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Introduction

Despite extensive efforts to prevent cancer and find its cure, each year cancer
inflicts suffering on another one to two million men and women. Many are cured,
but along the way, they may have undergone devastating physical, psychological,
and financial injuries. Less fortunate patients whose cancer is resistant to cura-
tive therapies may be told, “I'm sorry. There is nothing more we can do for you.”
But this is not true. Suffering can be prevented or addressed whenever it occurs,
whether at diagnosis, during curative therapy, or if the cancer recurs. Patients can
find healing even as their disease progresses.

In addition to disease-oriented treatments, cancer patients need attention to
themselves as whole persons as well as comprehensive treatment for the physical,
psychological, social, spiritual, and existential distress brought on by the disease
or by the therapies directed against it. They will benefit from expert clinicians
(physicians, nurses, nurse practitioners, physician assistants, clinical pharmacists,
chaplains, social workers, psychologists, and psychiatrists) who will make the pa-
tient, not the disease, the focus of their attention. Such clinicians can help relieve
patients’ pain or other troubling symptoms, understand the causes of their suf-
fering and what it would take to make them whole, anticipate hidden concerns,
answer unasked questions, and help them deal with their fears.

Several oncology texts focus on the details of disease-oriented treatment.
The present volume complements such texts, concentrating on suffering in pa-
tients with cancer and offering strategies for real communication and symptom-
oriented, patient-focused treatment. Designed for a busy practicing clinician, it
is more thorough than a handbook but less comprehensive than a textbook. It is
also not simply a fourth edition of A Physician’s Guide to Pain and Symptom Man-
agement in Cancer Patients, the third edition of which was published in 2014. Much
of the material for this new book comes from that edition, but this book has been
completely updated and enhanced by addressing many additional issues.

A comment on the new title. We wanted to include in our potential audience
the many diverse clinicians who care for these patients, and so we changed our
title from A Physician’s Guide to Comprehensive Guide. Why did we add Supportive
to the title? In many parts of the world, the term supportive care, or supportive
oncology, has come to be used for delivering what we would consider palliative
care to patients receiving active cancer treatment. In fact, to encourage referrals
of patients earlier in their cancer course, some palliative care teams in the United
States now call themselves Supportive and Palliative Care teams.

The first edition of the book was largely a guide to symptom management in
cancer patients. But from the second edition on, it grew to encompass all domains
of palliative care, with equal, if not more, emphasis on the key communication
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techniques of our field. The sections on relieving non-symptom-related distress
also grew, with more discussion of family dynamics, sexuality, spirituality, and
existential and psychological distress. To meet the expanded focus and the needs
of the broader audience, the fourth edition is the product of three of us: me, Janet
Abrahm, who wrote the majority of the material in the book and edited all the
contributions by other authors, and my two coeditors, Drs. Molly E. Collins and
Bethany-Rose Daubman, both board-certified palliative care physicians, along
with four guest authors, each experts in their field. In the text, [ used to mean just
me. But in this edition, I can also refer to Molly or Bethany-Rose, or to one of our
guest authors. We'll let you know by putting the name of the speaker in italics
(e.g., Molly Collins).

This edition will be particularly useful to clinicians who wish to enhance
their relationships with patients and their families and to expand the focus of
their care. Physicians, nurse practitioners, physician assistants, social workers,
pharmacists, chaplains, and nurses who work in primary care, general internal
medicine, family practice, geriatrics, or oncology (medical, radiation, or surgical)
or with hospice or palliative care programs will find information that spans the
cancer trajectory. In addition to describing how to assess and manage the most
troubling symptoms, we offer help with communication challenges that can occur
at any stage, address the issues of most concern to patients and their loved ones,
and review how clinicians can provide expert, compassionate care for the dying
and their bereaved families.

In writing this book, my colleagues and I relied on the work of experts in the
field whose remarkable research and untiring efforts have delineated regimens
and approaches that have revolutionized palliative care. The full bibliography is
available online at www.press.jhu.edu. We drew also from lessons learned from
our patients and their families during our work as teachers and clinicians, as rel-
atives and friends of people who have had cancer, as well as from our students
and our colleagues. The clinical stories that appear in the book were crafted from
these experiences.

Both superior communication skills and technical expertise are required if we
are to succeed in relieving the distress of cancer patients, and the organization of
the book reflects these dual requirements. In Part I, A Team Approach, we discuss
the unique issues that need to be addressed at the beginning of the cancer trajec-
tory (Chapter 1) and those relevant for patients with advancing disease (Chapter
5), offering suggestions for how to address these issues. Part I also includes Arden
O’Donnell’s work with Jessica Goldhirsch (Chapter 2), which explains how families
work and how best to work with them; Katie Pakos Rimer’s chapter on spiritual
care for these patients and families (Chapter 3); and Amanda Moment’s contri-
bution on sexuality and intimacy (Chapter 4). Part II, Pain Control, Symptom
Management, and Psychological Considerations, complements Part L. It con-
tains detailed presentations of the technical aspects of symptom assessment and
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management (Chapters 6, 7, 8, and 10) as well as Hermioni Amonoo’s discussion
of psychological considerations and disorders in cancer patients (Chapter 9). Part
ITI, End of Life and Bereavement, deals with communication issues for patients
approaching the end (Chapter 11), symptom management in the last days and
weeks (Chapter 12), and how to help bereaved families (Chapter 13). In Parts I, II,
and III, clinical scenarios illustrate many of the dilemmas presented by patients
and their families.

Important practice points are highlighted throughout the text and in nu-
merous tables. There are also audio and video resources that complement the
text available on the Johns Hopkins University Press website—such as audios of
me doing hypnosis inductions, or videos of interviews describing how to work
with patients expecting a miracle. Additional resources include numerous video
demonstrations of the communication techniques we describe in the book, such
as breaking bad news, the Serious Illness Conversation Guide, or when the disease
is far advanced, REMAP. For the full list of resources, and the link where they can
be found, see the Enhancements section in the back of the book.

PART I. ATEAM APPROACH

“What is wrong with me? Am I dying?”

The questions begin even before the official cancer diagnosis is made, and they
continue throughout the course of treatment, whether the patient is cured or
enters the cycle of relapse and retreatment that ultimately leads to death. In this
way, of course, cancer patients are not unlike any other patients, who deliver the
most surprising replies to “What brought you here today?” My father, a general
internist who was in private practice for more than 50 years, cautioned me that
it is usually more important to listen carefully for what patients don't say than to
what they do say.

This is certainly true for patients with cancer, whose concerns often differ in
significant ways from those of patients without cancer. The proximity of death
and the specter of helplessness, grief, suffering, and loss of dignity demand their
attention. Many patients and their families, however, do not openly share with
clinicians their fears about the disease, the problems it produces, or the agents
used to treat it.

Mrs. Ventimilio*, for example, who had been cured of a small, localized breast
cancer for more than ten years, unexpectedly appeared at my oncology office one
day for a “full check-up.” During the course of the evaluation, she admitted that
she had gone to a funeral the previous day and had begun to wonder whether she
was really cured or whether the breast cancer was lying undetected inside her.

*All names of patients and their clinicians are pseudonyms.
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Had I failed to discover that fear, I would not have been able to eliminate it or the
stress it was causing.

Another patient, Mr. Ashton, whom I had been treating for metastatic lung
cancer, asked me for pills so he could die of suicide “when the time is right.” As we
discussed his request further, it appeared that he was concerned not for himself
but for his elderly wife: he feared that she might ruin her health trying to care
for him as he died. As he came to understand about hospice programs and how
hospice personnel and his friends and family could work together, he, too, was
reassured. In both these cases, the hidden concerns, the unasked questions, were
the real source of distress.

Part I addresses how difficult conversations can be conducted in early days
(Chapter 1) and as the disease advances (Chapter 5), including the challenges of
advance care planning, conducting family meetings, and discussions of prog-
nosis with patients and families. Over the years, either as an oncologist or as a
palliative care physician, and in Drs. Collins’s and Daubman’s careers as pallia-
tive care physicians, we have discussed many difficult issues with patients and
their families, and some of these talks went much better than others. We include
sample dialogues that demonstrate what we have learned about how to com-
municate concern, elicit useful responses from patients and their families, and
satisfy their needs. Part I also includes chapters from palliative care social workers
about family dynamics (Chapter 2) and sexuality and intimacy in cancer patients
(Chapter 4), as well as from a palliative care chaplain (Chapter 3), who share with
us their domains’ palliative care expertise.

Chapter 1. Early Days with Molly E. Collins, MD

This chapter may be especially helpful for clinicians who are just starting to take
responsibility for telling patients bad news, initiating advance care planning, and
discussing prognosis. It begins with a review of what makes a conversation diffi-
cult; offers techniques to analyze how our own experiences, feelings, and iden-
tities contribute to our unease as we prepare for the meeting; and explains how
mastering the shared “third conversation” can enhance the outcomes. By under-
standing what we are bringing to the conversation, we can better address the
concerns of patients and their families. A particularly difficult discussion, espe-
cially for a beginner, is telling a patient that they have cancer or that cancer has
recurred. This chapter includes a review of techniques for breaking bad news and
for dealing with the patient’s response along with a comprehensive discussion of
advance care planning.

Of interest to many may be the discussion of why clinicians can be reluctant to
raise the subjects of advance care planning, including discussions of advance di-
rectives, resuscitation, or prognosis. We offer methods for presenting these issues
to patients and their families, including a presentation of a well-studied effective
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guide for preparing for the future, the Serious Illness Conversation Guide. We
include links to teaching videos in which expert clinicians conduct these conver-
sations. We also review advance care planning documents, Physician/Medical
Orders for Life Sustaining Treatment (POLST/MOLST) forms, cultural consider-
ations in discussing prognosis, advice for running family meetings, and the va-
rieties of shared decision-making that clinicians can use in these discussions.
Finally, we discuss how to manage conflict, and how ethics consultation teams
can partner with the clinical team when a value conflict prevents the teams and
the families from reaching consensus.

Chapter 2. Working with Patients’ Families
with Arden O’Donnell, MPH, MSW, LICSW, APHSW-C

In this chapter, Arden O'Donnell, MPH, MSW, LICSW, APHSW-C shares her review
of the literature and her hard-earned insights as a clinician in her description of
the basics of how families function. She first describes family structure, show-
ing us how to identify its elements and why it's important to identify key family
members and the role that each family member plays, including our patient’s role.

She next gives us tools to assess how the family as a whole functions, which
will enhance the success of any family meeting, whether it be about a symptom
management regimen or advance care plans. Arden describes how to look at each
family as a system and gives us scales on which we can locate the level of family
cohesion (on a scale that ranges from “disengaged” to “enmeshed”) and the level
of family flexibility (“rigid” to “chaotic”). She also helps us assess how much family
members communicate with each other, which turns out to be much more vari-
able than we had ever imagined. She ends the assessment section with a discus-
sion of the role of culture.

A new section in this chapter was co-written with Jessica Goldhirsh, LCSW,
MSW, MPH, who is both a palliative care social worker and a trainer of medical
interpreters. In it we discuss the intricacies of partnering with medical interpret-
ers in palliative care conversations: those that involve breaking bad news, goals
of care, prognosis, and advance care planning. We include how to choose an in-
terpreter and how to work together during the pre-meeting and the debriefing
session after the encounter with the patient, or with the patient and family.

Finally, Arden describes situations in which clinicians really should get expert
help from psychiatrists, expert social workers, or psychiatric nurse practitioners:
when there is longstanding conflict in the family; when the patient or a family
member has a personality disorder, severe mental illness, or substance use disor-
der; or when there is a history of intimate partner violence.
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Chapter 3. Spiritual Care in Palliative Care
with Rev. Katie Pakos Rimer, MDiv, EdD, BCC

Reverend Katie Rimer, MDiv, EdD, BCC brings themes from the previous edi-
tions and adds much more to her new chapter, which discusses what she terms
“the spiritual landscape in patients with serious illness.” As she writes in her
introduction,

Some clinicians can feel tentative about the whole area of spiritual
care, not knowing what it is, or what their responsibilities are regard-
ing patients’ spiritual and religious lives. Will my patients ask me about
my faith if I open that door with them? How do I ask the question about
theirs? And how do I respond to their answer? In this chapter I hope to
help you identify your patients’ spiritual needs and show you how to
conduct a basic spiritual assessment. I review the ethics of providing
spiritual care as a nonchaplain provider, when to bring in a chaplain
or the patient’s clergy, and common pitfalls to avoid. I consider how
religion can affect medical decision-making and offer approaches for
working with patients who are waiting for a miracle.

This chapter offers links to interviews with clergy discussing how to approach
changing hope for African American patients and how to respond to requests for
miracles from patients who hold various beliefs.

Rev. Rimer also explores the differences between religion and spirituality, and
between what she terms positive and negative religious coping. At the end of her
chapter, she shares why she believes that medicine is a spiritual practice.

Chapter 4. Sexuality, Intimacy, and Cancer
with Amanda Moment, MSW, LICSW

I have had the pleasure and great good fortune to work for years with the author
of this chapter, Amanda Moment, MSW, LICSW. She is the social worker on our
Intensive Palliative Care Unit team, a respected clinician, and a gifted teacher. In
this chapter, Amanda discusses a subject that clinicians often know little about:
our patients’ concerns about how cancer and its treatment will affect their sexu-
ality and how we can talk with our patients and their partners about this subject.

Amanda first reviews why this subject is important and includes the positive
outcomes that can come from our becoming more comfortable with and more
expert in these discussions. She describes how cancer and related treatments
affect sexuality, and then explores clinician barriers to the discussion and how to
approach the subject. She reviews the models and tools available to us and makes
practical suggestions for having these much-needed conversations. She ends with
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a review of special considerations, such as culture, sexual and gender minorities,
sexuality across the life cycle, intersectionality, concerns of partners and of single
patients, and palliative care, hospice, and sexuality. The enhancements section
also includes a link to an interview with a leader in LGBTQ+ innovative web-based
health solutions discussing LGBTQ+ palliative care concerns, as well as links to
videos discussing how sexuality can be altered by cancer and its treatment.

Chapter 5. Advancing Disease with Molly E. Collins, MD

As disease advances, other communication problems surface. In Chapter 5, Dr.
Molly E. Collins and I deal with the most common of these. One of the biggest
challenges is helping patients whose disease is no longer responsive to treatment,
and their families, make a gradual transition in care from a cancer-directed treat-
ment approach to supportive care focused on symptom management and quality
of life. We explain how the rigors of the cancer-treatment schedule have caused
most patients and their family caregivers to stop being involved in work, their
community, and even their family. If the clinical team can encourage patients and
their families to reintegrate important activities into their lives, patients are more
likely to understand that when you tell them that the burden of another therapy
is much greater than the potential benefit, you are not abandoning them. Part of
this transition is supporting hope, and we explain how we can both be realistic
and support patient and family hope as the nature of hope changes with increas-
ing patient illness.

We readdress the challenges of formulating and discussing prognosis, espe-
cially in this era of exceptional responders and targeted cancer therapies. We
describe how to move forward if clinicians differ on prognosis. We then discuss
how to help patients and families cultivate prognostic awareness and strategies
for talking to patients who are reluctant to have this conversation. We provide
compassionate language to help patients make the final shift from life-prolonging
treatment to fully supportive care, including when and how to readdress resusci-
tation options. We review REMAP (reframe, expect emotion, map out goals, align,
and plan), which is a useful conversation guide that can help patients and families
make plans when there are few or no further treatment options. We also offer
links to teaching videos of expert clinicians having these conversations. Discuss-
ing these issues with children can be challenging, and we end the chapter with a
review of principles for doing that from experts in the field.
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PART Il. PAIN CONTROL, SYMPTOM MANAGEMENT,
AND PSYCHOLOGICAL CONSIDERATIONS

Part II is a symptom assessment and management handbook that also discusses
psychological disorders and their treatment. Its five chapters review how to assess
pain and treat it by pharmacologic and nonpharmacologic means, address psy-
chological sources of distress, and manage distressing problems other than pain.

Chapter 6. Assessing the Patient in Pain

A thorough pain assessment reveals both the cause or causes of the pain and the
factors that exacerbate the experience of pain for each patient. It is the foundation
on which both pharmacologic and nonpharmacologic therapies rest. Chapter 6
reviews the components of a comprehensive pain assessment, provides examples
of several measurement tools available for this purpose, defines the character-
istics of the various types of pain, and describes in detail a number of cancer-
related pain syndromes that occur only rarely in patients without cancer. We also
review the role of culture in determining the meaning of pain and the styles of
reporting it to clinicians, both verbal and nonverbal.

Technology is now assisting clinicians and patients in assessing and reporting
on pain and other symptoms. We review new ways patients are reporting distress,
including smartphones, tablets, or other platforms, and how those reports are
being integrated into electronic health records and are alerting clinicians auto-
matically. Natural language processing can identify words in the medical record
suggesting patient distress, and these data can supplement patient-reported out-
comes (PROs) to improve clinician pain assessment and management. We review
the exciting new field of clinical decision support, which can further improve care
by integrating these PROs with national consensus guidelines for treatment and
present symptom management recommendations to clinicians in the electronic
health record during virtual telehealth or office visits with the patient.

At the end of the chapter, we discuss how other dimensions of the patient’s
experience such as anxiety, depression, delirium, or social or spiritual distress
can exacerbate the experience of pain and adversely affect the quality of life of
patients and their families. We review how to assess the family’s concerns and
their cooperation with the management plan, deriving patient-specific goals for
comfort and function, and the role of the social worker in helping with social and
financial causes of distress that may present as “pain.”

Chapter 7. Pharmacologic Management of Cancer Pain

This chapter details pharmacologic therapy, the cornerstone of cancer pain treat-
ment. We discuss the use of nonsteroidal anti-inflammatory drugs and opioids,
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delivered by the oral, transmucosal, topical, transdermal, rectal, intravenous, sub-
cutaneous, or spinal routes, and how to choose among these agents and routes.
Because of the increasing concerns among the public of the misuse of opioids,
patients and families have many unasked questions. For clinicians, we include in
this chapter a discussion of risk management, with tools to determine a patient’s
risk for opioid misuse.

Because of the specter of addiction, unless several barriers are overcome, some
patients won't take opioid medication and will continue to suffer severe pain. We
address the misconceptions of patients and their families about the use of opi-
oids: becoming addicted, having no effective medication later if the pain worsens,
becoming constipated or “doped up,” or going against the teachings of their reli-
gion. We provide examples of patients and families with such concerns, as well
as suggestions for anticipating and overcoming them. We also review other im-
pediments to adherence, including patients’ reluctance to admit how much pain
they are experiencing and the role of hidden agendas in impairing your ability
to relieve their pain. Here, we may expect to confront guilt, denial, and anger,
all of which we discuss. And we explain how educating colleagues can enhance
patients’ comfort.

We include how to select an opioid and provide an extensive discussion of
using methadone for pain in cancer patients. We also discuss treatment of the
common opioid-induced side effects: constipation, nausea, sedation, opioid over-
dose, opioid neurotoxicity, delirium, and respiratory depression.

We next review adjuvant pain relievers, including adjuvants for nerve pain
(such as corticosteroids, anticonvulsants, tricyclic antidepressants, baclofen,
clonidine, and ketamine), agents for bone pain (such as NSAIDs, corticosteroids,
external beam radiation and radiopharmaceuticals, bisphosphonates, receptor
activator of nuclear factor kf ligand [RANK-L], vertebroplasty and kyphoplasty,
and radiofrequency ablation), neuroleptics, and skeletal muscle relaxants. Also
included are anesthetic methods, such as topical and oral agents, neural block-
ade, neuroablation, cingulotomy, and medications infused into the epidural or
intrathecal space.

Special mention is made of the considerations needed in selected populations
requiring opioids for pain management, including older patients and patients
who are cognitively impaired, have active or past histories of substance use dis-
order, are on methadone or buprenorphine maintenance for substance use disor-
ders, are cancer survivors, or have hematologic malignancies.

Finally, we review common clinical situations you will face, such as manag-
ing patients with renal or hepatic impairment, starting patients on opioids, and
changing dose, agent, or route of delivery.

Several tables detail the NSAID and opioid drugs available, their formulations,
the doses recommended, and caveats about their use; other tables list the same in-
formation for laxatives, antiemetics, psychostimulants, agents that treat delirium,
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adjuvant agents for neuropathic pain, antidepressants, adjuvants for bone pain,
and topical and oral anesthetics. We also provide weblinks to our Dana-Farber
Cancer Center pain resource book (https://pinkbook.dfci.org).

Chapter 8. Nonpharmacologic Strategies in Palliative Care

This chapter opens with a discussion of integrative and complementary and alter-
native medicine (CAM) techniques. The National Center for Complementary and
Alternative Medicine has defined five domains of complementary and alternative
therapies: (1) alternative medical systems, (2) manipulative and body-based meth-
ods, (3) mind-body interventions, (4) biologically based therapies, and (5) energy
therapies. In this book, we do not review the biologically based therapies, which in-
clude special diets, herbal treatments, megadose vitamin therapy, or use of partic-
ular substances not proved effective by conventional medical studies. We also do
not review energy therapies such as qi gong, Therapeutic Touch, Reiki, and healing
touch, but we do provide references for those who are interested in these areas.

We discuss those integrative and CAM techniques for which there is the most
evidence supporting their effectiveness in relieving pain and other sources of dis-
tress in cancer patients. These include acupuncture/acupressure and yoga, two of
the alternative medical systems that include philosophies and practices that are
completely independent of the usual medical approach.

The majority of the chapter discusses other effective nonpharmacologic tech-
niques for relieving distress. These include manipulative and body-based meth-
ods, including cutaneous interventions, massage and vibration, transcutaneous
electrical nerve stimulation (TENS), positioning, and exercise. Finally, we review
mind-body interventions, including education, cognitive and behavioral interven-
tions such as diversion of attention, relaxation and breathing, guided imagery,
mindfulness meditation, mindfulness-based stress reduction (MBSR), and hypno-
sis, biofeedback, and music and art therapy. Dr. Abrahm is a hypnosis practitioner,
and as such she is familiar with the use of hypnosis. She provides a discussion
of some misconceptions that have limited its use, along with written and audio
sample relaxation exercises that cancer patients may find useful. We also discuss
the role of speech and language therapy.

Chapter 9. Psychological Considerations
with Hermioni L. Amonoo, MD, MPP

In this edition, for the first time, information about psychological considerations
in palliative care have been centralized into a chapter, written by an experienced
psycho-oncologist, Dr. Hermioni Amonoo, assistant professor of psychiatry at
Harvard Medical School and a member of the Psychosocial Oncology Division
of the Department of Psychosocial Oncology and Palliative Care at Dana-Farber
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Cancer Institute and the Department of Psychiatry at Brigham and Women’s Hos-
pital. As she states in her introduction to the chapter, “The 2021 [NCCN] guideline
documented a surprisingly high cancer-related distress prevalence of 20 to 61
percent.” The chapter explores the reasons for this distress and indications for
earlier referral.

Dr. Amonoo first reviews the roles of psychological support and counseling
and provides questions to help us understand the psychological hurdles newly
diagnosed patients must overcome, so that we can target our interventions. She
provides practice points for fostering helpful coping skills and, later in the chapter,
helps us distinguish adjustment disorder from anxiety and depressive symptoms
and offers treatment recommendations. She presents a novel technique for help-
ing ease the suffering of patients with existential distress, a vexing problem of
especially our younger patients with advancing cancer.

Dr. Amonoo also demystifies the various personality disorders some cancer
patients have that can interfere with our relationships with them and conse-
quently affect the care they receive. After you read the chapter, you will be able
to recognize the seven personality disorders that are particularly problematic
in medical settings: paranoid, antisocial, narcissistic, borderline, histrionic, de-
pendent, and obsessive-compulsive. The chapter ends with a discussion of rec-
ognition and treatment of patients with delirium of several etiologies, including
anticholinergic crisis and serotonin syndrome.

Chapter 10. Managing Other Distressing Problems

This chapter concludes the symptom assessment and management guide. The
discussion includes oral complications (candida, herpes simplex virus, treatment-
induced mucositis, xerostomia); gastrointestinal problems (ascites, constipation,
diarrhea, and dysphagia, nausea and vomiting, including treatment-induced
nausea and vomiting, and bowel obstruction), with a link to our Dana-Farber
Cancer Institute resource for nausea and vomiting in cancer patients (https://
pinkbook.dfci.org); respiratory problems (dyspnea, cough, hemoptysis, and hic-
cups); immunotherapy toxicities; skin disorders (hand-foot syndrome, EGFR-
inhibitor-associated skin disorders, fungating skin lesions, pressure sores, and
pruritus); insomnia; and hot flashes. We also include the common treatable
causes of weakness and fatigue: Lambert-Eaton syndrome, anemia, metabolic
abnormalities, anorexia, and malnutrition. Patients and their families commonly
believe that enteral or parenteral nutrition will restore patients’ strength and pro-
long their lives. We explain why this is not always the case and why enteral and
parenteral feeding are not usually indicated for people with advanced cancer. We
also offer coping strategies to help patients suffering from weakness or fatigue
modify their activities to maximize what they can achieve despite their diminish-
ing capacity.

11
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The material in the text is supplemented by tables detailing useful drugs and
their recommended doses for the problems reviewed.

PART I1l. END OF LIFE AND BEREAVEMENT

In Part III, we conclude our book by discussing how to communicate with and care
for patients in the weeks to months approaching the end of their lives, and in their
final days. We also review care for their bereaved families.

Chapter 11. Approaching the End

Here we review the art and science of helping patients as they approach the end.
We discuss components of a “good death,” the impact of religion and culture on
this, and the special concerns of LGBTQ+ patients. We review the tasks of dying,
including legacy work and dignity therapy. We also discuss how clinicians can
recognize that the priority lists for symptom management of patients and families
might differ from each other and from their own, and we suggest how to prioritize
which symptoms are amenable to treatment.

Next, we explore the role of hospice programs in ensuring that all the impor-
tant pieces are in place and describe the services hospice programs provide. We
acknowledge that hospice care isn't right for everyone and review the data de-
scribing racial and ethnic differences in enrollment. This chapter also covers the
utility of Bridge to Hospice programs for some of these patients, and for others,
the role of the palliative care team. We detail the benefits of integrating palliative
care and oncology care, starting at diagnosis and for patients continuing antineo-
plastic therapies even when their disease seems refractory.

The chapter ends with a discussion of Medical Aid in Dying, including reasons
for the request, ways for clinicians to address those requests, interdisciplinary
team challenges after the request, and clinicians’ ethical concerns about partici-
pating in it.

Chapter 12. The Last Days

Chapter 12 starts with a discussion of care of the dying, including caring for dying
physicians. We review how we can let families know when time is short, and when
the transitional phase is beginning. Clinicians may need to address ethical or reli-
gious concerns about pain management hastening death or the burdens and ben-
efits of artificial fluid or nutrition support, issues that can be raised at this time.
We revisit the utility of referring the patients to hospice programs, even in the
last days or weeks, and of ongoing clarification of wishes about resuscitation. We
discuss how to support the inpatient team and families of patients who die in the
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hospital, and the special challenges posed by COVID-19. The enhancements sec-
tion also includes a link to a teaching video about how to bring “the Five Things”
into the conversation.

Chapter 12 then moves to an outline of the symptom complex of dying patients
and treatment recommendations, including a table of pharmacologic therapies
for the most common problems: pain, death rattle, terminal restlessness, dyspnea,
delirium, dehydration, massive hemoptysis, nausea, vomiting, and myoclonus.
We also provide an algorithm for agitation in the last days. Furthermore, the en-
hancements section includes a link to a teaching video about how to discuss with
the family what they can expect in the last days, and how they can continue to
comfort their dying loved ones.

Unfortunately, there are rare patients for whom aggressive treatment of symp-
toms cannot relieve their pain, delirium, or other distress without excessive se-
dation. Some of these patients will respond to dexmedetomidine (Precedex), but
some will require palliative sedation to unconsciousness. This chapter explains
how to use Precedex, as well as the differences between sedation as a side effect
and palliative sedation to unconsciousness. We offer the procedures we have de-
veloped over the years to provide this form of sedation and to support the clini-
cians administering the sedation and the staff caring for the patient and family.

Because palliative care clinicians can be called upon to assist ICU clinicians
when patients require discontinuation of an LVAD, a terminal wean, or an extuba-
tion, we discuss the considerations and techniques surrounding these procedures,
including communication with the family and the staff, as well as support for
them after the patient’s death. We end this chapter with a discussion of what our
institutions could do for clinicians to help us care for our dying patients.

Chapter 13. Bereavement with Bethany-Rose Daubman, MD

Chapter 13 discusses ways we can continue to help the bereaved family and
friends. Our colleague Sue Morris, PsyD, was the expert reviewer of this chapter.
Dr. Morris is a clinical psychologist and author of several books on bereavement
for survivors. She is the program manager of Bereavement Services for the De-
partment of Psychosocial Oncology and Palliative Care at Dana-Farber Cancer
Institute. We discuss the manifestations of loss, grief, and mourning, as well as
the differentiation between grief and depression.

We also highlight the differences between the intuitive and the instrumental
styles of grieving; intuitive grievers look to us as though they are grieving, but
instrumental grievers do not, and we may misunderstand their behavior and not
offer the support they need. We describe a typical bereavement program through
which we can support survivors and educate them about what they can expect to
feel and include the bereavement materials we used before our institution, Dana-
Farber, developed an institute-wide bereavement program. We also indicate how

13
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to identify those who would benefit from formal counseling, cognitive behavioral
techniques, or informal support groups.

An even more troubled group suffers from prolonged grief disorder. These sur-
vivors delay mourning or may never recover from their losses. We discuss the
factors that predispose to this syndrome, provide a screening tool that identifies
people at greatest risk, offer suggestions for identifying and providing ongoing
support and treatment for them, and describe complicated grief therapy (CGT),
which is particularly effective for these patients.

We end this chapter with a section we call “Wounded Healers,” which offers
suggestions for self-care to prevent and treat the increasing incidence of com-
passion fatigue and burnout among clinicians. The COVID-19 crisis has only
worsened this, subjecting so many to scenes of death and loss as well as patients
deprived of loving companionship as they die. We review the manifestations of
compassion fatigue and burnout, as well as strategies that have been employed
to minimize or reverse it. We end with explaining how talking about our losses
with our colleagues during grief rounds or remembrance sessions can be healing.
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