CHAPTER 27

COPING WITH DEATH AND DYING

Camille B. Wortman

The death of a loved one is a ubiquitous human
experience, one that is widely regarded as a serious
threat to health and well-being. Consequently, it
is important to understand how people cope with
death and dying and whether some ways of coping
are more adaptive than others. This voluminous
research work can be divided into two broad catego-
ries: (a) how people cope with their own impending
death or that of a loved one and (b) the grieving pro-
cess that typically ensues after a loved one’s death.

Among those studying how people cope with
their own impending death or that of a loved one,
variables such as the place of death, or the qual-
ity of care received by the dying, are of paramount
importance. These variables play virtually no role
in the study of the grieving process. Instead, grief
researchers are more likely to examine such factors
as how the person died, the mourner’s attachment
style, or the nature of the bereaved person’s relation-
ship with the deceased. Because of these differences
in the focus of research, a review of studies in both
of these areas is beyond the scope of this chapter.
Consequently, I have chosen to examine how people
cope with their own or a family member’s imminent
death. In particular, this chapter focuses on elderly
individuals who are diagnosed with an incurable ill-
ness, their family members, and the health care pro-
fessionals who attempt to meet their physical and
psychological needs.

The vast majority of terminal illnesses occur
among adults who are age 65 years or older.

According to U.S. Census data, the United States

is likely to experience a marked increase in the
number of elderly Americans and, consequently, in
the total number of deaths. By 2050, the number
of older Americans is expected to increase by 72%
to nearly 90 million. Approximately three million
baby boomers are expected to reach retirement age
every year for the next 20 years, which will place
enormous strain on an already-stressed health care
system. Experts agree that this demographic shift is
the most powerful force operating in the U.S. health
care system today (Barr, 2014).

Most late-life deaths occur after a prolonged
period of chronic illness such as coronary vascular
disease, cancer, or Parkinson’s disease (Carr, 2012).
In many cases, the diseases that take the lives of
older Americans are painful and debilitating, and
they are often associated with cognitive impair-
ments as well as physical decline. It is becoming
increasingly apparent that dying is a process, not an
event. In most cases, this process begins with the
diagnosis of an incurable illness and ends with the
patient’s death. As a result of biomedical advances,
the interval between diagnosis and death is becom-
ing longer. Consequently, elderly people may
spend many months living with dying (Golijani-
Moghaddam, 2014).

When people receive a diagnosis of terminal
illness, what can they and their family members
expect from the health care system? Despite a grow-
ing number of research studies and calls for change,
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it is common for patients and family members to
receive care that is substandard. In many cases,
patients are not educated properly regarding their
illness and treatment options, they are not treated
with compassion, their wishes are not respected,
communication between family and medical staff is
sorely lacking, and evidence-based practices are not
implemented (Gustafson, 2007).

In this chapter, I consider how people cope with
their own impending death or that of a loved one
and take a close look at end-of-life care as it is cur-
rently practiced in the United States. My goal is to
describe the limitations of current care and explore
ways in which it can be improved. In so doing, I also
discuss what clinical psychologists can do to assist
clients in coping with death and dying.

DEFINITION AND DESCRIPTION
Stage Models

Before examining end-of-life care and the cop-

ing challenges associated with it, it is important

to examine theoretical models of how people cope
with death and loss. Below, I introduce the theoreti-
cal approaches that have been most influential in
the study of coping with death and dying. I focus
primarily on stage models because for nearly 50
years, they have served as the guiding framework for
understanding how people react to loss.

It is widely held that coping with death is a
process that proceeds through a series of stages
(Bowlby, 1980; Freud, 1917/1957). In 1969, Eliza-
beth Kiibler-Ross published her book On Death and
Dying, which described the stages people go through
in coping with their own impending death. These
stages are denial, anger, bargaining, depression, and
finally acceptance. This model was embraced by
professionals providing late-stage or end-of-life care.
Within a few years, Kubler-Ross’s model was being
widely applied to individuals who were grieving
the loss of a loved one. Indeed, Kiibler-Ross wrote
a book on this topic titled On Grief and Grieving
(Kiibler-Ross & Kessler, 2005).

Stage models have captured the imagination
of health care providers and laypeople alike. For
many years, Kubler-Ross’s (1969) stage model has
been integrated into the curriculum of countless
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academic and professional schools throughout the
country. It became a mainstay in training programs
for doctors, nurses, psychologists, social workers,
and members of the clergy. Kiibler-Ross’s stage
model has also played a central role in how grief
and loss are portrayed on influential websites, in
the media, and in the self-help literature on death
and dying.

Despite their widespread appeal, there is little
empirical support for the existence of stages.
Although some studies have purported to support
stage models (Maciejewski et al., 2007), the weight
of the evidence suggests that reactions to loss vary
considerably from person to person and that few
people pass through stages in the expected fashion
(Pearlman et al., 2014). Available evidence has sug-
gested that stage models are still taught in schools
of medicine and nursing despite the absence of
evidence to substantiate them. In one study of 23
commonly used textbooks for nursing students,
87% reported that there are stages of grief (Holman
etal., 2010). The age of the books examined was
unrelated to the endorsement of stage models, sug-
gesting that new evidence is not being incorporated
into the books.

Over time, some health care professionals have
questioned the value of a stage-based approach. It
has been noted that stage models can lead treatment
providers to dismiss legitimate emotional reac-
tions as “just a stage.” Such an attribution may be
made, for example, when a patient becomes angry
because his request for more pain medication was
ignored. In addition, stage models may lead health
care providers to pathologize those who do not go
through the stages. As a result of the widely held
belief in Kiibler-Ross’s (1969) model, dying people
who do not follow these stages may be labeled devi-
ant, neurotic, or pathological dyers. It is common for
doctors, nurses, and other health care professionals
to become frustrated with patients who do not move
from one stage to the next. They may also become
resentful if the dying person does not reach a state
of acceptance (Pattison, 1977). Such reactions are
likely to interfere with the provision of compassion-
ate care.

Despite practitioners’ growing concerns about the
value of stage models, no new overarching models of



coping with loss have gained prominence. This has
led some investigators to conclude that stage models
have exerted a virtual stranglehold on both research
and treatment in this field. Why do health care
providers hold onto stage models despite the lack

of empirical support? Knowing what should come
next may be helpful to them in navigating the diffi-
cult process of mourning. The stage models, though
imperfect, may therefore provide needed comfort.

Beyond the Stage Models

Even proponents of the stage approach acknowledge
that these models have a fundamental flaw: They
fail to account for the striking individual differences
that typically emerge after a loss. This issue is of
paramount importance to practitioners, who benefit
enormously from understanding why some people
are devastated by a major loss while others emerge
unscathed, or even strengthened. Knowledge of
factors that influence vulnerability to loss can help
practitioners identify those individuals most in need
of care and to implement care that is more likely to
be effective.

Consequently, there has been considerable inter-
est in identifying specific factors that may influ-
ence how people confront their own death or that
of aloved one. Research has focused on risk fac-
tors, such as inadequate financial resources or frail
health, that are predictive of a poor outcome, and
protective factors, such as the availability of social
support, that facilitate effective coping.

A Good Death
Drawing from this work, I introduce the concept of
a “good death.” T identify the most commonly dis-
cussed characteristics of a good death, describe why
it is so elusive, and discuss alternative forms of care
that can improve the process of dying for patients
and their family members. Exhibit 27.1 provides a
list of qualities that have the potential to facilitate a
good death. Some qualities address the importance
of patients or caregivers having greater involvement
in the process. Others focus on comfort and freedom
from pain. Still others examine the setting in which
care is delivered.

However, there is not one good death applicable
to everyone. Some people value having information
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Exhibit 27.1
Characteristics of a Good Death

m  Receiving information about what can be expected

m Having some understanding about when death will occur

m Being at peace with one’s impending death

m  Freedom from pain

m Having loved ones nearby

m The opportunity to communicate with family members if
and when desired

m Dying in a tranquil setting

m  Terminally ill patients (and their family members) having

control over decisions about end-of-life care

m  Access to hospice care in the location of the patient’s
choice

m The opportunity to create advance directives to ensure
wishes are understood and respected

m Dying with dignity without unnecessary prolonging of life

m Not feeling like a burden to loved ones

m The opportunity to affirm social bonds and repair
damaged relationships

m  Access to spiritual support if desired

Having the opportunity to say goodbye to loved ones

m The opportunity to plan memorials and create legacies

about when death is likely to occur, whereas oth-
ers have no interest in receiving such information,
and may even go out of their way to avoid it. There
are also striking differences in people’s interest in
interacting with others. As one person expressed it,
“I lured nurses, techs, doctors, housekeepers and
bringers-of-food into conversation” (Kastenbaum,
2004, p. 401). Another person found that he had no
interest in talking about anything, even day-to-day
matters going on in his family. “It leaves me cold, it
doesn’t engage me anymore. That’s all over for me,
meaningless” (Goldsteen et al., 2006, p. 383).

INCIDENCE AND PREVALENCE

Where Americans Die

Several studies have surveyed Americans to deter-
mine their preferences regarding where they would
like to die. Estimates across studies indicated that
about 70% of Americans prefer to die at home. How-
ever, such deaths are relatively infrequent, occurring
only about 20% of the time. Only a small percent-
age of respondents expressed a preference to die

in a hospital or a nursing home. Yet, available data
have indicated that approximately 60% of patients
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die in the hospital, often after spending time in the
intensive care unit (ICU). Approximately 20% of
Americans die in a nursing home (Waldrop, 2014).
It is difficult to determine how many patients die in
hospice care. Hospice care usually takes place in the
patient’s home but may also be offered in residen-
tial facilities, hospice inpatient facilities, or nursing
homes (National Hospice and Palliative Care Orga-
nization, 2012).

The conditions in most hospitals make it nearly
impossible for a good death to be achieved. How-
ever, dying at home also poses considerable chal-
lenges for family members who are involved in the
dying person’s care. It appears that initially both
patients and family members share an idealized fan-
tasy of what dying at home entails (Henig, 2005). In
this fantasy, the dying person is lying comfortably
in bed, surrounded by loved ones who provide a
supportive presence. However, family caregivers are
typically overburdened and exhausted.

How Americans Die

Most studies that have examined how Americans
die have focused on deaths that occur in hospital
settings. Despite the prevalence of such deaths,
evidence has suggested that in most cases, they are
regarded by family members as agonizing. In one
study (Prigerson et al., 2003), three quarters of the
surviving family members indicated that they had
witnessed their loved one in severe pain. For 62%
of the respondents, this occurred daily. Family
members reported that nearly 50% of the time, their
loved one was unable to sleep, eat, or swallow. It
is common for patients to have difficulty breathing
and to consequently gasp for breath. In addition,
75% of patients were nonambulatory, 33% were
incontinent, and 40% were cognitively impaired.
Many were unable to reason or communicate and
failed to recognize members of their own family.
Vomiting and diarrhea were common. In other
words, significant declines in quality of life had
already occurred, raising questions about the merits
of further intervention.

These data are put in further context when one
considers the results of a study conducted by Ditto
et al. (1996). Patients reported that they would
rather die than experience significant pain or lose
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their ability to think or reason. In other words, they
viewed normal dying in a hospital as a fate worse
than death.

Patients and family members expect that hospital
physicians, nurses, and staff will provide state-of-
the-art care and comfort. However, research has
shown that hospitals, their ICUs and critical care
units, are not caring places for the dying. In criti-
cal care units, it is common for physicians to pre-
scribe life-sustaining treatments such as mechanical
ventilation and resuscitation. Research has shown
that ICU physicians initiate and continue such
treatments even when they are likely to be futile.
Nearly 50% of Medicare patients received invasive
and expensive care just before death. In addition,
nearly three quarters of ICUs admitted patients for
whom there was no hope for recovery (Luce, 2010;
Tilden et al., 2001). Doctors who are prescribing
life-sustaining treatments may not communicate to
patients or to family members that the patient’s con-
dition is terminal or may do so at the last minute.
This communication failure often prohibits patients
and family members from preparing for the death
and sharing quality time (Beckstrand, Callister, &
Kirchhoff, 2006). Perhaps for these reasons, aggres-
sive treatments have been shown to decrease quality
of life for patients and to impede the mourning pro-
cess of family members (Wright et al., 2008).

Although there is a trend toward less aggressive
treatment of terminally ill patients (Tilden et al.,
2001), the practice still occurs with troubling fre-
quency. Surprisingly, research has shown that most
doctors would prefer to forgo aggressive treatments
(Periyakoil, Neri, & Kraemer, 2015). Nonetheless,
there is evidence that physicians often prescribe
more aggressive care for their patients than they
would choose for themselves (Connors et al., 1995).
Moreover, 70% of medical residents reported that
they go against their consciences when they use
aggressive methods to treat dying patients while
undertreating their discomfort and pain (Quill,
2000). Studies have shown that in some cases, inva-
sive treatments are continued because the physician
dos not want to disappoint the family by “giving up”
on the patient (Jox et al., 2012). Fear of legal conse-
quences can also contribute to physicians’ tendency
to continue life-sustaining treatments.



If patients and family members have the oppor-
tunity to discuss their values and treatment prefer-
ences, aggressive treatment is much less likely to
occur. In addition, dying patients are less likely to
experience pain, less likely to die in the ICU, and
more likely to be referred to hospice care (Periyakoil
etal., 2015).

It is not uncommon for hospital patients with
incurable illnesses to have multiple physicians and
to receive conflicting reports about their condition.
Consequently, hospitalized patients are often unable
to identify the physician in charge of their case. Sim-
ilarly, patients in skilled nursing facilities may not
get to see their doctor more than once a month. In
most hospitals, communication among physicians,
dying patients, and family members about impend-
ing death is lacking (Beckstrand et al., 2006).

MAJOR INTERVENTIONS AND RESOURCES

Advance Directives and Do-Not-
Resuscitate Orders

Margo is a 54-year-old woman who is very satisfied
with her life. She has contracted a chest infection,
which will kill her unless she is treated with antibi-
otics. This seems like a simple situation: She should
take the antibiotics and live. However, Margo has
dementia, and even though she is happy, she has
an advance directive (AD) stating that should she
become demented, any life-saving treatment should
be refused.

An AD is a legal document in which patients
identify specific actions to be taken during end-of-
life care should they not be able to make decisions
on their own (Shaw, 2012). Similarly, a living will
is a legal document used to make known a person’s
wishes regarding life-prolonging treatments. Only
one third to one half of all adults in the United
States have an AD (Teno et al., 2007). A do-not-
resuscitate (DNR) order is a legal document that
expresses the wish of the patient to forgo cardiopul-
monary resuscitation or advanced cardiac life sup-
port should their heart or breathing stop.

The likelihood of having an AD or living will is
affected by many factors. One of the most impor-
tant is age. Patients older than age 85 are more
than twice as likely as those younger than age 65 to
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have an AD (Jones, Moss, & Harris-Kojetin, 2011).
Another factor, discussed in more detail later in this
chapter, is race. Compared with White patients,
African American patients in home health care and
nursing homes were more than 50% less likely to
have an AD (Jones et al., 2011).

Although these legal documents have the
potential to improve the quality of death, there are
obstacles to their implementation. Research has
indicated that these documents are not standard-
ized and are often vague and unclear. Many health
care professionals are confused by what aspects
of advance directives are legally binding or what
these directives require them to do (Robinson et al.,
2013). A study of 9,000 seriously ill patients deter-
mined that nearly half of all DNR orders were writ-
ten just 2 days before death. Moreover, only half of
the physicians were aware of their patient’s DNR
preferences (Quill, 2000). Even if the patient has
completed an AD or DNR, physicians often ignore
such directives if a family member insists that treat-
ment continue.

In cases in which there is no AD, family mem-
bers experience a marked escalation of stress and
report feeling less prepared to deal with the situa-
tion (Wright et al., 2008). It is interesting that the
main reason why older people do not have a living
will is that they believe they can count on family
members to carry out their wishes. However, most
family members have virtually no understanding of
their loved one’s treatment preferences (Carr, Wort-
man, & Wollff, 2006).

Over the past decade, policymakers have shown
a growing interest in ADs and DNR orders. It is
now widely believed that such plans will protect
the dying patient from aggressive and invasive care
that is ultimately futile. According to research, there
is a need for the standardization of advance care
planning paperwork, as well as identification of the
right time for health care professionals to initiate
discussions about advance care planning with their
patients.

Determining the optimal time to address these
issues is particularly difficult in cases in which
the prognosis is uncertain and in cases involving
dementia (Robinson et al., 2013). Research has
shown that witnessing the painful death of a loved
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one can provide a powerful source of motivation to
avoid experiencing such a death for oneself (Carr,
2012). By asking patients about their experiences
with the deaths of loved ones, physicians can often
identify the aspects of the end-of-life care that

the patient wants to avoid and also determine the
patient’s wishes regarding the care he or she would
like to receive. The situation faced by Margo in

the above case example illuminates the difficulties
inherent in the adoption of ADs and living wills.

A critical question then arises regarding whose
interests should be protected in Margo’s case: the
lucid Margo who drafted the AD, or the Margo with
dementia who seems to have a life worth living?

Barriers to Conducting Effective End-of
Life Conversations

It is clear that overtreatment in ICU settings stems
largely from communication problems among doc-
tors, patients, and family members. In a recent
study, young physicians involved in end-of-life

care were asked to identify barriers to communicat-
ing effectively with their patients (Periyakoil et al.,
2015). More than 99% of the doctors reported barri-
ers in interactions with patients receiving end-of-life
care, and more than 85% of doctors regarded end-
of-life discussions with patients as very challenging,
especially when dealing with patients whose ethnic
backgrounds differed from their own.

One barrier concerns the limited English profi-
ciency of many patients. Doctors expressed concern
that medical terms such as cardiopulmonary resusci-
tation may not be fully understood by patients with
limited language capabilities, leading to misunder-
standings and miscommunication. A second barrier
concerns patients’ and families’ religious beliefs
about death and dying. For example, some patients
believe that a person’s death should be determined
by the will of God. Such patients may oppose inter-
ventions even when they are likely to be successful.

Doctors’ ignorance of patients’ cultural beliefs
constitutes a third barrier to effective communica-
tion. In some cultures, it is widely believed that
even speaking about death will hasten the process.
In other cultures, family members may insist that
prognostic information be withheld from the patient
because such information will cause the patient to
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lose hope. Even commonly used words can mean
different things to different people. One example
concerns the English word hospice, which sounds
like the Spanish word hospiscio, which means “poor-
house.” Latino patients may think that the doctor is
withholding expensive interventions and referring
them to substandard care. In some cases, African
American and Hispanic patients may believe that
high-intensive interventions are being withheld
because of racism.

Family Members

Family members are among the most important
resources available to patients as they cope with
their impending death. In most cases, however, the
dying process is extremely stressful for family mem-
bers, making it difficult for them to maintain a sup-
portive presence.

As noted above, family members are likely to
experience inordinate stress if they are required to
make decisions about withdrawing or withhold-
ing life support from their loved one. In one study,
85% of deaths involved decisions to withhold or
withdraw life-sustaining treatments (Tilden et al.,
2001). Most family members report receiving little
guidance from health care practitioners regarding
how to make such decisions. As one family member
commented about having to withhold care from his
loved one, “I would not wish this on my own worst
enemy” (Tilden et al., 2001, p. 111). Such family
members are at moderate to major risk of developing
posttraumatic stress disorder (Azoulay et al., 2005).

Of course, each setting in which death occurs is
characterized by unique stressors for family members.
Dying at home is typically associated with burden-
some caregiver responsibilities. Research has shown
that more than 50% of caregivers of patients with
dementia report that they are on duty 24 hours a
day. Similar to those whose family members are in
the ICU, those who care for their loved ones at home
report experiencing considerable uncertainty about
their loved one’s medical situation and how it should
be handled. In addition, family caregivers are often
required to manage complex medical regimens or
implement different dietary changes that are difficult
to understand (Carr et al., 2006). As a result, it is com-
mon for caregivers to become resentful or depressed.



Caregivers may also experience contradictory
and confusing emotions about their role. David
Shiflett (2014) served as a caregiver for his father,
who was in the final stages of dementia. Because his
father had no short-term memory, he would some-
times ask the same question five times in 1 minute.
Shiflett noted that dealing with incidents like this
produced mixed feelings: “sadness and exasperation,
plus guilt for feeling exasperated, especially consid-
ering everything Dad and Mom had done for us.”

Family caregivers may also be struggling with
practical issues such as how to fulfill their respon-
sibilities at work and how to cover the costs of care.
It is clear that in most cases, caregiving is associ-
ated with an enormous financial burden. Nearly one
third of recently bereaved older adults indicate that
they have lost all or most of their savings as a result
of the costs of providing end-of-life care (Carr et al.,
2006).

Another problem facing caregivers is that they
typically receive conflicting input from multiple
sources on their family member’s prognosis. There
is consensus that caregivers are not adequately pre-
pared by health care providers for their loved one’s
death and all of its ramifications. Some health care
providers assume that if the period of caregiving has
been lengthy, the caregiver will be psychologically
prepared for the loved one’s death. Unfortunately,
this is not always the case (Hebert et al., 2009).

Many studies have documented the deleterious
health consequences that are typically associated
with caregiving (Buyck et al., 2011). Caregivers
have been shown to have poorer immune function,
greater vulnerability to physical illness, higher levels
of stress, increased depression, and lower levels of
subjective well-being (Carr et al., 2006).

The difficulties that physicians have in engag-
ing in frank conversations are likely to emerge in
interactions between patients and their family mem-
bers as well. Family members may go along with
physicians’ decisions regarding aggressive treat-
ment because they do not want the patient to think
they are giving up (Haley et al., 2003). Similarly,
patients may endure more invasive treatment than
they really want because they do not want to be
seen as quitters. As death draws near, family mem-
bers may be confused about what course of action
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the patient prefers. This point was emphasized by
Gustafson (2007), who struggled with what to say
to his mother as her condition continued to deterio-
rate: “I kept asking myself: ‘What does Mom want?’
Does she want to die? Mom was awake. I could have
asked her. But how? Do I say: ‘Mom, do you want

to die?”. . . And suppose she had said ‘Yes!” Then
what?” (p. 2).

Autonomy in a Good Death

A good death is frequently characterized by auton-
omy. It has been maintained that dying people
should be able to make choices about how they want
to die. There is consensus that a good death is one
in which the dying person does so on his or her own
terms. For example, Shneidman (2007) has main-
tained that for him, a good death means inflicting as
little pain as possible on surviving family members.
He recommended that dying individuals allow their
death to reflect their better self: “Have your dying
be . .. among the best things that you ever did. It

is your last chance to get your neuroses under par-
tial control” (p. 247). Byok (2004) has argued that

a good death is far more likely if the dying person
has the ability and the opportunity to express four
thoughts to loved ones: (a) I love you, (b) thank
you, (¢) I forgive you, and (d) forgive me.

There is growing interest in the role that expres-
sions of forgiveness might play in facilitating a good
death. Studies have suggested that expressions of
forgiveness can provide healing and closure for
dying individuals and their family members (Exline
etal., 2012). Those who saw expressions of forgive-
ness as important but did not have an opportunity
to forgive or to ask for forgiveness were more likely
to report symptoms of depression. If pronounce-
ments of love, gratitude, and forgiveness are shown
to result in more rewarding interactions and percep-
tions of a better death, these findings may be rela-
tively easy to implement.

For the patient, the harsh realities of the dying
process end once death occurs. This is not the case
for the family. It is important to understand what
factors make the grieving process more difficult
because this will help to identify family mem-
bers who would benefit from help and support.

For example, family members whose loved ones
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struggled with pain before their death showed a
markedly higher number of intrusive thoughts.
Painful deaths were also associated with elevated
yearning and anxiety. If the survivor believed that
the loved one received problematic medical care,
she or he was more likely to experience anxiety and
anger after the loved one’s death. If the deceased
contributed to his or her own death—for example,
by smoking or excessive drinking—the bereavement
process is more difficult.

Even in the ICU, with its limited opportunities
for patient-family interaction, a treatment approach
designed to increase communication between the
dying person and his or her family had powerful
effects (Lautrette et al., 2007). Family members
were randomly assigned to customary care or to an
intervention that included longer and more frequent
opportunities for conversation with heath care
providers. This intervention for caregivers, sum-
marized by the acronym VALUE, taught caregivers
to value what family members said; to acknowledge
the family member’s emotions; to listen, to ask
questions that would allow the caregiver to under-
stand what the patient was going through, and to
elicit information from the family members. Family
members also received a brochure on bereavement
that provided information about what to expect.
Ninety days after the patient’s death, family mem-
bers in the treatment group showed lower scores on
a standardized self-report measure of posttraumatic
stress disorder symptoms. The treatment group
also had significantly lower scores on measures of
anxiety and depression. In other studies, treatments
that facilitate communication between patients and
families have resulted in significantly shorter stays
in the ICU as well as lower costs (see, e.g., Ahrens,
Yancey, & Kollef, 2003).

Avoidance

Both researchers and practitioners have reported
that communications regarding end-of-life issues are
powerfully influenced by avoidance. In our culture,
feelings of avoidance of death are pervasive. Focus-
ing on death, particularly one’s own, often elicits
feelings of uneasiness and dread. Most people find it
uncomfortable to discuss such death-related topics
as end-of-life care and desired funeral arrangements.
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For some people, it is almost as though talking
about these matters could make death more likely to
occur.

As described earlier, avoidance can interfere with
family communication about end-of-life care plan-
ning. Most adults with elderly parents have strong
reservations against talking with their parents about
end-of-life issues. As one person indicated, “I can’t
see myself asking dad whether he would rather be
buried or cremated.”

Avoidance may also underlie many people’s
reluctance to obtain an AD. In the future, it may be
possible to establish guidelines in hospital settings
mandating shared decision making through open
communication, as well as documenting decisions
that are made.

PALLIATIVE AND HOSPICE CARE

Over time, there has been increased recognition of
the limitations of care received in hospital settings.
Largely in reaction to these shortcomings, pallia-
tive and hospice care have emerged as appealing
alternatives for people who are terminally ill. Both
represent caring philosophies that emphasize the
amelioration of pain and suffering associated with a
serious, chronic, or terminal illness (Wright et al.,
2008). Over the past 20 years, there has been a
dramatic growth in these types of care (Case et al.,
2013), which are designed to improve the quality of
life of patients and their family members. Palliative
and hospice care address patient and family con-
cerns regarding emotional, physical, and spiritual
well-being. Their goal is to provide coordinated,
comprehensive medical care and relief of suffering
and to ensure that patients are treated with dignity
and respect. They also facilitate communication
among patients, health care providers, and family
members. In addition, these forms of care offer sup-
port to family members before and after the death of
their loved ones (e.g., Costello, 2006; Pyenson et al.,
2004; Strada & Breitbart, 2009).

Differences in Focus

Although they share a basic treatment philosophy,
there are important differences between palliative
and hospice care. Palliative care may be received



in addition to curative treatment. For example, a
cancer patient may undergo chemotherapy while
seeing a specialist for pain management and regu-
larly meeting with a therapist for emotional support.
In most cases, those in hospice care have accepted
their terminal diagnosis, have 6 months or less to
live, and have opted not to receive life-prolonging
treatments. In contrast, palliative care is designed
for patients with varying types of disease, including
those with curable illnesses. Hospice care can be
regarded as the palliation of the terminally ill, pro-
viding support to patients who are very near death
(Connor et al., 2007). Both hospice and palliative
care use a multidisciplinary approach, using the ser-
vices of physicians, nurses, social workers, psychol-
ogists, chaplains, and other health service providers
(Quest et al., 2012). In addition, hospice care often
also includes such comforting services as bedside
companionship and relief for exhausted caregivers.

Nearly 75% of hospice patients receive treatment
in their homes (Morrison et al., 2005). In contrast,
palliative care is practiced primarily in hospital set-
tings (Morrison et al., 2005). The number of hospi-
tals and home care services offering such care has
increased exponentially over the past decade. This
is particularly the case in larger hospitals, such as
those affiliated with universities and the Department
of Veterans Affairs (Morrison et al., 2005).

Outcomes of Palliative and Hospice Care
Research has provided compelling evidence of the
effectiveness of both palliative and hospice care
across a broad range of outcomes. Many studies
have reported substantial reductions in costs for
palliative care compared with conventional care
(Connor et al., 2007; Meier, 2004). As a result of
empathic discussions with health care providers,
patients may decide to forgo aggressive end-of-life
care, which can lead to dramatic cost reductions.
These cost reductions are also present for hospice
care compared with conventional care (Connor

et al., 2007; Meier, 2004). In these studies, reduced
costs are not accounted for by shorter time to death.
In fact, in some studies of hospice patients, lives
were prolonged for as long as a month (Connor
etal., 2007; Pyenson et al., 2004). At this time, it is
not clear how or why hospice care prolongs life, but
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it is reasonable to assume that the comfort of being
in familiar surroundings, the reduction of stress,

the amelioration of pain, the presence of family, and
the acceptance of one’s final wishes are important
factors.

Palliative care can provide a higher quality of
life for patients—often preventing the difficult and
stressful cycle of being moved from their homes to
nursing homes to hospital emergency departments
and back again. In hospitals, patients often receive
only emergency care, such as resuscitation, stabiliza-
tion, and temporary pain relief (Quest et al., 2012).
As noted earlier, patients’ care goals, such as a DNR
order, and decision-making needs, such as being
properly informed of all of their available options,
are frequently not addressed in that setting (Quest
etal., 2012).

Many studies have reported higher rates of satis-
faction with hospice care among both patients and
their families. Families of hospice patients have con-
sistently indicated that they were more pleased with
the medical care and physician communication in
the hospice environment than were those who were
cared for in nursing homes, in hospitals, or at home
with nursing services (Teno et al., 2004). Families of
patients who used hospice care were also less likely
to say that their loved one suffered unnecessary
pain. Bereaved older Americans reported fewer anxi-
ety symptoms before the loss and fewer depression
symptoms during bereavement when their loved
one was under hospice care (Miller et al., 2000).
Research has further indicated that those in hospice
care experience fewer hospitalizations and less inva-
sive and less aggressive treatments, such as intrave-
nous fluids and tube feedings (Miller et al., 2000).

Compared with conventional care, hospice care
may reduce the increased mortality risk associated
with bereavement (Christakis & Iwashyna, 2003).
Eighteen months after their husbands’ death, there
were significantly fewer deaths among wives whose
husbands had received hospice care than among
those who received other types of care. Mortality
was also lower for husbands whose wives received
hospice care, but the effect fell short of statistical
significance. This is perhaps because in most cases,
hospice provides bereavement support for as much
as 18 months after the death of a loved one.
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Underutilization of Palliative

and Hospice Care

Studies of end-of-life care have shown that some
types of care tend to be underused by segments

of the American population. African American
patients, for example, use hospice services at a rate
that is statistically lower than that of White Ameri-
cans, even after controlling for gender, marital sta-
tus, education, medical history, existence of a living
will, religiosity, income, and access to health care
(Cohen, 2008). Regardless of prognosis,

African American patients are more likely than
White patients to request aggressive treatments,
resulting in higher rates of hospitalization, cardio-
pulmonary resuscitation, and in-hospital deaths
(Johnson, Kuchibhatla, & Tulsky, 2011). Evidence
has suggested that African American patients

are more likely than White patients to resist hospice
referral (Ache etal., 2011).

African American patients also appear to have
less exposure to information regarding hospice ser-
vices than White patients (Johnson et al., 2011).
Patients who indicated that they had fewer finan-
cial resources expressed the greatest need for the
types of services provided by hospice (Fishman
etal., 2009). African Americans are less likely than
Whites to have a usual source of health care, and
visit a primary care physician fewer times in the last
year of life (Johnson et al., 2011). Patients without
access to regular primary care may be referred to
specialists and alternative care (palliative care and
hospice) at later stages in the course of an illness
than White patients. Receiving diagnosis at a later
stage in the course of a disease limits opportuni-
ties for discussions regarding the prognosis of the
illness, treatment, advanced care planning, and
hospice care in nonacute settings (Fishman et al.,
2009). The absence of regular care may contribute
to African American patients’ lack of knowledge
regarding the palliative care and end-of-life services
available to them.

FUTURE DIRECTIONS

Roles of Clinical Psychologists
Research reviewed in this article points to one over-
arching theme: Addressing patients’ psychological

576

needs is as important, if not more important, than
managing their physical care. It is clear that clinical
psychologists have much to contribute to end-of-life
care. Historically, psychologists have had a limited
role in providing such care, and this is particu-

larly true in palliative care settings. One researcher
emphasized that a small number of psychologists
have been the unsung workers in hospice care,
going virtually unnoticed amid a collection of coun-
selors, social workers, chaplains, nurses, and volun-
teers (Hartman-Stein, 2001).

End-of-life issues are becoming increasingly
salient for clinical psychologists because they excel
at the treatment of many symptoms that are likely
to emerge during end-of-life care, including those
associated with anxiety and depression (Haley et al.,
2003). Clinicians have much to offer clients in need
of pain management. Furthermore, they typically
have a good understanding of family dynamics and
can facilitate constructive communication between
patients and family members.

Because of their skills and knowledge base, psy-
chologists have the potential to make important
contributions to virtually every phase of end-of-
life care. Phases identified by Haley et al. (2003)
include (a) the time at which the terminal illness is
diagnosed and treatments are initiated, (b) the time
at which the treatments are no longer effective and
decisions must be made about aggressive versus pal-
liative care, and (c) the time at which the patient’s
death is imminent.

After terminal illness has been diagnosed, psy-
chologists can help patients and family members
to understand the diagnosis and its ramifications.
They can treat commonly occurring symptoms of
anxiety and depression. Clinical psychologists can
help newly diagnosed patients clarify their treat-
ment preferences—documenting them in written
form and communicating them to their physicians.
Research has consistently shown that attending to
these issues early in the process is associated with
more favorable outcomes. The presence of these
documents can alleviate the profound stress experi-
enced by family members who are required to make
medical decisions but do not know the patient’s
preferences. If the patient does not have these
orders on file, the clinician can help in drafting the



documents, ideally with input from family members.
Clinicians can also help to ensure that the patient’s
preferences are known to both health care providers
and family members.

Once the focus of care shifts from curative to pal-
liative treatment, a number of new issues emerge.

In addition to dealing with their own impending
death, most patients are deeply concerned about
how their death will affect loved ones. Clinicians
can assist patients and family members in explor-
ing their apprehensions. Clinicians can also help

by addressing existential or spiritual concerns that
often emerge at this time. For example, patients may
be experiencing deep regrets about previous life
decisions and may benefit from the opportunity to
voice these concerns.

The dying process often engenders strong feel-
ings of helplessness and lack of control. Interven-
tions designed to address these feelings can prove
invaluable to patients and their family members.
These interventions may include relaxation and
breathing techniques, meditation, guided imagery,
or goal setting (Haley et al., 2003). As death draws
near, clinicians also have the opportunity to facili-
tate constructive interactions between patients and
family members. For example, they can encourage
all parties to express feelings of love and to ask for
forgiveness before it is too late.

Planned Suicide

A new trend in alternative end-of-life care that

will become increasingly important in the future

is planned suicide. Planned and open suicides may
represent a form of ultimate self-determination

for those who are terminally ill. Diagnosed with
Alzheimer’s disease in 2010, noted psychologist
Sandra Bem chose just such an option for herself.
In consultation with her husband and family, Bem
publicly decided that if and when her condition
prevented her from having a meaningful quality of
life, she would take her own life at the last possible
moment she could still do so without help (“Sandra
Bem,” 2014; Spiegel, 2014). It was Bem’s hope that
by making her plan a collective one, she would alle-
viate as much pain as possible for her loved ones.
Bem’s decision fostered open discussion, support,
and the ability for loved ones to gather with Bem at
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her home just before her death to honor her
(Spiegel, 2014).

More recently, the tragic end-of-life story of Brit-
tany Maynard raised awareness of the death-with-
dignity movement in the United States. Maynard, a
29-year-old newlywed with terminal brain cancer,
elected to move from California to Oregon so that
she could obtain a prescription from a physician
to end her life when she was ready to do so. May-
nard went public with the difficulties of her ordeal:
uprooting her family, locating and purchasing a
new home, finding new physicians, establishing
Oregon residency, obtaining a new driver’s license,
changing her voter registration, arranging care for
her pets in California, and the necessity for her
husband to take a leave of absence from his place of
employment (Maynard, 2014). Maynard ended her
life peacefully on November 1, 2014, surrounded by
her family.

Physician-assisted suicide, legal in five U.S.
states (Oregon, Washington, Vermont, Montana,
and New Mexico) as of January 2015, allows
patients to obtain lethal prescriptions from their
physicians to help them commit suicide. To obtain
such a prescription in the state of Oregon, for
example, the Death With Dignity Act (DWDA)
requires that a patient be an adult (age 18 years or
older); a resident of Oregon; able to make and com-
municate health care decisions; and diagnosed with
a terminal illness that will lead to death within 6
months. For patients meeting these requirements to
request lethal medication from a licensed Oregon
physician, the following steps must be fulfilled: The
patient must make two oral requests to his or her
physician, separated by at least 15 days; the patient
must provide a written request to his or her physi-
cian, signed in the presence of two witnesses; the
prescribing physician and consulting physician
must confirm the diagnosis and prognosis; and the
prescribing physician and consulting physician
must determine whether the patient is capable of
making health care decisions. If either physician
believes the patient’s judgment is impaired by a
mental disorder, the patient must be referred for a
psychological examination; the prescribing physi-
cian must inform the patient of feasible alternatives
to physician-assisted suicide, including comfort
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care, hospice care, and pain control; and the pre-
scribing physician must request that the patient
notify his or her next of kin of the prescription
request. To be compliant with this law, physicians
must report to the Department of Human Services
all prescriptions for lethal medications. Pharmacists
must also be informed of the medication’s intended
use (“Death With Dignity Act Requirements,”
2011). Moreover, it is specified that action taken

in accordance with the DWDA is not defined as
suicide, but that the cause of death listed on death
certificates be the terminal illness from which the
patient suffers. This provision protects the status
of health or life insurance policies for those who
choose DWDA (“Death With Dignity Act Require-
ments,” 2011).

The DWDA has been fraught with controversy
since its inception in 1997. Proponents claim that it
simply provides mentally competent terminally ill
patients a choice in the way they die. A recent study
of 95 families of Oregonian patients who requested
physician aid in dying showed that, compared with
a control group, family members of patients who
were aided in dying felt, on average, more accept-
ing and ready for their loved one’s death (Ganzini
etal., 2009). Those opposing the act originally felt
that the law might be used irresponsibly and that
citizens of other states would flock to Oregon to
die. However, lethal medication prescriptions were
written for 122 people in 2013 under the provi-
sion of the DWDA, compared with 116 in 2012,
representing approximately 21.9 DWDA deaths per
10,000 total deaths (Oregon Public Health Depart-
ment, 2014).

Gallup polls consistently show that about 70%
of Americans support doctors in providing “some
painless means if the patient and his or her family
request it” (Sanburn, 2014). Yet, despite its popu-
lar support, death with dignity fails at the govern-
ment level in a majority of states. It now appears
that through death, Brittany Maynard has breathed
new life into the death-with-dignity movement. As
of February 2015, death-with-dignity legislation is
pending in several additional U.S. states. This topic
continues to be hotly debated in the United States,
but will become of increased research and practice
emphasis in the next decade.

578

Toward a Good Death

A good death is an ideal toward which clinical
psychologists, other health care providers, dying
patients, and family members should strive (Exhibit
27.1). Policymakers and health professionals have
developed guidelines that are designed to facilitate a
good death. Yet these efforts to improve the process
of dying have been only partially successful. Given
the dramatic increase in the number of deaths antic-
ipated in the United States, finding ways to promote
good deaths should be considered a moral and ethi-
cal imperative.
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