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 Introduction

The population of older adults in the United States is growing 
at a significant rate. In fact, it is predicted that by the year 
2050, the population of individuals aged 65–74 years old will 
increase from 6% to 9%, and for those who are aged over 
75  years, it will increase from 6% to 11% [1]. Dementia is 
estimated to affect approximately 47 million people world-
wide, and it is predicted that by the year 2050, this number will 
increase to 130 million [1]. Unfortunately, as our population 
ages, the independence and autonomy of many older adults 
will be called into question, whether this be due to chronic 
medical or psychiatric disorders. Older adults are vulnerable 
to exploitation and abuse due to common cognitive and physi-
cal impairments. The changing landscape of increasing life 
expectancy, advances in the healthcare system, and personal 
need for autonomy are likely to pose key ethical challenges 
before individuals, families, and their medical providers. In 
this chapter, we will use a running case to outline key ethical 
issues that arise at progressive stages of dementia, following 
the elegant model adopted by Peter Whitehouse [2]. In the 
first subsection, we will discuss issues presenting in the early 
(mild) stages of dementia. These include genetic testing, dis-
closure of the diagnosis, and the use of cognitive enhancers. 
This will be followed by discussion of an important issue aris-
ing in moderate dementia, namely, the management of behav-
ioral symptoms. Decision-making regarding placement in 
long-term care facilities will then be described. Finally, issues 
in end-stage dementia and relevant principles in palliative 
care will be discussed. For issues on medical decision-making, 
management of finances, and independent living, readers are 
referred to the corresponding chapters of this book.

 The Case of SR

SR is a 75-year-old man with a medical history of hyperten-
sion, coronary artery disease, diabetes, and neuropathy. He has 
no significant past psychiatric history. He has a family history 
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of Alzheimer’s disease on his maternal side. SR works as a 
mathematics professor at a local university. He has been mar-
ried for 45 years to his wife and has 3 adult children. SR pres-
ents to his primary care physician with his wife with complaints 
of gradual memory impairment. He states that in the last 
1–2 years, he has noticed subtle symptoms, such as forgetting 
people’s names, as well as frequent difficulties in finding his 
keys and glasses. He describes that more recently; he has been 
making errors in his classes, resulting in several complaints 
that have been lodged against him by his students. SR is 
referred to a cognitive neurologist, and an extensive work up is 
done, including a neurological exam, comprehensive neuro-
logical testing, laboratory tests, and head imaging. He is diag-
nosed with early stage Alzheimer’s disease. SR’s wife asks that 
his physician not inform him of the diagnosis. His daughter 
contacts the neurologist the following week inquiring if she 
should consider getting herself tested for susceptibility to 
Alzheimer’s disease.

The diagnosis of mild (early) dementia often brings forth 
several issues to the table. These include genetic testing, 
whether or not to disclose the diagnosis of dementia, whether 
or not to prescribe cognitive enhancers, creating advance care 
directives, and the need to identify a surrogate decision 
maker. The last two topics are discussed elsewhere in this 
book, and therefore will not be discussed in this chapter.

 Ethical Issues in Early Stages of Dementia

 Genetic Testing

There are four well-established disease-associated genes that 
have been identified, and numerous chromosomal regions are 
currently under investigation. The first three well-known 
genes include 3-APP, PSEN1, and PSEN2 [3]. These three 
genes represent approximately 3.5% of all cases of Alzheimer’s 
disease. These genes are inherited as autosomal dominant 
traits, which is linked to the early onset of Alzheimer’s disease. 
Mutations that occur in these genes are deterministic, which 
means that the affected individual will inevitably develop the 
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disease, if the individual lives long enough. The last estab-
lished gene associated with disease is ApoE-e4. Mutations of 
this gene increase the susceptibility to late- onset Alzheimer’s 
disease. Mutations of this gene make up the most common 
form of this disease [3]. There are some important consider-
ations to make in the discussion of the genetics of Alzheimer’s 
disease. One consideration is predictive genetic testing. In this 
form of testing, the goal is to predict the future risk of devel-
oping Alzheimer’s disease in an asymptomatic individual, 
which is done through the examination of genetic material. 
This becomes important in the detection of early onset 
Alzheimer’s disease, where family history is negative in 40% 
of the cases. This is usually due to early death, or failure to 
recognize the signs in family members. This type of testing is 
currently restricted to adults from families that show an auto-
somal dominant pattern with early onset Alzheimer’s disease 
[3]. The second consideration to make is genetic risk assess-
ment. Here, the goal is to identify genetic markers that are 
known to confer an elevated risk of developing Alzheimer’s 
disease. There is a general consensus that Apo testing has a 
limited value for predictive testing for Alzheimer’s disease in 
symptomatic people, and therefore the presence of such a 
marker is neither necessary nor sufficient for the development 
of Alzheimer’s disease [3]. There are opposing arguments as to 
the merits and demerits of genetic testing. The main merit to 
this testing would be the ability to prepare for the future. 
There are several demerits to testing that have been voiced. 
One is the catastrophic reaction that such testing may bring to 
the patient and family members. Another demerit is the real-
ity that currently available treatment options have, at best, a 
modest effect on the disease progression [2]. Finally, there is 
the possibility of increased healthcare costs, as well as dis-
crimination with employability and insurability. As per the 
Stanford Program in Genomics, Ethics, and Societies, it is 
recommended that the “emphasis on development of educa-
tional and counseling programs be directed by genetic coun-
selors, informed consent, strict control over the advertising 
and marketing of genetic tests for Alzheimer’s disease, and 
referral to resources for psychological testing” [2].
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 Disclosure of Diagnosis

The request from family members to not disclose the diagnosis 
of Alzheimer’s disease to a patient is a common issue encoun-
tered in early disease stage. The most commonly cited reasons 
in the literature that favor not disclosing include the lack of 
diagnostic certainty, the absence of effective treatments, the 
potential for adverse psychological reactions, and the inability 
of persons with developed Alzheimer’s disease to understand 
and/or retain the diagnosis [2]. The most important and obvi-
ous reason to inform an individual of the diagnosis of 
Alzheimer’s disease is respect for a patient’s autonomy. It is 
essential if patients are to have an active role in planning for 
their own care. In the United States and Northern Europe, it is 
considered best to allow the autonomous individual to have 
access to this information. In East Asia and Southern Europe, 
it is considered best to tell the family, and the patient is usually 
“protected” from the diagnosis [2]. As per the Alzheimer’s 
Association, “As long as a person retains his or her capacity to 
understand and appreciate the information relevant to a diag-
nosis, it is important to fully disclose the diagnosis and its 
implications in a supportive manner” [4]. Early disclosure of 
diagnosis allows for various decisions. It allows for advanced 
planning, including the planning for “optimal life experiences 
in remaining years of intact capacities.” It allows for preparing 
advance directives and power of attorney. It allows for consid-
eration for participation in research. It allows for the participa-
tion in support groups. Additionally, it allows for deciding 
whether to take cognitive enhancers. It has been recommended 
that disclosure best practices emphasize patient-centered com-
munication techniques in order to minimize psychological 
distress following diagnosis [2].

 Use of Cognitive Enhancers

The use of cognitive enhancers in early stages of illness is often 
discussed in the geriatric community. Currently, there are four 
FDA-approved drugs for cognitive enhancers. Rivastigmine, 
Galantamine, and Donepezil are medications that fall under 
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the class of cholinesterase inhibitors, which are used to improve 
cognition by inhibiting neuronal acetylcholine breakdown [5]. 
Memantine is a N-methyl-D-aspartic receptor antagonist, 
which functions to regulate glutamatergic neurons activities, 
which facilitates synaptic plasticity, neuronal growth, and dif-
ferentiation [5, 6]. Currently, the combination of memantine 
and donepezil is considered the most effective therapy [5, 6]. 
The use of these FDA-approved medications has been associ-
ated with lower rates of dementia progression and cognitive 
decline in short-term studies. Long-term observational studies 
have found that persistent use of these medications slows to 
progression of cognitive, functional, and global decline [5, 6]. 
Ultimately, the use of these medications delays the need for 
nursing home placement [6]. Treatment with cognitive enhanc-
ers may also reduce total costs of treatment for individuals 
diagnosed with dementia. For those not treated, there are 
greater services obtained in hospitals and post-acute care cen-
ters, as well as longer length of stays in the hospital. These 
observations are somewhat offset by the cost in prescriptions, 
physician visits, and outpatient hospital costs [5, 6]. There are 
several arguments against the use of these medications. The 
most important consideration is that these medications pro-
vide symptomatic treatment for the disease; however, there is 
no strong evidence for disease-modifying properties. Another 
argument relates to the side effects of these medications. The 
most common side effects include nausea, vomiting, and diar-
rhea. Less common side effects include anorexia and weight 
loss, bradycardia, confusion, dizziness, and sleep disturbance [7, 
8]. These side effects may present as a safety concern in the 
prescribing of these medications in the poly-medicated older 
adult population. Finally, there is a question of tolerability of 
these medications with relation to quality of life. It is impera-
tive that clinicians engage the patient and families, as applica-
ble, in a comprehensive and careful discussion of the benefits 
and risks of medications that slow down cognitive decline and 
help support informed decision-making. For a discussion of 
advance care directives, readers are directed to the correspond-
ing chapter in this book.
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 Ethical Issues in Moderate Stages of Dementia

It has been 3 years since SR was diagnosed with Alzheimer’s 
disease. He has just been admitted to the hospital due to para-
noia and behavioral issues at home. He believes that his wife 
has been stealing his money. He has gotten both verbally and 
physically aggressive toward his wife numerous times, which is 
a dramatic change from his previous gentle demeanor. In the 
hospital, SR has refused various forms of treatment, including 
blood draws and the administration of any medications. SR 
has undergone psychiatric evaluation, and concluding the 
evaluation the psychiatrist begins discussing with the family 
the idea of starting SR on a small dose of quetiapine to target 
these symptoms. SR’s wife is concerned about the idea of 
“chemically sedating” the psychiatrist and asks if it is truly 
necessary.

 Management of Behavioral Disturbances

As dementia progresses to the mid-stage of disease, cognitive 
decline becomes more impairing and behavioral issues tend 
to develop. With progressive deterioration in functioning and 
decision-making, several ethical issues come into  consideration 
regarding management of the person’s health. The most criti-
cal issue is the question of a person’s capacity to make 
informed medical decisions regarding their own health. This 
includes issues of deciding medical treatment, participation in 
clinical research, and participation in determining the level of 
care or disposition. This subsection will focus on the ethics of 
managing behavioral issues associated with dementia using 
psychotropic medications, in particular, antipsychotic medi-
cines. For a discussion of ethical issues in medical decision- 
making and participation in research, readers are referred to 
the corresponding chapters in this book.

Behavioral issues associated with dementia can vary 
widely, and can include, but are not limited to apathy, depres-
sion, mood lability, heightened impulsivity, agitation, para-
noia, and even frank psychotic symptoms like hallucinations 
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or delusions. As the disease process progresses, such behav-
ioral symptoms become more frequent and difficult to man-
age. In fact, up to 50% of people suffering with dementia will 
at some point experience some degree of psychosis or agita-
tion [9, 10]. It is these symptoms that become the most salient 
in the management of the illness and raise consideration for 
use of antipsychotic medications. Both first-generation and 
second-generation antipsychotics have been studied in the 
use of managing behavioral issues in dementia. Both classes 
of medications have demonstrated some benefit in managing 
symptoms of agitation and psychosis, but large-scale studies 
and meta-analyses have shown that these benefits are modest 
overall [11, 12]. These medications are commonly associated 
with adverse effects, including sedation, extrapyramidal side 
effects (particularly with the first-generation agents, such as 
haloperidol), and most concerning-increased risk of cerebro-
vascular events and death with the second-generation anti-
psychotics [11, 12]. Thus far, there is actually no FDA-approved 
use for antipsychotic medications in the management of 
behavioral issues in dementia. The FDA has issued a black 
box warning against the use of antipsychotics in dementia- 
related psychosis due to the significantly increased mortality 
associated with their use [11].

With consideration of the above-stated risks, it is under-
standable for SR’s family to be concerned about the idea of 
“chemical sedation.” It is necessary that as clinicians we rec-
ognize and acknowledge such concerns. Perhaps even more 
importantly, it is imperative that the surrogate decision 
maker be clearly informed of the risks associated with using 
these agents since the patient typically cannot make the deci-
sion for themselves. Discussion of such risks with these medi-
cations is typically quite frightening for families and caregivers, 
and may deter the consideration of their use. But it is prudent 
that the clinician frame the potential utility of these medica-
tions from both the perspective of the patient’s wellbeing and 
that of the caregivers. In some cases, the administration of 
antipsychotic medication may be a necessary measure to alle-
viate the distress of frightening psychotic symptoms, thereby 
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improving the patient’s quality of life. In such situations, it 
becomes imperative to carefully weigh issues of mortality 
with quality of life. Alternatively, the use of antipsychotic 
medications may be necessary to manage the patient’s 
aggressive behavior thereby facilitating the viability of the 
caregiver still being able to care for the patient in their own 
home. Should these agents be employed in dementia man-
agement it is recommended that the lowest effective dose be 
used to minimize risk of adverse effects.

 Ethical Issues in Moderate—End Stages 
of Dementia

It has been 6 years since SR developed Alzheimer’s disease. SR 
has been experiencing recurrent falls in his home, as well as 
repeated episodes of urinary tract infections. He has required 
three hospitalizations this year, each of which has been compli-
cated by delirium. SR was started on quetiapine during one of 
these hospitalizations due to behavioral disturbances related to 
delirium. After the third hospitalization, the decision was made 
to move SR into a nursing home. SR’s wife and daughter visit 
him regularly, though recently he has been withdrawn and has 
limited interactions. The patient is refusing placement. His fam-
ily shared emotional challenges and decisional conflicts with 
respect to nursing home placement.

 Placement in a Long-Term Care Facility

As dementia continues to progress, patient needs escalate. 
New and difficult challenges arise, such as consideration for 
placement in long-term care facilities and utilization of 
advance care directives. Advanced care directives will be dis-
cussed in depth in the corresponding chapter of this book. 
For high-income countries, the transition of people with pro-
gressive dementia into care homes is a relatively common 
process, particularly in the last 10 years as the “baby boomer” 
generation has reached old age [13]. This reflects the high 
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level of care often required for people afflicted by advanced 
stage dementias. The need for nursing home placement is 
multifactorial, including issues of medical comorbidity, vari-
ous psychosocial issues, and neuropsychiatric complications, 
such as behavioral problems which are focused on in this 
chapter.

Managing behavioral complications of dementia reaches 
much further than the bounds of easing the patient’s indi-
vidual experience. Eventually, there comes a point where 
these symptoms compromise the patient’s safety interfere 
greatly exceed the capabilities of family caretakers. This 
becomes particularly important in the case of patients who 
demonstrate wandering behaviors and overt aggression. 
Behavioral problems in dementia have been consistently 
shown to be a primary factor associated with caregiver stress 
[14]. The major conflicting factor with nursing home place-
ment is the idea of separating a person from their own home 
and family. Patients with mild to moderate dementia have 
been found to demonstrate awareness of the possibility of 
future placement and often wish to postpone placement for 
as long as possible [13]. This raises the ethical dilemma of 
weighing the patient’s own autonomy against the principle of 
best serving the patient’s health needs, i.e. beneficence. But 
even in more severe cases of dementia when behavioral 
issues become common and severe, consistency and familiar-
ity of surroundings, routine, and people remain significant 
factors in preventing behavioral complications [15]. Discussion 
regarding the need for long-term level of care is, therefore, a 
critical conversation for clinicians to have with patients’ fami-
lies. As with the discussion of starting antipsychotic medica-
tions, it is necessary to frame the conversation of placement 
from both the perspectives of maintaining autonomy and 
basic safety. In some cases, such as SR’s, nursing home place-
ment may be necessary to meet the needs of a patient’s medi-
cal comorbidities, or to ensure continued monitoring 
necessary to maintain safety. But in other cases, separating 
the patient from their home environment may actually cause 
unjustified psychological harm and worsening of symptoms. 
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The autonomy of the patient should be respected as much as 
possible even in the midst of declining cognition, so determi-
nations of placement should carefully weigh the desires and 
expectations of both patient and family.

 Ethical Issues in End-Stage Dementia

It has been 10 years since SR was diagnosed with Dementia of 
Alzheimer’s type. He has spent the last 4  years in a nursing 
home. He is now bed bound, has minimal speech output and is 
completely dependent on nursing care for his ADLs. Family 
members have raised concerns about SR’s declining appetite 
and weight loss. He has difficulty swallowing and developed 
pneumonia once this year. They request a consult for feeding 
tube as they cannot see SR “starve to death”. SR does not have 
a living will on file.

Management of end-stage dementia is complex from both 
clinical and ethical standpoints. In this section, we will first 
describe the process of prognostication in dementia. This will 
be followed by care of commonly encountered end-stage 
conditions, such as pain, agitation, pneumonia, and weight 
loss. Identification of distress, empathic communication, and 
education of families and suitable incorporation of a pallia-
tive approach form the cornerstones of good clinical care in 
end-stage dementia.

 Prognostication in Dementia

Dementia is a terminal illness. The long-term prognosis is 
heterogeneous and variable. However, patients inevitably 
have a progressive deteriorating course with complications 
like pneumonia being the most common cause of death. 
Mean survival time of patients with dementia has been ana-
lyzed in cohort studies and case series, ranging from 3 to 
11 years [16–18]. The prognosis is determined by the age at 
diagnosis, gender, and the presence of comorbidities [19]. 
There are multiple markers of poor short-term survival which 
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include aspiration, recurrent urinary tract infections, pressure 
ulcers, fever, weight loss, and sepsis. One study found that in 
nursing home residents with advanced dementia, 6-month 
mortality for those who developed pneumonia, reduced, eat-
ing and fever was 47%, 45%, and 39%, respectively [20]. Not 
perceiving dementia as a terminal illness can lead to pro-
tracted suffering and poor quality of life at end of life. In 
nursing homes, healthcare professionals have been noted to 
have overly optimistic prognosis of advanced dementia. A 
study found that only 1% of patients were perceived to have 
a life expectancy of less than 6 months but 71% died in that 
time period [21]. Only 43% of family members perceived 
dementia as a terminal illness [22]. A US study in nursing 
home patients with advanced dementia showed that if fami-
lies had limited understanding of the poor prognosis and 
clinical course of advanced dementia, patients were more 
likely to undergo burdensome interventions [23].

 Palliative Care in End-Stage Dementia

In contrast to those dying from cancer, those dying from 
dementia are significantly more likely to receive non- 
palliative treatments, such as feeding tubes or invasive studies 
as well as be restrained in the last 30  days of life [21]. As 
mentioned earlier in this section, prognostication is challeng-
ing and many patients can have a “prolonged dwindling” 
course with severe disability that can persist for years [24]. In 
the United States, Medicare hospice eligibility criteria for 
dementia are based on FAST staging [25]. Only patients who 
are stage 7 with one associated complication (either aspira-
tion, upper urinary tract infection, sepsis, multiple stage 3–4 
pressure ulcers, persistent fever, or weight loss of more than 
10% in last 6 months) qualify for hospice. However, reliabil-
ity of the FAST staging is questionable because some patients 
do not follow a sequential course in FAST.

In 2004, Mitchell et  al. developed a 12-item scale which 
predicted risk of mortality at 6 months in dementia. This scale 
incorporated an individual’s demographic data, comorbidities, 
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such as cancer, heart failure, and the need for oxygen therapy, 
symptoms like dyspnea, malnutrition data, the presence of 
intercurrent acute processes, as well as performance data, such 
as fecal incontinence or bed rest [26]. In 2010, the same 
researchers revised this scale and published another 12-item 
prognostic tool: The Advanced Dementia Prognostic Tool 
(ADEPT) [27] which was consequently validated through a 
prospective study [28] and found to be superior to the 
Medicare hospice guidelines in identifying patients with a 
high risk of death within the next 6 months. The next subsec-
tion describes the management of common symptoms encoun-
tered in end-stage dementia.

Behavioral problems change qualitatively and quantita-
tively as dementia progresses. For example, delusions and hal-
lucinations might be less common in the last few months of life, 
whereas resisting care is more common. Almost any behavioral 
change is indicative of underlying distress, such as pain, dys-
pnea, fear, or unmet needs. An optimal approach would be to 
identify and remove the source of distress. This is best accom-
plished when multi-disciplinary care teams suitably involve 
families [15]. Pain is a common cause of suffering and behav-
ioral disturbances in patients with advanced dementia. Due to 
impaired ability of individuals with  dementia to communicate 
their needs, pain assessment, and management is especially 
challenging. Nursing home residents with dementia reporting 
pain are 50% less likely to be treated, when compared to their 
cognitively preserved counterparts [29]. Hence, observational 
tools for caregivers that focus on pain associated behaviors like 
agitation in relation to posture changes and essential personal 
care, noisy breathing, nonverbal vocalizations (screams and 
grunts), facial expressions or changes in usual behavior (aggres-
siveness, refusal to eat, alteration of sleep rhythm, changes in 
level of activity, etc.) need to be implemented and caregivers 
need to be educated whether in the community or institutions. 
As a general rule, it is best to prescribe scheduled analgesics 
rather than on a needed basis [29].

Autopsy studies have determined that the main causes of 
death in advanced dementia are pneumonia, cardiovascular 
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diseases, pulmonary embolism, cachexia, and dehydration 
[30]. When the patients with dementia develop pneumonia, 
they are commonly hospitalized and treated with antibiotics, 
primarily parenterally. However, it is important to be aware 
that the benefits of antibiotic treatment and hospitalization 
are not well established in this population [31, 32].

Survival after any of these complications is reduced. The 
burden of hospitalization may far outweigh any benefits. 
Relevant data must be used to inform and educate families and 
healthcare professionals, that infection and nutrition problems 
are to be expected and that their presence usually indicates 
that the end of the patient’s life is near [20]. Weight loss and 
anorexia are commonly observed in end-stage dementia, and 
multiple factors such as impaired swallowing reflexes, apraxia, 
and anosmia contribute to them. One of the most emotionally 
demanding decisions for families and physicians is the decision 
about artificial nutrition and hydration. Religious values also 
determine the beliefs on withholding artificial nutrition. Tube 
feeding and artificial nutrition may be requested by families 
due to concerns of their loved one being “starved to death”. 
They often feel they have no choice but to authorize placement 
of a feeding tube in absence of clear and explicit advanced 
directives. A study of physicians and nurses found that almost 
half of them believed that even if all forms of life support are 
stopped, nutrition and hydration should be continued [33].

As many as 44% of nursing home residents with advanced 
dementia have feeding tubes placed [34]. There is compelling 
evidence that artificial feeding does not improve life expec-
tancy or quality of life, nor does it prevent aspiration pneu-
monia in advanced dementia [35]. When tube feeding is used 
as permanent substitute to oral feeding, patients are deprived 
of the pleasure derived from eating. The most serious conse-
quence of tube feeding is the need to restrain some patients. 
Peck et  al. observed that a whopping 71% patients with 
dementia who had feeding tubes had been restrained [36]. 
Growing literature from hospice settings indicates that 
patients in end stages of dementia do not experience more 
than transient hunger and thirst which can be alleviated with 
the use of ice chips and mouth swabs [37].

J. Kumaran et al.



103

Defining optimal palliative care in dementia has been a 
focus of research and development by multiple experts. In 
2014, the European association for palliative care published 
a framework to provide guidance for clinical practice, policy, 
and research. This framework covers aspects such improving 
quality of life, maintaining functioning, and maximizing com-
fort throughout the disease trajectory, adequate treatment of 
behavioral and psychological symptoms of dementia, comor-
bid diseases and inter or concurrent health problems, person- 
centered care, communication and shared decision-making, 
proactively setting care goals and advance planning, prog-
nostication and timely recognition of dying, avoidance of 
overtly aggressive, burdensome and futile treatments, provi-
sion of psychosocial and spiritual support, education of the 
healthcare team, and societal and ethical issues [38]. In the 
United States, the use of hospice services for end-stage 
dementia has increased from 19.3% to 48% from 2000 to 
2009, which is an encouraging trend. However, a vast major-
ity of patients continue to be hospitalized in their last 
90  days of life leading to burdensome interventions, and 
multiple transitions of care [39]. The use of hospice is associ-
ated with improved patient and caregiver outcomes, 
improved pain management, less aggressive care, and greater 
satisfaction among family members [40].

 Conclusion

Dementia brings to the table, numerous ethical challenges 
at every stage of the illness. It is imperative that clinicians 
consistently emphasize on a model of care that is patient- 
centered, even when an individual with dementia become 
less capable of communicating one’s needs. Toward this, one 
must engage in regular and timely communication, educa-
tion of patients and families, and engage them empathically 
in a process of shared decision-making. Research focusing 
on ethical issues in dementia must encompass not only clini-
cal outcomes but also subjective experiences of patients and 
families.
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