health and social care organizations to involve and con-
sult patients, families, carers, and communities in the planning, delivery, 
and evaluation of services (Department of Health Northern Ireland n.d.). 
In Northern Ireland, PPI refers to personal and public involvement, with 
the Public Health Agency responsible for implementation of policies.

In health and social care research, there is an established support orga-
nization in England, INVOLVE, funded by the Department of Health 
and Social Care and hosted by the NIHR. INVOLVE emerged from the 
Consumers in NHS Support Unit established in 1999 which developed 
from the 1996 Standing Advisory Group on Consumer Involvement in 
the NHS Research and Development Programme (Evans 2014). The cre-
ation of the NIHR in England in 2006 and the appointment of the first 
NIHR National Director for Patients and the Public in Research in 2012 
intensified interest and activity. The first national review of PPI across the 
NIHR in England was conducted and published as Going the extra mile: 
Improving the nation’s health and wellbeing through public involvement in 
research (National Institute for Health Research 2015; Staniszewska et al. 
2018). This report recommended exploring the nature of co-production 
in research. It summarized recommendations to guide strategic direction 
of PPI in research over the following ten years under four areas:
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 (1) Reach—to widen involvement across the diverse population.
 (2) Relevance—minimize waste by ensuring research is grounded in the

problems faced by people living with health and social care needs.
 (3) Refinement—to continuously learn and improve practice.
 (4) Relationships—to keep the focus on involvement relationships which

transcend the politics, policy, and structural maelstrom to seek new
insight and knowledge.

Academic debate explores the difficult relationship between theory, 
policy, and practice and the differing perception of and variation in 
impact (Martin 2009; Tritter and McCallum 2006; Gibson et al. 2017; 
Madden and Speed 2017; Hickey 2018).

 Involvement in Healthcare Improvement

High-profile care failures in England suggest that there are persistent bar-
riers to learning with patients about what needs to be improved (Francis 
2013; Kennedy 2001). This may in part be due to the complex and chal-
lenging healthcare landscape in which the patient and carer perspective 
can quickly become obscured. Further progress is required to evolve from 
a system characterized by paternalism and institutional power towards 
collaboration and networks (Malby and Anderson-Wallace 2017). Efforts 
are being made to foster a change in culture that recognizes the potential 
for patients and healthcare professionals to work more closely (Berwick 
2016; Batalden 2018; Seale 2016; Pereira and Creary 2018).

NIHR CLAHRC Northwest London works from the INVOLVE 
definition which describes involvement as any activity that is done 
‘with’ or ‘by’ patients and not ‘to’ ‘for’, or ‘about’ them. Other terms are 
used, sometimes interchangeably, for example ‘engagement’ and ‘par-
ticipation’. The INVOLVE definition is helpful to facilitate research 
and improvement teams and with individuals to clarify what they want 
to achieve. Involvement can take place at different levels. Carman and 
colleagues (Carman et al. 2013) offer a useful framework to conceptu-
alize involvement at individual, service, and policy level. This frame-
work uses a continuum to indicate how power can be shared between 
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professionals and patients from consultation to partnership. In recent 
years, more attention has been paid to the idea of co-production sug-
gesting a move towards an acknowledgement of and reduction in power 
differentials. Batalden and colleagues (Batalden 2018; Batalden et  al. 
2016) emphasize the uniqueness of the healthcare setting when explor-
ing the concept of co- production and the necessary understanding and 
trust that are required to achieve shared planning and execution of ser-
vices. Filipe et  al. (2017) explores co-production as an experimental 
space. Whilst involvement in healthcare is not new, disquiet is being 
expressed about persistent barriers and constraints (Ocloo and Matthews 
2016; Wicks et  al. 2018; Gilbert 2018; deBronkart 2018; Batalden 
2018). In part two, we share learning about how some of these chal-
lenges can be approached despite the complexity of the policy, evidence, 
and structural landscape.

 Patient and Public Involvement Practice Within 
the Context of an Applied Health Research 
Programme

 Applied Health Research: An Unusual Space to Foster 
Involvement

In 2009, the NIHR introduced a competitive infrastructure funding call 
inviting partners from the NHS and academia to secure funding to speed 
up the translation of research evidence into everyday practice to benefit 
patients (Cooksey 2006). The aims of the CLAHRC programme in 
England funded from 2013 are set out in the following textbox.

The NIHR CLAHRC Northwest London programme presented an 
unusual space for the involvement of patients, carers, and service users in 
quality improvement and the translation of research evidence into prac-
tice. The NIHR CLAHRC programme does not commission or provide 
health services and is heavily reliant on effective partnership working 
between the NHS, Higher Education Institutions (HEI) and Third 
Sector, and community organizations.
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Aims of the Collaboration for Leadership in Applied Health Research and 
Care (CLAHRC) Programme

• Develop and conduct applied health research relevant across the NHS 
and translate research findings into improved outcomes for patients

• Create a distributed model for the conduct and application of applied 
health research that links those who conduct applied health research 
with all those who use it in practice across the health community

• Create and embed approaches to research and its dissemination that are 
specifically designed to take account of the way that healthcare is deliv-
ered across the local Academic Health Science Network

• Increase the country’s capacity to conduct high-quality applied health 
research focused on the needs of patients, particularly research targeted 
at chronic disease and public health interventions

• Improve patient outcomes locally and across the wider NHS
• Contribute to the country’s growth by working with the life sciences 

industry

Source: National Institute for Health Research (2016)

6 Connections: The Power of Learning Together to Improve… 

NIHR CLAHRC Northwest London was the first programme of its 
kind in the capital and one of nine funded across England in 2009. It 
secured further funding from 2014 when the number of CLAHRC pro-
grammes increased to 13.

NIHR CLAHRC Northwest London made an explicit commitment 
to involve patients, carers, and service users in its activity from the begin-
ning, building this into all levels including governance, shared learning, 
and local improvement research funding calls. From the outset, our pro-
gramme combined practice with research. A partnership was established 
with social science researchers at the London School of Hygiene and 
Tropical Medicine. This unusual combination enhanced our ability to 
practise and study involvement in a variety of settings across acute hospi-
tal, primary and community care. We describe emergent learning that 
evolved our practice and provided data for ethnographic research (Renedo 
and Marston 2015a, b). It is worth noting that as a research programme 
funded for two consecutive five-year periods between 2008 and 2018, 
our position, by comparison with other healthcare organizations in our 
local health system, has been stable. During this period, there were two 
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general elections, four acute (hospital) NHS trusts in northwest London 
merged into two organizations, and the health reforms of 2010 changed 
the commissioning and public health landscape. Our research programme 
remained a constant with a limited turnover in team membership. This is 
an important factor which supports the development of work and rela-
tionships over time. Next, we draw attention to three important lessons 
about the foundation of meaningful PPI practice from ‘doing’.

 Emergent and Experiential Learning

Learning by doing, gaining experiential knowledge, and being alert to 
emergent understanding is a significant and distinguishing feature of PPI 
in our programme approach. Emergent learning is described by Darling 
and Parry (Darling and Parry n.d.):

Learning from experience is mostly done retrospectively. Engaging in emergent 
learning means taking an intentional, evolutionary approach to learning 
‘through’ experience—by conducting iterative experiments using a group’s real 
work as the experimental field. Taking this approach often produces new and 
powerful learning simultaneously to making headway on key business issues.

We report three significant lessons from this approach at NIHR 
CLAHRC Northwest London. These lessons may be unsurprising but we 
propose that they reflect the overlooked work of involvement that needs 
to be better attended to in practice and more fully explored in research:

 1. Establishing connections and relationships—the need to make con-
nections and build relationships over time from which shared improve-
ment and transformation interests can be identified.

 2. Democratizing learning spaces—include learners without professional 
or employment status and loosen the traditional rituals and practices 
that influence and characterize learning in healthcare.

 3. Testing frameworks in practice—rather than creating something new, 
test and adapt existing evidence-based frameworks to understand 
acceptability and utility in the real world.
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 Lesson One: Establishing Connections 
and Relationships

From the outset, we communicated the purpose of NIHR CLAHRC 
Northwest London to the wider community and identified potential 
opportunities for people to be involved. Working in partnership with 
InHealth Associates, a consultancy dedicated to the promotion of 
patient and public engagement and involvement, and later with the 
Centre for Patient Leadership, we offered a free learning programme 
called ‘The Effective Patient and Community Representative’ to sup-
port people who wanted to be influential in improving healthcare ser-
vices. We approached local NHS, third sector, and community 
voluntary organizations to recruit participants. The programme ran 
five times between 2009 and 2012 enrolling a total of 76 patients, 
service users, and community representatives. It differed from tradi-
tional, episodic deficit-model induction and introductory courses and 
focused instead on working with the  experiences and skills partici-
pants brought with them and what they wanted to achieve. Each pro-
gramme had four consecutive monthly sessions. This approach 
established peer relationships over time and enabled facilitators and 
participants to work together to identify further opportunities for 
collaboration.

Three important outcomes emerged from this experience. First, pro-
gramme participants alerted us to a community-based idea focused on 
people living with diabetes—Diabetes Improvement through 
Mentoring and Peer Led Education (DIMPLE)—that we subsequently 
funded (Chita et al. 2012). Second, some participants were invited to 
critique their learning experience and in doing so challenged our inclu-
sion criteria for our Improvement Leader Fellowship launched in 
2010. Third, summative participant evaluation suggested we consider 
co-designing a new opportunity where patients, carers, and service 
users could learn more collaboratively with clinicians, researchers, and 
managers. They expressed a desire for a shared learning space. This 
influenced the development of the Exchange Network which is 
described in lesson two.
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 Lesson Two: Democratizing Learning Spaces

The way people come together, and how they learn, can model and rein-
force collaborative behaviour (Clarke et al. 2018). Education and train-
ing in healthcare, whilst varied in style and delivery, is generally 
characterized by scientific expertise and influenced by professional his-
tory and culture. Time and resource constraints often lead to transac-
tional, rather than transformational, experiences (Britto et  al. 2018; 
Budrionis and Bellika 2016; Nelson et al. 2016). As patients and carers 
became more involved in the work of the NIHR CLAHRC Northwest 
London programme, we recognized limitations in this traditional 
approach, and the nature and qualities of our learning spaces changed 
over time. We share four examples: (a) the use of open space technology 
at events; (b) the move to an inclusive Improvement Leader Fellowship; 
(c) collaborative learning events; and (d) the development of the 
Exchange Network.

 Open Space Technology: Sharing Power

In the first two years of funding, NIHR CLAHRC Northwest London 
held events focused on PPI. These followed a conventional approach with 
invited speakers and limited discussion opportunities which became frus-
trating for all parties. One participant suggested using Open Space 
Technology (Owen 2008) as an alternative approach. The approach is 
designed to support groups to self-organize around a specified theme to 
tackle complex issues in a time limited period. It means identifying a 
theme that a diverse group of people can relate to and inviting them to 
spend time exploring related issues in order to generate new insight and 
fresh ideas. Working with facilitators from the Participation Agency, we 
tested Open Space Technology. Instead of NIHR CLAHRC Northwest 
London controlling or feeling responsible for an agenda, participants 
were invited to explore themes posed as a question at two events in 2011 
and 2012. Participants designed the agenda during the event, self- 
organized around issues raised on the agenda, and reported their reflec-
tions, ideas, knowledge, and actions by the end of each event. A democratic 
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process completed each event by enabling all participants to vote on the 
most important ideas or actions that emerge for further attention. The 
practice of co-production was promoted by one participant in our 2011 
Open Space Event and was validated through the voting process. The 
experience of participating in a different group dynamic suspended famil-
iar hierarchy temporarily and enabled more diverse insight to emerge. 
The use of Open Space Technology revealed a shared appetite in our com-
munity connections to work more creatively. As a result of this experi-
ence, our style shifted from ‘telling’ and operating as ‘experts’ to one 
which ‘asks’ more questions and seeks broader expertise.

 Improvement Leader Fellowship

The Improvement Leader Fellowship programme was launched in 2010 
to build capacity in improvement science with our organizational part-
ners. Nine cohorts have completed the programme since 2010  in 
Northwest London. The year-long fellowships developed leadership 
skills for quality improvement (QI) through a work-based project 
(12–15 multidisciplinary fellows each year, including patients) (Myron 
et al. 2018). Participants from the ‘Effective Patient and Community 
Representative’ programme challenged us to open the fellowship to 
patients, carers, and service users from 2012. Over 55 improvement 
initiatives and 118 individual fellows were supported over nine years of 
the Northwest London programme. One of the core criteria and com-
mon features of the fellowship is ‘in person’ learning sessions, which 
enable shared learning on QI approaches and evidence-based interven-
tions and include collaborative shared learning where the patient per-
spective is a key contribution.

The fellowship is designed to be a participatory space (Renedo and 
Marston 2015b) where professionals and patients’ knowledge both shape 
and are shaped by the participatory spaces created by the fellowship. It is 
a novel empirical case as it is designed for patients and healthcare profes-
sionals to learn together. The fellowship is modelled on collaborative 
learning theory, which suggests that social interaction is an integral part of 
learning, and multiple perspectives strengthen this process. Participants 
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on the fellowship programme are drawn from varied backgrounds. They 
include patients and different professional groups with diverse research 
interests and educational attainment. The fellowship is unique, in that it is 
the only programme to our knowledge that engages and integrates patients 
as well as professionals in joint educational development. In part three, 
you can read reflections from some of the patient and service user fellows.

 Collaborative Learning

The experience of delivering the ‘Effective Patient and Community 
Representative’ programme and testing Open Space Technology rein-
forced our ethos of collaboration, especially in learning. A collaborative 
approach to learning emphasizes the role social interaction plays in cog-
nitive development and effective learning (Vygotsky 1997). Learners 
benefit from understanding a range of perspectives on real-world 
 problems which are best developed through interactions and experience 
rather than didactic modes of teaching (Reeves et al. 2017).

In healthcare, the features of collaborative learning include small group 
work, peer problem solving discussions (Marsick et al. 1999), and learn-
ing within a ‘real-world’ context (Barkley et al. 2004) where the role of 
faculty is to facilitate rather than ‘teach’. The patient perspective is key in 
understanding the real-world problems faced and the real-world context. 
Knowledge exchanges are not static but are shaped by an individual’s 
professional and personal priorities, drawing on a range of ‘knowledges’ 
and past experiences to inform decisions in healthcare practice (Dixon- 
Woods 2018).

A key feature of quality improvement initiatives is facilitating dialogue 
between groups from different backgrounds (Busari et al. 2017) and a 
collaborative learning approach encourages shared learning between 
groups (Anderson et al. 2017). This learning involves both the ‘technical’ 
(e.g. learning tools such as process mapping and Plan-Do-Study-Act 
cycles) and the ‘social’ (e.g. influencing, problem solving, and empathy) 
skills of quality improvement needed to create and sustain improvements 
(Godfrey 2013; Lucas and Nacer 2015).

As part of the NIHR CLAHRC Northwest London programme remit 
to build capacity, we create frequent opportunities for our improvement 
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community to connect, share learning, and collaborate. The improve-
ment collaborative events feature a combination of plenary and breakout 
sessions and involve attendees from different professional groups. Patient 
inclusion in such groups brings a richness and reality to the discussion, 
enabling participants to understand the real-world context in a more 
effective way. Thirty-five events have been held between 2009 and 2018, 
with 1384 unique individuals attending from different backgrounds, 
including healthcare professionals (67 per cent), researchers (15 per cent), 
and patients and carers (6 per cent). Attendees reported gaining and sub-
sequently using QI knowledge and that peer-to-peer learning about QI 
methods and opportunities to meet new people afforded by the events 
were beneficial to improvement work. Collaborative learning approaches 
through a series of events not only support the development of QI skills, 
particularly those relating to relationship building and behaviour change, 
but also support the development of a community and wider network. 
Patients, carers, and service users are essential to that network.

 The Exchange Network

The Exchange Network emerged from dissatisfaction with tokenistic 
engagement and involvement practice across healthcare experienced and 
witnessed by a group of patients, carers, researchers, and team members at 
NIHR CLAHRC Northwest London. There was a desire to create a shared 
learning space. Open Space Technology (Owen 2008) was the catalyst 
which changed the nature of conversations and enabled co- production to 
be promoted and championed by service user Alison Cameron. The value 
of co-production is often championed by individuals with experience of 
being let down by a healthcare system that is perceived as reluctant to see 
the person in the patient with skills, experience, and attributes to support 
improvement in care. The Exchange Network emerged in late 2013 to 
address this concern. A small group of patients, carers, service users, and 
members of the NIHR CLAHRC Northwest London team convened to 
explore and shape ideas that could be co- designed and tested in practice. 
The aim and objectives of the Exchange Network emerged through ques-
tion-based enquiry with support from a third-party facilitator.
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Aim and Objectives of the Exchange Network

Aim
To co-design an inclusive network, underpinned by principles of co- 

production for shared learning in involvement, improvement, and research
Objectives

 (1) Eliminate tokenistic practice
 (2) Create a space that fosters mutual trust
 (3) Model effective dialogue and shared learning
 (4) Notice and respond to power differentials
 (5) Provide peer support
 (6) Connect patients, carers, clinicians and researchers, and others with

interest in involvement, improvement, and research
 (7) Identify and create inclusive opportunities for personal development
 (8) Influence the practice of involvement, improvement, and research

The Exchange Network developed iteratively in line with the princi-
ples underpinning improvement at NIHR CLAHRC Northwest London 
(Reed et  al. 2018). The defining features of the Exchange Network 
emerged from a combination of testing a structure and process in practice.

 R. Matthews et al.

Defining Features of the Exchange Network

• The Exchange Network gathers in a community venue, not an institu-
tional setting

• It is co-facilitated by two members, ideally with different backgrounds
• The day opens with introductions by first name and not by title
• The discipline of dialogue underpinned by the ladder of inference

(Argyris 1982; Ross 1994) guides all interaction between the network—
asking open questions, resisting judgement, checking assumptions, and
reflecting on personal beliefs and feelings to help self and others

• Asking for and offering help with an issue or task in the spirit of shared
learning

• Engaging with action learning (Revans 1982) to advance personal reflec-
tion and expand potential course of action

• Offering and receiving peer support and engaging with networking
• Time: the Exchange Network meets for five hours four times a year

The Exchange Network has sustained for five years and grown from 13 
to 68 members. No previous experience or skills are required of members. 
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The inclusion criteria require just two commitments from participants 
which are mutually identified with prospective members before they join 
their first meeting: a desire to learn with people from different back-
grounds and expressed comfort with emergent rather than concrete learn-
ing. The meetings offer a framework for further co-design and collaborative 
effort. Tokenism is resisted. Mutual trust is built through the careful 
preparation and explanation of what will happen and how and continu-
ous reflection by all participants. The role of co-facilitation is critical to 
achieve this and is constantly monitored to ensure trust is maintained, 
without which the quality of conversations and interactions would be 
compromised. Difficulties are attended to in the moment or immediately 
after the meeting. The Exchange Network tests the possibility of co- 
designing a democratic learning space that fosters mutual trust in the 
process (Filipe et al. 2017; Matthews and Papoulias 2019).

 Lesson 3. Testing Frameworks in Practice

There is a proliferation of toolkits and guides about PPI. Whilst there are 
policy and legal incentives to involve patients in quality improvement, 
making it happen in practice can be challenging. The example in this sec-
tion describes the use of a framework to take a deliberative approach in 
co-designing the roles that services users played in an improvement proj-
ect. The mortality of people with serious mental illness (SMI), such as 
schizophrenia and bipolar disorder, is greater than the general popula-
tion, accounting for a 15- to 20-year difference in the UK and represent-
ing one of the most significant health inequalities in society (Chang et al. 
2011; Miller and Bauer 2014). This has been attributed to the increased 
prevalence and impact of respiratory, cardiovascular, and endocrine dis-
orders. Whilst the underlying causes are not fully understood, they are 
associated with potentially modifiable risk factors linked to the environ-
ment and lifestyle.

In order to address this issue, a QI project was established within an 
acute mental health setting, supported by NIHR CLAHRC Northwest 
London, to design and implement a physical health pathway. The multi- 
professional team was led by a consultant psychiatrist and consultant psy-
chologist who recruited a number of service users to the team to provide 
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Table 6.1 4 Pi framework

Principles Clear and shared principles and values

Purpose Agreed purpose of involvement linked to the improvement or 
research of services and patient experience

Presence Involvement of patients at multiple levels and stages of an initiative
Process Communication and support to ensure engagement with patients, 

carers, and patients
Impact Assessment of the effect of involvement on both the individuals and 

the initiative

Source: Faulkner et al. (2015)

input and insight into the potential solutions that the team developed. 
Many approaches have been developed and promoted for the involve-
ment of patients in the design, delivery, and improvement of services and 
applied health research. Despite the dissemination of such approaches to 
involvement, their application in QI, especially related to the impact of 
involvement, has rarely been reported (Mockford et al. 2012). Whilst it 
might be said there is no right way of engaging patients, frameworks and 
approaches are available to support the process. At NIHR CLAHRC 
Northwest London, the 4Pi framework (Table 6.1) was adopted as one 
such approach to be tested and to guide the involvement of patients in 
QI projects (Faulkner et al. 2015).

The 4Pi framework should inform the development of a plain English 
‘involvement proposal’ and ‘role descriptions’ for patients, which sets the 
tone for early discussion with, and recruitment of, patients into the QI or 
applied research team. The involvement proposal and role description 
together addressed each of the 4Pi concepts, as follows:

Principles: Throughout the development and planning of the project, 
there should be clear commitments from senior members of the team 
to involvement of patients in a meaningful way. This could be with any 
number of (or all) aspects of the project including development, co- 
design of interventions and their subsequent implementation or the 
dissemination of learning. It helps to be clear about these principles, 
even if a precise plan isn’t developed, as this may allow a more flexible 
way of working and support emergent opportunities for the whole 
team to be involved in decisions about the process.
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Purpose: The team should be clear about the range of experiences, skills, 
and knowledge required by the project and ensure these are relevant to 
the everyday experience of patients and staff. Involving patients as 
equal members of the QI or research team is intended to achieve a 
more nuanced understanding of service user’s experience by identifying 
groups and individuals not usually involved in this type of work to 
appreciate alternative explanations, interpretations, ideas, and perspec-
tives. For many staff, this could be the first time they will have worked 
with patients as partners and could create a unique space where patients, 
healthcare professionals, researchers/QI specialists can work together.

Presence: The presence of patients may not be solely at the level of the 
project steering committee as advisors but may also include working 
directly alongside healthcare professionals/researchers to co-design 
interventions and/or support implementation. All team members, 
including patients, should be provided with clear aims of the project, 
if not involved in developing them, along with meeting schedules and 
details of responsibilities, expectations, and time commitments to 
ensure the presence and contribution of all those involved were clear 
and well-thought out. This ensures that all members of the team have 
sufficient information and assurance that the processes are accessible, 
transparent, and adaptable to support effective and meaningful 
involvement.

Process: Patients, like all project team members, should be invited to par-
ticipate in regular team meetings and workshops, where a range of 
participatory methods should be used to provide a voice to all those 
present. The use of participatory approaches to involving staff and 
patients are intended to ensure the voices of all stakeholders are con-
sidered, to benefit the project, but also intended to provide skills and 
opportunities for patients to engage with healthcare improvement.

Impact: The involvement of patients in the project should have a direct 
impact on the project itself, according to the stage and level of involve-
ment. This might depend also on the engagement of patients and staff 
in the success of the various participatory methods and their ability to 
empower those involved. However, impact may also be seen at indi-
vidual level, on the patients that were involved and/or the staff that 
have had the unique opportunity to work alongside these patients.
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At the individual level, staff expressed the impact that involvement of 
service users had had on them:

Involving service users in our project has been critical. As well as improving the 
outputs and outcomes of the project, their presence has had a real personal 
impact. Meeting with people who have used our services not as patients, but as 
colleagues has been genuinely thought provoking, helping to focus our thinking 
on end benefits to people using our services. It has also been really rewarding to 
see how the process has been beneficial to service user colleagues—personally for 
us as team members and leaders, but also in terms of knowing that we have 
played a part in supporting the development of people who will go on to con-
tribute to other healthcare projects and quality improvement initiatives. And it 
has helped to bring a more ‘human’ feel to the project overall—where we have 
all been able to leave our professional roles and hierarchies at the door and work 
constructively together.

Further detail about the use of 4Pi in this project is reported by Green 
and colleagues (Green et al. 2016). In part three, you will read a range of 
personal reflections about the contributions patients and service users 
bring to the improvement of care and healthcare organizations.

 Personal Reflections of Involvement 
for Improvement

The striking aspect of our learning since 2009 is the value of collaborative 
relationships which develop over time. The exchange of insight, knowl-
edge, and experience has enriched our programme. In this section, we 
respond to the challenge posed by Professor Bill Lucas to use ‘The Habits 
of an Improver’ as a framework to explore new ways of learning about 
improvement (Lucas and Nacer 2015). We propose that patients, carers, 
and service users possess many of the improvement attributes identified 
including the mathematical and scientific habits and skills to build learn-
ing power. We suggest that these attributes are mislaid, dismissed, or dis-
carded through bureaucratic processes and tokenistic practice. Publishers, 
for example the British Medical Journal, are pioneering a more inclusive 
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approach to the dissemination of research and scientific enquiry. Here, 
we invite new voices to our chapter. They share their reflections, either 
directly or in partnership with chapter co-authors. We organize the sec-
tion by grouping the reflections under four of the five main habits of an 
improver (see the following textbox). We suggest that each of these indi-
viduals possess all five habits, and we group stories to share a snapshot of 
insight. All contributors exhibit resilience in their personal circumstances 
and in encounters with the healthcare system, when seeking to promote 
improvement.

The Habits of Improvers

 1. Creativity
 2. Influencing
 3. Learning
 4. Systems thinking
 5. Resilience

Source: Adapted from Lucas and Nacer (2015)

 Creativity: Jean Straus

Jean is an improvement leader fellow who draws on her professional 
background in education and her experience of sudden hearing loss to 
raise awareness of this condition in the healthcare system. She promotes 
the use of visual formats and innovative participatory approaches, for 
example hackathons, to generate better insight and empathy 
between people.

I became involved in improvement work as a result of developing an isolating 
condition, idiopathic sudden sensorineural hearing loss. In medicine and 
research, I found little to help me understand what I had to live with. In my 
search for knowledge I gradually became aware of greater issues, of being a 
patient, having hearing loss, deafness, tinnitus, and age.

I realised by sharing my experience I might be able to help others. I went 
from having dizzy spells and getting hearing aids, to writing book reviews for 
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the magazine of the charity Action on Hearing Loss, to giving talks to Rotary 
and other groups about hearing loss and speaking to and blogging for the MRC 
(Medical Research Council). I was invited to represent the patient view on a 
James Lind Alliance steering group on research priorities for mild to moderate 
hearing loss. Awarded a NIHR CLAHRC Northwest London Improvement 
Leader Fellowship, I began focusing on the challenge of hearing loss in care 
homes.

What does all this mean, to healthcare and to me? I have been given plat-
forms where I can raise often-ignored hearing loss issues within the context of 
health care. I have discovered and supported numerous related healthcare issues, 
such as hearing loss in acute wards, acoustics in hospitals and care homes, age-
ism, dementia and hearing loss, mental health and hearing loss, tinnitus, and 
lately patient involvement in healthcare.

Age 76, I am affiliated with researchers and clinicians in multiple fields, 
known to them, published by them and able to call upon them. They call on me 
too, to give talks about who I am and what I have learned. The Fellowship has 
given me options of becoming involved and having a voice. The Exchange net-
work has given me regular opportunities for exchanging ideas and working 
through dilemmas. The collaborative events have given me a larger community 
and the stimulating possibility of learning about work I never could have 
known existed. The methodologies and systems training by NIHR CLAHRC 
Northwest London have given me discipline and an understanding of how little 
one individual can do, and yet how much she can change just by trying. I’ve 
learned that in improvement projects, one starts with something small and 
builds on it in small increments. I like to think I exemplify the same process.

 Creativity: Laura E. Fischer

Laura experienced extreme personal trauma. Here she offers a glimpse of 
her insight. Laura is an Improvement Leader Fellow who uses film and 
non-verbal body-based approaches to convey the limitations of established 
methods to promote healing and to explore the possibilities of alternative 
approaches. She rightly challenges the label of ‘patient’ involvement.

When I heard of NIHR CLAHRC Northwest London, my work on psychologi-
cal trauma had just begun to develop and take varied and tangible forms—I 
was yet to discover where exactly it would lead me, and little did I realise that 
the Improvement Leader Fellowship would be a key determinant in this. After 

 R. Matthews et al.



151

years of struggle, battling complex Post-Traumatic Stress Disorder and severe 
depression following events of extreme interpersonal violence which propelled 
me into a dual reality where past and present blurred, living turned into sur-
vival, and home regularly gave way to hospital, I had gone far enough in my 
healing journey and was ready to open it to others. I stepped on a TEDx stage 
and, for the first time, publicly shared my story and used it as an opportunity to 
open a dialogue about trauma—today’s most pervasive and unspoken public 
health threat. The limitations I experienced in therapy also pushed me to 
research the neuroscience of trauma and the way in which creative practices 
could appropriately reactivate the parts of the brain that are damaged by trau-
matic experiences, and how, based on this, new methods could be designed to 
improve our current treatments. I moved beyond the conceptual and began to 
develop a survivor-led body-based creative practice for the processing and com-
munication of traumatic memories. It was clear to me that drastic changes were 
due in our approach to healing. NIHR CLAHRC Northwest London under-
stood this and entrusted me with a fellowship.

Whilst I had not yet fully grasped the work of NIHR CLAHRC Northwest 
London and neither had they mine, our values were in line and we clearly 
shared the motivation to shift things for the better. The most powerful and 
beautiful aspect of our year together was that not only these values carried us 
through and the motivation continued to grow, but the relationship we created 
between faculty and fellows nurtured and expanded both our individual and 
collective approaches and formed but one whole movement of genuine and pas-
sionate improvement work. With time, we withdrew of the labels that separated 
us and allowed a blank canvas of diverse minds to challenge and inspire one 
another. My unconventional art and science background and my personal expe-
rience of trauma were valued, my disruptive and creative ideas were welcomed 
and even sought out, and eventually, through and with NIHR CLAHRC 
Northwest London, I became an active Improvement Leader. In addition to 
projects, I spoke at several events and conferences across the UK and beyond, 
from breakout sessions to keynote speaker—most importantly, I felt validated in 
my confidence to speak openly, without fear to tackle topics which some wish not 
to discuss, and with complete honesty. In other words, I became someone whose 
wild interdisciplinary work people may still not quite fully grasp, but that 
brings a certain productive disruption that many, like NIHR CLAHRC 
Northwest London, understand is due.

There are many other survivors, too, who are extremely keen on contributing 
in their own unique and powerful way. Their experiences, like my own, are not 
ones justly captured under the label of ‘patient’ or ‘service user’. They are not 
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passive, they have survived what no manual could ever rightly capture—they 
are leaders; leaders of growth and leaders of positive change in a culture in dire 
need to be challenged. Their experience is their insight, and their insight is 
our asset.

 Influencing: Sandra Jayacodi with Stuart Green

Sandra plays an important role in promoting the physical health of  people 
with serious mental illness. She is an improvement leader fellow. With 
this experience, she revisited the country of her birth to advocate for bet-
ter mental health care. She was invited to the Malaysian Health Ministry 
and to be a plenary speaker at the International Society for Quality in 
Health Care (ISQua) 2018 International Conference in Kuala Lumpur. 
Here she describes her influence in the SHINE (Green et al. 2018) proj-
ect described in part two.

Being part of the project, the team took on board what the service users were 
saying, for example, when I first became a member of SHINE, I was quite shy, 
I brought in a booklet from the British Heart Foundation called ‘Everyday 
Triumphs—Mental Health Service Users’, and this was accepted and included 
in the physical health information pack for patients. This gave me a lot of con-
fidence that I could make a difference. I also suggested that the results of the 
patient’s physical health assessment information should be given to them, as it 
belongs to them. This led to the development of the patient held physical health 
booklet, which we co-designed with healthcare professionals. All the feedback I 
gave was taken on board, and I felt yes, there was quite a lot of influence from 
that perspective. As a service user, I felt that being involved in the project has 
given me more confidence to work with professionals now. Also, when I go out 
and disseminate information about the project, from a service user perspective, 
people seem to pay a lot more attention and engage more, especially when I 
presented at the board of directors about the project. If the project didn’t have 
service users, they wouldn’t have the passion from the patients’ perspective but 
also, the project itself has helped me understand my own continuous battle with 
my physical health, it’s because of my involvement in the project I have been 
able to maintain my weight. Finally, I’d say it’s important to not only recognise 
the input and involvement of service users but also provide support for them, 
when necessary.
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 Influencing: Adrian Brown and Justin Baker

Adrian Brown is a nurse specializing in the care of people with addiction 
and alcohol dependency. Justin Baker is in recovery for alcohol depen-
dency. Here Adrian shares his reflections about the influential conversa-
tions with Justin when they worked together on a project to improve the 
care for people admitted to an acute general hospital with alcohol 
dependency.

Our project focused on an issue for hospital patients that is often poorly under-
stood by the two main clinical groups that will be called upon to support those 
patients. People who are alcohol dependent are more likely to attend Emergency 
Departments and to be admitted to hospital than average for their age group. 
Addiction is seen by many as a mental health issue, but the withdrawal symp-
toms require physical health treatment. Add to this, the too common opinion 
that alcohol problems are ‘self-inflicted’. In setting up this project, our team 
listened to in-patients treated for withdrawals and people in recovery at the 
local addiction services.

It was not easy to engage people in direct feedback at this difficult time, so 
focus groups at the local community services often revealed more about the nega-
tive experiences. Several themes emerged from those people: ‘some staff attitudes 
are negative’, ‘most staff are compassionate but don’t recognise the symptoms’, 
‘we don’t feel that we deserve to be in hospital’. The NIHR CLAHRC Northwest 
London [Exchange] network of people with experience of care was an inspira-
tion. People who did not have experience of alcohol dependence understood that 
it’s not always easy to become an ‘expert by experience’ but they had ideas and 
encouraged us to continue telling patients about the project.

At one of the community focus groups, the project lead was approached by 
one of the people who had been treated in our hospitals—Justin. He said that 
he had nearly died due to acute pancreatitis, but the support and treatment of 
the Trust’s gastroenterology nurses and medical colleagues—right up to the con-
sultants—had encouraged him to get into rehab. Justin is now sober and help-
ing people by being a peer mentor in the recovery programmes. He was keen to 
contribute, by telling his story as part of our training, and agreed to take part 
in our project groups.

What Justin brought to the meetings was a perspective none of us had—what 
it is like to be on the receiving end of judgemental attitudes, of frightening 
symptoms and the compassion of nurses and doctors caring for them. What it is 
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like to see people give up on you, but to be given a chance by a hospital team. 
We had no hesitation in involving Justin as a member of the quality improve-
ment project team, with equal status to the clinical experts, the experienced 
nurses, and the hospital managers. He asked us questions that challenged our 
clinical familiarity and moved us towards a process that is understandable to 
all participants—ward staff AND patients. If only all systems projects were able 
to involve someone who knows first-hand what the benefits of improve-
ment can be.

 Learning: Jenny Trite with Stuart Green

Jenny is a service user and experienced contributor to improvement and 
research. Drawing from personal experience and as an important mem-
ber of the SHINE team, she reflects with Stuart Green on the very par-
ticular acquisition of new skills in improvement and what she has learned 
about herself in this process.

When I joined the SHINE project team I didn’t have any experience in quality 
improvement but I had been involved in many research projects over the years. 
In the SHINE project, we all started out the same, learning together about 
quality improvement and designing the project, this is the first time I’ve really 
felt an ‘equal’ part of a team and as such have learnt so much about the process. 
After this experience, I don’t know who or what I’m representing anymore …. 
I’ve definitely changed and to be truthful I’m not sure where I fit in anymore! 
The ‘system’ isn’t really geared up for people like me who do not enter through 
the ‘normal’ pathways. Whilst being part of the project was a great opportunity 
and I learnt so much about myself and working with others opportunities for 
the future are less certain.

 Learning: Howard Bluston

Howard brings professional and personal experiences to support and 
advocate for people with Inflammatory Bowel Disease (IBD). He speaks 
at events with patients and professionals and is a member of the team that 
won the 2018 NIHR CLAHRC Northwest London Brian Turley Award 
for Patient and Carer Involvement and received a Highly Commended at 
the 2018 BMJ Awards.
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My views are based on personal experience, that all patients, whatever their 
condition, have a unique aspect and special variation on their state of health. 
However, they also have rich experience of life, from all types of background—
working and social environments—to be able to contribute significantly to the 
‘patient journey’.

There must be an effective partnership, for meaningful improvement, 
between all parties—the professionals (consultants, NHS staff, and academic 
liaisons) and patients, plus others within the health system.

Patients, particularly working adults, have limited time to contribute to the 
team work required to make the patient journey improvements truly effective. 
Special attention is needed to care for the physical and psychological situations 
in paediatrics and adolescents.

It has been said that much information is incomprehensible or badly- written, 
so health literacy is an important factor in improving communication. Much is 
complex for the public to understand readily, but the intelligence of the  ordinary 
person must not be underestimated either—a happy medium must be found.

However, the initiative lies with the NHS staff. There has to be a leadership 
team who have defined roles, and who communicate with each other as well as 
with patients. Constant evaluation is necessary at all stages of the journey.

All this is just words, I know. What is tangible for me is that I’ve been an 
intrinsic part of the St Mark’s Patient Centred IBD Care Model project over the 
last two years, to use ‘Patient co-production to improve the quality of care and 
experience for IBD outpatients’. Our Patient Panel supplied two members, 
including yours truly. Dr Naila Arebi has been a great leader, with Dr Rishi 
Forfaria and other participants, including academic analysts and a local GP.

It has been salutary that we patients have been treated as equals, and been 
an integral part of the project. So all involved have learned so much, and will 
continue to learn and strive for improvement in the patient pathway. I have 
enjoyed thoroughly liaising with so many wonderful people for such a major 
scheme. Patient involvement, in all its forms, is here to stay!

 Learning: Richard M Ballerand

Richard has a background in finance and military service and is an expe-
rienced strategic contributor. His reflections amplify the personal learn-
ing required and acquired through challenging personal circumstances 
and new opportunities.
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My personal journey has been an interesting one. Until the late nineties, I had 
parallel military and civilian career paths. However, sustaining a Traumatic 
Brain Injury and other injuries after being run-over by a hit-and-run driver, I 
did not submit my doctoral thesis in psychology and resigned my commission as 
a reserve military liaison officer. I underwent years of rehabilitation, surgeries, 
and medication, managing to regain much of what I had lost. This necessitated 
my working part-time, leading to my involvement as trustee in several think- 
tanks and charities over the following fifteen years. From 2013 I often acted as 
carer and/or care-coordinator with my and my partner’s ageing parents—two 
of whom had dementia with multiple co-morbidities—becoming increasingly 
involved with the British, French, and American healthcare systems.

I met Dr Rowan Myron on a Lay Partner course. She suggested I apply for 
an Improvement Leader Fellowship at NIHR CLAHRC Northwest London. I 
did so, was interviewed via Skype from the US, and was accepted for the 
2017–18 cohort. That was to be a challenging year, flying back and forth to the 
US, staying several months dealing with a parent’s complex issues. Fortunately 
work could be done remotely, making use of NIHR CLAHRC Northwest 
London’s excellent QI4U eLearning modules, with early morning Skype and 
telephone meetings. All staff were very helpful, particularly my mentor, Dr 
Catherine French, and our clinical lead, Dr Paul Sullivan.

This led to several lay expert appointments; for example, NHS England’s 
London Clinical Senate, NIHR’s Health Technology Assessment committee, 
and NICE’s Technology Appraisal Committee. I act as Central Commissioning 
Facility (CCF) public reviewer, BMJ patient reviewer, and serve on NHS trust 
advisory bodies.

What motivates me is being able to work with passionate people to achieve 
something beneficial for the wider community: helping in a small way to bring 
about positive change within our NHS. In the past, I had worked in extremely 
competitive sectors and found it refreshing to work with cooperative groups—
which can be more productive as well as more virtuous. During my fellowship, 
I was able to learn from inspirational staff and fellows—including another 
patient fellow and nine clinical fellows. I joined the NIHR CLAHRC 
Northwest London Exchange Network led by Rachel Matthews and partici-
pated in its inspiringly collaborative away-days where I explored issues with 
stimulating individuals from a range of clinical, patient, and managerial 
backgrounds—learning that vulnerability provides the opportunity to grow 
and bring about both personal and organizational transformation. The pro-
gramme is superbly facilitated and well supported.
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I wholeheartedly recommend that people become more involved at all levels 
(NIHR CLAHRC Northwest London is excellent at advancing this) and 
engage in the ongoing process of gradual but iterative improvement. The 
improvement journey can be frustrating at times. However, with gradually 
implemented, measurable changes, and recursive feedback, I believe that it is 
definitely the best way to move forward.

 Systems Thinking

In this section, we summarize the contributions of three people who are 
associated with NIHR CLAHRC Northwest London from early on. 
Their input is valued because they work with the ‘complex inter- 
relationships, connections and dependencies’ (Lucas and Nacer 2015) 
and are able to see beyond isolated components of the health system.

 Ron Grant with Dionne Matthew

Ron is an improvement leader fellow who promotes health at his local 
hospital. Ron developed influential connections at national level through 
this work. He was instrumental in promoting community engagement 
for a project focused on improving the awareness of atrial fibrillation 
(irregular heartbeat) as a cause of stroke and to encourage people to 
be screened.

We provide information for heart patients. We formed what we call a 
Cardiovascular Alliance which is heart, stroke, and diabetes. We are giving out 
information, reassuring some of the patients, especially those who have had 
some kind of procedure done or are about to have a procedure. We talk about 
healthy lifestyle, the kind of diet that they should be on, what changes in their 
diet they can make to improve their health, exercise, that kind of thing. All our 
volunteers get trained as health champions, they can go on any other courses 
they want, like the Expert Patient course.

As the CEO of the Cardiovascular Alliance and the Upbeat Heart Help 
desk, I suppose I’m the one that monitors everything, I keep all the accounts, do 
a lot of the work myself for the group. I’m a member of the Clinical 
Cardiovascular Network in Hounslow (Borough of London) which with clini-
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cians, consultants, and general practitioners. We have raised issues, for example, 
the patient’s right to say no to certain medication and if I take responsibility for 
saying I’m not going to take a particular medication then that’s my choice, I 
shouldn’t be forced by a clinician or consultant, and they found it difficult that 
there could be a comeback on them. I have been on BBC Radio discussing heart 
health and in a film about the AliveCor device (for checking heart rate) and its 
use.

We are appreciated for what we do and the way we go about doing it. We 
have credibility and that is something that I am very hot on, you’ve got to be 
credible, you’ve got to be professional because at the end of the day that comes 
back to me.

 Maurice Hoffman with Rachel Matthews

Maurice Hoffman is a lay adviser in the Early Years Theme steering group 
at NIHR CLAHRC Northwest London. With a professional background 
in research, Maurice brings wide experience of working across different 
public service organizations. He worked in  local government initiating 
and conducting social and population research. He became an Office for 
Standards in Education (OFSTED) Lay Inspector then retrained as a 
secondary school teacher of Health and Social Care and Business. In 
2008, Maurice was appointed to NHS National Research Ethics Service 
(Brent) reviewing over 500 applications in ten years. Maurice supports 
the Patient Research Forum at his local NHS trust. He has experience 
and insight into health and care services from commissioning and deliv-
ery through to monitoring, as well as the research process.

I get involved because I want a continually improving world-class NHS. I enjoy 
learning new things and generating ideas. I like to make a difference and to be 
recognised for the contributions I make. I attend many conferences networking 
with participants, receive downloads from organizations and follow up inter-
esting news. I keep myself up to date.

I value my relationship with the team and the wider community at NIHR 
CLAHRC Northwest London because they are welcoming to new people. There 
are regular free opportunities to meet with clinicians, researchers, managers and 
other service users where we learn together. I receive and contribute to peer sup-
port through the Exchange Network.

 R. Matthews et al.



159

Through my association with NIHR CLAHRC Northwest London I’ve seen 
at first hand that it is fully recognised that improving healthcare in a practical 
way can only be done with the active involvement of patients and the commu-
nity at every stage of every project. I believe that NIHR CLAHRC Northwest 
London has shown through its work, ethos and achievements to be an effective, 
responsive, creative, and caring organization.

 Fran Husson with Susan Barber

Fran contributed to several health service improvement projects to 
enhance patient safety by improving methods and incidence of medica-
tion reviews for patients who are prescribed a high number of medicines, 
with associated risks of adverse drug reactions and preventable hospital 
admissions.

Fran’s involvement in service improvement projects took the form of 
regular participation in project team meetings working closely with phar-
macists and using quality improvement methods, for example, process 
mapping and Plan-Do-Study-Act cycles. Achievements include improved 
uptake of reviews and avoidance of unsafe medicines practices in hospi-
tals in Northwest London.

Fran was an influential member of a team of patients and healthcare 
professionals that developed a hand-held passport size booklet, My 
Medication Passport (MMP) (Barber et al. 2014; Jubraj and Blair 2015). 
MMP acts as an aide memoire and supports communication between 
patients, carers, and healthcare professionals about medicines taken; 
medicines changed; reasons for changes; other information such as aller-
gies; use of medical aides; record of medical appointments; and spe-
cial needs.

Fran has become an active agent in her own healthcare and an expert 
in the potential for the improvement of supported self-care. One example 
is her interest in and being an advocate for digital tools, such as the 
Personal Health Record (PHR), enabling active partnership between 
healthcare professionals and patients to manage treatment and monitor-
ing of long-term conditions.

Fran was winner of the prestigious ‘Inspirational Partner Award for 
Societal Engagement’ 2018, for individuals or teams outside Imperial 
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College London who have made outstanding contributions for her work 
with the Health Protection Research Unit (HPRU).

 Conclusion

Patients, carers, and service users are essential to the transformation of 
care. In addition to their interaction with health services, they bring 
unique stories shaped through life experience. The effective practice of 
patient and public involvement is necessary to the provision of future 
healthcare. It needs conditions which provide space and time for people 
to learn and lead together. Transformation of care and health organiza-
tions relies on a compelling strategic vision and leaders willing and able 
to support patients and professionals to work closely together.

Our experience of working together enriched the transformation and 
improvement opportunities in our applied health research programme. 
The shared emergent and experiential learning enabled us to evolve 
abstract ideas, translate policy rhetoric into real work, and move away 
from tokenism. Transformation requires us to embrace the possibilities of 
inclusive partnership. Advances in science and technology have delivered 
many benefits in terms of diagnosis and treatment. New developments 
must recognize and harness the collective intelligence generated through 
effective connections. We encourage and promote dialogue and practice 
to embrace the learning that lies ahead. Involvement is, and should be, 
dynamic, mutually informative, and enlightening. As Cherelle reminds 
us, ‘It’s your job, but this is my life’.
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 Introduction

Australia has a comprehensive health system operating within a federated 
political system. There are split responsibilities between the 
Commonwealth (Federal) government, the states and territories, and 
local providers. About two-thirds of the system is publicly funded and 
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one-third is private, with the latter predominantly funded through health 
insurance monies or out-of-pocket expenses (Australian Institute of 
Health and Welfare 2018). Australia’s population of 25 million is spread 
across a large continent of over 7.692 million kilometres2, but most peo-
ple live in cities. As a consequence, care providers are disproportionally 
located in these urban conurbations.

Australia spends 10.3 per cent of GDP on healthcare, amounting to 
AUD$170.4 billion (USD$124.99, €107.45 billion) (Australian Institute 
of Health and Welfare 2017). It has more than one million personnel in 
the health workforce engaged in direct care or indirectly, including 
101,070 doctors, 369,790 nurses and midwives, 29,591 physiothera-
pists, 29,163 psychologists, and 16,549 dentists (Australian Institute of 
Health and Welfare 2018). Life expectancy for people born in 2016, at 
80.4 years for males and 84.6 years for females, is in the top third of all 
countries. It is one of the higher performing health systems internation-
ally on many dimensions according to the Commonwealth Fund 
(Schneider et al. 2017). The Commonwealth Fund’s 2017 Mirror, Mirror 
report, assessing 11 high-income countries according to multiple criteria 
including equity, health outcomes and access, ranks Australia number 
two, behind the UK which was ranked first, and, in descending order 
following Australia are The Netherlands, New Zealand, Norway, and 
Switzerland (Schneider et al. 2017). Additional selected key data is pro-
vided in the following textbox.

Selected Key Data

On a typical day, there are 850 babies born, 440 people die, 380 are diag-
nosed with cancer, 170 people have a heart attack, 100 people have a stroke 
and 1300 people are hospitalized due to an injury (Australian Institute of 
Health and Welfare 2018). Australia spends AUD$467 million on healthcare 
each day; there are 406,000 visits to a general practitioner (GP); 777,000 
pharmacy prescriptions filled; 21,400 presentations made to emergency 
departments; 6,000 elective surgeries performed; and 26,000 community 
mental health consultations occur.

 J. Braithwaite et al.

Although Australia has a largely young and relatively fit population, and 
smoking is at a very low level by international standards (only 14.5 per cent 



171

of the population smoke daily), there are relatively high levels of coronary 
heart disease, diabetes, dementia, and Alzheimer’s disease, suicide, and 
musculoskeletal disease, and Australia ranks high in the proportion of peo-
ple (almost two-thirds, 63 per cent) who are overweight or obese (Australian 
Institute of Health and Welfare 2018). The Australian public has a strong 
inclination that their healthcare preferences should inform the priorities of 
services provided (Wiseman et al. 2003).

 Patients in the Care System

It has often been said that patients are the only actors in healthcare that 
see and experience the whole system. Surgeons, physicians, anaesthetists, 
GPs, community nurses, local pharmacists, pathologists, radiologists, 
ward-based nurses, psychologists, physiotherapists, speech pathologists, 
occupational therapists, and all the other providers of care; each see every 
patient episodically, during a particular stage of their care needs. It is 
certainly the case that health teams spend quite a while with some indi-
viduals or cohorts of patients, caring for or treating them, especially those 
with chronic conditions or in residential aged care settings. But the only 
constant across the healthcare journey is the patient.

It follows that those best able to make observations about the health 
system and how it can be improved, and the people with the most knowl-
edge of both the system and their own condition, are patients. Logically, 
then, we should be tapping into this knowledge if we are going to improve 
how the care system can be mobilized to provide more benefits to patients 
over time.

What is remarkable is how relatively recent in the history of health 
systems that idea is. In past eras, far less involvement of and consultation 
with patients occurred than was preferable. Almost as striking is the fact 
that we have not made the progress we would like in systematically incor-
porating patient knowledge into thinking about how to deliver better 
care in the present and how to use such knowledge to improve and trans-
form the system over time. This chapter takes this radical idea—that 
patients should be at the heart of decisions in healthcare and at the very 
least be in equal partnership with health professionals, managers, and 
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policymakers—and discusses the extent to which patients in Australia are 
actually being involved as collaborators in the continuous improvement 
of healthcare. It also demonstrates some of the key ways that this goal is 
being actualized and provides some pointers for the future.

 Frameworks for Patient Involvement

Patient involvement is becoming more widely accepted as a fulcrum in 
the transformation of healthcare systems (Wells 2018). In a healthcare 
system where patients can be overlooked if traditional service-centric cul-
tures and roles amongst providers and policymakers predominate, frame-
works have been developed through which we can conceive and aim to 
implement forms of patient involvement across each level: policy, pro-
gramme, service, and research. One of the most widely recognized is the 
International Association for Public Participant’s Spectrum of Engagement 
(IAP2). Designed to help determine the level of participation using a 
scale from “inform” to “empower”, IAP2 can be applied to research 
involvement and the wider health system (International Association for 
Public Participation Australasia 2016). Similarly, the Wellcome Trust’s 
Public Engagement Onion model illustrates different activities and meth-
ods of engagement across a series of layers from “understanding” through 
to “making decisions” (Wellcome Trust 2011).

Models of patient involvement are moving beyond simply seeking 
patient feedback, with greater emphasis on the experience of patients and 
staff when interacting with a health service. Bate and Robert (2006) illus-
trate this notion across a continuum of patient influence spanning from 
“complaining” to “experience-based co-design”. Against this background 
canvass of international ideas, the Consumers Health Forum (CHF) of 
Australia has developed a toolkit, Real People, Real Data (RPRD) to 
assist health services, policymakers, and organizations to gather, analyse, 
and use patient stories, bringing forward consumer experience into 
 evidence-based decision-making to help improve healthcare (Consumers 
Health Forum of Australia 2015).

The Australian health system is undergoing a cultural shift, then, 
towards patient-centred care with co-design forming a key component 
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(Chamberlain and Partridge 2017). Co-design is a growing strand of 
research and practice whereby patients and providers—often alongside 
managers, commissioners, and policymakers—partner to review, plan, 
and implement new or improve existing services (New South Wales 
Agency for Clinical Innovation (ACI) 2015). Infusing the system with a 
patient perspective and doing this work collaboratively (the “co” in co-
design) is a very powerful model (Dawda and Knight 2017; Robert 
et al. 2015).

While this concept has been applied across many industries for decades, 
the co-design model was underutilized within the health sector until rela-
tively recently. A key event occurred in 2006 when co-design was piloted 
in the UK at the Head and Neck Cancer Service of the Luton and 
Dunstable University Hospital (Boyd et al. 2012). Since then, innova-
tions and variations on this theme have gained momentum and have led 
to the development of evidence-based co-design (EBCD) resources, tools, 
education, and training programmes with the purpose of bringing 
together consumers and clinical leaders in collaborative arrangements 
(Boyd et al. 2012).

In 2017, an EBCD toolkit for Australia was developed with support 
from CHF and the Australian Healthcare and Hospitals Association 
(AHHA), utilizing existing resources from the UK and New Zealand, 
contextualized for Australian health services through Australian case 
studies (Dawda and Knight 2017). Developing consumers and clinical 
leaders who work together in partnership is aimed at transforming the 
health system and embedding more integral patient-centred care.

More recently, CHF has embarked on a collaboration with the King’s 
Fund UK, four Australian Primary Health Networks (PHNs), and the 
Australian Commission on Safety and Quality in Health Care (ACSQHC) 
to conduct a national trial of Collaborative Pairs. Collaborative Pairs is a 
promising programme for taking patient and consumer involvement to 
the next level. The trial aims to break down cultural barriers, power 
imbalances, and information asymmetry prevailing between those 
 receiving and those delivering healthcare, by moving beyond a “them and 
us” relationship to one where power, leadership, and ownership are shared 
(Consumers Health Forum of Australia 2017). Pairs consist of a  consumer 
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leader and a clinician or health service provider looking to find new ways 
of harnessing the role of consumers as agents of change.

Further afield, drawing on international experience, our colleague in 
Canada co-editing this volume, Professor Marie-Pascale Pomey, has writ-
ten about partnership models in the context of Quebec. The Quebec 
model, which is also influencing thinking in Australia, not only includes 
collaboration with patients but is supported by inter-professional col-
laboration amongst healthcare professionals who are providing the care 
and helping structure patient and consumer engagement in a more 
encompassing manner (Pomey and Lebel 2016).

Back in Australia, research underpinning greater levels of health liter-
acy is progressing. Smith et al. (2009), alongside UK colleagues, exam-
ined patient involvement in decision making at the point-of-care delivery 
among various groups with differing levels of health literacy. They ran-
domly selected 250 members of the University of Sydney’s alumni net-
work and interviewed 73 of them. As might be expected, members of the 
cohort had different levels of health literacy. Smith et al. (2009) showed 
how distinguishable groups, particularly those with differing levels of 
education, perceived their involvement in decisions about healthcare in 
markedly different ways. Those with higher education levels were more 
likely to see their goal as sharing decisions with their health practitioners. 
Those with lower levels of education were more likely to regard their 
involvement in terms of providing their consent to the recommendation 
of their doctor, albeit they saw that the responsibility for the final deci-
sion rested with them. This latter group was less likely to consider alterna-
tive choices. Regardless of educational background or levels of health 
literacy, all participants wanted respect from their practitioners and the 
clinical encounter and were very keen to be “listened to, understood, and 
supported” (Smith et al. 2009 p. 1811). It seems to us that this, at the 
very least, is what we might expect from an effective health system—for 
patients to be listened to, understood, and supported.

If that is the baseline expectation of a health system, however, we want 
to go further in this chapter. We will show studies and provide case exam-
ples and perspectives from patient and consumer representatives, on ways 
that patients have been or are being involved in providing their knowledge, 
experience, and expertise across Australia in different contexts and 
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 circumstances with a goal of changing and improving the system that 
serves them. It is to this task that we now turn. In the next section, we 
present some recent Australian research by way of providing context and 
following that we adduce examples that map to three levels of the 
Australian health system: clinical, organizational, and policy.

 Partnering with Patients: Engagement, Involvement, 
Participation, and Co-production

We know progressively more about partnering with Australian patients 
and consumers than we did in the past and how to leverage the knowl-
edge this group provides for the benefit of both patients and the systems 
that care for them. Increasingly, there is research advancing the knowl-
edge base (Sarrami-Foroushani et al. 2014a, b). CHF, as the leading body 
for patients and consumers of care, publishes a monthly journal, Health 
Voices, with opinion pieces, authoritative editorial contributions, and 
research on how consumers are being represented and playing a role at 
macro (e.g., policy), meso (e.g., in organizations and institutions) and 
micro (e.g., with health teams, practices, and delivery vehicles) levels, 
designed to show how instrumental and evocative patients’ input is, and 
can be, in shaping the system which cares for them (Wells 2016).

We are learning more about the multi-faceted roles that patients can 
play. These include patient advocate, co-designer of services, a voice in 
narrowing health inequalities, community representative, provider of 
knowledge to policymakers and managers, shared decision maker, politi-
cal activist, carer, and concerned family member. All of these and many 
others are roles that patients play in Australia, and they fall along a con-
tinuum of patient engagement from consultation, through to involve-
ment, and to full partnership through shared leadership of programmes 
or parts of the system (Ocloo and Matthews 2016). Some of these 
approaches to patient engagement have been the subject of studies 
and research.

Wiley et  al. (2014), for example, examined the views of young 
Australian adults with Type 1 diabetes, asking 150 surveyed participants 
and 33 in-focus groups about their experiences with clinician-led  diabetes 
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education. While most participants were satisfied with their education, 
the vast majority (96.7 per cent) wanted more self-education opportunities.

In another study, Nathan and colleagues (2013) investigated the activ-
ities of community participation coordinators in Western Sydney, New 
South Wales. Field data included 42 hours of observations, and in-depth 
interviews with 10 community representatives, 19 staff members and 
seven coordinators. They uncovered four roles for community participa-
tion: building skills and confidence in self and others; engaging others in 
agendas for action; helping community representatives to navigate the 
system; and advocating their contributions or potential contributions to 
staff and services (Nathan et  al. 2013). In the sections that follow, we 
examine how roles of patient and consumer involvement have success-
fully affected the clinical, organizational, and policy levels of healthcare 
in Australia.

 The Clinical Level: Consumer Representative Involvement 
in Health Service Organization Accreditation

Despite some localized examples such as the research reported above, 
prior to 2013 the involvement of patients as advisers for improving and 
monitoring quality and safety at the clinical level in acute care settings in 
Australia was rudimentary and not systemic. In 2013, Australia adopted 
the National Safety and Quality Health Service (NSQHS) standards, 
developed by the ACSQHC through a widespread consultation across 
stakeholder groups (Braithwaite et al. 2018; Greenfield et al. 2016). The 
NSQHS standards aim to improve the quality of health service provision 
in Australia and provide a nationally consistent statement of the level of 
care consumers can expect from health service organizations (HSOs). 
These standards are used to assess HSOs for accreditation every 3–4 years.

The first two standards relate squarely to the role of patients—in HSO 
governance, clinical governance, and improvement. This recognizes the 
growing evidence that partnerships between HSOs, health professionals, 
patients, families, and carers can lead to enhancements in healthcare 
quality and outcomes by increasing safety, cost effectiveness, and patient 
and family satisfaction (Australian Commission on Quality and Safety in 
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Health Care 2017a). The ACSQHC had responded to consumer consul-
tation in the development of the standards, during which there was a 
strong call for assessing HSOs on how patients and patient insights are 
integrated into governance systems to maintain and enhance the reliabil-
ity and quality of patient care and improve patient outcomes. Additionally, 
there was a desire for assessment of how leaders of HSOs implement 
systems to support partnering with patients, carers, and other consumers 
to improve safety and quality of care.

The introduction of the NSQHS standards changed the game for 
HSOs. To attain accreditation, Australian HSOs must now demonstrate 
how patients are involved at the clinical level through governance systems 
and how they partner with consumers in making decisions for service 
planning, developing models of care, measuring service, and evaluating 
systems of care. This has stimulated significant shifts in HSO culture and 
practice. While there is scope for further improvement and increased 
maturity, these initiatives provide demonstrable evidence that patients 
are increasingly and systemically being involved in governance, clinical 
governance, and in shaping consumer partnership programmes and ini-
tiatives within HSOs (Freeman et al. 2014; Nathan et al. 2014).

Australia has also seen the emergence of consumer involvement in the 
surveyor workforce that accredits HSOs. There has been a growth in the 
number of consumer surveyors—surveyors who have developed expertise 
and experience around consumer involvement in health—and at least 
one surveyor on most surveys of HSOs has this skill set (Australian 
Council on Healthcare Standards 2018). Some accreditation agencies 
have recognized the merit of, and actively developed a pool of, consumer 
surveyors to concentrate on the achievement of this NSQHS standard. 
Notwithstanding this, recruitment, retention, and management of a 
quality surveyor workforce is a challenge for accreditation agencies. 
Unlike in the USA and Canada, the accreditation workforce in Australia 
has traditionally relied more heavily on volunteers than paid personnel 
though there is now a trend towards the payment of honorariums to 
those participating as consumer surveyors.

Consistency among surveyors is an important factor in the legitimacy 
of surveyors; the concept of inter-rater reliability plays a key role in sur-
vey outcomes (Greenfield et  al. 2009). Factors influencing consistency 
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among surveyors include their style, objectivity, understanding of the 
context, flexibility, as well as the degree of interpretation required to 
assess compliance with a standard based on rationale, evidence, and 
observations (Greenfield et  al. 2008). Most surveyors undertake two 
associated but different tasks—verifying that a standard or recommenda-
tion is met and advising on continuous improvement strategies. The pro-
cess places much emphasis on verification of documentation, but many 
surveyors also use informal conversations as a source of evidence, particu-
larly conversations with consumers and patients.

The burden of complying with standards may well fall as quality 
improvement mechanisms become embedded in the culture of HSOs—
or at least, that is the theory. However, there is a way to go. For example, 
it has been observed in some HSOs that consumers are not sufficiently 
engaged in clinical governance activities because it has been reported that 
senior clinicians are not ready for this to occur. While it has also been 
observed that consumers have been involved in service planning and per-
formance assessment, it can be fragmented and appears as “busy work” 
with no joined-up or logical reporting lines or outcomes.

All in all, the NSQHS standards have laid significant foundations for 
patient and consumer involvement and, importantly, have been shaped 
and administered with the input of consumer leaders. They compel 
Australian HSOs to involve consumers in their governance and quality 
improvement systems, processes, and initiatives, and they have spurred 
an emergent new workforce centred on the consumer surveyor. Consumer 
involvement in both administering and embedding the standards is 
therefore on an improvement trajectory.

We have learned through this process that education for clinical lead-
ers in the principles of partnering with consumers and the value consum-
ers can bring to governance and quality improvement initiatives is a 
must-do across Australian HSOs. If well designed, such education will 
assist with receptiveness and readiness to embrace these initiatives. 
Localized education for experienced consumer advocates in improve-
ment science and methodology should also be envisaged and steps might 
be taken to further develop and formally recognize and mandate the role 
of the consumer surveyor system wide. Translational measures such as 
these should accompany the second version of the NSQHS standards, 
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which is in operation from 1 January 2019 and features strengthened 
standards pertaining to consumer involvement in governance and quality 
improvement initiatives and a heightened emphasis on health literacy to 
encourage HSOs to communicate with patients in ways that support 
effective partnerships.

 The Organizational Level: Involving Patients in Primary 
Health Commissioning and Delivery

Australian Primary Health Networks (PHNs) are a regional web of 31 
organizations responsible across Australia for commissioning services 
such as primary mental health and alcohol and other drug treatment 
services in response to local needs (see Fig. 7.1). Commissioning allows 
PHNs to devote limited resources to health and community care 
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Fig. 7.1 Australia’s 31 Primary Health Networks. (Source: Adapted from 
Department of Health (2015a), map taken from https://d-maps.com/carte.
php?num_car=25129&lang=en)
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 interventions with the aim of improving the health system and delivering 
better consumer outcomes.

By way of example, Brisbane North PHN serves the North Brisbane 
and Moreton Bay region of south east Queensland, a predominantly 
metropolitan region with a population of almost one million residents 
(Brisbane North PHN 2018a). The PHN has indicated its commitment 
to collaborative partnerships with consumers and carers at each stage of 
the commissioning cycle. In one initiative, the PHN employed a con-
sumer and carer participation coordinator to support the organization’s 
mental health activities and broader sector development. It also origi-
nated a peer participation project to develop a regional framework aimed 
at increasing participation of people experiencing mental health issues in 
the development, implementation, and evaluation of services. The need 
for a framework was identified through forums involving service provid-
ers as well as specific consumer and carer forums.

Based on this framework, a key activity undertaken in the PHN was 
the establishment of a network of people with a lived experience of men-
tal health issues: the Peer Participation in Mental Health Services (PPIMS) 
Network (Brisbane North PHN 2018b). The purpose of the PPIMS 
Network is to work collaboratively and for members to participate 
actively in mental health systems and reforms. Members of the network 
agreed that they want to have the opportunity for a collective voice; sup-
port other people to actively participate; provide recommendations on 
how the system can improve; and be involved from the beginning in any 
co-design opportunities.

The PHN adopted the International Association for Public Participation 
(IAP2) Spectrum to guide the PPIMS’ modus operandi and continue to 
increase participation of people with a lived experience (International 
Association for Public Participation Australasia 2016). The PPIMS 
Network is now recognized across the levels of the governance structure 
for PHN-commissioned services. Through the Network, people with a 
lived experience have been involved in the co-design of procurement 
activities, variously as members of governance groups, project advisory 
groups, recruitment panels and tender panels, or as participants in dis-
cussion workshops. Notably, the PPIMS Network has been involved in 
the development of a five-year regional plan for mental health and  alcohol 
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and other drug treatment services. It advised on what an integrated sys-
tem should look like for people with lived experience of mental health 
issues, how the sector would know if the system was meeting the needs of 
people, and the principles that should guide the direction. This work 
is ongoing.

As a result, people with lived experience, the PHN, and the local hos-
pital and health service (as co-sponsors of the plan) have agreed on shared 
objectives over the next five years. Through the PPIMS, people with lived 
experience of mental health issues have led change in clear and demon-
strable ways, working to strengthen and diversify a collective voice to 
drive service improvement activity; made available training and capacity 
building for others; actively participated in planning, delivery, and evalu-
ation; established and sustained a region-wide approach to participation; 
advocated for peer workforce development; and expanded and diversified 
the lived experience workforce across all levels of employment in 
the sector.

The PPIMS Network and associated activities have been recognized at 
the national level as best practice. In mid-2018, the Commonwealth 
Department of Health invited Brisbane North PHN to chair a National 
PHN Mental Health Lived Experience Engagement Network to share 
resources, learnings, and practices with other PHNs across Australia. This 
includes monthly meetings with other PHNs; a stocktake of PHN lived 
experience engagement across Australia; establishment of a central point 
to situate resources, tools, templates, and research; and identification and 
sharing of best practice case studies to inform and support PHNs.

 The Policy Level: Improving Access to Pharmaceutical 
Medicines Nationally

The Pharmaceutical Benefits Scheme (PBS) sits as a cornerstone policy 
initiative of the Australian healthcare system, enabling Australian citizens 
to access pharmaceutical medicines through government subsidized pre-
scriptions. Affordable and equitable access to medicine for the commu-
nity is enshrined in the National Medicines Policy of Australia 
(Department of Health and Ageing 2000) and these are principles that 
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Australian patient networks and the health consumer movement have 
strongly supported.

Since its introduction in 1948, the PBS has evolved and developed, 
not only in volume and expenditure but also in the way it has been posi-
tioned within the system; it is arguably the most visible and valued fea-
ture of healthcare accessed by consumers. Specific policy reform and 
advocacy efforts have been a focus of many patient and community 
groups which, over the decades, have pushed strongly for ensuring access 
to new drugs and treatments, through a PBS listing for specific medi-
cines, as well as influencing drug approval processes and health sys-
tem reviews.

Consumer engagement with the development of reforms and policy 
related to the PBS are varied and complex. The presence of a patient rep-
resentative on the PBS, whose perspective is focused on access to new 
medicines and therapies for patient communities, is paramount. For the 
health consumer representative expected to participate on behalf of the 
community and represent their views and perspectives, there will often be 
diverse viewpoints to consider and wider accountability to a formal con-
sumer body. Formal consumer representation has usually been coordi-
nated and provided through peak consumer bodies, such as the CHF, or 
for specific sectors or disease groups as relevant.

Successive federal governments have, over time, initiated significant 
changes to policy in the PBS, leading to a more general acceptance that 
the consumer or patient perspective needs to be referenced and visible in 
its activities and decision making. The fundamental premise of this 
involvement is that the PBS is ultimately about delivering health 
 outcomes to the community and thus a strong consumer voice is needed 
in its deliberations and decisions.

Historically, an early example of patient and consumer involvement in 
PBS reform came in the 1990s, when the Australian government adopted 
recommendations from a review of the Therapeutic Goods Administration 
(TGA, the peak body responsible for carrying out assessment and moni-
toring to ensure therapeutic goods meet an acceptable standard) that 
considered the future of drug evaluation arrangements. Activism and 
leadership among HIV-AIDS community groups was often cited as con-
tributing to the initiation of the review and the outcomes it delivered. 
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The Baume Review (Baume 1991) and early TGA reforms were delivered 
on the basis of this strong community effort to see clinical trials and spe-
cial access arrangements restructured to better respond to AIDS patients 
who were desperate to access experimental drugs, before their registration 
and subsequent listings on the PBS. Other outcomes also included the 
ministerial appointments of consumer representatives to bodies such as 
the Australian Drug Evaluation Committee (ADEC) and the 
Pharmaceutical Benefits Advisory Committee (PBAC).

The advocacy, representation, and intellectual participation of patients 
and health consumer advocates such as this has underpinned the evolu-
tion of the PBS system and its framing as one of the primary pillars of 
Australian healthcare. The strategic policy debates and development of 
new features for the scheme over the decades have required not only this 
participation but also the inherent imprimatur of the community to sat-
isfy the fundamental principle that the PBS is protected for Australians 
now and into the future. Consequently, Australian patients have ensured 
that their interests and voices are the critical aspect of the National 
Medicines Policy and are embedded in its framework into the future.

As recognition of the value and need for consumer representation—in 
the PBS and more generally in policy development—became more estab-
lished over time, the Commonwealth Government has formally sup-
ported and increasingly recognized the CHF as the national health 
consumer association with coordination and consultative responsibilities 
for the membership of patient organizations and health consumer groups 
from the states and territories. From this base, members of the CHF have 
become engaged with many Commonwealth processes across the health 
system and have been in the past, and continue to be, called on to fill 
representative positions, as well as becoming more collectively focused on 
points of the system where policy influence and input can be best placed. 
The measure of health consumer involvement has not just rested on the 
notion of appointments and a seat at the table but also the calibre of that 
representation for articulating meaningful policy inputs that make the 
health system increasingly more responsive to, and accountable 
to, patients.

Australian patient groups have responded and are now invested signifi-
cantly in ensuring that their representatives are well-informed and able to 
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contribute in a rigorous and consistent manner to policy debates and 
reform changes. Few people doubt that the health sector is a complex 
political landscape and the mobilization of patient groups through health 
consumer advocacy at the macro level has been decisive in realizing many 
of the most pivotal changes. Government policies for adoption of new 
technologies, introduction of new arrangements for public health surveil-
lance, and redirections of health financing are areas where the support of 
Australian patient groups and the health consumer movement have been 
sought or strong opposition against a proposal has been recognized in 
these developments. Notable examples include input into the Biosimilar 
Awareness Initiative (Department of Health 2015b), the Australian 
National Preventive Health Agency (Australian Government 2014), and 
the push for abandoning a policy of consumer co-payments in general 
practice (Stankevicius 2014). While patient and consumer involvement 
in PBS reform has been a flagship activity, it is only one of many promi-
nent examples of their contribution to Australian healthcare policy.

 What Can We Learn from These Examples?

The case study and research examples we have provided in this chapter—
of consumer and patient involvement, engagement, and co-production 
in Australian healthcare development and delivery—offer wider lessons 
for the value that consumer contributions can bring, at clinical, organiza-
tional, and policy levels. The examples illustrate how consumers and 
patients can affect positive changes to medical policy, access to treatment 
and drugs, drug approval processes, accreditation, quality and safety, 
decision making, and health systems’ reviews. Consumer engagement 
can be impactful in, for example, supporting survey accreditation 
(Braithwaite et al. 2018; Greenfield et al. 2016), and we know from sys-
tematic reviews on the topic that patient engagement can help with get-
ting a wide range of research projects successfully off the ground (Domecq 
et  al. 2014; Sarrami-Foroushani et  al. 2014b). In respect of research, 
there is ample evidence that including consumers in studies early on can 
enhance patient enrolment and decrease patient attrition (Domecq et al. 
2014; Oliver et al. 2004).

 J. Braithwaite et al.



185

In turn, according to The Picker Institute in the UK and Planetree in 
the USA, consumer engagement can ensure a more person-centred 
approach to care (Frampton et al. 2008). Person-centred care initiatives 
have been shown to indicate the intentions of others, such as healthcare 
professionals or policy developers to share knowledge and understanding 
with members of the public and healthcare consumers to effect develop-
ments in healthcare systems (Domecq et al. 2014).

As to the future, to ensure consumer engagement is widely embraced 
and increasingly embedded in healthcare services and systems in Australia, 
we now need to actively work towards a more systematic approach to 
patient involvement, in terms of: (1) health and medical policy initia-
tives, (2) drug developments, (3) technology adoption, (4) service deliv-
ery, (5) medical and health services research design, and (6) outcome 
translation. This needs not only to take account of the latest government 
healthcare changes and reforms and build on the national and interna-
tional initiatives, some of which we have documented in this chapter, but 
also to recognize in the future, further potential for involving the general 
public as they access healthcare services.

Beginning to map the spectrum of consumer engagement approaches 
in the real world of Australian care provision would be a good starting 
point: from setting the agenda for consumer engagement, to conducting 
research where consumers are actively involved, to implementing research 
findings that inform practice with consumers as key “purveyors of change” 
(Rapport et  al. 2017). This would also have significant benefits for 
reworking of systems to match patient need and would ensure that 
increased attention is given to building resilience into our health care 
systems (Braithwaite e al. 2017; Hollnagel et al. 2013; 2019; Wears et al. 
2015), including the delivery of high-quality, safe, and effective care.

 Is There a Limit to Patient Engagement?

Despite the progress made and the successes we have discussed, we must 
be realistic in appreciating the limits to the place of patients and consum-
ers in healthcare decision making, policy, planning, and care provision. 
We know from international healthcare experience that patient and 
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 consumer engagement and involvement brings with it social, systems, 
cultural, and financial benefits. Improvements emanating from consumer 
and patient involvement can be felt at the healthcare system level, the 
organizational level, and the individual patient level (Domecq et al. 2014; 
Ham and Murray 2018; Sarrami-Foroushani et al. 2014a).

However, we strike a word of warning against tokenistic consumer and 
patient engagement. Just because there are policies for engagement—and 
involvement of patients and consumers in PHNs, HSOs, and peak bod-
ies—does not mean there is thoroughgoing involvement, where con-
sumer and patient expertise is at the heart of the system, and they are 
heard and valued, and can share in decision making (Ocloo and Matthews 
2016). When taken seriously, through national strategic planning, the 
consumer voice can be a powerful mechanism for change, raising stan-
dards of care, and ensuring research questions are addressed holistically. 
Informed patients can drive appropriate standards of care in line with 
patient expectations. We also know that the more involved patient can 
inform the kind of healthcare service the general public wants, one that 
supports not only their physical health but also their mental health and 
emotional well-being, so that people are more likely to function as valu-
able members of society.

The cases in this chapter indicate that while there is no foreseeable ceil-
ing to patient engagement, there is nevertheless some way to go before 
Australia includes the consumer voice in a systematic, universally orga-
nized fashion. If we can achieve this, patients and consumers can become 
involved in range of national platforms, including health boards, advi-
sory panels, steering groups, statutory health bodies, policy consortia and 
research grant awarding committees. At the moment, this level of involve-
ment is piecemeal, but when it becomes more inculcated and habituated, 
we could expect to see normalization of consumer participation, leading 
to more fully informed and engaged Australian public.

For this agenda to be realized, Australia, despite its progress, might do 
well to take a leaf out of other countries’ books about the potential for 
consumers to design their own public fora, such as the Patient Public 
Involvement (PPI) Group in the UK (The King’s Fund 2018). This will 
ensure further gains such that consumers and patients are more than pas-
sive advisers but are active partners in building relationships with 
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 healthcare professionals. Kitson et  al. (2012) have indicated that full 
involvement matters: consumers want to feel active within the context 
where care is being delivered, working at the coalface. The Picker Institute 
and Planetree’s 2008 principles of patient-centred care are as relevant 
now as when they were written, underpinned by seven key dimensions, 
including “respect for patients’ values and expressed needs”, and “active 
involvement of family and friends”. Together these dimensions and oth-
ers like them have the potential to engender more in-depth and extensive 
patient-centred care driven by patient engagement. This will not only 
reduce levels of patient vulnerability but also lead to greater patient 
empowerment and perhaps whole-family buy-in (Frampton et al. 2008).

So, there is increasing evidence to support the value of patient and 
consumer involvement in healthcare services, policy, and research 
(Bombard et al. 2018). We have provided some instructive, illustrative 
examples of this in the Australian context. However, the potential for 
making this involvement even more successful is influenced by a number 
of factors, including the practices of clinicians on the front lines of care; 
the differing backgrounds, attitudes, beliefs and knowledge of patients, 
clinicians, and managers; the policies, practices, and organizational cul-
tures of HSOs; the support for progress in policy and government circles; 
and, more broadly, funding support and altering societal norms regarding 
involvement (Davis et al. 2007; Sarrami-Foroushani et al. 2014a; World 
Health Organization 2016).

Barriers identified in the Australian context include those related to 
resourcing (lack of infrastructure, skills, or confidence), and stigma, lan-
guage, and cultural differences (Sarrami-Foroushani et  al. 2014a). For 
example, healthcare professionals may value patient input into HSOs 
and care delivery in a consultative capacity, but believe that they should 
not ultimately make decisions (Gagliardi et al. 2008). With increasing 
adoption of models of patient and consumer involvement in Australia, 
and at various levels of the caring system, traditional beliefs such as these 
may be challenged, though. Nathan and her colleagues (2006), for exam-
ple, showed that 12 months following the appointment of consumer rep-
resentatives to a range of committees involved in governance and service 
delivery, the attitudes of other committee members, particularly clini-
cians, had become more positive towards community participation.
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Therefore, as patient and consumer involvement becomes increasingly 
normalized and legitimized—such as in policies, by leadership, and 
through appointment of specific roles (Liang et  al. 2018)—and as the 
evidence-base supporting its value increases, some of these cultural and 
attitudinal barriers are likely to diminish (Boivin et al. 2010). An active 
approach to reducing barriers to involvement will remain an important 
matter: for example, by continuously educating healthcare professionals 
and other stakeholders about the value of patient involvement and train-
ing them to be involved in such partnerships (Liang et al. 2018). Another 
issue that may need to be addressed into the future, and among both 
consumers and other stakeholders, is the expectation that consumer 
input is, and should be, truly “representative”. That is, in their recent 
Australian study, Scholz et al. (2018) found a common assumption that 
consumers are responsible for representing their whole community; this 
assumption can have potentially negative implications, as they argue it 
“perpetuates a power imbalance and further marginalises consum-
ers” (p. 2).

For patient and consumer representatives, too, appropriate training 
and support, as well as reimbursement of their time and payment for 
their expertise, may assist in overcoming some of the financial and orga-
nizational barriers to their contribution (Boivin et  al. 2010). Other 
enablers of patient and consumer involvement include institutional and 
leadership commitment to the process and from the outset of any initia-
tive; respectful communication and practices related to health literacy; a 
mix of formal and informal methods of interaction; provision of tools 
and explicit policies to support and empower patients; and utilization of 
innovative approaches to include patients and consumers, including 
meeting them in environments outside where services are delivered 
(Bombard et al. 2018; Liang et al. 2018; Ocloo and Matthews 2016). 
The need for an active approach to patient and consumer involvement in 
Australia is explicit in the model we have developed, which outlines eight 
stages of implementation (Fig. 7.2).
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Fig. 7.2 An eight-stage model of implementing patient and consumer involve-
ment. (Source: Adapted from Sarrami-Foroushani et al. 2014a)

 The Future: Implementing Further Patient 
and Consumer Involvement in Australia

In essence, patient and consumer involvement in healthcare at macro-, 
meso-, and micro-levels demonstrably confers many benefits, including 
potential reductions in hospital admissions, increased accountability and 
quality in HSOs, improved efficiency and the justified delivery of out-
comes to patients that they want, and value (Bombard et al. 2018). In the 
Australian context, specifically, there is growing evidence for the valuable 
contributions patients and consumers can make to care delivery, the 
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design of services and healthcare policies. Furthermore, there is increas-
ing acknowledgement of the potential of these roles among other stake-
holders (Nathan et al. 2011).

For over 30  years, CHF has been representing the interests of all 
Australian health consumers and during this time, the role of the health 
consumer has shifted considerably (Consumers Health Forum of Australia 
2016). Now extending beyond simply engaging patients in their own 
care, the role of the consumer is moving towards a partnership approach 
across the levels of the health system (Parsons et al. 2010). Amongst many 
examples of this in the Australian context are the Partnering with 
Consumers Standard from the NSQHS Standards (Australian 
Commission on Quality and Safety in Health Care 2017b) and the 
Partnering with Patients programme, established by the New South 
Wales Clinical Excellence Commission and adopted by the state’s local 
health districts (Clinical Excellence Commission 2017). Both are 
designed to support the inclusion of patients, family, and carers as part of 
the care team to promote safety and quality.

Finally, even though we have been optimistic in our reporting here, a 
chasm remains in some domains, settings and parts of the health sector 
between rhetoric and practice. The challenge moving forward is not only 
to maintain and improve consumer participation across the levels of the 
system but also to shift the regard for consumers as “users and choosers” 
to the “makers and shapers” of policy, practice, and system development 
(Janamian et al. 2016). It is not enough to simply advance the challenges, 
but the task is to continue the progress and take further genuine steps to 
involve patients at all levels in the system. Politicians, funders, policy-
makers, and practitioners alike have an obligation to not only formally 
acknowledge the merit of patient involvement in health system change 
and improvement but also to invest in building the capacity of the system 
to work to its best effect by drawing on their insights, as well as investing 
in patient leadership skills.
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 Conclusion

We can draw some lessons and observations from Australia’s experience of 
partnering with patients and consumers in terms of recommendations for 
change and improvement for other countries. Our concluding comments 
bring these lessons together under a policy–system–service schema.

Perhaps surprisingly, Australia lacks an explicit, high-level policy com-
mitment that signals the role consumers can play in shaping health policy 
and services in the same way that the UK’s National Health Service 
(NHS) Five-Year Forward View committed to “a new relationship with 
patients” (National Health Service England 2014). However, it has nev-
ertheless become increasingly common practice for consumer advocates 
to participate in significant policy debates and reform changes. This is 
evident in patient and consumer involvement in decisions in major 
national schemes such as the PBS and National Medicines Policy and the 
Primary Health Care Advisory Group which resulted in an Australian 
pilot of a patient-centred healthcare home model of care. The role played 
by the CHF over more than three decades, as a national peak Australian 
healthcare consumer organization with support through the Health Peak 
and Advisory Bodies Programme and its forerunners, is also an indicator 
of how important the consumer voice is to national policy discourse.

At a systemic level, we have adduced evidence of multiple promising 
initiatives that seem to signal recognition of the value being added by 
patient and consumer involvement in healthcare. National service stan-
dards command patient involvement in HSO governance and safety and 
quality improvements and for HSOs to be accredited against these. Our 
peak research body, the National Health and Medical Research Council 
(NHMRC), in a joint statement with the CHF advocates for consumer 
involvement in research (National Health and Medical Research Council 
and Consumers Health Forum 2016). Similarly, official guidance for 
PHNs requires them to have consumer involvement in their formal gov-
ernance arrangements, necessitating, as a minimum, a Community 
Advisory Committee sitting alongside Clinical Councils to their PHN 
Boards. PHNs and their hospital counterparts, Local Health Districts 
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and Networks, are well placed to be incubators of accelerated consumer 
and community engagement practice into the future.

In services, at the point-of-care delivery, there is a myriad of profes-
sional standards and codes of conduct that also require clinicians to 
regard patients as partners in care. Such standards and codes are enabled 
by emergent initiatives such as Choosing Wisely Australia, which aim to 
encourage conversations between providers and consumers about improv-
ing care quality by eliminating unnecessary, sometimes harmful, proce-
dures (NPS MedicineWise 2016). The future of further Australian 
consumer and patient involvement is not guaranteed, and its shape and 
form are not as clear as they could be, but it is hard to see how progress 
will be arrested and even harder to see how stakeholders across the system 
will fail to capitalize on the platform of activities that have been contrib-
uted. We remain challenged by the amount of work ahead of us, but 
greatly encouraged by the successes we have had to date.
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8
The Engagement Conundrum of French 

Users

Véronique Ghadi, Luigi Flora, Pascal Jarno, 
and Hélyette Lelievre

 Introduction

In France, the state is primarily responsible for steering and regulating the 
health system. It acts as the guarantor of public interest and protector of 
population health at central and regional levels through decentralized 
Regional Health Agencies called Agences régionales de santé (ARS). Each 
region’s ARS is a unique health authority (state + social insurance), inde-
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pendent of local elected representatives (Regional Council [Conseil 
Régional]). At the territorial level, responsibilities are shared with care pro-
viders, while an insurance system—which includes a compulsory health 
insurance scheme (for employers and employees)—finances the health sys-
tem. Social insurance finances two-thirds of health expenditure, the state 
and local authorities finance about one-fifth, while private funding covers 
15 per cent (DREES 2017). Health expenditure in France amounted to 
271 billion euros in 2017 (DREES 2017) or 11.8 per cent of country’s GDP.

The French population consists of 67 million inhabitants spread across 
a 550,000 km2 territory, of which three-quarters live in urban areas. They 
are served by 226,000 physicians, 661,000 nurses, 88,000 massage- 
physiotherapists, 23,000 midwives distributed across the territory, within 
practices or hospitals, working as employees or under fee-for-service 
arrangements (DREES 2017). With one of the top high-performing 
health systems in the world in terms of access to care (almost 100 per cent 
of its population is covered), France’s overall health indicators are positive 
and, relative to OECD Countries, it boasts the lowest user fee burden 
and one of the highest life expectancy rates (79.2 for men and 85.5 for 
women) (OECD 2017). That said, male mortality remains relatively high 
(HCSP 2017). Death rates in general are decreasing, regardless of the 
cause of death, and this is particularly true for cancers, despite increased 
incidence due to improved diagnoses and the impact of screening. While 
life expectancy in France is particularly high, premature mortality (linked 
to risk behaviour such as alcohol consumption, smoking, suicide, road 
accidents, etc.) is higher relative to other OECD countries (HCSP 2017). 
This could very well indicate lack of prevention. Moreover, mortality 
inequalities are particularly notable and persistent between men and 
women, among territories, and among social groups. This situation led 
health authorities to focus on two recent texts (the National Health 
Strategy in 2016 and Ma santé 2022 in 2018) with more emphasis on 
prevention and the involvement of patients and their representatives.

Like other Western countries throughout the twentieth century, France 
was struck by the emergence and affirmation of users seeking a rightful 
place within the health system, mainly through the mobilization of com-
munity organizations (Pomey and Ghadi 2009).

The French model of user involvement is characterized by a strict 
national regulatory framework which applies identically across the 
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 territory. In addition to a solid structure for community organizations, 
designated user representatives are present in institutional bodies at 
regional and national levels. That said, the goal of changing care practices 
and the organization of care in daily life is yet to be achieved, given that 
the impact of community involvement was mainly felt at governance lev-
els of the health system and its institutions. The remaining challenge is to 
integrate the experiential knowledge that patients draw from care experi-
ences and organizational procedures and to promote shared decision-
making for treatments and diagnostic procedures, in other words all 
elements that affect people’s daily lives. To take on this challenge, the 
model of democracy in healthcare has been evolving, not only to mobi-
lize new actors in the creation of modalities, which can be adapted to as 
many people as possible, but also to move towards Health Democracy as 
reminded by the Minister of Health in September 2018 (Ministère des 
Solidarités et de la Santé [Ministry of Solidarity and Health] 2018).

After a brief overview of user mobilization history in France, including 
the description of the country’s current health system, the following sec-
tion will present positive lessons and limits drawn from health organiza-
tions, the national agency in charge of care quality and safety (la Haute 
Autorité de Santé [French National Authority for Health]) and the rela-
tionship between health professionals and patients as part of therapeutic 
education development. The chapter will end with concrete user–profes-
sional co-construction examples which illustrate changes that are 
in progress.

 Democratic Impetus: Mobilizing Community 
Organizations to Defend Rights

User mobilization in healthcare is nothing new. As in other countries, 
user mobilization manifests itself via support between patients in parallel 
with professional and organizational interventions and a structured sup-
ply of care and support by directly concerned users or their relatives. User 
mobilization, partly invisible to professionals, took on a new dimension 
with user engagement in HIV during the mid-1980s.
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From the creation of Alcoholics Anonymous in the early twentieth 
century (1934), to the extension of the first recovery movement in men-
tal health based on mutual assistance interactions, information sharing 
and training between patients (1937), peer training eventually came 
about (Jouet et al. 2010) with the implementation of self-, co- and eco- 
training processes (Pineau 1989).

In France, the influence of community organizations is deep-rooted 
and decisive in social and medico-social sectors which support people in 
precarious situations and the protection of children. The medico-social 
sector concerns services and institutions which support elderly people in 
situations of dependency and people with disabilities. In the health sec-
tor, particularly, mobilization around AIDS in the 1980s marked a cru-
cial step in recognizing the place of community organizations in public 
and scientific discourse.

Indeed, in the medico-social sector, a structure for the supply of care 
and support surfaced between the two world wars. At that time, the state 
entrusted parent or disability groups with the task of managing structures 
for people with disabilities. Community organizations, such as the 
Association Française des Familles (AFF, [French Association for Families]) 
or the Union Nationale des Associations de parents et amis de personnes défi-
cientes intellectuelles (UNAPEI, [National Association of Groups repre-
senting Parents and Friends of People with Intellectual Disabilities]), 
were created in a hybrid form, associating directly concerned people with 
professional organizations. This cohabitation led community organiza-
tions to regularly question their positioning, more specifically the balance 
between their “users” and “professionals” components. This form of co- 
management accelerated with the establishment of the welfare state 
model after 1945 and led to a permanent dialogue which culminated in 
a 1975 law on the adaptation of society to people living with handicaps.

On the other hand, in the health sector, it was not until the 1990s—
and the tainted blood scandal—that HIV/AIDS community organiza-
tions mobilized politically to demand recognition of individual and 
collective rights of healthcare users. The HIV/AIDS pandemic added a 
fourth axis to the professional relational triangle of user health: (1) mutual 
assistance, (2) information sharing, (3) training and (4) involvement of 
concerned people in decision-making. This fourth axis developed, thanks 
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to patient mobilization conducted through effective advocacy and taking 
full advantage of what is coined as the “Information Society” (Flora 
2012, p. 81).

Furthermore, this resulted in citizen mobilization in the form of États 
généraux de la Santé (States-General, or General Assemblies for Health) 
which were forums where citizens and professionals met to discuss spe-
cific pathologies. The first meetings concerned HIV/AIDS in 1990, rare 
diseases in 1995 and cancer in 1998.

As of 1995, this process turned into a structure built around the cre-
ation of an association which united all user community groups, also 
known as the Collectif inter-associatif sur la santé (CISS, [Inter-Associative 
Health Collective]). Initially created out of 15 community groups in 
1996, the CISS gradually opened its doors to more members and cur-
rently comprises more than 40 community organizations (link website 
http://www.france-assos-sante.org/). The specificity of the CISS is its 
capacity to bring together organizations representing patients, people 
with disabilities, consumers and families. The collective gradually became 
an interlocutor with public authorities to partake in early reflections on 
user representation in health organizations. That same year, the role of 
the CISS was recognized in a law meant to modernize the health system.

Meanwhile, France was dealing with health scandals such as the tainted 
blood scandal (Fillion 2005) or the sports clinic case (Carriburu 2009) in 
which many people had contracted nosocomial infections. These high- 
profile cases led victims’ associations to organize and question the organi-
zation of services and professional practices which, evidently, did not 
guarantee satisfactory levels of patient safety. Due to their inability to 
prevent incidents or accidents, confidence in public authorities and 
health professionals was deeply shaken and questioned.

In 1999, the General Assemblies for Health (États généraux de la Santé) 
provided an opportunity for users to highlight their expectations in terms 
of information, support and participation in choices of direct concern 
and reflects a time of know-how transmission beyond mere pathological 
aspects and the search for common ground. As a result, the prime minis-
ter at the time committed to drafting a law on patient rights. In this 
context, the CISS became a key player and participated in drafting the 
law, which was published in March 4, 2002. This law firstly deals with 
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the recognition of individual rights, such as rights to information, respect-
ing dignity and refusing care. It also endorses the health democracy 
model by introducing the obligation to include user representatives at 
governance levels of the health system and health institutions. It follows 
another law, published on January 2, 2002, which laid the foundation for 
creating individual and collective participation spaces in medico-social 
institutions. On the one hand, this law enables individualized projects 
which compel professionals to start working from a patient’s life projects 
and expectations. On the other hand, the Social Life Council (Conseil de 
la vie sociale) was created to structure and integrate user participation in 
daily life and collective decisions within health organizations. The Social 
Life Council is a place for debate and exchange among representatives 
elected by residents, relatives and professionals of the health organization 
or service. This first impetus given by the law of January 2002 was rein-
forced by the February 11, 2005 law regarding equal opportunities and 
citizenship for people with disabilities.

Thus, in France, the law of March 4, 2002 on patient rights and health 
system quality has clearly introduced a process redefining the place of 
patients relative to their own care. It also strengthens health democracy 
by mobilizing citizens as users with the right to speak, or as of user group 
representatives with an approved presence in various strata of governance 
within health organizations and, more broadly, the health system. In 
health organizations, this materializes though user representatives now 
being part of executive boards (board of directors, etc.); the creation of a 
commission for user relations and care quality with an advisory role; the 
integration of user representatives into other specialized committees such 
as Nosocomial Infection Control Committees and Pain Control 
Committees.

In 2014, at the request of the health minister, a user representation 
assessment was conducted, and proposals were pushed to further user 
participation (Compagnon et Ghadi 2014). However, findings concomi-
tantly demonstrated how user representatives lacked access to healthcare 
professionals and patients, as well as no true participation in decision- 
making, which ultimately highlighted the non-transformation of care 
practices and the absence of care being organized through user involve-
ment. Moreover, some proposals were reintroduced in the January 26, 
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2016 Health System Modernisation Act, such as expanding the missions 
of user representatives in various aspects of care quality and patient safety 
(i.e. the need to strengthen the users’ place in the certification process of 
health organizations; participation in the reporting or analysis of serious 
undesirable events) and the incentive for organizations to produce user 
projects aimed at reinforcing collaboration with users and groups around 
priority topics. First and foremost, these topics must be considered as 
priorities by users, which include mistreatment prevention, information, 
organization of care for people with disabilities. The modernization act 
also changed the name of the community organization collective (CISS) 
by creating a national association of “approved community organiza-
tions” in health, named France Asso Santé (FAS). In continuity with the 
CISS, France Asso Santé now counts 76 national community organizations.

Therefore, France currently has a model which allows the imposition 
of users at almost all levels of the healthcare system. At the national level, 
users participate in the National Conference of Health and Autonomy 
(Conférence nationale de santé et de l’autonomie) as well as in the French 
National Authority for Health (Haute Autorité de Santé [HAS]). At the 
regional level, they participate at the supervisory board of regional health 
agencies and the regional health conference. And finally, they participate 
at the institutional level as well (see above).

However, the legal recognition of user representation—and more 
recently, the creation of a national association of approved health groups 
(FAS) as a main interlocutor financed by public authorities—led user 
participation to be often limited to technocratic activities, distant from 
actual care provision (Martinent 2017). Also, the question remains as to 
whether this recognition contributed, on the one hand, to transforming 
practices and organizations while, on the other hand, considering the 
point of view and experiences of users.
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 Building Real User Participation Beyond 
the Notion of Rights

In French-style health democracy, the focus has mainly been on defend-
ing “rights” and “representation” of community groups within gover-
nance but much less on patient “participation” or “engagement” at the 
individual level and in direct patient care. This observation can be illus-
trated not only by the way their involvement in the Haute Autorité de 
Santé (HAS)—the health agency responsible for care quality and safety—
has been set up but also through the way projects related to therapeutic 
education in healthcare organizations were established.

 From Isolated Initiatives to a Structured Approach 
of User Integration in HAS Duties

The HAS holds two main missions. The first one focuses on improving 
care quality, which includes preparing recommendations for good prac-
tice, producing quality indicators and accreditation. The second one 
regards the evaluation of health technologies, including drugs.

The HAS was involved very early in integrating user representatives 
(from regional health agency-approved community organizations) into 
most of its committees, with the exception of regulated committees, at 
least not until legal texts were modified in 2015. For example, users were 
integrated into commissions that assess drugs and health devices. From 
the outset, the HAS granted them expert status, with their own preroga-
tives and obligations, and appointed them individually for their expertise 
and affiliation to approved community organizations. They were com-
pensated in the same way as other experts and were subject to declaring 
conflicts of interest and honouring the confidentiality of information 
shared during committees or working groups.

That said, with regard to the definition of the HAS (2012) strategy and 
orientations, or the development of its duties, it is important to nuance 
the participation levels of users and their representatives:
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• User integration into HAS working groups and processes has been 
uneven across directorates. For example, the Directorate for the 
Improvement of the Quality of Care has been more active in this 
regard than the one in charge of assessing health products and tech-
nologies. Beyond cultural differences, this integration gap can be 
explained by time constraints to which the latter directorate is subject 
in order to respond to marketing requests for new drugs or devices. In 
addition, user participation was limited to one or two representatives 
taking part in working groups. Therefore, their contribution turned 
out to be less visible.

• The appointment, by the Health Minister, of a representative of patient 
groups to the highest governance instance of the HAS, known as the 
HAS College (Collège de la HAS), only occurred in 2017.

But beyond a quantitative aspect, HAS professionals were intrigued by 
user involvement methods and research results. With support from direc-
tors, project managers who were sensible of the issue began exchanging 
information about their practices, thus uncovering heterogeneity not 
only in way users were engaged but also in terms of methods and moments 
chosen for their involvement. This led to a survey of all project managers, 
which highlighted:

• An uneven culture within the institution, mixed feelings about the 
interest in user engagement pertaining to HAS duties, and confusion 
in terms of project manager expectations regarding users, which con-
tributed to misunderstandings.

• Project managers did not feel the necessity of having a variety of user 
profiles to match user skills with project needs and expectations: for 
example, not waiting for political or strategic input from patients out-
side of patient groups or, conversely, not expecting community group 
leaders to share personal experience.

These observations led to a number of questions: what place should be 
given to user perspectives with regard to HAS duties and for what pur-
poses? Under which circumstances should users be called upon? At what 
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point in the implementation process should users be integrated? What 
methods should be set up to collect user perspectives?

To address these shortcomings, a few initiatives were put in place to 
bring about more dynamic participation from users and their 
representatives:

• A lexicon, which includes fact sheets, was written in order to propose 
different modes of user engagement and to better match method selec-
tion with desired objectives. In other words, the challenge is to evolve 
from just having one or two users sitting in a working group (over-
whelmingly composed of professionals) to embracing methods such as 
interviews, focus groups or citizen juries.

• A questionnaire was developed and proposed to interested community 
organizations to participate in drug/health technology medico- 
economic assessments run by the directorate in charge of those specific 
areas. Calls for contributions were regularly shared on social networks 
(Twitter, LinkedIn, Facebook …). Collected user feedback is incorpo-
rated into the assessment file (alongside the expert report) and dis-
cussed within committees responsible for issuing opinions.

• To strengthen partnership between users and health professionals, a 
User Space is being created within the directorate responsible for 
improving the quality of care.

• In addition, HAS invited applications for the creation of a Council for 
User Engagement in order to involve more patients and users 
in its work.

The work of these two directorates feeds the ongoing strategic project 
of the HAS, of which one pillar focuses on strengthening user engage-
ment within HAS duties as well as equipping all involved professionals 
and health system users with ways to integrate users into their work at 
both collective and individual levels. In fact, in 2017, results from a citi-
zen workshop were presented at the HAS Annual Symposium (Colloque 
annuel de la HAS) about the relevance of care (HAS 2015).
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 From Defending Rights to Improving the Organization 
of Care and Services in Institutions

The purpose behind having user representatives in healthcare institutions 
was to objectify and value their point of view in order to influence orga-
nizational modalities and clinical practices. First, this resulted in the pres-
ence of user representatives in political bodies (supervisory board, 
equivalent to boards of directors), technical bodies (such as the Committee 
Against Healthcare-Associated Infections (Comité de Lutte contre les 
Infections Associées aux Soins [CLIAS]), the Food–Nutrition Liaison 
Committee (Comité de Liaison Alimentation Nutrition [CLAN]) or the 
Pain Control Committee (Comité de Lutte contre la Douleur [CLUD]), as 
well as in a “user-dedicated body”. Initially, this body was termed the 
Conciliation Commission, then the Committee on User Relations and 
the Quality of Care, before finally being named the Users Commission 
(UC) (commission des usagers [CDU]).

The UC’s aim is to increase users’ share of voice and to integrate them 
into decision-making in order to defend their rights. Gradually, the com-
mission’s role grew to ensure the consideration of user complaints as 
information sources, which could lead to quality improvements in care 
and services. The UC also takes part in various committees within health 
organizations (e.g. Committee Against Healthcare-Associated Infections, 
Food–Nutrition Liaison Committee, Pain Control Committee) or work-
ing groups.

Moreover, since 2014, as part of the certification process of health 
organizations, UCs are compulsorily consulted by experts during site vis-
its, and 80 per cent of UCs participate in the development of the Compte 
Qualité (Quality Account), which is a document that summarizes the 
analysis and prioritization of care-related risks in health organizations as 
well as implemented measures. The Compte Qualité is sent to the HAS six 
months prior to on-site visits by experts. Such institutional-level partici-
pation recognizes the expertise of users and their representatives in risk 
assessment and implementation of measures for bettering quality and 
safety in care and services.
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Even if the exact number remains unknown, between 6000 and 7000, 
user representatives from approved patient groups currently provide time, 
train themselves, learn to interact with managers and health professionals 
not only to assert their rights as users (patients, relatives or potential 
patients) but also to improve the quality and safety of care and services.

Unfortunately, user representatives still lack high social visibility. In 
fact, their existence and mission remain poorly known by the general 
public, patients or health professionals. While there is a legal obligation 
to develop “health democracy”, user representatives remain in the shad-
ows. A report even indicates mistrust between professionals and user rep-
resentatives (Compagnon and Ghadi 2014). Furthermore, their 
legitimacy is still not established, and the processing of UC letters of 
protest and complaints remains dissatisfying. Although user representa-
tives are expected to read those letters for analysis, some health organiza-
tions limit access to them, that is, late deliveries—delivery once matters 
are already resolved; summaries in EXCEL tables—thus truncating the 
user’s full account of events; summaries of main causes—even though 
letters often contain multiple malfunctions that could eventually lead to 
complaints.

Additionally, direct access to user testimonials is also limited. For 
example, very few requests are made to meet directly with users to learn 
more about their experience, to allow users to meet with user representa-
tives, or to invite users to mediation interviews when addressing user 
complaints.

In sum, few initiatives are currently organized to promote user repre-
sentatives access to professionals—and even users—at the clinical level. 
Meanwhile, a certain number of user representatives believe that their 
connection to community organizations is sufficient to legitimize their 
position and knowledge at organizational levels. As a result, for years, the 
participation of many user representatives has been limited to commis-
sions, away from clinical practice. Incidentally, they seem better known 
and recognized by directors of health institutions than by physicians or 
other health professionals. Moreover, user representatives are not well- 
known to the general population which ends up left with little recourse. 
Some user representatives struggle to move away from meeting rooms, 
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while others encounter real resistance when trying to participate at clini-
cal levels.

A recent study examined this situation and proposed several recom-
mendations to strengthen the involvement of user representatives (PREPS 
RUPIN 2017):

• Train and integrate user representatives in commissions and get them 
to take part in all work stages (preliminary study of documents, 
exchanges with professionals and participation in the development, 
planning and implementation of measures);

• Encourage user representative retention in health organizations to 
increase their long-term involvement;

• Promote their role and function within organizations by highlighting 
their connections to community groups; and

• Encourage co-construction between health professionals and users 
(Compagnon and Ghadi 2014) to provide a “fresh perspective” on 
themes concerning the quality and safety of care (cf. 3rd part).

For the time being, measures to promote greater user participation (in 
accordance with the 2016 law) have been implemented, such as the users’ 
commission, for which institutions are recommended to appoint a user as 
chair. The commission’s capacities have also been extended to include 
serious adverse event monitoring or soliciting yet-to-be-approved com-
munity groups. This allows users to expand their organizational influence 
beyond the issue of rights and therefore influence general internal policy 
as well as quality and patient safety policy. The 2016 law also provides for 
the possibility of building user projects within organizational projects in 
order to include themes that are deemed as priorities by users, such as 
abuse prevention, access to information, or organizing care to improve 
access for people with disabilities. In other words, the patient engage-
ment model is evolving from a rights-based approach to a co- construction 
approach to finding solutions for the betterment of the health system.

Therefore, one of the challenges ahead consists in successfully articu-
lating the “representative approach” of health democracy—which is still 
in its adolescence (17 years have passed since the 2002 law!)—alongside 
the “participative approach” geared towards individual users such as 
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expert patients, patient trainers and resource patients born from the ther-
apeutic education movement.

 In Focus: User Houses (Maisons des usagers) in Mental Health 
or Oncology

“User Houses” emerged as a particular form of user participation in the opera-
tions of health organizations. The first User House was born in 1995 from the 
initiative of a militant healthcare worker who sought to develop democracy in 
healthcare institutions. During a public meeting, she invited neighbourhood 
residents to voice their expectations regarding their local hospital. More than 
one hundred people, including neighbours, community group volunteers and 
professionals, met for discussion. The outcome of this meeting was a User House, 
as facilities offered by the hospital’s director turned into a space of welcome, 
listening, guidance, and debate for all. In 2001, when the hospital moved and 
merged with two other hospitals—in what was intended to be the flagship of 
the AP-HP University Hospital Centre (Assistance Publique—Hopitaux de 
Paris)—the User House followed and relocated at the heart of the new 
premises.

In 2002, as part of a hospital project, the University Hospital of Nantes 
opened a User House after organising a citizens’ jury. Again, this project relied 
on cohabitation between citizens and community organizations. In 2003, the 
Sainte Anne Hospital Centre, specialised in psychiatry, opened its own User 
House to promote information access to patients and their relatives. As a 
community- based residency practice, meetings took place every afternoon of the 
week. The User House was built on modalities clearly aimed at inter- community 
group dynamics for the benefit of patients and the respect of their rights.

In support of User Houses, the Ministry of Health published a circular on 
December 26, 2006 which encouraged health organizations to multiply such 
initiatives while laying down principles and operating methods for the creation 
of User Houses or User Spaces. Since then, User Houses have increased in num-
ber and exist in more than one hundred health organizations. The dynamics, 
however, often remain difficult as user engagement varies depending on man-
agement support, the number of community organizations, commitment by 
professionals, and physical location. Moreover, dynamics related to care quality 
policy in health organizations often require more work as well. Some User 
Houses have begun to leave health organizations to move closer to the people.
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A national federation of User Houses was created in 2014.

 Therapeutic Education: From Red Tape to Greater 
Stakeholder Inclusion

In 2009, the Hospital, Patients, Health and Territory Act (Hôpital, 
Patients, Santé et Territoire [HPST]) provided a new framework for the 
participation of patients living with one or several chronic diseases. 
Indeed, in Article 84 pertaining to Therapeutic Education for Patients 
(TEP), the act encourages professionals to grant a new role to patients by 
strengthening their autonomy.

When drafting the act, the secretary general of the CISS and former 
president of the AIDES community organization, Christian Saout, 
stressed the importance of involving user groups in the therapeutic sup-
port of patients in collaboration with physicians. However, the drafted 
article, which was adopted by parliamentarians, ended up not being pub-
lished in the official gazette, thus preventing its implementation.

To circumvent this limitation, other initiatives emerged such as the 
creation of Patient Universities within faculties of medicine in Paris, 
Marseille and Grenoble, as well as TEP training programmes open to 
patients and delivered in various formats (Flora 2013a).

That said, due to the funding mechanism in place, the programmes’ 
hospital-centred structure, a limited public health culture and the lack of 
trained professionals in patient participation, TEP training programmes 
turned out to be too hospital centric. In fact, these programmes fail to 
take interest in the patients’ living environment (contrary to the spirit of 
Article 84) and do not include real involvement from patients and their 
representatives. Simply put: all TEP programmes are devoid of patients.

Although TEP was thought to be emancipatory for patients, it mostly 
mobilized healthcare professionals who mainly worked on improving 
patient compliance. Rather than strengthening patient autonomy, pro-
fessionals searched for ways to convince patients to follow prescribed 
treatments instead. A huge contributing factor to this is the fact that TEP 
remains within the hospital realm.
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Nonetheless, despite these flaws, a movement is now in motion. The 
number of TEP programmes has multiplied depending on different 
modalities, and patient integration in programmes—as expert patients, 
patient trainers in targeted educational initiatives or even as resource 
patients—continues to grow progressively, though in varying degrees 
across the territory. Steadily, TEP programme funding from sources other 
than hospitals have led to the creation of programmes closer to patients’ 
needs and expectations which, despite a ten-year delay, finally tap into 
with the spirit of the HPHT Act, as illustrated in the next section. For 
example, the programme carried by “La Maison des Citoyens” of Rennes 
(collective of almost 50 associations) which obtained in 2017 a financing 
of the Regional Agency of Health for a programme outside the hospital, 
no specialty (all chronic diseases), on non-therapeutic topics.

 A Second Wind Towards New Practices

Apart from the legislative context created since 2002, in addition to 
advances brought about by user representation and its limits, several ini-
tiatives were conducted officially or experimentally. Thus, new patient 
manifestations, alongside user representatives (by way of user community 
organizations), have been recognized since the 2000s, socializing their 
knowledge and playing a role beyond their own care within the different 
strata of the health system. These manifestations propose new forms of 
collaboration build upon the notion of peer emulation found in TEP.

 User Representatives Depart for Institutional Bodies: 
Towards New Forms of Collaboration and New 
Methods

 Learning Co-construction in the FORAP-HAS Working Group 
on “Well-Treatment”

In 2010, following the inclusion of a criterion on “well-treatment” (bien-
traitance) in the Federation of Regional and Territorial Bodies for the 
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Improvement of Health Practices and Organisations (Fédération des 
Organismes Régionaux et territoriaux pour l’Amélioration des Pratiques et 
organisations en santé [FORAP]), the Federation and the HAS decided to 
create a special work group to address the issue. This working group first 
produced a guide and a set of tools to encourage the mobilization of 
health organizations. The guide promotes partnership with users as a fun-
damental characteristic of “well-treatment”. In 2012, the guide and tools 
were distributed to professionals and health organizations via the HAS 
and regional bodies (HAS 2012).

Two years after the guide’s implementation, the working group con-
ducted a usage assessment which highlighted increased “well-treatment” 
awareness within organizations and usage mainly among paramedical 
professionals. However, paradoxically, users seemed to be excluded from 
measures taken to address the issue. These mixed results led the working 
group to revise its objectives and working methods (HAS 2015). Thus, 
the group insisted on the need to: (1) take into account the voice of 
patients and accompanied people to avoid situations of mistreatment and 
infringement upon the quality of care and patient safety, (2) working 
with patient groups and user representatives to implement a “well- 
treatment” policy and (3) make health professionals understand that it is 
nonsensical to work on issues of mistreatment and “well-treatment”—
and more broadly, care safety and quality—without the target popula-
tion (users).

Accordingly, there was a willingness to refocus the working group’s 
efforts on greater user engagement and true co-construction for deliver-
ables, all of which took place via three measures:

 1. The national working group welcomed five health system users, 
involving them in all phases of reflection and deployment. Indeed, 
initially, the group did not include user or patient representatives. This 
rectification revealed that the working group’s deliverables were too 
technical and that tools were not adapted to users’ needs. Therefore, 
measures were taken to encourage the adoption of a culture conducive 
to co-construction.

 2. Regional and territorial bodies integrated patients into working com-
mittees for the Improvement of Practices, in consultation with the 
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regional branches of the CISS/FAS. Two regions in France (Brittany 
and Pays de la Loire) have already set up such initiatives, while other 
regions are following suit as measures to provide better quality and 
safer care and to identify a user who could join the national 
working group.

 3. A collection of short videos was produced to present: (a) “real” abuse 
situations with testimonials from different actors, professionals and 
users; (b) a joint analysis of causes that led to the abuse situation and 
(c) a joint definition of improvement measures. Each regional body 
currently identifies at least one situation and produces a short video.

As a scientific agency, beyond its participation in the national working 
group and internal changes for user and patient participation (see para-
graph 2a), the HAS organizes events to (1) promote user participation in 
care safety and quality and (2) make it a central theme in France. The 
HAS 2016 Colloquium on “Patient Dynamics: Innovating and 
Measuring” highlighted ongoing research on patient engagement contri-
butions at all levels of the system. Further, as part of the National 
Programme for Patient Safety (Programme National Sécurité Patient 
[PNSP]) with regard to patient engagement in patient safety (DGOS 
2016), a seminar organized by the Health Ministry and the HAS (2016) 
unearthed potential ways to reinforce the patient’s role as a co-actor in 
care safety.

 Creation of Joint User–Professional Committees

As mentioned previously, when the role of user representatives is strictly 
limited to sitting-in institutional bodies and committees, their impact is 
somewhat limited. Confining them in those roles keeps them away from 
clinical and organizational issues, despite attempts to involve them in the 
preparation of accreditation visits. In order to escape this unproductive 
situation, two initiatives have appeared: (1) the formation of joint “user–
professional committees” which create new partnership spaces and closer 
relationships between professionals, patients and user representatives and 
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(2) the recruitment of patients to take part in user–professional 
 committees. In this case, recruited patients are not user representatives. 
Instead, they come from community groups which have ongoing agree-
ments with health organizations. This allows expansion of the user 
recruitment pool.

To help illustrate these new forms of patient/user involvement, the fol-
lowing section will present two examples: one example from a health 
organization and another one from a Regional and Territorial Body for 
the Improvement of Health Practices and Organizations.

 The Rennes University Hospital

At the time, the national context seemed favourable. On the one hand, 
the National Programme for Patient Safety (PNSP) and the FORAP- 
HAP working group for patient engagement in care quality were in effect. 
On the other hand, meetings with members of the Nursing Commission 
(Commission des soins infirmiers), representatives of the users commission 
and patient groups were taking place, which created a context where col-
lective engagement between professionals and users became necessary.

Consequently, in 2016, the Rennes University Hospital set up a joint 
committee comprising 20 professionals and 20 user/community group 
representatives. This newly created joint committee had three specific 
objectives:

• Create a space for reflection and exchange
• Begin a partnership between users and health professionals around the 

issue of patient pathways;
• Define measures that would encourage user/community group 

involvement in processes designed to improve the quality and safety of 
care, as well as the promotion of patient rights

After a first meeting, expectations from both users and professionals 
were gathered, and the decision was made to set up five working groups 
in charge of:
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• The Patient Pathway Charter
• Patient Rights: trustworthy person and anticipated directives
• Patient Discharge
• Organizing visits for people accompanying children
• The patient’s environment

Given the current orientations of the Ministry of Health, the Regional 
Health Agencies and the HAS, joint committees address the need to cre-
ate a collective dynamic between users and professionals to improve 
health pathways and patient care quality. Joint committees revisit interac-
tions between actors and define new alliances, the time between users/
patients and clinicians rather than between user representatives and 
directors.

Thus, for instance, the Patient Discharge working group connects 
health managers and representatives from various services and patient 
organizations. Through meetings, they eventually learn how to work 
together, allowing them to develop common objectives based on existing 
best practices while proposing new individualized methods that involve 
patients and their relatives. In connection with the nursing directorate, 
the working group formalizes its recommendations and engages user–
professional duos to raise awareness about these recommendations among 
different departments.

 Brittany’s Regional Body: The Coordination Group 
for Improving Practices of Health Professionals 
in Brittany (CAPPS Bretagne)

Beyond the participation of CAPPS professionals in various national ini-
tiatives (PNSP seminar, FORAP-HAS working group, HAS strategic 
reflection, HAS colloquium, etc.), for many years already, users and pro-
fessionals have been interacting to address issues of care, safety and quality.

At the governance level, two CISS Bretagne user representatives sit on 
CAPPS Bretagne’s scientific council. In addition, the regular exchanges 
with CISS Bretagne translate to regular presentations to its board of 
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directors. And lastly, CAPPS intervenes at the CISS Bretagne general 
assembly for matters regarding care quality and safety.

At a national level, three user representatives from Brittany participate 
in the FORAP-HAS national working group, and at a local level, two 
representatives sit on a follow-up committee for care-related harm notifi-
cation training.

In terms of concrete activities, patients participate in the organization 
of special science days (2007, 2011, 2016); the production forum-theatre 
training programmes on healthcare-acquired infection management 
(2008–2012) and in the working group responsible for establishing and 
following up on care-related harm notification training (2015–2018).

With regard to research, patients are engaged in research projects 
revolving around user representative involvement (2008, 2012), the place 
of patients and caregivers in chronic disease management (2014), and 
usage assessments of “well-treatment” tools developed by the HAS- 
FORAP group (2015–2018).

Moreover, CAPPS Bretagne, in affiliation with CISS Bretagne, offers 
support to professionals in health and medico-social organizations across 
the region to encourage the involvement of users and their representatives 
in various initiatives related to the promotion of care safety and quality 
(beyond patient rights). Operationally speaking, this means setting up 
and coordinating a regional working group comprising users and profes-
sionals from CAPPS Bretagne and CISS Bretagne; making an inventory of 
existing procedures in the region’s health organizations; promoting the 
pooling of existing tools and approaches for the involvement of users and 
their representatives in quality and safety approaches (such as identifica-
tion of positive experiences); continuing existing measures (“well- 
treatment”, participation in the HAS-FORAP national working group, 
etc.); offering training for professionals, users and their representatives; 
organizing a user-themed annual science day showcasing users as actors 
of their own safety; creating a directory of user representatives and com-
munity organizations.

Last but not least, the operating principle remains identical to the one 
which guided all of regional efforts over the past ten years, namely, the 
co-construction of objectives and interventions by users and profession-
als, including implementation and assessment phases. To achieve this, 

8 The Engagement Conundrum of French Users 



220

CAPPS Bretagne added to its team a part-time project manager hired 
from a community organization. The objective was to integrate a “user” 
dimension to all projects (changing attitudes) and promote partnerships 
with all actors of the health system.

 Beyond Links with User Representatives: User 
Partnerships Built Closer to Care

Patient involvement can include various elements. For instance, support-
ing other patients through care such as in therapeutic education or psy-
chological support; improving care quality and safety, training or 
participating in research activities. Driven by actors in the field (i.e. users 
and health professionals within their respective organizations such as 
community groups, learned societies, institutes, committees), patient 
involvement often takes shape through various local interventions often 
undertaken by professionals from within a service or even in the context 
of singular physician–patient relationships. Mostly informal, these new 
forms of collaboration are rarely known to the rest of the organization, 
which raises the question of their visibility. Collaborations can be born 
either from healthcare professional initiatives or from patient group ini-
tiatives as evidenced by the two following examples.

 Emerging Practices Coupled with Expectations 
from Professionals

Based on an assumption that many patient engagement experiences are 
little-known, a study was conducted in two university hospital centres in 
western France. The main objective was to take stock of initiatives that 
involved patients and their representatives to promote them and stimu-
late new projects.

The first learning from this study was the strong participation of pro-
fessionals (over 550 respondents) and their relative enthusiasm towards 
the topic (more than 1000 patient partnership initiatives were reported). 
Nearly three out of four initiatives focused on care provision or support, 
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mainly participation in therapeutic education programmes or care, qual-
ity and safety improvement activities (mostly the assessments of practices 
and organizational arrangements). One-third of these initiatives was 
framed by a charter or a mission statement. In almost half of the cases, 
participating patients came from patient groups and they underwent 
training in 10 per cent of cases.

Furthermore, the study highlighted a number of enabling factors that 
explained such levels of participation: health organizations which had a 
dedicated transversal unit for more than ten years showed more involved 
patients in therapeutic education programmes; health organizations with 
a joint user–professional committee reported more care, quality and 
safety initiatives; the perception of professionals towards the relevance of 
this partnership; community group engagement and the recognition of 
“patient representative” status; time allotted for proceedings; health pro-
fessionals’ knowledge and training on patient expectations. In sum, this 
study not only revealed true willingness from professionals but also a 
need to properly equip them to facilitate the development of these inno-
vative approaches.

 More Peer Helpers

In the field of peer education for people living with chronic diseases, the 
example of the French Association of Diabetics (Association Française des 
diabétiques [AFD]) is significant both in terms of measures taken and its 
lack of recognition from other actors of the French health system. In 
2005, the association, which has a solid knowledge base stemming from 
its helpline for people living with diabetes, decided through its board of 
directors to launch a training programme given by expert patients. Their 
goal was to act within the community, closer to the living environments 
of people living with the disease.

To design the training programme, the AFD turned to an association 
specialized in TEP, the French Association for Therapeutic Education and 
Development (AFDET), and to the first research laboratory specialized 
in therapeutic education and medical pedagogy at the University of 
Bobigny-Paris XIII directed by Rémy Gagnayre and Jean-François 
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D’Ivernois, opened in 1978 to promote patient education and therapeu-
tic education for patients (TEP). This first attempt at scientific 
 collaboration failed on the grounds that, in patient education, medical 
knowledge must prevail and training must be delivered by physicians. 
Therefore, as decided by its board, the AFD sought help from a specialist 
in popular education, which led to the creation of training modules.

It was not until 2010, once professor Brigitte Sandrin-Berthon (2008) 
took charge of the French Association for Therapeutic Education and 
Development (Association Française pour le Développement de 
l’Enseignement Technique [AFDET]), that true scientific collaboration 
occurred. Hence, the training programme’s contents were assessed by 
peers (people living with diabetes) and built upon knowledge from both 
patients and physicians through shared learning. Also, it was based on 
years of work performed by the AFD, namely, keywords drawn from 
most frequently asked questions on the AFD helpline. Since 2015, there 
are ten modules on pathology and the environment, supplemented by a 
day of extended active volunteering and a five-day TEP training in a 
classroom, under the co-responsibility of AFD and AFDET. This original 
programme helped train thousands of expert patients.

Remarkably, this programme leverages a wealth of community organi-
zations and is significant considering what is being organized in terms of 
peer education in France. Currently, due to internet-enabled access to 
information, many patients socialize their experiences and knowledge 
beyond collective movements, particularly institutionalized health 
agency-approved community organizations. For instance, since the 1990s 
(1994), there are Addiction Counsellors who welcome and supervise 
rehabilitation patients and draw their expertise from their own experi-
ence with addition (Flora 2015a, pp.  347–356). Also, since 2012, 
university- trained Peer Mediators in mental health (Flora 2013b) evolve 
within mobile teams to tend to peers or within Mutual Help Groups 
(Groupes d’entraide mutuelle [GEM]) in accordance with the WHO 
Regional Office for Europe (WHO/Europe) mental health collaboration 
centre framework.

In short, the peer support movement has developed through soli-
dary—even commercial—endeavours to coach other patients using uni-
versity training for TEP or coaching. The creators of Hospitalidée are a 

 V. Ghadi et al.



223

telling example. Based on their hospitalization experience, they propose a 
peer evaluation of the hospitality capabilities of health organizations. 
Although some new forms of intervention may liken to businesses rather 
than community groups, they still offer solutions to patients or propose 
new organizational methods that may impact the health system 
(Flora 2013b).

 The Rise of User Teachers: New Forms of User 
Involvement for Training and Research Purposes

 User Involvement for Training Purposes

For several years now, users have been sporadically involved in sessions 
dealing with patient rights or health democracy issues, mainly for nursing 
or managerial training. During those sessions, user representatives are 
invited to present and explain the ins and outs of the laws for which they 
fought. More recently, users have been included in physician and para-
medic training programmes centring on the care giver–receiver relation-
ship. They intervene frequently by way of testimonials to emphasize 
relationship issues and share their disease experience with professionals.

As a result of individual initiatives, patient interventions exist in nurs-
ing schools since 1992, in the faculty of medicine at Diderot University 
since 1995 and that of University of Paris-Sud (Paris XI) since 1997 
(Jouet et al. 2010; Flora, 2012, pp. 43–47 et 76–103).

As of the second decade of the twenty-first century, thanks to work 
completed by researchers (Jouet and Flora 2010), these interventions 
have been a subject of reflection for several academic pedagogy teams:

• Programme for 4th year medical students from the Pierre and Marie 
Curie Faculty of Medicine initiated and renewed every year by the 
deans and vice deans (Flora 2012, pp. 216–219).

• Programme for all 3rd year students of the Faculty of Medicine Claude 
Bernard Lyon-Est at the initiative of a philosopher faculty researcher; 
renewed every year since 2012; developed within the framework of 
Patient ACTors in Medicine Education (Patients ACTeurs de 
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l’Enseignement en Médecine [PACTEM]) combining an initiative in 
two faculties of medicine—one in Lyon and the other in Saint-Etienne 
(Lechopier and Granier 2017).

• Graduate courses on the care relationship at Paris-Est Créteil Val-de- 
Marne University (Paris XII) conducted by a user–professional duo.

• Coursework for General Medicine Interns at Paris XIII University 
(University of Paris North), systematically conducted by a physician–
patient duo (Gross et  al. 2017a, b); based on a reflexive approach 
inspired by a similar initiative in Montreal (Flora 2012, 2015b; 
Compagnon and Ghadi 2014; Flora et  al. 2016). The model was a 
remarkable success with medical teachers and gradually convinced the 
students as well. These initiatives piqued the interest of other universi-
ties as a network is currently under construction. With the goal of 
integrating patient trainers earlier into medical education, a medical 
thesis recently investigated the feasibility of implementing the 
Montreal model throughout the medical curriculum of a French med-
ical school (Charoy-Brejon 2016).

Along those lines, in 2016, a report published by a working group 
under the Institute for Health Democracy (Institut Pour la Démocratie en 
Santé [IPDS]) referenced all initiatives in France (de Singly and 
Gaillaget 2017).

In December 2017, a seminar was organized following discussions 
between professionals and users involved in training programmes for the 
social, health and medico-social sectors. Entitled “Let’s combine our 
knowledge” (Associons nos savoirs), this seminar demonstrated the extent 
of existing initiatives. As part of ongoing efforts, a participatory initiative 
is underway with the aim of producing a text to which all organizations 
involved in initial and continuing education within those three sectors, 
including the National Agency for Continuing Professional Development, 
are invited to subscribe. The goal is to make user engagement an essential 
part of healthcare professional training and a crucial criterion for training 
quality and funding.

Clearly, the issue is to make interventions evolve from users merely 
expressing their individual experiences to users positioned as full-fledged 
trainers, defining educational objectives and contributing knowledge 
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that differs from that of professionals. Reported experiences showcased 
alternative pedagogical modalities which support user participation. This 
new way of intervening bolsters action from users on issues of care and 
patient support that extend far beyond the defence of rights.

Within the broader scope of health sciences and social work, continu-
ing education currently benefits the most from patient involvement. As 
of 2018, initiatives have multiplied with three patient universities opened 
in recent years (Paris, Aix, Marseille and Grenoble) and two more about 
to be launched (Lyon, Toulouse). Among more heterogeneous practices, 
some TEP training programmes train professionals (health, psychoso-
cial), patients and relatives (as caregivers) together. In addition to patient 
universities, academic courses have also been created, which are open to 
patients, relatives and user association members, similar to training 
courses in the field of addictions where users are trained alongside health 
and psychosocial professionals (Paris XI).

Another initiative, created and launched a few years ago by a citizens 
group, pushes the concept even further. It organizes civic education 
events in the form of ethical debates combining art (cinema at first) and 
current major health issues, which resulted in ethical questioning beyond 
closed circles of medical students. The Faculty of Medicine of Nice Sophia 
Antipolis currently grants “credits” when students participate in public 
debates. In 2018, a university degree (UD) on the Art of Care, which 
comprises seminars on Narrative Medicine, was offered to medical stu-
dents, practicing health science professionals, patients and relatives. 
Different modules are grouped under the same concept of “Care 
UniverCity” (UniverCité du Soin) (Benattar and Flora 2018).

 User Involvement for Research Purposes

Regarding research, several examples illustrate the essential role of users 
as key interlocutors with researchers. For example, since the end of the 
twentieth century, members of a group originally composed of five HIV/
AIDS community organizations—referred to as TRT-5 (Therapeutic 
Research and Treatment 5 [Traitement Recherche Thérapeutique 5])—have 
been involved in all research commissions, in addition to being featured 
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in the organizational chart of the National Research Agency on AIDS 
and Hepatitis. This agency is the world’s third largest producer of HIV 
research publications.

Another example comes from the telethon of the French Association of 
Myopathy (Association française de Myopathie [AFM]) whose donations 
allowed the creation of the association’s own pharmaceutical laboratory 
to supplement drug offerings against rare diseases. Moreover, the AFM is 
the initiator of a European community group network, Eurordis, and the 
Orphanet Internet platform, integrated into the National Institute of 
Health and Medical Research (Institut National de la Santé et de la 
Recherche Médicale [INSERM]).

Based on these examples, in early 2003, INSERM set up the Patient 
Group Think Tank (Groupe de Réflexion Avec les Associations de Malades 
[GRAM]), a name chosen with patient groups. The idea was to create 
collaborations between patient groups and researchers and to be cogni-
zant of each party’s expectations while trying to identify common expec-
tations. As a reflection of that, the GRAM is currently managed by a 
collective of ten user representatives from approved community organiza-
tions, five researchers and five administrators. However, a recent study 
indicated that researchers still show reluctance towards this type of col-
laboration, highlighting antagonism between patient groups, their sub-
jectivity and the expected objectivity of science. Although researchers 
with actual collaboration experience generally tend to be supportive of 
the think tank …

 Conclusion

While the experiential knowledge of patients and users has become a 
social fact (Durkheim 1894) internationally (Flora 2012; Jouet 2013, 
2014; Flora et al. 2014), their recognition in France still remains a work 
in progress. As presented through this chapter, the voice of users was 
brought to the fore at a regulatory level via a 2002 framework law and 
then a general law on TEP in 2009. Additionally, this chapter described 
the process by which multiple experiences mobilized various forms of 
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experiential knowledge from users/patients. This mobilization led to 
forms of co-construction and even partnerships.

That said, the challenge now lies in the health system’s capacity to 
allow widespread use of such knowledge in partnership settings (Duflo 
2009, 2010; Suàrez-Herrera 2010) with stable elements which guarantee 
homogeneity and quality and flexibility which enables ownership. 
Drawing lessons from collective partnership experiences would help fed-
erate all the actors gradually (i.e. health professionals and users) and sup-
port progress for the benefit of all.

The process for mobilizing the voice and knowledge of patients–users 
would be a major contribution to the health system’s restructuring (or 
that of the French social model in general) especially to grasp its com-
plexity (Morin 1977; Mintzberg 1982). Indeed, our societies and health 
systems must face several deep transformations: epidemiologically, due to 
the explosion of patients living with at least one chronic disease (Borges 
Da Silva 2015; Grimaldi et al. 2017); generationally, with ageing popula-
tions; organizationally, with the redistribution of power relations (Ghadiri 
et al. 2017); and finally, the 4th industrial revolution driven by the world 
going digital (Schwab 2017). The mobilization of patient voices and 
knowledge and their translation into applicable knowledge for co- 
construction, collaboration and partnership will contribute to the man-
agement of these transformations. Also, their knowledge will enable us to 
break new grounds in the process of patient–user appreciation, consider-
ation and engagement.

However, the emergence of this new modality of collaboration between 
users and professionals should not rule out what was the strength of the 
French model, namely, the structured representation of user representa-
tives. The risk would be to substitute one by another while the challenge 
is to jointly strengthen the action of some by that of others.

If we look at the evolution of user representatives, we can be surprised 
at the shift in their position as bearers of a direct democracy towards rep-
resentative democracy. Their establishment in 1996, and their reinforce-
ment in 2002, was part of the process of challenging representative 
democracy and aimed at strengthening mechanisms of direct democracy. 
Twenty  years later, the action of user representatives is questioned, as 
embodying a form of representative democracy that is heavily questioned 
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today far beyond the health system. The inability of the directorates to 
have facilitated access to the users of the establishment, the necessary and 
often fecund alliance with the quality management led to situate them on 
the side of the technocratic and managerial logic, away from the nursing 
logic who touches the users much more directly.

The articulation with these new forms of participation is then an 
opportunity to achieve a mature system of user engagement in the health 
system: users with patient support functions, peer support, collaboration 
with health professionals as close as possible to the care that coordinates 
their actions with those of the users registered in the governance of the 
institutions and the health system. The latter will guarantee the exercise 
of the former, who in return will help legitimize the representatives of the 
users by providing them with the field material, namely, the daily experi-
ence of the patients. In addition, the gradual commitment of users in 
actions closer to the realization of care will lead some to engage in repre-
sentation actions, thus broadening the base of user representatives and 
renewing their action methods.

It is on this condition and because the users will then be located at all 
levels of the system that the expected cultural revolution can be made … 
it has besides begun.
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9
Expert by Experience: Valuing Patient 

Engagement in Healthcare

Yann Le Cam and Matthew Bolz-Johnson

 Introduction

The movement of people living with a rare disease in Europe is at the root 
of several innovative approaches to shaping health policies, participating 
in health organizations and transforming healthcare.

The involvement of rare disease patient representatives in policy, scien-
tific assessments, ethical reviews, management of healthcare provision 
services, and health agencies is growing at both the national and European 
level. The most unique feature of the rare disease movement (compared 
to the dynamic of patient involvement in HIV/AIDS or cancer, which 
involved patient representatives first at national level and then later at 
European level) is that it was initiated as a bottom-up approach by patient 
organizations to create a legitimate and credible umbrella movement at 
the European level. This helped them to grow their voice first at the EU 
level, where patients advocate created EU legislation and policies 
to address their needs. They are then involved in the implementation of 
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these policies through their engagement in EU agencies, scientific com-
mittees, EU joint actions with public agencies, or joint actions with 
Member States, thereafter trickling down to the national level. This dou-
ble constant flow is what enables the rare disease patient advocacy move-
ment to work at European level with a 360° approach to research, 
healthcare, treatments and social inclusion, while also integrating prog-
ress on the national level.

This chapter will focus on the European level, while still indicating 
implications of EU action at the national level.

 What Is a Rare Disease? How Many People Are 
Affected?

A rare disease, also referred to as an orphan disease, is any disease that 
affects a small percentage of the population. Eighty per cent of rare dis-
eases are of genetic origin. Rare diseases include rare cancers, and thus all 
paediatric cancers and most adult cancers, as well as rare infections. Rare 
diseases are often chronic, debilitating and life-threatening. They are 
characterized by a wide diversity of symptoms and signs that vary not 
only from disease to disease but even from patient to patient living with 
the same disease. Relatively common symptoms can hide underlying rare 
diseases, often resulting in misdiagnosis. When the rare disease is genetic, 
it is present throughout a person’s entire life, even if symptoms do not 
immediately appear. Rare diseases do not only affect the person diag-
nosed—they also impact families, friends, care takers and society 
as a whole.

A disease or disorder is defined as rare in Europe when it affects less 
than one in 2000 people. At the EU level this means a disease affecting 
less than 250,000 persons. One rare disease may affect only a handful of 
patients in the Europe or in the world, and another touch as many as 
250,000. The vast majority of rare diseases are far rarer, affecting less than 
1/10,000, and hundreds of rare diseases affect only a few thousand or 
hundred or only a few families. In total, about 6000 diseases are defined 
as rare. An individual rare disease may affect only one person in a million, 
but all together, rare disease patients comprise 6 to 8 per cent of the popula-
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tion, an estimated 30 million EU citizens overall. In the absence of suf-
ficient epidemiological knowledge, using the more conservative number 
of 4 per cent of the population, over 300 million people worldwide are 
affected (Council recommendation of 8 June 2009 on an action in the 
field of rare diseases, eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=O
J:C:2009:151:0007:0010:EN:PDF).

 How Do Rare Diseases Collectively Create 
Opportunities to Improve Care and Structure 
New Healthcare Offerings?

Each rare disease is highly heterogeneous, with a wide diversity of expres-
sion of the disease from one patient to another, according to subtype, age, 
advancement of the disease, co-morbidities and previous care. Rare dis-
eases are a wide range of metabolic, neurological, neuro-muscular, lung, 
kidney, eye, lung, skin and bone diseases, as well as the majority of other 
organs or systems,  affecting both children and adults, often multi- 
systemic syndrome, often generating a spectrum of impairments affecting 
the person’s functionalities. Still, and this is the whole concept of rare 
diseases, across these wide varieties, and when you take, at the right level, 
the critical mass of persons, we can identify the common issues faced by 
the people affected and their families: the lack of awareness, information, 
research and investment in R&D, as well as a lack of treatments approved 
for licensing in rare indications, specialized centres of care with a multi- 
disciplinary approach, holistic approaches to bridging medical and social 
care, and training of healthcare and social care professionals.

It is not possible to develop specific policies or to adapt healthcare 
organization to each rare disease, not even to a few hundred rare diseases. 
But it is possible to develop public policies addressing the identified com-
mon needs of people living with rare diseases: awareness campaigns, for 
example the annual Rare Diseases Day campaign that takes place the last 
day of February each year; information, for example the multi-lingual 
online portal of rare diseases, Orphanet, covering over 32 countries in the 
world, or the national rare diseases help lines; the education of profes-
sionals, for example medical university and continuing education, to 
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change the behaviour and method of diagnostics to better tackle rarity; 
research, for example research infrastructures, research calls based on 
excellence, or common strategies on bio banks and registries; investment, 
for example specific incentives through EU legislation or national tax 
advantages; and healthcare, for example national designated centres of 
expertise.

 Presentation of EURORDIS

 How Has EURORDIS-Rare Diseases Europe Enabled 
the Emergence of a Rare Disease Movement?

The backbone of this movement is EURORDIS-Rare Diseases Europe 
(www.eurordis.org). Before EURORDIS was created, every patient orga-
nization representing a disease such as cystic fibrosis, Duchenne muscular 
dystrophy, haemophilia, epidermolysis bullosa, X-Fragile, Prader Willi 
Syndrome, Gaucher, San Filippo, retinis pigmentosa, spina bifida, neuro- 
fibromatosis, or osteogenesis or osteosarcoma was isolated in their action, 
as support group or advocacy group as well as funders of research or cen-
tres of expertise. At best, a few had a European Federation for their dis-
ease. In fact, the vast majority of the 6000 rare diseases did not even have 
a patient group and therefore no collective voice.

The disruptive idea was to gather all rare diseases at the European level 
so as to gain visibility and create a new social space, going from dark to 
light, and emerge as a civil society community able to voice the needs and 
expectations of 30 million people living with a rare disease in Europe. 
This in turn would create a critical mass of patients and families that 
could no longer be ignored by society and decision makers. In the early 
1990s, the only exceptions were the UK (Contact a Family, Genetic 
Alliance UK) and Denmark (Organisation for Rare Disorders Denmark), 
where forms of collaborations across patient groups did already exist.

The vision behind this movement is that the construction of Europe, 
as a more unified political and economic space, particularly with the EU, 
offers new opportunities to address rarity at this continental scale; and 
that the emergence of this critical mass of people living with a rare disease 
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and their families enables collective common action, in turn catalysing a 
critical mass of doctors, experts, researchers, policy makers, knowledge 
and resources to address the needs shared across this multi-stakeholder 
cross-border community.

 How Has the Empowerment and Engagement 
of Experts Gone from Vision into Sustainable Action?

The European Organisation for Rare Diseases (EURORDIS) was estab-
lished in 1997. Twenty years later, it is now named EURORDIS-Rare 
Diseases Europe (EURORDIS Activity Report 2017, www.eurordis.org/
publication/eurordis-activity-report-2017).

The vision is to enable better lives and cures for people living with a 
rare disease. The mission is to work across borders and diseases to improve 
the lives of people living with a rare disease.

The common language is English but the organization uses seven lan-
guages in total (English, Spanish, French, German, Italian, Portuguese 
and Russian) for its communication (website, newsletter, Member News). 
The multi-cultural and multi-lingual nature of Europe is a constant chal-
lenge when trying to create a community of patient experts sharing the 
same vision, strategy and practices.

The strategy has evolved over time. Initially it was to create the rare 
disease community and speak with one voice. In time, it became to pro-
vide information to patients as well as networking capacity-building 
opportunities, and also to advocate on behalf of and with patients. Now 
the strategy is a triptych: (1) Patient Empowerment; (2) Patient 
Engagement and (3) Patient Advocacy (see Fig. 9.1). Patients come first; 
everything is done for, and with, the patients. Everything EURORDIS- 
Rare Diseases Europe do is in partnership with patients. It aims to create 
value first for the people living with a rare disease, and as much as possi-
ble for all stakeholders and society.

EURORDIS-Rare Diseases Europe gathers over 862 member patient 
organizations from all 48 countries in Europe and beyond (over 70 coun-
tries in total). It represents the voice of an estimated 30 million patients, 
including all rare diseases, with or without a patient group. Thirty-two 
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Fig. 9.1 EURORDIS’ strategy1

national alliances for rare diseases have progressively been established or 
repositioned in Europe in the dynamic of EURORDIS development, in 
all 28 EU countries and elsewhere in Europe such as Serbia, TFYR 
Macedonia, Georgia, Ukraine and Russia. The organization has helped 
establish most of the 67 disease-specific European Federations or Informal 
networks. Over the years, it has created a network which is open, inclu-
sive and structured with the European Network of National Alliances for 
Rare Diseases animated by a Council, a European Network of European 
Federations animated by a Council, and a European Patient Advocacy 
Committee which supports about 30 advocates having a permanent 
mandate of representation as authorized spokesperson empowered to act 
with autonomy on behalf of the organization.

 How to Link Patient Advocacy, Patient Empowerment 
and Patient Engagement?

The organization believes that democracy, good governance and strategies 
based on evidence provided by patients, and then developed with patients 
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and for patients, are essential to enable patients to justly speak on behalf 
of such a wide and diverse community. It therefore pays a lot of attention 
to clearly defining the three—patient advocacy, patient empowerment 
and patient engagement. Patient empowerment and engagement do not 
happen in a vacuum; they have to be encouraged, organized and 
supported.

EURORDIS, a unique, international non-governmental organization 
(INGO), is a not-for-profit alliance of rare disease patient organizations 
that work together to improve the lives of the 30 million people living 
with a rare disease in Europe. The organization is incorporated in France 
as an Association Loi 1901, with this status setting the legal elements and 
by-laws which shape the organization’s governance and functional rules.

Full members are all rare disease patient organizations that are based in 
one of the 48 European countries; incorporated with more than two years 
of existence; have a track record of advocacy and support activities; have 
a majority of constituencies and governing board composed of people 
affected by a rare disease as patient or parent or relative; and have funding 
that ensures their independence (pharma funding cannot represent more 
than 50 per cent and has to come from several sources). Associate mem-
bers are organizations not fulfilling one of these criteria but still dedicated 
to rare diseases, for example, recently created patient groups, groups from 
outside Europe (from 70 countries in total) or relevant research founda-
tions. Each full member carries one vote—at the Annual General 
Assembly, they vote on the activity report, financial report and auditor’s 
report of the previous year, and on the action plan, budget, governance 
organization and team chart of the next year. They also vote to elect the 
Board members. The Board is composed exclusively of patient advocates; 
their candidacy is presented by their affiliation member organization, but 
when elected they represent only themselves and act as a board of trust-
ees, not on behalf of specific disease or country interests. The Board meets 
four times a year over two days of intense meetings dedicated to review 
and evaluation of activities and strategic orientations. The governance 
structure includes a set of Councils, Committees for Advocacy, Editorial 
or Conference Programming, Task Forces for Access to Medicines or for 
health technology assessment (HTA), and Steering Groups for each proj-
ect or programme.
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The objectives of the organization are achieved by connecting patients, 
families and patient groups, as well as by bringing together all stakeholders 
and mobilizing the rare disease community. Partnership with stakeholders 
is one of the key ways that EURORDIS strengthens the patient voice and 
shapes research, policies and patient services; the expertise of experience, the 
patient knowledge and contribution to healthcare would not be recognized 
and accepted without this tight fabric of inter- relations. This translates into 
a large set of partnerships established through a variety of instruments:

• Memorandums of Understandings with major rare disease national orga-
nizations, for example, the USA, Canada, Japan, Russia, China and Iran, 
or with learned societies such as the European Society of Human Genetics, 
Health Technology Assessment International and The Professional 
Society for Health Economics and Outcomes Research (ISPOR);

• Partnering through Consortiums, for example, Accreditation Canada 
for Partnership for the Assessment of Clinical Excellence in European 
Reference Networks (PACE-ERN), DOLON Consulting  for Rare 
Impact on gene and cell therapy, university biomedical or social 
research academic teams for projects funded by Innovative Medicines 
Initiatives or EC Horizon 2020 Research programme;

• Partnering through projects with ministries, hospitals, university and 
research institutions, for example, Sick Kids Hospital Toronto, French 
National Institute for Health and Medical Research (INSERM), univer-
sities in Barcelona or Tubingen or Newcastle, Ministry of Social Affairs 
in Spain, ministries of health in 18 countries within Joint Actions;

• Partnering for conferences, for example, European Medicines Agency 
(EMA), FDA, National Institutes of Health (NIH), ministries and 
national institutions, and learned societies;

• Corporate partnership through membership of the EURORDIS 
Round Table of Companies for pharmaceutical companies, CRO 
(contract research organizations) and specialists in rare disease therapy 
development.

Each partnership is formalized through a letter of agreement, MoU, 
Consortium agreement or other form of contract. Each partnership is 
managed by a specific member of staff. This translates into a complex 
governance chart.
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EURORDIS human resources include staff and volunteers who func-
tion within a multi-cultural, multi-lingual, multi-skilled and decentral-
ized network.

The staff is composed of 45 full-time or part-time employees. They are 
all highly qualified, representing over 17 nationalities and speaking over 
ten languages. English is the common language. They operate from offices 
in Paris, Brussels and Barcelona. Part of the staff is working remotely 
from London, Geneva, Cologne and Belgrade. Professional nomadism, 
working on the road, is the work style for half of the team. EURORDIS 
value building capacities, autonomy, self-drive, team work, agility and 
learning from mistakes. Internal rules for staff set out the values and 
agreed common rules. These characteristics are influencing the culture of 
the patient advocates engaging in European research, treatments or 
healthcare activities.

• The main functions in the team are:
• Governance and strategic planning;
• Finance and support services;
• Relations with patient organizations and relations with volunteers;
• European advocacy (including the Rare Barometer survey programme) 

and international advocacy (including Rare Diseases International and 
the UN and NGO Committee for Rare Diseases);

• Communication and information (including Rare Disease Day), 
events (including the European Conference on Rare Diseases) and 
resource development and corporate relations (including the 
EURORDIS Round Table of Companies);

• Research and infrastructure;
• Therapeutic development (including regulatory work at the European 

Medicines Agency) and information and access to medicines 
(including HTA);

• Healthcare and European Reference Networks (ERNs) and social pol-
icy and services, including the RareConnect online patient 
communities.

EURORDIS had around 500 volunteers in 2018. The organization is 
unique in Europe in having such a strong volunteer community and this 
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is a strong unique asset. They have been able to progressively grow the 
engagement of volunteers over the last ten years.

All volunteers are patient advocates—patients themselves or parents, 
relatives or staff from a patient group—who keep a link with their patient 
group of origin but who decide to give from 5 or 10 days per year to 
100 days or more per year. The base of engagement is the Charter of 
Volunteers (EURORDIS Volunteer Charter, www.eurordis.org/
volunteering#tabs-2). Each volunteer has a clear written description of 
their mission and role and a clear duration of the mission or mandate. 
Each volunteer is referred to and supported by a specific member of the 
staff. The vast majority of volunteers are selected based on a call for 
expression of interest customized to the activity planned. The time spent 
on activities by a volunteer throughout the year is recorded and valued 
for its economic worth. This assessment is validated by external auditors 
Deloitte as part of their annual financial review.

The main functions of volunteers are to be patient representatives in 
EU institutional committees or expert groups, patient representatives in 
the ERNs, and active participants in internal task forces or committees, 
and to take on an advisory capacity in projects, and as online commu-
nity managers.

Volunteers create a huge additional value as they are themselves patients 
and family members—they constitute the real life shape of the European 
rare disease patient voice, bringing a broad diversity of personal and group 
experiences, as well as expertise in different domains. These  volunteers also 
represent the diversity of rare diseases, countries and cultures, as well as 
beliefs or values and professional backgrounds. The critical mass of over 
500 volunteers has helped to increase individual empowerment and the 
capacity to engage as experts based on their experience.

 What Is the EURORDIS Advocacy Strategy 
and What Has It Helped to Achieve So Far?

The advocacy strategy focused first on EU pharmaceutical legislation, 
and thereafter on health and research policy. Over the last 15 years, the 
rare disease community has shaped and advocated for a total of seven 
pieces of European legislation.
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The main construct of the EU is the unique market; legislation on 
pharmaceuticals result in ‘hard’ laws (otherwise known as EU Regulations), 
which when adopted immediately become laws in all EU Member States. 
EURORDIS saw the success of the US Orphan Drug Act and wanted to 
bring this to Europe. It has been the patient advocates on the frontline 
pushing for three pieces of EU legislation that have had a major impact 
on the lives of people living with a rare disease in Europe:

 1. The EU Regulation on Orphan Medicinal Products in 1999;
 2. The EU Regulation on Paediatric Use of Medicines in 2006 and
 3. The EU Regulation on Advanced Therapies in 2007 (gene and cell 

therapies, tissue engineering).

Each of these pieces of legislation resulted in the creation of new scien-
tific committees at the EMA. Two or three patient representative posi-
tions were created in each of these Committees, holding the same powers 
as the representatives of regulatory agencies of the EU Member States. 
This innovative step to involve patients in this way was a world first, 
opening the door to patients’ participation in national regulatory agen-
cies. EURORDIS also introduced special provisions in the EU pharma-
ceutical legislation during the review of 2003, including the EU 
centralized procedure for the marketing approval of orphan medicines 
and the participation of patients in the Management Board of the EMA, 
as well as the establishment of a structured dialogue with all stakeholders.

Building on the milestones of these three pieces of EU pharma legisla-
tion, EURORDIS was able to gain credibility while building up the legit-
imacy of their membership and the competences of patient representatives 
to become patient advocates. Based on this progress, EURORDIS also 
advocated for two soft laws:

 1. A European Commission Communication on Rare Diseases in 2008, 
which crucially established rare diseases as a health and research prior-
ity within the European Commission’s policy and programmes; and

 2. The European Recommendation on an Action in the field of Rare 
Diseases in 2009, based on which all EU Member States committed 
to establishing a national plan for rare diseases by the end of 2013.
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The Council Recommendation also led to the creation of a European 
Commission Expert Group on Rare Diseases (EUCERD) composed of 
all 28 EU Member States, including four patient representatives, four 
industry and insurance representatives, and several academic representa-
tives from leading EU-wide infrastructure projects in rare diseases. This 
multi-stakeholder approach and the recognition of the crucial role of 
patient representatives have opened the door to the engagement of patient 
representatives in policies and projects in most EU Member States. 
However, that is not to say that the seat at the table is ever guaranteed, 
and the organization continues to have to justify their role.

It was only in 2010 that the EU Directive on Patients’ Rights to Cross- 
Border Healthcare was adopted. In the European legislative system an 
EU Directive is a hard law, that is, stronger than a Recommendation or 
Communication but weaker than a Regulation. An EU Regulation 
immediately becomes law in each EU Member State and needs to be 
transposed in each EU Member State, leaving room for a significant mar-
gin of interpretation and customization.

The EU Directive on Patients’ Rights to Cross-Border Healthcare pro-
vides the legal basis for the EU to establish ERNs for low-prevalence and 
complex diseases. This is the first time ever that healthcare provision has 
been organized at an EU level, and this is extremely meaningful politi-
cally. The Directive also opens the door to stronger EU collaboration on 
HTA, setting the foundations to move towards EU legislation on HTA, 
which will enable the integration of some HTA activities at the European 
level. In addition, the Directive sets out in stone that rare diseases are a 
top priority in European cross-border healthcare. However, this Directive 
does not specifically set out the need for participation of patients, neither 
in the ERNs nor in the EU-level HTA cooperation.

Indeed, the role of patient representatives in institutional scientific 
committees was not gained because policy makers were convinced of the 
credibility of the expertise brought by patients, but rather was accepted 
by policy makers as a political added value to showcase active citizen par-
ticipation and social democracy. EURORDIS only managed to achieve 
progress at the EMA as patients’ participation was seen as a way to con-
solidate the perception of transparency and public trust in this new pow-
erful European institution. However, over time, the participation of 
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patients at the EMA, in HTA processes, at payer bodies, at the European 
Commission, within ERNs, and also within research projects has now 
come to be properly recognized for its intrinsic value, even if it is still 
always organized in an ad hoc fashion.

Since the beginning, the strategy to advocate for legislation and poli-
cies AND to take an active part in their implementation has been embed-
ded at the core of the organization’s ethos, to ensure that the experience 
of patients and families is taken into account as much as the experience 
of institutions, researchers and clinicians. This creates a two-way flow of 
knowledge and exchange of experience that goes towards co-building 
policies, best practices and common cultures. EURORDIS often ends up 
playing the role of mediator, while always putting patients at the centre.

EURORDIS’ current advocacy focus is on the future EU Regulation 
on HTA, the legislative proposal for which is in process in 2018 and 
2019. In parallel, the organization is preparing for a potential in-depth 
review of the EU Pharmaceutical legislation as well as of the EU 
Regulations on Orphan Products, Paediatric Regulations and Advanced 
Therapies.

Advocacy priorities for international legislation or policies focus on 
ensuring the inclusion of rare diseases in the UN’s Sustainable 
Development Goals, the ongoing preparation of a Collaborative 
Framework with the WHO, and the inclusion of rare diseases in the UN 
Declaration on Universal Health Coverage, and working towards a future 
UN Resolution on Rare Diseases for the world.

Over the years, the acceptance that patients are stronger together has 
grown. There is increasing confidence that common action is really shap-
ing policy, which in turn results in action to address patients’ needs. The 
authenticity, the boldness and the co-constructive approach with all 
stakeholders that EURORDIS and its community take enables the voice 
of people living with rare diseases to be heard. They do not wait to be 
asked; they ask. The 360° view, the knowledge they have at the local, 
national, European and international levels, the continuity of their pro-
gressive action over time—these aspects are all characteristics of the 
movement of expert patients, one which is authentic and acts as an 
authoritative reference for all stakeholders and policy makers.
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 Patient Involvement in Europe for Rare 
Diseases

 What Is the Actual Experience of Engaging Patients 
as Experts in the Activities of the European Medicines 
Agency, Health Technology Assessment Bodies 
and Payers?

The European AIDS Treatment Group (EATG) and EURORDIS pio-
neered active patient representative participation at the EMA. The first 
patient representative, who was invited by the EMA to participate in a 
discussion of the Committee for Human Medicinal Products (CHMP) 
on assessing risk benefit for licensing, was an EATG representative. In 
2000, the first three patient representatives appointed by the European 
Commission to the scientific committee, the Committee of Orphan 
Medicinal Products, were all members of EURORDIS. One of them was 
elected vice president of the committee by the Member State 
representatives.

In 2018, EURORDIS had patient representatives on the EMA 
Management Board, the Committee for Orphan Medicinal Products, the 
Paediatric Committee, the Committee on Advanced Therapies, and the 
Patients’ and Consumers’ Working Party. In these committees, the patient 
representatives participate fully in the development of internal rules of 
procedures, work programmes, guidelines for assessors or applicants, 
design of clinical development, regulatory discussions and their impact 
for patients. Sometimes they also chair working groups or meetings 
between some of the drafters. For these Committees, EURORDIS sup-
ports the patients appointed by the Commission, whatever their affilia-
tion group; the priority is to ensure that patients are involved and are 
supported so they can contribute in a meaningful way. All these patient 
advocates form the EURORDIS Therapeutic Action Group, which also 
gathers EURORDIS members of staff supporting the patients.

In addition, EURORDIS also brings patients as experts for scientific 
discussions on specific products in each of the EMA’s relevant procedures 
(advice, risk benefit, pharmacovigilance). Every month, the organization 
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supports the participation of patient representatives as experts in scien-
tific advice and protocol assistance procedures. A study performed by the 
EMA shows that the scientific opinions are modified or significantly 
impacted by this participation of patients in over 50 per cent of the cases 
(https://www.ema.europa.eu/documents/report/stakeholder-engage-
ment-report-2017_en.pdf ). EURORDIS also support patient represen-
tative participation in innovative procedures such as Adaptive Pathways 
for Medicines and PRIME  (priority medicines). In the last two years, 
they have begun to facilitate patients’ participation in discussions on ben-
efit risk, during which patient advocates can express their preferred treat-
ment options, therefore providing an additional perspective and expertise 
to the one provided by the clinical and regulatory community.

In parallel, EURORDIS has supported all pilots for the participation 
of patients in the HTA European Early Dialogue, 24 pilots for rare and 
non-rare diseases, necessary for the patients as much as for HTA manag-
ers and assessors or industry. The organization has now developed the 
function of patient engagement in HTA, ready for when these activities 
will be scaled up in the context of the new EU HTA legislation.

Since 2013, EURORDIS has initiated the first platform in Europe 
enabling a dialogue between national public payers and companies (drug 
developers or marketing holders), called the Mechanism of Coordination 
on Orphan Medicinal Products (www.eurordis.org/en/content/moca). 
This group of 14 payers involves a patient representative in the steering 
group and associates one or more patient experts for each discussion on a 
product. This dialogue can take place at any time in the life cycle of the 
product and is usually an early dialogue during phase 1 or 2.

Creating opportunities for patient engagement through EU legislation 
and EMA policies is not sufficient. The organization then needs the right 
people who are able to engage in a meaningful way, and needs them in 
growing numbers. It has been a priority to invest in capacity building to 
raise the competences and skills of the patient community.

In 2006, the organization started the EURORDIS Summer School on 
Medicines Research & Development (https://openacademy.eurordis.org/
summerschool/), which focuses on training on drug development, clini-
cal trials, and EU regulatory and HTA affairs. All participants are selected 
based on an expression of interest, come from all over Europe, and are 
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supported with fellowships. Summer School participants include young 
PhDs in biomedical or social research and patient advocates from Europe 
and beyond. Today, the Summer School has become a blend of online 
modules with concepts, terminology, reference articles, case studies and 
tutorials; a six-month pre-training with monthly webinars; and one week 
of face-to-face Master Classes and case studies. Over 12 years, over 400 
alumni from 40 countries representing 75 diseases have been trained 
through the Summer School. The Summer School is in fact now part of 
a larger training programme, the EURORDIS Open Academy, which 
includes similar capacity building on translational research, bio bank and 
registries, exome and genome sequencing, gene editing, and the 
EURORDIS Winter School, which is also made up of a blend of online 
and in-person learning. After completing one of these trainings, the 
alumni continue their education with a mix of information provided by 
email, such as the monthly Therapeutic Report on activities of patient 
advocates at the EMA, through new tutorials and information resources 
online, and through regular webinars on specific topics open to all 
alumni. The alumni are empowered to act by themselves in their  respective 
groups of affiliation at the national or European level. They are also a pool 
of experts who can be put forward to participate in protocol assistance at 
the EMA, in scientific advice on HTA, or on a disease-specific commu-
nity advisory board. The major challenge for the coming years is to 
encourage and support learning from the experience of each other, work-
ing collaboratively across the alumni in topic groups to share good prac-
tices and useful tips, moving towards a structured knowledge management 
approach. Another challenge will be to maintain the commitment of the 
high-level and pro-bono faculty experts who provide the trainings.

The goal of these capacity-building programmes is to promote a gen-
eration of patient advocates who dare to take action and feel equipped to 
do so, to create a common culture across rare diseases and countries, and 
to develop a structure for how patients are involved in treatment develop-
ment with academia, industry, regulators, HTA bodies and payers. 
Beyond the acquisition of knowledge and concrete practices, through 
these programmes EURORDIS aims to change behaviour, to empower 
patient representatives to take action and to feel legitimate and credible 
in doing so.
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 How Have Patient Advocates Shaped Policy 
on Healthcare in Europe for Rare Diseases? How Have 
Patient Advocates Established a Basis for Their Future 
Engagement in Care and Healthcare Organization?

Steps to launch the ERN in 2017 started in 2006. EURORDIS had been 
invited as observers to the EU High Level Group on Healthcare; this 
status was sufficient to enable them to play an active role. The organiza-
tion also co-initiated a Task Force on Rare Diseases with Orphanet and 
the European Commission to start discussing national and European 
strategies on healthcare.

From 2003 to 2006, EURORDIS carried out two major quantitative 
surveys (https://www.eurordis.org/IMG/pdf/voice_12000_patients/
EURORDISCARE_FULLBOOKr.pdf ), each with 6000 patients and 
families across Europe for around 15 rare diseases. The first survey was on 
experiences of access to diagnosis and the second on experiences and 
expectations in accessing healthcare services for rare diseases. The results 
were published in the EURORDIS book The Voice of 12,000 Patients, 
bringing to light a huge mass of new knowledge showing and illustrating 
the reality for patients and what is expected.

From these data and from a series of workshops at the national and 
European level (www.eurordis.org/IMG/pdf/AMM-2008-Copenhagen-
programme_old.pdf ), EURORDIS was able to develop and adapt posi-
tion papers on centres of expertise, European networking, registries and 
data collection.

In parallel and as early as the end of the 1990s, some countries were 
gaining experience in establishing and supporting centres of expertise for 
rare diseases, including the UK, Denmark and France, in the context of 
its national plan adopted in 2003.

These progressions by the patient movement and national policy expe-
riences were brought to the Task Force on Rare Diseases and the High 
Level Group on Healthcare to shape the discussions and their outcomes. 
These two expert groups shaped what became part of the EU Directive 
on Patients’ Rights to Cross-Border Healthcare regarding ERNs and 
rare diseases.
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After the adoption of the Council Recommendation on an Action in 
the field of Rare Diseases in 2009, and the establishment of European 
Union Committee of Experts on Rare Diseases (EUCERD) 2010–2013, 
EURORDIS was also able to bring the patient experience and proposals 
to discussions. This Committee produced policy recommendations to be 
implemented by Member States, such as quality criteria for centres of 
expertise, quality criteria for the networking of these centres of expertise, 
data collection and registries, and social policy. This work was continued 
through the Commission Expert Group on Rare Diseases 2013–2016, 
and the Commission Expert Group on Cancer Control 2014–2017.

To support these policy activities and embed them at the national and 
European levels, the European Commission has supported four 
major projects:

 1. EuroPlan 2007–2010 (led by ISS—Istituto Superiore di Sanità, Italy)
 2. The Joint Action on Rare Diseases (JARD) 2010–2013 (led by 

Newcastle University, UK)
 3. The Joint Action RD-Action 2014–2017 (led by INSERM, 

France), and
 4. The Joint Action Rare Cancers (JARC) 2015–2018 (led by 

ESMO, Italy)

These Joint Actions brought together most EU Member States, some 
academic partners and EURORDIS—it was the first time an NGO was 
involved in Joint Actions with EU Member States (https://www.eurordis.
org/content/joint-action-rd). These committees and joint community 
projects shaped the implementation of the Directive on Cross-Border 
Healthcare and provided the financial resources and framework for pol-
icy shaping and adoption.

Under the Joint Action RD-Action, the partners (EURORDIS, 
Newcastle University and Orphanet) were able to use the available col-
laborative resources to structure the approach, not only to create EU rec-
ommendations and guidelines under the Commission Expert Group for 
Rare Diseases, but also to support their implementation. For example, 
the development of the thematic grouping structure for the future rare 
disease ERNs specifically: engaging with the clinical community to form 
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the networks according to these thematic groupings; building interoper-
ability between the 24 ERNs; and leading on the organization of the 
patient community, led by EURORDIS, to structure patient involve-
ment in all ERNs.

 With the Evolution of Healthcare in Europe Came 
the Evolution of Patient Involvement

Knowledge is finite, but the thirst for knowledge is not. The rare disease 
community lives with the realities of the limitations of current clinical 
knowledge, and many within this community spend significant time 
searching for an expert who has appropriate knowledge and who can 
help. Rare diseases are rare, but experts are even rarer. Many members of 
the community spend a lifetime searching for an accurate diagnosis and 
enduring a never-ending cycle of ineffective, and often expensive, tests 
and treatments. Studies have shown that an accurate diagnosis for a rare 
condition is the direct result of a doctor considering the possibility of a 
rare disease or that the condition is as yet an undiagnosed disease, trig-
ging an onward referral to an Expert Centre (Bhattacharya et al. 2014; 
Blöß et al. 2017; Coren et al. 2002; Hallal et al. 2012).

For patients and doctors alike, many do not know who the experts are, 
as this information sits outside their knowledge and that of their health-
care system. Fewer than 10 of the 28 EU Member States have a national 
accreditation system in place to identify and recognize their own experts. 
Through living every day with a rare disease, patients acquire a lifetime of 
knowledge and become ‘experts by experience’. They hold valuable 
insights into disease burden, natural history, symptomology and what is 
effective to improve their quality of life. The opportunity to harness 
together the collective knowledge of the clinical community and the 
insights of 30 million experts by experience patients is here now and pos-
sible on a scale never before undertaken. EURORDIS has created a plat-
form for these ‘experts by experience’ to come together and build their 
competencies in medicine, research and healthcare. All that was needed 
was the formal networking structures that connect experts, hospitals and 
countries, to be developed under European networks of experts who can 

9 Expert by Experience: Valuing Patient Engagement… 



252

share their knowledge, giving expert advice, collaborating together to 
acquire new knowledge and push the pace of research. And so the idea of 
the European Reference Networks (ERN) was born.

The public health needs of rare diseases are well documented, and it is 
recognized that no single country can meet the needs of all rare diseases 
alone (Hanna et al. 2017; Rath et al. 2017). Healthcare is best managed 
and coordinated locally, to best meet the needs of the local population. A 
minimum population size is needed to effectively organize services that 
are able to adequately address their population needs. The low incidence 
rates of many rare diseases mean healthcare services need to be organized 
on the basis of national populations. But still, for some rarer diseases this 
is not enough and they require cross-border collaboration, which tradi-
tionally had been undertaken on an informal basis, relying on personal 
networks and relationships. Individually each of the clinicians is each 
brilliant in their field of expertise, but together they know even more. The 
bold vision and far-reaching ambition of ERNs was to create a central 
platform for knowledge sharing, for expertise to travel and not the patient, 
formalizing these once informal exchanges of personal relationships. 
ERNs have the potential to revolutionize how healthcare is delivered and 
offer hope to improve the lives of 30 million people living with a rare 
disease in Europe, to have improved access to high-quality diagnosis, care 
and treatment, to share, care and one day even find the possibility of cures.

 What Are the European Reference Networks 
in Reality?

ERNs are first and foremost healthcare networks. ERNs are inclusive, not 
exclusive; multi-disciplinary, not single professional ‘members clubs’, 
currently connecting 900 experts and 300 hospitals across the 26 Member 
States in the EU with the aim that all EU Member States are represented 
in all 24 ERNs. These networks span Europe, complementing national 
health systems, to create a new healthcare ecosystem, that extends the 
care chain from multi-disciplinary care in individual clinics to networked 
care (Rath et al. 2017) that reaches beyond traditional hospitals and their 
geographical catchment areas, across Europe and beyond, connecting 
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Europe’s brightest and best experts. ERNs are harnessing the collective 
intellectual acumen and experiences of our leading lights, to guide care 
delivery locally to the patient.

 Necessity Is the Mother of Innovation

ERNs were born out of the necessity to address the unmet needs of rare and 
complex diseases and highly specialized healthcare, where the patient pop-
ulation and experts are scattered. The needs of each rare disease patient are 
unique and push how care is delivered beyond the clinic and into the realm 
of extended healthcare networks. As this new model for healthcare takes 
root in national healthcare systems, extending the care chain from multi-
disciplinary team (MDT) to networked care, so too does the role and con-
tribution of patients need to evolve. In MDT care, patients are a partner in 
their own care and invest their experiences, as experts by experience and 
their needs and experiences are the foundations on which a national health 
system should be built. Now with care extended above and beyond any 
single population or country, networked care requires the evolution of 
patients as leaders, developing their authority to represent the wider patient 
community globally (Rath et al. 2017; Sharma et al. 2017). This evolution 
in patient involvement sees a shift from where patient representatives draw 
their legitimacy, from being ‘experts by experience’ to being confident and 
competent in their authority to act and represent wider populations and 
the needs of groups of rare diseases beyond their own.

 Is Patient Involvement Alive and Well 
in Healthcare?

Healthcare services are built from the grass roots of local populations, 
whether in big capitals—Berlin, Paris, Rome, Stockholm or Warsaw—or 
in rural communities or regional towns, from the north of Finland to the 
east of Romania and the south of Greece. Healthcare systems across this 
diverse EU landscape are all unique and each stands alone, with tailored 
legislation, structures and processes to meet the needs of their popula-
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tions. One common unifying aspect to all healthcare systems is a patient- 
centred approach to the delivery of multi-disciplinary care, but this is not 
the case for patients involved in healthcare design and development. The 
degree to which this central and unifying concept has been developed 
fluctuates between clinicians, hospitals, regions and countries. Whilst the 
political and policy climate for patient involvement in the EU Regulation 
on Orphan Medicinal Products had been primed over the past 20 years, 
this has not yet been translated into healthcare, where patient involve-
ment remains in its infancy. Experience and appreciation of patients as 
valued partners in a healthcare organization and their operational deliv-
ery varies from clinician to clinician, from hospital to hospital, from 
country to country. Patients in healthcare are the subject of discussion 
and treatment given, and not necessarily included in the design and 
delivery of healthcare services.

Patient involvement remains at best limited to the role as partners in 
their own care, and in many countries even being a partner in their own 
care has experienced an arrested development, with few countries system-
atically involving patients in healthcare design and delivery. However, 
there are some shining examples of best practice and innovative approaches 
reported of patients involved in service design and delivery. European 
Professional Societies have a long history of meaningful patient involve-
ment in the evaluation and development of clinical guidelines (e.g. the 
European Respiratory Society, European Association for Urologists). A 
European Commission study which mapped the landscape of accredita-
tion of highly specialized healthcare (PACE-ERN consortium’s European 
Union’s National designation and assessment practices in highly specialized 
healthcare: Written Consultation and Onsite visits 2015) reported that:

• in the U.K., patients are involved at all levels of policy, from needs 
identification, to specification of services, care pathway and treatment 
guidelines (cf. Chap. 8)

• in The Netherlands, patient representatives informing and endorsing 
national experts in a specific field of medicine

• in Sweden, hospitals had included the patient voice in service design as 
it was believed to result in greater clinical efficacy and service efficiency 
(cf. Chap. 6).
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The ‘seat’ for patients around the table, where discussions on the speci-
fication of healthcare services are held, may be silently there, but mean-
ingful patient involvement is never a given and is often forgotten. Having 
a patient representative ‘sat around the table’ fundamentally changes the 
dynamic of the dialogue and debate, and the basis and starting point for 
meaningful patient involvement. This enables greater public scrutiny and 
confidence, as it provides transparency to the discussions and decisions, 
but can be perceived as threatening for some.

ERNs are formed in a new space of healthcare at an EU level, where 
patients have been the consistent partner round the table in EU policy 
development, nurturing the birth of the ERN concept in the High-Level 
Group (2004) through to its germination into the Cross-Border 
Healthcare Directive. The small step from policy and legislative prepared-
ness to ERN implementation was an important point where the patient 
community could unknowingly be left behind and left out of discussions 
and decision making, whilst professionals and administrators honour 
their commitment and take charge. Patients have been valued in creating 
the political need for ERNs, but this value, as an integral partner in deliv-
ery, is not a given and the rationale and reasoning for being included 
remains a constant battle. Patient involvement in the delivery of health-
care at an EU level, inherited from EURORDIS’ legacy of patient 
involvement in EU medicine regulation, was always ensured. However, 
whilst the ‘gun’ of patient involvement in healthcare delivery was loaded, 
it had yet to be fired.

 Patients’ Added Value

 What Is the Added Value of Patient Involvement 
in Healthcare?

Patient experience has been demonstrated to be the single most impor-
tant element in assessing the quality of healthcare services, as it has been 
evidenced to be a predictor of survival rates in some cancers (Gupta et al. 
2013, 2014). Studies have also evidenced that patient involvement in 
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healthcare services and their evaluation and designation improves the rel-
evance and quality of the healthcare services and improves their ability to 
meet patient needs (Brett et al. 2014; Cornman and White 2017; Fønhus 
et al. 2018; Sharma et al. 2017; Tokhi et al. 2018). Patient representatives 
are the best people to say what outcomes are important to them, when 
making decisions about health and judgements about decisions that bal-
ance the different benefits and side effects from some treatments.

Patients can be included and provide input at each step in the commis-
sioning process. They are the consistent stakeholders in healthcare and 
research, from the identification of their needs, to the creating of new 
policy and legalization, through to receiving care after service change has 
been completed. Patients are the only stakeholders to hold a vested inter-
est in all parts of the health research and care continuum—from basic 
research, to clinical trials, through healthcare delivery, to the reporting of 
the outcome of care and living with the results of that care.

 What Is the Mandate for Patients to Be Involved 
in European Reference Networks?

ERNs are hailed as a new dawn in healthcare, driving access to high- 
quality diagnosis, care and treatment for all. The European Commission 
(EC) ERN Delegated Acts form the legal basis for ERNs to be estab-
lished. This legalization was formed from EUCERD Recommendations 
on ERNs and Quality of Centres of Expertise. A patient-partnership 
approach forms the backbone of ERNs, ensuring that they empower and 
involve patients. All of the EUCERD recommendations were used to 
form the legalization except for two recommendations as they specifically 
focused on rare diseases, and officially the scope of ERNs is broader than 
rare diseases, also covering complex conditions and highly specialized 
interventions.

Specifically, the two EUCERD recommendations that did not make it 
into the legislation were:

 1. RD ERNs must cover a group of rare diseases and not just one, to meet the 
need that: all 8000 rare diseases have a home under one of the networks;
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 2. Patients’ involvement is more fundamental in the rare disease field due to 
the limited body of knowledge, experience and expertise, and a higher level 
of involvement of patients in the decision- and opinion-making process is 
essential to ensure successfully development of RD ERNs.

Due to the importance of these two recommendations, the expert 
group issued an Addendum to the original EUCERD recommendations, 
to underscore the importance of two policy recommendations. The 
Addendum has been one of the most significant policy documents pub-
lished for the rare disease community, as it directed the clinical  community 
to form networks based on a thematic grouping, instead of structuring 
their communities under a single disease area, and, more importantly for 
the patient community, planted the flag of patient involvement in ERNs 
as experts and co-producers of knowledge, in the new space where ERNs 
would be established. The Addendum is the mandate for patient repre-
sentatives to be included in the ERNs as equal partners. Whilst patient 
representatives are not ‘legal members’, as the legalization was formed to 
structure how hospitals and their clinical leads organized themselves 
under an ERN, patients are now also accepted as members, sitting on 
network boards, clinical committees and working groups. Embedding 
patients’ representatives in the networks is a significant and hard-won 
achievement based on the legacy of 20 years of preparation of patients’ 
representatives being credible partners.

The clinical community had the luxury of legal requirements set out in 
the EC ERN Delegated Acts that set standards for the formation of ERNs 
and the organization of their members. The lack of recognition of patient 
representatives as ERN members in the legislation required rules of pro-
cedure to be developed and to specify the role of patient representatives 
active in an ERN and the processes for governing recruitment, and to 
support their involvement in the networks. EURORDIS, its members 
and the patient community needed to work together to organize and 
ensure that patient involvement in ERNs was optimized, instead of leav-
ing it to personal relationships or chance. Together patients are stronger 
as a community and united in their common needs. EURORDIS needs 
to maintain the political ownership of the public health unmet needs of 
rare diseases in the EU.
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 Establishing Credibility for Patients as Experts 
and Leaders in Healthcare

Credibility needed to be secure in the first step of ERN implementation, 
to give confidence in the new networks as trusted, expert networks for 
them to be accepted as the go-to reference point for Member States and 
European institutions. Following a decade of policy and legislative gesta-
tion and mounting anticipation, all eyes turned to the EC to see if the 
‘good idea’ which is ERNs could be turned into a reality. The first step in 
implementation was the 2014 European Commission Call for Tender for 
a ‘Technical proposal for an Assessment Manual and Toolbox (AMT) for 
European Reference Networks (ERNs)’, which set out the application 
process and assessment framework for all ERN applications used in the 
first call for ERN applications. EURORDIS stepped forward, on behalf 
of the rare disease community, to form and lead the Consortium—
PACE-ERN with the European Organisation of Hospitals (HOPE) and 
Accreditation Canada International that was successful in securing this 
contract. This is an essential element illustrating how patients as experts 
of experience take an operational role in shaping ERN (https://www.
eurordis.org/news/eurordis-wins-call-tender-develop-ern-manual-tool-
box). EURORDIS demonstrated how patient representatives are experts 
and have a legitimate place in the formation of ERNs and establish them 
as patient-centred networks.

ERNs have created a new space for clinicians and patients to work 
together with a common purpose and shared goal. ERNs started with a 
blank page which was an opportunity to put all stakeholders on the 
same footing, working in thematic groups and not individual rare dis-
ease. This space enabled patients to be accepted as equal partners and 
leaders for the first time. EURORDIS demonstrated, by example, that 
patient representatives are competent experts and leaders with technical 
knowledge; within the scope of the PACE-ERN consortium, they liter-
ally wrote the manual on ERNs and how to define the assessment frame-
work. This manual serves as the operational criteria for networks. These 
operational criteria defined the standards, measures and evidence that 
networks must achieve in order to be in line with the legislation. 
EURORDIS  and the PACE consortium were able to articulate these 
operational criteria as standards in all ERN activities and specify how 
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they would be met and assessed, positioning the important and valued 
role of patients in all ERN activities, based on the published evidence- 
base and Member State best practice experience. The operational criteria 
expressed the active and meaningful involvement of patients in all ERN 
activities: strategic planning, prioritization and decision making; evalua-
tion of expert centres; quality, safety and data protection assurance; 
patient-centred care and choice; communication and information 
 sharing; and patient experience feedback. The operational criteria are not 
just a blueprint for future ERNs but influenced how clinicians would 
think about ERNs and started to create the culture of the future net-
works. The operational criteria respected and recognized patients as 
experts and valued their contributions, creating the dimension of patient 
involvement as an equal partner in designing and delivering ERNs.

 How Was Patient Involvement in European Reference 
Networks Organized?

Networks, simply put, are groups of relationships. The quality of these 
relationships has a direct influence on the quality of the care delivered 
under the network. Brokering successful partnerships between clinicians 
and patients is essential to the success of ERNs. The formation of ERNs, 
in their scope and ambition, was orchestrated by the Joint Action 
RD-Action partners engaging both the clinical and patient community 
to develop the first ERN applications for the EC call for networks in 
2016. Newcastle University, one of the Joint Action RD-Action partners, 
coordinated the interests of the clinical community across the EU through 
a matchmaker programme, where clinicians wishing to be a member of 
an ERN connected together to form a network application for a specific 
group of rare diseases; and EURORDIS set up new patient forums—
European Patient Advisory Groups (ePAGs)—one for each ERN, that 
aligned and organized the patient community under the scope of each of 
the ERN applications. In this period where applications were developed, 
the patient community was asked in which grouping they felt their rare 
disease was best situated. In this early stage of the ERNs forming, patient 
representatives had a voice in defining the scope of each of the ERNs.
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EURORDIS in collaboration with the rare disease community estab-
lished 24 ePAGs forums to optimize the involvement of patients and 
ensure unity, solidarity and equity of patient representatives of the rare 
disease in the 24 ERNs. The ePAG patient representatives formed a 
bridge between the ERN boards and governance committees and the 
wider patient communities. Patient representatives took part in an elec-
tion process to be the named representative of their community, but as 
the size and scope of ERNs become clearer, this approach was expanded 
to co-opt patient representatives. This was to ensure that each of the 
respective ERN’s disease-specific core networks had sufficient parent rep-
resentation, of people with experience of living with a rare disease covered 
in each core network. In addition, each ERN network board and working 
group also had a patient representative working in partnership with the 
clinicians in the groups. From the early days of developing network appli-
cations to the newly established 24 ERNs, patient involvement in ERNs 
has grown to over 300 patient representatives. Patient involvement in the 
clinical networks has never been undertaken on such a scale before.

The ePAG patient involvement model was built on experience and 
legitimacy of patient involvement gains over the past 20  years in the 
Orphan Medicinal Products regulations, to position and mobilize the 
rare disease community to be central actors in the new and emerging EU 
healthcare landscape. For the first time, patients and clinicians collabo-
rated on forming the networks from the initial idea to building the net-
works in reality. Patient representatives are co-founders of the networks, 
co-authors of network applications, designated as co-chairs of working 
groups and clinical committees, and granted voting rights on network 
boards. The votes of a few patient representatives in any network will not 
ultimately influence or change the outcome of the voting, but it does 
clearly express that patient representatives in ERNs are recognized as 
equal partners. Credit must be given to the ERN Coordinators who 
unquestionably and without hesitation embrace patient involvement in 
the ERNs. The healthy culture of patient involvement in ERNs has been 
defined by the ERN Coordinators embracing active and meaningful 
patient involvement in the networks and is felt throughout the network 
governance structures and committees, helping to shape how all 900 
members include patients in their discussions and activities. It is still early 
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days and networks are still forming, but a culture of meaningful patient 
involvement has started to blossom. The impact of not being a legal part-
ner but an invited one has, however, resulted in some clinicians not 
involving patients or involving them in a meaningful way. More needs to 
be done to bring on side the remaining clinicians who still see patients as 
subject to their actions and not as valued stakeholders who have much- 
needed expertise and knowledge to share. EURORDIS has the 
 opportunity to demonstrate the value of patient involvement and now 
need to show proof of concept, as was successfully done in the EU regula-
tion of medicinal products.

On the historic eve of the decision of the first ERN applications, when 
confidence needed to be reassured in the ERNs, EURORDIS called 
Member States to approve all 24 ERN applications and ensure that no 
patient community was left behind. All 24 ERNs together form the min-
imum infrastructure required to meet the multi-system needs of many 
rare diseases. The validation of the proposed structure of the ERNs by the 
patient community gave political weight to the decision to approve all 
ERNs based on the needs of the community. Patient representatives have 
been an active partner in the needs assessment of rare diseases, in defining 
the policy behind ERNs, in defining the blueprint for ERNs, and in co- 
authoring and co-leading applications defining their needs.

To drive the benefits of the ERN, the champions and leaders of the 
patient and clinical community now need to step forward and be involved 
in shaping the networks’ success, to change culture and drive home the 
expected benefits in their respective communities. Patient representa-
tives, clinicians and researchers share a common ambition to find answers, 
treatments and ultimately cures for people living with a rare disease, to 
enable them to lead better lives. Whilst patients share this common ambi-
tion, EURORDIS draw on different experiences, expertise and knowl-
edge, and see the world from different perspectives. Understanding the 
patient representative’s role in an ERN will enable the patient—clinician 
partnership to deliver on this shared ambition, successfully aligning these 
perspectives, experiences, expertise and knowledge, and optimizing the 
investment of resources—time, energy and funding—to fully unlock the 
true potential of ERNs. The successful launch of 24 ERNs was a seismic 
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change in how healthcare is delivered in the EU and is undoubtedly due 
to the successful partnership and collaboration of patients and clinicians.

Supporting effective and successful partnerships between patients and 
clinicians now needs a sensitive hand, as there is a huge variation in the 
experience of clinicians in engaging patient representatives, in the percep-
tion of the scope and remit of patient involvement, and in the confidence 
and competency of patient representatives in formal executive commit-
tees and engaging in network board discussions. The role of patient 
 representatives in ERNs is pivotal in presenting and representing the 
voice of the wider patient community in network discussions and activi-
ties and, therefore, bringing the community’s experiences of living with a 
rare disease directly to ERN Board discussions and decisions.

Patient representatives have a dual role to play in providing the patient 
perspective in ERNs.

 1. At a global level, as patient leaders, they need to ensure that strategic 
and operational discussions are patient-centred; the transparency of 
decisions and outcomes; the assurance of the safety and quality of 
patient care are delivered, as well as a two-way communication 
between the ERN governance and the patient community.

 2. At an individual level, as experts by experience, to inform the disease- 
specific clinical network committees of the needs and experiences of 
people living with a specific rare disease; the development of clinical 
protocols and healthcare pathways, as well as the prioritization and 
development of research and educational activities.

Now, in the early stages of ERN deployment, support is needed for 
patient representatives to step up to the expectations and develop the 
competences needed to be patient leaders. To build the capacity for 
patient representatives to be active in the ERNs and empower them to be 
confident in sharing their experiences and expertise, EURORDIS is 
building on the experiences of the EURORDIS Summer School and 
EURORDIS Winter School to create a Leadership Programme for 
patient representatives active in the ERNs. Patient representatives must 
develop as leaders of their community and represent this community in 
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the network executive committees, being confident to influence when 
they do not hold the authority of a legally recognized position in the 
ERNs, and develop the technical knowledge of ERN activities—in devel-
oping guidelines, patient pathways and research protocols, and defining 
patient-reported outcomes.

 Patient Testimony

A patient representative involved in eUROGEN, the ERN for rare uro-
genital diseases provided this testimony:

We find our journey as patient representatives in the eUROGEN ERN for rare 
uro-genital diseases and complex conditions needing highly specialised surgery, 
has opened many new opportunities both for patients and for clinicians. It is 
the first time, that as patients, we have been welcomed in clinical meetings and 
have been treated as peers.

In the beginning, it was very difficult, due to our prejudice of not being lis-
tened as patient representatives by the medical audience. We started with some 
drawbacks: my own rare diseases has not been included in the networks scope. 
We did not feel initially welcome or understood by the clinical leads and every 
meeting was a stress. Thanks to the patience of network coordinating team and 
EURODIS, we learnt it was possible to share and discuss different experiences, 
have constructive discussions and learn from each other. This made us feel easier 
and made us find the best way to proceed to achieve the aims of the rare disease 
patient community. We both can say that ERN Coordinating  Team  and 
EURORDIS guidance has made us grow a lot both from a point of view of 
advocacy and in personal confidence. We both believe that the whole project of 
the ePAGs is quite revolutionary and goes well with the development of the 
ERNs. The journey that we are enjoying together with our traveling compan-
ions is very formative and is opening new perspectives, and we feel that the revo-
lution coming up with the ERN’s will go far and change the approach to the 
way of applying diagnosis and treatments.

Thanks to this experience, we can now go on stage and present 
e- UROGEN ERN in many public events, showing how this project will change 
patient’s quality of life and will make knowledge travel more easily. We have 
started to work with our Ministry of Health and with many hospitals to anchor 
eUROGEN ERN in our Health Care System.
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We are very proud to say the patient-professional partnership is continuously 
improving in the network. In the recent network annual meeting, we saw a 
high participation of professionals and found the meeting very constructive and 
harmonious, proving how important it is to work as a team putting the patient’s 
best interest as the main objective.

Specific examples of how we have contributed to the network:

 1. Engage with the network and successfully influence the professionals to 
extend the scope of the network to include Interstitial Cystitis (IC) as an area 
of expertise in the ERN. This was a big success for our ePAG.

 2. Contributed to identifying appropriate outcome measures for the disease 
areas in the network, ensuring they are directly relevant to the patients need 
and expectations, particularly in a sensitive area like urogenital diseases 
where the impact on the quality of life of the patients concerned can be 
devastating.

 3. Contributing to on the development of clinical guidelines, transitional of 
care and updating the Orphanet coding to better reflect the needs of patients 
living with a rare urogenital disease.

 4. Representing the network at international conferences and raising the aware-
ness of the ERNs and the benefits they can offer our community.
We are thankful for building the competency and confidence of patient rep-
resentatives to actively contribute into the ERNs and discuss with the profes-
sionals as peers.

 Conclusion

The EU landscape is a rich and diverse place, one that should be valued 
and not taken for granted. The EU is a merging of different worlds, cul-
tures and experiences, in which the variation in healthcare practices 
should be celebrated, as this variation in practices and approach is the hot 
bed for innovation and new emerging best practice. We should only stan-
dardize an approach to organizing healthcare where there is clear evi-
dence of added value and evidence that it improved the outcomes to 
diagnosis, care and treatment. Often criticized as a world of compromise, 
the reality is that compromise at the EU level often results in collabora-
tion and cooperation between countries at a national level, unified under 
a common goal to meet a common need. Once support has been secured 
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in the EU, it has the potential to turn a ‘good idea’ into a ‘game changer’ 
for society. ERNs are one such ‘good idea’ that has successfully secured 
unprecedented support from all stakeholders—the European 
Commission, Member States, regulators, payers, research and clinical 
networks, and the rare disease community. In 2017, 24 ERNs were 
launched and the opportunity to revolutionize how healthcare was deliv-
ered, breaking the isolation of patients and siloed experts, and helping to 
reduce the current inequality in care reported between rare diseases and 
between Member States.

EURORDIS and the rare disease patient community can look back 
and see the role they played in the creation of these networks and will 
undoubtedly have a hand in their success. In establishing the ERNs, the 
rare disease movement, collaborating together with all stakeholders, has 
made ground in tackling the public health needs of people living with a 
rare disease. The mobilization of the patient voice to express the commu-
nity’s needs and shape EU policy and legislation has the opportunity 
through the ERN to improve national healthcare services for the benefit 
of local populations. The mature experience collected over the past 
20  years of patient involvement in the EU Regulation on Orphan 
Medicinal Products has now been drawn on in the healthcare sphere. 
Together, the rare disease community can forge a new way forward, one 
that is built on voluntary cooperation and mutual respect, to shape 
healthcare and medicine development to meet the public health needs of 
rare diseases, which so many people face.

Note

1. Reproduced with permission from EURORDIS.
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10
Discussion and Conclusion

Marie-Pascale Pomey

Through seven different health systems and the experience of EURORDIS, 
we were able to highlight that patient engagement is a movement which 
is increasingly embedded in the DNA of health systems at clinical, orga-
nizational or strategic levels. Viewed by some as a fad, this social innova-
tion is likely to continue and lead us to completely rethink the way our 
health systems operate.

Indeed, by reading these different case stories, we saw that each coun-
try has taken advantage of particular windows of opportunity, anchored 
in health systems with specific values, social norms, laws and regulations, 
leading to different and original ways of conceiving patient integration. 
This has also led to occasional differences in vocabulary.

Thus, in France and Quebec, part of the patient inclusion movement 
was initially passed through legislation, including the legal obligation to 
incorporate user representatives in committees (Pomey and Ghadi 2009). 
However, this movement, rooted in a perspective of health democracy, 
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has shown its limits since user representatives, chosen from patient asso-
ciations (France) or the general population (Quebec), lacked the neces-
sary knowledge to effectively share their experiences for improving the 
organization of services and the quality and safety of care at organiza-
tional or clinical levels. Thus, in parallel with this model, another move-
ment has emerged, namely that of partnership with patients and their 
families, based on the mobilization of knowledge acquired from living 
with diseases and health system experiences.

In Quebec, this movement began with an interdisciplinary course 
taught to future health professionals and a patient recruited by the 
University of Montreal Faculty of Medicine. Rooted in the academic 
world, a place of knowledge transfer and creation and skills acquisition 
par excellence, the recognition of patients’ experiential knowledge took on 
a symbolic value as being complementary to professionals’ scientific 
knowledge. This academic breakthrough provided legitimacy to the 
movement, which made patient inclusion more easily exportable to 
health care settings and research. In turn, it was only in the second phase 
that public authorities recognized this contribution, then gradually 
implemented a number of structuring initiatives to facilitate the imple-
mentation of care and services partnerships in the health system, whether 
in health institutions or in primary care (Centre de pédagogie appliquée 
aux sciences de la santé 2013).

In Scandinavia, Sweden is known for excellent work performed by 
universities in terms of patient engagement (Fredriksson et al. 2018). The 
movement of patient engagement in care has permeated through the 
clinical level, taking into consideration self-care and co-care practices. 
Furthermore, not only were tools developed to support the movement, 
but also technologies were made available to help move from the patient- 
centred care paradigm to one of self- and co-care.

In both the United Kingdom and the United States, the legitimacy of 
patient engagement was also channelled through research funding to 
ensure the alignment between invested sums and real patient needs. At 
the same time, through an applied approach, patient engagement took 
shape in the health system to develop evidence regarding patient oriented- 
practices and ensure that quality of care effectively improves patient 
experience.
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Australia, however, particularly integrated patient engagement into the 
system level in order to foster patient engagement in accreditation stan-
dards. The Australian model allows patients to be engaged in Health 
Standard Organization (HSO) governance, quality improvement initia-
tives and research.

Even though these diverse experiences were not always followed up by 
assessment studies (to indisputably prove how this knowledge can contrib-
ute to meeting health system challenges), a growing number of publica-
tions report significant improvement thanks to the participation of patients, 
relatives and citizens (Brett et al. 2014; Cornman and White 2017; Sharma 
et al. 2017; Fønhus et al. 2018). As highlighted by Rosener (1981), in such 
cases, assessment is complex. Indeed, clearly defining what is meant by 
patient engagement (PE) is not always a simple task, since there is no con-
sensus on evaluation criteria and measurement methods, not to mention 
that tools remain rare as well (Staniszewska et al. 2008; Boivin 2019). Thus, 
an increasing number of tools and outcome indicators are currently being 
developed to measure effects (Mockford et al. 2012; Sanders et al. 2013; 
Phillips et al. 2015) and processes (Barr et al. 2015; Abelson et al. 2016).

This book’s chapters, along with the scientific literature on patient 
engagement, show us that this breakthrough innovation (Boudier et al. 
2012; Richards et  al. 2013; Vincent and Antoine 2018) substantially 
modifies power relations between health professionals and patients and 
the very way we design our health systems, despite the on-going debate 
on knowledge validity (Mockford et al. 2012; Sanders et al. 2013; Brett 
et al. 2014; Sharma et al. 2017). However, it is important to remain vigi-
lant about the inclusive capacity of PE for less advantaged groups. Indeed, 
as touched upon in previous chapters, literacy problems stand in the way 
of including some populations in discussions. Therefore, it remains cru-
cial to put in place mechanisms that would allow vulnerable populations 
to take part in partnerships with various stakeholders in the health sys-
tem, universities and the research world. Ensuring diverse points of view 
and limiting exclusion are critical points to bear in mind in this area.

Another issue is the notion of sustainability in patient engagement. 
For example, Quebec explicitly decided that patient advisors were not 
entitled to financial compensation, but could be compensated for their 
travel and meals at best. This stands as a real problem to ensure the 
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 participation of people who cannot afford to spend free time on activities 
related to improving the health system. Ethical and equitable reflection 
should take place to consider different scenarios. In mental health, for 
instance, thanks to their participation in the health system, peer helpers 
are reintegrated into society and find true recognition of their knowledge 
which is conducive to their recovery. For financially vulnerable people, 
who cannot afford the luxury of taking time off work, it would be appro-
priate to think of citizen days—such as sick days—to allow employed 
people to take time off without financial loss. Such a model could yield a 
return on investment which has yet to be demonstrated, but seems 
promising.

Moreover, this movement is reinforced by the emergence of connected 
health and artificial intelligence. Indeed, as Topol wrote in 2016  in The 
Patient Will See You Now: The Future of Medicine is in Your Hands (Topol 
2016), miniaturization and lower costs of medical technology, as well as 
their accessibility via the Internet, allow patients to use them without hav-
ing to go through health professionals. For example, in the field of genetics, 
it is possible to order online genetic sequencing tests such as AccuMetrics/
Viaguard, EasyDNA and 23andMe that evaluate risks associated with cer-
tain so-called genetic diseases by way of simple saliva collection. That said, 
because these tests do not all measure the same things and use various 
measurement methods, patients end up acquiring information about 
themselves which has not been collected in a clinical context. While cur-
rent non-targeted complete genome screening is difficult to understand, 
access to artificial intelligence makes it possible to combine them with 
complementary data on the environment, lifestyle, personal and family his-
tory of patients and to analyse it according to other databases, thus making 
it possible to specify particular risks.

What wrote Topol is also found in interventional and therapeutic 
diagnostic imaging. In the example of ultrasounds, technology has min-
iaturized to the point where a probe connected to a smart phone makes 
the procedure accessible and portable. From the phone, it is possible to 
send data to be examined more precisely, or to be stored on a server and 
then analysed by machine learning algorithms. This  technology can used 
by non-experts as diagnosis does not require the intervention of health 
professionals. In a relatively near future, it may even be possible for 
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interventions to be easily performed by patients themselves. Examples 
include treatments for kidney or gallbladder stones, not only thanks to 
the miniaturization and precision of extracorporeal lithotripsy, but also 
the use of a thrombolytic following a stroke through access to remote 
diagnosis and medication acquisition within three hours.

In 2018, Uber Health was created to help the 3.6 million Americans 
who miss their doctor appointments due to a lack of reliable transporta-
tion and drive the 30 per cent no-show rate. The idea is to partner with 
health care organizations to provide reliable, comfortable transportation 
for patients through a dashboard and an Uber Health application pro-
gram interface (API). This allows for transportation to be scheduled for 
appointments while still at the health care facility. Multiple rides can be 
scheduled and managed at the same time, all from a single dashboard. 
(https://www.uber.com/newsroom/uber-health/).

Drawing inspiration from the model that Uber has put in place in the 
field of transport (https://www.uberhealth.com), the concept could go 
even further. One could imagine Uber, or another company, setting up a 
health system parallel to the one that currently exists. Indeed, with ageing 
populations, the increase in the prevalence of chronic diseases and the 
retirement of many health professionals, one could consider that chronic 
disease patients and retired health professionals could offer their services 
to support patients in disease management through online platforms 
with connected objects, allowing faster, more agile and efficient virtual 
consultations than what is currently available. Funding for such devices 
could be provided by employers, as is currently the case in Quebec with 
Dialogue (https://dialogue.co/fr/), which offers a quick online consulta-
tion service to employees by health professionals who, after diagnosis, can 
prescribe and place drug orders directly with the patient in a matter 
of minutes.

Access to health with connected objects, intelligent electronic health 
records and interactive platforms will facilitate the increasingly important 
revolutionary movement of civil society and patient engagement in the 
health system. Indeed, data will no longer be exclusively held by health 
professionals, but by people who monitor their own health status. People 
will determine with whom they are willing to share their data, which may 
very well be entities other than those currently making up our health 
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systems. Some health technology companies already provide feedback 
and advice on monitored physiological data through artificial intelli-
gence. Again, if health systems—as they are today—do not find ways to 
be more agile and respond quickly to new population needs, they risk 
losing a major battle. This is all the more disturbing when noticing the 
general lack of interest currently shown by health professionals towards 
these new technologies (Pare et  al. 2018), while citizens and patients 
seem to be increasingly interested in them (Pare et al. 2018).

Probably, by the time this manual is published, many new ways of 
designing health systems will already be implemented, and the role of 
patients will have grown in importance, not only through recognizing 
their experiential knowledge, but also integrating their ability to share 
their data. The web giants known as GAFAM (Google, Apple, Facebook, 
Amazon, Microsoft) or BATX (Baidu, Alibaba, Tencent and Xiaomi) are 
making no mistake about it and are already implementing strategies to 
access population data collected via smartphones or connected objects. 
The arrival of ultra-fast mobile telecommunication transmission systems 
such as 5G, available in all parts of the world, will only strengthen this 
capacity. With expert systems in place, these giants may need to know 
information about people before they become aware of it. The sale of its 
data could be of interest to insurers who, in turn, may be reluctant to 
cover people whose risks of becoming ill have been determined through 
artificial intelligence. What recourse will those people have if public 
health systems are no longer there to cover them? Could a citizen 
counter- power be created against these web giants, and would it be able 
to reverse this commercial trend? What protection could there be for the 
poorest without access to all these technologies or understanding of the 
new rules?

In this context, publicly funded health systems must urgently reflect 
on how they can evolve and become a real learning, agile and flexible 
system capable of competing with tech giants. Today’s hospital structures 
are set to explode, and tomorrow’s professions will also have nothing to 
do with those of today.

Indeed, technology may be able to overtake man in terms of diagnostic 
reasoning and computer- robot-assisted interventions. In this respect, the 
positioning of health professionals, in particular, physicians as masters of 
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medical knowledge and reasoning is being called into question. Therefore, 
the place of human relations will have to be at the heart of our systems’ 
concerns. By supporting patients through complex decisions brought 
about by technologies, professionals will be able to find their place. They 
are led to become intermediaries between intelligent and rational 
machines and human beings with emotional support needs. It is at this 
level that the partnership of care and services makes sense by positioning 
health professionals and experienced patients as supporters of individuals 
to help them prevent health problems or live with chronic health condi-
tions that require behavioural changes.

Finally, this revolution in digital health care carries along important 
moral and ethical issues that are reminded by the Montreal Declaration 
on Artificial Intelligence (https://www.montrealdeclaration-responsi-
bleai.com/the-declaration). We must be collectively vigilant so that tech-
nology remains at the service of human beings and not the other way 
around. In a world where profit comes before the well-being of individu-
als, there is reason to worry.
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11
Future Directions for Patient 

Knowledge: A Citizen-Patient Reflection

Carolyn Canfield

We have now examined international examples of the gradual infusion of 
patient knowledge into the content and conduct of every sector of health-
care. These chapters present a remarkably rich diversity of approaches to 
recognizing the legitimacy of patient contributions, both as generators of 
information and as participants in knowledge translation. Patients and 
caregivers are influencing every component of healthcare systems, but 
not universally, and not even in similar ways across jurisdictions for a 
particular setting. And nor should they. All of these healthcare systems 
reflect their different historical origins, cultural settings, iconic events 
and leaders and current troubles. Patient populations also carry a legacy 
coloured by distinct leadership, crisis and resolution, legal heritage, orga-
nizational sponsorship, cohesion, internal conflict and influence. These 
factors profoundly shape health systems and their functioning.

Also in this volume, we have learned about some strategies that are 
newly emerging as trials, while others have evolved over decades of exper-
imentation, adaptation and growth. The strength of this survey lies in its 
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dramatic contrasts, inviting extraordinary scope for future development. 
From our position in this moment, what themes might we draw from 
such an array of meanings for patient knowledge and how its influence 
might affect healthcare? Can we discern a “direction of travel”?

Perhaps rather than a “cornerstone” as in this volume’s title, patient 
knowledge might be seen more as a metaphoric sea anchor to help health-
care navigate on course for the patient, even while buffeted by the coun-
tervailing tempests of disruptive technology, management fads, open 
data access, research discoveries, escalating costs, emerging informatics, 
demographic forecasts, regulatory demands, novel compensation 
schemes, guidelines revisions, workforce instability, performance penal-
ties, new drugs, public reporting, recruiting incentives, accreditation cri-
teria and political opportunism. Consciousness of patient needs becomes 
a powerful touchstone to stay on track with the fundamental principles 
that must drive good healthcare: What helps patients live as well as pos-
sible? How would we know?

Improvement in practice, training, research, or any other healthcare 
sector starts most often with the system identifying gaps and what is 
needed to fill them. It is often quickly apparent that patient priorities 
may not only be divergent, but invisible to the system itself. Finding out 
what matters to patients may begin with the system forming the ques-
tions, asking and then recording essential care and service characteristics, 
as identified by patients. In the beginning, patient knowledge may seem 
to be an entity to be tapped in morsels when professionals feel the need 
to ornament a project with patient-centricity. Looking over the trajectory 
in these chapters, where patient knowledge is increasingly embedded in 
facets of various healthcare sectors, token gestures do not last long. It 
seems that more genuine patient-centredness is slowly but inexorably 
taking hold when patients begin to participate in person in a more 
dynamic and integrated collaboration throughout the lifecycle of 
a project.

Patient knowledge and patient participation are not synonymous. 
Perhaps they should be? That is, there can be little true patient knowledge 
without authentic participation. A nuanced knowledge of the invisible 
world of “patienthood” may only be revealed through trusted partner-
ships where patients and caregivers gain credibility, responsibility and 
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even leadership. It is often noted that the patient and family’s lived expe-
rience bridges all the siloes of settings and specialties, drawing healthcare 
workers together, sometimes for the first time. Only then is it possible to 
make real sense of the full health system. This revelation can powerfully 
impress health professionals on the team, as they realize how an isolated 
activity on the assembly line of the “medical industrial complex” may 
profoundly impact real human lives, far beyond the horizon of individual 
clinicians.

We have many examples of how transformative it may be to bring 
active participation of patients into service design and improvement, 
health professional training, governance and regulation, priority setting 
for research and improvement, and more. I have often heard health pro-
fessionals say, “I’ll never again assemble a team without patients on it”. It 
seems no exaggeration to say that close collaboration throughout a proj-
ect always produces unexpected and often profound personal learning 
and growth, quite beyond the intended patient knowledge. This discov-
ery of such surprising meaning can powerfully counteract burnout and 
drudgery. Imagine the transformative power for either a new or a sea-
soned team member to hear revealed “what matters” when patients pro-
pose revealing outcome measures for a trial that otherwise would rely on 
conventional metrics. Simply engaging in such a discussion with patients 
can revitalize a researcher’s or improvement leader’s ambition, creativity, 
drive and satisfaction. Of course, the patients also feel encouraged and 
energized to learn about the health system and how change happens.

Gaining knowledge, then, will also be collaborative and shared. As 
professionals and patients work together, everyone learns how to listen 
actively, how to probe the unknown with sensitivity to clarify what is 
confusing and how to encourage acceptance of new perspectives to 
engender the necessary courage to take action for better care. This itera-
tive process of building trust through collaboration not only amplifies the 
relevance and effectiveness of the work, but it can replenish energy and 
renew commitment and reward. Why would we not choose to work 
together in mutual exploration, when such profound results are at hand?

Another theme flowing from the growing experience with mobilizing 
patient knowledge addresses the moving target of “what matters to 
patients and carers”. Conventional system-sourced terminology is 
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 crumbling before shifting redefinitions and refinement by patients. 
Patient knowledge alters and expands concepts like harm, risk, reward, 
values, costs, health versus unwellness, the burden of treatment and fac-
tors within quality of life. Lines become blurred between medical care 
and social care when patients describe their experiences of coordination 
failure. Already we see examples of administrative merging of healthcare 
and social welfare (e.g. Scotland, Finland). “Social prescribing” by physi-
cians for non-medical help has begun with care teams expanding to 
include specialized community navigators to access housing, employ-
ment, transportation and education as components of healthy living.

To ask “what matters to the patient” invites the proliferation of indi-
vidual definitions of wellness as care goals. No longer can the clinician 
determine the endpoints in an episode of care, as diagnosis and care plan-
ning rely on shared decision-making to achieve personal quality of life 
goals. With a demographically-driven shift from acute treatment to 
chronic condition management, health system services are no longer so 
hospital-centric, but more likely identified in the community by patients. 
As we look for opportunities to integrate individualized patient knowl-
edge into healthcare systems, the idea of a patient or carer “representa-
tive” loses meaning. It is difficult to conceive of who might be “typical”, 
much less what accountability might mean for similarly situated patients. 
Great value can be gained from individual patient knowledge without 
ascribing a generalized patient experience.

Engaging patients in co-design and co-production develops its poten-
tial best with a broad diversity of perspectives and a depth of collabora-
tion. This relies in part on creating opportunities where patients actually 
live. Too often, it is the patients who must relocate and adapt to meet the 
narrow requirements, convenience and purposes of researchers, teachers, 
improvement specialists, governance councils and professional learners, 
wherever and whenever system institutions dictate. By contrast, sincere 
collaborations will also invest in developing the skills and orientation 
needed by patient partners, not just for a single task, but also for expand-
ing patient-informed analysis and insight.

We have seen hierarchical models of care giving way to shared decision- 
making. We may not be far from the emergence of “patient-led” care as 
the next popular model. Individualized care finds resonance in new 
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molecular and genetic science where our ’omics mediate our most effec-
tive meds and recommended care. The notion of an evidence-base for 
individualized care will rely on informatics tools that continuously tap 
into vast secure stores of personally-generated Big Data. We may come to 
see patient generated knowledge as present in many datasets, self- 
management aids and novel care settings, but selected and controlled by 
the patient.

In such a future, health literacy equips patients to pursue their per-
sonal evolving concepts of well-being over a lifetime. Such patient con-
trol would drive more care into the community. For systems to succeed 
in equitably offering self-directed care to individuals across whole popu-
lations seems daunting. Seamless continuity through closely-connected 
care teams joined up by this data river could support long and close rela-
tionships with the patient and community. In return, in fact, I can imag-
ine no more gratifying and sustaining practice for health workers. Even 
when mediated by artificial intelligence and who knows what else, the 
core of good care will always aim to strengthen shared trust, as the truest 
practice for honouring patient knowledge.

11 Future Directions for Patient Knowledge: A Citizen-Patient… 



285

Index

C
Chronic diseases, 1, 3, 11, 14, 15, 

20, 23, 30, 35, 51, 64, 116, 
137, 213, 214, 219, 221, 227, 
273

Co-care, 4, 63–85, 270
Co-creation, 24, 29, 39, 48
Co-leadership, 14, 24, 41
Collaborative care, 112

E
E-Patients, 103–104
European Organisation for Rare 

Diseases (EURORDIS), 3, 5, 
6, 236–251, 255, 257–262, 
265, 269

Experience-based co-design, vii, 172
Experiential knowledge, 6, 14, 20, 

21, 23–26, 36, 38, 39, 44, 49, 
138, 201, 226, 227, 270, 274

H
Healthcare governance, 5, 20, 110, 

111, 241
Healthcare improvement, 135–136, 

147
Healthcare organizations, 2, 3, 5, 19, 

20, 22, 26, 27, 30, 32, 33, 42, 
52–54, 68, 81, 99, 104, 107, 
111, 118, 120, 121, 137, 148, 
206, 235, 254, 273

Healthcare policy, 40, 65, 184,  
190

Healthcare professionals, 2, 3, 28, 
31, 38–39, 46, 54, 64, 101, 
106, 135, 141, 143, 147, 152, 
159, 174, 185, 187, 188, 204, 
213, 220, 224

Health democracy, 201, 204, 206, 
210, 211, 223, 269

Health literacy, vii, 114, 155, 174, 
188, 283

© The Author(s) 2019
M.-P. Pomey et al. (eds.), Patient Engagement, Organizational Behaviour in Healthcare, 
https://doi.org/10.1007/978-3-030-14101-1

https://doi.org/10.1007/978-3-030-14101-1#DOI


286 Index

Health systems, vi, 2, 4–6, 14, 
18–55, 64, 65, 69–71, 83, 97, 
137, 155, 157, 169–175, 180, 
182–184, 190, 199–201, 203, 
204, 208, 211, 214, 215, 220, 
221, 223, 227, 228, 252, 253, 
269–274, 279, 281, 282

Health technologies, 66, 79–80, 83, 
206, 208, 274

I
Individual care, vi, viii, 66, 70
Interdisciplinary care, 14

M
Medical paternalism, 9–15
Mental health, 11, 30, 32, 51, 72, 

93, 97, 116, 131–133, 145, 
150, 152, 153, 170, 179–181, 
186, 202, 212–213, 222, 272

Montréal Model, 3, 14, 18–55, 224

P
Partnership of care, 275
Patient activation, 80, 100, 114
Patient advisors, 31, 52, 271
Patient and family centered care 

(PFCC), 9–12, 14, 105, 106, 
122

Patient and public engagement, 139
Patient and public involvement 

(PPI), vii, 130, 133–135, 138, 
140, 145, 160, 186

Patient as partners, 5, 14, 40, 95, 
105–109, 114, 117, 121, 147, 
192

Patient empowerment, 5, 187, 
237–242

Patient engagement (PE), 3–6, 21, 
23, 24, 26, 27, 33, 34, 40, 41, 
52–54, 66, 97, 114, 175, 
184–188, 211, 216, 217, 220, 
233–265, 269–271, 273

Patient expectations, 69, 186,  
221

Patient experience, 2, 29, 39, 47, 
250, 255, 259, 270, 282

Patient experts, 237, 247
Patient leaders/coaches, vii, 28, 36, 

262
Patient-oriented care, 2
Patient-oriented research, 40–41
Patient outcomes, 4, 40, 95, 120, 

137, 177
Patient participation (PP), 2, 20, 21, 

23–24, 28–53, 55, 66, 213, 
216, 280

Patient recruitment, 41, 50, 53, 55
Patient researchers, 42, 69
Patient rights, 6, 132, 203, 204, 

217–219, 223
Patient safety, 95, 96, 105–109, 112, 

114, 122, 159, 203, 205, 211, 
215, 216

Patient trainers, 43, 45–49, 212, 
214, 224

Peer helping mentors, 51, 52
Primary care, 11, 34–40, 42, 64,  

72, 77, 104, 113, 115, 117, 
270

Public health, 18, 21, 37–38, 52,  
71, 92, 101, 137, 138, 151, 
184, 213, 252, 257, 265,  
274

Public participation, 20–24



287 Index 

Q
Quality improvement, 31, 34–36, 

69, 95, 109, 112, 136, 142, 
145, 148, 154, 159, 178, 179, 
191, 209, 271

Quality of care, vi, 5, 23, 26, 28, 31, 
33, 36, 97, 155, 177, 
207–209, 215, 270

R
Rare diseases, 5, 6, 203, 226, 

233–240, 242–253, 256–263, 
265

S
Safety of care, 54, 210, 211, 217, 270
Self-care, v, vi, 4, 29, 34, 37, 52, 

63–85, 159, 270

Self-management (SM), 1, 10, 
12–14, 24, 34, 52, 72, 113, 
283

Shared decision-making (SDM), vii, 
2, 10, 12–14, 34, 39, 65, 67, 
71, 82, 97, 113, 121, 201, 282

T
Therapeutic education, 3, 4, 52, 201, 

206, 212–214, 220, 221

U
Users’ commission (UC), 209–211, 

217
User’s representatives, 201, 204–206, 

209–211, 214–219, 223, 
226–228, 269, 270


	Patient Engagement
	Foreword
	Abbreviations
	Contents
	List of Figures
	List of Tables
	Notes on Contributors
	1: Introduction
	References

	2: From Medical Paternalism to Care Partnerships: A Logical Evolution Over Several Decades
	Introduction
	The Rise and Limitations of Medical Paternalism
	The Rise and Limitations of Patient and Family Centered Care
	The Three Founding Approaches of Partnership in Care
	A Convergence of These Approaches at the Heart of the Partnership in Care Concept
	References

	3: The Participation of Patients and Relatives in Quebec’s Health System: The Montréal Model
	Introduction
	The History of Public Participation
	Citizen Participation
	Patient Participation

	The “Montréal Model”
	The Patient Engagement Continuum
	The Different Patient Roles
	Patient Partners
	Patient-as-Advisors
	Patient-as-Trainers
	Patient-as-Researchers
	Patient Leaders/Coaches

	Patient Participation in the Health System
	Patient Participation in Healthcare Organizations

	Patient Participation in Care
	Patient Participation in the Organization of Care and Services
	Patient Participation in Strategic Bodies
	Patient Participation for Sharing Practices
	Patient Participation in Primary Care

	Patient Participation in Care
	Patient Participation in the Organization of Primary Care and Services
	Patient Participation in Strategic Bodies (Primary Care)
	Patient Participation in Public Health
	The «Caring Community Project»
	Social Participation of Senior Citizens

	Patient Participation in the Assessment of Technologies and Modalities of Interventions
	Patient Participation in Healthcare Policy

	Patient Participation in Research
	Canadian Strategy for Patient-Oriented Research
	Transplant-Action
	The RUCCHES Project

	Patient Participation in Education
	Description of the DCPP’s Pedagogical Activities for Medical Students
	Initial Training
	Developing Collaboration Competencies: CSS Courses
	Clinical Ethics
	Evaluating Medical Students

	Continuing Professional Development
	Support Services by the DCPP and the CEPPP
	The Partnership School
	Training Peer Helpers in Recovery


	Success Factors of the Montréal Model
	General Factors
	Specific Factors


	Conclusion
	References

	4: Implementing Patient and Carer Participation in Self-Care and Co-Care in Sweden: Policy, Practice and the Future of Person-Centred Care
	Introduction
	What Is Co-Care and Self-Care and Why Is It a Challenge to Current Healthcare Services?
	Context for Co-Care and Self-Care in the Nordic Countries
	Supporting Patients and Carers
	The Karolinska Patient-Driven Co-Care Programme
	Enabling Self-Care and Co-Care for Hip Replacement
	Other Examples of Co-Care and Self-Care Support


	Challenges and Ways Forward for Developing Co- and Self-Care
	Organization for Standard Services
	Differences in Capability for Self- and Co-Care and Disempowering Visit Environments and Encounters
	Assessment
	Attitudes and Values
	Developing Co- and Self-Care Approaches to Meet our Health Challenges

	Financing and Budgets
	Time, Workload and Organization
	Digital Health Technology
	Modern Applied Change Sciences

	Conclusion
	Appendix 4.1: Definitions
	Appendix 4.2: Patient Evaluation of Co-Care Survey (PECS) (Degsell and Øvretveit 2018)
	References

	5: Patient and Family Engagement in the United States: A Social Movement from Patient to Advocate to Partner
	Introduction
	History of Patient and Family Engagement
	Patients as Care Recipients: Changing the Traditional Patient-Provider Dynamic
	Patients as Consumers: A Marketplace Orientation to Health Care
	Patients as an Active Community: ePatient Movement Advocating for Collective Change
	Patients as Partners and Patient Safety

	The Current State of Patient and Family Engagement: Case Study Examples
	Case 1. Bringing Together All-Related Efforts: A Framework and Roadmap
	Case 2. Promoting Person and Family Engagement: Centers for Medicare and Medicaid Services (CMS) Quality Improvement Initiatives
	Case 3. Redesigning Health Care: Customer-Owners in Southcentral Foundation

	Lessons Learned in Patient and Family Engagement
	System-Level Incentives and Support Promote Patient and Family Engagement
	Intentional Efforts to Engage Patients and Families from Diverse Backgrounds Are Needed to Support Health Equity
	Building the Evidence Base May Improve and Increase Uptake of Engagement

	Conclusion
	References

	6: Connections: The Power of Learning Together to Improve Healthcare in the United Kingdom
	Introduction
	The History and Grassroots of Patients Voice in the United Kingdom
	The National Health Service and the Voice of Patients
	Patient and Public Involvement (PPI) in the NHS and Publicly Funded Research in the United Kingdom
	Involvement in Healthcare Improvement

	Patient and Public Involvement Practice Within the Context of an Applied Health Research Programme
	Applied Health Research: An Unusual Space to Foster Involvement
	Emergent and Experiential Learning
	Lesson One: Establishing Connections and Relationships
	Lesson Two: Democratizing Learning Spaces
	Open Space Technology: Sharing Power
	Improvement Leader Fellowship
	Collaborative Learning
	The Exchange Network

	Lesson 3. Testing Frameworks in Practice

	Personal Reflections of Involvement for Improvement
	Creativity: Jean Straus
	Creativity: Laura E. Fischer
	Influencing: Sandra Jayacodi with Stuart Green
	Influencing: Adrian Brown and Justin Baker
	Learning: Jenny Trite with Stuart Green
	Learning: Howard Bluston
	Learning: Richard M Ballerand
	Systems Thinking
	Ron Grant with Dionne Matthew
	Maurice Hoffman with Rachel Matthews
	Fran Husson with Susan Barber

	Conclusion
	References

	7: Partnering with Patients for Change and Improvement: An Australian Perspective
	Introduction
	Patients in the Care System
	Frameworks for Patient Involvement
	Partnering with Patients: Engagement, Involvement, Participation, and Co-production
	The Clinical Level: Consumer Representative Involvement in Health Service Organization Accreditation
	The Organizational Level: Involving Patients in Primary Health Commissioning and Delivery
	The Policy Level: Improving Access to Pharmaceutical Medicines Nationally


	What Can We Learn from These Examples?
	Is There a Limit to Patient Engagement?
	The Future: Implementing Further Patient and Consumer Involvement in Australia
	Conclusion
	References

	8: The Engagement Conundrum of French Users
	Introduction
	Democratic Impetus: Mobilizing Community Organizations to Defend Rights
	Building Real User Participation Beyond the Notion of Rights
	From Isolated Initiatives to a Structured Approach of User Integration in HAS Duties
	From Defending Rights to Improving the Organization of Care and Services in Institutions
	In Focus: User Houses (Maisons des usagers) in Mental Health or Oncology

	Therapeutic Education: From Red Tape to Greater Stakeholder Inclusion

	A Second Wind Towards New Practices
	User Representatives Depart for Institutional Bodies: Towards New Forms of Collaboration and New Methods
	Learning Co-construction in the FORAP-HAS Working Group on “Well-Treatment”
	Creation of Joint User–Professional Committees

	The Rennes University Hospital
	Brittany’s Regional Body: The Coordination Group for Improving Practices of Health Professionals in Brittany (CAPPS Bretagne)
	Beyond Links with User Representatives: User Partnerships Built Closer to Care
	Emerging Practices Coupled with Expectations from Professionals
	More Peer Helpers

	The Rise of User Teachers: New Forms of User Involvement for Training and Research Purposes
	User Involvement for Training Purposes
	User Involvement for Research Purposes


	Conclusion
	References

	9: Expert by Experience: Valuing Patient Engagement in Healthcare
	Introduction
	What Is a Rare Disease? How Many People Are Affected?
	How Do Rare Diseases Collectively Create Opportunities to Improve Care and Structure New Healthcare Offerings?
	Presentation of EURORDIS
	How Has EURORDIS-Rare Diseases Europe Enabled the Emergence of a Rare Disease Movement?
	How Has the Empowerment and Engagement of Experts Gone from Vision into Sustainable Action?
	How to Link Patient Advocacy, Patient Empowerment and Patient Engagement?

	What Is the EURORDIS Advocacy Strategy and What Has It Helped to Achieve So Far?
	Patient Involvement in Europe for Rare Diseases
	What Is the Actual Experience of Engaging Patients as Experts in the Activities of the European Medicines Agency, Health Technology Assessment Bodies and Payers?
	How Have Patient Advocates Shaped Policy on Healthcare in Europe for Rare Diseases? How Have Patient Advocates Established a Basis for Their Future Engagement in Care and Healthcare Organization?
	With the Evolution of Healthcare in Europe Came the Evolution of Patient Involvement

	What Are the European Reference Networks in Reality?
	Necessity Is the Mother of Innovation
	Is Patient Involvement Alive and Well in Healthcare?
	Patients’ Added Value
	What Is the Added Value of Patient Involvement in Healthcare?
	What Is the Mandate for Patients to Be Involved in European Reference Networks?
	Establishing Credibility for Patients as Experts and Leaders in Healthcare
	How Was Patient Involvement in European Reference Networks Organized?
	Patient Testimony


	Conclusion
	References

	10: Discussion and Conclusion
	References

	11: Future Directions for Patient Knowledge: A Citizen-Patient Reflection
	Index




