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Abstract

Palliative care approaches the patient and his or her suffering with a
biopsychosocial-spiritual model. Thus, it is the strength of palliative care to
complement the diagnosis driven approach of medical cancer care by a problem
and resources-based assessment, participatory care plan, and patient-directed
interventions. Interventions need to reflect timely prognosis, target population
(the patient, the family carer, the professional), and level of trust and remaining
energy. In palliative care the relevance of psycho-oncological aspects in the care
of the terminally ill is considerable in the understanding of the overall suffering
of patients approaching death and their loved ones and in their care and support.
There is little evidence to date in terms of clinical benefit of specific psycho-
oncological interventions in the last months or weeks of life, but there is
evidence on effects of stress reduction and reduced anxiety if locus of control can
stay within the patient as long as possible. One major difficulty in psychosocial
research at the end-of-life, however, is defining patient relevant outcomes.
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A Patient’s Journey: Mrs. B

Mrs. B. is a 58 years formerly very active and athletic woman whose husband died
some years ago from cardiac arrest. We, the palliative care inpatient consult team
and the patient, met for the first time on a surgical ward where she was hospitalized
for abdominal pain and vomiting both due to progressive cholangiocarcinoma.
Unintendedly, she broke out into tears when telling about the recent months: after
primary surgery she underwent chemotherapy, and despite experience of fatigue
she felt pretty well, continued to play tennis, and meet with friends and family. She
did not at all expect her cancer to grow during this treatment, and now she feels
dramatically disappointed; not only that her cancer was growing again, but also
that she misjudged her body’s condition. The sudden change in body condition and
the new perspective lead to an overall weakness and break down. The former nurse
saw herself for the first time in a new role as a patient, dependent on the help of
others and most of all as being a burden for her daughter.

We discussed her preferences (“going home, no additional chemotherapy”), her
worries (“becoming a burden for her daughter and the whole issues of dying”), her
network at home (“nice home, living on my own, daughter with small children
living closed by, son abroad for work™), and potential support needs for the future
(“most important, providing psychological support for my daughter”). It was
proposed to discuss the issues such as role changes in the family and the fear of
being a burden and not being able to support others anymore, respectively,
together with the psycho-oncologist.

After referral to the palliative care ward we organized a family conference
including “skype-link” to her son. Abdominal pain and vomiting improved
through medication, complementary therapy, and nutritional counseling. It was the
patient herself who finally lead the family conference based on a structured
problem-based prompt sheet (“SENS”-structure, i.e., discussion regarding
Symptom management, End-of-life decisions based on individual preferences,
Network-organization issues for the future care at home, and Support needs of
family carers).
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Mrs. B. returned home, stayed for several weeks managing symptoms by
herself, with little support by her general practitioner, managing her household
with external support twice a week, and—most important—meeting regularly with
her daughter and grandchildren. Several sessions with the psycho-oncologist lead
to open and honest discussions between mother and daughter about family roles,
needs, fears, and finally to a better acceptance of role changes and support. The
daughter herself wished for further psychotherapeutic support and was referred to
a psychotherapist in private practice.

Three days before Mrs. B. died she returned to our palliative care ward
accompanied by her entire family, asking for professional help for these last days,
recognizing that no energy was left to survive any longer. She was greatly satisfied
to have the opportunity to spend valuable time together with her family, experi-
encing security through the “net” around her and “the final growth, the completion
of her life’s symphony” even if the end was far too early.

1 Introduction

“Palliative care” or “palliative situation” is still poorly defined and the concept
remains vague. Ellen Fox wrote in 1997 a remarkable editorial in the JAMA
highlighting the “predominance of the curative model of medical care,” as a
“residual problem” (Fox 1997). Mrs. B’s last weeks could have been easily filled
with several medical interventions, which would have resulted in spending most of
her remaining lifetime in the hospital. She was in a “palliative situation” and
chose the model of care provided by palliative care. Fox continued: “...on a basic
level, the curative model conflicts with the notion of a good death.” There is a
certain danger to omit individual values and goals and the “tendency to perceive
patients in terms of their component parts.”

Thus, it is the strength of palliative care to complement the diagnosis driven
approach of medical cancer care by a problem-based assessment, participatory
care plan, and patient-directed interventions. Consequently, palliative care
approaches the patient and his or her suffering with a biopsychosocial-spiritual
model. It is the aim of palliative care to give back as much self-control as possible
to the patient and to provide support wherever and whoever is needed. The target
of such care is less a cell or an organ, but the patient and her or his carers—or
by words of Dame Cicely Saunders—the unit of care. Collaboration within the
palliative care team and among professionals with different backgrounds is a
frequent term when discussing and planning patient care. In palliative care the
relevance of psycho-oncological aspects is considerable in the understanding of
the overall suffering of patients approaching death and their loved ones and in their
care and support. Psycho-oncology and palliative care share the view of seeing the
patient as a whole and the suffering not only as a medical problem. Both include in
their definitions the psychosocial aspects of somatic illness. Both regard the
nonmedical aspects as essential part of suffering. Psycho-oncology and palliative
care are both frequently involved in the care of patients with advanced cancer, but
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there is little evidence about “dosage,” best time for involvement and process of
interaction of these two fields.

There is a substantial overlap of the two definitions of psycho-oncology and
palliative care, a fact that explains potential conflicts but which also how they
complement each other in daily clinical care. There may be side effects of palli-
ative care and psycho-oncology that need to be recognized early if used alone or in
combination. One is adding distress to the patient and family by an overdose of
support and/or insufficient coordination of care. Another is to disregard the
patient’s own resources even in a clinical situation of weakness and frailty, and to
focus—as we do in medicine in general—on deficits rather than strengths and
resources. In addition, it is of highest importance to distinguish three levels of
interaction and reflection: The patient, the patient’s surrounding or family, and
finally the professional team.

In 2003, Breitbart edited for the first time the journal “Palliative & Supportive
Care,” “the first international journal of palliative medicine that focuses on the
psychiatric, psychosocial, spiritual, existential, ethical, philosophical, and
humanities aspects of palliative care” (Breitbart 2003). In a personal reflection
Breitbart (2006) challenges one of the most significant values in palliative care and
in psycho-oncology: time. Time is of the essence—for reflection, creating trust,
and a relationship, doing “unfinished business,” coping, communicating, but also
for setting priorities: how would I like to spend my remaining lifetime, with whom
and where?

This chapter will discuss and highlight recent advances in palliative care with
particular focus on psycho-oncological aspects. The authors attempt to focus on
data derived from specific studies in a “palliative care” population (which is still
difficult to define!): from assessment to interventions having in mind a common
“credo”: professionalism in palliative care and psycho-oncology relies on the
capability to continuously evaluate if treatment and care allow and give back a
certain sense of control to the patient and family, of coherence, as Antonovsky
defined, even in a “palliative situation”—and provides space and time for essential
issues at the end-of-life.

2 Assessment
2.1 When

Possibly THE major issue in palliative care is late referral. In psycho-oncology and
palliative care access to this kind of support and care is still lacking clearly defined
“red flags,” thus the recognition of needs remains unsystematic.

Today, recognition or “diagnosis” of important psychosocial and spiritual
distress and palliative care needs in patients with advanced cancer has been
highlighted in several guidelines, e.g., (Network 2003). In clinical practice,
however, staffing, scientific recognition, routine screening, and financial
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reimbursement still pose significant barriers for early integration of palliative care
in standard oncology care.

There is growing evidence that early integration of palliative care—several
months prior to death—not only reduces distress and improves quality of life, but
also decreases health care utilization and lastly costs (Temel et al. 2010, 2011;
Zhang et al. 2009). Evidence seems to be sufficient for the American Society for
Clinical Oncology (ASCO) to recommend early palliative care as best practice in
some cancer diagnoses (Smith et al. 2012).

Late referral to psycho-oncological services too is a major issue in cancer care.
Psychological disorders like adjustment disorders, anxiety disorders, or depres-
sion, only represent a portion of the reasons why cancer patients and their family
members should be offered psycho-oncological care. The more general term,
distress, is more appropriate for describing the psychosocial difficulties—whether
they fulfill the criteria for a psychiatric disorder or not—experienced by many
patients and their family members. Estimates are high regarding the number of
patients and family members who do not fulfill the formal criteria for a psycho-
logical disorder according to the ICD or DSM but they do suffer from clinically
relevant psychosocial distress (Bultz and Carlson 2005; Herschbach and Heusser
2008; Holland 2006).

International guidelines also reflect the urgency to quickly and efficiently
identify (according to a predefined cut-off) individuals who may require more
intense diagnostic and potentially psycho-oncological care (Holland et al. 2007).
The standards for care of patients exhibiting psychosocial distress described by the
NCCN are of particular importance in this area (National Comprehensive Cancer
Network 2003).

Early diagnosis and referral of patients for psychosocial support are especially
important with respect to psycho-oncological care, because comorbid psychiatric
and psychosocial symptoms not only complicate treatment, but also negatively
impact the quality of life of patients and their family members, adversely affect
compliance, and lead to poorer medical treatment results (Colleoni et al. 2000;
Faller et al. 1999; Ganz 2008; Parker et al. 2003).

2.2 What

Assessing and documenting complexity are one of the big challenges in palliative
and end-of-life care. This is also true for the organization of tasks and responsi-
bilities in an inter-professional care team, but also for financial/reimbursement
issues. Comprehensive cancer care is one of the attempts to organize such tasks
and responsibilities through a shared care model. One of the challenges in highly
complex situations as we encounter them in palliative care can be seen in the fact
that medical diagnoses alone may not reflect sufficiently individual problems and
suffering.

The MASCC Psychosocial Study Group recently published a conclusive paper
on main psychosocial concerns and needs of cancer patients and families
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throughout all phases of the disease (Surbone et al. 2010). In this document we find
a call for action in terms of systematic assessment, training and even a “new
paradigm of supportive care that addresses psychosocial issues from diagnosis
through treatment and post-treatment phases, up to end-of-life or long-term
survivorship,...”

Thus, multidimensional assessment of problems or stressors is regarded as
highly relevant in palliative care. For the purpose of providing a problem-based
assessment system in palliative care, with symptom assessment as only one part of
it, the “SENS”-system has been developed (Eychmuller 2012). Adding the
problem-based SENS system as a parallel system to medical diagnosis in clinical
practice has provided guidance for planning, prevention, concrete care, and
coordination of care not only for the patient but also for the family system around
him/her. Expectations and hope can be redirected toward actual goals and daily
activities instead of medical procedures with sometimes questionable or unclear
outcomes.

Other multidimensional or rather multiple-symptom-assessment systems in
palliative care are commonly used in clinical practice but all rely on the patient’s
cognitive function which can alter dramatically even within days or hours. Based
on NCCN Clinical Practice Guidelines for Supportive Care, the Edmonton
Symptom Assessment System (ESAS) or single item tools for various symptoms
(Butt et al. 2008) can be used. As for other tools a score of 4 or more on such
screening instruments signifies at least moderately severe symptoms. Most studies
on multi-symptom assessment tools are developed and tested mainly in ambulatory
patient populations except ESAS.

It is for this reason that assessment in palliative care must be tailored to the
patient’s situation. Burden and length of the assessment must be minimized and
the type of assessment must be related to concrete implications. This means that
assessment instruments should have a screening tool character and serve as a
foundation to support or enable further communication not necessarily linked
directly to the patient but to family and team about the components of despair and
possible resources of support. Going back to our patient example, Mrs. B., her
distress at the beginning of the contact with the palliative care professionals was
the loss of control and her fear to burden her daughter. Her distress did not
correspond to symptoms of depression or anxiety nor was it the pain only which
made her suffer most. A sensitive and focused dialog only could reveal needs and
potential sources of support.

2.2.1 Depression and Anxiety

In a meta-analysis of studies performed with patients in palliative cancer care,
Mitchell et al. (2011) reported interesting data. Stratified for various classification
systems (ICD, DSM) as well as for stage of disease, this review did not support
previous higher percentages of depression in patients with cancer (depression or
adjustment disorder 24.7 %, all types of mood disorder 29.0 %). In addition, the
study did not reveal any significant difference between palliative care and non-
palliative care settings.
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Surprisingly, adjustment disorders or anxiety seemed to be slightly more
common in non-palliative patients. This might be explained again by the hetero-
geneous definition of “palliative situation.”

Prevalence of anxiety and its relationship to psychological distress in the
“palliative patient” is poorly understood. A recent study in terminally ill cancer
patients showed moderately increased symptoms of anxiety in 18.6 % and clini-
cally relevant symptoms in 12.4 % of participants. The levels of anxiety did not
differ in outpatients versus palliative care inpatients. The Hospital Anxiety and
Depression Scale was used to measure symptoms of anxiety and depression, and
was administered along with measures of hopelessness, desire for hastened death
(Kolvaet al. 2011). Palliative care inpatients reported significantly more symptoms
of depression and desire for hastened death. The authors believe that an imminent
death may lead to an increase of these symptoms.

Anxiety, however, plays an important if not dominant role in symptom per-
ception and expression especially in pain. It is well known from multiple studies in
neuropsychology and -physiology that uncertainty and pain are directly linked
(Brown et al. 2008; Yoshida et al. 2013). Clinicians therefore need to explore in
depth patients’ fears and beliefs together with standard symptom assessment.

2.2.2 Demoralization, Hopelessness, and Wish for Hastened Death
There are many components of despair at the end-of-life. While some patients
suffer from depression and anxiety others do not fulfill the criteria for these psy-
chiatric diagnoses but suffer from demoralization and hopelessness or loss of
meaning—symptoms and syndromes that cannot be categorized according to
psychiatric diagnosis. Kissane et al. (2001) wrote an informative article about the
importance of demoralization in palliative care, Nissim et al. (2009) investigated
the desire for hastened death and hopelessness and Chochinov et al. (2008) looked
at dignity. To be aware of and to assess demoralization and hopelessness and the
wish for hastened death might be crucial to support some patients in the palliative
situation.

2.2.3 Assessing Quality of Life

WHO (2002) defines quality of life as the predominant outcome of palliative care.
In clinical practice, however, evaluation of individual quality of life can be dif-
ficult. Patients are often too weak and cognitively unstable to provide reliable
answers to quality of life assessment tools or questionnaires. In addition most tools
have not been evaluated adequately in this challenging clinical situation (Albers
et al. 2010). While acknowledging such limitations, highly individualized quality
of life measurement tools such as McGill Quality of Life Questionnaire (Cohen
and Mount 2000; Cohen et al. 1997) and more recently the SMiLE—instrument
(Fegg et al. 2008) have been specifically developed and tested in patients with far
advanced cancer or other diseases. The idea behind both instruments, as an
example, is to assess individual domains that may contribute to patient-related
quality of life and at the same time to give weight to these domains in regard of
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actual importance. Results from the studies are encouraging but such an approach
seems to be linked to research protocols rather than to daily routine.

Intermezzo: Mrs. B

This patient may not be representative for all patients suffering from advanced
cancer. Mrs. B. had a long story of self-effectiveness and a rather high level of
need of keeping control of her life. Thus, it is no surprise that during assessing her
needs and strengths, it was easy to define her goals and to collaborate actively to
give weight and priority to various aspects. She was clear in defining worries in
regard to her daughter as priority number 1. She was clear in choosing her pre-
ferred place of care (at home) and to assess quantity and quality of her individual
care team apart from her daughter. She regained control over her miserable illness
in the moment, when medical reasoning was complemented by problem-based
assessment and care planning. We might underestimate the effect of activating
individual coping mechanisms when switching from medical language and diag-
nosis to day-to-day problems and related problem solving skills.

3 Care Plan
3.1 Multi-professional Teamwork

With increased complexity of the patient and his or her family’s situation and
depending on the amount of emotional distress in the system, specialized palliative
care, and psycho-oncological interventions are required. Thus, in more complex
situations the coordination of interdisciplinary support is essential.

Psycho-oncology and palliative care are both frequently involved in patients
with advanced cancer, but there is little evidence about “dosage,” best time for
involvement and process of interaction of these two domains. “The most suc-
cessful psycho-oncology, psychosocial and behavioral oncology units have been
those able to use this diversity to their advantage by evaluating patients and
referring them to the most appropriate resource. They function as truly multidis-
ciplinary organizations, drawing on the knowledge of each to enrich the others,
while remaining fully integrated in the patients’ total medical care”(Holland
2006). The “team” by itself in consequence may become a healing factor—or
if distressed and badly coordinated—a risk factor for the patient and family
(Nakazawa et al. 2010).

Intermezzo: Mrs. B

The crucial point in Mrs. B.’s patient journey was the moment of taking over
the leadership for her remaining lifetime (Detering et al. 2010). Based on her
previous life experiences this shift back to control was the key: it was up to her to
organize continuity of care and “her” network at home. It was up to her to decide
and anticipate that her place for dying might be NOT at home but on the palliative
care ward whenever possible; it was up to her to make active plans for the limited
amount of time; it was up to her to make peace with her limited physical function.



The Oncological Patient in the Palliative Situation 67

And it was finally up to her to discuss with her daughter the need for psychological
support including the time of bereavement.

4 Interventions

As recommended by various guidelines (e.g., NCCN) best symptom control,
advance care planning, and care of the dying should be an integral part of any
intervention near the end-of-life. Training in self-administration of drugs (enteral
or subcutaneously) by the patient or a family member plays an important role in
any crisis intervention (Shipley and Fairweather 2001). Dealing with fatigue and
loss of appetite has been reported repetitively to become an important topic in each
oncological consultation—not only for the patient, but also for the family (NICE
2011). But palliative care interventions offer more than just “symptomatology,”
and there might be a danger to overmedicalize treatment.

Not only medical treatment can be overdosed but psycho-oncological support
too must be sensitively tailored to the patient and his or her family’s situation and
the limitations of the circumstances depending on factors such as time, cognitive
functioning, and level of energy. Due to limitations and depending on the risk of
acute deterioration, interventions usually should be focused on immediate positive
effects on despair and acute stressors. As the EAPC paper (European Association
for Palliative Care) (Junger and Payne 2011) puts it In fact, claims regarding the
relevance and effectiveness of psychological support provided to dying patients
and their relatives should be made with caution. When defining their own pro-
fessional role, tasks and responsibilities, psychologists should reflect critically
upon the real benefits of their contribution. They should avoid a ‘pathologisation’
or ‘psychologisation’ of the normal intrapersonal and interpersonal challenges in
the context of physical and existential suffering near the end of life.

A recent qualitative study gives insight to a better understanding of the factors
influencing the readiness of patients to address emotional needs (Baker et al.
2012). Results pointed to the fact that many patients do not openly share their
emotional difficulties for a variety of reasons. Almost all patients indicated
emotional distress or vulnerability. However, for many it felt important not to
address distress. The key reason for not wanting to talk about distress was that
emotional and mortal vulnerability appeared to be closely linked and patients
expected that talking about distress might increase their experience of vulnera-
bility. The key to understand the attitudes of patients was to look at the stage in the
treatment trajectory they were at. Recently diagnosed patients were generally
negative about being prompted to address distress. Patients interviewed some time
after their diagnosis and completed treatment, were generally positive. The study,
however, did not include patients on the palliative care ward.

As mentioned above psychiatric diagnoses such as depression and anxiety
might be one indication for psycho-oncological support and counseling. But
psycho-oncological support in the palliative patient might also be helpful when
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the components of despair are differing from specific symptoms of psychiatric
disorders—as in our patient example Mrs. B.

The EAPC suggests distinguishing between four levels of psycho-oncological
interventions in the palliative situation. 1. Compassionate communications and
general psychological support, 2. Psychological techniques such as problem
solving, 3. Counseling and specific psychological interventions such as anxiety
management, and 4. Specialist psychological interventions such as psychotherapy.

Basis of psycho-oncological support and essential for most terminally ill
patients and their families is a sustainable and trustful relationship. The importance
of the relationship cannot be underestimated in the palliative situation as most
patients have a sense of loss of control and vulnerability. The circumstances often
lead to a rapidly intensified relationship between patient and psycho-oncologist as
well as the awareness of time limits and approaching death might lead to personal
developments that can be supported by general psychological support. These
aspects demonstrate how difficult it is to measure how and why patients and
families might benefit from psycho-oncological support at the end-of-life. One
major difficulty in psychosocial research at the end-of-life however is defining
patient relevant outcomes.

Nonetheless there is evidence for specialist psycho-oncological interventions
with particular tailoring to terminally ill patients as Breitbart et al. (2010, 2012)
showed in a meaning centered group setting. One other promising approach is
dignity therapy (Chochinov et al. 2011). These first results for a specific population
demonstrate both, feasibility, and clinical benefit, and can be considered as
promising strategies for the future.

4.1 Outcomes and Expectations

However, one of the major sources for distress—for patients, but also partners/
family and professional carers—can be found in overoptimistic or unrealistic
expectations in any intervention in our world of “doing” and feasibility. Calman
(1984) introduced a concept in regard to discuss and tailor patient (and carer)
expectations as a central strategy to avoid additional distress. These early results
have been studied repetitively, among others by Mack et al. in palliative and
psycho-oncological care. The Calman gap concept remains one of the pragmatic
approaches for physician/psychologist-patient interaction and highlights the
importance of the concept of expectations (Broderick et al. 2011). Physical activity
frequently cannot be altered or improved which may be difficult to accept espe-
cially for sportive people as in our case report. Therefore, physical activity should
be replaced or complemented by psychological, social and/or spiritual activity—a
strategy that sometimes may patients feel helpless and lost in to date unknown
world. Thus, for any intervention we offer to a severely ill person with low level of
energy and short timely prognosis, we should consider potential harm in terms of
unrealistic expectations and/or lack of individual coping strategies.
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5 Summary

Mrs. B. was not able to tell her family and the professional team about her
experiences in the very last days of her life. But she could tell the family and the
professional carers how important these last weeks at home surrounded by her
family were to her. The family on the other hand told the professional team that the
joint care planning, its discussion, and finally all interventions responded not only
to her mother’s needs and wishes, but also integrated at its best the family—and
helped to reduce family distress at least to a manageable amount.

Providing space and security for essential things to happen, and to give back a
sense of control even in a situation of weakness and fatigue—such elements seem
to be mandatory for the final months of life. In times of cost-effectiveness and
evidence-based objective measurements this therapeutic approach may be
primarily considered as non-scientific, but evidence from neuropsychology,
physiology, and from (randomized) controlled trials in assessment and interven-
tions in psychosocial and even spiritual care increasingly support such strategies.
The stress-model and recent advances in brain research may add additional evi-
dence and build the bridge to a more scientific acceptance of a humanistic
approach. The whole story seems to be about stress reduction and even “healing”
in an otherwise desperate life situation, with “healing” being applied not only to
the patient, but also to family carers and professionals (Mount and Kearney 2003).
Research may finally turn out to support historic findings as formulated earlier by
Paracelsus (1493-1541): “Die beste Arznei fiir den Menschen ist der Mensch.
Der hochste Grad dieser Arznei ist die Liebe. Or: the best drug for humans is a
human. The highest degree of this drug is love.”
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