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Abstract

While end-of-life (EOL) care has been a relatively common option for
patients with terminal cancer, the utilization of EOL care in Alzheimer
disease and other dementias has become available more recently. By the
time end-stage dementia is present, the clinicians and caregivers become
faced with multiple clinical issues—their inability to provide subjective
complaints of pain and discomfort, behavioral symptoms, delirium, food
refusal, and so on. In addition to providing quality EOL care to the patients,
clinicians need to work with their families in an open and empathic manner,
assuring that their loved ones will receive supportive measures to keep
them comfortable.

Introduction

With the impending influx of the baby boomers into the existing geriatric
cohort with chronic disabling conditions and advancement of life-saving
technologies, end-of-life (EOL) care has increasingly become a significant
component of the health care system. While EOL care has been a relatively
common option for terminal cancer patients, the utilization of EOL care in
Alzheimer’s disease (AD) and other dementias has only become available
more recently. The National Hospice and Palliative Care Organization
(NHPCO) reports that approximately 18.5 percent of the nation’s hospice
census of 2020 was comprised of patients with dementia/Parkinson’s [1].
Although current Medicare regulations require that patients have a
prognosis of less than six months of life in order to be eligible for hospice
benefits, they can still get hospice care if their physician recertifies that the
patient is terminally ill. In this article, the author will explore situations
unigue to patients with end-stage dementias and their caregivers that can
contribute to improved care strategies.

Clinical Issues in End-Stage AD and Other Dementias

General Features Alzheimer’s disease (AD) is the most common
cause of dementing disorders among persons over age 65, and the number
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of individuals with AD is expected to increase to 13.8 million by 2060 [2].
Whereas the course of AD is predictable, the rate of disease progression is
not. In prospective studies, median survival time for outpatients with AD
was largely dependent on age of onset ranging from 4 years to 8 years with
women overall having 0.5 years greater life expectancy than men [2, 3]. A
cross-sectional study demonstrated that comorbid conditions, such as
diabetes, hypertension, adult obesity, and physical inactivity were
associated with increased incidence of dementia and cognitive decline [4],
and the end-stage may last as long as 2 to 3 years [5]. These patients are
characterized by significantly reduced verbal output, incontinence,
decreased ability to ambulate, confinement in bed and total assistance with
activities of daily living (ADL) [6,7]. Recognition of once familiar people is
significantly diminished, and multiple and painful joint contractures
develop often [6,7]. Pneumonia, urinary tract infection, dehydration,
malnutrition and bedsores are commonly attributed to causes of death [6].

Pain Although 45% to 83% of nursing home residents have pain that
contributes to functional impairment and decreased quality of life, pain is
often not identified and tends to be under-treated in long-term care
facilities [8,9]. Pain becomes an especially challenging issue in patients, one
of the causes being the difficulty in detecting and assessing the intensity of
pain in these patients [10]. Even with a specially structured interview
designed to lessen miscommunication regarding pain between residents
and staff, 7-14% of nursing home residents could not be evaluated [8,11].
Similarly, the Pain Assessment in Advanced Dementia (PAINAD) and Pain
Assessment for the Dementing Elder (PADE) are tools developed specifically
for patients with AD, but they need further research for reliability and
validity [12, 13]. Effective pain management has important implications for
improving quality of life among individuals with end-stage AD. The most
common intervention is to use a variety of analgesic agents. The
transdermal fentanyl patch may be helpful to patients who are unable to
swallow pills. But because of the drug’s extreme potency and the potential
for overdosage, this patch should not be used in “opiate-naive” elderly
patients or in those unaccustomed to the respiratory depression caused by
opiates [14]. A non-narcotic agent, tramadol, may be useful to patients with
end-stage AD, which has potency similar to that of codeine but rarely
causes respiratory depression.
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Neuropsychiatric symptoms In the later stages of AD and
dementia in general, many patients exhibit behavioral symptoms such as
aggression, combativeness, shouting, or disinhibition, with some studies
suggesting up to 90% [15, 16]. As the end-stage of AD approaches, the
patients typically become mute and apathetic. If they become agitated,
ruling out underlying medical disorders, side effects of medications,
hunger, fecal impaction or pain and searching for bedsores is crucial. Itis
clinically prudent to continue with current psychotropic agents until they
are unable to swallow the pills. Antipsychotic drugs, though associated
with increased risks of mortality, remain mainstays of treatment for
psychotic symptoms and aggression and the use of them can be
appropriate depending on the circumstance [16]. High-potency agents such
as haloperidol have been used for these behavioral symptoms. Second-
generation antipsychotic agents such as risperidone, quetiapine, olanzapine
and ziprasidone have an improved side-effect profile compared to its
predecessors [17]. Also, newer formulations of these agents, such as
intramuscular and oral rapidly disintegrating forms, provide clinicians with
more options. Selective serotonin reuptake inhibitors are preferred agents
with a favorable side-effect profile. Although it can be difficult to diagnose
depression in a non-communicative patient with end-stage AD, the
presence of mood swings with crying spells and irritability are clues [17].
Treatment decisions and follow-up of changed behavior brought about by
treatment generally depend on the clinician’s judgment.

Delirium For patients in end-stage dementia, medical
comorbidities and cognitive impairment are serious risk factors for the
development of delirium [18] and may go unnoticed especially without any
appreciable behavioral manifestations of delirium. However, some
indicators of delirium are a wide array of behavioral changes, such as
aggression, hallucinations, delusions, anxiety, and reversed sleep cycle.
These behavioral disturbances can be overwhelming to the patient
themselves and caregivers. It is important to provide delirious patients
comfort and safety through psychopharmacologic and environmental
interventions throughout their treatment. Behavioral symptoms of
delirious patients with end-stage AD generally respond well to
antipsychotic agents regardless of causes of delirium.
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Food Refusal Dysphasia is common [19] in the end stage and
can be a significant challenge since some patients resist or refuse to eat.
Individuals in this stage may simply forget how to eat, lose interest in eating
at all, or the loss of brain cells may cause impairment of the swallowing
mechanisms. Many patients need assistance with much cueing and total
feeding. Choking can be prevented by avoiding thin liquids, giving boluses
of food with sufficient moisture, and keeping patients in a sitting position
[19, 20]. Enteral tube feeding is inevitable when patients with end-stage AD
stop eating or experience significant difficulty in swallowing.

Caregiver Perspectives on EOL Care

Settings Over the past century, nursing homes (NH) and hospitals
increasingly become the site of death. Approximately half of all Americans
aged 65 will enter a NH and 20 percent will die there, with almost 70% of
those with dementia dying there [21, 22]. However, NH care being more
focused on restorative services, people with end-stage AD in NH are not
adequately managed for their palliative needs [9, 21]. Shortage of nursing
staff and high turnover rates also affect the quality of EOL care in NH
negatively [9,21]. In an extensive survey of family members of 1578
decedents [23], Teno and her colleagues concluded that many people dying
in NH or hospitals have unmet needs for symptom amelioration, physician
communication, emotional support, and respectful attention. Also, family
members of decedents who received care at home with hospice services
had fewer concerns with the amount of emotional support provided to the
patients.

End-Stage Decisions Ideally, patients have already prepared
advance directives, living will and appointed Durable Power of Attorney
prior to onset of dementia. But when these are not available, clinicians
should help caregivers think through relevant EOL issues such as cardio-
pulmonary resuscitation (CPR), hospitalization, artificial feeding and use of
antibiotics for recurrent infections. These can be best addressed with
caregivers in terms of the outcomes of various treatment options, goals of
medical care, and risks. Clinicians need to be clear and direct, avoid
medical jargon and be empathic with caregiver’s feelings. It is important to
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assure caregivers that their loved ones will receive supportive measures,
even if they decide not to opt for acute medical interventions [24].

Emotional Support Caregivers experience stressful demands
especially due to the length of time of care, the patient’s behavioral
symptoms, and the severe decline of patients during the course of the
illness [25]. Insufficient attention has been given to the impact of EOL care
on caregivers or to their responses to the death of the patient [25].
Caregivers, especially wives and adult daughters, may need help in
resuming their own lives following the patient’s death. Psychiatrists are
uniquely positioned to assist caregivers with their emotional needs
associated with EOL care of AD patients and their demise if they are called
in as a consultant or has had a long-term relationship with patient and
caregivers [26, 27]. The local Alzheimer’s Association (www.alz.org ) and
the National Hospice and Palliative Care Organization ( www.nhpco.org )
also provide such support. The guidelines developed by the National
Institute for Health and Care Excellence offer a comprehensive format to
improve the quality of care, efficiency of care delivery, and
patient/caregiver satisfaction in psychological and psychiatric aspects of
care [28].

Discussion and Conclusion

EOL care for individuals with end-stage AD and other dementias is
increasingly important because of the rising number of AD and other
dementia patients. However, barriers exist to the provision of high-quality
EOL care for these patients. Future consideration of developing clinical
practice guidelines specific to the EOL care of such individuals and their
caregivers would assist practitioners in further enhancing their care of
individuals with end-stage AD. Regardless of the last place of their care,
healthcare systems and clinicians should make efforts to ameliorate the
sufferings of the patients with end-stage of AD and their caregivers.
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