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Chronic Disease and the Change in How
People Die

Throughout human history, death was an unpredictable and
often random event that could strike anyone at any time at
any age. People were used to being around death, which was
usually due to infection, injury, starvation, or childbirth. In
the last century, with the dramatic increase in life expec-
tancy, the experience and expectations around death have
changed. Advances in science have medicalized death to the
point where it is seen as a failure of the system and some-
thing to be fought all the way to intensive care, if needed,
and with aggressive therapies such as chemotherapy and life
support, even if these interventions provide little if any
chance of restoring meaningful life. The experience of death
has been taken out of the home and placed in hospitals.

As the population ages and medical technology continues
to develop, people question the utility and morality of pro-
longing life at all cost, especially when their loved one is not
restored to health and has poor quality of life. Along with
these concerns comes the advent of new attitudes such as
increased intolerance of pain and suffering and the right to
personal autonomy and self-determination. These demo-
graphic and cultural trends have brought awareness and pref-
erences for a “good death” to the forefront, and the experience
and circumstances of how people die is seen as a significant
issue in health care for society and a crucial aspect of popu-
lation health [1].

Most people now die from chronic diseases such as heart
disease, stroke, cancer, and diabetes, all of which are treatable
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at some stage. It is often not clear when it is time to stop
treatment and the default has been to keep going. Death from
chronic disease is rarely sudden and tends to follow one of
three trajectories [1]. Those with cancer tend to be relatively
stable and then enter a period of rapid decline. Those with
organ failure tend to have ups and downs against a back-
ground of steadily declining function, while people with
frailty and dementia tend to slowly dwindle (Fig. 23.1).
These trajectories occur in the background of emotional,
physical, and spiritual changes for the patient and his or her
family. Addressing these issues through compassionate pal-
liative care is considered by many governing, legal, and reli-
gious organizations to be a human right [2].

Birth of Modern Hospice and Palliative Care
Movement

The modern hospice movement began with three women
who brought public and professional attention to the plight
of dying people and their families [3]. Cicely Saunders, con-
sidered the founder of the modern hospice movement, pro-
moted teaching and research on the dying based on her
clinical work at St. Christopher’s Hospice in London, which
she established in 1967. One of her protégés was Florence
Wald, then dean of Yale’s School of Nursing, who studied
with Saunders and launched the American hospice move-
ment, establishing Connecticut Hospice in 1974. Elisabeth
Kiibler-Ross brought the concept of death with dignity and
her theory of the five stages of grief to the attention of the
public with her international best seller On Death and Dying,
published in 1965 [4]. Awareness of the tension between
what technology is capable of and what is ethical caused fur-
ther reflection in the American public by highly publicized
cases such as that of Karen Ann Quinlan, a young woman in
a vegetative state who was granted the right to have life sup-
port withdrawn based on evidence of what her personal
wishes had been, leading to the widespread use of advance
care planning. In 1990, the US Supreme Court affirmed the
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right of a patient to refuse unwanted treatment in the case of
Nancy Cruzan, another young woman in a persistent
vegetative state. This led to a federal law, the Patient Self-
Determination Act, which requires medical institutions to
counsel patients about their right to state their wishes regard-
ing end-of-life care, should they become unable to do so
themselves. Congress further advanced the discipline with
the passage of a Medicare hospice benefit in 1982, made per-
manent in 1986. While well-intended, this provision drew a
sharp distinction between curative care and comfort care, as
patients crossed from one payment program to the other.
Patients and their families were reluctant to cross that line
and usually did so late in the course of the illness. This lead

In 2006, the American Board of Medical Specialties
approved hospice and palliative medicine as a subspecialty
with the first board certification examination offered in 2008.
The Accreditation Council for Graduate Medical Education
(ACGME) standardized the program requirements for fel-
lowship training with an emphasis on compassion, guidance
in decision-making, and competence in reducing the burden
of serious illness and supporting the best quality of life pos-
sible for the patient and the family through the course of the
disease [5].

Palliative care and hospice have evolved into distinct roles
(Table 23.1). Palliative care focuses on improving quality of
life for people who are living with any serious illness, using
a multidisciplinary approach that addresses pain, other
symptoms, and psychological and spiritual distress [6]. It is
provided in addition to any ongoing curative treatments.
Hospice is more specific in that it provides palliative care to
dying patients in the last months of life. Patients are eligible
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Table 23.1 Distinction between palliative care and hospice
Palliative care Hospice
Providers | Multidisciplinary team of | Multidisciplinary team of
physicians, nurses, social | physicians, nurses, social
workers, chaplains workers, chaplains,
volunteers
Goal Improve quality of life Improve quality of life,
relieve suffering, address
emotional and spiritual
issues of dying
Eligibility | Patients of all ages with Patients of all ages who
any chronic illness; are expected to live less
life-prolonging and than 6 months; curative
disease-related treatments | treatments are foregone
may continue
Place of Hospitals, outpatient, Home, assisted-living
care nursing homes, home facilities, nursing homes,
residential hospice
facilities, inpatient
hospice units
Payment | Provider fees covered by Medicare hospice benefit;
Medicare Part B; hospital | standard hospice benefit
care covered by Medicare | from commercial payers
Part A or commercial is usually modeled after
insurance; flexible bundled | Medicare; Medicaid
payments under Medicare | (varies by state);
advantage, managed medications and supplies
Medicaid, Accountable are covered for illnesses
Care Organizations, and related to the terminal
other commercial payers illness

Adapted from Kelley and Morrison [6]

and appropriate for hospice care if their prognosis of survival
is 6 months or less and no further curative treatments will be
sought. When hospice care was established in the USA in the
1970s, most of the enrolled patients had cancer. Today, can-
cer diagnoses account for 36% of hospice admissions with
the majority now due to other diseases, with the top four
non-cancer diagnoses being dementia (15%), heart disease
(15%), lung disease (9%), and stroke or coma (6%) [7].

Decisions and Communication

Health-care providers must determine which patients are
suitable for palliative care or hospice and then support
patients and families with an approach that allows for man-
agement of difficult symptoms, limitation of futile medical
procedures and practices, psychosocial support, and assis-
tance with decision-making. Timely transition to palliative
care optimizes the likelihood of appropriate care but often
does not occur until late in the disease process without time
to allow for the full provision of supportive services [8].
Almost a third of patients referred to hospice use those ser-
vices for 3 days or less, and nearly half of these short hospice
stays come from acute care hospitals after a mean hospital
stay of almost 8 days [9]. Another indicator of the challenges

involved in deciding to transition to hospice care is the find-
ing that 12% of people who died in hospice care had three or
more hospitalizations in the last 90 days of life, including
time in an intensive care unit. While even 1 day of hospice
services may be viewed as beneficial by the family of a dying
patient, it is not certain that this is consistent with patient
preference, improved quality of life, or a reduction in
resource utilization. While some late referrals to hospice
occur because physicians did not communicate this option or
prognostication is difficult, a third of patients who were
referred for short stays in hospice had a sudden change in
their medical condition or had previously refused hospice so
were not able to be referred to hospice at an earlier point in
time [10]. The health-care system should be prepared and
able to provide short-term hospice care.

Timely referral to end-of-life care is dependent on the
establishment of a prognosis, which will always be an inex-
act science. Identifying who is suitable for palliative care can
be challenging even for physicians with years of clinical
experience. Though disease trajectories are better under-
stood, there is uncertainty in predicting what will happen to
an individual patient. Some have proposed that providers ask
themselves “Would I be surprised if my patient were to die
in the next 12 months?” as a guidepost as to whether a dis-
cussion of palliative care should be initiated [11]. The intro-
duction of palliative care should not be seen as an abrupt
cessation of curative treatment, rather it is an approach that
is gradually adopted as the disease progresses [12]. Given
the challenge of predicting life expectancy, palliative care
should be offered based on a desire for comfort care, rather
than on prognostication. Estimating life expectancy in peo-
ple with advanced dementia is particularly challenging [13,
14]. Patients with dementia who are reasonably functional
and patients with strokes are especially likely to survive
more than 6 months after enrollment in hospice [15]. These
cases contribute to the significant minority of patients (10—
15%) referred to hospice who survive for more than 6 months
[7, 15]. In 2011, the US Centers for Medicare and Medicaid
Services (CMS) required that patients who have been
enrolled long-term in hospice have a face-to-face visit by a
physician or nurse practitioner to ensure that they continue to
meet eligibility criteria. These visits must occur to determine
the continued eligibility of that patient prior to the 180-day
recertification. This requirement for more scrutiny has not
increased hospice discharges [16].

Physicians should not feel like they are abandoning
patients when they consider palliative care, rather they are
fulfilling their responsibility to provide compassionate, sen-
sitive, and timely care for patients who are hopelessly ill or
dying [17]. It can also be reassuring for physicians to realize
that patients and their families benefit from earlier initiation
of palliative care which can improve quality of life, allow for
the patient’s wishes to be followed, reduce family stress, and
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even prolong survival [18, 19]. Provision of end-of-life care
that is consistent with a patient’s goals and values is an
important part of high-quality care and a priority for the
health-care system [20].

Once a physician identifies the patient who is likely to
benefit from palliative care, the next step is to effectively
communicate with patients and families. While this may be
uncomfortable for physicians, it is a skill that can be taught
[21]. A structured approach may be helpful, with clinicians
trained to identify patients with serious illnesses who are
appropriate for palliative care and taught to use a guide for
advance care planning conversations with the patient and
family that can then be documented [22].

There is a range of styles in decision-making, from pater-
nalism, where the doctor knows best and makes the deci-
sions, to a merely informative model, where the physician
objectively provides information but otherwise plays a rela-
tively passive role, leaving the decisions to the patient and
family [23]. Neither of these styles is ideal. The medical evo-
lution away from a physician-centered style toward patient-
centered care, where the patient’s perspective is considered,
is applicable [24]. The best approach is usually a shared
decision-making process using “enhanced autonomy,’
where deliberation and negotiation occurs and includes the
physician’s expertise and experience while also considering
patient and family preferences and perspectives [25]. Still,
there are times when a physician may override expressed
values and use reasonable medical judgment when an inter-
vention such as cardiopulmonary resuscitation is futile [26].

Decision Aids and Documentation

Explaining complicated medical information and dealing with
the emotions involved in contemplating death, all in the setting
of uncertainty, are challenging for clinicians, families, and
patients. Discussions regarding palliation, hospice, and goals
of care can be assisted by decision support tools [27]. Decision
aids provide a framework for discussion that leads to informed
decisions consistent with the patient’s values, needs, and
wishes [28]. In advance care planning, they can encourage
truthful discussions with physicians, improve patient knowl-
edge and awareness of choices, increase ease of decision-mak-
ing, reduce decisional conflict, reduce futile care, increase
comfort care, and improve documentation [29]. Video decision
aids that are complimented by discussions with the nursing
home staff improve communication regarding the disease pro-
cess, comfort measures, and goals of care and reduce hospital
transfers without an adverse effect on survival [30].

Most states have Internet sites that provide forms that are
variably known as Medical Orders indicating Scope of
Treatment or Physician Orders for Life-Sustaining Treatment
(MOST or POLST) and do not resuscitate (DNR) forms which

increase the documentation of treatment preferences and
reduce the likelihood of medical interventions and hospitaliza-
tion [31, 32]. The state of Oregon reduced hospitalization rates
and intensive care use in the last 30 days of life and increased
the likelihood of death at home since initiating its POLST pro-
gram, though this is attributable not only to the form but also
to educational efforts, a statewide registry, regulation that
allows EMS providers to honor the POLST form, and readily
available home hospice services [33]. Other established mate-
rials are available online at www.agingwithdignity.org/five-
wishes and www.acpdecisions.org.

Patients should be encouraged to name a health-care
proxy and ensure that person is aware of care preferences.
These wishes can be conveyed through a living will which
spells out a person’s directives regarding medical treatment
should he or she become incapacitated. Public interest in
such documents is high and forms are readily available on
the Internet. Still, patients cannot accurately predict the cir-
cumstances around the closing days of their lives and what
medical interventions might be available, and the effect of
written directives is limited by inattention to them and by
consideration of other priorities over the patient’s autonomy
[34]. Living wills should thus be complimented by the desig-
nation of another person to interpret the patient’s preferences
and make decisions for them. Known variably as a surrogate,
proxy, or health-care power of attorney, this person should
consider the patient’s written or oral advance directives and
then choose treatment options that align with those prefer-
ences [35]. When the directives are not clear for the situation
at hand, the proxy will use substituted judgment according to
what they think the patient would want or make a decision on
what they perceive as being in the patient’s best interest.

Ethical Issues

The right of an individual to refuse care is well established
and based on the principle of autonomy and the right of self-
governance. Many landmark cases in the legal system have
confirmed this based on ethics and constitutional law.

Withdrawing, Withholding, and Refusing Care

Withdrawal of life-sustaining medical support is a common
event in the intensive care unit, and guidelines have been
developed that address the medical, legal, cultural, and ethi-
cal considerations that are involved [36, 37]. This can be
morally justified as omission rather than an act meaning that
the practice lets someone die and is not an active act of kill-
ing [38]. There is general legal and ethical consensus that
withdrawal is equivalent to withholding treatment. In prac-
tice, they are different in that doctors may withhold
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information about interventions they judge to be futile while
withdrawal of care requires a discussion with patients and
families [39].

Physician-Assisted Death

Though a majority of Americans believe individuals have a
right to end their own lives in the face of suffering and pain
with no hope of improvement, the public is closely divided on
the issue of physician-assisted suicide, which is the practice
where a doctor is aware of the patient’s desire to end his or her
life and provides that patient with the means (usually a medica-
tion) to do so [40]. Euthanasia is the act of ending the life of a
hopelessly sick and suffering individual at the patient’s request.
Currently, euthanasia or physician-assisted suicide is legal in
the Netherlands, Belgium, Luxembourg, Colombia, and
Canada [41]. Physician-assisted suicide, excluding euthanasia,
is legal in five US states (Oregon, Washington, Montana,
Vermont, and California) and Switzerland. In these jurisdic-
tions, between 0.3% and 4.6% of all deaths are reported as
euthanasia or physician-assisted suicide. In no jurisdiction is
there evidence that vulnerable patients are more likely to die in
this manner compared to the general population.

Palliative Sedation

The concept of terminal sedation was first described in 1991
and is the practice of drug-induced sedation for painful symp-
toms that are difficult to control [42]. Many expressed concern
that this practice was “slow euthanasia” or mercy killing [43,
44]. To clarify that the intent is not to end the life of the patient
but to provide medications for the express purpose of limiting
awareness of intractable and intolerable suffering in a patient
who is dying, the term palliative sedation is now widely
accepted. Multiple organizations have issued guidelines that
state that palliative sedation is different from euthanasia [45—
48]. This has not resolved the ongoing controversy about the
practice. While it is acknowledged that the intent is sedation,
there may be “mission creep” based on beliefs regarding
aging, dependence, suffering, and dying [49]. Palliative seda-
tion is seen by some as a diminishment of the hospice philoso-
phy of a holistic and caring approach to human suffering and
a turn toward the medicalization of end-of-life care.

Quality of Care

Public health and modern medicine provide the opportu-
nity for many people to live longer lives than probably ever
in human history, whether the person is productive and

functional or afflicted by significant chronic illness. In
the latter case, supporting the survival of people who
have advanced illness can be viewed as prolonging the
dying process with unnecessary physical and emotional
suffering [50-53]. Families, patients, and society may
worry about prolonged emotional and financial costs and
a medicalized, impersonal, and painful dying process
with loss of control and the use of unnecessary and futile
interventions [54, 55]. The Study to Understand
Prognoses and Preferences for Outcomes and Risks of
Treatment (SUPPORT) documented many shortcomings
in end-of-life care, including poor communication and
misunderstanding between physicians and patients
regarding resuscitation preferences, which led to
increased consumption of hospital resources [56, 57].
These findings have fostered efforts to improve care of
seriously ill and dying patients including in the public
arena where written advance directives are widely
accepted and most people are aware of the right-to-die
movement. The medical community has responded in
kind and the maturation of palliative care as a medical
specialty has created a growing evidence base for prac-
tices that improve care. The National Consensus Project
(NCP) for Quality Palliative Care espouses the value of
high-quality palliative care and the importance of deliv-
ering it in an organized manner [58]. The NCP consists of
multidisciplinary organizations with professional roles in
hospice and palliative care and uses consensus to address
policy and quality issues for end-of-life providers, caregiv-
ers, consumers, and payers. Their guidelines are available
at www.nationalconsensusproject.org. Other collabora-
tives such as the Global Palliative Care Quality Alliance,
Palliative Care Quality Network, and the project Educate,
Nurture, Advise, Before Life Ends (ENABLE) enhance
and standardize the quality of palliative care for persons
with serious illness [59].

The PEACE project is a CMS-initiated effort to
develop hospice and palliative care quality measures
including measurements of physical, psychological, and
social aspects of palliative care [60—-62]. The Measuring
What Matters (MWM) project convened a panel of
experts who recommended the most important, valid, and
clinically relevant indicators for measuring the quality of
hospice and palliative care [63]. The final ten indicators
are listed in Table 23.2. Designing workable ways to col-
lect, report, and respond to these quality measures within
the complex and busy environment of palliative care
delivery is challenging but will need to become routine
[64]. Other countries including Australia [65], Belgium
[66], and the Netherlands [67] are developing quality
measurement projects and will contribute to ongoing
quality improvement efforts.
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Table 23.2 Top-ranked quality indicators for hospice and palliative

care

National Consensus
Project domain

Quality indicator

Each indicator has an established measure or
one in development

Structure and
process of care

Comprehensive assessment including
documentation of prognosis; functional
assessment; screening for physical,
emotional, and psychological symptoms;
assessment of social and spiritual concerns

Physical aspects of
care

Screening for physical symptoms (pain,
dyspnea, nausea, and constipation)

Pain screening and management with
medication or nonmedication treatment

Dyspnea screening and management with a
documented plan of care

Psychological and
psychiatric aspects
of care

Discussion of emotional or psychological
needs

Documentation of emotional or psychological
needs with a documented plan of care

Social aspects of
care

Deemed important, but appropriate indicators
lacking

Spiritual, religious,
and existential
aspects of care

Discussion of spiritual/religious concerns or
documentation that the patient/caregiver/
family did not want to discuss

Cultural aspects of
care

Deemed important, but appropriate indicators
lacking

Care of the patient
at the end of life

Deemed important, but appropriate indicators
lacking

Ethical and legal
aspects of care

Documentation of surrogate or
documentation that there is none

Treatment preferences with chart
documentation of preferences for life-
sustaining treatments

Care consistency with documented care
preferences such as a DNR order, no tube
feeding, or no hospital transfer

Global measure

Patient and/or family assessments of the
quality of care provided by palliative or
hospice providers

Adapted from Dy et al. [63]

Relief of Suffering

Physical Suffering

Regardless of whether the disease is heart, lung, or kidney
failure, cancer, or dementia, terminally ill patients can expe-
rience breathlessness, fatigue, anorexia, nausea and vomit-
ing, constipation, dry mouth, oropharyngeal secretions, poor
sleep, confusion, anxiety, or depression, in addition to pain,
which is usually the condition that most concerns patients,
families, and providers [6, 68]. Despite national guidelines
in addressing these symptoms, they often remain insuffi-
ciently addressed [69]. Primary care physicians, specialists,
and other health-care providers should be proficient at man-

aging the common symptoms of dying patients, and refer-
ences are widely available to help them do so [70-72].

Psychological Suffering

The emotional suffering experienced by patients and fami-
lies as the end of life approaches varies among individuals
and is a complex interplay of cognitive, behavioral, social,
cultural, and spiritual factors. There are efforts in pallia-
tive medicine to better conceptualize psychological dis-
tress to aid in the provision of effective interventions as
well as create measures that may be used to ascertain qual-
ity of care [73].

Even if people can find meaning in the death of a chroni-
cally ill loved one, family caregivers may be anxious or
depressed, feel exhausted, or even develop an existential
crisis [74]. Emotional support of family caregivers can
lower levels of grief, improve psychological and physical
health, and increase the chance that the patients may die at
home [75]. The US National Consensus Project (2013) rec-
ommends and the Medicare hospice benefit covers grief
services to patients and families prior to and for at least
13 months after the death of the patient. The European
Association for Palliative Care recommends assessing
bereavement support needs with referral as indicated [76].
Bereavement support can include memorial services, ther-
apy, education, and emotional support [77-79]. Such sup-
port may alleviate or even prevent complicated grief
disorder or prolonged grief, which is characterized by
intense grief that lasts longer than would be expected and
causes impairment in daily functioning and feelings of dis-
belief and preoccupation with the deceased love one, some-
times requiring professional support [80]. Depression, high
pre-loss grief levels, and low preparedness for the patient’s
death are predictors of complicated grief [81, 82]. Larger
hospice organizations are more likely to provide screening
for depression and complicated grief and access to bereave-
ment therapy [83].

Places for End-of-Life Care

Chronic illness that is progressive and does not involve cog-
nitive impairment provides opportunities to consider prefer-
ences at the end of life including place of death. Many
people, whether healthy or chronically ill, indicate that they
would prefer to die at home and find nursing homes the least
preferred place of death [84, 85]. However, there is limited
evidence about how often patients change their mind,
whether they actually have a preference, or how strongly
they feel about the preference [86].
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Hospitals

Although many people express a wish to die at home, it can-
not be assumed that most patients have this preference. Some
prefer the hospital for safety and effective symptom control
or do not want to be a burden for their family. Family mem-
bers may not be comfortable with medicalizing the home
environment with equipment and outside staff or may worry
about exchanging the good memories associated with home
with the legacy of a death at home. Given these feelings, it is
likely that hospitals will continue to be the place of death for
many and should be prepared to support dying patients and
their families [87].

For patients with chronic diseases such as dementia, hos-
pitalizations in the last weeks of life are burdensome, may be
medically unnecessary, or are discordant with the patients’
preferences [88]. Such hospitalizations occur in up to 20% of
nursing home patients with advanced dementia, a rate that
can be lowered with advance care planning in the form of a
do-not-hospitalize order [88, 89].

Home

In the USA, more people are dying at home and hospice use
has increased [9]. People who die of chronic diseases with
organ failure or neurological deterioration are less likely to
die at home than people with cancer [90]. Home death with
palliative care is more likely in women, older people, mar-
ried people, and when fewer hospital beds are available in
the region. Patterns and predictors of home death vary
between countries likely due to policy and cultural
differences.

Nursing Homes

Rates of nursing home hospice use more than doubled
between 1999 and 2006 [91]. This increase is related to the
growing trend of using hospice for non-cancer diagnoses as
well as to an increase in hospice providers. There is good
evidence that the provision of hospice care to nursing home
residents improves pain management, reduces hospitaliza-
tions, and improves family satisfaction with end-of-life care
[92-94]. However, the increasingly long stays of nursing
home patients in hospice care have raised concern about
higher Medicare hospice expenditures. The challenge is how
to reign in the costs of long hospice stays without removing
the accessibility of a comfort care approach to dying patients
in nursing homes. This can be addressed by varying pay-
ments based on length of enrollment in hospice (see financial
section below). Experienced physicians who work in nursing
homes can effectively provide comfort to dying patients

without outside hospice care, and most patients who die
there are perceived to do so quietly and without suffering
[95]. Patients whose deaths are unexpected or caused by
pneumonia appear to suffer more during the final hours of
life.

Hospice patients in nursing homes or assisted living facil-
ities receive more nurse’s aid care than those who are at
home, likely appropriate for patients in the final stages of
dementia, which are patterns that may eventually affect pay-
ment practices [96]. Nursing home staff have a profound and
beneficial impact on the lives of their patients who are termi-
nally ill, are themselves deeply affected by their encounters
when caring for dying patients, and have a favorable view of
hospice services [97, 98]. Still, there can be negative feelings
between staff and outside hospice services due to poor com-
munication and unclear expectations and roles [99]. There
may be opportunities in the future to ensure that nursing
home staff are trained in comfort care. Similarly, new mod-
els that increase physician presence in nursing homes would
likely increase physician engagement and expertise in end-
of-life care [100]. Whether committed and trained staffing at
both the nursing and provider level can provide the same
level of quality end-of-life care as an outside hospice agency
is an area ripe for study.

Outpatient Palliative Care

Community-based care to seriously ill patients has generally
only been available through hospice programs and, there-
fore, only available to patients with a prognosis of survival
of 6 months or less [6]. Many patients who are seriously ill
at home or in nursing homes are in need of palliative care but
are not yet eligible for hospice. Community-based palliative
care programs can seamlessly link inpatient and outpatient
settings, providing longitudinal care that is consistent, con-
tinuous, coordinated, collaborative, and fully integrated into
the health-care system [101] (Fig. 23.3). New payment
incentives under the Affordable Care Act and the shift from
fee-for-service to capitated models of reimbursement sup-
port cost-saving quality care innovations for patients who
are seriously ill but not eligible for hospice. The expansion
of outpatient palliative care improves patient, family, and
provider satisfaction, symptom control, and quality of life
while reducing intensity of health resource use [102, 103].

Transitions

Palliative care consultation is now widely available in hospitals
but has limited effect without meaningful post-acute care.
Reduction in cost of care and rates of readmission after dis-
charge are not achieved unless inpatient consultation is followed
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Fig.23.3 Community-based palliative care creates a continuum of care for a patient, regardless of location, linking home, institutional care, and
hospice. Without such a system, gaps may occur in palliative care needs, including during periods of worsening illness and deterioration

by hospice care after discharge [104]. Transitional care planning
is an essential part of inpatient palliative care and ensures a con-
tinuum of care that effectively provides quality end-of-life care
and consistently honors patient care preferences.

Financial Reimbursement and Cost Savings

The Medicare hospice benefit was created in 1983 with the
dual intent of providing compassionate and quality end-of-
life care while simultaneously reducing costs. Hospice
enrollment lowers Medicare expenditures, hospitalization,
intensive care unit use, and in-hospital deaths in both
short-term (1-30 days) and long-term (53—-105 days) hos-
pice use [105]. Palliative care consultation in the hospital
reduces direct costs by almost $1700 per admission ($174
per day) for live discharges and of almost $5000 per admis-
sion ($374 per day) for patients who died which for an
average 400-bed hospital translates into a net savings of
$1.3 million per year [106].

The public has accepted that hospice improves the quality
of care to both the patient and family at the end of life. In 2012,
47% of Medicare beneficiaries received hospice care prior to
death, and in 2013 Medicare spent $15 billion on hospice, rep-
resenting 420% growth over the past 13 years [107]. Hospice
programs are available to almost all Americans, and the num-
ber of hospice programs, including those that are for-profit,
has risen substantially over the past 20 years [108, 109].

Though hospice improves care at the end of life, the well-
documented savings in the last months before death may

diminish as hospice stays increase beyond 180 days after
which the costs of prolonged care exceed the potential savings
from hospitalizations. Due to concern that the flat per diem
payment structure incentivized the recruitment of more stable
patients, the Centers for Medicare and Medicaid Services
(CMS) changed the payment model effective January 1, 2016,
to a two-tiered per diem payment practice where hospice ser-
vices are reimbursed at a higher rate for the first 60 days of
care with a lower rate for subsequent days as patients are
potentially relatively stable, with an allowance for increased
payments in the last week of life as acuity of symptoms and
need for care increases [110]. Another important change since
January 1, 2016, is the provision of payment for advance care
planning discussions between physicians, patients, and fami-
lies [110]. The Center for Medicare and Medicaid Innovation
in CMS is conducting a demonstration that allows hospice-
eligible patients to access palliative care without having to
forgo curative treatments as had always been required in the
Medicare hospice benefit, with providers receiving a monthly
payment for providing this care.

Special Populations
Dementia

Dementia is a chronic, progressive, and incurable disease.
People with dementia often die from complications such as
pneumonia due to swallowing problems or food and fluid
intake problems [111]. These problems can begin when peo-
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ple have moderate dementia and continue until they are in
the advanced stages where they can die from these complica-
tions or can continue to live for a surprisingly long time.
Prognostication is difficult because it is hard to predict when
a fatal infection or intake problem will develop [76, 112].

Caring for people with dementia is often burdensome for
families who usually grieve while watching their loved one
decline both cognitively and physically and then may have to
manage challenging behavior. Admission to a facility is
sometimes unavoidable, and in western countries most peo-
ple with dementia (two-thirds in the USA) spend the last part
of their life in a nursing home [113]. People with dementia
and their families have variable needs along the disease tra-
jectory and may benefit from palliative care, which is aimed
at maintaining or improving quality of life. With advancing
dementia, communication and shared decision-making often
established comfort as the goal of care rather than life pro-
longation [76]. Palliative care in dementia is distinct from
palliative care in cancer. Because of the inevitable cognitive
decline along with an uncertain trajectory, early advance
care planning with the patient and the family is important.
However, applying palliative care early in the disease is
somewhat controversial in dementia care and is still often
limited to the terminal stage. This can place people with
dementia at risk for overtreatment with burdensome inter-
ventions and undertreatment of pain and other symptoms
because of their difficulty verbalizing complaints. Palliative
care monitoring of symptoms should include observational
scales that assess facial expressions and body language to
recognize pain, discomfort, or other problems [114].

Nearly 90% of patients with dementia develop eating
problems [115]. This can be distressing for family caregivers
and providers alike who believe that providing artificial
feeding through a percutaneous endoscopic gastrostomy
(PEG) feeding tube will prolong life [116]. However, this is
not the case regardless of the timing of the placement (early
or late after the development of feeding problems) [117].
Feeding tubes neither prolong survival nor prevent aspira-
tion in persons with advanced dementia [118-120]. They do,
however, increase health-care costs [121]. By the time
chronically ill persons are unable to eat, the quality of their
life is so poor that insertion of a feeding tube likely just pro-
longs the dying process without the addition of days of
meaningful life. Several organizations recommend against
tube feeding in patients with advanced dementia [122, 123].
These messages seem effective as the proportion of US nurs-
ing home residents with advanced dementia and inability to
eat who receive feeding tubes decreased by 50% between
2000 and 2014 [124].

Dementia-specific hospice programs that emphasize com-
fort rather than maximal survival time were first proposed in
1986 [125]. Over time, many western countries have
expanded hospice and palliative care programs to include

people with dementia. Medicare beneficiaries with dementia
who sign up for the Medicare hospice benefit receive less
aggressive care at the end of life, such as fewer feeding
tubes, and are less likely to die in hospitals [126]. Raising
awareness that dementia is a terminal disease to which pal-
liative or hospice care applies is important in the education
and training of health-care professionals, families, and the
general public [127, 128].

People with Intellectual Disabilities or Mental
lliness

An intellectual disability is usually a permanent condition
while a mental illness may be temporary, but both bring spe-
cial challenges in communication and ethics when it comes
to end-of-life care.

Intellectual Disability

In the USA, about 3% of people of all ages have an intellec-
tual disability, which affects nearly one in ten families at
some point [129]. Life expectancy for people with intellec-
tual disability has increased due to improved health and
social care but remains below that of the general population
[130]. The difference may be attributed to genetic causes but
health inequalities also play a role [131]. Still, the overall
increase in life expectancy for people chronically affected by
intellectual disability increases their chance of developing a
life-limiting condition such as cancer [132, 133]. People
with intellectual disabilities are especially at increased risk
of developing dementia [134]. People with intellectual dis-
ability are at risk of being under-referred including to spe-
cialist palliative care or hospice. The American Association
on Intellectual and Developmental Disabilities (AAIDD)
calls for access to high-quality end-of-life care for people
with intellectual disability that includes dignity, respect for
autonomy, protection of life, and equality [135]. AAIDD and
the European Association for Palliative Care recommend
that discussions about the end of life begin before the antici-
pated last 6 months of life or before the need for palliative
care [131].

Some people with intellectual disability may not have a
chance to contribute to advance care planning discussions,
but others are able to communicate about death and dying
and indicate preferences including a desire to be involved in
their own care, have friends and family around, stay occu-
pied, and be physically comfortable [136]. Special commu-
nication and assessment skills are particularly relevant with
these patients [132]. This can also prevent the well-intended
but sometimes inappropriate tendency for relatives or others
to protect people with intellectual disability from hearing
bad news [137]. Unless it is demonstrated otherwise, people
with intellectual disabilities should be assumed to have



290

M.R. Helton and J.T. van der Steen

capacity to make decisions around their care and treatment
and provided with support in end-of-life decision-making.

Symptom management in end-of-life care in people with
intellectual disability requires special skill as it may not be
clear whether a symptom is behavioral or reflects pain.
Assessment tools such as the Disability Distress Assessment
Tool (DisDAT) use baseline mapping of usual behaviors so
that changes to that pattern can be recognized as a sign of
distress [138]. Early referral to palliative care services is
helpful so that the team can learn about the patient’s usual
behavior and build familiarity and trust with the patient, the
family, and all members of the care team. People with intel-
lectual disabilities have often been at the center of the family
and caregivers’ lives, and they can be deeply affected by the
loss of this beloved person and often need support in grief
and bereavement [131].

Mental lliness

In the USA, 18% of adults have some form of mental illness
including 4% with serious mental illness [139]. Mental ill-
ness increases risk of a life-threatening physical illness for a
number of reasons, including not attending cancer screening,
unhealthy lifestyles, and physical complaints that are not
well examined but ascribed to the mental illness or are self-
medicated rather than evaluated by a physician. People with
psychiatric illness and palliative conditions often do not
receive the care they need [140]. Similar to intellectual dis-
ability, psychiatric disease increases the risk of impaired
decision-making capacity. Good communication, collabora-
tion, and multidisciplinary teamwork are essential in provid-
ing good end-of-life care. This may be facilitated through a
liaison who acts as a bridge between mental health and pal-
liative care services [140].

Children

In the USA, unintentional injury is the leading cause of death
in children after the first year of life with congenital anoma-
lies the leading cause of death in infants under the age of 1
[141]. Malignant neoplasms are the second most frequent
cause of death among those aged 5-9 years and can also
cause death in toddlers and preschoolers. Psychosocial suf-
fering and symptom burden are especially high in children
with cancer [142, 143]. Heart disease and chronic respiratory
disease are other progressive conditions that can affect chil-
dren. While any of these conditions can cause death, many
children with chronic, life-shortening illnesses are now liv-
ing into adolescence and young adulthood [144].

The American Academy of Pediatrics has advocated an
integrated model of palliative care for children with high-
risk cancer and other life-threatening conditions [144]. This
integration between ongoing curative efforts and palliative

care can be facilitated by consultation with a palliative care
expert, a collaboration that normalizes the concept and sup-
ports continuity of care and a continued focus on quality of
life [142]. The focus may change depending on the location
in the disease trajectory (whether far from or close to the end
of life), but at any point managing and clarifying goals of
care are important. Cohesive care transitions should occur
between the hospital, ambulatory care, home care, and
respite support services [143].

Palliative care in pediatrics potentially involves a broad
target population of those involved in the child’s social and
relational spheres, such as parents, siblings, grandparents,
and extended relatives. Parents or guardians need support in
living with the prospect of a premature death and in subse-
quent bereavement, given the general expectation that chil-
dren outlive their parents. Parents are distressed by seeing
their children in pain, and patients may experience complex
psychosocial symptoms with exponentiation of these symp-
toms at the end of life. Parents would like to know if profes-
sional caregivers are uncertain about the best treatment or
prognosis, although not all wish to be responsible for end-of-
life decision-making [145]. Professional caregivers can
improve their comfort level regarding their responsibility to
have these emotional conversations by preparing ahead of
time and providing accurate and honest information while
avoiding medical jargon [143—-145]. Parents may be ambiva-
lent about advance care planning, and a sensitive and gradual
approach with the same trusted professional with whom
there is also room to discuss nonmedical concerns may
accommodate such ambivalence [146]. Excellent interper-
sonal and communication skills is one of the six core compe-
tencies for all trainees in US residency programs, including
those who will practice pediatric hospice and palliative med-
icine [147]. Different settings and location in the disease tra-
jectory (whether far from or close to the end of life) require
different conversations, but typically, patients and families
simultaneously pursue disease-modifying therapies and pal-
liative care, and managing and clarifying goals of care is of
utmost importance. Specific to pediatric palliative care is
also different bereavement after the loss of a child, different
physiology in the context of change and growth, and
communication with children adapted to their cognitive abil-
ity, although the overall approach to symptom management
is similar, regardless of age.

Pediatric palliative care is under-resourced and often mis-
understood, with little evidence available regarding treat-
ment of symptoms, which means that guidelines are mostly
based on expert views [148]. There are efforts to improve
and extend the provision of children’s palliative care. The
International Children’s Palliative Care Network (ICPCN)
provides a global network of advocacy (www.icpcn.org).
There are pediatric networks such as that within the European
Association for Palliative Care which provide a platform to
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share knowledge and expertise between resource-rich and
resource-poor countries in Europe as well as pediatric stan-
dards available through the National Hospice and Palliative
Care Organization in the USA [149, 150].

Future Directions
Workforce and Access

The National Priorities Partnership identified palliative care
as one of six priorities in improving the quality of US health
care [151]. Given the significant growth in the number of
patients in need of palliative care, a major challenge will be
the provision of an adequately trained workforce. There is a
significant shortage of physicians specially trained and certi-
fied in hospice and palliative care [152]. This means that oth-
ers will need to help. In its report “Dying in America,” the
Institute of Medicine stresses that “all clinicians across disci-
plines and specialties who care for people with advanced
serious illness should be competent in basic palliative care,
including communication skills, interprofessional collabora-
tion, and symptom management” [50]. While physicians
trained in the specialty of palliative care have expertise and
comfort in such conversations, there are not nearly enough
of them to meet the needs of the population [152]. It is criti-
cal that primary care physicians are trained and comfortable
with end-of-life care. Graduate medical education should
teach palliative medicine to all clinicians who serve patients
with serious chronic illness. Practicing physicians should be
provided opportunities for professional development in end-
of-life care. The ongoing involvement of the patient’s pri-
mary care physician can reduce the intensity and cost of
end-of-life care [153].

Other innovations such as telehealth will increase access.
The ENABLE project demonstrated the effectiveness of a
telehealth model of palliative care that provided support and
expertise to the primary caregivers of a rural-dwelling popu-
lation of adults with advanced heart failure [154].

Decision Aids

The default to undesired and aggressive nonbeneficial care
harms patients and wastes resources. In response to these
known risks, the Institute of Medicine publication Dying in
America emphasizes the need to enhance advance care
planning and improve decision-making for patients with
serious illness [50]. Patients should be offered an effective
and validated decision tool to assist them with advance care
planning and treatment decision-making. Ongoing devel-
opment of such tools, their introduction in a timely manner
in the appropriate context, and subsequent monitoring of

their quality and impact will be important to develop an
evidence base [155].

Electronic Medical Records

In the USA, the public has embraced advance care plan-
ning, and most older adults with chronic conditions have
made advance care plans. However, these plans are not
consistently communicated with providers and are rarely
documented in the electronic medical record (EMR)
[156]. This is especially problematic in the emergency
room (ER) setting, where despite high completion rates of
advance directives among older adults in the ER, only 4%
had this documented in the EMR [156]. This gap between
patient preferences and documentation defeats the whole
purpose of advance care planning and often results in the
delivery of inappropriate and unwanted care. The EMR
can also help identify patients for whom advance care
planning is appropriate, taking the onus off physicians
and other staffers who may not remember to do this in the
course of a busy day [155]. EMR-based reminder systems
significantly improve advance care documentation [157].
Ready availability of advance directives is critical in ful-
filling the responsibility of delivering appropriate care
and honoring the wishes of the patient and his or her care-
givers, and furthering the capacity of the EMR to assist in
communicating these plans will undoubtedly play a role
in this effort.

Racial and Cultural Diversity

As western democracies grow increasingly diverse, an
understanding of racial or ethnic variation in end-of-life
decision-making will allow for more culturally sensitive
approaches to care. In general, studies indicate that African
Americans prefer the use of life support while people of
Asian and Hispanic heritage place a high value on family-
centered decision-making [158]. Among religious people,
whites are more likely than blacks or Hispanics to halt medi-
cal treatment in the face of an incurable disease with suffering
and pain [40]. Muslim patients and families are often reluc-
tant to stop aggressive therapy but may do so if the treatment
is deemed futile by physicians [159].

Socioeconomic status is of consequence as well. In the
USA, people with more education and higher incomes are
more likely than those with less education and lower
incomes to have communicated their wishes for end-of-
life care. Research and training should continue to better
prepare providers who provide end-of-life care to a popu-
lation that is increasingly racially, culturally, and ethni-
cally diverse.
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Value-Based Payment Models

The changes to Medicare payment policies for end-of-life
care since January 1, 2016, will be thoroughly evaluated to
determine whether the historical expectations that hospice
should reduce overall costs can be realized [160]. Will the
higher payment in the first 60 days after hospice enrollment
lead to earlier use and reduce the practice of late enrollment?
Will it decrease long hospice stays? Will the changes impact
quality of care? This is particularly important as Medicare
moves toward value-based payments based on quality mea-
sures. Palliative care and hospice are behind other parts of
the health-care system in moving toward new payment
models.

Paying physicians to discuss advance care directives will
also be studied to determine whether this practice affects
decisions or impacts referrals to hospice or palliative care or,
for those who do not formally enroll in such programs,
increases the practice of comfort care, with fewer medically
complex interventions that provide little benefit to the
patient.

The CMS demonstration project that allows hospice
enrollees to continue curative care will be carefully studied
to determine if this flexibility increases hospice enrollment,
improves quality of life, and reduces costs. Medicare spend-
ing on end-of-life care is significant. The unquestioning
offering of expensive life-prolonging technologies regard-
less of cost and no matter how marginal the benefit is consid-
ered by some to be ethically questionable, since it comes at
the expense of other publicly-funded social priorities such as
universal access to health care, clean air and water, educa-
tion, and needed infrastructure [161].

Quadruple Aim

In addition to the widely referenced triple aim of enhancing
patient experience, improving population health, and reduc-
ing costs, a fourth aim that addresses widespread burnout
and dissatisfaction among clinicians and staff will enhance
the functioning of the health-care system. Improving the
work life of health-care providers leads to better care, better
health, and lower costs [162]. Providers who work in end-of-
life care are vulnerable to burnout due to chronic stress from
working with terminally ill patients with the associated fre-
quent exposure to death and loss, physical and emotional
suffering, increasing workloads, and competing role
demands. Nurses often have the most interaction with
patients and may experience family-like grief, especially
with more intense and longer relationships [163]. Nurses
mature emotionally with experience and find reward in end-
of-life care with opportunities for personal and professional
growth [164-166]. Exposure to death and dying can lead

palliative and hospice care professionals to live in the pres-
ent and cultivate a spiritual life which can include coping
mechanisms that decrease chances of burnt-out, such as clin-
ical variety, transcendental meditation and quiet reflection,
realistic expectations, and remembering patients [167, 168].
Innovations that promote resiliency and self-awareness using
mindfulness, health education, cognitive strategies, and
other coping skills will support the people working in the
expanding field of end-of-life care [169-171].
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