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Because of the rapidly increasing
number of older adults with

chronic disabling conditions and be-
cause of advancements in lifesaving
technologies, end-of-life care has be-
come a significant component of the
health care system. Although end-of-
life care is a relatively common option
for patients with terminal cancer, it has
become available only recently for pa-
tients with Alzheimer’s disease. 

In September 2001 Medicare is-
sued a memorandum that stated that
claims for hospice services should not
be automatically denied just because
a patient has a diagnosis of dementia
(personal communication, Alzhei-
mer’s Association, 2004). The Na-
tional Hospice and Palliative Care
Organization reported that approxi-
mately 8 percent of patients in hos-
pices in 2002 had Alzheimer’s disease
(1). Current federal Medicare regu-
lations require that a patient have a
prognosis of less than six months of
life in order to be eligible for hospice
benefits. This requirement is widely
viewed as being inadequate, espe-
cially in regard to Alzheimer’s dis-
ease. Although the guidelines for de-
termining prognoses of selected non-
cancer diseases are based on severi-
ty-of-illness criteria, it can be chal-
lenging and controversial to apply

these guidelines to the end stage of
Alzheimer’s disease (2). The practice
guideline of the American Psychi-
atric Association briefly discusses
hospice care in end-stage Alzheimer’s
disease, but it lacks practical infor-
mation (3). This column explores
end-of-life situations unique to pa-
tients with end-stage Alzheimer’s dis-
ease and their caregivers that demon-
strate why practice guidelines and
Medicare criteria should be revised. 

Clinical issues 
General features
Alzheimer’s disease is the most com-
mon cause of dementia among per-
sons older than 65 years. Current pro-
jections state that the number of indi-
viduals with Alzheimer’s disease will
increase to 13.2 million by 2050. Al-
though the course of Alzheimer’s dis-
ease is predictable, the rate of disease
progression is not. In two prospective
studies median survival time for out-
patients with Alzheimer’s disease was
largely dependent on age of onset and
ranged from 3.3 to 9.3 years (4,5). A
prospective study demonstrated that
comorbid conditions—such as dia-
betes, congestive heart failure, and is-
chemic heart disease—were associat-
ed with reduced survival of patients
with Alzheimer’s disease (6). 

The end stage of Alzheimer’s disease
may last as long as two to three years
(7). Patients in this stage have signifi-
cantly reduced verbal output, have in-
continence, have a decreased ability to
ambulate, and require total assistance
with activities of daily living (8). Their
ability to recognize once familiar peo-
ple is significantly diminished. These
patients are mostly bedridden. Multi-
ple and painful joint contractures of-

ten develop (9). Pneumonia, urinary
tract infection, dehydration, malnutri-
tion, and bedsores are commonly list-
ed as causes of death. 

Pain
As many as 45 to 80 percent of nursing
home residents have pain that con-
tributes materially to functional im-
pairment and decreased quality of life
(10). Pain becomes an especially chal-
lenging issue among patients with cog-
nitive impairment (11). Pain is often
not identified and tends to be under-
treated in long-term-care facilities and
is also common among patients who
require end-of-life care (12). 

One of the causes for inadequate
pain control among patients with
Alzheimer’s disease is the difficulty in
detecting and assessing intensity of
pain. In one study of 158 nursing
home residents, the 0-to-10 pain rat-
ing scale was grossly inadequate in
measuring pain (13). Pain Assessment
in Advanced Dementia and Pain As-
sessment for the Dementing Elderly
are recently published tools that were
developed specifically for patients
with Alzheimer’s disease, but further
research is needed to test their relia-
bility and validity (14,15). 

Effective pain management may
have important implications for im-
proving quality of life among individu-
als with end-stage Alzheimer’s disease.
Acetaminophen can be safely used
around the clock in this population,
but there is a risk of hepatotoxicity
with chronic use. Although non-
steroidal anti-inflammatory drugs of-
ten work well for these patients, clini-
cians should be aware that they have
various side effects. Additionally, it is
important for clinicians to know that
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nonsteroidal anti-inflammatory drugs
have a low ceiling effect. 

Opiate drugs, such as morphine,
have no ceiling effect and have been
shown to relieve all types of pain (16).
Also, opiate drugs are probably under-
used in the geriatric population and
may be safer than other drug strategies
that are used (17). However, clinicians
should be aware that opiate drugs can
increase confusion among patients
with end-stage Alzheimer’s disease. 

The transdermal fentanyl patch
may be helpful among patients who
are unable to swallow pills. However,
because of the drug’s extreme poten-
cy and the potential for overdose, it
should not be used among elderly
patients who are opiate naive or
among those who are unaccustomed
to the respiratory depression caused
by opiates (18). 

Finally, a nonnarcotic agent, tra-
madol, may be useful. Tramadol has
the same potency as codeine, but it
rarely causes respiratory depression.

Neuropsychiatric symptoms
In the later stages of Alzheimer’s dis-
ease more than 50 percent of patients
exhibit behavioral symptoms, such as
aggression, combativeness, shouting,
and disinhibition (19,20). However, as
patients approach the end stage of
Alzheimer’s disease, they typically be-
come mute and apathetic. They may
cry out for no clear reason, but agita-
tion is generally no longer a challenge
that the clinician has to deal with. If
they become agitated, it is very impor-
tant to rule out underlying physical
disorders.

Antipsychotic drugs are the main-
stay of treatment for psychotic symp-
toms and aggression in this population.
High-potency agents, such as halo-
peridol, are effective in controlling be-
havioral symptoms. Second-genera-
tion antipsychotic agents can be used
for the same purpose.  

Although it can be difficult to diag-
nose depression among noncommu-
nicative patients with end-stage Alz-
heimer’s disease, the presence of
mood swings with crying spells and ir-
ritability may be indicative of depres-
sion (21). Selective serotonin reuptake
inhibitors are preferred agents to use
when treating depression and have a
favorable side-effect profile. 

Delirium
Patients with end-stage Alzheimer’s
disease are susceptible to various med-
ical conditions. Comorbid medical
conditions and cognitive impairment
are serious risk factors for the develop-
ment of delirium (22). This problem
may go unnoticed among patients in
this population, especially when they
have no appreciable behavioral mani-
festations of delirium. However, delir-
ium is commonly accompanied by a
wide array of behavioral changes, such
as aggression, hallucinations, delu-
sions, anxiety, and reversed sleep cy-
cle. These behavioral disturbances can
be overwhelming to patients and care-
givers. It is important to provide these
patients comfort and safety by using
psychopharmacologic and environ-
mental interventions while their un-
derlying medical conditions are treat-
ed. Behavioral symptoms generally re-
spond well to antipsychotic agents, re-
gardless of the cause of delirium. Soft
restraints may be necessary to keep
these patients in beds or to keep them
from pulling out intravenous lines.

Food refusal
Some patients with Alzheimer’s disease
resist or refuse to eat for many reasons.
However, in end-stage Alzheimer’s dis-
ease, dysphagia is common and can be
a significant challenge to clinicians and
caregivers (23). Individuals in this stage
may simply forget how to eat, or a loss
of brain cells may cause impairment of
the swallowing mechanisms. Some pa-
tients with end-stage Alzheimer’s dis-
ease are apathetic and have no interest
in eating at all. Many patients in this
stage may need assistance with much
cueing or total feeding. Choking can be
prevented by avoiding thin liquids, giv-
ing boluses of food with sufficient
moisture, and keeping patients in a sit-
ting position (24). 

Enteral (tube) feeding is inevitably
addressed when patients with end-
stage Alzheimer’s disease stop eating or
experience significant difficulty swal-
lowing. A review of existing literature
by Finucane and associates (25) con-
cluded that there was no evidence that
tube feeding among these patients pre-
vents aspiration pneumonia, prolongs
life, reduces incidence of pressure
sores or infections, improves function,
or provides palliation. 

Caregivers’ perspectives 
on end-of-life care
Settings
For the past century, nursing homes
and hospitals have increasingly become
the site of death. Approximately half of
all Americans who live to the age of 65
years will enter a nursing home before
they die, and 20 percent will die there
(26). However, because nursing home
care is more focused on restorative
services, the palliative needs of persons
with end-stage Alzheimer’s disease in
nursing homes are not adequately
managed (27). Additionally, a shortage
of nursing staff and high rates of staff
turnover are most likely to negatively
affect the quality of end-of-life care in
nursing homes (27). 

In an extensive survey of family
members of 1,578 decedents, Teno and
colleagues (28) concluded that many
people dying in nursing homes or hos-
pitals have unmet needs for symptom
amelioration, communication with a
physician, emotional support, and re-
spectful attention. Also, they found that
family members of decedents who re-
ceived care at home with hospice serv-
ices had fewer concerns about the
amount of emotional support that was
provided to the patients. 

End-stage decisions
Multiple issues can be addressed with
the caregivers of persons with end-
stage Alzheimer’s disease. Ideally, pa-
tients have already prepared advance
directives and a living will and ap-
pointed durable power of attorney be-
fore the onset of dementia. When
these advance directives are unavail-
able, clinicians should help caregivers
think through the relevant issues and
come to their own decisions. These is-
sues can be best addressed with care-
givers in terms of the outcomes of var-
ious treatment options, goals of med-
ical care, and risks. Clinicians need to
be clear and direct, avoid medical jar-
gon, and be empathic with caregivers’
feelings. It is important to assure care-
givers that their loved ones will receive
supportive measures, even if care-
givers decide not to opt for acute med-
ical interventions. 

Emotional support
Caregivers of persons with Alzheimer’s
disease experience stressful demands,
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especially because of the length of time
that care is required, the behavioral
symptoms of patients, and the severity
of decline of patients during the course
of the illness (29). Insufficient atten-
tion has been given to how end-of-life
care affects caregivers or to caregivers’
responses to the death of the patient. A
study conducted by Schulz and associ-
ates (30) indicated that caregivers
needed intervention, and support serv-
ices were needed most often immedi-
ately before the patient’s death. 

Caregivers may need help in resum-
ing their own lives after the patient’s
death. Psychiatrists who are called in
as consultants or who have a long-term
relationship with the patient or care-
giver are uniquely positioned to assist
the caregiver with his or her emotion-
al needs that are associated with end-
of-life care or the patient’s demise
(31,32). Support can also be obtained
from local chapters of the Alzheimer’s
Association (www.alz.org) and the Na-
tional Hospice and Palliative Care Or-
ganization (www.nhpco. org). The
guidelines recently developed by the
National Consensus Project for Quali-
ty Palliative Care offer a comprehen-
sive format to improve the quality of
care, efficiency of care delivery, and
patient and caregiver satisfaction in
the psychological and psychiatric as-
pects of care (33).

Conclusions
End-of-life care for individuals with
end-stage Alzheimer’s disease is in-
creasingly important because of the ris-
ing number of patients with this dis-
ease. However, there are barriers to
providing high-quality end-of-life care.
Revising Medicare regulations for hos-
pice benefits and medical guidelines of
the National Hospice and Palliative
Care Organization may improve end-
of-life care for this population. Addi-
tionally, clinical practice guidelines
specific to end-of-life care of individu-
als with end-stage Alzheimer’s disease
and their caregivers would assist prac-
titioners in further enhancing their
care of individuals with this disease.
Regardless of where persons with end-
stage Alzheimer’s disease receive care,
health care systems and clinicians
should make efforts to ameliorate the
suffering of patients with this disease
and their caregivers. ♦
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