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Preface

The International Psycho-Oncology Society (IPOS) established the IPOS
Press in 2006, during my tenure as a member of the IPOS executive board.
An IPOS Press task force, led by Drs. Maggie Watson, Luigi Grassi, and my-
self nurtured the IPOS Press throughout the subsequent years, as each of us
on the IPOS Press task force had the honor to serve IPOS for 2-year terms
as IPOS president. (My tenure as president was from 2008 to 2010.) In 2006
and 2008, IPOS Press collaborated with the American Psychosocial Oncology
Society to produce the first of two Pocketbook Quick Reference Guides for
psycho-oncology clinicians, with pharmaceutical industry support. The two
Pocketbooks included a: (1) Quick Reference Guide for Oncology Clinicians: the
Psychiatric and Psychosocial Dimensions of Cancer Symptom Management;
and (2) Quick Reference for Pediatric Oncology Clinicians: The Psychiatric and
Psychological Dimensions of Pediatric Cancer Symptom Management. (See www.
ipos-society.org for more information on ordering these pocket reference
books.) Psychosocial Palliative Care represents the latest in a series of IPOS texts
to be published through IPOS Press, and we are quite excited about the variety
of clinical and research-oriented books we anticipate will be available to the
oncology and psycho-oncology communities over the next years.

Psychosocial Palliative Care had a long journey to publication which began in
2007. My clinical, research, and writing career had steadily moved from gen-
eral psycho-oncology, toward a focus on the interface of psycho-oncology
and palliative care. This transition was brought into being by several events
and opportunities. In 1995 | was selected to be in the first US national cohort
of Soros Faculty Scholars of the Open Society Institute, Project on Death in
America, which supported by research activities in psychosocial palliative care
for the next 3 years. This experience solidified my identity as a psychiatric pal-
liative care clinician as well as a psycho-oncologist. Subsequently | co-edited,
with Dr. Harvey Chochinov the first and second editions of the Handbook of
Psychiatry in Palliative Medicine, by Oxford University Press. In 2002, | took on
the role of editor-in-chief of Cambridge University Press’s international pallia-
tive care journal, Palliative & Supportive Care. Now in its 11th year of continuous
publication, Palliative & Supportive Care remains the only international palliative
care journal that focuses on the psychiatric, psychosocial, existential, and spiri-
tual domains of palliative care. The actual genesis of Psychosocial Palliative Care
took place in 2004, when | was asked by my good friend, Dr. James Levenson
to write the chapter on palliative care for the first major comprehensive text-
book in Psychosomatic Medicine' that was to serve as the reference textbook
for all subspecialty board certification questions on the examination for sub-
specialty certification in psychosomatic medicine in the United States. As
you can imagine, | had a sense of profound responsibility to an entire sub-
specialty field of psychiatry, and | was compelled to write the ultimate, most
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comprehensive chapter on palliative care and its psychiatric and psychosocial
dimensions ever written! Well, | went a bit overboard, and submitted a chapter
that was 175 pages long and contained 800 references. It was a book, not a
chapter. My dear editor and friend, Jim Levenson, was very kind to me. He
wrote me a simple email; “Bill, great chapter. Very comprehensive. | will go
over the chapter and edit it so that it is an appropriate length to be included in
the textbook.” The edited, shortened chapter was approximately one-fourth
the length and scope of what | had submitted. Surprisingly, it reads quite well.
However, | realized that | indeed had written a small textbook. At this time we
were developing the concept of establishing an IPOS Press as a means for [POS
members to publish textbooks, but through a publishing mechanism that would
bring much-needed revenue to IPOS in order to fulfill its mission. | submitted
a slightly revised version of my original chapter as a small book for consider-
ation by the IPOS task force for publication. | received much helpful feedback
about a variety of elements of what | had originally produced: (1) a briefer,
more succinct format, with less text and more tables in order to match the first
IPOS Quick Reference Guides; (2) a more international perspective on palli-
ative care and especially cultural issues and sensitivities; and so on. Over the
next year | undertook the task of adapting what | had produced to match the
IPOS Quick Reference Guide format. This adaptation was accomplished pri-
marily by the dedicated and brilliant work of two medical students who spent
elective time with me at Memorial Sloan-Kettering. Gloria Chansong Lee, MD,
was the first to transform the massive text into the Quick Reference Guide
format. Anna Lopatin Dickerman, MD, spent an entire summer refining the
book and updating my original references. This task was completed in 2007, but
unfortunately IPOS Press could not find financial support to publish this Pocket
Handbook. Oxford University Press (OUP) came to the rescue. Abby Gross,
our incredible OUP editor on the IPOS Press/Oxford University Press publica-
tion of Dr. Holland’s Textbook of Psycho-oncology, 2nd ed, saw the potential for
an IPOS Press—Oxford University Press collaboration in producing this IPOS
Pocket Handbook for Clinicians dedicated to psychosocial aspects of palliative
care. Andrea Seils has deftly taken over editorial and publisher responsibility
for this project from Abby Gross, and we are so appreciative of her guidance
and support. What remained, before actual publication, was the massive task
of updating all the contents of the textbook since 2007. This was a challenging
and important job made more difficult by the fact that there has been an explo-
sion of important new epidemiological, correlative, and intervention studies in
the literature in just the past several years alone. My colleague and coauthor,
Dr. Yesne Alici, took on the task of this update, and even initiated an expansion
into areas that had not been originally included in the earlier version of the text
because of advances made in the field.

During a 30-year career in psycho-oncology, | have learned that everything
takes at least three times longer than you thought it would. We have exceeded
that dictum. However, | learned an even greater lesson from my mother that
gives me comfort when | think of the very long and difficult journey on which
this project has taken me. My mother was a Holocaust survivor and lived a diffi-
cult early life. However, she persevered and survived long enough to experience
a long life blessed with many joys to complement the tragedies through which



she lived. During challenging and difficult times my mother often reminded me
of our ethnic and family legacy, saying, “Things always come very hard for us my
son, but in the end, when they appear, the taste is much sweeter!” Perhaps it is
fitting that a text on the psychosocial aspects of palliative care can serve as an
example that out of hardship and suffering, beauty and meaning can be derived,
and savored, perhaps even for generations.

William Breitbart, MD
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Introduction

One of the most challenging roles for clinicians working in the cancer setting
is to help guide advanced and terminally ill cancer patients and their families
through the physical, psychological, and spiritual aspects of the dying process.
Patients with cancer and other life-threatening illnesses are at increased risk for
the development of major psychiatric complications, and have an enormous
burden of both physical and psychological symptoms."? In fact, surveys suggest
that psychological symptoms such as depression, anxiety, and hopelessness are
as frequent, if not more so, than pain and other physical symptoms.>=> Concepts
of adequate palliative care must be expanded beyond the current focus on
pain and physical symptom control to include the psychiatric, psychosocial, ex-
istential, and spiritual aspects of care. The psycho-oncologist, as a consultant
to or member of a palliative care team, has a unique role and opportunity to
fulfill this promise of competent and compassionate palliative care for those
with life-threatening illness. Oncologists and palliative care physicians, as well
as oncology and palliative care nurses, as the central members of the multi-
disciplinary palliative care team, must also develop the knowledge and skills
necessary to work collaboratively and provide comprehensive palliative care,
which includes the psychiatric, psychosocial, existential, and spiritual domains
of palliative care.

This pocket handbook guides the psycho-oncologist and palliative care clini-
cian through the most salient aspects of effective psychiatric and psychosocial
care of patients with advanced illness. We review basic concepts and definitions
of palliative care; a global perspective on death and palliative care; the assess-
ment and management of major psychiatric complications of life-threatening
illness, including psychopharmacological and psychotherapeutic approaches;
and issues such as bereavement, spirituality, cultural sensitivity, communication,
and psychosocial contributions to the control of common physical symptoms.

It is important to note that the Diagnostic and Statistical Manual of Mental
Disorders, 5th ed. (DSM-V)¢ was released in May 2013 for use by mental health
professionals in the United States. Because there is much controversy’ around
its implementation in clinical care and research, we have decided to continue
using the Diagnostic and Statistical Manual of Mental Disorders, 4th ed, Text
Revision (DSM-IV-TR)® in this handbook until the DSM-V becomes more
widely accepted in the medical community.

When caring for patients with advanced cancer, AIDS, or other illnesses, the
focus of treatment may often shift to symptom management and the enhance-
ment of quality of life. Such patients are uniquely vulnerable to both physical
and psychiatric complications. The high prevalence of distressing physical symp-
toms, such as pain, makes the assessment of psychiatric symptoms difficult. The
role of the psycho-oncologist in the care of the terminally ill or dying patient
is critical to both adequate symptom control and integration of the physical,
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psychological, and spiritual dimensions of human experience throughout the
course of illness and especially near the end of life.
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Chapter 1

Principles of Palliative Care

Defining Palliative Care

The terms “palliative care” and “palliative medicine” are often used inter-
changeably. Palliative medicine refers to the medical discipline of palliative
care, an approach to improve the quality of life of patients who are facing
life-threatening illness and their families."** Modern palliative care has evolved
from the hospice movement into a more expansive network of clinical care
delivery systems with components of home care and hospital-based services.*
The nature and focus of palliative care has similarly evolved over the cen-
tury, expanding beyond the concept of comfort care for only the dying. This
care may begin with the onset of a life-threatening illness and proceeds past
death to include bereavement interventions for family and others (Figure 1.1).
Introduction of palliative care shortly after diagnosis to patients with metastatic
non-small cell lung cancer has been shown to result in better quality of life and
lower rates of depression.® Palliative care must meet the needs of the “whole
patient”—and his or her family—while addressing physical, psychological, so-
cial, spiritual, and existential aspects of suffering (Box 1.1).**

The Global Need for Palliative Care

It is estimated that 33 million dying people worldwide are in need of palliative
care.* When one considers the additional burden affecting family members of
the seriously ill, this estimate grows to 100 million people. Moreover, the pop-
ulation of aging and chronically ill individuals continues to grow. Despite the
global emergence of modern hospice and palliative care over the past 50 years,
barriers to adequate care persist. These include unequal access to care, in-
sufficient funding, and lack of national policies.® Worldwide, but especially

Active Aggressive
Intent

D

E

A Bereavement
Palliative T
Intent H

Figure 1.1 Current Model of Palliative Care
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Box 1.1 World Health Organization Definition of Palliative Care'?

Palliative care:

Provides relief from pain and other distressing symptoms

Affirms life and regards dying as a normal process

Intends neither to postpone nor hasten death

Integrates the psychological and spiritual aspects of patient care

Offers a support system to help patients live as actively as possible
until death

Offers a support system to help the family cope during the patient’s illness
and in their own bereavement

Uses a team approach to address the needs of patients and their families,
including bereavement counseling, if indicated

Will enhance the quality of life, and may also positively influence the course
of illness

Is applicable early in the course of illness, in conjunction with other ther-
apies that are intended to prolong life, such as chemotherapy or radiation
therapy

Includes the investigations needed to better understand and manage dis-
tressing clinical complications

in developing countries, most cancers are incurable at the time of diagnosis.
Curative treatments are often available or of minimal benefit, yet palliative care
can provide pain relief and symptom management for the vast majority of such
patients. In developing countries, where palliative care is often unavailable, this
continues to be a challenge (Boxes 1.2 and 1.3).*

Today, more than 8,000 hospice and palliative care initiatives exist world-
wide in more than 100 countries (www.hospiceinformation.info).® These in-
clude inpatient units, hospital-based services, community-based teams, day care
centers, and other modes of delivery (Box 1.4).

Palliative Care Programs/Models of Care Delivery

Palliative care is not restricted to those who are dying or those enrolled in
hospice programs, but rather, can be applied to the control of symptoms and

Box 1.2 Estimated Number of People in Need of Palliative Care

(in millions)*

Annual deaths globally 56
Annual deaths in developing countries 44
Annual deaths in developed countries 12
Estimated numbers needing palliative care globally” 33

"It can be estimated that approximately 60% of the dying need palliative care
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Box 1.3 2nd Global Summit of NHPCA" Declaration on Hospice

and Palliative Care, March 2005’

e Governmental health policy should include palliative care (as recom-
mended by WHO).

o Access to palliative care should be considered a human right.

Resources should be available for hospice and palliative care programs and
services.

e Necessary drugs should be made available (including affordable and avail-
able morphine for the poorest).

e Hospice and palliative care should be available to all citizens in the setting
of choice—acute care hospitals, long-term care facilities, residential hos-
pices, and patients’ homes.

" National Hospice and Palliative Care Association.

provision of support to those living with chronic, life-threatening illnesses.
Palliative care is a relatively inexpensive and efficient means of controlling pain
and physical symptoms, and meeting the needs of those nearing the end of
life.5"15 Indeed, palliative care for individuals with AIDS and cancer has been
instituted as national policy in countries that are neither wealthy nor industrial-
ized. Uganda’s inclusion of palliative care in its National Health Plan for 2000—
2005, for example, demonstrates the effectiveness of an integrated government
and community nongovernmental approach to palliative care.*

Fully developed, model, palliative care programs ideally include all of the
components listed in Box 1.5. The model of care delivery is interdisciplinary.

Palliative Care Does Not Hasten Death

Physicians, patients, and family members often believe that the transition from
curative to palliative care (e.g., discontinuing antitumor-focused treatments, ini-
tiating treatments for symptom control and comfort) results in shorter survival
time. This concern often leads to a delay in initiating palliative care and perhaps
the unnecessary continued use of less than beneficial antitumor treatments.””'®
There is also a common concern that medications, such as opioids used for
pain, may unintentionally hasten death in patients receiving palliative care in
settings such as palliative care units, hospice units, or home hospice care.’?

A 2007 study by the National Hospice and Palliative Care Organization?'
examined survival rates in approximately 5,000 cancer patients with advanced
disease. Hospice patients receiving palliative treatment survived an average of
29 days longer than those who did not receive hospice care. This study?' further
supports that medications for symptom relief, such as high doses of morphine
and other opioids, do not hasten death. Other recent studies have also demon-
strated that the aggressive use of opioids and sedatives to provide “sedation”
for the control of pain and other symptoms in terminally ill cancer patients is
not associated with shorter survival (Box 1.6).2%
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Box 1.4 Estimated Statistics on Hospice and Palliative Care

Americas
o United States’®
e More than 5,300 hospices serving approximately 1,650,000 patients
Nearly one in five agencies with a dedicated inpatient unit/facility
More than 1,000 hospital-based pain and palliative care services
64 academic medical school affiliated departments of palliative medicine
85 pain and palliative medicine fellowship training programs offering
more than 234 fellowship positions
o Several major national palliative care organizations, and more than 10
national and international palliative care scientific journals published

e Canada: more than 600 palliative care services™
e Costa Rica: 26 palliative care clinics’
o Argentina: 30 palliative care and supportive care teams
e Uruguay: 17 palliative care services
Europe
e Central/Eastern Europe: 466 organizations'
e Western Europe!
o Belgium: 152 organizations
e Germany: 706 organizations
e Italy: 91 organizations
o Netherlands: 338 organizations, 72 palliative networks
e Romania: 25 palliative care services
Spain: 144 organizations
e United Kingdom: 1,158 organizations
Asia Pacific’?

e Hong Kong: 15 organizations

o India: 49 organizations

e Japan: 102 organizations

o Korea: 28 organizations

e Tajwan: 28 organizations

e China: 20 organizations”

e Vietnam: 5 organizations

e Singapore: 10 organizations

o Philippines: 16 organizations

o New Zealand: 38 organizations

o Australia: 230 organizations

Africa and Middle East

o Sub-Saharan Africa: 16 organizations
e South Africa: 6 palliative care teams

" 2011 statistics report approximately 150 hospice/palliative care services in China®.




Box 1.5 Ideal Components of a Palliative Care Program?

1. A’ home care (e.g., hospice) program

2. A hospital-based palliative care consultation service

3. A day care program or ambulatory care clinic

4. A palliative care inpatient unit or dedicated palliative care hospital beds
5. A bereavement program

6. Training and research programs

7. Internet-based services

In the 2010 study by Temel and colleagues,® patients assigned to early palli-
ative care had a better quality of life than did those assigned to standard care.
In addition, fewer patients in the palliative care group than in the standard
care group had depressive symptoms (16% vs. 38%, p = .01). Despite the fact
that fewer patients in the early palliative care group than in the standard care
group received aggressive end-of-life care (33% vs. 54%, p = .05), median sur-
vival was longer among patients receiving early palliative care (11.6 months vs.
8.9 months, p =.02).

Psycho-oncologists helping palliative care teams, patients, and families make
decisions around the transition from curative to palliative care can now present
strong evidence that a decision to choose palliative care and utilize opioids
or sedatives will not result in hastening the death process. Thus, greater ac-
ceptance as well as less fear of palliative care may result in earlier and more

Box 1.6 Palliative Care Does NOT Hasten Death'¢-%

o Palliative care does not hasten death. In a 2007 study, terminally ill patients
receiving hospice care were observed to survive longer than non-hospice
patients?'.

e A 2010 study by Temel and colleagues® showed that among patients with
metastatic non-small cell lung cancer, early palliative care led to signifi-
cant improvements in both quality of life and mood. As compared with
patients receiving standard care, patients receiving early palliative care had
less aggressive care at the end of life but longer survival.

e There have been additional studies to define? “early palliative care” and
study?”-¥ the impact of early palliative care on the quality of life, symptom
burden, and survival. There is no doubt that early palliative care improves
quality of life and reduces symptom burden at the end of life.

e Use of opioids/sedative medications for symptom relief does not
hasten death.

e Hospice care enhances social support for patients and families, and may be
an influence in survival effects of aggressive palliative care.

CHAPTER 1 Principles of Palliative Care
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frequent utilization of palliative care interventions. This can not only result in
better symptom control, but also facilitate discussion of existential issues that
confront those facing the end of life.
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Chapter 2

A Global Perspective on Death

To understand and treat psychiatric issues in the dying patient today,
psycho-oncologists must have an appreciation of why, when, where, and how
patients die in the third millennium.

Causes of Death

Whereas some common causes of death can be sudden (e.g., myocardial in-
farction, stroke, gunshot wound), others, such as cancer and human immuno-
deficiency virus (HIV) disease, have become chronic diseases. These chronic
illnesses often have a prolonged dying process that may necessitate psychiatric
intervention and treatment (Boxes 2.1 and 2.2).

Age of Death

The mean life expectancy in the United States as of 2010 was 78.2 years. Life
expectancy is similar in other industrialized regions of the world, illustrating the
importance of care for elderly and dying individuals. At the other end of the
spectrum, life expectancy is greatly reduced to the third and fourth decade in
sub-Saharan Africa. This is largely because of the impact of poverty and infec-
tious diseases such as HIV/AIDS." Clearly, there is a broad range of life expec-
tancies throughout the world. For a comprehensive list, see the World Health
Organization’s World Health Statistics, 2012 at http://www.who.int/gho/publi-
cations/world_health_statistics/2012/en/index.html.

Box 2.1 Leading Causes of Death Worldwide, 2011*

. Ischemic heart disease

. Stroke and other cerebrovascular disease
. Lower respiratory infections

. Chronic obstructive pulmonary disease

. Diarrheal diseases

. HIV/IAIDS

. Trachea, bronchus, and lung cancers

. Tuberculosis

. Diabetes mellitus
. Road traffic accidents
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Box 2.2 Leading Causes of Death in the United States, 20112

. Diseases of the heart

. Malignant neoplasms

. Chronic lower respiratory diseases
. Cerebrovascular diseases

. Alzheimer’s disease
. Diabetes mellitus
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1
2
3
4
5. Accidents (unintentional injuries)
6
7
8. Influenza and pneumonia

9. Nephritis, nephritic syndrome, and nephrosis

10. Intentional self-harm (suicide)

11. Septicemia

12. Chronic liver disease and cirrhosis

13. Essential hypertension and hypertensive renal disease
14. Parkinson’s disease

15. Pneumonitis resulting from solids and liquids

Location of Death

These trends indicate that health care workers should be well educated about,
and experienced with, end-of-life issues, including psychiatric issues (Box 2.3).

How Do Patients Die?

It appears that many patients do not die “good” deaths, but rather “bad”
deaths, characterized by needless suffering and disregard for patients’ or fami-
lies” wishes and/or values (Box 2.4).

Box 2.3 Patient Preferences on Location of Death

o Studies have found that around 75% of respondents would prefer to die at home.
e Between 50% and 70% of people receiving care for advanced illness would
prefer home care at the end of life.

Despite the preference for home care and death at home, only 20% to 30% of
individuals in the United States and Western Europe ultimately die at home.

e Death in hospital remains common in many countries®.

e A retrospective cohort study* of Medicare beneficiaries aged 66 and older
compared sites of death, place of care, and rates of health care transitions
in 2000, 2005, and 2009. Although there was a lower proportion who died
in an acute care hospital in 2009 (24.6%) and 2005 (26.9%) compared with
2000 (32.6%) both intensive care unit (ICU) use (29.2% in 2009, 26.3% in
2005, and 24.3% in 2000) and the rate of health care transitions increased
in the last month of life. In the same retrospective cohort, 43.4% of cancer
patients died at home in 2009 compared with 41.5% of patients in 2000.




Box 2.4 The Patient’s Death®

e A technological imperative characterizes Western medical practice, in-
cluding care of the dying.

e Substantial shortcomings exist in the care of seriously ill hospitalized
patients.
e poor communication between physicians and dying patients
e implementation of overly aggressive treatment, often against patients’

wishes
o There is a need for greater skills and education in end-of-life issues.

e There is a need for increased communication with and support of dying
patients.

What Is a “Good” Death?

Clearly, each individual has his or her own definition of a good death. Culturally
specific communities and rituals influence communal approaches to dying and
suffering (Box 2.5).°

These four criteria and the aforementioned considerations for achieving a
good death can serve as general guidelines for the psycho-oncologist in caring
for the dying (Box 2.6).

Box 2.5 World Health Organization Guidelines for a “Good”
Death®*®

e A “good” death is one that
e is free from avoidable distress and suffering for patient, family, and
caregivers
e is in general accord with the patient’s and family’s wishes, and
e is reasonably consistent with clinical, cultural, and ethical standards.

Box 2.6 Weisman’s Four Criteria for an “Appropriate Death”"°

1. Internal conflicts, such as fears about loss of control, should be reduced as
much as possible.

2. The individual’s personal sense of identity should be sustained.

3. Critical relationships should be enhanced or at least maintained, and con-
flicts resolved, if possible.

4. The person should be encouraged to set and attempt to reach meaningful
goals, even though limited (e.g., attending a graduation, a wedding, or the
birth of a child), as a way to provide a sense of continuity into the future.

CHAPTER 2 A Global Perspective on Death

mM
-~



PART | Modern Palliative Care

References

1.

World Health Organization. The top 10 causes of death. http://www.who.int/
mediacentre/factsheets/fs310/en/index.ntml Accessed July 14, 2013.

. Centers for Disease Control and Prevention. Deaths: preliminary data for 2011.

Natl Vital Stat Rept. 2011;61(6). http://www.cdc.gov/nchs/data/nvsr/nvsré1/
nvsré1_06.pdf Accessed July 14, 2013.

. World Health Organization. Palliative care: the solid facts. http://www.euro.

who.int/__data/assets/pdf_file/0003/98418/E82931.pdf Accessed July 14, 2013.

. Teno JM, Cozalo PI, Bynum JP, et al. Change in end-of-life care for Medicare

beneficiaries: site of death, place of care, and health care transitions in 2000,
2005, and 2009. JAMA. 2013;309(5):470-477.

. SUPPORT Principal Investigators. The Study to Understand Prognoses and

Preferences for Outcomes and Risks of Treatments (SUPPORT): a controlled
trial to improve care. JAMA. 1995;274:1591-1598.

. World Health Organization. Cancer pain relief and palliative care: report of

a WHO expert committee (technical bulletin 804). Geneva: World Health
Organization; 1990.

. World Health Organization. Cancer pain relief and palliative care: report of a

WHO expert committee (technical bulletin 804), 2nd ed. Geneva: World Health
Organization; 1996.

. World Health Organization. Symptom relief in terminal illness. Geneva: World

Health Organization; 1998.

. Koffman J, Crawley L. Ethnic and cultural aspects of palliative care. Section

3.7. In: Hanks G, Cherny N, Christakis A, Fallon M, Kaasa S, Portenoy RK, eds.
Oxford Textbook of Palliative Medicine, 4th ed. New York: Oxford University
Press; 2010.

. Weisman AD. On Dying and Denying: A Psychiatric Study of Terminality.

New York: Behavioral Publications; 1972.


http://www.who.int/mediacentre/factsheets/fs310/en/index.html
http://www.who.int/mediacentre/factsheets/fs310/en/index.html
http://www.cdc.gov/nchs/data/nvsr/nvsr61/nvsr61_06.pdf
http://www.cdc.gov/nchs/data/nvsr/nvsr61/nvsr61_06.pdf
http://www.euro.who.int/__data/assets/pdf_file/0003/98418/E82931.pdf
http://www.euro.who.int/__data/assets/pdf_file/0003/98418/E82931.pdf

Chapter 3

Role of the Psycho-oncologist
in Palliative Care

The psycho-oncologist’s role in the care of the dying patient is essential and
diverse. The psycho-oncologist can participate in pain and symptom manage-
ment through the use of pharmacological and nonpharmacologic adjunctive
therapies.” A primary role of psycho-oncologists is the diagnosis and treat-
ment of comorbid psychiatric disorders that may complicate the course of a
life-threatening illness. The role of the psycho-oncologist in the care of the dying
extends beyond the management of psychiatric symptoms and syndromes into
areas that include existential issues, family and caregiver support, bereavement,
doctor-patient communication, education, and training (Box 3.1).*°

Box 3.1 Role of the Psycho-oncologist in Palliative Care

Diagnosis and treatment of comorbid psychiatric disorder (e.g., delirium,
depression, anxiety disorders; see chapters 4-8)

Helping the patient deal with the existential crisis posed by a terminal
diagnosis

Helping families cope with anticipatory grief and other strong emotions
that surround the imminent death of a loved one (this may include, but is
not limited to, the provision of psychotherapeutic interventions)

Assisting with management of social, psychological, ethical, legal, and spiri-
tual issues that complicate the care of dying patients

Exploring treatment options (e.g., palliative care, alternative treatments,
participation in experimental clinical trials, maximal comfort care)

Serving as an advocate for the patient as questions arise about insurance,
coverage of home health aides, and eligibility for home care services

Enlisting pastoral involvement, when appropriate

Assisting conflict resolution among patient, family, and staff by opening
lines of communication

Facilitating the process of end-of-life discussions and decision making,

including:

1. Encouraging discussion about end-of-life decisions regarding treatment,
withholding resuscitation, and life support

2. Encouraging appointment of a health care proxy

3. Providing psychiatric evaluation of patient’s capacity to make rational
judgments and the proxy’s ability to make an appropriate decision for
the patient

4. Providing psychiatric consultation for maximal comfort, if needed®

(continued)
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Box 3.1 (Continued)

e Providing continued support to family and other loved ones during the
bereavement period
e Educating medical staff about psychological issues involved in the care of
dying patients, including:
1. Physical and psychological symptom management
2. Effective communication with dying patients
3. Discussions about prognosis and do not resuscitate (DNR) orders
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Part Il

Psychiatric Disorders
in the Palliative Care
Setting

Patients with advanced disease, such as advanced cancer, are par-
ticularly vulnerable to psychosocial concerns, psychiatric disorders,
and complications." Incidences of pain, depression, and delirium
increase with higher levels of physical debilitation and advanced ill-
ness. Psychological symptoms such as worrying, nervousness, lack of
energy, insomnia, and sadness are among the most prevalent and dis-
tressing in these populations.® Neuropsychiatric symptoms and syn-
dromes such as mood disorders (depression), cognitive impairment
disorders (delirium), anxiety, insomnia, and suicidal ideation coexist
with many other physical and psychological symptoms and interact
with each other, negatively affecting quality of life.

Psychological symptoms and psychiatric disorders must be un-
derstood in the context of the patient and family as the unit of con-
cern. Prompt recognition and effective treatment of both psychiatric
and physical symptoms is critically important to the well-being of
the patient with advanced disease and to the well-being of his or
her family. Physicians caring for terminally ill patients must develop
their skills in assessment and management of psychiatric symptoms
and disorders.
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Strategies for Psychiatric/Psychological Symptom
Control in the Terminally IUl

Psychiatric/psychological symptom control in patients with advanced disease can
be understood and approached in a fashion similar to physical symptom control.?

Two Strategies for Psychiatric/Psychological Symptom Control in Dying Patients

1. A management approach focusing on symptoms as opposed to syndromes:

e Use of psychotropic agents to treat symptoms rather than specific syndromes
(e.g., antidepressants for neuropathic pain, insomnia, appetite; atypical
antipsychotics for insomnia, nausea, anxiety, appetite)

2. A syndrome-based approach:

e Use of psychotropic agents to treat a specific identifiable syndrome (e.g.,
antidepressants for depressive disorders, benzodiazepines for anxiety disorders)

o Challenging, partly because the origin of such symptoms may be caused by
advanced medical illness, medical treatments, or a psychiatric syndrome

The psycho-oncologist must incorporate both approaches, depending on the
specific clinical presentation.

Chapters 5, 6, 7, and 8 describe the prevalence, assessment and management
of the most common psychiatric disorders encountered in the palliative cancer
care setting: anxiety disorders, depression, suicide and suicidal ideation, and
delirium.
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Chapter 4

Anxiety Disorders
in Palliative Care

Anxiety is common in palliative care patients. It can be a natural response to
impending death, uncertainty, and suffering. It may also represent a clinically
significant issue adversely affecting patients” quality of life.

Prevalence of Anxiety

The prevalence of anxiety in patients receiving palliative care increases with ad-
vancing disease and decline in the patient’s physical status." In cancer patients,
anxiety is commonly associated with depressive symptoms.'? In HIV-positive
patients, especially in those who are newly diagnosed, anxiety is most
commonly associated with adjustment disorders.? Anxiety in palliative care set-
tings can also represent reactivation of a pre-existing anxiety disorder, such as
panic disorder or generalized anxiety disorder (Table 4.1)."

Anxiety can have many etiologies in the terminally ill population. Situational,
psychiatric, organic, and existential types of anxiety have been described in
cancer patients based on the main etiological factors underlying anxiety symp-
toms.> Anxiety may be a part of one of the psychiatric disorders, may be a
component of pain, dyspnea, and nausea, may be related to medication adverse
effects, alcohol or drug withdrawal, or may be related to metabolic causes such
as hyperthyroidism.®'® Existential concerns about dying, psychosocial concerns
about family, and finances could also manifest as anxiety (Table 4.2; Box 4.1).°

The terminally ill patient often presents with a complex mixture of phys-
ical and psychological symptoms in the context of a frightening reality. Thus,
the recognition of anxious symptoms requiring treatment can be challenging
(Box 4.2).

Table 4.1 Prevalence of Anxiety Disorders in Palliative Care'*

Patient Population Prevalence
Advanced melanoma patients 28%

Patients with advanced cancer and AIDS"  10%-28%
Congestive heart failure 50%

Chronic obstructive pulmonary disease

*Research study findings have often differed with regard to time since notification, stage of disease,
gender, and sexual orientation.
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Table 4.2 Common Types and Causes of Anxiety in Terminally Ill
Patients*'°

Types of Anxiety Causes

Reactive anxiety/adjustment disorder Awareness of terminal condition

Fears and uncertainty about death

Conflicts with family or staff

End-of-life decision discussions

Disease- and treatment-related anxiety Poor symptom control (fatigue,
depression, nausea, insomnia, dyspnea)

Poor pain control

Related metabolic disturbances

Hypoxia

Delirium

Sepsis

Bleeding

Pulmonary embolus

Substance-induced anxiety

Anxiety-producing drugs Glucocorticosteroids:

Dexamethasone

Prednisone

Antiemetics with dopamine blocking
effects: Metoclopramide

Prochlorperazine

Bronchodilators
Withdrawal Opioids
Benzodiazepines
Alcohol
Nicotine

Pre-existing anxiety disorders (generalized Exacerbation of symptoms related to
anxiety disorder, panic disorder, phobias,  fears and distressing medical symptoms
posttraumatic stress disorder, adjustment

disorder)

Box 4.1 Withdrawal States and Anxiety

o During the terminal phase of illness, when patients become less alert, there
is a tendency to minimize the use of sedating medications. It is important to
consider the need to slowly taper benzodiazepines and opioid analgesics in
order to prevent acute withdrawal states.

e Withdrawal states in terminally ill patients often present first as agitation,
restlessness, or anxiety.

e Because of impaired metabolism, withdrawal states become clinically evi-
dent days later than might be expected in younger, healthier patients.




Box 4.2 Recognizing Symptoms of Anxiety®®’

e Physical symptoms are the most common presenting symptoms of anxiety
in patients with advanced illness.

e The physical or somatic manifestations of anxiety, such as autonomic hy-
peractivity, insomnia, or dyspnea, often overshadow the psychological or
cognitive ones.

e The assumption that a high level of anxiety is inevitably encountered during
the terminal phase of illness is neither helpful nor accurate for diagnostic
and treatment purposes.

Assessment should include a thorough history and physical examination, in-
cluding a history of psychiatric disorders, and substance use disorders (e.g.,
illicit drugs, alcohol). Home-based palliative care patients and palliative care
inpatients experience similar rates of anxiety; therefore, palliative care patients
in all settings should be screened and assessed for anxiety." Symptoms of anx-
iety should be differentiated from delirium or akathisia.

The Memorial Symptom Assessment Scale, the Edmonton Symptom
Assessment Scale, and the Hospital Anxiety and Depression Scale have been
used in clinical settings for screening and assessment of anxiety in palliative care
patients.”> "¢ The Hospital Anxiety and Depression Scale has been shown to
demonstrate highest scores on psychometric properties in a review of outcome
measures used in randomized controlled trials of interventions in cancer.

Despite the fact that anxiety in terminal illness commonly results from med-
ical complications, it is important not to forget that psychological factors re-
lated to death and dying or existential issues play a role in anxiety, particularly in
patients who are alert and not confused.® It is the role of the psycho-oncologist
to elicit these concerns and listen empathically to them.

When anxiety is severe or distressing drug therapy is considered in addition
to supportive care (Box 4.3).

The pharmacotherapy of anxiety in terminal illness involves the judicious
use of the following classes of medications: benzodiazepines, typical and atyp-
ical antipsychotics, antihistamines, antidepressants, and opioid analgesics."¢®%"
A recent Cochrane review was unable to identify any well-designed prospec-
tive randomized controlled trials involving the use of drug therapy for the treat-
ment of symptoms of anxiety in adult palliative care patients.”® Although the

Box 4.3 Treatment of Anxiety in the Terminally 1Il'48?

o The treatment is initiated based on the patient’s subjective level of distress.

o Consider the risks and benefits of treatment.

o The specific treatment of anxiety in the terminally ill often depends on eti-
ology, presentation, and setting.

e Other considerations include problematic patient behavior such as non-
compliance because of anxiety, and family and staff reactions to the
patient’s distress.

CHAPTER 4 Anxiety Disorders in Palliative Care
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clinical evidence is supportive of the use of the listed medications in the treat-
ment of anxiety among palliative care patients, randomized controlled trials are
required to establish the risks and benefits of medication use for this patient
population (Table 4.3).

Benzodiazepines are the mainstay of the pharmacological treatment of anx-
iety in the terminally ill patient. Benzodiazepines are commonly used in palli-
ative care settings for anxiety and other distressing symptoms such as nausea
and insomnia."? It is important to monitor for worsening confusion, fatigue, or

Table 4.3 Medications Used in the Treatment of Anxiety among

Patients with Advanced Disease!%%16-18

Approximate Daily Route*
Dosage Range (mg)
Benzodiazepines
Very Short-Acting
Midazolam 10-60 per 24/h IV, SC
Short-Acting
Alprazolam 0.25-2.0 tid-qid PO, SL
Oxazepam 10-15 tid-qid PO
Lorazepam 0.5-2.0 tid-qid PO, SL, IV, IM
Intermediate-Acting
Chlordiazepoxide 10-50 tid-qid PO, IM
Long-Acting
Diazepam 5-10 bid-gid PO, IM, IV, PR
Clorazepate 7.5-15 bid-qid PO
Clonazepam 0.5-2 bid-qid PO
Non-benzodiazepines
Buspirone 5-20 tid PO
Typical Antipsychotics
Haloperidol 0.5-5 g2-12h PO, IV, SC, IM
Chlorpromazine 12.5-50 q4-12h PO, IM, IV
Atypical Antipsychotics
Olanzapine 2.5-20 q12-24h PO
Risperidone 1-3 q12-24h PO
Quetiapine fumarate 25-200 q12-24h PO
Antihistamine
Hydroxyzine 25-50 q4-6h PO, IV, SC
Tricyclic Antidepressants
Imipramine 12.5-150 hs PO, IM
Clomipramine 10-150 hs PO

Refer to Table 5.1 in chapter 5 for a list of selective serotonin reuptake inhibitors and serotonin

norepinephrine reuptake inhibitors.

* bid, two times a day; IM, intramuscular; 1V, intravenous; PO, peroral; PR, per rectum; gid, four
times a day; SC, subcutaneous; SL, sublingual; tid, three times a day. Parenteral doses are generally
twice as potent as oral doses, intravenous bolus injections or infusions should be administered

slowly.




concentration difficulties with the use of benzodiazepines, particularly in older
patients (Boxes 4.4 and 4.5)."

Antipsychotic medications are considered for the treatment of anxiety
when:"68?

1. Benzodiazepines are not sufficient for symptom control.

2. An underlying medical etiology is suspected, particularly for patients at
risk for delirium.

3. Psychotic symptoms such as delusions or hallucinations accompany the
anxiety.

4. Antipsychotics are perhaps safer when compared with benzodiazepines
in patients in whom there is legitimate concern regarding respiratory de-
pression or compromise (Boxes 4.6—4.8).

Box 4.4 Classification and Utilization of Benzodiazepines

Very Short-Acting Benzodiazepine (Midazolam)™

e Intravenous infusion is useful in critical care settings in which sedation is the
goal in an agitated or anxious patient on a respirator.

e Midazolam seems to be less irritating to subcutaneous tissues than is diaz-
epam, and thus can be given by subcutaneous infusion.

e Because it is several times as potent as diazepam, starting doses should be
low, and careful monitoring of effects should be initiated.

Short-Acting Benzodiazepine®’

e The use of shorter-acting benzodiazepines (lorazepam, alprazolam, and ox-
azepam) is safest in the terminally ill population, avoiding toxic accumula-
tion caused by impaired metabolism in debilitated individuals.

e Lorazepam, oxazepam, and temazepam are metabolized by conjugation
(as opposed to oxidative pathways) in the liver and are therefore safest in
patients with hepatic disease.

o Dying patients often benefit from parenteral administration of these drugs.

e If patients experience breakthrough anxiety or end of dose failure, con-
sider switching to longer-acting benzodiazepines.

Long-Acting Benzodiazepines®’

e Diazepam can be administered rectally to dying patients when no other
route is available (with dosages equivalent to oral regiments). It is useful for
the control of anxiety, restlessness, and agitation associated with the final
days of life.

e Clonazepam has been found to be extremely useful in the palliative care
setting for:

1. the treatment of anxiety, depersonalization, or derealization in patients
with seizure disorders, brain tumors, and mild organic mental disorders

2. adjuvant analgesia in patients with neuropathic pain

3. patients who experience end of dose failure with recurrence of anxiety
on shorter-acting drugs

4. tapering off short-acting benzodiazepines

CHAPTER 4 Anxiety Disorders in Palliative Care
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Box 4.5 Utilization of Non-benzodiazepine Anxiolytic

(Buspirone)®’

e It is useful in conjunction with psychotherapy for patients with chronic anx-
iety or anxiety related to adjustment disorders.

e The onset of anxiolytic action is delayed in comparison with the benzodiaz-
epines, taking 5 to 10 days for relief of anxiety to begin.

e It does not prevent or treat benzodiazepine withdrawal. Caution must be
used when switching from a benzodiazepine to buspirone.

e Because of its delayed onset of action and indication for use in chronic anx-
iety states, buspirone may be of limited usefulness to the clinician treating
anxiety and agitation in the terminally ill.

Opioid drugs, such as the narcotic analgesics, are primarily indicated for the
control of pain.2? Other usages include:®’

1. The relief of dyspnea resulting from cardiopulmonary processes and as-
sociated anxiety

2. Continuous intravenous infusions for careful titration and control of re-
spiratory distress, anxiety, pain, and agitation

Box 4.6 Typical and Atypical Antipsychotics

Typical Antipsychotics
e Haloperidol is usually sufficient to control anxiety symptoms and avoid
excessive sedation.

Thioridazine, chlorpromazine, and other lower-potency antipsychotics are
effective anxiolytics and can help with insomnia and agitation. They are
infrequently used because of concerns for cardiac, anticholinergic, and se-
dating side effects.

One must be aware of the potential for extrapyramidal side effects (par-
ticularly when patients are taking additional dopamine blocking agents for
antiemetic purposes) and the remote possibility of neuroleptic malignant
syndrome.

Tardive dyskinesia is rarely a concern given the generally short-term usage
and low dosages of these medications in this population.

Atypical Antipsychotics
e Olanzapine

o Risperidone

o Quetiapine fumarate

e They have anxiolytic properties as typical antipsychotics with lower risk of
extrapyramidal side effects or tardive dyskinesia.




Box 4.7 Antihistamine (Hydroxyzine)

o Mild anxiolytic, sedative, and analgesic properties.

e Particularly useful when treating anxious, terminally ill cancer patients
with pain.

o Historically, 100 mg given parenterally was found to have analgesic potency
equivalent to 8 mg of morphine, and was shown to potentiate the analgesic
effects of morphine.”!

e As an anxiolytic, 25-50 mg of hydroxyzine q 4-6 hours PO, IV, or SC is
effective.

Occasionally, one must maintain the patient in a state of unresponsiveness in
order to maximize comfort. When respiratory distress is not a major problem,
it is preferable to use the opioid drugs solely for analgesic purposes and to add
more specific anxiolytics (such as the benzodiazepines) to control concomitant
anxiety (Box 4.9).

These interventions may be effective when used alone or in combination.
Behavioral interventions have been demonstrated to be quite effective for mild
to moderate degrees of anxiety or distress. In highly anxious cancer patients,
these techniques should be prescribed concurrently with pharmacological
treatment for greater effectiveness and more rapid onset of beneficial action.

For further information on psychotherapeutic and behavioral interventions
in the dying patient, see chapter 9.

Box 4.8 Antidepressants™®®?

o Selective serotonin reuptake inhibitors (SSRIs) and serotonin norepineph-
rine reuptake inhibitors are considered to be first-line antidepressants in
the treatment of anxiety disorders. However, the delayed onset of action
with these medications frequently poses a challenge in terminally ill patients
with anxiety symptoms. Drugs that require a period of weeks to achieve
therapeutic effect may be unsatisfactory.

This is the most effective treatment for anxiety accompanying depression
and the treatment of panic disorder.

The usefulness of tricyclic antidepressants (TCAs) is often limited in the
dying patient because of anticholinergic and sedative side effects.

e Mirtazapine also has been used to treat anxiety, especially in patients with
insomnia and anorexia.

o Older patients are generally more sensitive to anticholinergic effects of
TCAs and emetic effects of SSRIs.

o For further guidelines on usage, see the following section on depression.

CHAPTER 4 Anxiety Disorders in Palliative Care
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Box 4.9 Nonpharmacological Interventions for Anxiety and

Distress?*!

1. Brief supportive psychotherapy is often useful in dealing with both
crisis-related issues as well as existential issues confronted by the
terminally ill.

. Behavioral interventions (relaxation, guided imagery)

. Cognitive behavioral psychotherapy

. Psychoeducation

. Hypnosis

o U1 AW N

. Massage therapy
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Chapter 5

Depression in Palliative Care

Prevalence of Depression in Palliative Care

Depressed mood and sadness can be appropriate responses as the terminally
ill patient faces death. These emotions may be manifestations of anticipatory
grief over the impending loss of one’s life, health, loved ones, and autonomy.
Nonetheless, major depressive disorder is a common mental health problem
arising in the palliative care setting. It is also important to not regard all de-
pressive symptoms as part of a “normal reaction” to cancer or terminal illness.
Depression significantly diminishes quality of life, results in significant existential
distress, and complicates symptom control, resulting in more frequent admis-
sions to inpatient care settings." Depressive symptoms are associated with
poorer treatment compliance, increased desire for hastened death, and com-
pleted suicide in palliative care settings (Box 5.1).2

Diagnosis of Depression in Palliative Care

Depression is underdiagnosed and undertreated in the palliative care setting
(Boxes 5.2-5.5)."¢7

A critical challenge of diagnosing depression in medically ill patients is the
interpretation of physical/somatic symptoms of depression. This is outlined in
the DSM-IV-TR criteria for major depressive disorder (Table 5.1).

Box 5.1 Prevalence of Depression in Palliative Care

e Depression is prevalent, but under-recognized, underdiagnosed, and
undertreated in palliative care settings.

o Approximately 5% to 20% of patients with advanced cancer meet criteria
for major depression even when the most stringent criteria are used.?

o An additional 15% to 20% of palliative care patients present with depressive
disorders that are less severe but can still be a major source of suffering
and despair to patients.’

e Prevalence of depression in terminally ill cancer patients is at least three
times as common as those found in the general population.*

e Range increases with higher levels of disability, advanced illness, and pain.®

o Higher rates of depression have been reported in patients with pancreatic,
gastric, lung, and oropharyngeal cancers.*
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Box 5.2 Factors Contributing to Underdiagnosis and

Undertreatment of Depression in Those with Advanced Illness'’

e Minimization of symptoms and significance of depression by clinicians

e The belief that depression is a completely appropriate reaction among ter-
minally ill cancer patients

e Concern that severely medically ill patients will not be able to tolerate side
effects or drug interactions associated with the initiation of antidepressant
therapy

o Difficulty of accurately diagnosing depression in the terminally ill

Box 5.3 Risk Factors Associated with Depression in Patients with

Advanced Disease*'*-'

e Patients with certain types of cancers, such as pancreatic cancer, are
more likely to develop depression than patients with other types of
intra-abdominal malignancies.

o Family history of depression

e History of previous depressive episodes

e Poor social support

e Poor communication with health care professionals

e The number and severity of physical symptoms

o Studies have found a correlation among depression, pain, and functional
status.

e Low scores on measures of spiritual well-being. This highlights the signif-
icance of the relationship between existential distress and depression in
terminal illness.

e Certain medications and physical conditions may predispose to depression,
and should be addressed before initiation of treatment for depression.

Box 5.4 Medications and Physical Conditions Associated with

Depression in the Palliative Care Setting"!"1¢-1?

o Corticosteroids

o Chemotherapeutic agents: vincristine, vinblastine, asparaginase, intrathecal
methotrexate, interferon, interleukin

o Amphotericin

e Whole brain radiation

e Tumors that originate in or metastasize to the central nervous system

o Central nervous system metabolic-endocrine complications

o Paraneoplastic syndromes




Box 5.5 Five Approaches to the Diagnosis of Major Depression in

Patients with Advanced Illness'*®

1. Inclusive approach: includes all symptoms, whether or not they are sec-
ondary to advanced illness or treatment

2. Exclusive approach: deletes and disregards all physical symptoms from con-
sideration, not allowing them to contribute to the diagnosis

3. Etiological approach: the clinician attempts to determine if the physical
symptom is caused by illness or treatment or a depressive disorder

4. Substitutive approach: physical symptoms of uncertain etiology are replaced
by other nonsomatic symptoms?

5. High-threshold approach: requires a higher threshold number (7 rather
than 5) of diagnostic criteria symptoms to make a diagnosis?'

Chochinov et al,, using the low threshold approach, found that Endicott sub-
stitutions identified fewer cases of major depression. However, when using the
high-threshold approach, results suggest that the research diagnostic criteria
(RDC) and Endicott criteria were equivalent in diagnosis of major depression
whether or not one included somatic symptoms. Although researchers have
raised concerns regarding the nonspecificity of somatic symptoms in the med-
ically ill, their inclusion may not overly influence the diagnostic classification of
major depression.?!

Table 5.1 DSM-IV Criteria for Major Depressive Disorder and

Endicott Substitute Symptoms

DSM-IV Criteria Endicott Substitute Symptoms
Depressed mood most of the day*

Markedly diminished interest or pleasure in all
or almost all activities most of the day*

Weight loss/gain; appetite increase/decrease Depressed appearance; tearfulness

Insomnia or hypersomnia Social withdrawal; decreased
talkativeness

Psychomotor agitation or retardation

Fatigue or loss of energy Brooding, self-pity, or pessimism

Feelings of worthlessness or excessive or
inappropriate guilt

Diminished ability to think or concentrate; Lack of reactivity; cannot be
indecisiveness cheered up

Recurrent thoughts of death, suicidal ideation/
planning, or a suicide attempt

* Either depressed mood or diminished interest must be present as one of the five or more
symptoms required for a diagnosis of major depression.
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The diagnostic interview remains the most commonly used clinical tool, and
should directly assess commonly accepted criteria in addition to relying more
heavily on the psychological or cognitive symptoms of major depression.2223
How is the clinician to interpret feelings of hopelessness in the dying patient
when there is no hope for cure or recovery? Feelings of hopelessness, worth-
lessness, or suicidal ideation must be explored in detail. Although many dying
patients lose hope of a cure, they are able to maintain hope for better symptom
control. For many patients hope is contingent on the ability to find continued
meaning in their day-to-day existence. Hopelessness that is pervasive and ac-
companied by a sense of despair or despondency is more likely to represent a
symptom of a depressive disorder.

Similarly, patients often state that they feel they are burdening their fami-
lies, causing them great pain and inconvenience. Those beliefs are less likely
to represent a symptom of depression than if the patient feels that his or her
life has never had any worth, or that he or she is being punished for evil things
the patient has done. Suicidal ideation, even in mild or passive form, is very
likely associated with significant degrees of depression in terminally ill cancer
patients.2'?

Depressed mood and loss of pleasure or interest are also important in
assessment of depression in patients with advanced illness.?** Almost all
patients with advanced illness experience a certain degree of disengagement
from areas of interest. However, a pervasive anhedonia that extends to loss of
interest and pleasure in almost all activities merits considerable attention as an
important indicator of depression in palliative care settings.!

Assessment of Depression in Palliative Care

Numerous assessment methods for depression including diagnostic
classification systems, structured interview and screening instruments have
been used in research (Box 5.6).

Diagnostic assessments using structured interviews are usually used for
research purposes. However, most of these structured interviews are time
consuming, which limits their use in palliative care settings. Self-report mea-
sures are commonly used to increase the clinician’s ability to identify depres-
sion in terminally ill cancer patients. Chochinov et al. studied brief screening
instruments to measure depression in the terminally ill.2¢ His group com-
pared the performance of four brief screening measures for depression in a
group of terminally ill patients. The single-item interview method (see Box
5.8) correctly identified the diagnosis of every patient, while not misidentify-
ing any patient, substantially outperforming the questionnaire and visual an-
alog measures. Thus, brief screening measures for depression are important
clinical tools for terminally ill patients. The performance of the single-item
interview, which essentially asks patients if they are depressed, speaks to the
importance of mood inquiry in this particularly vulnerable patient population
(Box 5.7).



Box 5.6 Assessment Methods for Depression in Patients with

Advanced Disease’

Diagnostic Classification Systems

Diagnostic and Statistical Manual DSM-III, l1I-R, IV (1980, 1987, 1994, 2000)
Endicott Substitution Criteria (1984)

Research Diagnostic Criteria (RDC)

Structured Diagnostic Interviews

Schedule for Affective and Schizophrenia (SADS)
Diagnostic Interview Schedule (DIS)

Structured Clinical Interview for DSM-IV (SCID)

Present State Examination (PSE)

Monash Interview for Liaison Psychiatry (MILP)
Mini-International Neuropsychiatric Interview (MINI)
Primary Care Evaluation of Mental Disorders (PRIME-MD)
Structured Interview of Symptoms and Concerns (SISC)

Self-Report Screening Instruments

General Health Questionnaire (GHQ)

Hospital Anxiety and Depression Scale (HADS)
Beck Depression Inventory—Short Form (BDI-SF)
Visual Analog Scale for Depressed Mood
Rotterdam Symptom Checklist (RSCL)

Patient Health Questionnaire-9 (PHQ-9)

Zung Depression Rating Scale

Box 5.7 Single Item Screening Method for Depression in the

Terminally 112

“Have you been depressed most of the day, nearly every day, for the past 2
weeks or more?”

Management of Depression

Depression in cancer patients with advanced disease is optimally managed
utilizing a combination of psychotherapy and antidepressant medications."*
Management of depression in advanced cancer patients should include treat-
ment of pain and other distressing physical symptoms along with treatment of
depression (Box 5.8).

For further information on psychotherapeutic and behavioral interventions
in the dying patient, see chapter 9.

Psychopharmacological Interventions

Use of tricyclic antidepressants (TCAs) in the terminally ill requires a careful
risk-benefit ratio analysis (Tables 5.2 and 5.3; Box 5.9).
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Box 5.8 Management of Depression in Advanced Cancer Patients*

e Psychopharmacological interventions (i.e., antidepressant medications)
are the mainstay of management in the treatment of cancer patients with
severe depressive symptoms who meet criteria for a major depressive
episode.

The efficacy of antidepressants in the treatment of depression in cancer
patients has been well established." %31

A variety of psychotherapeutic interventions have been shown to be
effective in the treatment of depression and anxiety symptoms related to
cancer and cancer pain.32*

Cognitive behavioral interventions in the form of individual or group psy-
chotherapy have been proved effective in treatment of depressive symp-
toms in palliative care settings."*

Supportive expressive group therapy among advanced breast cancer
patients has been shown to ameliorate and prevent new depressive disor-
ders, reduce hopelessness, and improve social functioning."'

Targeted and manualized psychotherapies have been developed, including
Meaning-Centered Group Therapy,* Dignity Therapy,® Mindfulness-Based
Meditation Therapy,* and a brief supportive-expressive intervention re-
ferred to as CALM (Managing Cancer and Living Meaningfully).*

Despite lack of evidence for prolonged survival with a variety of psycho-
social interventions, it has been shown through well-designed randomized
controlled trials that a variety of psychotherapy interventions are effec-
tive in decreasing depressive symptoms and suffering in advanced cancer
patients.*

Table 5.2 Medications Commonly Used for the Treatment of

Depression in Patients with Advanced Illness'*

Approximate Daily Route*
Dosage Range (mg)

Tricyclic antidepressants

Amitriptyline 10-150 PO, IM, PR
Desipramine 12.5-150 PO, IM
Nortriptyline 10-125 PO
Doxepin 12.5-150 PO, IM
Imipramine 12.5-150 PO, IM
Clomipramine 10-150 PO

Serotonin-Specific Reuptake
Inhibitors (SSRIs)

Fluoxetine 10-80 PO
Sertraline 25-200 PO
Paroxetine 10-50 PO

(continued)




@
Table 5.2 (Continued) N
o
Approximate Daily Route* g
Dosage Range (mg) 'ﬁ
Citalopram 1040t PO %
Escitalopram 10-20 PO ‘:
Fluvoxamine 50-300 PO =
; ; - o
Serotonin-Norepinephrine @
Reuptake Inhibitor (SNRI) s
Venlafaxine 75-225 PO E‘
Duloxetine 20-60 PO n
Serotonin 2 Antagonists/Serotonin E
Reuptake Inhibitors e
Trazodone 25-300 PO S
Nefazodone 100-600 PO
Norepinephrine and Dopamine
Reuptake Blockers
Bupropion 100450 PO
Bupropion SR¥ 100-400 PO
Noradrenergic and Specific
Serotonergic Antidepressant
Mirtazapine 7.5-45 PO
Heterocyclic antidepressants
Maprotiline 50-75 PO
Amoxapine 100-150 PO
Monoamine oxidase inhibitors
Isocarboxazid 2040 PO
Phenelzine 30-60 PO
Tranylcypromine 2040 PO
Moclobemide 100-600 PO
Benzodiazepines
Alprazolam 0.25-2.0 tid PO
Lithium carbonate 150-1200 PO
Psychostimulants
Dextroamphetamine 2.5-20 bid PO
Methylphenidate 2.5-20 bid PO
Modafinil® 50-4001 PO
* bid, two times a day; IM, intramuscular; PO, peroral; PR, per rectum; tid, three times a day;
intravenous infusions of a number of tricyclic antidepressants are utilized outside of the United
States. This route is not FDA approved.
TMaximum daily dose is 20 mg for patients >60 years of age.
#SR, sustained release
$This is a wakefulness agent and is not a classic psychostimulant.
T Doses >200 mg are rarely more effective.
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Box 5.9 Pharmacotherapy for Depression in the Dying

Patient: Considerations

o A depressed patient with several months of life expectancy can wait the 2
to 4 weeks it may take to respond to a selective serotonin reuptake inhib-
itor or a tricyclic antidepressant.

o The depressed dying patient with less than 3 weeks to live may do best
with a rapid-acting psychostimulant.?

e Patients who are within hours to days of death and in distress are likely to
benefit most from the use of sedatives or narcotic analgesic infusions for
distress relief.

The selective serotonin reuptake inhibitors now have an important role in
the pharmacotherapy of depression in the medically ill and those with advanced
cancer and AIDS. They have been found to be as effective in the treatment of
depression as the tricyclics (Table 5.3; Boxes 5.10 and 5.11).¢

Side effects of selective serotonin reuptake inhibitors tend to be dose re-
lated and may be problematic for patients with advanced disease (Box 5.12).

Psychostimulants are an alternative and effective pharmacologic approach to
the treatment of depression in the terminally ill (Boxes 5.13-5.19).5"-53

In general, monoamine oxidase inhibitors (MAOIs) have been considered a
less desirable alternative for treating depression in the terminally ill. They are
usually reserved for those who have shown past preferential responses to them
for treatment of depression (Boxes 5.20-5.24).

Table 5.3 Medications and Conditions That Exacerbate Tricyclic

Antidepressant Side Effects

Sedation Narcotic analgesics
Antiemetics
Anxiolytics
Neuroleptics
Tachycardia Cardiac insufficiency
Arrhythmia Pre-existing conduction defects (especially

second- or third-degree heart block)

Postural hypotension and dizziness  Volume depletion

Anticholinergic delirium Pethidine

Atropine

Diphenhydramine

Phenothiazines




Box 5.10 Use of Tricyclic Antidepressants in Terminally Il

Patients'*?

o Although nearly 70% of patients treated with a TCA for nonpsychotic de-
pression can anticipate a positive response, these medications are asso-
ciated with a side effect profile that can be particularly troublesome for
terminally ill patients (see Table 5.4).

e The tertiary amines (amitriptyline, doxepin, imipramine) have a greater
propensity to cause side effects than do secondary amines (nortriptyline,
desipramine). The secondary amines are thus often a preferable choice for
the terminally ill.

Box 5.11 Considerations, Dosage, and Administration of Tricyclic

Antidepressants'*?

TCA: Factors to Consider

o the nature of the underlying terminal medical condition

e the characteristics of the depressive episode, past responses to antidepres-
sant therapy, and the specific drug side-effect profile

o A side-effect profile that will be least incompatible with the patient’s
overall medical condition

TCAs: Dosage

e Start at low doses (10-25 mg ghs) and increase in 10- to 25-mg increments
every 2 to 4 days, until a therapeutic dose is attained or side effects be-
come a dose-limiting factor.

o Depressed cancer patients often achieve a therapeutic response at signifi-
cantly lower doses of TCAs (25—-125 mg) than are necessary in the physi-
cally well (150-300 g).

o Patients with advanced cancer achieve higher serum tricyclic levels at mod-
est doses. Tricyclics with well-established therapeutic plasma levels (de-
sipramine, nortriptyline, amitriptyline, imipramine) should be prescribed
to minimize drug toxicity and more carefully guide the process of drug
titration.

Desipramine and nortriptyline are generally better tolerated in this popula-
tion than amitriptyline or imipramine.
o Tricyclic antidepressants are also used for neuropathic pain.

TCAs: Administration

e Most tricyclics are available as rectal suppositories for patients who are no
longer able to take medication orally.

o Outside of the United States, certain tricyclics are available in intravenous
and intramuscular formulations.

@
S
<

o
@

=

b

e

®

(-9

=
c

2
(7]
7]
o
S
o
o

Q
sl
o
w
[
o
<
T
O




! PART Il Psychiatric Disorders in the Palliative Care Setting

Table 5.4 Common Side Effects of Tricyclic Antidepressants and

Guidelines for Use in the Terminally 11'4%4

Anticholinergic Guidelines

Urinary retention Use desipramine, nortriptyline

Decreased gastric motility, constipation

Stomatitis, dry mouth

Tachycardia

Arrhythmia

Blurred vision

Anticholinergic delirium Avoid potently anticholinergic
antidepressants in patients already
receiving other medications with
anticholinergic properties

Alpha1-blockade

Postural hypotension and dizziness Use nortriptyline, protriptyline

H1 histamine receptor blockade

Sedation and drowsiness Avoid amitriptyline, doxepin (but may be
preferred in patients with insomnia)

Box 5.12 Advantages of Selective Serotonin Reuptake Inhibitor

Usage in the Terminally Ill*

o Low affinity for adrenergic, cholinergic, and histamine receptors, thus
accounting for negligible orthostatic hypotension, urinary retention,
memory impairment, sedation, or reduced awareness

o No clinically significant alterations in cardiac conduction

e Generally favorable toleration

o Wider margin of safety than the TCAs in the event of an overdose (They
do not require therapeutic drug level monitoring.)

Box 5.13 Selective Serotonin Reuptake Inhibitors: Common Side

Effects

e Intestinal hypermotility (loose stools, nausea, vomiting)

e Insomnia

o Headaches

e Sweating

e Bruxism

e Sexual dysfunction

e Anxiety, tremor, restlessness, and akathisia (The latter is relatively rare but
it can be problematic for terminally ill patients with Parkinson’s disease or
those on antidopaminergic agents.)

e Fluoxetine can cause a brief period of appetite suppression, usually lasting
for a period of several weeks. Transient weight loss may occur, but weight
usually returns to baseline level. The anorectic properties of fluoxetine have
not been a limiting factor in the use of this drug in cancer patients.




iderations and Dosage for Selective Serotonin

Reuptake Inhibitors"*?

SSRIs: Considerations

o Fluoxetine and norfluoxetine do not reach a steady state for 5 to 6 weeks,
compared with 4 to 14 days for paroxetine, citalopram, escitalopram, flu-
voxamine, and sertraline. These differences are important when switching
from an SSRI to another antidepressant.

e If a switch to a monamine oxidase inhibitor is required, the washout period
for fluoxetine will be at least 5 weeks, given the potential drug interactions
between these two agents.

e Paroxetine, citalopram, escitalopram, fluvoxamine and sertraline, how-
ever, require considerably shorter washout periods (1014 days) under
similar circumstances

e Since fluoxetine has entered the market, there have been several reports
of significant drug-drug interactions.

Citalopram and escitalopram appear to be the SSRIs with the least poten-
tial for serious drug-drug interactions.
e All SSRIs can inhibit the hepatic isoenzyme P450 2D6, with escitalopram
and citalopram being least potent in this regard.
e This is important with respect to dose/plasma level rations and drug
interactions, because the SSRIs are dependent upon hepatic metabolism.
e Paroxetine, and to a somewhat lesser extent fluoxetine, appear to inhibit
the hepatic enzymes responsible for their own clearance.

o Co-administration of these medications with other drugs that are de-
pendent on this enzyme system for their catabolism (e.g., tricyclics,
phenothiazines, type IC antiarrhythmics, and quinidine) should be done
cautiously.

Fluvoxamine has been shown in some instances to elevate the blood levels

of propranolol and warfarin by as much as twofold, and should not be pre-
scribed together with these agents.

For the elderly patient with advanced disease, the dose-response curve for

sertraline appears to be relatively linear.

e On the other hand, small dosage increases of paroxetine can result in
dramatic elevations in plasma levels.

Fluvoxamine tends to be somewhat more sedating than the other SSRIs.

o Fluoxetine and paroxetine should be avoided in patients taking tamoxifen
because of their strong cytochrome P450 2Dé6 inhibition.

Gastrointestinal bleeding and hyponatremia (syndrome of inappropriate
antidiuretic hormone secretion) are rare side effects that should be moni-
tored for in patients taking SSRls.

Elderly patients are more sensitive to side effects; therefore, small doses
and slow increments are recommended in this age group.

e Citalopram maximum daily allowed dose has been reduced to 40 mg daily
and to 20 mg daily in patients greater than 60 years of age because of

(continued)
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Box 5.14 (Continued)

reports of increased risk of QT prolongation. In the United States the car-
diac adverse effect warning has only been released for citalopram, whereas
in Canada an increased risk of QT prolongation warning has also been re-
leased for escitalopram.

SSRIs: Dosage

e Selective serotonin reuptake inhibitors can generally be started at their
minimally effective doses.

o For the terminally ill, therapy should be initiated at approximately half the
usual starting dose used in an otherwise healthy patient.

o Given the long half-life of fluoxetine, some patients may only require this
drug every second day.

o If patients experience activating effects on SSRlIs, they should be given dur-
ing the day rather than at bedtime.

e Gastrointestinal upset can be reduced by ensuring the patient does not
take medication on an empty stomach.

Box 5.15 Serotonin-Norepinephrine Reuptake Inhibitor

(Venlafaxine and Duloxetine)

e No significant affinity for muscarinic, histamine, or alpha;-adrenergic
receptors

Some patients may experience a modest sustained increase in blood
pressure with venlafaxine, especially at doses above the recommended
initiating dose.

Compared with the SSRls, its protein binding (<35%) is very low. Thus, few
protein binding induced drug interactions are expected.

Like other antidepressants, venlafaxine and duloxetine should not be used
in patients receiving monamine oxidase inhibitors.

Both venlafaxine and duloxetine have a generally well-tolerated side effect
profile.

Discontinuation symptoms are more commonly seen with venlafaxine than
with duloxetine.

Venlafaxine is the first line choice for those patients receiving tamoxifen
because of lack of cytochrome 2D6 inhibition.

Venlafaxine is commonly used in reducing hot flashes in women receiving
chemotherapy or those with tamoxifen-induced menopause.*’

Duloxetine has been used for the treatment of diabetic neuropathy and
neuropathic pain.®

Dul oxetine is contraindicated in patients with significant liver disease, and
monitoring is recommended for risk of hepatic failure.




Box 5.16 Serotonin 2 Antagonists/Serotonin Reuptake

Inhibitors'*?

e Nefazodone:

o is much less sedating than trazodone, but more likely to cause gastroin-
testinal activation

o does not have significant sexual side effects

e has been discontinued by the marketing drug company in many coun-
tries since 2003 because of the rare incidence of hepatotoxicity. The
incidence of severe liver damage was reported as approximately 1 in
every 250,000 to 300,000 patient-years.

e Trazodone:

o has an almost negligible anticholinergic profile

e has considerable affinity for alpha,-adrenoceptors and may thus predis-
pose patients to orthostatic hypotension and its problematic sequelae
(i.e., falls, fractures, head injuries)

e is very sedating. Low doses (25 to 50 mg ghs) can be helpful in the treat-
ment of the depressed cancer patient with insomnia

e is highly serotonergic and should be considered when the patient
requires adjunct analgesic effects in addition to antidepressant effects

e has little effect on cardiac conduction, but can cause arrhythmias in
patients with premorbid cardiac disease

e has been associated with priapism and should be used with caution in
male patients

Box 5.17 Norepinephrine and Dopamine Reuptake Blockers
(Bupropion)

e |t has not been studied extensively in patients with advanced cancer.

e Consider prescribing it if patients have a poor response to a reasonable
trial of other antidepressants.

It has minimal effects on sexual functioning.

e Patients should be monitored for agitation, anxiety, restlessness, and in-
somnia during treatment with bupropion.

o It may have a role in the treatment of depressed terminally ill patients with
severe fatigue, hypersomnia, and psychomotor retardation, as it has acti-
vating effects similar to the stimulant drugs.

e Increased incidence of seizures (dose-dependent, higher risk at doses
>300 mg/day) in patients with central nervous system disorders may limit
its use in patients with a seizure disorder or brain cancer, or those at in-
creased risk for seizures.

o Bupropion and its sustained release form have been used as an adjunct

to smoking cessation interventions, but this usage is generally limited to

healthy patients or those with earlier stages of cancer.
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Box 5.18 Noradrenergic and Specific Serotonergic Antidepressant

(Mirtazapine)"**

e |t compares favorably with amitriptyline and trazodone (Further studies
are needed to compare its clinical efficacy with that of SSRIs.)

o Case series and open label studies have shown mirtazapine to be effective
among cancer patients with depressive symptoms.

It is generally well tolerated by patients with increased sensitivity to gastro-
intestinal disturbances.

It has minimal effect on sexual functioning.
e |t has minimal effect on P450 enzymes.

It improves appetite and results in weight gain, which may be desirable for
cancer patients.

o The marked sedative effect of this medication proves quite useful in
patients with sleeping difficulties.

Because of its sedative effects it may not be the first choice antidepres-
sant for patients with fatigue, severe psychomotor retardation, and
hypersomnia.

PART Il Psychiatric Disorders in the Palliative Care Setting
[ ]

42

- Box 5.19 Heterocyclic Antidepressants'*’

o The side effect profiles are similar to the TCAs.

e Maprotiline should be avoided in patients with brain tumors and those who
are at risk for seizures.

e Amoxapine has mild dopamine blocking activity, and thus may increase the
risk of extrapyramidal symptoms and dyskinesias in patients taking other
dopamine blockers (e.g., antiemetics).

e Mianserin (not available in North America) is a serotonergic antidepressant
with adjuvant analgesic properties that is used widely in Europe and Latin
America. It is a safe and effective drug for the treatment of depression in
cancer.

Box 5.20 Advantages of Using Psychostimulants

e More rapid onset of action than the SSRIs

o Helpful for patients with dysphoric mood, severe psychomotor slowing,
and mild cognitive impairment

e Shown to improve attention, concentration, and overall performance on
neuropsychological testing in the medically ill

e In relatively low dose, stimulate appetite, promote a sense of well-being,
and improve feelings of weakness and fatigue in cancer patients




Box 5.21 Side Effects of Psychostimulants

o Nervousness and overstimulation
e Mild increase in blood pressure and pulse rate

e When used in palliative care settings, abuse does not appear to be a
problem unless the patient has a history of substance abuse or dependence.
e Tremor
o Rare side effects:
1. dyskinesias or motor tics
2. paranoid psychosis
3. exacerbation of an underlying and unrecognized confusion state

Box 5.22 Selection of Psychostimulants®'-5

o Methylphenidate and dextroamphetamine have been shown to reduce se-
dation secondary to opioid analgesics and provide adjuvant analgesia in
cancer patients.

e Modafinil and armodafinil (technically wakefulness agents and not classic
psychostimulants) have been approved for use in the United States for the
treatment of excessive daytime sleepiness caused by narcolepsy and other
medical conditions. Although more controlled studies need to be com-
pleted, early case series reports suggest the efficacy of these agents as an
antidepressant.

Potential use and benefits include:

1. augmenting agent for treatment-resistant depression, particularly when
patients complain of fatigue as one of their symptoms

2. alternative to classic psychostimulants for patients who are unable to tol-
erate methylphenidate or dextroamphetamine, or for whom these classic
psychostimulants are contraindicated

3. low abuse potential

4. less sympathomimetic than the other psychostimulants, with lower poten-
tial for adverse cardiovascular effects and seizures

The new, reversible inhibitors of monoamine oxidase-A (RIMAs) have not
been studied in the depressed terminally ill, but may eventually have a larger
role to play than the nonselective MAOIs. They may reduce some of the prob-
lems associated with the older MAQOIs (e.g., tranylcypromine, isocarboxazid).
However, the RIMAs will likely remain a second-line choice to other available
non-MAOQI antidepressants (Boxes 5.25-5.27).

Open-label studies of ketamine in physically healthy patients with
treatment-resistant depression have found rapid, short-lasting, clinically
moderate to large benefits with N-methyl-D-aspartate (NMDA) receptor
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Box 5.23 Usage, Dosage, and Administration of Psychostimulants

e Tolerance will develop and adjustment of dose may be necessary

e Treatment with dextroamphetamine or methylphenidate usually begins with
a dose of 2.5 mg at 8 a.m. and noon. The dose can be gradually increased over
several days until improvement is achieved. Doses are usually less than 20 mg
a day, although higher doses may be considered if tolerated by the patient

Patients are usually maintained on methylphenidate for 1 to 2 months, and
approximately two-thirds can discontinue methylphenidate without a re-
currence of depressive symptoms. Those who do recur can be maintained
on a psychostimulant for up to 1 year without significant abuse problems.

Occasionally, treatment may be initiated concurrently with an SSRI so that
patients with depression may receive the immediate benefits of the psycho-
stimulant drug while the SSRI begins to work. A decision can then be made
to either continue without the psychostimulant (if the SSRI has begun to take
effect), or to restart and continue treatment with the psychostimulant drug.
e Elderly or frail patients taking modafinil should be started at 50 mg. The
dose can then be titrated upward.

Box 5.24 Adverse Interactions, Side Effects, and Contraindications

of Monoamine Oxidase Inhibitors'*’

e Hypertensive crisis, potentially leading to strokes and fatalities may
occur with:
1. Foods rich in tyramine
2. Sympathomimetic drugs (amphetamines, methylphenidate)
3. Medications containing phenylpropanolamine and pseudoephedrine
o Concurrent treatment with MAQOIs and opioid analgesics has been associ-
ated with myoclonus and delirium.2
e Meperidine is absolutely contraindicated, as it can lead to hyperpyrexia,
cardiovascular collapses and death.
e Monoamine oxidase inhibitors can also cause considerable orthostatic
hypotension.

Box 5.25 Reversible Inhibitors of Monoamine Oxidase-A (RIMAs)

o Selectively inhibit MAO-A enzyme, therefore leaving MAO-B enzyme avail-
able to deal with any tyramine challenge
e Moclobemide (not available in the United States):
e does not require dietary restriction of tyramine because of its loose
binding to the MAO-A receptor and its short half-life
e has a far more favorable side effect profile than nonselective MAOIs
and tends to be well tolerated
o still requires avoidance of meperidine, procarbazine, dextrometho-
rphan, or other ephedrine-containing agents
e requires appropriate dosage adjustments with cimetidine, which
increases its plasma concentration




Box 5.26 Lithium Carbonate'*?

e Patients who have been receiving lithium carbonate before an advanced
illness could be maintained on it throughout their treatment.

e Close monitoring is necessary in the preoperative and postoperative peri-
ods when fluids and salt may be restricted.
e Maintenance doses of lithium may need reduction in seriously ill patients.

e Lithium should be prescribed with caution for patients receiving
cis-platinum because of the potential nephrotoxicity of both drugs.

Box 5.27 Benzodiazepines'

o Benzodiazepines are not antidepressants.

e Alprazolam has been shown to be a mildly effective antidepressant as well
as an anxiolytic. It is particularly useful in cancer patients who have mixed
symptoms of anxiety and depression.

e Improvement in depressive symptoms with benzodiazepines is likely sec-
ondary to their anxiolytic properties. There is no substantial evidence of
benefit for depression from treatment with benzodiazepines alone.

antagonists, such as ketamine, although the long-term benefits and risks are
unknown.>*>? Case reports also suggest that ketamine can rapidly improve de-
pressive symptoms in patients with refractory depression in the setting of a ter-
minal illness.>*** However, the optimal selection of patients for this approach
and the best way in which to administer ketamine in this situation are unclear.

Occasionally, it is necessary to consider electroconvulsive therapy (ECT) for
depressed patients with advanced illness who have depression with psychotic
features, depression with catatonic features, or in whom treatment with antide-
pressants poses unacceptable side effects. The safe and effective use of ECT in
the medically ill has been reviewed by others.
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Chapter 6

Suicide, Assisted Suicide, and
Desire for Hastened Death

Suicide, suicidal ideation, and desire for hastened death are all important and
serious consequences of unrecognized and inadequately treated clinical de-
pression. Although clinical depression is a critically important factor in desire
for hastened death, it is not the only reason patients with a terminal illness wish
or seek to hasten their death. Desire for hastened death is one the most con-
troversial topics in palliative care. Despite legal prohibitions against assisted sui-
cide, a substantial number of patients think about and discuss those alternatives
with their physicians, family, and friends." Those alternatives may range from
passive death wishes, contemplating suicide, or requesting the physicians’ aid in
dying sooner. Although several studies have explored suicide, suicidal ideation,
and the desire for hastened death in the terminally ill, questions remain around
the prevalence, assessment, and management of these phenomena (Table 6.1).

Cancer patients are at increased risk of suicide relative to the general popula-
tion, particularly in the terminal stage of illness. Despite the increased risk of sui-
cide among terminally ill patients, the prevalence of completed suicide attempts
in patients with terminal illness has not been studied extensively. In a study
from Norway examining the completed suicide data from the Cancer Registry
of Norway standard mortality ratios of 1.55 for males and 1.35 for females were
identified, respectively.® However, it is rare for a cancer patient to commit sui-
cide without some degree of premorbid psychopathology that places him or
her at increased risk." Cancer patients most frequently commit suicide in the
advanced stages of disease (Table 6.2)."

It is notable that the completed assisted suicides are rare. Assisted suicides
account for 0.2% of all the deaths (including people who were not terminally ill,
such as deaths caused by accidents) in Oregon or about 1/500 Oregonians who

Table 6.1 Prevalence of Suicidal Ideation and Desire for Hastened

Death (DHD) in Patients with Advanced Illness

Patient Population Prevalence of Suicidal Ideation and DHD
185 cancer patients with pain studied  17%

at MSKCC"?

92 terminally ill patientst? 17%

379 patients with terminal cancert# 39.8%

200 terminally ill patients in a 44.5% (fleeting)

palliative care facility® 8.5% (sustained)

* Memorial Sloan Kettering Cancer Center.
T Desire for hastened death.

o
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Table 6.2 Interest in Physician-Assisted Suicide among Patients

with Advanced Illness

Patient Population
Terminally ill AIDS patients’ 55%
Advanced cancer patients® 25% seriously considered

12% discussed with physician

die each year.” These findings are supportive of the fact that most terminally ill
patients want to talk about their options, but very few ultimately need a med-
ically assisted death even in an environment in which it is legally permissible.
Physician-assisted suicide is legal in the Netherlands, Belgium, and Switzerland,
and in the States of Oregon, Washington, and Montana in the United States.'
Regardless of the legalization of physician-assisted suicide, the primary goal of
the clinician should be to assess the complexity of each case individually with
particular attention to underlying depression, hopelessness, and physical dis-
tress when faced with these requests (Table 6.3; Boxes 6.1-6.4)."

Table 6.3 Estimated Prevalence of Psychiatric Disorders in

Suicidal Cancer Patients’

Major depression 33%
Delirium 20%

Adjustment disorder with both anxious 50%
and depressed features

Personality disorders 50%

Box 6.1 Factors Associated with Increased Risk of Suicide and

Desire for Hastened Death in Patients with Advanced Disease'*'?

1.
2
3
4
5
6
7

Pain or other physical suffering
. Advanced illness with a poor prognosis
. Depression—particularly with feelings of hopelessness
. Disinhibition resulting from delirium
. Loss of control” and feelings of helplessness
. Loss of autonomy
. Existential distress in the form of loss of meaning, loss of purpose, loss of
dignity, and/or awareness of incomplete tasks
8. Physical impairment (see Box 6.2)
9. Pre-existing psychopathology
10. Substance/alcohol abuse
11. Family history of a psychiatric illness and suicide
12. Personal history of a psychiatric illness and suicide
13. Emotional or physical fatigue and exhaustion
14. Lack of social support or social isolation (see Box 6.3)

**Loss of control” refers to both the helplessness induced by physical symptoms or deficits, as
well as the inability to control one’s environment.




Box 6.2 Important Physical Impairment Factors in Patients with

Suicidal Ideation and Desire for Hastened Death among the
Terminally 14

. Delirium or other forms of cognitive impairment
. Loss of mobility

. Paraplegia

. Loss of bowel and bladder function

. Aphonia
. Sensory loss

. Inability to eat or swallow

1
2
3
4
5. Amputation
6
7
8
9. Poor functional status

Box 6.3 Important Social Factors in Patients with Suicidal

Ideation and Desire for Hastened Death among the
Terminally Il

1. Social support

2. Spiritual well-being

3. Quality of life

4. Perception of oneself as a burden to others
5. Loss of meaning

Box 6.4 Depression and Suicide/Desire for Hastened Death in the

Dying Patient

e Chochinov et al. found that patients with depression were approximately
six to seven times more likely to have a desire for hastened death than
patients without depression."

e Breitbart et al. found that patients with a major depression were four times
more likely to have a high desire for hastened death.®> The prevalence of
DHD was 47% among patients with depression in comparison to a rate of
12% among patients who were not depressed. No significant association
with the presence or the intensity of pain was found.?

e Van der Lee et al." found that among 138 terminally ill cancer patients, 22%
requested assisted suicide. Of the 22% of patients who requested assisted
suicide, 23% were depressed at baseline. The rate of request for assisted
suicide among patients with depression was 4.1 times greater than that of
patients without depression.™

e Both depression and hopelessness are unique and synergistic determinants
of desire for hastened death.

(continued)

CHAPTER 6 Suicide, Assisted Suicide, and Desire
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Box 6.4 (Continued)

o Hopelessness is a significantly better predictor of both suicidal ideation and
completed suicide than is depression alone.™

The 3-, 7-, and 13-item abbreviated version of the Hopelessness Scale have
been validated in terminally ill patients, and has been found to overcome
the limitations of the original 20-item Hopelessness Scale that is primarily
applicable to healthy individuals.™

It is important for clinicians to differentiate expressions of a desire for has-
tened death from suicidal ideation to address patient concerns and inter-
vene appropriately.’

Severely depressed patients may be more likely than patients with mild or
moderate depression to alter their decisions regarding life-sustaining med-
ical treatment once their depression has been treated.’

Assessment of suicide risk and appropriate intervention are critical. Early
and comprehensive psychiatric involvement with high-risk individuals can often
avert suicide in the cancer setting." The myth that asking about suicidal thoughts
“puts the idea in their head,” is one that should be dispelled, especially in cancer
patients. Indeed, patients often reconsider and reject the idea of suicide when
the physician acknowledges the legitimacy of their option and the need to re-
tain a sense of control over aspects of their death (Box 6.5).

The response of a clinician to a patient’s expression of desire for death
or request for assisted suicide has important and obvious implications on all
aspects of care that impact on patients, family, and staff.! These issues must be
addressed both rapidly and thoughtfully (Box 6.6).

Box 6.5 Guidelines for Evaluation of Suicidal Ideation and Desire

for Hastened Death in the Terminally Ill"617

1. Establish rapport with the patient. Be empathic. Empathic listening skills
can be a very therapeutic intervention with the patient in itself." Do not
appear critical or state that the patient’s thoughts are inappropriate. Be
nonjudgmental. Convey to the patient that these thoughts are completely
acceptable for discussion.

2. Be alert to your own responses as the clinician, be aware of “countertrans-
ference” issues and personal fears of death. (Seek supervision, be aware
of how your responses influence communication, and monitor your own
attitude.)

3. As you elicit the patient’s thoughts, explore the meaning of these suicidal
thoughts.

4. Explore the seriousness of the risk. Assess history, degree of intent, and
quality of internal and external controls. The suicide vulnerability factors
listed in Boxes 6.3, 6.4, and 6.5 should be utilized as a guide.

5. Assess relevant mental status.




4. Be clear about what is and is not within one’s professional mandate (e.g.,

Box 6.6 Intervention Guidelines for Suicidal Ideation and Desire

for Hastened Death in the Terminally Il"1617:1?

1. Physical and psychological symptoms and syndromes contributing to de-
sire for death should be aggressively treated. Underlying causes such as
delirium, pain, lack of social support, feelings of burden, family conflicts, or
unrecognized/untreated depression/anxiety should be addressed specifi-
cally wherever possible.

2. Initiate a crisis intervention—oriented psychotherapeutic approach, mobi-
lizing as much of the patient’s support system as possible. The presence of
a strong support system for the patient may act as an external control of
suicidal behavior, and significantly reduces risk of suicide in cancer patients.

3. Interventions developed to more specifically address hopelessness and
related constructs (e.g., existential concerns, loss of dignity, loss of mean-
ing, demoralization, and spiritual suffering or distress) should be initiated.
Several of these specific therapeutic approaches to despair at the end of
life are described in detail in chapter 9.

offer care; eliminate the suffering not the sufferer, obey the law).

5. Psychiatric hospitalization can sometimes be helpful but is usually not de-
sirable in the terminally ill patient.

6. Although it is appropriate to intervene when medical or psychiatric factors
are clearly the driving force in a cancer suicide attempt, there are circum-
stances in which usurping control from the patient and family with overly
aggressive intervention may be less helpful. This is most evident in those
with advanced illness, in whom comfort and symptom control are the pri-
mary concerns.

7. Summarize and review important points, clarify patient perceptions, pro-
vide opportunity for questions, facilitate discussion with others, and pro-
vide appropriate referrals.

8. Assure commitment to ongoing care (nonabandonment).
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Chapter 7

Delirium in Palliative Care

Prevalence and Nature of Delirium in Palliative Care

Delirium is the most common and serious neuropsychiatric complication in the
patient with advanced cancer."? Delirium is often under-recognized or misdi-
agnosed in terminally ill patients. Delirium is highly prevalent in the terminally
ill and is a source of morbidity in patients, family members, and staff. Delirium
is often a harbinger of impending death and can significantly interfere with pain
and symptom control (Table 7.1; Box 7.1).2¢

Cognitive impairments of several types (Box 7.2) are common in patients
with advanced illness. Although virtually all of these disorders can be seen
in the patient with advanced cancer, the most common include delirium and
dementia resulting from a general medical condition. It is important to note
that patients with mood, anxiety, or psychotic disorders caused by a general
medical condition may present with cognitive impairment." Therefore, clinicians
should assess for fatigue, poor motivation, depressed mood, severe anxiety,
and preoccupation with delusions or hallucinations in palliative care patients
who present with cognitive impairment, especially in the absence of a past psy-
chiatric history (Box 7.3).

There have been a number of studies studying delirium-related distress
among patients, family caregivers, and health care professionals since publi-
cation of the original study summarized in Box 7.4 by Breitbart et al>** More
recent studies have supported the findings of that study and set the stage for

Table 7.1 Estimated Prevalence of Delirium in the Medically 1W">7~?

Patient Population Estimated Prevalence
Cancer and AIDS patients with advanced disease 25%—85%
Hospitalized cancer patients seen in psychiatric 25%

consultation

Terminal cancer patients 85%

Hematopoietic stem cell transplant patients around  50%
the time of transplant

Postoperative patients 50%

Elderly patients (>70 years) admitted to medical 30%—50%
wards
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Box 7.1 Impediments in the Recognition of Delirium: Confusion

Regarding Terminology

1. Lack of consistency in utilizing diagnostic classification systems

2. The signs and symptoms of delirium can be diverse, and are sometimes mis-
taken for other psychiatric disorders, such as mood or anxiety disorders.

Box 7.2 Subcategories of Cognitive Disorders According to

DSM-IV-TR""®

1. Delirium, dementia, amnesia, and other cognitive disorders

2. Mental disorders caused by a general medical condition (including mood
disorder, anxiety disorder, and personality change resulting from a general
medical condition)

3. Substance-related disorders

* Diagnostic and Statistical Manual of Mental Disorders, 4th ed, text revision.

Box 7.3 Delirium: Morbidity and Mortality

o Delirium is associated with increased morbidity in the terminally ill, causing
distress in patients, family members, and staff."3-¢?

e Delirium can interfere dramatically with the recognition and control of
other physical and psychological symptoms such as pain in later stages of
illness.""3

o Elderly patients who develop delirium during a hospitalization have been
estimated to have a 22% to 76% risk of mortality during that hospitalization.’

Box 7.4 The Delirium Experience: Delirium Recall and

Delirium-Related Distress®

o Fifty-four percent of patients recalled their delirium experience after
recovery

o Factors predicting delirium recall included
e degree of short-term memory impairment,

e delirium severity, and
e the presence of perceptual disturbances (the more severe, the less
likely the patient was to recall the delirium).

e The most significant factor predicting distress for patients was the pres-
ence of delusions. Patients with hypoactive delirium experienced as much
distress as patients with hyperactive delirium.

o Predictors of spouse distress included the patients’ Karnofsky Performance
Status (the lower the Karnofsky score, the worse the spouse distress).

e Predictors of nurse distress included delirium severity and perceptual
disturbances.




development of educational interventions to inform patients and caregivers of
delirium in palliative care settings."

Delirium is a sign of significant physiological disturbance, usually involving
multiple medical etiologies, including infection, organ failure, medication side
effects (including opioids), as well as extremely rare paraneoplastic syndromes.’

The study of the pathophysiology of delirium is vital to our understanding
of the phenomenology, prognosis, treatment, and prevention of delirium. As
reflected by its diverse phenomenology, delirium is a dysfunction of multiple
regions of the brain, a global cerebral dysfunction. Within the last decade, sev-
eral hypotheses have been proposed and studied to explain the pathogenesis
of delirium. Most hypotheses are complementary rather than competing. It is
likely that two or more of these hypotheses act together, leading to syndromes
of delirium as opposed to the earlier proposition of a final common pathway.
An in-depth review of pathophysiology of delirium is available elsewhere
(Boxes 7.5 and 7.6).8°

CHAPTER 7 Delirium in Palliative Care

Clinical Features of Delirium

The clinical features of delirium are quite numerous and include a variety of
neuropsychiatric symptoms that are also common to other psychiatric disor-

ders such as depression, dementia, anxiety disorders, and psychosis (Box 7.7).

Box 7.5 Pathophysiology of Delirium: Current Hypotheses'

o Oxygen deprivation hypothesis
e Neurotransmitter hypothesis
o Neuronal aging hypothesis

o Neuroendocrine hypothesis

e Inflammatory hypothesis

o Physiological stress hypothesis

o Cellular-signaling hypothesis

Box 7.6 Delirium in the Terminally Ill: Other Considerations'

e This is often a pre-terminal event, referred to as “terminal restlessness” or
“terminal agitation” in the palliative care literature.

e Reversibility of the process of delirium is often possible in the patient with
advanced illness; however, it may not be reversible in the last 24 to 48
hours of life (most likely owing to irreversible processes such as multiple
organ failure).'s®

e Occasionally delirium may be superimposed on an underlying dementia,
as in the case of an elderly patient, an AIDS patient, or a patient with a
paraneoplastic syndrome.
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Box 7.7 Clinical Features of Delirium!'

e Prodromal symptoms (restlessness, anxiety, sleep disturbance, and
irritability)

o Rapidly fluctuating course

o Attentional disturbances (easily distractible)

o Altered level of alertness

e Increased or decreased psychomotor activity

o Disturbance of sleep-wake cycle

o Affective symptoms (emotional lability, sadness, anger, and euphoria)

o Altered perceptions (misperceptions, illusions, poorly formed delusions,
and hallucinations)

e Disorganized thinking and incoherent speech

o Cognitive abnormalities:
e Disorientation to time, place, or person
e Memory impairment (cannot register new material)
o Dysgraphia, constructional apraxia, dysnomic aphasia

e Abnormalities on neurological examination: tremor, asterixis, frontal re-
lease signs, myoclonus, and reflex and tone changes

e Electroencephalogram (EEG) abnormalities (usually diffuse slowing)

The essential defining features of delirium, based on DSM-IV-TR™ criteria,
focused on the two essential concepts of disturbances in level of consciousness
and attention while continuing to recognize the importance of acute onset and
organic etiology (Box 7.8).

Three clinical subtypes of delirium, based on level of alertness and psycho-
motor behavior, have been described. It is estimated that each subtype com-
prises approximately one-third of deliria (Boxes 7.9 and 7.10)."9-%

There is evidence suggesting that specific delirium subtypes may be related
to specific etiologies of delirium, may have unique pathophysiologies, and dif-
ferential responses to treatment.2*%

Box 7.8 DSM-IV-TR Criteria for Delirium Caused by a General

Medical Condition

e Disturbance of consciousness (reduced clarity or awareness of the envi-
ronment with reduced ability to focus, sustain, or shift attention)

e Change in cognition (such as memory deficit, disorientation, language dis-
turbance, or perceptual disturbance) that is not better accounted for by a
pre-existing, established, or evolving dementia

e The disturbance develops over a short period of time (usually hours to
days) and tends to fluctuate during the course of the day.

e There is evidence from the history, physical examination, or laboratory
findings of a general medical condition judged to be etiologically related to
the disturbance.




Box 7.9 Bedside Clinical Examination of Delirium in Palliative

Care Settings

Disturbance of Level of Alertness or Awareness
Ask the patient to describe surroundings with eyes closed and ask, “What
color is the door?”

Ask the patient, “Are you feeling 100% awake?” and if not, “How awake
do you feel?”

Attention Disturbances
Is the patient easily distracted by environmental stimuli or overabsorbed in a
task, such as picking at the bed sheet?

Test digit span, starting with 3, 4, then 5 digits forward, followed by 3, 4,
then 5 digits backward.

Disorientation
Check for orientation to time, place, and person.

Test the limits of orientation (e.g., year, month, date, day, and time, floor,
room number).

Do not assume full orientation because patients know the year and
the month.

Cognitive Disturbances
Test registration and immediate recall (use different words for successive
evaluations).
Test speech fluency, naming, reading, repetition, writing, comprehension.
Perform clock drawing test.

Perceptual Disturbances (lllusions, Hallucinations)
Ask specifically about hallucinations (e.g., “Are you seeing or hearing strange
things?”)

Use nursing or family member reports to determine incidents of percep-
tual disturbances in the course of the day.

Disorganized Thinking

Ask patient an open-ended question (e.g., “Describe your medical condition.”)
Listen for rambling, incoherent speech or tangential and circumstantial

thought processes.

Delusions
Ask patient, “Are you feeling unsafe here?”

Find out from family or staff whether patient is acting in a paranoid, suspi-
cious, hypervigilant, fearful, or in a hostile fashion.

Psychomotor Disturbances

Observe whether the patient is restless and agitated or slow and hypoactive.
Use observations of family, staff, or both to assess psychomotor activity

over previous 24 hours.

Sleep-Wake Cycle Disturbances
Determine from family, staff, or both whether the patient has been “awake
most of the night, and asleep most of the day.”

(continued)
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Box 7.9 (Continued)

Acute Onset, Fluctuating Course

Staff and family are often the best informants. The clinical presentation can
be abrupt in onset (e.g., hours to days) and each of the symptoms of delirium
can fluctuate over the course of a 24-hour period.

Neurological Signs Consistent with Delirium, such as Asterixis, Frontal Release
Signs, and Myoclonus

These findings are supportive of delirium. An electroencephalogram can also
be supportive of a delirium diagnosis (diffuse slowing) or can reveal seizure
activity.

(Adapted from Breitbart W, Alici Y. Agitation and delirium at the end of life: “We couldn’t
manage him.” JAMA. 2008;300:2898-2910.)

Box 7.10 Clinical Subtypes of Delirium?'-2

1. “Hyperactive” (hyperalert, or agitated)—most often characterized by hal-
lucinations, delusions, agitation, and disorientation

2. “Hypoactive” (hypoalert, or lethargic)—most often characterized by con-
fusion and sedation; less commonly accompanied by hallucinations, delu-
sions, or illusions”

3. “Mixed” (alternating features of hyperactive and hypoactive delirium)

* A recent study by Boettger and Breitbart has shown a prevalence rate of 50.9% of perceptual
disturbances and 43.4% of delusions in patients with hypoactive delirium, both of which
correlated with presence of moderate to severe disturbance of consciousness and attentional
impairment.? This further signifies the importance of the diligent management of delirium

in patients with all subtypes of delirium to reduce distress and prevent long-term adverse
outcomes of delirium.

Many of the clinical features and symptoms of delirium can be also be
associated with other psychiatric disorders such as depression, mania, psy-
chosis, and dementia. Delirium, particularly the “hypoactive” subtype, is often
initially misdiagnosed as depression, whereas a manic episode may share
some features of a “hyperactive” or “mixed” subtype of delirium (Boxes 7.11
and 7.12).

The most common differential diagnostic issue is whether the patient has
delirium, or dementia, or a delirium superimposed on a pre-existing dementia.
Occasionally one will encounter delirium superimposed on an underlying
dementia such as in the case of an elderly patient, an AIDS patient, or a patient
with a paraneoplastic syndrome (Box 7.13).2%%

Assessment of Delirium

A number of scales or instruments have been developed that can aid the cli-
nician in rapidly screening for cognitive impairment disorders (dementia or
delirium), or in establishing a diagnosis of delirium (Box 7.14).



Box 7.11 Guidelines for Distinguishing Delirium from Depression

and/or Mania in the Context of Advanced Disease’*

1. Evaluate the onset and temporal sequencing of depressive and cognitive
symptoms. Delirium has an abrupt temporal onset.

2. Evaluate the degree of cognitive impairment. The cognitive deficit is much
more severe and pervasive in delirium than in depression or mania.

3. Determine whether or not a disturbance in alertness is present. Such a
disturbance is not usually a feature of depression or mania.

4. The identification of a presumed medical etiology for delirium is helpful in
differentiating these disorders.

5. Paranoid delusions are often present in delirium. Thoughts of guilt, worth-
lessness, and hopelessness are common in depression. However, frank delu-
sions are rare except in severe depression or mania with psychotic features.

6. Neurological examination is usually normal in patients with mood disor-
ders. In delirium it is not uncommon to find asterixis, positive frontal re-
lease signs, and myoclonus.

7. Past history of mood episodes are usually present in patients with a pri-
mary mood disorder unlike in patients with delirium.

Box 7.12 Guidelines for Distinguishing Delirium from Psychotic

Disorders'?

1. In delirium, psychotic symptoms occur in the context of a disturbance in
level of alertness, consciousness, or arousal, as well as memory impair-
ment and disorientation. This is not the case in other psychotic disorders.

2. Delusions in delirium tend to be poorly organized and of abrupt onset.

3. In delirium, hallucinations are predominantly visual or tactile, rather than
auditory, as is typical of schizophrenia.

4. The development of these psychotic symptoms in the context of advanced
medical illness makes delirium a more likely diagnosis.

Box 7.13 Guidelines for Distinguishing Delirium and Dementia?®?

1. The patient with dementia is alert and does not have the disturbance of
level of alertness, consciousness, or arousal that is characteristic of delirium.

2. The temporal onset of symptoms in dementia is more subacute and chron-
ically progressive.

3. Itis the abrupt onset, fluctuating course, and disturbance in the level of alert-
ness and psychomotor activity that differentiate delirium from dementia.

4. The patient with delirium has more severe sleep-wake cycle disturbance.

5. The most prominent cognitive deficits in dementia include difficulties with
short- and long-term memory, impaired judgment, and abstract thinking, as
well as disturbed higher cortical functions (e.g., aphasia and apraxia).

6. Delirium, in contrast with dementia, is conceptualized as a reversible process.

CHAPTER 7 Delirium in Palliative Care
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Box 7.14 Methods for Assessing Delirium in Patients with

Advanced Illness?:30-4

Diagnostic Classification Systems
DSM-IV-TR
ICD-9, ICD-10
Research Diagnostic Criteria (RDC)

Diagnostic Interviews/Instruments

Delirium Symptom Interview (DSI)

Confusion Assessment Method (CAM)
Confusion Assessment Method-ICU
Cornell Assessment of Pediatric Delirium Assessment (CAP-D)
Intensive Care Delirium Screening Checklist (ICDSC)
NEECHAM Scale
Delirium Detection Score

Delirium Rating Scales
Delirium Rating Scale (DRS)
Delirium Rating Scale—Revised—98 (DRS-R-98)
Confusion Rating Scale (CRS)
Saskatoon Delirium Checklist (SDC)
Memorial Delirium Assessment Scale (MDAS)
Abbreviated Cognitive Test for Delirium (CTD)

Cognitive Impairment Screening Instruments
Mini-Mental State Exam (MMSE)
Short Portable Mental Status Questionnaire (SPMSQ)
Cognitive Capacity Screening Examination (CCSE)
Blessed Orientation Memory Concentration Test (BOMC)
Montreal Cognitive Assessment Test

Many of these scales have been described and their relative strengths and
weaknesses reviewed elsewhere (Box 7.15).28:203637

The standard approach to the management of delirium in the medically
ill, and even in those with advanced disease, includes a search for underlying
causes, correction of those factors, and management of the symptoms of
delirium (Figure 7.1).

In the terminally ill patient who develops delirium in the last days of life
(“terminal delirium”), the management of delirium is unique, presenting a
number of dilemmas. The desired clinical outcome may be significantly altered
by the dying process.

When confronted with a delirium in the terminally ill or dying patient, a
differential diagnosis should always be formulated as to the likely etiology(ies)
(Boxes 7.16 and 7.18)."

Hypoxic encephalopathy, hepatic and other organ failure, and disseminated
intravascular anticoagulation are less likely to be reversed in terminal delirium
(Box 7.18).1718



Box 7.15 Memorial Delirium Assessment Scale®!

. Reduced level of consciousness (awareness)

. Disorientation

. Short-term memory impairment

. Impaired digit span

. Reduced ability to maintain and shift attention
. Disorganized thinking

. Perceptual disturbance

0 N O 1AW N

. Delusions

0

. Decreased or increased psychomotor
10. Sleep-wake cycle disturbance (disorder of arousal)

* Lawlor et al. found that a cutoff score of 10 yielded the highest sensitivity and specificity for
diagnosing delirium in the palliative care population (Lawlor P, Nekolaichuck C, Gagnon B, et al.
Clinical utility, factor analysis and further validation of the Memorial Delirium Assessment Scale
(MDAS). Cancer 2000;88:2859-2867.)

Management of Delirium in Terminally IIl Patients

Clinical experience in managing delirium in dying patients suggests that the
short-term, low-dose use of antipsychotics in the management of agitation,
paranoia, hallucinations, and altered level of alertness is safe, effective, and
often quite appropriate. Only 0.5% to 2% of hospitalized cancer patients receive
haloperidol for the management of the symptoms of delirium. 2

DELIRIUM TREATMENT OUTCOME
Aimed at l
Pre reyersing Delirium is
Terminal etiology reversible
Delirium
—’
Aimed at controlling o
symptomatology, Delirium is
irreversible

relieving distress

Terminal
Delirium

Figure 7.1 Overview of Management of Delirium in Pre-Terminal and Terminally Ill
Patients. Adapted from Breitbart W, Lawlor PG, Friedlander M. Delirium in the termi-

nally ill. In: Chochinov HM, Breitbart W, eds. Handbook of Psychiatry in Palliative Medicine.

New York: Oxford University Press; 2012:81-100.
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Box 7.16 Assessment of Delirium Etiology: Guidelines and

Considerations'?

1. Undertake diagnostic studies only when a clinically suspected etiology can
be identified easily (with minimal use of invasive procedures) and treated
effectively (with simple interventions that carry minimal burden or risk of
causing further distress).

2. Diagnostic workup in pursuit of an etiology for delirium may be limited by ei-
ther practical constraints such as the setting (home, hospice) or the focus on
patient comfort. Uncomfortable or painful diagnostic procedures should be
avoided.

3. Most often, the etiology of terminal delirium is multifactorial, and may not
be determined (see Box 7.17).

4. When a distinct cause is found for delirium in the terminally ill, it is often
irreversible or difficult to treat. In patients with earlier stages of advanced
cancer, however, a thorough diagnostic assessment can be potentially use-
ful. When such diagnostic information is available, specific therapy may be
able to reverse delirium.

5. The diagnostic workup should include an assessment of potentially revers-
ible causes of delirium:

a. physical exam to assess for evidence of sepsis, dehydration, or major
organ failure

b. review of medications that may potentially contribute to delirium

c. screen of laboratory parameters to assess the possibility of metabolic
abnormalities, hypoxemia, or disseminated intravascular coagulation

d. imaging studies of the brain and assessment of cerebrospinal fluid may
be appropriate in some instances

The readers should refer to the 2012 review by Breitbart and Alici? for fur-
ther information on evidence-based treatment options of delirium in palliative
care settings.

The use of antipsychotics and other pharmacological agents in the manage-
ment of delirium in the dying patient is a standard practice. However, some
have argued that pharmacological interventions with antipsychotics or ben-
zodiazepines are inappropriate under certain conditions in the dying patient.
Some clinicians believe that certain hallucinations and delusions, particularly
those involving dead relatives communicating with dying patients and/or wel-
coming the dying patient to heaven, are important elements in the transition
from life to death. Clearly, there are many patients who experience hallucina-
tions and delusions during delirium that are pleasant or comforting. Some clini-
cians therefore question the appropriateness of intervening pharmacologically
in such instances.

A responsible strategy for utilizing antipsychotics in the management of the
symptoms of delirium (e.g., hallucinations that hold religious or spiritual mean-
ing for patients and families) involves two steps: (1) an acknowledgment of



Box 7.17 Potential Etiologies of Delirium'?

Direct Central Nervous System (CNS) Causes
Primary brain tumor
Metastatic spread to CNS
Seizures including non-epileptiform status epilepticus
Indirect Causes
Metabolic encephalopathy caused by organ failure
Electrolyte imbalance
Treatment side effects from:
chemotherapeutic agents”
narcotic analgesics
corticosteroidst
radiation therapy
exogenous cytokines-interferon, interleukin
anticholinergics
antiemetics
antivirals
Other medications and therapeutic modalities
Infection
Hematologic abnormalities
Nutritional deficiencies

Paraneoplastic syndromes: limbic encephalitis
*Except for ifosfamide and intrathecal methotrexate, most patients receiving these agents will
not develop prominent CNS effects.
The spectrum of mental disturbances related to steroids includes minor mood lability, affective
disorders (mania or depression), cognitive impairment (reversible dementia), and delirium
(steroid psychosis).

Box 7.18 Commonly Reversible Causes of Delirium™"'"1®

e Glucocorticosteroids

e Dehydration
o Hypercalcemia

o Psychoactive/opioid medications

respect for a patient/family’s beliefs; and (2) an explanation of the unstable
and medical nature of delirium. Comforting hallucinations can very rapidly
change into frightening and distressing hallucinations. Obtaining permission
from a patient or family to utilize antipsychotics under conditions in which the
symptoms of delirium become distressing is often possible and ideal (Table 7.2;
Boxes 7.19-7.21).

There have not been any trials testing the efficacy and safety of newer
antipsychotics (e.g., iloperidone, paliperidone, asenapine) in the treatment of
delirium in palliative care settings to the best of our knowledge.

Haloperidol is often the drug of choice in the treatment of delirium in
patients with advanced disease (Boxes 7.22 and 7.23).2
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Box 7.19 Common Misconceptions about Treatment of Delirium

in the Terminally Il

e Patients so close to death should not be treated aggressively.

e Delirium is a natural part of the dying process that should not be altered.

e Parenteral antipsychotics or sedatives may hasten death through hypoten-
sion or respiratory depression.

e Pessimism about the possible results of antipsychotic treatment for
delirium

e Since the underlying pathophysiological process often continues unabated
(e.g., hepatic or renal failure), no improvement can be expected in the
symptoms of delirium.

o Antipsychotics may worsen delirium by making the patient more confused
or sedated.

Box 7.20 Guidelines for the Treatment of Delirium

1. Delirium should be managed on a case-by-case basis.

2. Symptomatic treatment with antipsychotics or sedative medications is
often necessary for the delirious patient with advanced illness.

3. A more cautious approach may be appropriate for patients with a lethargic
or somnolent presentation of delirium, or those who are having frankly
pleasant or comforting hallucinations. It should be noted, however, that a
lethargic or “hypoactive” delirium may very quickly and unexpectedly ele-
vate to an agitated or “hyperactive” delirium that can threaten the serenity
and safety of the patient, family, and staff.

4. The use of psychostimulants in the treatment of the hypoactive subtype
of delirium in terminally ill patients has been considered. In the absence of
randomized controlled trials, psychostimulants cannot be recommended
routinely in the treatment of patients with cancer with delirium. However,
the use of psychostimulants alone or in combination of antipsychotics
should be considered in terminally ill delirium patients with hypoactive
delirium who are in significant distress.”*

5. The clinician must consult with the family (and the patient, when lucid)
to elicit their concerns and wishes for care during the dying process. The
clinician should describe the optimal achievable goals of therapy as they
currently exist.

6. If sedation becomes necessary, family members should be informed that
the goal of sedation is to provide comfort and symptom control, and not
to hasten death. They should also be advised that sedation may result in a
premature sense of loss.

7. Ultimately, the clinician must always keep in mind the goals of care and
communicate these goals to the staff, patients, and family members. The
clinician must consider each of the issues outlined here while preserving
and respecting the dignity and values of that individual and family.




Box 7.21 Statements That May Be Helpful to Psycho-oncologists

in Guiding Patients and Families through the Course and
Treatment of Delirium in Palliative Care Settings

“Delirium develops in very common among patients during the last weeks
of life.”

“Delirium presents with changes in behavior and thinking, but it is really
a sign that multiple medical problems related to the underlying disease are
interfering with the brain working normally.”

“Delirium is medical in nature; it does not mean that your loved one has
now suddenly developed a new psychiatric illness or is having a ‘nervous
breakdown.””

“Delirium can be very distressing for patients, families, and staff.”

“Delirium can cause agitation or it can cause sedation and sleepiness, and
it can be mistaken for depression.”

“Delirium can interfere with assessment of symptoms like pain.”

“Delirium can be effectively managed, resulting in less distress and better
symptom control.”

“When you lose the ability to communicate with your loved one because
of delirium, it is a terrible loss. It’s as if you've lost the essence of who he or
she is, and your own grieving process may begin. That's normal and it helps
to anticipate that this might occur.”

“The goal of treating the symptoms of delirium is to have the patient
awake, alert, coherent, and communicating meaningfully with the family and
staff, if possible.”

“Using sedation to control symptoms at this stage of illness does not
shorten survival, it merely provides better comfort.”

“We may be running out of time to discuss important treatment prefer-
ences together, that is, while your loved one is still able to participate, even
minimally, in decision making.”

“With the development of delirium at this stage of illness, it may be a good
idea to bring to the hospital any family members who are far away and would
want to be here if things took a turn for the worse.”

“Delirium, in patients with far advanced disease, unfortunately may be a
predictor of death in the coming days to weeks.”

(Adapted from Breitbart W, Alici Y: Agitation and delirium at the end of life: “We couldn’t
manage him.” JAMA. 2008;300:2898-2910.)
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Table 7.2 Antipsychotic Medications Used in the Treatment of Delirium

Medication Dose Range Routes of Side Effects Comments
Administration
Typical Antipsychotics
Haloperidol® 0.5-2 mg every 2-12 h PO, IV, IM, SC Extrapyramidal adverse effects can Remains the gold standard therapy for delirium.

occur at higher doses. Monitor QT
interval on EKG.

May add lorazepam (0.5-1 mg every 2—4 hours)
for agitated patients. Double-blind controlled
trials support efficacy in treatment of delirium.
A pilot placebo-controlled trial suggests lack of
efficacy when compared with placebo.

Chlorpromazinet

12.5-50 mg every 46 h PO, IV, IM, SC, PR

More sedating and anticholinergic
compared with haloperidol. Monitor
blood pressure for hypotension.
More suitable for use in ICU settings

for closer blood pressure monitoring.

May be preferred in agitated patients due to its
sedative effect. Double-blind controlled trials
support efficacy in treatment of delirium. No
placebo-controlled trials.

Atypical Antipsychotics

Olanzapinet

2.5-5 mg every 12-24h PO’ IM

Sedation is the main dose-limiting
adverse effect in short-term use.

Older age, pre-existing dementia, and hypoactive
subtype of delirium have been associated with
poor response. Double-blind comparison

trials with haloperidol and risperidone

support efficacy in the treatment of delirium.

A pilot placebo-controlled prevention trial
suggested worsening in delirium severity.

A placebo-controlled study is supportive of
efficacy in reducing delirium severity and duration.

Risperidonef

0.25-1 mg every 12-24h PO"

Extrapyramidal adverse effects
can occur with doses >6 mg/day.
Orthostatic hypotension.

Double-blind comparison trials support efficacy
in the treatment of delirium. No placebo control
trials.




Quetiapinef 12.5-100 mg every PO Sedation, orthostatic hypotension.
12-24h

Sedating effects may be helpful in patients

with sleep-wake cycle disturbance. Pilot
placebo-controlled trials suggest efficacy in
treatment of delirium. However, studies allowed
for concomitant use of haloperidol, which makes
the results difficult to interpret.

Ziprasidone 10-40 mg every 12-24h PO, IM Monitor QT interval on EKG.

Placebo-controlled, double-blind trial suggests lack
of efficacy in the treatment of delirium.

Avripiprazole* 5-30 mg every 24 h PO, IM Monitor for akathisia.

Evidence is limited. A prospective open

label trial suggests comparable efficacy to
haloperidol. There is some evidence to suggest
its efficacy in hypoactive subtype of delirium. No
placebo-controlled trials.

* Risperidone, olanzapine, and aripiprazole are available in orally disintegrating tablets. There have been no intervention or prevention trials with the use of recently released antipsychotics,

including paliperidone, iloperidone, asenapine, or lurasidone in the treatment or prevention of delirium.

T Despite shortcomings of the studies described in the text, there is US Preventive Services Task Force (USPSTF) Level | evidence for the use of haloperidol, risperidone, olanzapine, and quetiapine

in the treatment of delirium.
#There is USPSTF Level II-2 evidence for the use of aripiprazole in the treatment of delirium.

(Adapted from Breitbart W, Alici Y. Evidence-based treatment of delirium in patients with cancer. J Clin Oncol 2012;30:1206—1214.)" 2465
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Box 7.22 Haloperidol and Other Typical Antipsychotics>?®

In low doses (1-3 mg), haloperidol is usually effective in targeting agitation,
paranoia, and fear. Typically 0.5 mg to 1.0 mg (PO, IV, IM, SC) is administered,
with repeat doses every 45 to 60 minutes titrated against target symptoms.
An intravenous route can facilitate rapid onset of medication effects. If
intravenous access is unavailable, one can start with intramuscular or sub-
cutaneous administration and switch to the oral route when possible.

The majority of delirious patients can be managed with oral haloperidol.
Parenteral doses are approximately twice as potent as oral doses.
Delivery of haloperidol by the subcutaneous route is utilized by many pal-
liative care practitioners.

In elderly patients, low doses of antipsychotic medications are usually suffi-
cient in treating delirium. In general, doses need not to exceed 20 mg of hal-
operidol in a 24-hour period; however, some authors have advocated high
doses (up to 250 mg/24 hour of haloperidol, usually IV) in selected cases.®
Parenteral lorazepam is often added to a regimen of haloperidol in order
to more rapidly and effectively sedate the agitated delirious patient.2 The
addition of lorazepam may also help minimize extrapyramidal side effects
associated with haloperidol. Lorazepam alone, however, is ineffective in the
treatment of delirium and in fact, may contribute to worsening delirium and
cognitive impairment.*

An alternative strategy is to switch from haloperidol to a more sedating
antipsychotic, such as chlorpromazine, which may significantly improve the
symptoms of delirium in both the “hypoactive” and “hyperactive” states.?#
Evidence suggests that the subtypes of delirium may have different
treatment responses. A randomized controlled trial of haloperidol and
chlorpromazine found that both medications were equally effective in
hypoactive and hyperactive subtypes of delirium.*

Box 7.23 Atypical or Second-Generation Antipsychotics

A 2004 Cochrane review on drug therapy for delirium in the terminally ill
concluded that haloperidol was the most suitable medication for the treat-
ment of patients with delirium near the end of life, with chlorpromazine
being an acceptable alternative.”

A 2007 Cochrane review comparing the efficacy and incidence of adverse
effects between haloperidol and atypical antipsychotics concluded that, like
haloperidol, selected atypical antipsychotics (risperidone and olanzapine)
were effective in managing delirium.*® Haloperidol doses greater than 4.5
mg/d resulted in increased rates of extrapyramidal symptoms compared with
the atypical antipsychotics, but low-dose haloperidol (i.e., 3.5 mg/d) was not
shown to result in a greater frequency of extrapyramidal adverse effects. 05!

(continued)



Box 7.23 (Continued)

e None of the antipsychotics were found to be superior when compared with
others in the treatment of delirium symptoms, and there is evidence for effi-
cacy in the improvement of the symptoms of delirium for the following atyp-
ical antipsychotics: olanzapine, risperidone, aripiprazole, and quetiapine.2%?

e Two open-label trials showed different treatment responses to different
antipsychotics. In one open-label trial,?® the hypoactive subtype was asso-
ciated with poorer treatment response to olanzapine. Another open-label
study? suggested that the hypoactive subtype of delirium was associated
with better response to treatment with aripiprazole.

e To the best of our knowledge there have not been any studies testing the
safety and efficacy of parenteral forms of atypical antipsychotics, namely,
olanzapine and aripiprazole that have become available in the intramus-
cular forms within the last few years.

Although antipsychotic drugs such as haloperidol are most effective in dimin-
ishing agitation, clearing the sensorium, and improving cognition in the delirious
patient, this is not always possible in delirium that complicates the last days of
life. Up to 10% to 20% of terminally ill patients experience delirium that can
only be controlled by sedation to the point of a significantly decreased level of
consciousness.*'7°

As outlined in detail in a comprehensive review of evidence-based treatment
of delirium in cancer patients,? the following monitoring guidelines are rec-
ommended for patients with delirium treated with antipsychotic medications.
Recommendations are based on the Consensus Development Conference on
antipsychotic drugs and obesity and diabetes.” However, it is important to note
that the risks and benefits of carrying out the laboratory testing should be indi-
vidualized not to burden the patients with unnecessary blood draws or other
procedures at the end of life (Boxes 7.24 and 7.25).

In addition to seeking out and potentially correcting underlying causes for
delirium, symptomatic and supportive therapies are important (Box 7.26).

Summary?

e Current evidence is supportive of short-term use of antipsychotics in the
treatment of symptoms of delirium (i.e., agitation, sleep-wake cycle distur-
bances, delusions, hallucinations) with close monitoring for possible adverse
effects, especially in elderly patients with multiple medical comorbidities.

e The longest clinical and research experience and safety/efficacy data available
are for haloperidol. Low-dose haloperidol is still considered the gold stan-
dard in treatment of delirium. There is growing evidence for the efficacy of
atypical antipsychotics in the management of delirium as well. The choice of
antipsychotic medication for the treatment of delirium should be based on
the clinical presentation of the patient and the adverse effect profile of each
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Box 7.24 Monitoring Guidelines for Patients with Delirium on

Antipsychotic Medications

ECG: Baseline, and with every dose increase (consider daily monitoring if
on high doses [e.g., haloperidol >5-10 mg daily], patients with underlying
unstable cardiac disease, patients with electrolyte disturbances, patients on
other QT prolonging medications,” medically frail, older patients; patients
with unstable cardiac diseases or those on intravenous antipsychotics may
require continuous monitoring in consultation with cardiology.)

Fasting lipid profile: Baseline and every 3 months

Fasting blood glucose: Baseline and weekly

Body mass index: Baseline and weekly

Extrapyramidal adverse effects (including Parkinsonism, dystonia, akathisia,
neuroleptic malignant syndrome): Baseline, and daily

Blood pressure, pulse: Baseline and at least daily (High-risk patients should
be monitored more closely. Continuous monitoring may be required in med-
ically unstable patients. Orthostatic measurements should be considered
with antipsychotics with alpha-1 antagonist effects, such as chlorpromazine
and risperidone.)

(Adapted from Breitbart W, Alici Y. Evidence-based treatment of delirium in patients with
cancer. | Clin Oncol 2012;30:1206—1214.)

* The risk of QT prolongation is directly correlated with higher antipsychotic doses, with
parenteral formulations (e.g., intravenous haloperidol) of antipsychotics, and with certain
medications (e.g., ziprasidone, thioridazine).”””* In individual patients, an absolute QTc interval
of 500 ms or an increase of 60 ms (or > 20%) from baseline is regarded as indicating an
increased risk of torsades des pointes.” Discontinuation of the antipsychotic and a consultation
with a cardiologist should be considered, especially if there is continued need for the use of
antipsychotics.

Box 7.25 Sedation as a Goal of Delirium Treatment®'-"°

e The goal of treatment with such agents as midazolam and propofol is quiet
sedation only.

Before undertaking interventions, such as midazolam or propofol infusions,
where the best achievable goal is a calm and comfortable but sedated and
unresponsive patient, the clinician must review the diagnosis, prognosis,
treatment options, and individualized goals of care with the family and the
patient if at all possible.

In studies of the use of palliative sedation for symptom control, delirium
was identified as the target symptom in up to 36% of cases.

Propofol has an advantage over midazolam in that the level of sedation is
more easily controlled and recovery is rapid upon decreasing the rate of
infusion.

o The ethical concerns of palliative sedation have been reviewed in an article
by Lo and Rubenfeld.®




Box 7.26 Nonpharmacological Interventions for Delirium

Reviewing medication list to avoid polypharmacy
Controlling pain
Promoting good sleep pattern and sleep hygiene
Monitoring closely for dehydration and fluid-electrolyte disturbances
Monitoring nutrition
Monitoring for sensory deficits, providing visual and hearing aids
Avoiding immobility, encouraging early mobilization (minimizing the use
of immobilizing catheters, intravenous lines, and physical restraints)”
Monitoring bowel and bladder function
Reorienting the patient frequently
Placing an orientation board, clock, or familiar objects in patient rooms
Encouraging cognitively stimulating activities
(Adapted from Breitbart W, Alici Y. Evidence-based treatment of delirium in patients with
cancer. J Clin Oncol 2012;30:1206—1214.)>7>77
* Physical restraints should be avoided both in patients who are at risk for developing
delirium and those who have delirium. The use of physical restraints has been identified as an
independent risk factor for delirium persistence at the time of hospital discharge.” Restraint-free

care should be the standard of care for prevention and treatment of delirium among cancer
patients.

antipsychotic drug, given that none of the antipsychotics were found to be
superior to others in comparison trials.

It is strongly recommended to implement nonpharmacological interventions
in the routine care of patients who are at risk for delirium and of patients
with established delirium, based on the evidence from non-oncology settings.
There are no known risks associated with the use of nonpharmacological
interventions.

e There is no evidence to support the use of cholinesterase inhibitors in treat-
ment or prevention of delirium in palliative care settings. The use of psycho-
stimulants in the treatment of hypoactive subtype of delirium in terminally
ill patients has been considered. In the absence of randomized controlled
trials psychostimulants cannot currently be recommended in the treatment
of patients with cancer with delirium.

Current evidence is not supportive of the use of antipsychotics for the pre-
vention of delirium in patients with cancer.

The evidence supporting the use of intravenous dexmedetomidine for the
prevention of delirium has been mixed and is limited to patients in intensive
care settings only; there is currently no evidence to support its use in pallia-
tive care settings as a treatment for delirium.
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Chapter 8

Management of Fatigue in
Palliative Care Settings

Fatigue is defined as a subjective feeling of tiredness, generalized weakness,
or lack of energy.! There is no universally accepted definition of fatigue.
Cancer-related fatigue is defined by the National Comprehensive Cancer
Network? as a distressing, persistent, subjective sense of physical, emotional,
and/or cognitive tiredness or exhaustion related to cancer and/or cancer treat-
ment that is not proportional to recent activity and interferes with usual func-
tioning. Fatigue is highly prevalent in palliative care settings. Studies suggest that
as many as 60% to 90% of advanced cancer patients complain of fatigue. Fatigue
is frequently under-recognized and undertreated in the terminally ill. Further
information on assessment and management of fatigue in palliative care settings
can be found elsewhere (Box 8.1).2

Like pain, fatigue is highly prevalent in palliative care settings. Pain and fatigue
frequently coexist and impact patients’ quality of life. Fatigue is under-recognized
and undertreated at the end of life.> As the subjective reporting is of utmost
importance in assessment of fatigue, good physician-patient communication is
essential to timely recognition and treatment of fatigue among terminally ill
patients (Box 8.2).

It is strongly recommended that all health care providers should routinely
screen for the presence of fatigue from the point of diagnosis onward. All
patients should be screened for fatigue as clinically indicated and at least annu-
ally. Screening should be performed and documented using a quantitative or
semiquantitative assessment (Boxes 8.3 and 8.4).2

Box 8.1 Prevalence of Selected Symptoms in Cancer Patients?

Physical and psychological symptoms range from 8 to 13 per patients on
average and increase with advanced disease.

Pain: 15%-90%

Fatigue: 40%-80%

Anorexia: 40%-55%

Insomnia: 53%

Worrying: 73%

Feeling sad: 68%

Irritability: 47%
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Box 8.2 Prevalence® of Cancer-Related Fatigue (CRF) among

Patients with Cancer?-

During treatment and in late stages of disease: 60% to 96%
During chemotherapy: 80% to 96%
Among cancer survivors: 30% to 40%

* The use of stricter International Classification of Diseases (ICD) criteria reduces the
prevalence of clinically significant CRF by half.

Box 8.3 Selected Instruments Used in Screening and
Measurement of Fatigue®
Brief Screening Tools
e Visual Analog Scales (VAS)

e Multisymptom screening scales: Edmonton Symptom Assessment Scale’
Memorial Symptom Assessment Scale*

Unidimensional Scales (measure the physical impact of fatigue)

e Functional Assessment of Cancer Therapy-Fatigue (FACT-F)®

e Brief Fatigue Inventory (BFI)°

e European Organization for Research and Treatment of Cancer Quality of
Life Questionnaire (EORTC QLQ C30)™

e Profile of Mood States Fatigue (POMSF)"

Multidimensional Scales (measure the cognitive, affective, and physical impact

of fatigue)

e Fatigue Symptom Inventory™

o Revised Piper Fatigue Scale™

e Multidimensional Fatigue Inventory™

e Schwartz Cancer Fatigue Scale®™

Assessment of fatigue in palliative care settings should start with a focused
fatigue history and physical examination.? Fatigue history should include:
o Onset, pattern, duration
o Change over time
e Associated or alleviating factors

Clinicians should evaluate disease status to determine any cancer (i.e., pro-
gression of disease, recurrence) or cancer treatment-related changes contrib-
uting to fatigue.

As detailed in Box 8.5, clinicians should assess for contributing factors with
close attention to those that are treatable (Box 8.6).

Depression should be ruled out in all patients presenting with fatigue
(Box 8.7).



Box 8.4 ICD-10 Criteria for Cancer-Related Fatigue!®

Diagnosis is made if six or more of the following symptoms are present daily
or nearly daily during same two weeks in the past month and at least one of
the symptom:s is significant fatigue:
e Fatigue (diminished energy, increased need to rest disproportionate to
change in activity)
o Generalized weakness, limb heaviness
o Diminished concentration
o Decreased motivation, interest in activities
e Insomnia, hypersomnia
o Sleep unrefreshing, unrestorative
o Struggle to overcome activity
e Emotional reactivity to feeling fatigued (sadness, frustration, irritability)
o Difficulty with daily tasks because of fatigue
e Short-term memory problems
o Postexertional malaise lasting several hours
Symptoms cause clinically significant distress or impairment in social, occupa-
tional, or other important areas of functioning
Evidence from history, physical examination, or laboratory findings that
symptoms are consequence of cancer or cancer therapy
Symptoms are not primarily consequences of comorbid psychiatric dis-
orders such as major depression, somatization or somatoform disorder, or
delirium

Box 8.5 Common Contributing Factors of Fatigue in Patients with

Advanced Illness">>'®

e Pre-existing conditions (congestive heart failure, chronic obstructive pul-
monary disease)

o Direct effects of cancer (“tumor burden”)

e Cancer treatment effects (surgery, radiation, chemotherapy)

e Emotional distress (anxiety, depression, stress)

o Immobility/deconditioning

e Symptoms of advanced illness (pain, nausea, etc.)

o Disruptions in sleep-wake cycle

e Conditions related to cancer or its treatment (anemia, dehydration, malnu-
trition, infection, endocrine problems: low testosterone, low thyroid)

e Medications (analgesics, psychotropics, beta-blockers, antiemetics)

o Alcohol and substance abuse

o Nutritional issues

i CHAPTER 8 Management of Fatigue in Palliative Care Settings
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Box 8.6 Strategies for Managing Fatigue'2'-24

Patient and family/caregiver education: Communication about the availability,
effectiveness, and safety of interventions for fatigue must be fostered be-
tween patients and health care providers:

o Discussion of the prevalence of fatigue in palliative care settings
e Expected fatigue patterns

o Self-monitoring of fatigue levels

e Importance of reporting fatigue to health care professionals

e Communication about the availability, effectiveness, and safety of interven-
tions for fatigue must be fostered between patients and health care providers.

e An ongoing supportive relationship permits the patient to express fears
and concerns about the meaning of continued weakness. The clinician is
also able to address distorted ideas that the patient may have about the
prognostic significance of fatigue.

Treat underlying physiological and psychological contributing factors of fatigue:

e Treat anemia.

o Treat metabolic abnormalities, nutritional and vitamin deficiencies, hypo-
thyroidism, and hypogonadism.

e Treat anxiety and depression.

e Treat sleep disturbances.

e Eliminate nonessential centrally acting drugs.

Treat fatigue directly:

o Increase or restore energy.

o Conserve energy.

e Improve fatigue and functioning with nonpharmacological and pharmaco-
logical interventions.

Manage consequences of fatigue:

e Minimize the negative impact on quality of life. (Maintain important activities

even if assistance is needed. Facilitate adjustment to limitations caused by fa-
tigue. Restructure goals and expectations. Assist patients in sustaining sense

of meaning.)

When depression and fatigue are comorbid, treatment of the underlying de-
pression takes precedence. Selective serotonin reuptake inhibitors (SSRIs) are
better tolerated in comparison with tricyclic antidepressants and monoamine
oxidase inhibitors.2"”* Bupropion is more activating, and may be preferred in
depressed patients with fatigue (Boxes 8.8-8.11).2%

There is evidence from meta-analytic reviews that psychostimulants pro-
vide significant improvement in fatigue at clinically meaningful levels.28-205324
Evidence suggests that psychostimulants (e.g., methylphenidate) and other
wakefulness agents (e.g., modafinil) can be effectively used to manage fatigue in



Box 8.7 Differentiating Fatigue and Depression in Palliative Care

Settings2!’

Several signs and symptoms are common to depression and fatigue such as
fatigue, decreased energy, increased need to rest, anhedonia, decreased mo-
tivation, sadness, frustration, irritability, insomnia, hypersomnia, concentra-
tion and attention deficits, and perceived short-term memory problems.
Fatigue is much more common than depression (60%—90% vs. 20%—25%)
Depressive symptoms due to fatigue are often less severe and are attrib-
uted to consequences of fatigue by patients
Depression is more likely in the presence of
e Hopelessness, worthlessness, guilt
e Suicidal ideation, desire for death
e History or family history of depression

Box 8.8 Nonpharmacological Management of Fatigue in Palliative

Care Settings?»?5-3°

Physical activity*"»%

Energy conservation and restoration

e Set priorities.

e Pace energy-consuming activities.

e Obtain appropriate rest.

o Delegate, and use labor-saving devices.
e Engage in attention-restoring activities.
e Participate in enjoyable activities.
Sleep restoration

Psychotherapies

o Cognitive behavioral therapy

e Psychoeducation

e Supportive counseling

Meditation, relaxation, yoga, mindfulness based stress reduction, massage, tai
chi, music therapy, Reiki, medical gigong
Acupuncture

Nutritional counseling

patients with advanced disease or those on active treatment. However, there
is very limited evidence of their effectiveness in reducing fatigue in patients fol-
lowing active treatment who are currently disease free. Further studies are re-
quired to confirm these recommendations, as clinical trials have shown mixed
results (Table 8.1).

The subgroup analyses of the fatigue intervention trials have shown that
patients with advanced disease or more severe fatigue did significantly better
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Box 8.9 Pharmacological Interventions for Management

of Fatigue in Palliative Care Settings"%1%:20:2324

Psychostimulants

Corticosteroids

Anticytokine agents (thalidomide, pentoxifylline, cox-2 inhibitors)

Other agents (donepezil, carnitine, megestrol acetate, amantadine, anabolic
steroids, antidepressants, sleep aids)

Supplements (ginseng, Vitamin D, others)

* Based on the current literature none of the preceding medications could be recommended for
use in terminally ill fatigue patients except for psychostimulants.

Box 8.10 Psychostimulants and Wakefulness-Promoting

Agents'??

Methylphenidate: 2.5-15 mg once or twice daily
Dextroamphetamine: 2.5-15 mg once or twice daily or higher
Modafinil: 100400 mg/day

Armodafinil: 150-250 mg/day

Box 8.11 The Role of Psychostimulants in Cancer?2%2:24

Depression: Mood, apathy, psychomotor slowing
Cognitive deficits: Attention, concentration
Adjuvant analgesia: Potentiate opioid effects
Counteract sedation: Secondary to opioids

Fatigue: Weakness, hypoactivity, quality of life, mood
Appetite: Increased appetite”

* Despite the appetite suppressing effects of psychostimulants often improve energy and
appetite in fatigued terminally ill patients.

than patients overall, on psychostimulants or nonamphetamine stimulants, such
as modafinil 4

Summary

Fatigue is prevalent in palliative care settings and often causes significant decline
in quality of life. Regular screening, assessment, education, and appropriate
treatment are important to manage this distressing symptom. Given the mul-
tiple factors contributing to fatigue at the end of life, interventions should be
tailored individually. A number of nonpharmacological treatment approaches
have demonstrated efficacy in management of fatigue. Evidence suggests that



Table 8.1 Double-Blind, Randomized, Placebo Controlled Trials

with Psychostimulants in the Treatment of Fatigue among Cancer
Patients and in Palliative Care Settings

Patient Intervention Results
Population
Breitbart Double blind, Methylphenidate Significant improvement
etal, 20012 RCT Mean dose: 49.5 mg/day  in Piper Fatigue Scale
N = 144 Pemoline Scores, VAS Fatigue
Ambulatory Mean dose: 98 mg/day scores.
AIDS patients Well tolerated.
. . Placebo
with fatigue
For 6 weeks
Roth et al,, Double blind, Methylphenidate 5-30 73% of patients in the
2010% RCT mg/day vs. placebo. intervention group
N=32 Up to 15 mg po bid for ~ reported clinically
Prostate cancer 8 weeks significant decrease
on hormonal in fatigue vs. 23% in
therapy with the placebo group;
fati uzy 43% of men in the
g methylphenidate group
withdrew because of
cardiovascular side
effects.
Loweretal, Double blind Dexmethylphenidate Compared with
2009% RCT 10-50 mg/day placebo, D-MPH
N = 144 treated subjects
patients with demonstrated a
chemotherapy significant improvement
related fatigue in fatigue symptoms at
week 8.
Brueraetal, RCT, Double Methylphenidate 5 mg There was no significant
2006% blind, N = 105 or placebo, q2h prn difference in fatigue
Cancer patients ~ (Max 4 capsules a day improvement between
with fatigue for 7 days) medication and placebo
arms.
Butleretal, N =68 D-threomethylphenidate Prophylactic use of
2007 Patients with or placebo prophylacti-  d-threomethylphenidate
primary or cally. Up to 15 mg po did not result in an
metastatic bid for 4-12 weeks. improvement in fatigue
brain tumors or QOL in brain tumor
receiving RT patients receiving RT.
Mar Fan N =57 d-methylphenidate There were no
etal, 2007  Breast cancer up to 10 mg po bid; significant differences
patients receiving 20-140 days. between the
adjuvant randomized groups
chemotherapy in fatigue assessment
scales.
Auretetal, RCT Dexamphetamine 10 mg  There was no significant
2009% Double blind po bid or placebo for difference in fatigue
N =50 8 days improvement of quality
of life between groups
Advanced

cancer patients
with fatigue in
palliative care

(continued)
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Table 8.1 (Continued)

patients with
fatigue

N=141

a matching placebo
plus either a nursing
phone intervention or a
nontherapeutic control
call

Patient Intervention Results
Population
Moraska RCT Methylphenidate 54 mg/  There was no evidence
etal, 2010¥  pouble blind day or placebo for 4 that methylphenidate,
N =139 weeks as compared with
) placebo, improved the
Cancer patients primary end point of
with fatigue cancer-related fatigue
(P = .35), or quality of
life variables.
Bruera etal, Double blind Methylphenidate 5 At the completion
20133 RCT mg every 2 hours of the 2-week
Advanced cancer Up to 20 mg/day or study period, there

was no difference

in fatigue scores
between participants
who had received
methylphenidate

and those who had
received placebo. In
addition to assessing
the effectiveness of a
pharmacologic agent,
Bruera et al. have made
a serious attempt to
untangle the specific
and the nonspecific
effects of a “talking”
therapy.

psychostimulants (e.g., methylphenidate) and other wakefulness agents (e.g.,
modafinil) can be effectively used to manage fatigue in patients with advanced
disease, and therefore should be considered in the management of fatigue in
palliative care settings.
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Chapter 9

Psychotherapy and
Behavioral Interventions
in Palliative Care

Clinicians often underestimate the potential benefits of psychotherapy and be-
havioral interventions for seriously medically ill patients, particularly when the
patient is close to death." This bias is reflected in the dearth of clinical research
on psychotherapy and behavioral interventions in this population. However,
a range of psychotherapeutic and behavioral interventions have been demon-
strated to be quite effective and useful for patients struggling with advanced
life-threatening medical illness.! Despite lack of evidence for prolonged survival,
psychosocial interventions have been shown—through well-designed random-
ized controlled trials—to be effective in decreasing depressive symptoms and
suffering in advanced cancer patients.?

Readers should refer to the Handbook of Psychotherapy in Cancer Care,’ de-
veloped as part of the International Psycho-Oncology Society’s (IPOS) educa-
tional strategy, edited by David Kissane and Maggie Watson, for an in-depth
review of the psychotherapy interventions for cancer patients, and their care-
givers (Box 9.1).

Psychotherapeutic interventions should include both the patient and family,
particularly as the patient with advanced illness becomes increasingly debili-
tated and less capable of interaction with others. It is a time of vital importance
that can often set the tone for the subsequent bereavement course.*

Supportive psychotherapy can be a useful treatment approach for treating
distress in the terminally ill patient. Such therapy consists of active listening with
supportive verbal interventions and the occasional interpretation (Box 9.2)."

Box 9.1 General Goals for Psychotherapy with the Dying Patient

1. Establish a bond that decreases the sense of isolation experienced with
terminal illness.

. Help the patient face death with a sense of self-worth.

. Correct misconceptions about the past and present.

. Integrate the present illness into a continuum of life experiences.

. Explore issues of separation, loss, and the unknown that lies ahead.

o U1 AN W N

. Help the patient mobilize inner resources by emphasizing past strengths
and supporting previously successful ways of coping.

7. Help the patient modify plans for the future, and perhaps even accept the

inevitability of death.
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Box 9.2 Supportive Psychotherapy with the Dying

Patient: Guidelines

1. The dying patient who wishes to talk or ask questions about death should
be allowed to do so freely, with the therapist maintaining an interested,
interactive stance.

N

. Despite the seriousness of the patient’s plight, it is not necessary for the
psycho-oncologist to appear overly solemn or emotionally restrained.
Often it is only the psychotherapist, of all the patient’s caregivers, who
is comfortable enough to converse lightheartedly and allow the patient
to talk about his or her life and experiences, rather than focus solely on
impending death.

Traditional insight-oriented psychotherapy has had limited application among
dying patients. Resolution of conflicts, through a process involving interpreta-
tion, catharsis, and enhanced insight, requires time, energy, and a commitment
to an arduous psychological process. This approach may be too cumbersome
for most patients nearing death. However, elements of psychodynamic therapy
have an important role in all psychotherapies that can be practically applied to
work with the dying, as described in the following.

Interpersonal psychotherapy has been used to treat depression and enhance
coping for patients facing HIV-related disorders and in older adults with late-life
depression with favorable results.>® However, the applicability of interpersonal
psychotherapy to patients who are imminently approaching death might be lim-
ited given the time frame of this type of intervention (Boxes 9.3-9.5).

The role of group psychotherapeutic interventions for medically ill patients
has traditionally been to provide basic information, provide support, facilitate
emotional expression, and teach coping skills."* The interventions listed in the
following often cover a broad range of pragmatic and/or existential issues, com-
bining psycho-education, coping skills, symptom control, support, emotional
expression, and existential concerns (Boxes 9.6 and 9.7).

A relatively small, but growing, literature is developing around psycho-
therapy interventions for palliative care patients that are based on nontraditional,

Box 9.3 Interpersonal Psychotherapy in Patients with
Advanced Illness

o Educate about the symptoms of depression.

e Place the depression in the context of present problems and solutions.

e Explore stressors in interpersonal relationships that may contribute to
depression.

o Explore options for actively changing dysfunctional behavior patterns.

o |dentify interpersonal problem areas, such as grief, role transition, interper-
sonal disputes, and interpersonal deficits.>®




Box 9.4 Forms of Life Review’'®
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o Written or taped autobiographies
o Reminiscence through storytelling of past experiences or discussion of the
patient’s career or life work

o Creation of family trees

o Pilgrimages

e Arts and crafts (creating a collage or drawings, poetry)
e Journal writing

Box 9.5 Use of Life Narrative and Life Review’ "

e Has traditionally been used for treating patients whose depression is a re-
sponse to physical illness

May be very resource intensive for patients at end stages of their illness

Explores the meaning of physical illness in the context of one’s life
trajectory

Provides patients with the opportunity to identify and re-examine past
experiences and achievements in order to find meaning, resolve old
conflicts, and make amends with friends and family or resolve unfinished
business

Designed to create a new perspective of dealing with illness, to increase
self-esteem (by emphasizing past strengths), and to support past coping
strategies

The therapist summarizes the patient’s life history and the patient’s re-
sponse to the illness to convey a sense that the therapist understands and
knows the patient over time.

Can bolster patients’ psychological and physical well-being

Life review has traditionally been used in the elderly population as a means
of conflict resolution to help the elderly person facilitate a dignified accep-
tance of death. Variations of this approach are beginning to be utilized in
palliative care settings.

Box 9.6 Categories of Group Psychotherapy'

e Patient education/psycho-education interventions'"
o Supportive-expressive interventions?2

o Cognitive-existential group psychotherapy?

e Meaning-centered group psychotherapy®
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Box 9.7 Benefits of Group Psychotherapy in the Medically Ill'¢-2

o Time efficient and cost effective
o Highly effective in:
1. improving quality of life;
2. reducing psychological distress, anxiety, and depression;
3. improving coping skills; and
4. reducing symptoms such as pain, nausea, and vomiting
e Intervention format equal to, or even more effective than, individual psy-
chotherapy interventions
e Provides a sense of universality; sharing a common experience and iden-
tity; a feeling of helping oneself by helping others; hopefulness fostered by
seeing how others have coped successfully; and a sense of belonging to a
larger group (self-transcendence, meaning, and common purpose)

alternative, spiritually based interventions that are grounded in theoretical per-
spectives that range from yoga, meditation, and Buddhist philosophy?* (e.g.,
mindfulness-based meditation therapy), to those that are based on concepts and
theories of self-transcendence.” Breitbart and his colleagues?**? have developed
interventions for spiritual suffering in the terminally ill that focus on increasing
patients’ sense of meaning and purpose in life despite their illnesses. Kissane? has
been developing an intervention aimed at targeting what he terms “demoraliza-
tion syndrome” among cancer patients. Nissim and colleagues have developed
an individual psychotherapy intervention that is also based on enhancing meaning
in advanced cancer patients, namely, Managing Cancer and Living Meaningfully
(CALM). % In addition, Chochinov and his collaborators®** conducted work on
a “dignity conserving intervention” for patients at the end of life. Palliative care
practitioners have begun to recognize the importance of spiritual suffering in their
patients and have begun to design interventions to address it. For more informa-
tion on spiritual issues in the care of the dying, see chapter 11.

Existential therapies explore ways in which suffering can be experienced
from a more positive and meaningful perspective (Box 9.8).

Initial studies examining the survival benefits of supportive-expressive psy-
chotherapy among breast cancer patients have resulted in many more studies
to replicate the findings of the initial trial. The unanimous finding of all the stud-
ies has been the positive quality of life effects of supportive expressive group
psychotherapy among women with metastatic breast cancer (Box 9.9).620-23

Breitbart and colleagues?” have applied the work of Viktor Frankl and his
concepts of meaning-based psychotherapy to address spiritual suffering.
Although Frankl’s logotherapy was not designed for the treatment of patients
with life-threatening illness, his concepts of meaning and spirituality clearly have
applications in psychotherapeutic work with advanced medically ill patients,
many of whom seek guidance and help in dealing with issues of sustaining mean-
ing, hope, and understanding their illness while avoiding overt religious em-
phasis (Boxes 9.10-9.12).



Box 9.8 Cognitive-Existential Group Therapy'4

e Developed to improve mood and mental attitude toward cancer in women
with early-stage breast cancer receiving adjuvant chemotherapy

e Groups typically begin with patients sharing their experience of illness, fol-
lowed by a joint focus on grief and existential concerns

o Cognitive aspects are integrated during the middle phase classes, fol-
lowed by relaxation techniques (progressive muscle relaxation with guided
imagery)

e Patients are encouraged to exchange phone numbers and to meet in-
formally (e.g., over refreshments after each session) to reinforce the sup-
port gained in the therapy sessions

e Has been shown to reduce anxiety and improve family relationships

Box 9.9 Supportive-Expressive Therapy?*-2

1. Supportive-expressive psychotherapy is based on insight-oriented psycho-
therapy that focuses on emotional expression, self-understanding, psycho-
logical support, and a resolution of core conflictual relationships.

2. In the terminally ill, the focus of supportive-expressive psychotherapy is
frequently on the meaning of the illness, the sense of loss, the disruption
in personal relationships, and the individual’s sense of loss of control and
competence.

3. It enables terminally ill patients to process feelings and alleviate
unresolved grief.

4. It gives terminally ill patients an opportunity for reflective awareness and
find meaning in past and current life experiences.

Kissane and colleagues® have described a syndrome of “demoralization” in
the terminally ill that they propose is distinct from depression, and consists
of a triad of hopelessness, loss of meaning, and existential distress expressed
as a desire for death. It is associated with life-threatening medical illness, dis-
ability, bodily disfigurement, fear, loss of dignity, social isolation, and feelings
of being a burden. Because of the sense of impotence and hopelessness, those
with the syndrome predictably progress to a desire to die or commit suicide.
Kissane and colleagues have formulated a multidisciplinary, multimodal treat-
ment approach for demoralization syndrome (Box 9.13).%

Patients often experience loss of control, loss of sense of self, feeling demor-
alized, marginalized, and devalued by the experience of chronic illness and their
failing health. Patients often draw upon what they have lost through their suf-
fering and feel a fragmented sense of being. Terminally ill patients struggle with
many existential concerns from which significant distress can arise, such as loss
of meaning, value, or dignity that can diminish hope. Ensuring “dignity” in the
dying process is a critical goal of palliative care." Dignity is defined as the quality
or state of being worthy, honored, or esteemed. In palliative care settings it

i CHAPTER 9 Psychotherapy and Behavioral Interventions
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Box 9.10 The Sources of Meaning: Achieving Transcendence

1. Creativity: Work, deeds, causes

2. Experience: Nature, art, relationships

3. Attitude: The attitude one takes toward suffering and existential problems
4. Legacy: Individual, family, community history

(Adapted from Breitbart W, Appelbaum A. Cancer care, meaning-centered
group psychotherapy. In: Watson M, Kissane D, eds. Handbook of Psychotherapy.

New York: Wiley-Blackwell, 2011:137-148.)

Box 9.11 Meaning-Centered Psychotherapy: Session Topics and

Themes?

Session #1: Concepts and Sources of Meaning

* Introductions to Intervention and Meaning
Session #2: Cancer and Meaning

* Identity—Before and After Cancer Diagnosis
Session #3: Historical Sources of Meaning

* Life as a Living Legacy (past)
Session #4: Historical Sources of Meaning

“ Life as a Living Legacy (present-future)
Session #5: Attitudinal Sources of Meaning

" Encountering Life’s Limitations
Session #6: Creative Sources of Meaning

“ Actively Engaging in Life (via creativity and responsibility)
Session #7: Experiential Sources of Meaning

* Connecting with Life (via: love, beauty and humor)
Session #8: Transitions

" Reflections and Hopes for the Future

Box 9.12 Meaning-Centered Psychotherapy?":2

e Utilizes a mixture of didactics, discussion, and experiential exercises that
focus around particular themes related to meaning and advanced cancer

e Designed to help patients with advanced cancer sustain or enhance a sense
of meaning, peace, and purpose in their lives even as they approach the end
of life

e Both individual meaning-centered psychotherapy and meaning-centered
group psychotherapy interventions have been shown to improve spiri-
tual well-being, meaning, quality of life, and reduce hopelessness, desire
for hastened death and physical symptom distress among advanced cancer
patients.




Box 9.13 Treatment Approach for Demoralization Syndrome?’

1. Ensure continuity of care and active symptom management.

2. Ensure dignity in the dying process.

3. Explore relevant existential issues. Inquire about hope and meaning in the
patient’s life.

4. Utilize various types of psychotherapy (meaning-based, cognitive-behavioral,
interpersonal, and family psychotherapy interventions) to help sustain a
sense of meaning, limit cognitive distortions by cognitive restructuring, and
maintain family relationships, as well as spiritual/religious support.

5. Use life review and narrative, with attention to spiritual issues.

6. Use pharmacotherapy for comorbid anxiety, depression, and delirium.

is essential for patients to feel that they are respected or worthy of respect
despite the physical and psychological distress brought about by the illness.
Maintaining feelings of physical comfort, autonomy, meaning, spiritual comfort,
social connectedness, and courage are also essential components of maintain-
ing dignity in palliative care patients. A fractured sense of dignity has been found
to be associated with increased risk of hopelessness, depression, loss of will to
live, and desire for hastened death.’'

The Patient Dignity Inventory (PDI) has been developed by Chochinov and
colleagues®*> to measure various sources of dignity related distress among
patients nearing the end of life. The PDI is a valid and reliable new instrument,
which could assist clinicians to routinely detect end-of-life dignity-related dis-
tress. Identifying these sources of distress is a critical step toward understanding
human suffering and should help clinicians deliver quality, dignity-conserving
end-of-life care. Feeling a sense of burden to others is common among dying
patients. Using the PDI, a “sense of burden to others” has been demonstrated
in about 60% of terminally ill patients.>* Four variables emerged in a multiple
regression analysis predicting burden to others, including hopelessness, cur-
rent quality of life, depression, and level of fatigue. There was no association
between sense of burden to others and actual degree of physical dependency.
The lack of association between “sense of burden to others” and the degree
of physical dependency suggests this perception is largely mediated through
psychological and existential considerations. Strategies that target meaning and
purpose, depression, and level of fatigue could lessen this source of distress and
enhance quality, dignity-conserving care.>*

The concept of dignity and the notion of dignity-conserving care offer a way
of understanding how patients face advancing terminal illness, and present an
approach that clinicians can use to explicitly target the maintenance of dignity
as a therapeutic objective (Box 9.14).3'-3

Most patients with advanced illness are still appropriate candidates for
useful application of behavioral techniques despite physical debilitation
(Boxes 9.15-9.17).
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Box 9.14 Dignity Therapy Based on “Dignity Conserving Care’’*'-*

e Psychotherapeutic intervention for palliative care patients that incorpo-
rates various facets most likely to bolster the dying patient’s will to live,
lessen his or her desire for death or overall level of distress, and improve
the quality of life

Emphasizes “generativity” as a significant dignity theme

Sessions are taped, transcribed, edited, and the transcription returned to
the patient within 1 to 2 days.

The creation of a tangible product that will live beyond the patient
acknowledges the importance of generativity as a salient dignity issue, while
also strengthening the patient’s sense of purpose, meaning, and worth.

In most instances, transcripts are left for family or loved ones, and form
part of a personal legacy that the patient will have actively participated in
creating and shaping.

In a randomized controlled trial exploring the effects of dignity therapy on
distress and end-of-life experience in terminally ill patients, no significant
differences were noted in the distress levels before and after completion
of the study in the three groups, including dignity therapy, client-centered
care, or standard palliative care. For the secondary outcomes, patients
reported that dignity therapy was significantly more likely to have been
helpful, improve quality of life, increase sense of dignity, change how their
family saw and appreciated them, and be helpful to their family.

Dignity therapy was significantly better than client-centered care in im-
proving spiritual well-being, and was significantly better than standard palli-
ative care in terms of lessening sadness or depression.

Although the ability of dignity therapy to mitigate outright distress, such as
depression, desire for death, or suicidality, has yet to be proved, its ben-
efits in terms of self-reported end-of-life experiences support its clinical
application for patients nearing death.

Box 9.15 Behavior Therapy for Patients with Advanced Illness’

1. Take into account the mental clarity of the patient. Confusional states such
as delirium interfere dramatically with a patient’s ability to focus attention
and thus limit the usefulness of these techniques.

2. Bear in mind that behavioral techniques can be modified so as to include
even mildly cognitive impaired patients. This often involves the therapist
taking a more active role by orienting the patient, creating a safe and se-
cure environment, and evoking a conditioned response to the therapist’s
voice or presence.




Box 9.16 Relaxation Exercise for Anxious Patients with Advanced
Illness?*®

e Usually combined with some distraction or imagery technique

e Typically the patient is first taught to relax with passive breathing, accom-
panied by either passive or active muscle relaxation

e Once in such a relaxed state, the patient is taught a pleasant, distracting
imagery exercise.

Box 9.17 Cognitive Behavioral Therapy*’

e May be helpful in reducing physical and emotional distress thorough a com-
bination of behavioral interventions as described and correction of dys-
functional cognitions.

e The dysfunctional cognitions or the cognitive distortions might be related
to advanced illness and its related symptoms, negative social interactions,
and neurovegetative symptoms such as insomnia and fatigue.

CHAPTER 9 Psychotherapy and Behavioral Interventions

o More useful for patients in whom prolonged survival (i.e., several months)
affords the opportunity for intensive treatment

Managing Cancer and Living Meaningfully (CALM)® is designed as an indi- _

vidual therapy intended for patients with advanced disease to address the prac-
tical, relational, and existential domains of experience. Managing Cancer and
Living Meaningfully is rooted in several theoretical frameworks, including rela-
tional theory, attachment theory, and existential psychotherapy. It also shares
features with manualized supportive expressive, and meaning-centered group
psychotherapies (Box 9.18).

Box 9.18 Managing Cancer and Living Meaningfully3°

e The Managing Cancer and Living Meaningfully (CALM) intervention pro-
vides support and the opportunity to reflect and process thoughts and
emotions evoked by the disease and its implications.

CALM sessions cover four broad domains: (1) symptom management and
communication with health care providers; (2) changes in self and relations
with close others; (3) spiritual well-being or sense of meaning and purpose;
and (4) issues related to advance care planning and end of life.

Although CALM is an individual therapy, participation of the designated
primary caregiver (usually the spouse or other family member) in at least
one session is encouraged, allowing for more effective assessment and en-
hancement of family adjustment.

Although the first session is conducted face to face, follow-up sessions may
be conducted over the phone when disability or geographic distance limits
the ability to attend sessions at the hospital.
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Box 9.19 Family-Focused Grief Therapy*

The functioning of the family is screened when the patient is admitted to a
service in order to identify families at risk of morbid psychosocial outcome as

a result of how members relate together.
herent strengths and reinforcing their capacity to cope adaptively.

bereavement.

Families are then offered an intervention aimed at connecting their in-

It starts during palliative care of terminally ill patients and continues into

Family-Focused Grief Therapy was developed by Kissane et al.* to reduce

the morbid effects of grief among families at risk of poor psychosocial outcome
(Box 9.19).
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Chapter 10

Psychiatric and Psychological
Interventions for the Control
of Pain and Selected Physical
Symptoms

Although the diagnosis and treatment of psychiatric disorders in the patient
with advanced illness is of importance, pain and other troublesome physical
symptoms must also be aggressively treated in efforts aimed at the enhance-
ment of the patient’s quality of life. These symptoms must be assessed by the
psycho-oncologist concerned with the assessment and treatment of affective
and other syndromes in the terminally ill population. Readers should refer to
chapter 8 for an overview of the assessment and management of cancer-related
fatigue. For the interested reader, a comprehensive review of pharmacolog-
ical and nonpharmacological interventions for common physical symptoms en-
countered in the terminally ill can be found in the Oxford Textbook of Palliative
Medicine, 3rd ed' and The Handbook of Psychiatry and Palliative Medicine
(Boxes 10.1-10.3).2

Box 10.1 Assessment of Physical Symptoms in the Terminally 13-

e Physical symptoms can go undetected and cause significant emotional dis-
tress. This distress often dissipates when effective management is instituted.

It is not uncommon to observe a dramatic improvement in quality of life
after adequate symptom control is achieved.

The assessment and management of common physical symptoms must
always take into account the psychosocial context and associations (e.g.,
more pronounced fatigue among patients with depression; increased inten-
sity and distress owing to pain in patients with severe anxiety).

e Among cancer patients, physical symptoms such as fatigue and pain have
been shown to be most prevalent. Actually, most patients experience
multiple physical and psychological symptoms.> A survey of an outpatient
cancer population has revealed more than nine concurrent symptoms.®
Hospitalized cancer patients were shown to average more than 13 con-
current symptoms.® Coyle et al. reported that 70% of terminally ill patients
have three or more physical symptoms other than pain.® This finding rep-
licates those of earlier papers that elucidate the multiple problems facing
the terminally ill patient.?
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Box 10.2 The Goals of Symptom Assessment in Palliative

Care Settings

Characterize the symptoms in terms of descriptors and impact.
Determine the likely etiologies and identification of syndromes if present.
Determine other factors that may influence the symptom expression and
the degree of suffering, including physical and psychosocial comorbidities.
Reassess the nature of symptoms and the response to interventions during
the course of the illness.

Box 10.3 Symptom Assessment Tools Used in Palliative
Care Settings

Single-item symptom scales (numerical, visual analog, verbal category scales)’

Multidimensional instruments

e The Edmonton Symptom Assessment System is designed to assess symp-
toms in terminally ill patients, and consists of 10 visual analog scales that
measure the patient’s current level of pain, fatigue, nausea, depression,
anxiety, drowsiness, appetite, sensation of well-being, dyspnea, and sleep.®

e The Memorial Symptom Assessment Scale assesses 32 physical and psy-
chological symptoms providing information on global symptom distress,
psychological symptom distress, and physical symptom distress.’

Pain

Adequate medical assessment and management of cancer pain is essential. The
reader is directed to recent reviews by Portenoy et al.® and Breitbart et al."
for a detailed discussion of the use of behavioral, psychotherapeutic, and psy-
chopharmacological interventions in pain control.

It is important for psycho-oncologists to be familiar with the commonly used
analgesic medications in the palliative care settings in order to best assess and
manage psychological aspects of pain in this patient population. Tables 10.1 and
10.2 summarize the list of pain medications commonly used in the treatment of
pain from mild to severe intensity.

In brief, behavioral interventions are effective in the management of acute
procedures related cancer pain, and as an adjunct in the management of chronic
cancer pain (Boxes 10.4 and 10.5).7%



Table 10.1 Oral Analgesics for Mild to Moderate Pain in Cancer

and AIDS

Analgesic Starting Duration Plasma Comments
(by class) Dose (mg) (hours) Half-Life
(hrs)
Nonsteroidal
Anti-inflammatory
Drugs (NSAIDs)
Aspirin 325 4-6 4-6 The standard for

comparison among
nonopioid analgesics

Ibuprofen 400-600 _— _— Like aspirin, can inhibit
platelet function

Choline 700-1500 _— _— Essentially no

magnesium hematological or

trisalicylate gastrointestinal side
effects

Celecoxib 100-200 1" 1 Decrease dose by 50%
in moderate hepatic
impairment

Weaker Opioids

Codeine 32-65 34 — Metabolized to

morphine, often used
to suppress cough

in patients at risk of
pulmonary bleed

Oxycodone 5-10 34 _ Available as a single agent
and in combination with
aspirin or acetaminophen

Propoxyphene 65-130 4-6 _ Toxic metabolite
hydrochloride norpropoxy accumulates
with repeated dosing

(Adapted from Breitbart W, Passik S, Casper D), et al. Psychiatric aspects of pain in management
in patients with advanced cancer and AIDS. Chochinov HMC, Breitbart W, eds. Handbook

of Psychiatry in Palliative Medicine, 2nd ed. New York: Oxford University Press; 2009:384-416.)

Anorexia and Weight Loss

Cancer patients and their families find weight loss demoralizing, perplexing, and
distressing. Weight loss and anorexia in the terminally ill patient are complex
problems that can arise from a number of sources. Although most often a va-
riety of medical factors account for the anorexia and cachexia associated with
terminal illness, psychological and psychiatric factors may also play a role in the
etiology of anorexia and weight loss. The most frequent such causes are anx-
iety, depression, and conditioned food aversions (Box 10.6)."
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Table 10.2 Opioid Analgesics for Moderate to Severe Pain in Cancer or AIDS Patients

Analgesic Equi-analgesic Dose (mg) Analgesic Duration (hrs) Plasma Comments
Route Onset (hrs) Half-life (hrs)
Morphine PO 30-60" 1-1% 4-6 2-3 Standard of comparison for the opioid analgesics.
IM, IV, SC 10 %1 3-6 30 mg for repeat around-the-clock dosing; 60 mg for single
dose or intermittent dosing.
Morphine PO 90-120 1-1% 8-12 —_— Long-acting sustained release forms.
extended release
Oxycodone PO 20-30 1" 3-6 2-3 In combination with aspirin or acetaminophen, it is
PO (extended 20-40 812 2-3 considered a weaker opioid; as a single agent it is
release) comparable to the strong opioids, like morphine.

Available in immediate-release and sustained-release
preparations.

Hydromorphone PO 7.5 Y21 34 2-3 Short half-life; ideal for elderly patients. Comes in
M, IV 15 Yol 3-4 -3 suppository and injectable forms.
Methadone PO 20 71 4-8 15-30 Long half-life; tends to accumulate with initial dosing,
M, IV 10 %1 15-30 requires careful titration. Good oral potency.
Levorphanol PO 4 %h=1% 3-6 12-16 Long half-life; requires careful dose titration in first week.
M 2 11 34 12-16 Note that analgesic duration is only 4 hours.
Meperidine PO 300 %=1% 3-6 34 Active toxic metabolite, normeperidine, tends to
M 75 11 34 34 accumulate (plasma half-life is 12—16 hours), especially with

renal impairment and in elderly patients, causing delirium,
myoclonus, and seizures.

Fentanyl D 0.1 12-18 48-72 20-22 Transdermal patch is convenient, bypassing Gl analgesia
\% 0.01 until depot is formed. Not suitable for rapid titration.

IM, intramuscular; IV, intravenous; PO, per oral; SC, subcutaneous; TD, transdermal.
(Adapted from Breitbart W, Passik S, Casper D), et al. Psychiatric aspects of pain in management in patients with advanced cancer and AIDS. Chochinov HMC, Breitbart W, eds. Handbook of
Psychiatry in Palliative Medicine, 2nd ed. New York: Oxford University Press; 2009:384—416.)




Box 10.4 Pain: Psychological Interventions!'®-2

e Hypnosis, biofeedback, and multicomponent cognitive behavioral interven-
tions have been used to provide comfort and minimize pain in adults, chil-
dren, and adolescents undergoing bone marrow aspirations, spinal taps,
and other painful procedures.'?

e Behavioral interventions utilized in the management of acute
procedure-related pain employ the basic elements of relaxation and dis-
traction or diversion of attention.'*1¢

e In chronic cancer pain, cognitive behavioral techniques are most effec-
tive when they are employed as part of a multimodal, multidisciplinary
approach.'

e Mild to moderate levels of residual pain can be effectively managed with
behavioral techniques that are quite similar to those used for anxiety, pho-
bias, and anticipatory nausea and vomiting.

Box 10.5 Behavioral Techniques for Patients with Pain'®-'®

1. Relaxation techniques are utilized to help the patient achieve a relaxed
state. Once in a relaxed state, the cancer patient with pain can use a va-
riety of imagery techniques, including pleasant distracting imagery, trans-
formational imagery, and dissociative imagery.

2. Transformational imagery involves the imaginative transformation of ei-
ther the painful sensation itself, or the context of pain, or both. Patients
can imaginatively transform a sensation of pain in their arm, for instance,
into a sensation of warmth or cold. Such techniques can also be used to
alter the context of the pain.

w

. Dissociative imagery or dissociated somatization refers to the use of
one’s imagination to disconnect or dissociate from the pain experi-
ence. Specifically, patients can sometimes imagine that they leave their
pain-wracked body in bed and walk about for 5 or 10 minutes pain free.
Patients can also imagine that a particularly painful part of their body
becomes disconnected or dissociated from the rest of them, resulting in a
period of freedom from pain.

4. These techniques can provide much-needed respite from pain. Even short

periods of relief from pain can break the vicious pain cycle that entraps

many cancer patients.
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Box 10.6 Treatment of Anorexia and Weight Loss: Guidelines and

Considerations*!

o Begin with the identification and correction of any reversible causes.
e Appetite may be impaired by change in taste, nausea, dysphagia, constipa-
tion, pain, and psychological distress.

Once specific causes have been ruled out or corrected, subsequent treat-
ment relies upon environmental manipulations. Frequent administration of
favorite foods, nutritional supplements, and fluids can reverse weight loss.
Dietary changes can be facilitated by referral to a dietitian.

e When poor appetite is a symptom of underlying major depression or sig-
nificant anxiety, psychopharmacological interventions with antidepressants
and anxiolytics are indicated.?*%

The use of low-dose corticosteroids, megestrol acetate, cannabinoids, fish
oil, progestational agents, olanzapine, mirtazapine, infliximab, and thalido-
mide, has been studied with equivocal results in management of anorexia
and weight loss.***!

Practical nutritional recommendations have been reviewed by Strasser,
and summarized as the eating hygiene offering guidance to cancer patients
and their families in improving anorexia.*?

Behavioral interventions are commonly used to treat a variety of eating
disorders in cancer patients, including conditioned anorexia and swallow-
ing difficulties.

Behavioral techniques can effectively lead to weight gain in nutritionally
at-risk cancer patients.

Conditioned difficulties with eating, swallowing, and nausea have been
managed successfully with systematic desensitization.

Hypnosis has been utilized in children with cancer, resulting in improved
appetite and weight gain.

Nausea and Vomiting

Approximately 50% of patients with advanced cancer experience nausea and
vomiting during the course of their illness (Box 10.7).24

During the course of chemotherapy, many patients become sensitized to
the treatment, develop phobic-like reactions, and even develop conditioned
responses to stimuli in the hospital setting. As a result of being conditioned by
the experience of profound nausea and vomiting secondary to highly emetic
chemotherapy agents, patients report being nauseated in anticipation of treat-
ment (Boxes 10.8 and 10.9).

Nausea and vomiting in palliative care settings is common and distressing.
Although psycho-oncologists most commonly encounter and asked to manage



Box 10.7 Common Causes of Nausea and Vomiting in Cancer

Patients®?

o Radiation

o Medications

e Toxins

o Metabolic derangements

o Hepatic failure

e Renal failure

e Obstruction of the gastrointestinal tract
e Autonomic neuropathy

e Chemotherapy

e Intracranial neoplasms or other intracranial lesions
o Anxiety disorders

e Conditioned responses

Box 10.8 Factors That Increase the Likelihood of Developing

Anticipatory Nausea and Vomiting*-

1. Severity of post-treatment nausea and vomiting (high density, duration,
and frequency)

2. A pattern of increasing nausea and vomiting

3. Receiving highly emetic drugs (cis-platinum) or combinations of
chemotherapies

anticipatory nausea and vomiting, it is important to be familiar with other
sources of nausea and vomiting in palliative care settings. Radiation therapy,
opioids, intestinal obstruction, and increased intracranial pressure are other
causes of nausea and vomiting that require an interdisciplinary approach with
involvement of oncology, palliative care, and psychiatry teams to vigorously
provide relief of this distressing symptom at the end of life.

Insomnia

Insomnia, defined as insufficient duration or poor quality of sleep, is com-
mon among cancer patients at all stages of the illness. Difficulty falling asleep,
staying asleep, or nonrestorative sleep are reported in 25% to 60% of cancer
patients. Pain, delirium, depression, anxiety disorders, poor sleep hygiene,
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Box 10.9 Psychiatric and Psychological Treatment of Anticipatory

Nausea and Vomiting*+47-5

e Given the relationship between intensity of postchemotherapy nausea and
vomiting and the development of anticipatory nausea and vomiting (ANV),
the efficacy of antiemetic regimens in the management of these symptoms
becomes increasingly important. Antiemetic drugs are the mainstay of
managing chemotherapy-induced nausea and vomiting in patients with ad-
vanced disease.

Antipsychotic medications, anticholinergic agents, antihistamines, corti-
costeroids, prokinetic drugs, cannabinoids, 5-HT antagonists, and benzo-
diazepines are the main classes of antiemetic drugs that have been used
effectively in the management of nausea and vomiting in terminally ill
cancer patients.

Rapid-onset, short-acting benzodiazepines are helpful in controlling ANV
once it has developed. Alprazolam has been shown to be clinically effective
in reducing ANV in doses of 0.25 to 0.5 mg tid to qid, given for 1 to 2 days
before chemotherapy.

Conditioned nausea and vomiting is often quite responsive to relaxation
training, guided imagery, video game distraction (in children), and other
behavioral techniques.

e Chemotherapy nurses trained in these techniques can remarkably improve
the quality of life in chemotherapy patients.

circadian rhythm disturbances, in cancer and cancer treatments have all
been reported to contribute to sleep disturbances in palliative care settings.
Psycho-oncologists should be familiar with common etiologies, assessment, and
pharmacological and nonpharmacological management of insomnia in the ter-
minally ill (Box 10.10).52

Box 10.10 Pharmacological and Nonpharmacological
Management of Insomnia’?-54

e Behavioral interventions have been successfully applied to the treatment
of insomnia in cancer patients. Such techniques include progressive muscle
relaxation training and relaxation and imagery techniques.

e Occasionally, sleep disturbance in cancer patients may be caused by a con-
comitant psychiatric disorder such as depression or delirium. Obviously,
specific treatment for the underlying disorder is the preferred approach in
these cases.

Pharmacotherapy utilizing benzodiazepines, antidepressants, low-dose
antipsychotics, and nonbenzodiazepine sedative hypnotics may also be in-
dicated when sleep disturbance is caused by medication side effects or
some other organic etiology.
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Chapter 11

Spiritual and Existential Issues
in the Care of the Dying

The Spiritual Domain of Care

Spirituality is an important part in the lives of patients with serious illness.
Medical professionals, patients, and patients’ families agree that addressing spir-
itual domains of palliative care is a priority at the end of life. Despite the paucity
of data in this field there are convincing data that support the essential role
of spirituality in people’s lives, especially in the context of terminal illness."
An Institute of Medicine (IOM) report identified spiritual well-being as one of
the most important influences on quality of life at the end of life.2 Guidelines
from a number of professional organizations, including the American College
of Physicians, the Association of the American Medical Colleges, and the Joint
Commission on Healthcare Accreditation recognize the need of spiritual care
and require that spiritual care be available to patients (Boxes 11.1-11.4)."34

Spirituality in Palliative Care: Communication
and Assessment

The majority of studies demonstrate that patients welcome discussions
about spirituality.2'®" Therefore, although all the preceding factors may act
as obstacles, discussions about spirituality and spiritual issues should not be
avoided. Rather, such discussions may simply require more consideration on
the part of the provider to overcome barriers. Several factors inhibit effec-
tive communication with patients about spirituality in the palliative care setting
(Boxes 11.5-11.8)."%"

Terminally patients may experience a number of spiritual issues, including
but not limited to lack of meaning, guilt, shame, hopelessness, loss of dignity,
loneliness, anger toward God, abandonment by God, feeling out of control,
grief, and spiritual suffering.

Assessing a patient’s spiritual beliefs, assessing the importance of spirituality
in his or her life, exploring whether he or she belongs to a spiritual community,
and offering chaplaincy referral or connection with the patient’s religious or
spiritual leaders comprise essential components of a spiritual assessment.
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Box 11.1 Domains of Quality Palliative Care from the Professional

Perspective?

. Overall quality of life
. Physical well-being and functioning
. Psychosocial well-being and functioning

1

2

3

4. Spiritual well-being

5. Patient perception of care
6

. Family well-being and functioning

Box 11.2 Domains of Quality Palliative Care from the Patient

Perspective®

1. Receiving adequate pain and symptom control
2. Avoiding inappropriate prolongation of dying
3. Achieving a sense of spiritual peace

4. Relieving burden

5. Strengthening relationships with loved ones

Box 11.3 Most Important Needs of Cancer Patients®

e Overcoming fear (51%)

o Finding hope (41%)

o Finding meaning in life (40%)

o Finding peace of mind (43%)

o Finding spiritual resources (39%)

Although there are several methods for taking a spiritual history, health
care providers can structure the interview using FICA (Faith/Belief/Meaning,
Importance and Influence, Community, and Address/Action in Care) (Boxes
11.9 and 11.10).°

Health care providers can obtain a detailed spiritual assessment in order
to elicit beliefs that are relevant to good patient care. Yet this discussion
should not be limited to one occasion. Instead it is the beginning of a dialogue
that continues throughout a patient’s care and communicates to the patient
that his or her concerns will be met in a supportive and respectful manner.”!
Providers can offer great comfort to patients by a compassionate presence,
reflective listening, offering empathetic responses, and inquiry about spiritual
values and beliefs, life review, and continued presence in addition to referral
to chaplaincy.?



Box 11.4 Definitions of Spirituality, Faith, and Meaning in Life

Spirituality

Spirituality is defined as a relationship outside of one’s self. It is defined in
terms of personal views and behaviors that express a sense of relatedness to
a transcendent dimension or something greater than one’s self. Spirituality is
expressed in an individual’s search for ultimate meaning through participation
in religion and/or belief in God, family, naturalism, rationalism humanism, and
the arts."”8

Faith

A belief in a higher transcendent power, not necessarily identified as God,
and not necessarily through participation in the rituals or beliefs of a spe-
cific organized religion. The relationship and connectedness to this power, or
spirit, is an essential component of the spiritual experience and is related to
the concept of meaning.

Meaning (or having a sense that one’s life has meaning)
The conviction that one is fulfilling a unique role and purpose in a life that
comes with a responsibility to live to one’s full potential as a human being. In
so doing, one is able to achieve a sense of peace, contentment, or even tran-
scendence through connectedness with something greater than one’s self *
The “faith” component of spirituality is most often associated with religion
and religious belief, whereas the “meaning” component of spirituality appears
to be a more universal concept that can exist in religious or nonreligious
individuals.

Box 11.5 Barriers to Effective Communication with Patients

about Spirituality

e The great discrepancy between physicians and patients on such issues
as belief in God, belief in an afterlife, regular prayer, and feeling close to
God. Physicians endorse such beliefs or practices less than half as often as
patients."

o Lack of time on the part of the provider

e Lack of training for physicians in this area

e Fear of health care provider projecting own beliefs onto the patient

o Concerns about patient autonomy

e A feeling among providers that these discussions are inappropriate, as
they are outside of their area of expertise or intrusive to the patient’s
privacy
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Box 11.6 Important Domains of Knowledge for Effective

Communication about Spirituality

1. A basic knowledge of common spiritual concerns and sources of spiritual
pain for patients

2. The principles and beliefs of the major religions common to the patient
populations one treats

3. Basic clinical communication skills, such as active and empathetic listening,
with an ability to identify and highlight spiritually relevant issues

4. The ability to remain present while patients struggle with spiritual issues in
light of their mortality."” This final domain is often the most trying, espe-
cially for clinicians early in their career.

Box 11.7 The American Academy of Hospice and Palliative

Medicine Guidelines for Communicating about Spiritual Issues’'"'®

1. Recognize that every patient is an individual and has a unique belief system
that should be honored and respected.

N

. A patient’s spiritual views may or may not incorporate religious beliefs, as
spirituality is considered the more inclusive category. Therefore, initial dis-
cussions should focus on broad spiritual issues, followed by more specific
religious beliefs when appropriate.

w

. Caregivers should maintain appropriate boundaries and avoid discussions
of their own religious beliefs, as this is usually not relevant.

4. Fostering hope and integrating meaning into a patient’s life are more im-

portant aspects of providing spiritual healing than any adherence to a par-

ticular belief system or religious affiliation.

Box 11.8 Communication Strategies for Eliciting Spiritual

Concerns

e Use open-ended questions.
o Ask patients to say more about a subject as a follow-up question.
o Acknowledge and normalize patient concerns.

e Use empathetic comments in response to patient concerns, and inquire
about patient’s emotions around these issues."

Researchers interested in assessment of spirituality and related constructs
commonly utilize one or more of the measures highlighted in Box 11.11.

Spirituality in Palliative Care: Impact and Intervention

There has been great interest in spirituality, faith, and religious beliefs with regard to
their impact on health outcomes and their role in palliative care (Box 11.12).15252



Box 11.9 Taking a Spiritual History'?

Faith or beliefs
What is your faith or belief?
What things do you believe in that give meaning to life?
Do you consider yourself spiritual or religious?
Importance and influence
Is it important in your life?
What influence does it have on how you take care of yourself?
How have your beliefs influenced your behavior during this illness?
Community
Are you part of a spiritual or religious community?
Are they important to you as a source of support?
Is there a person or group of people whom you really love or who is/are
really important to you?
Address
How would you like me, your health care provider, to address these issues
in your care?

Box 11.10 Other Recommended Questions to Ask When Taking a

Spiritual History

e Do your religious or spiritual beliefs provide comfort and support or cause
stress?

e Could your spiritual or religious beliefs influence your medical decisions?

e Do you have beliefs that might conflict with your medical care?

e What are your spiritual needs?

Box 11.11 Research Measures Commonly Utilized to Assess

Aspects of Spirituality?>2

Measures of Spirituality and Religion
FACIT Spiritual Well-Being Scale (FACITSWBS)—Meaning and Faith
Subscales
Royal Free Spirituality Scale (RFSS)
Daily Spiritual Experiences Scale (DSES)
Measures of Religious Beliefs, Practices, Support, Coping
Spiritual Beliefs Inventory (SBI-15)
Religious Orientation Scale (ROS)
Private Religious Practices Scale (RPS)
Religious Support (Long and Short Forms)
RCOPE and Brief RCOPE
Measures of Spirituality and Meaning
Post-Traumatic Growth Inventory
FACIT-SWB Meaning Subscale
Purpose in Life Scale (PIL)
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Box 11.12 Impact of Spirituality, Religion, and Faith in

Palliative Care

e Some researchers theorize that religious beliefs may play a role in helping
patients construct meaning out of the suffering inherent to illness, in turn
facilitating acceptance of their situation.?®

e Recent studies have found that religion and spirituality generally play a pos-
itive role in patients coping with illnesses such as HIV and cancer.2'?%

Several studies?""32 demonstrate a central role for spiritual well-being and
meaning as a buffer against depression, hopelessness, and desire for has-
tened death among advanced cancer patients.

A 2013 study by Balboni and colleagues®® demonstrated that patients
reporting high spiritual support from religious communities were less likely
to receive hospice, and more likely to receive aggressive end-of-life mea-
sures, and more likely to die in an intensive care unit. Among patients
well-supported by religious communities, receiving spiritual support from
the medical team was associated with higher rates of hospice use and
fewer aggressive interventions. This study highlights the importance inte-
grating spiritual care as a key component of the end of life medical care
guidelines. Spiritual care and end-of-life discussions by the medical team
may reduce aggressive treatment and ICU deaths, and increase the use of
hospice care services among those patients.

These findings are significant in the face of what we have come to learn
about the consequences of depression and hopelessness in palliative care
patients. Depression and hopelessness are associated with poorer survival in
cancer patients® as well as dramatically higher rates of suicide, suicidal idea-
tion, desire for hastened death, and interest in physician-assisted suicide (see
chapter 6).3135-37

Such findings point to the need for the development of interventions in pal-
liative patients that address depression, hopelessness, loss of meaning, desire
for death, and what many practitioners® refer to as “spiritual suffering” (see
chapter 9) (Boxes 11.13 and 11.14).

Box 11.13 Approach for the Treatment of Spiritual Suffering**®

1
2
3
4
5
6
7
8

. Control physical symptoms.

. Provide a supportive presence.

. Encourage life review to assist in recognizing purpose value and meaning.
. Explore guilt, remorse, forgiveness, reconciliation.

. Facilitate religious expression.

. Reframe goals.

. Encourage meditative practices.

. Focus on healing rather than cure.

* This intervention emphasizes the facilitation of religious expression and confession. Although
this is useful for certain patients, it is not applicable to all patients.




Box 11.14 Spiritual Issues in Palliative Care: Conclusions'**

e Psycho-oncologists should be aware of the importance of spirituality as a
tool for coping with a life-threatening disease and managing the stressors
that can occur as a consequence of advanced disease.

e By understanding and respecting their beliefs, clinicians may allow their
patients to believe in their own abilities to cope.

e Psycho-oncologists should seek both specialized training, as well as refer-
rals to appropriate sources, in order to help patients deal more effectively
with the often complicated and painful spiritual issues that arise as a conse-
quence of serious illness.

e It is essential to effectively utilize an interdisciplinary team approach that
incorporates members of pastoral care services. Referrals to chaplains
should be approached as referrals to any other specialist, and are an essen-
tial part of comprehensive care.”

Existential Issues in Palliative Care

As human beings (homo sapiens—sapient meaning wise or capable of higher
thought), we—as opposed to other creatures—are confronted by three funda-
mental existential questions: Where did | come from? Why am | here? Where
am | going (i.e., what lies beyond death)? Vicktor Frankl felt there were three
inevitable existential problems.” He termed these the tragic triad: suffering,
death, and existential guilt (unlike our common understanding of guilt, Frankl
emphasized guilt as a force that calls one to live up to one’s authentic poten-
tial). Existential writers conceptualize four basic existential concerns, described
in Box 11.15.%

Box 11.15 Basic Existential Concerns

e Death—death anxiety, the limitations of life, nonexistence, mortality, and
finiteness; life limitations

o Freedom—absence of external structure, existential groundlessness, the
ability to respond to life or “responsibility,” free choice, awareness of per-
sonal agency, and tyranny of freedom

o [solation—exXistential isolation, not intrapersonal or interpersonal, tran-
scendence, and connection to something greater than ourselves

o Meaninglessness—the will, search, and creation of meaning in order to bear
one’s life, purpose, values, and contributions to a greater whole

CHAPTER 11 Spiritual and Existential Issues
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Table 11.1 Common Manifestations of Existential Distress in

Palliative Care*

Common Forms of Existential Manifestations
Distress
Existential angst—"death anxiety” Feeling of “being strangled to death” (angst

from Latin “angere,”meaning “to squeeze,”
or “to strangle”)

Existential guilt Expressed as not having lived to the fullest
Call to take ownership of one’s life ~ Potential; feel accountable for mistakes;

Responding less to others desire to correct a wrong

Responding more to one’s self

Existential suffering Question value of continued existence;
Profound feeling of absence (being ~ gradually disconnect from life; isolation, loss
away) from presence and abundance  ©f sense of self; present multidimensional
of life distress:

physically—fatigue, pain, nausea
emotionally—sadness, worry, anxiety,
loss of dignity, being a burden
spiritually—despair, loneliness

Adapted from Kissane DW, Poppito S. Death and dying. In: Blumenfield M, Strain J), eds.

Psychosomatic Medicine. Philadelphia: Lippincott Williams & Wilkins; 2006:671-694.

Patients diagnosed with terminal cancer often confront these universal
existential issues. Existential concerns are intrinsic to the human experience
of facing mortality in palliative care settings. Therefore, psycho-oncologists
must be familiar with these existential concerns, their manifestations, and
approaches to deal with existential issues. Psycho-oncologists can actively help
dying patients engage in existential themes of presence, mystery, and tran-
scendence and promote authentic self-awareness, responsibility, and meaning
(Table 11.1).4

Optimal palliative care includes the use of proper medical and therapeutic
interventions, as well as an existential phenomenological approach to deal with
existential distress at the end of life (Table 11.2).

As a part of the palliative care team, the psycho-oncologist plays a crit-
ical role in identifying and addressing existential concerns of dying patients.
Psycho-oncologists may not only help patients cope with life’s limitations, but
also encourage patients to discover meaning in anxiety, guilt, and suffering.
Psycho-oncologists have the unique ability to use a variety of psychotherapeutic
interventions to alleviate existential distress in palliative care settings. Cognitive
therapies to help patients and families modify their appraisal of their lives with
terminal illness, known as cognitive restructuring, life review techniques to facil-
itate a constructive reappraisal of life events, dignity conserving therapies, and
meaning-centered therapies have been shown to effectively reduce existential
distress in this patient population.”* Readers should refer to chapter 10 for a
review of the psychotherapy interventions.



w

Table 11.2 Approaches to Existential Issues in the Terminally 111! §

[7]

Existential Form of Symptoms Approaches =

Concern Existential Experienced -E

Distress 5

-

Death Death anxiety Fears of process Psychoeducational 'ﬁ

of dying or state of  therapy, cognitive w

being dead behavioral therapy, 2

existential &

psychotherapy &

Loss Complicated grief Depressive Supportive §

disorders psychotherapy, grief &=

therapy, interpersonal =

psychotherapy «

Existential E

Isolation Loneliness Feeling Interpersonal &
disconnected psychotherapy,

Family-focused grief
therapy, supportive

group therapy,
meaning-centered
therapy
Loss of meaning  Despair Loss of identity Existential
Hopelessness Meaninglessness psychotherapy,
Desire for meaning-centered Pl
hastened death therapy, narrative \=
and dignity-conserving
therapies
Freedom Loss of control Angst at loss of Supportive

control, obsessional  psychotherapy,

behaviors, indecisive interpersonal
psychotherapy,
psychodynamic
therapy,

Dignity Demoralization Shame, body image, ~Supportive
Desire for fear of being a psychotherapy, grief
hastened death burden therapy, narrative
and dignity-conserving
therapies

Adapted from Kissane DW, Poppito S. Death and dying. In: Blumenfield M, Strain J), eds.
Psychosomatic Medicine. Philadelphia: Lippincott Williams & Wilkins; 2006:671-694.

References

1. Puchalski CM. Spiritual issues in palliative care. In: Chochinov HMC, Breitbart
W, eds. Handbook of Psychiatry in Palliative Medicine, 2nd ed. New York: Oxford
University Press; 2009:341-351.

2. Field M, Cassel C, eds. Approaching Death: Improving Care at the End of Life.
Washington, DC: National Academy Press; 1997.

3. Puchalski CM, Anderson MB, Lo B, et al. The development and dissemination of
physician/patient guidelines on ethical parameters for incorporating spirituality in to
medical education and health care report. AAMC Consensus Conference, 2004.



PART Ill Psychosocial Issues in the Palliative Care Setting

124

4.

5.

11.
12

13.

14.

20.

21.

22.

23.

24.

25.

26.

Lo B, Quill T, Tulsky J. Discussing palliative care with patients. ACP-ASIM end of
life care consensus panel. Ann Intern Med. 1999;130:744-749.

Singer P, Martin DK, Kelner M. Quality end-of-life care: patients’ perspectives.
JAMA. 1999;281:163—168.

. Moadel A, Morgan C, Fatone A, et al. Seeking meaning and hope: Self-reported

spiritual and existential needs among an ethnically diverse cancer patient popu-
lation. Psycho-oncology 1999;8:1428-1431.

. Sulmasy DP. A biopsychosocial spiritual model for the care of patients at the

end of life. Gerontologist 2002;42:24-33.

. King DE, Bushwick B. Beliefs and attitudes of hospital inpatients about faith, heal-

ing, and prayer. | Fam Pract. 1994;39:349-352.

. Frankl VF. Man’s Search for Meaning, 4th ed. Boston: Beacon Press; 1959/1992.
10.

Anderson JM, Anderson LJ, Felsenthal G. Pastoral needs for support within an
inpatient rehabilitation unit. Arch Phys Medicine Rehabil. 1993;74:574-578.

Maugans TA. The SPIRITual history. Arch Fam Med. 1996;5:11-16.

Clayton CL. Barriers, boundaries, & blessings: ethical issues in physicians’ spiri-
tual involvement with patients. Med Humanities Rpt, 2000;21:234-256.

Ellis M, Vinson D, Ewigman B. Addressing spiritual concerns of patients: family
physicians’ attitudes and practices. | Fam Pract 1999;48:105-109.

Post SG, Puchalski CM, Larson DB. Physicians and patient spirituality: profes-
sional boundaries, competency, and ethics. Ann Intern Med. 2000;132:578-583.

. Sloan RP, Bagiella E, Powell T. Religion, spirituality, and medicine. Lancet

1999;353:664-667.

. Maugans TA, Wadland WC. Religion and family medicine: a survey of physicians

and patients. | Fam Pract. 1991;32:210-213.

. Storey P, Knight C. UNIPAC Two: alleviating psychological and spiritual pain in

the terminally ill. American Academy of Hospice and Palliative Medicine. Dubuque,
IA: Kendall/Hunt; 2001.

. Doyle D. Have we looked beyond the physical and psychosocial? | Pain Symptom

Manage. 1992;7:302-311.

. Lo B, Kates LW, Ruston D, et al. Responding to requests regarding prayer and

religious ceremonies by patients near the end of life and their families. | Palliative
Med. 2003;3:409-415.

Puchalski C, Romer AL. Taking a spiritual history allows clinicians to understand
patients more fully. J Palliative Med. 2000;3:129-137.

Nelson CJ, Rosenfeld B, Breitbart W, et al. Spirituality, religion, and depression
in the terminally ill. Psychosomatics 2002;43:213-220.

Breitbart W. The spiritual domain of palliative care: who should be “spiritual
care professionals” Palliat Support Care. 2009;7(2):139-141.

Underwood LG, Teresi JA. The daily spiritual experience scale. Annals Beh Med.
2002;24:22-33.

Baider L, Holland JC, Russak SM, Kaplan De-Nour, A. The system of belief inven-
tory (SBI-15). Psycho-Oncol. 2001;10:534-540.

McCullough ME, Larson DB. Religion and depression: a review of the literature.
Twin Res. 1999;2:126—136.

Baider L, Russak SM, Perry S, et al. The role of religious and spiritual beliefs in
coping with malignant melanoma: an Israeli sample. Psychooncology 1999;8:27-35.



27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.
39.

40.
41.

42.

43.

44,

Koenig HG, Cohen HJ, Blazer DG, et al. Religious coping and depression among
elderly, hospitalized medically ill men. Am J Psychiatry 1992;149:1693—1700.

Koenig HG, George LK, Peterson BL. Religiosity and remission of depression in
medically ill older patients. Am | Psychiatry 1998;155:536—-542.

Baider L, Russak SM, Perry S et al. The role of religious and spiritual beliefs in
coping with malignant melanoma: an Israeli sample. Psychooncology, 1999;8:27-35.

Chochinov HMC, et al. The landscape of distress in the terminally ill. | Palliative
Care Sympt Manage. 2009;38(5):641-645.

Breitbart W, Rosenfeld B, Pessin H, et al. Depression, hopelessness, and desire
for death in terminally ill patients with cancer. JAMA 2000;284:2907-2911.

McClain CS, Rosenfeld B, Breitbart W. Effect of spiritual well-being on end-of-
life despair in terminally-ill cancer patients. Lancet 2003;361:1603—-1607.

Balboni TA, Balboni M, Enzinger AC, et al. Provision of spiritual support to
patients with advanced cancer by religious communities and associations with
medical care at the end of life. JAMA. 2013;173(12):1109-1117.

Watson M, Haviland J], Greer S, et al. Influence of psychological re-
sponse on survival in breast cancer population-based cohort study. Lancet
1999;354:1331-1336.

Chochinov HM, Wilson KG, Enns M, et al. Prevalence of depression in the ter-
minally ill: effects of diagnostic criteria and symptom threshold judgments. Am |
Psychiatry 1994;151:537-540.

Chochinov HM, Wilson KG, Enns M, et al. Desire for death in the terminally ill.
Am | Psychiatry 1995;152:1185-1191.

Chochinov H, Wilson K, Enns M, et al. Depression, hopelessness, and suicidal
ideation in the terminally ill. Psychosomatics 1998;39:366—370.

Rousseau P. Spirituality and the dying patient. | Clin Oncol. 2000;18:2000-2002.

Thiel MM, Robinson MR. Physicians’ collaboration with chaplains: difficulties and
benefits. | Clin Ethics 1997;8:94-103.

Yalom |. Existential Psychotherapy. New York: Basic Books; 1980.

Kissane DW, Poppito S. Death and dying. In: Blumenfield M, Strain J,
eds. Psychosomatic Medicine. Philadelphia: Lippincott Williams & Wilkins;
2006:671-694.

Cherny NI. The treatment of suffering in patients with advanced cancer.
In: Chochinov HMC, Breitbart W, eds. Handbook of Psychiatry in Palliative
Medicine, 2nd ed. New York: Oxford University Press, 2009:300-323.

Kissane D, et al. Dignity, meaning and demoralization: Emerging paradigms in
end of life care. In: Chochinov HMC, Breitbart W, eds. Handbook of Psychiatry in
Palliative Medicine, 2nd ed. New York: Oxford University Press, 2009:324-340.

Breitbart W, Appelbaum A. Cancer care, meaning-centered group psy-
chotherapy. In: Watson M, Kissane D, eds. Handbook of Psychotherapy.
New York: Wiley-Blackwell; 2011:137-148.

CHAPTER 11 Spiritual and Existential Issues

125







Chapter 12

Cross-Cultural Issues

The term “culture” generally refers to the values, norms, habits, beliefs, and institu-
tions that flow from a specific worldview and through which patterns of meaning
are created.! Cultural heritage, religious beliefs, and social norms shape attitudes
toward health, illness, and death. It is important to note that cultural background
cannot solely predict any individual’s experiences, beliefs, or attitudes. Culture is
only a part of a complex series of factors, including gender, religion, life experi-
ences, socioeconomic status, and individual psychology, all of which influence the
way patients and health care professionals understand the experience of illness.’
Culture provides a framework of expectations, including communication with
health care providers, the decision-making process, and the illness itself.

Incorporating Cultural Differences into Palliative Care

Across cultures, the universal fear of cancer and other terminal illnesses is
caused by the fear of death as well as images associated with debility and pain.?
Yet individual societies place different emphases on issues surrounding death
and dying. This cultural diversity has profound effects on decision-making pro-
cesses at the end of life (Box 12.1).

Individual as well as communal approaches to suffering and death are de-
rived from culturally specific community systems and rituals.® For example, tra-
ditional Western cultures use coping strategies that are different from those of
non-Western cultures.” These differences reflect varying degrees of emphasis
on reliance on family and friends for social support, value of individual versus
group effort, and the influence of spiritual and religious beliefs.®

Physicians from different geographical areas and diverse cultural back-
grounds also hold culturally specific views on death and dying. A study com-
paring attitudes and beliefs of palliative care physicians from South America,
Europe, and Canada suggests that there are major regional differences in the
attitudes and beliefs of physicians regarding communication at the end of life.®
This study revealed differences in attitudes toward truth telling, do not resus-
citate orders, patients’ willingness to know their diagnosis, and decision making
at the end of life (Box 12.2).

In order to provide proper physical and emotional relief, psycho-oncologists
must incorporate the patient’s cultural beliefs into the evaluation and intervention
process. It is the professional responsibility and ethical duty of the palliative care
team to understand, respect, and honor the diversity of patients and their families.

The ABCDE model provides a framework and effective template for cli-
nicians to incorporate cultural issues into the evaluation and treatment of
patients (Box 12.3).
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Box 12.1 Culturally Specific Issues Surrounding Death and Dying

e Perception and interpretation of symptoms, treatment, pain, and suffering*
e Patient’s willingness to know diagnosis and prognosis

e Doctor’s willingness to discuss diagnosis and prognosis

e Decision-making roles among health care team, patient, and family*

e Communication among physician, patient, and family®

e Spiritual and religious rituals and traditions

o Grief and bereavement

Box 12.2 European, South American, and Canadian Palliative

Care Physicians’ Attitudes Regarding End-of-Life Care®

e Although all three groups of physicians agreed all cancer patients should
be informed of their diagnosis, European and South American physicians
reported that not all of their patients knew their diagnosis.

o Although all three groups believed “do not resuscitate” orders should be
discussed with the patient in all cases, European physicians were least likely
to obtain a “do not resuscitate” order regarding their patients.

o Although all three groups of physicians agreed that a joint decision-making
strategy was most appropriate, South American physicians reported less
joint decision making than Canadian and European physicians.

e European and South American physicians strongly disagreed with Canadian
physicians in the belief that:

e Terminally ill patients want to be informed of the true nature of their illness.
e Families are willing to inform the patient of the terminal nature of illness.

Box 12.3 Evaluation of Cultural Issues: ABCDE Model’

Attitudes

Elicit attitudes about illness, family care, and responsibilities.
Beliefs

Explore beliefs and ritual practices.

Ask direct questions about faith and religious experience; follow up on cues.

Do not respond to statements of religious and spiritual values with facts.
Reflect them respectfully.

Do not deny or pretend to go along with expectations such as miracles,
but use statements that indicate a shared desire for the best outcome that
can be arranged.

Context

Inquire about the cultural context in which the patient and family operate.

Decisions

Determine the patient’s decision-making style.
Environment

Learn about the patient’s current environment.




Delivering Culturally Sensitive Palliative Care around
the World

There is a growing need for developing culturally sensitive palliative care ser-
vices. Cultural and ethnic disparities in cancer care, management of pain and
other symptoms, and hospice utilization have been well documented in the
literature.” Developing culturally sensitive palliative care services is a giant step
toward eliminating the disparities across different cultures. Several countries
across the globe have started working toward that goal. This is exemplified in
the translation of quality-of-life measures into languages other than English.®
Furthermore, palliative care teams have integrated cultural traditions for treat-
ing spiritual, existential, and physical pain into modern techniques for relieving
pain and suffering. Psycho-oncologists must be aware of the diversity of cultural
beliefs that greatly influence the experience of death and dying among various
populations.

The following sections introduce several cultural issues that
psycho-oncologists should be aware of when interacting with patients of differ-
ent cultural backgrounds. However, there remains a great need for culturally
sensitive end-of-life care research that may help improve palliative care around
the world.

North America

United States

There are more than 4,000 hospices, more than 1,000 hospital-based pain and
palliative care services, and several other palliative care delivery systems that
serve more than a million patients in the United States. The diversity of the pa-
tient population presents cultural issues and barriers that health care providers
must face when providing palliative care (Box 12.4).

Because of the cultural diversity within the United States, studies have ex-
plored cultural views of death and dying. North American patients are generally
told the diagnosis of cancer and the most accurate prognosis known by their
physician.* However, even within the United States, different ethnic groups have
varying opinions of how appropriate it is for physicians to share the terminal
diagnosis with patients and families. This directly influences how palliative care
teams can provide culturally sensitive care. The Witness Project cancer educa-
tion program for African-American women is a prime example of a culturally
sensitive approach to medical care.” This culturally competent cancer educa-
tion program partners with local church leaders to educate African-American
women about cancer screening, treatments, and palliative care.

African Americans

The African-American population in the United States is known to face greater
discrimination and more barriers than other ethnic groups within the US
health care system. Studies suggest that they have a low level of trust of the
health care system because of personal experience with poor access to med-
ical care and awareness of abuses in medical research in the past, such as the
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Box 12.4 Issues in Palliative Care That Are Influenced by Cultural

Factors in the United States

e Role of patient in decision making:"*"?
e Patient autonomy
o Informed consent
o Role of family in decision making
o Nondisclosure about cancer illness
e Physician-patient relationship
o Role of physician in decision making
e Communication between the physician and patient/family
e Patient mistrust of physicians
o Expression of pain
o Attitudes toward suffering
e Spiritual and religious traditions
e Appropriateness of openly naming disease or discussing death

Tuskegee syphilis study.” This mistrust may influence decisions for end-of-life
care. Specifically, African Americans may be less likely to complete advance
directives than white respondents because of a negative view of advance direc-
tives."202* They also have a stronger preference for the use of life support than
other racial groups."*%African Americans have been shown to utilize hospice
services less frequently compared with white patients.?® African Americans,
compared with Korean Americans and Mexican Americans, favor a patient au-
tonomy model.”? They are more likely to believe a patient should be told the
diagnosis of metastatic cancer and that a patient should be told of a terminal
prognosis.

Studies also suggest that African Americans use different coping mechanisms
when facing a terminal illness. African Americans often turn to God and the
church for support and assistance when facing life-threatening illnesses. African
Americans with chronic pain use hope and pray more than whites with chronic
pain.” In a study on religious activity and depression among elderly African
Americans and whites with serious physical illness, results suggest attending
religious services had a greater impact on the positive affect and depression
among African Americans compared with whites.

Hispanics

Like African Americans, Hispanics also have different coping mechanisms when
faced with a terminal illness. Puerto Rican cancer patients were found to cope
differently than whites." Hispanics are more likely to rely on religion as a means
of coping. Many Hispanics express spirituality through organized religion, par-
ticularly Roman Catholicism. However, Hispanics also often utilize folk heal-
ers, such as Curanderas (Mexican Americans), Spiritualists (Puerto Ricans), and
Santeras (Cuban Americans). These healers represent a belief system with
roots in American-Indian, African, and Catholic faiths and should be viewed
as important components of overall treatment for patients who utilize them."



Hispanics also have culturally specific views of death and dying. Hispanics are
less likely to express comfort in discussing end-of-life issues with their physi-
cians than white or African-American patients." Not only do Hispanics support
the view that doctors should not discuss death and dying, but they rely on a
family-centered model of medical decision making.'> The family’s role is meant
to remove the burden of making treatment decisions from patient, which may
involve keeping information about the disease and prognosis from the patient."
In a study of Mexican-American patients and families, the families felt it was
their duty to protect the patient and make the patient comfortable and free of
distress at the end of life."”

Hispanics tend to have DNR orders and advance directives less frequently
than non-Hispanic white patients.?? Hispanics have been found to be less likely
to favor withdrawal of life support when compared with white patients.®
Hispanics are less likely to use hospice services compared with non-Hispanic
white patients.’'

Asian Americans
Similar to Hispanics, Asian Americans also hold a family-centered model of
medical decision making and often do not think it is appropriate for doctors to
discuss issues of death and dying with the patient.” Chinese-American families
often feel that it is their duty to protect the patient and prevent any distress
at the end of life."” Therefore, disclosure of prognosis and diagnosis are often
discouraged." However, this effect decreases with acculturation, as is seen with
Japanese Americans, who were also found to have positive attitudes toward
advance care planning.'

Korean Americans have been found to be less likely to favor withdrawal or
withholding of life support.® Asian Americans are less likely to utilize hospice
services compared with white patients.

Native Americans

Native Americans perceive disclosure of terminal illness to be negative."”
Therefore, communication between the doctor and patient is often discour-
aged if there is an unfavorable diagnosis. This cultural view is reflected in stud-
ies that show that Native Americans rejected advance directives because care
planning would be a violation of cultural values of avoidance of negative think-
ing and speaking."

The differences in advance care directives, willingness to withdraw or
withhold life support, and hospice utilization among African-American,
Asian-American, and Hispanic-American minorities have been attributed to a
variety of factors, including the lack of knowledge on end-of-life issues, low so-
cioeconomic status, patients’ and families’ attitudes toward terminal illness, and
unavailability of bilingual staff on-site." The underlying reasons for disparities in
provision of palliative care among minorities are clearly complex. However,
the finding that palliative care services have steadily improved in the last two
decades among minority groups is encouraging and calls for further studies in
this area.*?
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Canada

In Canada, there is much support for a high level of information for patients
regarding diagnosis and prognosis.® In a study of views of sedation at the end
of life, Canadian physicians, patients, and families valued clearer thinking and
full disclosure of information.* Most palliative care physicians thus work in an
environment in which most patients are aware of their diagnosis of cancer.
These studies also suggest that patient autonomy is an important ethical
decision-making principle within matters of end-of-life care.®

South America

The cultural values of Latin American countries focus on interdependence, col-
lectivism, and nondisclosure rather than on a patient’s independent judgment,
autonomy, and full disclosure. There is a paternalistic pattern of practicing med-
ical decision making as well as an increased concern about financial status and
access to health care.®

In the Latin American culture, there is a complex relationship between health
and illness, death and dying, as well as the physical, mental, and spiritual aspects
of an individual’s life embedded in a particular system of belief (Box 12.5).%

Peru

The Matsigenka, a mountain people on the eastern slopes of the Peruvian
Andes, hold unique beliefs about death and dying. There is great anxiety
over the contagion of death and the power of the dead over the living. The
Matsigenka believe that ghosts temporarily roam the liminal space between life
and death. Excessive displays of emotion, especially grief, anger, and aggressive
sexuality, cause a vicious cycle of unhappiness, social disruption, illness, and
death.¥”

Argentina
There is an increasing need for palliative care in Argentina, especially because
two out of three deaths are caused by chronic diseases, including different
types of cancer.’® Although the health system in Argentina is complex and
evolving, there is a lack of palliative care programs that help patient-family units
with physical, social, and emotional needs at the end of life.®

Obstacles to providing palliative care include patients and families receiving
inadequate information about their diagnosis or prognosis.*® This may be influ-
enced by a culturally specific view regarding communication among physicians,
patients, and patient families. In a study comparing attitudes of communication
among physicians from Argentina, Europe, and Canada, Argentinian physicians
favored patient-based decision making less frequently when compared with
Canadian physicians.® These physicians reported more decision making by doc-
tors. Although these physicians believed that patients should be aware of both
diagnosis and terminal stage of illness, they reported that patients did not know
about the terminal nature of their illness.

Europe
Issues surrounding care for dying patients in Europe are similar to those of
patients in North America. A recent review of cultural and regional variations



Box 12.5 Cultural Views Relevant to Palliative Care in Latin

America®

e Family involvement is basic and vital. The family-centered model of
decision making is fundamental and more important and relevant than pa-
tient autonomy. This is called fatalismo, which is characterized by interde-
pendency, affiliation, and cooperation.

Extended family members and relatives actively participate in the spiritual
and physical care of an ill family member.

The family often hears the medical news before the patient is informed so
that they can gradually shield the patient from the “bad” news.

The family and patient will be at home at the end of life. There is a cultural
belief that the hospital setting is impersonal and disrupts the family’s ability
to take care of their loved one.

Families and patients often believe that God determines the outcome of
illness and death as a natural part of the life process. This belief also serves
as a protective role by preparing the patient and family for grief and death.

Respect (respeto) is a very important concept in the Latin culture and
throughout the care and death process.

associated with end-of-life issues found that although recent European laws have
emphasized patient autonomy, advance care planning is rarely used.?® Decisions
are often made by physicians, nurses, and families. This study proposed a
European “north-to-south” gradient in paternalism in the decision-making pro-
cess and emphasized the influence of religious beliefs on end-of-life decisions.
This supports the large variation in the extent to which end-of-life decisions are
discussed with patients, relatives, and other caregivers throughout European
countries such as Belgium, Denmark, Italy, the Netherlands, Sweden, and
Switzerland.®

The United Kingdom

A study assessing palliative care needs and perspectives of patients, informal
care providers, and health care providers found that there were difficulties in
communication and information exchange.*' Informal caregivers were also less
likely to receive full information about the illness and its progression, suggesting
a patient-centered decision-making model.

France

Recent legislation passed in 2005 supports the trend in Europe toward patient
autonomy and full disclosure of information before treatment.” This law not
only reinforces the role of both the patient’s surrogate decision maker, but also
emphasizes that the patient’s advance directive establishes consent.

Spain
Studies of Spain and other countries with a Latin cultural background have

observed that the role played by families of terminal patients and the attitude
toward information and diagnosis disclosure is different from the Northern
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European or North American model.** Researchers argue that although reli-
gion may no longer play a predominant source of these cultural differences,
these differences may be caused by remaining Catholic influences ingrained in
the culture. For example, the term “hospice” may have negative connotations
because the term denotes either extreme poverty or orphanage.

Cultural factors influence issues surrounding end-of-life care, such as the
widespread acceptance of pain relief to the point of sedation. In a study on
sedation at the end of life, there were major differences between Spanish and
Canadian patients.® Spanish patients sought sedation for psychological and ex-
istential distress. This may be caused by differences in views of disclosure of
information and cognition between patients and families.

Italy

Many studies have been done to explore the attitudes and practices of Italian
patients and physicians toward information and communication. Until 1990, it
was common practice in [taly to withhold truth from cancer patients in order to
protect them and maintain their hope.*=* Within such a community-centered
culture, individual autonomy was perceived as isolation.* However, Italian cul-
ture has substantially evolved toward a patient-centered model: patients ex-
pect and receive more complete information and are more involved in their
own medical care.”

Asia and Pacific

Palliative care programs and services are expanding in Asia. These services are
often influenced by cultural views that favor a family-centered model of care.

China

Considering the family as the unit of care, rather than the individual, is of par-
amount importance in Chinese society. Patients within the family keep their
psychological and emotional problems of illness and death to themselves. This
is related to their desire to avoid upsetting others and so promoting harmony
in a stressful situation. The Chinese believe that emotions must be contained
and controlled.”

For hundreds of years in China, ancestral rituals at the family altar and grave
were the means by which the dead interceded with higher powers on behalf of
the living. Cultural dimensions of death, dying, and bereavement included the
following themes: (1) saving face (the more restraint shown in mourning for
the deceased, the more the person was loved); (2) filial piety (duty to one’s
relative); and (3) invoking luck, blessing, and fortune (belief in life, afterlife, and
the presence of spirit).*

Japan

Barriers to the provision of palliative and hospice care exist at both the indi-
vidual and organization levels in terms of reimbursement incentives from the
national insurance system. In a survey of physicians they described the feeling
of being unprepared to deal with the emotional needs of patients and families,
having to make medical decisions, facing time pressures, fear of making a mis-
take, and a sense of failure related to patients’ lack of improvement.®



Korea

In a study on attitudes of cancer patients and their families toward disclosure
of terminal illness to the patient, cancer patients want to be informed if their
illness is terminal.>' They often want to be informed immediately after the diag-
nosis. Palliative care physicians should be aware that there might be differences
in the patient and family attitude toward disclosure.

Nepal

In Nepal, the traditional view of disclosure suggests that physicians do not dis-
cuss diagnoses of malignancy with their patients.*? Physicians should discuss the
diagnosis with family members, who filter the information and communicate
the news to the patient. This may result in a disparity between what patients
would like to be told if they should develop cancer and what patients actually
know about their diagnosis.

India

Traditional palliative care in India, practiced in the home, includes spiritual and
religious care according to traditional customs and rituals.®* These traditional
views often discourage the use of opiates, which poses a challenge for providing
pain relief and symptom control in cancer patients.** Palliative care also involves
the family in medical decision making. Thus, patient preferences and decisions
are often influenced by family members at the end of life.*®

Australia

With more than 500 language groups in existence before European settlement
in the late 1700s, Australia is a culturally diverse country that is encouraging
cultural competency in health. In a national guide to promote cultural compe-
tency, attention was given to particular populations within Australia.>> For ex-
ample, studies on migrants have identified psychosocial risk factors associated
with stresses of settlement. These psychosocial risk factors include alienation,
isolation, lack of social and family support networks, change of traditional roles
within the family, and communication difficulties.

Much attention has also been given to the relatively poor health outcomes
and unique needs of Aboriginal and Torres Strait Islanders. The Aboriginal and
Torres Strait Islander peoples view culture as a central element in their percep-
tions of health and ill health. Their views of death and dying greatly differ from
those of the dominant Anglo-Australian population.*® For example, Aborigines
often invoke sorcery and search for the “meaning, not mechanisms” of illness.”’

Specific cultural factors pose challenges to delivering palliative care to
Aboriginal communities. In Aboriginal communities, blame for a death or the
attribution of cause of death affects decision making and conflict resolution at
the end of life.* Palliative care workers are often reluctant to deliver care to
patients because of the fear of blame. With regard to grief and bereavement,
death is so frequent that some Aboriginal communities are in either acute or
chronic shock from constant bereavement.’” Because of the close community
ties, every death inflicts a considerable degree of grief and sadness on large
numbers of people. These cultural factors must be considered when providing
palliative care at the end of life.
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Middle East

Muslim Arab families are directly involved in caring for loved ones who are
facing illness and impending death. Being a burden to the family is not the fam-
ily’s or the patient’s concern. Thus when confronted with cancer illness, most
Muslim Arabs will not go to nursing homes or hospices.*® Instead, they remain
at home and are tended by females who are expected to provide all the care.
End-of-life care is not only influenced by strong family ethics, but also by
Islamic ethics. These ethical principles are intimately linked to the broad re-
ligious teachings of the Qur’an and the tradition of the Prophet Muhammad.
These principles are inseparable from the religion and are based on duties and
obligations to God and family as an expected and irrefutable law (Box 12.6).

Saudia Arabia

In Saudi Arabia, religious care is an integral part of palliative care and plays a
valuable role in helping the patient cope with terminal illness. The support from
the family enhances the patient’s ability to cope with the disease and gives a
higher level of life satisfaction. The most pervasive influence on health care
provided in an Islamic community is Islam.

The family constitutes the dominant social institution through which persons
inherit their religious, class, and cultural affiliations. The very concept of family
in the Arab Muslim world reflects mutual commitments and relationships of
interdependency and reciprocity.®

Pakistan

In Pakistani Muslim society, it is normal and expected that the family rather
than the patient take center stage in the process of terminal illness. The physi-
cian—shahib (Lord)—shares the authority with the family as an equal partner in

Box 12.6 Cultural and Religious Values Influence Palliative Care

in Muslims®®%?

o Muslims have values based on the laws of the Qur’an.

e To maintain harmony is to accept hierarchical relations based on family
kinship.

e Arab heritage is based on shared loyalty, unquestionable family authority
by males, and kinship bonds.

Friends and any social contacts are considered secondary to total commit-
ment to family.

It is normative behavior for the family to be responsible for the care of the
patient.

Being a burden to the family is not the family’s or the patient’s concern.

It is expected that the females provide all the caregiving to the patient and
male family members.

e When confronted with cancer illness, most Muslim Arabs will not go to
nursing homes or hospices.




decision making. The family and the physician will generally protect the patient
from anxiety and distress associated with the knowledge of impending death.*®

The individual is viewed as sociocentrically enmeshed in inextricable social
bonds, ties that make interpersonal process the source of vital decision in ill-
ness and death.®’

Africa

Palliative care programs are continuing to be established in Africa. These pro-
grams often offer palliative care for individuals with AIDS and cancer. The un-
availability of opioids and a lack of education of health care workers challenge
the delivery of palliative care in Africa, especially in developing countries.®%¢*
Nonetheless, many patients seem to value the support given by their families,
communities, and religious fellowships.

Uganda

Home care programs and palliative care services have been established in
Uganda to identify and meet the palliative care needs of the terminally ill. In
a study focused in Kimpala, most of the participants had either HIV/AIDS or
cancer or both. Patients identified that a “good death” involved when a dying
person is being cared for at home, is free from pain and other distressing symp-
toms, is at peace, and has his or her basic needs met without feeling dependent
on others.*

Kenya

The attitudes toward palliative care may differ greatly in developing countries
such as Kenya. In a study comparing the experiences and needs of terminally ill
patients in Scotland and Kenya, Kenyan patients were highly concerned about
analgesia, essential equipment, suitable food, and assistance with care.®® Kenyan
patients felt that their social, spiritual, and psychological needs were met by
families, local community, and religious groups. Dying patients in Eastern Kenya
also reported that support structures helped them meet emotional, social, and
spiritual needs at the end of life.®* However, these patients described a “good
death” as one that involves accessible pain relief, affordable clinic or inpatient
care, and help to cope with the burden of care.

Summary

Fundamental values and beliefs vary across cultures. People are conscious of
certain explicit beliefs, values, and associated behaviors. Other beliefs, values,
and associated behaviors function at a more routine and grounded level of
implicit norms. Culture hides much more than it reveals, and strangely enough
what it hides, it hides most effectively from its own participants. Only when en-
countering another person or group with a different operating system does one
realize the difference. The other person does not behave or speak the same.
When it comes to medical care, patients belonging to a particular cultural
group may sense that the health team is acting with an unfamiliar set of norms,
whereas the health team professionals most likely are unaware of their “peculiar”
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behavior. Negotiating a mutually acceptable approach to care can be particu-
larly challenging, because participants perceive another reality and frequently do
not realize the position from which they are negotiating.**¢’ Promoting cultural
awareness and cultural competence among health care professionals should im-
prove their confidence and skills in providing comprehensive care for patients
and families from different backgrounds.®® Cultural competence is effective when
based on knowledge of a culture, appreciation of cultural differences, awareness
of biases and prejudices, and attitudes of humility, empathy, curiosity, respect,
and sensitivity.®’ It should be noted that the validity of a description of an en-
counter between individuals from diverse cultures may be weakened, because
it may be based on relatively limited information filtered through one’s own
environmental predisposition.’ Culturally unprepared outsiders might misinter-
pret extraordinarily traditional customs as being the social norm. They might
also draw conclusions based on interpreting an event or pattern of behavior
out of its cultural context. In turn, the insiders’ views of their own culture are
likely to be tinged with positively charged judgmental bias. This, however, does
not negate the possibility that a culture could be described more accurately by
integrating the view from within with an outside perspective.’

In adapting to change and adversity, societies draw on experiences and cop-
ing resources developed over the course of time, influenced by ethnicity and
components of culture, group history, social status, group heritage, and systems
of belief. When defined in this way, culture functions as an integrating force for
individuals passing through significant life changes, providing a context for eval-
uating issues of health and illness, and death and dying.”® It is crucial for health
care providers to recognize the influence of cultural factors and be able to
provide culturally sensitive palliative care.
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Chapter 13

Doctor-Patient
Communication in
Palliative Care

Doctor-patient communication is an essential component in caring for a dying
patient."” Several studies have focused on doctor-patient communication dur-
ing the dying process. In the absence of good communication, patients and
families cannot make informed decisions.

Poor communication between cancer patients and their physicians may
cause cancer patients to overestimate their prognosis and misinterpret treat-
ment choices (Box 13.1).8

Communication problems have been identified in 84% to 94% of clinical
encounters. Patients with cancer and their families have reported unmet com-
munication needs for information about the extent of disease, prognosis, treat-
ment options, intent, and adverse effects.”

Despite the recognized importance of caregiver-patient communication,
many physicians are not adequately trained in communication. In a study of
oncologists’ communication skills, less than 35% of oncologists reported having
received any previous communication training.” However, this study did find
that most oncologists desire to learn better communication techniques and are
willing to sacrifice the necessary time to do so.

Good doctor-patient communication reduces risk of iatrogenic suffering,
mood, anxiety, and adjustment disorders among cancer patients and their fam-
ilies (Boxes 13.2-13.4).M1"12

Buckman emphasizes the importance of teaching and practicing listening
skills, using comforting body language, responding empathically to patients, and
engaging in therapeutic and supportive dialogue (Boxes 13.5-13.7).2

Most recently, several intensive training programs in doctor-patient commu-
nication have been demonstrated to have both short- and long-term efficacy in
improving communication skills among physicians and other health care profes-
sionals (Boxes 13.8 and 13.9).%"7-"

The communication skills training program at Memorial Sloan Kettering
Cancer Center is a structured communications initiative that is designed to
find the most effective and lasting way to train health care professionals to
communicate in a sensitive and productive manner. A dedicated staff of facilita-
tors as well as dedicated laboratory space, which includes a classroom and six
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Box 13.1 Patients’ Predictions of Prognosis Influence Treatment

Decisions®

e Patients with terminal lung and colon cancer overestimated their prob-
ability of surviving 6 months, and these overestimations influenced their
treatment decisions.

o Patients who believed that they were going to live more than 6 months
were more likely to choose aggressive, life-extending therapy than were
patients who believed that they had less than a 10% chance of living beyond
6 months. The latter patients were more likely to choose comfort care.

o The survival rate for those who opted for aggressive treatment was lower
than the survival rate for those who chose comfort care.

Box 13.2 Benefits of Improved Doctor-Patient Communication

o Improved training in doctor-patient communication can help ease anxiety
on both sides and improve health outcomes.™

e Improving physicians’ empathic responses to patients in medical interviews
can improve the doctor-patient relationship, improve quality of care, and
increase both physician and patient satisfaction.™

Box 13.3 Specific Doctor-Patient Communication Problems

Problems in identifying patient concerns®#10.1®

Problems with delivering information (discrepancy among the patient’s
actual need, concerns for information and the doctor’s assumption of the
patient’s need for information, and the patient’s concerns regarding the infor-
mation delivered)"'>16

video-recording training rooms, strives to provide communication skills training
to health care professionals (Box 13.10).

Breaking bad news is one of the most difficult and challenging communica-
tion tasks that clinicians struggle with on a daily basis. Many clinicians find the
Six-Step Protocol for Breaking Bad News extremely useful (Box 13.11). This
protocol can be used by psycho-oncologists when they teach communication
skills to physicians in the palliative care setting.



Box 13.4 Guidelines for Communication and Empathy in Caring

for the Dying Patient'3*

1. Important elements of communication in palliative care:

Basic listening skills

Breaking bad news

Therapeutic dialogue

Communicating with the family and with other professionals
2. Sources of difficulty when communicating with a dying patient:

Social denial of death

Lack of experience of death in the family

High expectations of health and life

Materialism

The changing role of religion

The patient’s fear of dying

The patient’s and the family’s unfamiliarity with medical knowledge
3. Factors originating in the health care professional:"*"¢-"®

Failure to establish trust

Failure to establish patient/family’s perspective

Clinician avoidance/switching the topic

Normalization/premature reassurance

Sympathetic pain

Fear of being blamed

Fear of the untaught or lack of training

Fear of expressing emotions

Fear of harming the patient

Fear of one’s own illness and death

Lack of emotional support

Box 13.5 Definition of Basic Empathic Skills Necessary for

Meaningful Communication with Patients'

*...recognizing when emotions may be present but not directly expressed,
inviting exploration of these unexpressed feelings, and effectively acknow!-
edging these feelings so that the patient feels understood.”

i CHAPTER 13 Doctor-Patient Communication in Palliative Care
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Box 13.6 Key Strategies for Effective Doctor-Patient

Communication'’

e Developing and sustaining trust through preserving dignity of the patient
and family and eliciting and treating suffering

e Giving the patient and family choice whether/when/how much to discuss
sensitive issues

e Treating the patient and family with the utmost respect

o Checking the patient’s awareness of the diagnosis, prognosis, and treat-
ment options

e Eliciting the patient’s concerns and feelings

Box 13.7 Core Communication Skills’

e Agenda setting: Declare and invite agenda items.
o Check for understanding and preference for information (readiness to dis-
cuss management options). ASK-TELL-ASK

e Questioning: Ask open questions, clarify, restate, endorse, and invite ques-
tions. ASK-TELL-ASK

e Information organization: Preview, summarize, transition, and review the
next steps.

o Empathic communication.

Box 13.8 Teaching Methods Utilized for Doctor-Patient

Communication’

Role-playing

e Videotaped feedback
Experiential exercises
o Didactics

Box 13.9 Structure and Success of Communication Training

Programs'

Communication training programs must enable clinicians to manage their
own emotional distress during discussions with palliative care patients.

The training programs must provide practice for clinicians in specialized
communication skills such as shared decision making and delivering bad news.

The training programs should encourage learners to assess their own per-
formance, and obtain feedback from the trainers to improve their skills.

The sustainability of the acquired communication skills remains to be a
major area in need of improvement for long-lasting efficacy of communica-
tion skills training programs.




Box 13.10 Difficult Communication Scenarios’®

e Breaking bad news

o Discussing unanticipated (adverse) events

e Discussing prognosis and risk

o Reaching a shared (treatment) decision

e Responding to difficult emotions

o Running family meetings

e Transitioning to palliative care and end of life

e Advanced directives (allow for a natural death)

Box 13.11 Six-Step Protocol for Breaking Bad News>*

1. Get the physical context right.

2. Find out how much the patient knows.

3. Find out how much the patient wants to know.
4. Share information. (Align and educate.)

5. Respond to the patient’s feelings.

6. Plan and follow through.
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Chapter 14

Grief and Bereavement

Bereavement care is an integral dimension of palliative care." Knowledge of,
and competence in, grief assessment is essential. Risk factors for complicated
grief and routine assessment of the bereaved allow the psycho-oncologist to
proactively intervene and reduce unnecessary morbidity.

Although words such as grief, mourning, and bereavement are commonly
used interchangeably, the definitions in Box 14.1 may be helpful.

The expression of normal grief is evident through its emotional, cognitive,
physical, and behavioral features.* Grief and depression lie on a biological con-
tinuum. The features listed in Box 14.2 illustrate the morbidity, both somatic
and psychosocial, that is associated with bereavement.

As the patient and family journey through palliative care, the clinical phases
of grief progress from anticipatory grief, through the immediate news of the
death, to the stages of acute grief and, for some, the complications of bereave-
ment (Boxes 14.3 and 14.4).

Although anticipatory grief was historically suggested to reduce postmortem
grief,’% intense distress is now well recognized as a marker of risk for compli-
cated grief (Box 14.5).

When relatives or close friends gather to keep watch at the bedside of a
dying person, they not only support the sick, but also facilitate their own subse-
quent adjustment. For years to come, these poignant moments will be recalled
in immense detail. Thus, the sensitivity and courteous respect of health profes-
sionals is crucial (Box 14.6)."

The progression from acute grief to bereavement is never rigidly demar-
cated; rather, the two merge gradually (Box 14.7).34

The time course of mourning is proportional to the strength of attachment
to the lost person and also varies with cultural expression. There is no sharply
defined end point to grief. Older widows and widowers, for example, may
continue to display their grief for several years,' which can correspond with a
continuing relationship with the deceased. For some, this is a personal choice
that may lead to chronic grief. The clinical task, then, is to differentiate those
that remain with the spectrum of normality from those that cross the threshold
of complicated grief.

Normal and abnormal responses to bereavement span a spectrum in which
intensity of reaction, presence of a range of related grief behaviors, and time
course determine the differentiation. Approximately 20% of bereaved individu-
als experience complicated or prolonged grief. There is growing evidence that
prolonged grief or complicated grief is a unique condition characterized by sep-
aration distress and other symptoms, such as intense, unremitting yearning for
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Box 14.1 Definitions Regarding Grief and Bereavement

e Grief is the emotional response associated with loss.? It is an inevitable di-
mension of our humanity, an adaptive adjustment process, and one that can
be approached with courage if proper support is available.

e Mourning is the process of adaptation, including the cultural and social ritu-
als prescribed as accompaniments.?

e Bereavement is the state of loss resulting from death.*

e Anticipatory grief precedes the death and results from the expectation of
that event.?

e Complicated grief represents a pathological outcome involving psycholog-
ical, social, or physical morbidity.®

o Disenfranchised grief represents the hidden sorrow of the marginalized, for
whom there is less social permission to express many dimensions of loss.®

Box 14.2 Features of Normal Grief

Emotional

Periods of acute distress that may occur in waves that last for minutes
at a time

Unavoidable crying

Preoccupation with thoughts about the deceased

A range of associated affects including sadness, anger, despair, anxiety,
and guilt
Cognitive

Loss of concentration

Cognitive processes dominated by memories (reflected in storytelling,
reminiscences, and conversations about the deceased)
Somatic

Numbness

Restlessness

Tension

Tremors

Sleep disturbance

Anorexia

Weight loss

Fatigue

Aches and pains
Behavioral

Social withdrawal

Wandering

Searching and seeking company and consolation
Physiological

Alterations of neuroendocrine functioning (e.g., dexamethasone
suppression test)’

Immune changes (e.g., natural killer cell functioning)®

Impaired sleep efficiency’




N
<
7
£
(4
>
«
o
S
Q

)

°
<
«

A

Z
S

o
<
o
w
[=
o
<
T
)

Box 14.3 Course of Anticipatory Grief

e Generally draws the supportive family into a configuration of mutual com-
fort and greater closeness as they grapple with the news of the illness and
its proposed management. For a time, this perturbation improves the care
of the sick, until the pressures of daily life draw the family back toward their
prior constellation.

e Movement back and forth between these different responsibilities is evi-
dent thereafter as news of illness progression unfolds.

e Periods of grief become interspersed with phases of contentment and hap-
piness. When the family is engaged in home care of their dying member,
their cohesion potentially increases as they share their fears, hopes, joys,
and distress.

o Difficulties emerge for some families as they express their anticipatory grief.

Box 14.4 Common Difficulties That Emerge during

Anticipatory Grief

Impaired coping
Protective avoidance
Denial of the seriousness of the threat
Anger
Withdrawal from involvement
Subthreshold/mild psychiatric disorders”
Depression
Anxiety

* These develop gradually as individuals struggle to adapt to unwelcome changes.

Box 14.5 Role of the Psycho-oncologist in Anticipatory Grief

e Encourage the family to openly share their feelings as they go about the
instrumental care of their dying family member or friend.

e Recognize the process of saying goodbye as one that evolves over time,
with opportunities for reminiscence, celebration of the life and contribu-
tion of the dying person, expressions of gratitude, and completion of any
unfinished business."

the deceased, difficulty accepting the loss, and sense of meaninglessness, that
remain elevated at 6 or more months after the loss.”” Although complicated
grief may be comorbid with other psychiatric disorders, its symptoms have been
associated with negative physical and mental health outcomes, including poorer
quality of life and suicidality, independent of depression."” The Diagnostic and
Statistical Manual of Mental Disorders, 5th ed.”® has listed complicated grief under
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Box 14.6 Role of the Psycho-oncologist in Supporting Families

during the Dying Process

Helpfully comment on the process of dying by explaining the breathing
patterns and commenting on any noises, secretions, patient reactions, and
comfort.

Normalize the experience empathically and reassure the family whenever
concern develops.

Discuss pain, reasons for medications, and skilfully predict events in
order to assuage worry and build a collaborative approach to the care of
the dying.

Actively facilitate religious rituals. This includes appropriate notification of
a religious minister or pastoral care worker.

Once death has occurred, respect the body and express sympathy.

Allow family members to spend time alone with the deceased, with regard
to cultural approaches to the laying out of the body."

As concerns arise among staff members about the emotional response
of the bereaved and its cultural appropriateness, consultation with an in-
formed cultural intermediary may be helpful.

Prescribe short-acting benzodiazepines, if desired.

Perform a follow-up telephone call on the next day to check on coping and
identify the need for continued support.

Be aware of settings in which grief can be marginalized.® Do not ignore the
disenfranchised in their sorrow.

the category of conditions for further study. The terms “complicated grief” and
“prolonged grief” have been replaced by the term “persistent complex bereave-
ment disorder” with proposed criteria, including most features of what has been
more commonly known as complicated and prolonged grief in the palliative care
literature. We have used the terms “complicated grief,” “prolonged grief,” and

Box 14.7 Phases in the Progression from Acute Grief to

Bereavement

1.
2.

. As the pain of separation occurs, a phase of disorganization emerges as

. A phase of reorganization and recovery develops as nostalgia replaces sad-

Initial numbness and sense of unreality

Waves of distress begin to occur as the bereaved suffer intense pining and
yearning for their lost one. Memories of the deceased trigger these acute
pangs of grief.

loneliness resulting from the loss. This phase has been aptly descried as a
constant background disturbance of restlessness, inattention, sadness, and
despair, with social withdrawal that can last for several months.™

ness, morale improves, and an altered worldview is constructed. Personal
growth can be recognized at this stage and new creativity is expressed.”




“persistent complex bereavement” interchangeably in this handbook because
we recognize the unfamiliarity of the palliative care world around the globe with
the new terminology proposed by the DSM-V (Box 14.8).

When psychiatric disorders complicate bereavement, their recognition
and management is straightforward (see chapters 4-8). It is the subthreshold
symptoms that present a greater clinical challenge. Studies of the bereaved
indicate groups in which clusters of intense grief symptoms are distinct from

Box 14.8 Common Psychiatric Complications of Grief

o Depression

e Occurs in 16% to 50% of the bereaved and gradually decreases to 15%
over the 2 years following death of the loved one.?

e The features of any major depressive episode following bereavement
resemble major depression at other points of the life cycle.”!

e There is a tendency to chronicity, considerable social morbidity, and risk
of inadequate treatment.

o Anxiety disorders

e Occur in up to 30% of the bereaved’

e Usually take the form of adjustment disorders, generalized anxiety
disorder, and/or phobic states

o Patients commonly present to general practitioners with a range of so-
matic concerns.

e Separation anxiety of a heightened nature can be distinguished from
anxiety symptoms of a general kind.

o Alcohol abuse or other substance abuse and dependence disorders

o Typically an exacerbation of pre-existing psychiatric states

e Individuals predisposed to alcohol abuse, or dependence on other sub-
stances such as benzodiazepines, tend to relapse during bereavement.?

o Other family members often raise the alarm.

e Psychotic disorders

e Bereavement is a common precipitant of relapse of psychotic illnesses,
such as bipolar disorder or schizophrenia in predisposed individuals.

e Mania occasionally presents for the first time in the setting of
bereavement.

o Hearing the deceased person or the illusion of having seen the deceased
are common experiences of the bereaved, and should not be mistaken
for psychotic disorders.

o Post-traumatic stress disorder

o Palliative care deaths involving profound breakdown of bodily surfaces,
gross disfigurement due to head and neck cancers, or other factors
leading to loss of the patient’s dignity may generate traumatic memories
in the bereaved.

o Post-traumatic stress disorder has been found to correlate with the per-
ceived inadequacy of the “goodbye.”? Thus, rituals to complete this
farewell may be helpful when incorporated into related grief therapies.

CHAPTER 14 Grief and Bereavement
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Box 14.9 Inhibited or Delayed Grief

e Empirical studies have generally identified these avoidant forms of compli-
cated grief in up to 5% of the bereaved.

e Although the use of avoidance may serve some as a temporary coping
mechanism, its persistence is usually associated with relationship difficulties
or the emergence of a hypomanic state in individuals with bipolar disorder.

Grief may be understandably absent when there has been no bond of
attachment to the deceased. Similarly, cultural variation may influence the
expression of grief.

Inhibited or delayed grief may not always present clinically, but rather,
often reappears in later years as an unresolved issue.

uncomplicated grief.*?* Their recognition calls for an experienced clin-
ical judgement that does not normalize the distress as understandable
(Boxes 14.9-14.11).

These risk factors should be assessed at entry to the service and upgraded
during the phase of palliative care, including revision shortly after the death.
Caregivers with prolonged or complicated grief have been shown to under-
utilize mental health services; therefore, it is of utmost importance to identify
those at risk for complicated or prolonged grief while the patient is still alive.?”
During the completion of the family genogram, prior losses and coping are con-
sidered. Thus, this is an ideal time to assess risk factors involving family relation-
ships. Some palliative care services have developed checklists based on such
risk factors to generate a numerical measure of risk. There has been insufficient
validation of such scales at this stage, but the presence of any single factor in
Box 14.12 signifies risk. Continued observation of the pattern of grief evolution
over time is appropriate whenever such concern exists.

Box 14.10 Chronic Grief

o Common form of complicated grief

o Particularly associated with overly dependent relationships

o A sense of abandonment is avoided by perpetuation of the relation-
ship through memorialization of the deceased and maintenance of
continuing bonds.

o No cognitive transition is achieved in the worldview of the bereaved.

o Social withdrawal and depression are common.

e A fantasy of reunion with the deceased can cause suicide to be an increas-
ingly attractive option.

o Appropriate treatment includes both the use of pharmacology for depres-
sion and cognitive behavioral therapy in order to reality-test the loss and
promote socialization (via the scheduling of activities, etc.)




Box 14.11 Traumatic Grief

e Usually occurs when death has been unexpected or shocking in its nature
(traumatic, violent, stigmatized, or perceived as undignified)

e Intensive recollections, including flashbacks, nightmares, and recurrent in-
trusive memories, cause hyperarousal, disbelief, insomnia, irritability, and
disturbed concentration, which distorts normal grieving.2

e The shock of the death can precipitate mistrust, anger, detachment, and an
unwillingness to accept its reality.

e These reactions, at a subthreshold level, merge with the full features of
post-traumatic stress disorder. However, the subthreshold state has been
observed to persist for years and to contribute to substantial morbidity.

e The DSM-V proposed criteria for the persistent complex bereavement
disorder includes a “traumatic bereavement” specifier for those who lost a
loved one to homicide or suicide.™

Because loss is ubiquitous in the palliative care setting, psycho-oncologists
need skill in the application of grief therapies. The most basic model is a
supportive-expressive intervention in which the person is invited to share his
or her feelings about the loss to a health professional who will listen and seek
to understand the other’s distress in a comforting manner. The essential ther-
apeutic aspects of this encounter are the sharing of distress and, through the
relational understanding that is acknowledged, some shift in cognitive appraisal
of the reality that has been forever altered (Table 14.1; Box 14.13).

Box 14.12 Risk Factors for Complicated Grief

Nature of the death

Untimely within the life cycle (e.g., death of a child)

Sudden and unexpected (e.g., death from septic neutropenia during
chemotherapy)

Traumatic (e.g., shocking cachexia and disability)

Stigmatized (e.g., AIDS or suicide)

Vulnerabilities of the caregiver/bereaved
Past history of psychiatric disorder
Personality and coping style (e.g., intense worrier, low self-esteem)
Cumulative experience of losses

Nature of the relationship with the deceased

Overly dependent (e.g., clinging, symbiotic)

Ambivalent (e.g., angry and insecure with alcohol abuse, infidelity,
gambling)

Family and support network

Dysfunctional family (e.g., poor cohesiveness and communication, high
conflict)

Isolated (e.g., new migrant, new residential move)

Alienated (e.g., perception of poor support)

CHAPTER 14 Grief and Bereavement
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Table 14.1 Models of Grief Therapy

Potential for Indications
Application
Supportive-expressive Individual and/or group  Avoidance of emotional

expression; inhibited or
delayed grief; isolation/
need of support;
Established psychiatric
disorder

Interpersonal or psychodynamic  Individual and/or group  Relational issues; role
transition difficulties

Cognitive-behavioral Individual and/or group  Chronic grief with
intractable behaviors;
traumatic grief;
post-traumatic stress
disorder

Family-focused Family At risk or clearly
dysfunctional families;
at-risk children or
adolescents

Combined pharmacotherapy Individual Depressive disorders;
with any of the above models anxiety disorders; sleep
disorders

Pharmacotherapies are widely used to support the bereaved; nonetheless,
judicious prescription is important (Table 14.2).

Family therapists have long recognized the influence of family processes on
mourning and its outcomes.®' Exploration of the association between family
functioning and bereavement morbidity has highlighted the manner in which
family dysfunction predicts increased rates of psychosocial morbidity in the be-
reaved.’? Family-centered care that focuses on the well-being of the family dur-
ing palliative care is helpful to reduce rates of morbidity in those subsequently
bereaved (Box 14.14).



Box 14.13 Considerations for Interventions for Grief and
Bereavement

CHAPTER 14 Grief and Bereavement

Intervention is not always warranted. For the majority, although bereave-
ment is painful, their personal resilience will ensure their normal adapta-
tion. There can therefore be no justification for routine intervention, as
normal grief is not pathological.

Those considered at risk of maladaptive outcome should be treated pre-
ventively, and those who later develop complicated bereavement need
active treatments. Effective therapies are available to assist in the manage-
ment of complicated grief.®

Adoption of any model (or parts thereof) is predicated on the clinical
issues and associated predicaments that arise. Variation will be influenced
by age, perception of support, nature of the death, personal health of the
bereaved, and the presence of comorbid states.

Grief therapy tends to be focused and time limited, but multimodal thera-
pies are commonplace.

Group, in addition to individual therapies, better support the lonely so that
socialization complements individual change.

Table 14.2 Pharmacotherapy for Complicated Grief

Indication Guidelines
Benzodiazepines Anxiety Intermittent use to
Sleep disturbance avoid tachyphylaxis and
dependence
Antidepressants Depressive disorder Low-dose TCAs may be

considered for insomnia,
otherwise SSRIs or
Moderate to severe combined noradrenergic
adjustment disorders?3° and serotonergic reuptake
inhibitors are indicated

Panic attacks

Antipsychotics Hypomania, mania

Psychosis
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Box 14.14 Family-Focused Grief Therapy3:-**

o Aims to improve family functioning while also supporting the expression of grief

o Can be applied preventively to those families judged through screening to
be at high risk of morbid outcome**

o Commences during palliative care and continues through the early phases
of bereavement until there is confidence that morbidity has been pre-
vented or appropriately treated

o Invites the family to identify, and agree to work on, aspects of family life
that they stigmatize as problematic

e Enhances cohesion

e Promotes open communication of thoughts and feelings

o Teaches effective problem solving to reduce conflict and stigmatize toler-
ance of different opinions

e Improved functioning of the family as a unit becomes the means to accom-
plish adaptive mourning

PART Ill Psychosocial Issues in the Palliative Care Setting
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Abrahm JL. A Physician’s Guide to Pain and Symptom Management in Cancer Patients.
Baltimore: John Hopkins University Press; 2000.
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Hospice/Palliative Medicine. Glenview, IL: American Academy of Hospice and
Palliative Medicine; 2003.

American Association of Hospice and Palliative Medicine. AAHPM Unipacs
1-8: Hospice and Palliative Care Training for Physicians. Glenview, IL: American
Academy of Hospice and Palliative Medicine; 2003.

Byock I. Dying well. New York: Riverhead Books; 1997.

Carter BS, Levetown M, eds. Palliative Care for Infants, Children, and
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Foley KM, Gelband H, eds. Institute of Medicine Report: Improving Palliative Care for
Cancer. Washington, DC: National Academy Press; 2001.

George |, Taylor GJ, Kurent JE. A Clinician’s Guide To Palliative Care. Malden,
MA: Blackwell; 2003.
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New York: Oxford University Press; 2006.
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1997.
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Washington, DC: Institute of Medicine; 1997.
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New York: Oxford University Press; 2001.
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UK: Wiley; 2011.
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Websites

Americans for Better Care of the Dying www.abcd-caring.org
Canadian Virtual Hospice Project www.virtualhospice.ca
Center to Advance Palliative Care WWW.capc.org

Certificate in Palliative Care American Board of ~ www.abhpm.org

Hospice and Palliative Medicine

Completing a Life completingalife.msu.edu
Data Analysis and Reports for Toolkit Instruments  www.chcr.brown.edu/dart
Dying Well www.dyingwell.org


www.abcd-caring.org
www.virtualhospice.ca
www.capc.org
www.abhpm.org
www.chcr.brown.edu/dart
www.dyingwell.org

Education for Physicians on End-of-Life Care
Curriculum

End-of-Life: Exploring Death in America
(NPR Series)

European School of Oncology
End-of-Life Physician Education Resources Center.
Palliative Care: A self-study CME Course

End of Life Nursing Education Consortium (ELNEC)

Hospice and Palliative Nurses Association (HPNA)
Hospice Education Institute
Hospice Foundation of America

Introduction to Palliative Care Nursing Course

National Hospice and Palliative Care Organizations

National Hospice Foundation

National Comprehensive Cancer Network (NCCN)

NCCN Clinical Practice Guidelines in
Oncology-Cancer Related Fatigue, V.1.2013

Pan Canadian Practice Guideline: Screening,
Assessment and Care of Cancer-Related
Fatigue in Adults with Cancer

PBS’s On Our Own Terms
Promoting Excellence in End-of-Life Care

Supportive Care of the Dying:

TIME: Toolkit of Instruments to Measure EOL care

WHO: Palliative Care

Zen Hospice Project

Palliative Care Journals

European Journal of Pain

European Journal of Cancer Care
European Journal of Palliative Care
Health Policy

www.epec.net
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www.cancerworld.org
www.eperc.mecw.edu

www.aacn.nche.edu/elnec
www.hpna.org
www.hospiceworld.org
www.hospicefoundation.
org
www.cancernursing.org
www.nhpco.org
www.hospiceinfo.org

www.ncen.org/
professionals/physician_gls

www.nccn.org/profes-
sionals/physicians_gls/
PDF/fatigue.pdf
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http://www.capo.ca/
Fatigue_Guideline_.pdf
www.pbs.org/wnet/
onourownterms
www.promotingexcel-
lence.org
www.careofdying.org
www.chcr.brown.edu/
pcoc/toolkit
www.who.int/cancer/
palliative/en
www.zenhospice.org


www.epec.net
www.npr.org/programs/death
www.npr.org/programs/death
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Home Health Care Services Quarterly
Innovations in End-of-Life Care
International Journal of Palliative Nursing
The Internet Journal of Pain, Symptom Control and Palliative Care

Journal of Cancer Pain and Symptom Palliation
Journal of Clinical Oncology
Journal of Pain and Symptom Management

Journal of HIV/AIDS and Social Services
Journal of Hospice and Palliative Nursing

Journal of Neuropathic Pain and Symptom Palliation
Journal of Pain & Palliative Care
Pharmacotherapy Journal of Palliative Care
Journal of Palliative Medicine
Journal of Psychosocial Oncology

Journal of Social Work in End of Life and Palliative Care
Journal of Social Work in Long-Term Care
Loss, Grief & Care
Medicina Paliativa (in Spanish)
Pain
Pain Advocacy Community Newsletter
Pain Reviews

Palliative and Supportive Care

Palliative Medicine
Progress in Palliative Care
Psycho-Oncology

Supportive Care in Cancer

Zeitschrift fiir Palliativmedizin (in German)



Appendix lI: Certificate Training Programs

Center for Palliative Care Education
(depts.washington.edu/pallcare)
Northwest AIDS Education and Training Center
University of Washington
Seattle, WA

Certificate in Palliative Care

www.palliumwales.co.uk
University of Wales
College of Medicine Palliative Care Education Unit
United Kingdom
Ph: 44 (0) 29 2019 6112/11

Diploma in Palliative Care
Coventry University
United Kingdom
Marketing and Admissions Unit: Ph: 44 (0) 24 7679 5959
E-mail: hssgen@coventry.ac.uk

Diploma in Palliative Care Course
University of Gloucestershire
School of Health & Social Sciences
Francis Close Hall, Swindon Road
Cheltenham, Gloucestershire GL50 4AZ
United Kingdom
Ph: 44 01242 536197; Fax: 44 01242 543234
E-mail: shss@glos.ac.uk

Diploma in Supportive and Palliative Care
Sheffield Hallam University
City Campus, Howard Street,
Sheffield S1 1TWB
United Kingdom
Ph: 44 0114 225 5555

Master of Science in Palliative Care
Flinders University
GPO Box 2100
Adelaide SA 5001
Australia
General Information: International students should contact:
Ph: (+ 618) 8201 2727; Fax: (+ 618) 8201 3177

Master of Science in Palliative Care
King’s College London
Department of Palliative Care and Policy
United Kingdom
Ph: 44 (0) 20 7848 5584
E-mail: jonathan.s.koffman@kcl.ac.uk
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Palliative Care in HIV Management
Global AIDS Learning & Evaluation Network (GALEN)
International Association of Physicians in AIDS Care (IAPAC)
http://www.hospicecare.com/resources/pdf-docs/galen-pallcare-eng.pdf

Palliative Care Research: Strategic Training Program
A joint initiative by Universite Laval, McGill University, University of Ottawa,
Canadian Institutes of Health Research,
National Cancer Institute of Canada
Canada
Ph: (514) 735-1347; Fax (514) 735-1074
E-mail: saode.savary@mcgill.ca


http://www.hospicecare.com/resources/pdf-docs/galen-pallcare-eng.pdf
mailto:saode.savary@mcgill.ca 
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International Organizations

International Association for Hospice and Palliative Care (IAHPC)
www.hospicecare.com
5535 Memorial Drive, Suite F
PMB 509
Houston, TX 77007
International Association for the Study of Pain (IASP)
Www.iasp-pain.org
900 NE 43rd Street, Suite 306
Seattle, WA 98105-6020
International Observatory on End-of-Life Care (IOELC)
www.eolc-observatory.net
Lancaster University, Institute for Health Research
Bowland Tower East, Alexandra Square
Lancaster, LA1 4YT
United Kingdom
International Union Against Cancer (UICC)
www.uicc.org
62 route de Frontenex
1207 Geneva
Switzerland
Africa
African Palliative Care Association (APCA)
WWW.apca.co.ug
Hospice Africa Uganda
PO Box 7757
Kampala
Uganda
Foundation for Hospices in Sub-Saharan Africa (FHSSA)
www.fhssa.org
1700 Diagonal Road, Suite 630
Alexandria, VA 22314
Hospice Palliative Care Association of South Africa
www.hospicepalliativecaresa.co.za
PO Box 28391
Danhof 9310 Free State Africa
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Americas

American Academy of Hospice and Palliative Medicine (AAHPM)
www.aahpm.org
PO Box 14288
Gainesville, FL 32604-2288


www.hospicecare.com
www.iasp-pain.org
www.eolc-observatory.net
www.uicc.org
www.apca.co.ug
www.fhssa.org
www.hospicepalliativecaresa.co.za
www.aahpm.org
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American Board of Hospice and Palliative Medicine (ABHPM)
www.abhpm.org
9200 Daleview Court
Silver Spring, MD 20901

Association for Death Education and Counseling (ADEC)
www.adec.org
342 North Main Street
West Hartford, CT 06117-2507

Association Latinoamericana de Cuidados Palliativos (ALCP)
www.cuidadospaliativos.org
c/o Dr. Roberto Wenk
Juncal 860
Buenos Aires, 1062
Argentina

Canadian Hospice Palliative Care Association (CHPCA)
www.chpca.net
Saint-Vincent Hospital, Annex B
60 Cambridge Street North
Ottawa, ON K1R 7A5
Canada

Caring Connections—program of NHPCO
www.caringinfo.org

Children’s Hospice International
www.chionline.org
901 North Pitt Street, Suite 230
Alexandria, VA 22314

National Hospice and Palliative Care Organization (NHPCO)
www.nhpco.org
1700 Diagonal Road, Suite 625
Alexandria, VA 22314

Pan American Health Organization/Regional WHO Office
www.paho.org
525 23rd Street, North West
Washington, DC 20037

Asia-Pacific

Asia-Pacific Hospice Palliative Care Network (APHN)
www.aphn.org
Department of Palliative Medicine/National Cancer Center
11 Hospital Drive
Singapore 169610
Singapore

AustralAsian Palliative Care Link International (APLI)
Www.petermac.org

Peter MacCallum Cancer Institute, Pain and Palliative Care Services

Locked Bag 1/ A Backett Street
Victoria, 8006
Australia


www.abhpm.org
www.adec.org
www.cuidadospaliativos.org
www.chpca.net
www.caringinfo.org
www.chionline.org
http://www.nhpco.org 
www.paho.org
www.aphn.org
www.petermac.org

Australian & New Zealand Society of Palliative Medicine, Inc.

Wwww.anzspm.org.au
PO Box 2918
Cheltenham
Victoria, 3192
Australia
Beijing Living Will Promotion Association
http://www.xzyzy.com/index.html
“Heart of Gold” National Hospice Service Program
http://www.hospice.com.cn/
Li Ka Shing Foundation
Shantou University Medical College
22 Xinling Road
Shantou, Guangdong, 515041
China
Hospice New Zealand
www.hospice.org.nz
PO Box 12481
Wellington
New Zealand
Malaysian Hospice Council
www.sabah.org/my/mhc
c/o Rumah Hospis
250A Jalan Air Itam
10460 Penang
Malaysia
National Council for Hospice / Palliative Care
Philippine Cancer Society
310 San Rafael St.
San Miguel, 1005
Manila
Philippines
Pain and Palliative Care Society
www.painandpalliativecare.org/homepagefiles/ipmintro
Medical College (PO)
Calicut 673008,
Kerala
India
Palliative Care Australia
www.pallcare.org.au
PO Box 55
Yarralumla ACT 2600
Australia
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Peace House Hospice
1000-1, Inokuchi,
Nakai, Ashigarakami
Kanagawa 259-0151
Japan
Society for the Promotion of Hospice Care
www.hospicecare.org.hk
The Committee of Rehabilitation and Palliative Care, China (CRPC)
No. 1095 Liberation Road,
Qiaokou District, Wuhan,
Hubei Province, 430030
China

Europe

Eastern and Central Europe Palliative Task Force (ECEPT)
www.oncology.am.poznan.pl/ecept/emenu.php
Karol Marcinkowski University
Ul Lakowa %2
Poznan, 61878
Poland

European Association for Palliative Care (EAPC)
www.eapcnet.org
National Cancer Institute
Via Venezian 1
Milan 20133
Italy

European Organization for Research and Treatment of Cancer (EORTC)
www.eortc.be

Help the Hospices
www.helpthehospices.org.uk
Hospice House
34-44 Britannia Street
London, WC1X 9)G
United Kingdom

Palliative Care in Central and Eastern Europe and
Former Soviet Union Countries
www.hospice.hu

UK Forum for Hospice and Palliative Care
www.helpthehospices.org.uk
Hospice House
34-44 Britannia Street
London, WC1X 9JG
United Kingdom


www.hospicecare.org.hk
www.oncology.am.poznan.pl/ecept/emenu.php
www.eapcnet.org
www.eortc.be
www.helpthehospices.org.uk
www.hospice.hu
www.helpthehospices.org.uk

Psycho-Oncology Societies”

International Psycho-Oncological Society
Www.ipos-society.org
c/o Custom Management Group
2365 Hunters Way
Charlottesville, VA 22911
Ph: 1 434.293.5350; Fax: 1 434.977.1856

* There are close to 60 national psycho-oncology societies worldwide, many of
which can be accessed through the IPOS website: www.ipos-society.org.
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