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Preface

The population of older adults in the United States is growing 
at a significant rate. It is estimated that by 2035, there will be 
78.0 million people ≥65 years in age when compared to 76.7 
million people ≤18 years in age. By 2060, the population of 
Americans ≥65 years in age is projected to increase from the 
current 46 million (15% of the population) to over 98 million 
(24% of the population).

It is estimated that one in five older adults in the United 
States has a diagnosable psychiatric and/or substance use 
disorder. Given the substantial increase in the number of 
older adults with mental health and substance use disorders 
in the recent decades, the healthcare system is becoming 
overburdened providing care for these individuals. In addi-
tion, the critical shortage of trained clinicians who are able to 
appropriately care for older adults with psychiatric and sub-
stance use disorders has resulted in provision of substandard 
care for this vulnerable population.

A significant number of older adults also face a multitude 
of medical, psychological, and social issues that impair their 
activities of daily living and worsen their quality of life. In 
addition, a considerable number of older adults also lose 
their independence and autonomy due to the presence of 
chronic medical and/or psychiatric disorders. Many of these 
individuals are vulnerable to exploitation and abuse given 
their cognitive, psychiatric, and physical impairments.

Psychiatric Ethics in Late-Life Patients: Medicolegal and 
Forensic Aspects at the Interface of Mental Health is a book 
that is written to provide the most up-to-date information of 
these topics. This book is meant for use by anyone who is 



vi

involved with the care of older adults, be it a family member, 
a caregiver, a student, a trainee, a novice clinician, or a sea-
soned professional. The goal behind this project was to pro-
duce a concise and appropriately priced book which 
encompasses the latest information on ethical, medicolegal, 
and forensic issues among individuals in late life. It is written 
by experienced professionals who specialize in the care of 
older adults. We hope that the readers of this book will get as 
much satisfaction from reading this volume as we had in writ-
ing it for them.

New York, NY, USA� Meera Balasubramaniam, MD, MPH
New Haven, CT, USA� Aarti Gupta, MD
New Haven, CT, USA� Rajesh R. Tampi, MD, MS,  
Cleveland, OH, USA� DFAPA, DFAAGP
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�Introduction

The “silver tsunami” is approaching. In 2014, there were 46 
million people in the United States over the age of 65; 6 
million of those were age 85 and older. By 2060, the number 
of individuals over age 65 will more than double to 98 mil-
lion, and the number of individuals over age 85 will more 
than triple to 20 million [15]. In addition, the number of 
older adults with psychiatric and substance use disorder 
continues to increase at an appreciable rate. According to 
the Institute of Medicine (IOM), by 2030, expected growth 
in the older population will increase the number of older 
people with mental health and substance use conditions by 
80% [12]. Moving forward, medical providers will be asked 
to confront an increasing number of challenges in navigat-
ing our professional desire to be as helpful as possible to 

Chapter 1
Aging: Balancing 
Autonomy 
and Beneficence
Reiko Emtman and Jason Strauss
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our older patients when our recommendations do not align 
with their wishes.

As healthcare systems and providers strive to address the 
needs of an aging population, it is important to consider the 
potential impacts of aging on individual autonomy. Autonomy 
is freedom from external control or influence and is often 
considered synonymous with independence [2]. In the care of 
older adults, practitioners frequently encounter individuals 
who value and prioritize maintaining autonomy. Beneficence 
is defined as an action done to benefit others and has con-
notations of mercy, kindness, and promoting the good of oth-
ers [2]. Benevolence is sometimes used to justify paternalism, 
or the concept that renders acceptable attempts to benefit 
another person, even when the other person does not prefer 
to receive benefit. Historically, physicians delivered medical 
care in a paternalistic way, where the expected dynamic in the 
healthcare relationship assigned authority and expertise to 
the physician, who provided education, recommendations, 
and advice to the patient [3].

Today’s healthcare system is moving away from a paternal-
istic model and toward self-management [3]. In this model, 
the focus of the clinical encounter is to teach problem-solving 
skills and promote patient self-efficacy as a way of managing 
chronic medical illnesses [3]. In working together to manage 
chronic disease collaboratively, the patient and the provider 
work toward patient-identified goals, which can have ego-
syntonic effects even in the context of chronic illness.

The growing pains of this paradigm shift are reflected in 
the struggles of medical specialists adopting new terminology 
to refer to patients [19]. Psychiatry has struggled with whether 
to refer to individuals seeking psychiatric care as patients, as 
most of their medical colleagues do, or as clients, as is 
becoming more common among their mental health col-
leagues in psychology and social work [26]. A similar struggle 
has emerged for how to respectfully describe individuals who 
are farther along on the aging continuum: “older adults,” 
“elderly,” “geriatric,” “seniors,” “aged,” and the “young-old” 
versus “old-old” [11].

R. Emtman and J. Strauss
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�Ethical Frameworks in Medicine 
and Research: Integration of Autonomy 
and Beneficence

Several key frameworks are helpful in providing context for 
the discussion of autonomy and beneficence in older adults. 
In caring for older adults who commonly have multiple dis-
ease states in addition to physiologic changes with aging, the 
principles of autonomy and beneficence can come into con-
flict with one another [2, 5, 14, 20]. Clinical examples of con-
flicts between autonomy and beneficence will be discussed 
later in this chapter. Table 1.1 provides a comparison of four 
commonly used ethics frameworks for approaching issues 
that arise in the course of clinical practice.

A detailed review of each of these ethical frameworks is 
outside the scope of this chapter. Table  1.1 compares four 
such frameworks. A brief introduction to each of the afore-
mentioned models will be presented here. The moral prin-
ciples outlined by Beauchamp and Childress [2] have been 
longstanding pillars in the realm of medical ethics [14]. 
Jonsen et al. designed a framework for medical profession-

Moral Principles

By Beauchamp &
Childress 

The Four Topics

By Jonsen, Seigler &
Winslade 

Fundamental
Principles

From the Charter on
Medical Professionalism 

Ethical Principles in
Human Subjects
Research

From The Belmont
Report 

Respect for Autonomy Medical Indications Patient Welfare Respect for Persons

Nonmaleficence Patient Preferences Patient Autonomy Beneficence

Beneficence Quality of Life Social Justice Justice

Justice Contextual Features

Professional-Patient
Relationships

Legend:

Principle emphasizing or stemming from autonomy

Principle emphasizing or stemming from beneficence

Table 1.1  Ethical frameworks considering autonomy and benefi- 
cence

Chapter 1.  Aging: Balancing Autonomy and Beneficence
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als and professionals within the healthcare system to pro-
vide a practical approach to solving ethical issues that arise 
in the practice of medicine. The Charter on Medical profes-
sionalism, published in 2002, was designed to address ethical 
conflicts that arise in the context of healthcare systems in 
the new millennium and renew physicians’ commitments to 
the welfare of patients [5]. In 1974, the National Research 
Act became law, which created the National Commission 
for the Protection of Human Subjects of Biomedical and 
Behavioral Research. The product of this commission, enti-
tled The Belmont Report, outlined ethical principles per-
taining to biomedical and behavioral research involving 
human subjects [20].

Next, we will examine the principle of autonomy as pre-
sented in each of these four frameworks. Figure 1.1 provides 
a concise summary of autonomy as presented in each 
framework.

In the practice of geriatrics, how far should clinicians go to 
respect autonomy of a patient? Under what circumstances is 
a paternalistic approach acceptable? Older adults will have 
varying degrees of decisional capacity, but it is important to 
recognize the distinction between autonomy and decisional 

Respect for Autonomy (Beauchamp)

1. Tell the truth

2. Respect the privacy of others

3. Obtain consent for interventions with patients

4. When asked, help others make important decisions

Patient Preferences (Four Topics Model)

In sum, is the patient's right to choose being respected to the
extend possible in ethics and the law?

Patient Autonomy (Charter on Medical Professionalism)

1. Physicians must be honest with their patients

2. Physicians must empower patients to make informed
decisions about their treatment

3. Patients' decisions about their care must be paramount, as
long as decisions are in keeping with ethical practice and do

not lead to demands for inappropriate care

Respect for Persons (Belmont Report)

1. Individuals should be treated as autonomous agents

2. Persons with diminished autonomy are entitled to protection

Autonomy

Figure 1.1  Ethical frameworks of autonomy

R. Emtman and J. Strauss
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capacity. Even individuals who lack the capability to make 
autonomous decisions can still make autonomous choices 
[13]. For example, an older adult who does not have the deci-
sional capacity to refuse placement in a short-term rehabili-
tation facility can still make autonomous choices about meal 
preferences, choices about their daily routine, their level of 
participation in activities and whether to initiate social con-
tact with others. Clinicians show respect for patient auton-
omy through their actions and clinical decision-making and 
should frame any treatment recommendations in terms of 
how each recommendation fits into helping the patient 
achieve their goals. Respecting autonomy requires clinicians 
to refrain from obstructing a patient’s right to make their 
own determinations or judgments [2]. Patient preferences 
incorporate the spirit of autonomy, without having the con-
notation that an individual must have decisional capacity for 
complete self-determination and instead shifts the focus to 
allowing choice wherever reasonable. A paternalistic 
approach that overrides patient autonomy is indicated when 
a person’s preferences and actions infringe on the rights and/
or welfare of another individual. In geriatrics, autonomy may 
need to be overridden to protect the safety of family or pro-
fessional caregivers, other residents in a facility and the 
health of the public.

The principle of beneficence is a universal goal of the 
healthcare system [2, 14]. Here, we will examine factors that 
can impede principles of beneficence in clinical practice and 
discuss the role of mental health providers in some common 
situations. These principles are also compared in Fig. 1.2. One 
example of this is when patients or their family members 
request medically inappropriate treatment. An example of 
this is the use of feeding tubes to treat dysphagia resulting 
from advanced dementia. Given the social, cultural, and 
sometimes religious significance of eating and sharing food, 
families can experience distress when their loved one is no 
longer able to eat, and request feeding tube placement. 
However, studies have shown that feeding tubes do not pro-
vide survival benefit when used in patients with advanced 

Chapter 1.  Aging: Balancing Autonomy and Beneficence
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dementia and that use of feeding tubes is associated with 
higher rates of agitation, chemical, and physical restraint [1]. 
Another common clinical scenario when it can be difficult for 
providers to practice benevolence is in patients with severe 
personality disorders. Research shows that adults with per-
sonality disorders have a reduced life expectancy, which may 
be due to difficulties with interfacing effectively with health-
care systems [10, 22].

�Physiologic Changes of Aging that Can 
Impact Autonomy

In this section, we will take an organ-systems approach to 
examine physiologic changes of aging that can contribute to 
decreased independence and recommend ways that psychiat-
ric practice can promote autonomy. In order to provide opti-
mal care for older adults, clinicians must integrate an 
understanding of the physiologic changes that occur with 
aging into their treatment plans and make appropriate refer-
rals to interdisciplinary healthcare providers and subspecial-
ists when indicated [16].

Beneficence (Beauchamp)

1. Protect and defend the rights of others

2. Prevent harm from occuring to others

3. Remove conditions that will cause harm to others

4. Help persons with disabilities

5. Rescue persons in danger

Quality of life and Medical Indications (Four Topics Model)

1.  Quality of life considers principles of beneficence,
nonmaleficence and respect for autonomy

2. Medical indications considers several factors, succinctly
summarized as: how can this patient be benefitted by medical

and nursing care, and how can harm be avoided?

Primacy of Patients' Welfare (Charter on Medical
Professionalism)

1. Based on a dedication to serving the interest of the patient

2. Altruism contributes to the trust that is central to the
physician-patient relationship

3. Market forces, societal pressures and market extingencies
must not compromise this principle

Beneficence (Belmont Report)

1. Do not harm

2. Maximize possible benefits and minimize potential harms

Beneficence

Figure 1.2  Ethical frameworks of beneficence

R. Emtman and J. Strauss
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Physiologic changes that occur within the central nervous 
system with aging include a decrease in the number of neu-
rotransmitters and their corresponding receptors, decreased 
dendritic branches at the neuronal level and formation of 
extracellular tangles and intracellular plaques [21]. Clinicians 
must remain vigilant about screening for psychiatric condi-
tions that impact individuals of all ages: mood disorders, 
anxiety disorders, psychotic disorders, and substance use 
disorders and also pay close attention to domains of atten-
tion and cognition during an encounter with an older adult 
[6]. It is important to consider depression and pseudodemen-
tia on the differential diagnosis for individuals who appear 
to have cognitive deficits [8]. Individuals who have severe 
cognitive impairment tend to lose a degree of autonomy 
when another individual assumes a power of attorney or 
guardianship, but confidentiality and choice should be 
respected to the extent that is possible. Psychiatric providers 
should maintain a high degree of suspicion for medial etiolo-
gies of psychiatric illness and should have an understanding 
of psychiatric side effects of medical treatments as they may 
cause cognitive and functional impairments which can 
impede an individual’s autonomy [9].

Sensory impairment can have a significant impact on 
autonomy in older adults [7]. Clinicians should inquire about 
vision and hearing and refer to optometry, ophthalmology, 
and audiology as appropriate. An opportunity for clinicians 
to act in a beneficent manner in any setting is to maintain an 
environmental awareness and promptly address or report 
hazards such as wet floors, uneven surfaces to appropriate 
personnel to minimize the potential for accidents such as falls 
for individuals who, because of sensory limitations, are vul-
nerable to injury from environmental hazards.

Mobility issues can have a substantial impact on wellbeing 
and independence [18]. Physiologic changes of aging impact 
the musculoskeletal system and include sarcopenia, degenera-
tive joint disease, osteopenia, and pathologic osteoporosis. 
These changes can increase the risk for falls and the likelihood 
of serious injury resulting from a fall. The benevolent psychiat-

Chapter 1.  Aging: Balancing Autonomy and Beneficence
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ric provider should be mindful about weighing benefits of 
psychiatric medications against potential for fall risk and 
ensuring appropriate referrals are placed for evaluation of 
home safety, strength, balance, and mobility issues as indicated. 
Neurophysiologic changes that occur with aging and often 
contribute to aforementioned issues with mobility include 
peripheral neuropathy, potential weakness from prior cerebro-
vascular accident(s), diminished reflexes, and slowed reaction 
time.

The physiology of aging in the cardiovascular system 
should also be taken into account when prescribing psy-
chiatric medications [17]. Certain psychiatric medications 
can increase the risk of orthostatic hypotension and car-
diac arrhythmias, which should be taken into consider-
ation prior to initiating medication changes in older 
adults. The importance of collaborating with primary care 
providers and appropriate specialists cannot be overem-
phasized [25].

In the practice of geriatrics, clinicians must be able to 
apply the physiologic mechanisms of aging and combine the 
knowledge with clinical assessment of instrumental activi-
ties of daily living (ADLs), social supports, and quality of 
life to reach sound clinical decisions and offer medically 
appropriate interventions while withholding interventions 
that are unlikely to lead to achievement of a patient’s health-
care goals. Decisions regarding medical indications can be 
guided by use of frailty indexes which in turn, may improve 
beneficence of medical care offered and delivered, and offer 
a tool for prognostication [16].

�Autonomy in the Clinical Encounter

Translating theoretical principles of autonomy into concrete 
action during a clinical encounter requires habitual incorpo-
ration of patient-centered communication styles. Table  1.2 
examines ways in which the clinical encounter itself can fos-
ter or weaken autonomy.

R. Emtman and J. Strauss
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Table 1.2  Examining autonomy in the clinical encounter
Reinforces autonomy Undermines autonomy

Setting the 
frame

Identify relationship/
role of all individuals 
present. Seek the 
client’s consent to 
have family member/
caregiver join the visit

Begin the visit without 
acknowledging all 
parties present and their 
role/relationship

Begin by asking the 
client what their 
concerns are, set 
agenda together

Allowing only agenda 
items brought up by 
the provider or family 
member/caregiver

Ask patient for 
permission to obtain 
information from 
caregiver/family 
member

Interact with family 
member as though client 
is not present

Seek assent to speak 
with client and family 
member separately in 
some circumstances, 
giving both parties 
individual time with 
provider

Ask client to leave the 
room while provider 
talks to family member

Linguistics Refer to client in 
second person, i.e. 
“your reaction to x”

Refer to client in 
third person, i.e., “his 
behaviors”

Body 
language

Provider spends most 
of the encounter facing 
client

Provider spends most 
of the encounter 
facing family member/
caregiver

Provider maintains 
eye contact primarily 
with patient 
when discussing 
treatment plan and 
recommendations

Provider maintains 
eye contact primarily 
with the family 
member/caregiver 
when discussing 
treatment plan and 
recommendations

(continued)

Chapter 1.  Aging: Balancing Autonomy and Beneficence
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There are several tools available to guide practitioners to 
facilitate a discussion about an individual’s wishes in hopes of 
preserving autonomy (Conversation Started Kit, [24]). In the 
United States, individuals can indicate their preferences 
regarding specific life-sustaining medical interventions such 
as cardiopulmonary resuscitation, artificial nutrition and 
hydration, and antibiotic use, among others. This document is 
known as an advance directive [4]. Individuals can also 
appoint a surrogate decision-maker who they have identified 
to make decisions about their medical care in the event that 
they are incapable of doing so themselves.

In addition to the legal methods that an individual can 
make their healthcare preferences known, clinicians should 
be aware of available clinical tools that can serve as a guide 
for providers to explore an individual patient’s values, and for 
patients to obtain information about their healthcare condi-
tion and its prognosis from their providers. Table 1.3 provides 
an example of tools that can be used to facilitate discussion 
with patients in the clinical setting (Conversation Starter Kit, 
[24]). The use of such tools can serve as a guide for surrogate 
decision-makers and providers, which can be a step toward 
preservation of autonomy.

Table 1.2  (continued)
Reinforces autonomy Undermines autonomy

Concluding 
the visit

Begin by asking client 
what questions they 
have

Only ask family 
member/caregiver if 
they have questions

Discuss 
recommendations 
and treatment plan 
using straight forward, 
second person 
language

Outline 
recommendations and 
treatment plan quickly, 
using jargon and third 
person language

Thank the client for 
allowing provider 
and family member/
caregiver to work with 
them

Thank family 
member/caregiver for 
bringing client to the 
appointment

R. Emtman and J. Strauss
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�Beneficence in Clinical Practice

In addition to providing compassionate, evidence-based psy-
chiatric care, psychiatrists providing care for older adults 
should be mindful of the team-based nature of healthcare for 
older adults [23]. Collaboration and communication with inter-
disciplinary members of the medical team are key, and psychia-
trists can offer guidance on how to handle manifestations of 
personality disorders, characterological traits, and disinhibited 
behaviors, to name a few.

A familiarity with community and systemic supports 
designed to support older adults as they face common 
age-associated challenges available in the community is 
beneficial. Older adults can maintain autonomy and see 
benefits in their quality of life by utilizing programs and 
services such as adult day health, home caregivers, and 
senior transit options. Referral to caregiver support pro-
grams is another area that psychiatrists should be comfort-
able speaking to.

Beneficent behavior exists outside of the clinical encoun-
ter: alerting facility staff of environmental hazards that could 
lead to injury or falls and stopping to give directions to indi-
viduals who appear lost are common manifestations of 
beneficence on a healthcare campus.

Table 1.3  Clinical tools used to facilitate discussion of autonomy in 
making healthcare decisions
Tool Description
The 
Conversation 
Starter Kit

12-page informational guide providing 
education about the importance of 
communicating end of life wishes and a 
concrete action plan
Created by the Conversation Project and the 
Institute for Healthcare Improvement
Available in 11 languages

Values 
Questionnaire

10 open-ended questions to help individuals 
think about values as they relate to healthcare 
decisions
Created by the Vermont Ethics Network
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Healthcare systems must adapt to needs of the older 
population and must take environmental concerns into 
account to care for an aging population: clinics for older 
adults must have relatively close proximity to a parking lot 
to be accessible to individuals with mobility limitations. 
Ways to deliver interdisciplinary healthcare to older adults 
in their home make these services accessible to a larger 
population.

�Situations Where Autonomy and Beneficence 
May Conflict in Older Adults

�Case #1

Mr. D is an 83-year-old male with depression, minor neuro-
cognitive disorder, and hoarding disorder. He has been living 
at his skilled nursing facility for the past 2 years, after he was 
evicted from his senior housing in the community for 
repeated safety violations related to his hoarding disorder. 
Mr. D is generally well-liked by staff at the nursing facility, 
which he shares with two peers who are significantly more 
cognitively impaired than he is. Mr. D is noted to be pleasant 
and adherent with medications and daily care. He enjoys 
reading and spends time in the periphery of the milieu of his 
unit. However, he becomes passively suicidal, irritable, and 
occasionally combative with staff when his room is scheduled 
for its monthly cleaning. On one occasion, he was so dis-
tressed that he required inpatient psychiatric hospitalization. 
These behaviors have led to his being on escalating doses of 
antipsychotic medications.

�Case #2

Ms. T is a 77-year-old female with chronic paranoid schizo-
phrenia. She resides on a locked “behavioral” unit of a 
skilled nursing facility. Prior to transitioning to this facility, 
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she had lived by herself. She never married, had few friends, 
and she had not kept in touch with family for many years. 
She worked from home and enjoyed participating in solitary 
activities. Ms. T has functionally declined and has become 
incontinent of bowel and urine. She has become increasingly 
reluctant to allow staff to provide any kind of care to her. 
She declines to bathe and will not partake in any attempts at 
grooming. Ultimately, she refuses to change her clothes even 
as they become increasingly soiled. Staff suspects that she 
has growing pressure ulcers at risk of being infected, but Ms. 
T refuses to allow her caregivers to check for them. She 
never becomes irritable or combative, but her resistance to 
care increases. Adjustments have been made to her antipsy-
chotic regimen, but the behaviors have persisted. Peers on 
the unit (especially her two roommates) have noted the foul 
odor emanating from the room. In several cases, the smell 
has caused significant distress leading to worsening behav-
ioral symptoms. Staff at the facility are increasingly reluctant 
to work with her and there is strong sentiment to psychiatri-
cally hospitalize her.

�Case #3

Mr. P is a 71-year-old male with post-traumatic stress disorder 
and major depressive disorder. He has chronic obstructive 
pulmonary disorder and must use oxygen through a nasal 
cannula. He lives alone in an apartment in a senior housing 
complex. He states that the only thing that brings him com-
fort is smoking, although there are strict building rules 
against doing this in his apartment. He was threatened with 
eviction following his second hospital admission in the past 
3 months for pneumonia. He adamantly refuses to use a nico-
tine patch or gum and will not consider other interventions to 
curb his smoking. While he states that he understands the 
risks that his smoking presents to himself and others, he 
declines to change his behaviors. “I’d rather be homeless than 
live here and not be able to smoke.”
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�Case #4

Ms. S is a 62-year-old woman who is in a short-term rehabili-
tation facility. She was recently hospitalized for a right arm 
cellulitis which was felt to be related to her longstanding 
intravenous heroin use. She currently has a peripherally 
inserted central catheter (PICC) so that she can receive anti-
biotics for the next 4  weeks without having to consistently 
change peripheral lines. Within 48 hours of admission, Ms. S 
demands to leave the facility against medical advice. She is 
adamant that her pain is not being adequately managed. “I’d 
be better off anywhere but here.”

�Discussion

These disparate cases highlight just a few of the myriad ways 
in which individual autonomy may be in conflict with what 
others believe is best for these individuals and their sur-
rounding environments. In each of these situations, the goal is 
for all parties to work together to find some mutually satis-
factory common ground.

In Case #1, Mr. D’s hoarding disorder has already led to 
significant adverse consequences, yet the behavior persists. 
How can staff at Mr. D’s nursing facility work with him to 
relieve his anxiety and distress around his room cleanings 
which must occur for the safety and benefit of his room-
mates? He asks for a private room, which is not available. 
However, providing Mr. D with sufficient advanced notice 
(and friendly reminders) of when his room must be cleaned 
and allowing him to choose a fixed number of items desig-
nated for keeping may contribute to his having more control 
over this harrowing but necessary process.

Ms. T’s situation in Case #2 is similar to Mr. D’s in that an 
individual’s decisions are having a profoundly deleterious 
impact on the surrounding environment. How can staff at her 
nursing facility treat Ms. T with respect while working with her 
to help regain the dignity that comes with cleanliness? Staff will 
likely have to perform intricate detective work to learn as much 
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as possible about Ms. T’s interests and habits to find ways to 
help her feel more comfortable to receive care. Is there a par-
ticular staff member that Ms. T seems to trust more than others 
to provide care? Perhaps there is someone in the outside com-
munity who can be enlisted to improve the situation. There may 
be an activity that Ms. T will be motivated to be part of.

In Case #3, Mr. P realizes the danger that his smoking 
presents yet he feels compelled to continue engaging in this 
behavior. Once again, it is crucial to try to understand Mr. P’s 
actions. Perhaps he has engaged in smoking cessation treat-
ments in the past and has been unsuccessful. He may find the 
prospect of another failure so shameful that he is reluctant to 
try again. Another possibility is that his participation in such 
a potentially self-destructive behavior is a manifestation of a 
depressive episode which can be addressed with psychother-
apy and/or psychopharmacologic treatments. It may also be 
worth brainstorming with Mr. P to see if his smoking may be 
replaced by a less potentially harmful activity.

Ms. S presents the staff at her facility with the harrowing 
prospect of her heading for the streets craving heroin with an 
exposed PICC line in Case #4. Fortunately, we can think 
quickly to intervene. While it is common and for staff and care-
givers to harbor countertransference toward substance users, it 
is crucial to push through such preconceptions and find out 
how the facility can better serve Ms. S’s needs. An increased 
number of skilled nursing facilities are caring for older adults 
with substance use issues, and she should be offered counseling 
and assurance that her pain is being adequately but safely 
managed. An increased number of facilities are licensed to 
prescribe buprenorphine for treatment of substance use disor-
ders. Regardless of her history and current presentation, Ms. S 
should be treated as respectfully as her peers.

�Conclusions

Our aging population will lead to a litany of new and 
expanding challenges for medical providers to consider. It is 
a struggle for healthcare professionals when their recom-
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mendations do not line up with the wishes of their patients. 
This chapter has provided theoretical frameworks with 
which to consider ways to integrate patient autonomy and 
treater beneficence while providing examples in clinical 
practice of when these two concepts are not easily recon-
ciled. Examples of clinical tools with which to broach this 
topic during the patient encounter were provided. Indeed, it 
will be crucial for medical providers to develop a more 
sophisticated understanding of the relationship between 
provider beneficence and patient autonomy to develop algo-
rithms for handling situations in which the two are not in 
alignment.
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�Introduction

Healthcare providers assess patients’ medical decision 
capacity during every interaction, either implicitly or explicitly. 
This chapter examines the core components of a capacity 
determination, the consequences of a determining a patient’s 
lack of capacity, and issues commonly arising in clinical 
practice, specifically focusing on elderly individuals and those 
with dementia. Evidence-based tools assessing cognition and 
capacity are also examined.
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�Components of a Capacity Assessment

Decision-making capacity comprises four key components : 
(1) a basic understanding of the relevant medical background 
and circumstances (2); an appreciation of the risks, benefits, 
and consequences of possible choices (3); the ability to com-
municate a choice; and (4) communicating the rationale for 
arriving at that decision [1]. It is noteworthy that capacity and 
competency are technically very different things. Determining 
a patient’s medical decision-making capacity is a clinical 
assessment performed by clinicians. This is in contrast to a 
competency determination, which is a legal conclusion 
reached by a judge. Notwithstanding this distinction, the 
terms are often used interchangeably [2].

A crucial element of informed consent is the patient’s 
understanding of the relevant information relating to his or 
her treatment. Ways in which healthcare providers may assess 
understanding include retrieval of key facts or data and rep-
etition of this information in the correct order. Patients may 
also be asked to make interpretations based on information 
presented. Part of ensuring that patients are able to under-
stand relevant data and their consequences relies on provid-
ers presenting this information in ways that are simple and 
easy to understand. Some assessors of capacity may choose to 
be present while the treating physician is explaining the rel-
evant medical information to the patient, to ensure all parties 
understood what was discussed.

Appreciating the situation then lends itself to an evaluation 
of an understanding of the consequences of accepting or 
rejecting a choice. Ways in which providers may assess for this 
include asking patients to repeat why this choice is being 
recommended by their treater and the most likely result of 
each choice.

The communication of a choice, though it may seem obvious, 
is a key element of a capacity determination. Not only does the 
selected choice need to be clear, but the patient must be 
consistent in this determination. In other words, recurrent 
vacillations between healthcare decisions would suggest a 
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patient is not communicating a clear, consistent choice. This is 
not to say that a patient lacks capacity if he changes his mind, 
but “repeated reversals” may be indicative of impairment [1].

Finally, the rationale for arriving at a treatment decision is 
highly subjective and patient specific. This is where patient 
values and treatment goals will be most apparent. The goal of 
the provider performing the capacity assessment will be to 
determine if a patient is weighing the risks against the bene-
fits and arriving at a decision that is in line with his or her 
value system. Appelbaum and Grisso refer to this process as 
“examining the patient’s chain of reasoning” [1].

�Making a Determination of Lack of Capacity

Determining that a patient lacks capacity, that is, “incapacitated,” 
removes the patient as a decision-maker. If the patient has an 
advanced directive or healthcare power of attorney, decision-
making duties revert to the patient’s previously designated 
surrogate decision-maker. If no such document exists (and data 
suggest that despite clinician’s efforts to persuade patients to 
prepare such documents very few patients actually have them), 
decision-making authority goes to a surrogate decision-maker 
according to a statutorily established hierarchy which ranks 
various family relations. Rankings vary some from state to state, 
but spouses are typically ranked first.

In some cases, incapacitated adult patients also lack family 
or a previously designated legal appointee. For these so-
called unbefriended adults, the American Geriatric Society 
(AGS) encourages clinicians to utilize non-traditional surro-
gates, such as a non-married partner, close friends, members 
of a religious group, or even neighbors. AGS encourages clini-
cians to actively work to find a suitable non-traditional 
surrogate whenever possible. If a non-traditional surrogate 
cannot be identified, another avenue is to obtain a long-term 
surrogate who is familiar with the clinically relevant facts of 
a patient’s care, usually in the form of a court-appointed legal 
guardian [3]. While a variety of approaches may be taken, 
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AGS recommends healthcare institutions to develop clear 
policies that are implemented consistently in accordance with 
state law.

A unique situation to consider arises when an unbefriended 
adult lacks capacity in an emergency situation. AGS 
encourages healthcare entities to establish clear and consis-
tent policies for managing these situations, as they are not 
uncommon. Although specifics vary, most healthcare institu-
tions have policies in place requiring documentation by two 
physicians, the treating physician, and a consultant, that a 
decision needs to be made emergently in order to proceed 
with lifesaving interventions.

It is important to note that even in cases where patients 
may lack the capacity to make their own medical decisions 
(e.g., consenting for medication or planning disposition), they 
may still retain the capacity to appoint a surrogate healthcare 
proxy. Analogous to the capacity requirement for the health-
care decision itself, in order to have capacity to appoint a 
surrogate decision-maker, a patient must demonstrate an 
awareness of the need to have a surrogate, the ability to iden-
tify a choice of surrogate and to express a logical rationale for 
choosing that individual.

�Performing a Capacity Assessment

Capacity is “not a scientifically determinable state and is 
situation specific [4].” The outcome of capacity assessments 
depends not only on the nature of the decision needing to be 
made, but also on the context in which the question arises. 
Not all capacity questions are created equal. Rather, a 
patient’s decision-making capacity exists on a continuum. 
This capacity continuum comprises the relative risks and 
benefits of the choices available to the patient and the risks 
and benefits of the choice a patient purports to make. 
Understanding consequences to patients with regards to 
their autonomy and independent decision-making is para-
mount for any provider completing a capacity assessment [5]. 
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A thorough and thoughtful capacity evaluation requires 
balancing patient autonomy with other core ethical princi-
ples such as beneficence (maximizing patient benefit) and 
non-maleficence (do no harm) [5].

The greater the benefit and lower the risk of a purported 
choice, the less “capacitated”—the less sophisticated—a 
patient’s understanding needs to be in order to accept that 
choice. Conversely, when the benefits of a purported choice 
are low and risks are high, patients must demonstrate a 
greater level of understanding in order to make a capacitated 
choice. It is for this reason that a patient presenting with 
severe substernal chest pain radiating to the left arm can eas-
ily make a capacitated decision to accept a cardiac workup 
but would be required to have a very well thought out ratio-
nale for leaving the hospital against medical advice. The ben-
efits of a cardiac workup in this context are potentially 
lifesaving and the risks are relatively low (i.e., blood loss 
related to a needlestick, possible infection, etc.). The conse-
quences of deciding to leave the hospital, however, are very 
different. The benefits of leaving are relatively few-avoiding 
needle sticks and chances of infection, saving money and/or 
insurance benefits, and avoiding the somewhat uncomfort-
able hassle of navigating the emergency medical system. The 
risks of leaving in this situation are exceedingly high, includ-
ing the distinct possibility of death. Note, however, that a 
patient could, even in these circumstances, meet a capacity 
standard. For example, where he or she is able to explain that 
they have a terminal illness and are no longer interested in 
lifesaving interventions, or that they ascribe to a religion that 
does not accept medical care, they may be able to present a 
rational and clear case for their decision. It would be difficult, 
but not impossible, in these scenarios to meet the capacity 
requirement to make the decision to leave the hospital 
against medical advice.

To further illustrate how this continuum works, consider 
the following example from the perspective of the capacity to 
refuse a particular test, the complete blood count (CBC). A 
78-year-old man is admitted to the hospital with diverticulitis. 
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After routine care, he demonstrates significant clinical 
improvement and his team feels confident he is ready for 
discharge. On the morning of scheduled discharge, he refuses 
his morning CBC. The threshold for this to be a capacitated 
decision is quite low. This conclusion stems from the fact that 
the benefits, re-confirming the patient is doing well, are rela-
tively low. However, if this same 78-year-old man was in the 
acute phase of his illness and had a known history of gastro-
intestinal bleeding that had led to severe anemia and hypoxia, 
the benefits of knowing whether the patient’s hemoglobin 
was critically low would be high and the risks low. To refuse 
blood work for laboratory testing in this scenario, the patient 
would need to demonstrate a clear understanding of the situ-
ation, including the relevant background of anemia and gas-
trointestinal bleeding, a well thought through rationale for 
refusing the CBC test, and a clear understanding of the con-
sequences of his decision, including the possibility that he 
would die.

These examples demonstrate, as with any proposed 
intervention, refusing a CBC depends heavily on the context 
in which the decision arises. As the latter example also 
suggests, it is not uncommon that a patient has the capacity to 
make one choice, but not another.

In addition, capacity is not an all or nothing proposition. 
Incapacity for making one medical decision does not neces-
sarily mean incapacity to make another or all decisions. For 
example, a 68-year-old woman with moderate dementia may 
not have the capacity to accept or refuse a necessary surgery, 
but she may retain the wherewithal to identify her spouse, 
child, or other family members as someone who knows her 
well and has always looked out for her. If she understands 
that she needs someone to serve as a surrogate and wants to 
appoint this person, she very likely has the requisite capacity 
to do so.

Finally, it is not altogether uncommon for patients to 
refuse to participate in a capacity assessment. Such refusals 
pose particular challenges to providers. First, it deprives the 
clinician of determining whether the patient accurately 
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understands his or her medical condition(s) and options for 
care. Second, the patient’s rationale for the purported deci-
sion may not be known. Hurst argues that a patient’s refusal 
to convey a rationale for making a choice does not necessar-
ily translate to incapacity [6]. It simply prevents the clinician 
from making a capacity determination. In such circumstances, 
Hurst advocates physicians engage their patients in further 
conversation or find an alternate provider with whom the 
patient may be more comfortable speaking [6]. If the patient 
continues refusing to have their capacity assessed, the risk of 
proceeding with a patient’s wish should be weighed by their 
providers; if the risk is significantly high, clinicians should 
proceed as if the patient were incapacitated. If possible, this 
decision should be shared with the patient, and the patient 
informed that decision-making will be deferred to their 
surrogate.

�Clinician Confidence in Performing Capacity 
Assessments

Academic literature reflects that clinicians are not altogether 
confident in performing capacity assessments [7]. One of the 
primary concerns among healthcare providers is the ability to 
detect incapacity in patients with cognitive impairment. A 
study by Sessums et al. showed that up to 40% of providers 
did not correctly identify incapacitated patients, raising the 
question: are we allowing incapacitated patients to make 
medical decisions? [4].

Clinicians lack of confidence is by no means specialty or 
location specific [7]. A recent study from New Zealand sur-
veying various specialists’ attitudes about performing 
capacity assessments found that only 28% of clinicians work-
ing in a hospital setting felt comfortable assessing a patient’s 
capacity in most cases. Even fewer general practitioners 
(15%) felt comfortable making capacity assessments in most 
cases [7]. Providers identified several areas of concern, 
including time constraints, gaps in understanding the legal 
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system, and difficulty with managing and accounting for the 
potential effects of comorbid psychiatric disorders.

These findings are consistent with previous results by 
Ganzini et al. suggesting that additional educational efforts at 
all levels of training are necessary to address key pitfalls in 
making capacity determinations [8].

�Medical Decision-Making and the Elderly

Elderly patients are at high risk for becoming incapacitated. 
This may be due to a variety of causes, most notably dementia 
[9–11]. Other potential causes of incapacity among elderly 
patients include delirium, infections, neurological disorders, 
psychosis, mood disorders, substance abuse, sensory impair-
ments, and medications (particularly those that are sedating) 
[11, 12]. Although these are risk factors for incapacity in any 
patient, elderly individuals tend to be more susceptible to 
these risk factors. Often times these risk factors for incapacity 
may occur concurrently in patients. Additionally, elderly 
patients may be at higher risk of having states of impairment 
go unrecognized [13]. While medical diagnoses alone, regard-
less of the degree of severity, are not sufficient for a determi-
nation of incapacity, it may inform evaluations and provide 
useful frameworks for conducting capacity assessments [14]. 
As much as possible, underlying contributors to a state of 
incapacity should be treated prior to declaring a patient inca-
pacitated or pursuing aggressive measures such as court-
appointed guardianship [9]. In patients with contributing 
sensory deficits such as hearing loss or visual impairment, 
modifying communication tools may be helpful. Clinicians 
should consider using aids such as pictures, illustrations, 
diagrams, or amplifiers [9]. If providers are assessing capacity 
in an inpatient setting, modifications may need to be made to 
the environment such as minimizing noise and distractions [9]. 
Providers should make their best effort to assess patients suf-
fering from delirium when they are most lucid [11]. In short, 
when an elderly patient’s capacity is called into question, 
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every effort should be made to minimize any potential con-
founding factors. When a patient is considered incapacitated, 
they are being deprived of autonomy, which should not be 
taken lightly [5]. Additionally, providers should obtain collat-
eral information about a patient’s pre-morbid functioning, 
prior healthcare decision-making, and values [14]. Potential 
sources of collateral information include other providers, fam-
ily members, friends, neighbors, or others who may know the 
patient well.

�Medical Decision-Making and Dementia

Patients with dementia are at high risk for losing medical 
decision-making capacity as their neurodegenerative disease 
progresses [13]. Cognitive deficits in patients with dementia 
may include worsening of one or more of the following areas: 
memory, attention, executive functions, visuospatial skills, 
and language. Deficits in one or all of these domains may 
impact a patient’s medical decision-making ability. In a sam-
ple of elderly patients, the presence of cognitive impairment 
was strongly associated with a lack of decision-making capac-
ity [10]. However, medical decision-making ability is not the 
same thing as cognitive ability [11]. Patients may retain medi-
cal decision-making early on in their disease process, despite 
the presence of cognitive deficits. Additionally, many demen-
tia spectrum illnesses are associated with fluctuating cogni-
tion; this may occur most frequently in dementia with Lewy 
bodies, but has also been noted in Alzheimer’s disease, 
Parkinson’s disease, and vascular dementia [9].

As dementias are progressive illnesses, capacity should be 
frequently re-assessed among individuals with dementia [12]. 
Involving family and caregivers in decision-making when 
patients still retain capacity may help ease future conflicts 
when surrogate decision-makers are necessary [15, 16]. 
Patients with dementia should be allowed to participate in 
medical decision-making to the extent that they are able, 
even if they have been declared incompetent [11]. A declaration 
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of incompetency should not negate the patient’s preferences 
or desires [5]. Clinicians may help mitigate confusion caused 
by cognitive deficits by using simple and easily comprehen-
sible language in their discussions [9]. If feasible, providers 
should have conversations with patients about a specific 
medical decision more than once. Although patients may lose 
orientation to time and place, if there is consistency in their 
response regarding a specific medical concern, this may give 
providers and potential surrogate decision-makers insight 
into their underlying preferences, values, and core beliefs [11]. 
As patients with dementia typically have greater difficulty 
with the understanding and reasoning aspects of the four 
central tenants of medical decision-making capacity, provid-
ers may want to pay particular attention to these two aspects 
of a capacity assessment [17].

Once a surrogate decision-maker has been appointed, 
there are two broad approaches to decision-making [5]. In the 
substituted judgment standard, surrogates base decisions on 
what they believe the patient would have decided had they 
been able to do so [5, 12, 15, 16]. This may be difficult for sur-
rogates who lack prior knowledge of a patient’s goals or 
wishes (as may be the case with a court-appointed surrogates 
or non-family members) [15, 16]. Even in cases where the sur-
rogate knows the patient well, lack of prior conversations 
about important healthcare decision points such as end-of-
life care, are often cited as barriers [15, 16]. In the best interest 
standard, surrogates base decisions on what would be in the 
patient’s current best interest, taking into consideration items 
such as degree of suffering, current and prior functioning, and 
quality of life [5, 15, 16]. Both types of decision-making 
should take into account the patient’s values and goals to the 
greatest extent possible [5]. Surrogate decision-makers may 
want to involve other family or close friends in the decision-
making process; however, while this may help clarify a 
patient’s underlying wishes, it can alternatively lead to dis-
cord and greater uncertainty [15, 16].

When patients have known degenerative disorders such as 
dementia that have a high likelihood of leading to incapacity, 

S. A. Kleinfeld et al.



31

providers should consider initiating conversations about 
treatment preferences early on in the disease process [15, 16]. 
Encouraging patients to think about what type of care they 
may wish to receive in the late stages of their disease may 
help them articulate these wishes to future surrogate decision-
makers. While documents such as living wills may make some 
specifications about interventions, particularly at the end of 
life, they are generally unable to anticipate every potential 
medical scenario. In these instances, if patients and their 
families have had robust discussions about core beliefs 
related to medical care, surrogates may feel more confident 
that they are making decisions consistent with the patient’s 
desires [5, 12, 15, 16].

�The Role of Standardized Cognitive 
Assessments and Capacity Assessment Tools

Common tools for assessing cognition include the Folstein 
Mini-Mental Status Examination (MMSE), the Montreal 
Cognitive Assessment (MOCA), the St. Louis University 
Mental Status (SLUMS), and the Mini-Cog, although numer-
ous other tools exist in clinical practice and research settings 
[17]. Providers should be aware that while these tests assess a 
variety of cognitive domains, they may be insensitive to mild 
cognitive impairment [13]. A patient’s score on any of these 
tests alone does not determine their ability to make a medical 
decision. Each of these standardized cognitive tests is a poten-
tial aid rather than a substitute for a comprehensive capacity 
evaluation [11]. In some cases, full neuropsychological batter-
ies may be helpful [14]. Research suggests that in patients with 
known dementia, impairments in naming, delayed memory, 
and inflexibility on cognitive testing may be the best predic-
tors of incapacity [18]. Understanding which cognitive domains 
are significantly impaired in a particular patient may also help 
clinicians tailor conversations about medical decisions in such 
a way as to maximize the patient’s ability to comprehend and 
participate in the assessment process.
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Several tools have been developed to identify incapacity 
and better standardize capacity assessments. Although a clini-
cal interview remains the standard of care for performing a 
capacity assessment, limitations in the provider’s scope of 
practice and clinical discomfort with performing capacity 
assessments can affect the validity of the result. One of the 
most validated tools for capacity assessments is the MacArthur 
competence assessment tool-treatment (MacCAT-T), a semi-
structured interview tool that assesses the previously 
described four domains of capacity [19]. A score is assigned at 
the conclusion of the assessment, signifying the quality of 
answers to questions in the four domains. The tool has high 
inter-rater reliability and has particular utility in difficult 
cases, or when providers disagree on clinical examination 
alone [19]. Finally, the MacCAT-T is highly recommended for 
clinicians who do not regularly make capacity determinations 
for older adults [20].

Additional tools for assessing capacity include the 
assessment of capacity for everyday decision-making (ACED), 
aid to capacity evaluation (ACE), Hopemont capacity 
assessment interview (HCAI), and the capacity to consent to 
treatment instrument (CCTI) [21–24]. The ACED is a semi-
structured interview, similar to the MacCAT-T; however, its 
developers posit this tool is superior to the MacCAT-T for 
patients with mild to moderate dementia, especially in cases 
where clinicians are concerned for self-neglect [21]. A more 
simplistic tool is the ACE, which allows clinicians to document 
observations in a methodical way to better synthesize data 
from their clinical interview. Most importantly, this tool also 
ensures depression and psychosis are ruled out before making 
a capacity determination. The HCAI and CCTI utilize 
hypothetical vignettes to assess reasoning, understanding, and 
appreciation. In a direct comparison between the HCAI, 
CCTI, and MacCAT-T, there was notably poor agreement in 
findings between these tools [25].

Finally, the University of California, San Diego Brief 
Assessment of Capacity to Consent (UBACC) was developed 
as a screening tool to identify cases that may need further 
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investigation to make a determination of capacity. This 
10-question screen takes 5 minutes or less to administer and 
may be particularly germane in research settings [26].

�Conclusions

Determining medical decision-making capacity is a clinical 
judgment made by physicians. This is in contrast to compe-
tency, which is a legal term. In order to have capacity, patients 
are typically required to exhibit four key features: a basic 
understanding of the medical issues at play, appreciation of 
the risks and benefits, communication a choice, and the abil-
ity to communicate the rationale for their decision. It is 
important for clinicians to structure clinical interviews around 
these four components of capacitated decision-making in 
addition to considering the severity and medical implications 
of the situation at hand. In elderly patients, cognitive impair-
ment, due to delirium, dementia, or both, may make clinical 
assessments of capacity more complicated. Clinicians provid-
ing long-term care to patients with a known neurodegenera-
tive disorder should consider initiating conversations about 
medical decision-making with patients early in their disease 
process. Standardized assessments of capacity and screening 
tools for cognitive impairment may provide useful aids for 
clinicians faced with these scenarios.
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�Introduction

As stated by Cooney et al., “The freedom to live where and as 
one chooses is one of the most basic of human rights” [1], and 
the decision to remove someone from their home against their 
will cannot be taken lightly. In some cases, the transition to a 
supported and structured living environment is a clear need, 
based on immediate and serious safety concerns in the setting 
of a person with an inability to understand and appreciate the 
risks of their living environment. However, in many cases, the 
decision-making process surrounding independent living is 
less clear cut. The decision to live independently is a multifac-
eted issue, involving personal preference, cultural norms, 
finances, health, safety, social support, among other factors.

The complexity of this process is reflected in several large 
studies examining the factors associated with nursing home 
placement. In a meta-analysis involving 178,056 individuals 65 
or older, Gaugler et al. found a heterogeneous list of factors 
associated with admission to a nursing home: cognitive 
impairment, three or more Activity of Daily Living (ADL) 
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dependencies, Caucasian race/ethnicity, male gender, lack of a 
spouse, fewer living children, not owning ones’ own home, 
recent hospitalization, prior nursing home admission, lower 
annual income, increased age, history of falls, or specific health 
conditions (diabetes, hypertension, cancer, or stroke) [2].

In a systematic review, Luppa et al. found strong evidence 
for the following predisposing factors for nursing home 
admission: increased age, not owning one’s own house, 
Caucasian (if American), low self-rated health status, func-
tional impairment in ADL and instrumental ADL (IADL), 
cognitive impairment, dementia diagnosis, prior nursing 
home placement, and higher number of prescriptions [3]. 
Moderate to weak evidence was found for being unmarried, 
unemployed, and having a poor social network.

Dementia is often quoted as the number one cause of 
institutionalization in older adults [4]. Luppa et al. found that 
20% of seniors (65 years of older) moved to institutionalized 
living in the first year of diagnosis of dementia, and that this 
rate increased to 50% by 5  years after diagnosis [3]. The 
median time to institutionalization was 30–40 months. Rates 
of institutionalization were higher in individuals with greater 
age, lower levels of education, Caucasian ethnicity (compared 
to African American or Hispanic individuals in particular), 
more severe cognitive deficits, greater functional impairment, 
and behavioral and psychological symptoms of dementia. 
Rates were also greater for those who were unmarried or liv-
ing alone. The desire to move to institutionalized living also 
decreased the time for this to happen.

In addition, caregiver attributes impacted the rates of insti-
tutionalization. Those individuals with caregivers who were 
relatives but not spouses experienced higher rates of institu-
tionalization [4]. Rates also increased if the caregiver experi-
enced higher levels of caregiver burden, lower perceived 
quality of life, or fewer supportive social contacts. Rates 
increased if the caregiver was employed, had a higher salary, 
or higher level of education. Increased in-home help 
decreased institutionalization.

Therefore, the decision whether or not to transition to a 
supported living environment goes beyond personal prefer-
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ence. Additionally, safety factors (i.e., whether the individual 
can safely maintain their own living environment) and other 
psychosocial determinants including finances and caregiver 
attributes also play a role. Although dementia is not the only 
reason why an older person may need a more supported liv-
ing environment, it a common reason, and while many people 
with dementia retain decisional capacity, the presence of a 
cognitive disorder may complicate the process of making this 
determination [5].

In this chapter, we will review the literature on conceptu-
alizations, frameworks, and specific methods for assessing a 
person’s capacity for independent living.

�Risks and Benefits of Institutionalization

Risks and benefits of a transition to structured or supervised 
living environment will depend on characteristics of the indi-
vidual and his or her psychosocial circumstances. It would be 
impossible to describe all of the potential contributors related 
to culture, finances, availability of housing, medical contributors, 
and family influences that one may face in making this assess-
ment. However, some relevant literature can provide some 
over-arching findings related to older adults’ views of institu-
tional living compared to aging in place in the community.

In a meta-synthesis of 128 individuals in 24 nursing homes, 
Vaismoradi et al. reported that the most common reason for 
transition to nursing home was that the person and/or family 
were unable to meet the person’s needs in the community [6]. 
Accordingly, the benefit of nursing home was in “being taken 
care of” in an environment of cleanliness, safety, and profes-
sional/respectful interactions with nursing staff. Others 
reported a sense of “relief and security” when they were no 
longer responsible for activities of daily living at home [7].

In a study of 3262 medically ill older adults with increased 
care needs, only 7% of the individuals said that they were 
“very willing” to live permanently in a nursing home, while 
30% said that they would “rather die.” Notably, surrogates 
only reported the exact understanding of the older adults’ 
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preference in 37% of cases [8]. While individuals will cer-
tainly have a variety of personal preference on the topic, for 
some, staying at home is preferable to a nursing home, even 
at the risk of harm to self.

Proponents of aging in place (referring to living with some 
level of independence in the community) believe that aging in 
place may allow an individual to experience independence, 
autonomy, attachment, connection, and security related to 
being in a familiar place [9]. Some literature on older adults’ 
perceptions of nursing home life reports that organizational 
constraints may lead to residents feeling “hurried,” “controlled” 
due to lack of flexibility, and even “helpless.” Furthermore, the 
residents in question reported that the nursing homes them-
selves, due to the inherent constraints of institutionalized living, 
resulted in restricted decision-making in general. Other studies 
have indicated that the perception of life control impacts the 
nursing home residents’ sense of dignity [10] and that the quali-
ties of the nursing home organization and staff may promote or 
limit residents’ actualization of their own free will [11]. 
Furthermore, leaving one’s home and transitioning to a new 
environment may result in feelings of loss or stress [7].

The determination of capacity does not hinge on the exam-
iner’s appraisal of the risks and benefits of nursing home 
placement but, rather, on the individual’s ability to understand 
and reason through their own individual risks and benefits, as 
will be discussed in the following section.

�Assessment of Capacity to Live 
Independently

When considering whether an individual has the capacity to 
care for oneself, Naik et  al. recommend evaluating five 
domains of safe and independent living [12]:

	1.	 Personal needs and hygiene: This domain includes basic 
self-care activities such as bathing, dressing, and toileting. 
Ambulation, transfer ability, and associated fall risk may 
also be considered in this domain.

M. E. Camp and A. Cole



41

	2.	 The condition of the home environment: This domain 
includes basic maintenance and repairs of the home, 
including access to electricity and water, a sufficiently sani-
tary living environment, and avoidance of other safety haz-
ards (fire, structural deficiencies of the home, etc.).

	3.	 Activities for independent living: This domain evaluates 
whether the person can complete complex tasks at home, 
including shopping, meal preparation, cleaning, transporta-
tion, and using technology.

	4.	 Medical self-care: This domain encompasses medication 
management, wound care, and appropriate illness 
self-monitoring.

	5.	 Financial affairs and estate: This domain gauges the per-
son’s ability to pay bills on time, track his or her finances, 
avoid exploitation, and enter into binding contracts when 
needed.

An individual does not need to be able to indepen-
dently complete all of these tasks to live independently. 
Assistance from home visitation programs may prolong a 
person’s ability to live at home with assistance [13], but the 
person would need to acknowledge the need for, or at least 
accept the help from, these services. These five domains 
should be evaluated in a variety of ways during a compre-
hensive assessment to assess an older adult’s ability to live 
independently.

The capacity to live independently presents unique chal-
lenges because it involves not only a person’s ability to 
make a decision about their wishes, but also their ability to 
carry out tasks associated with those wishes [14]. Unlike 
consent to certain forms of medical treatment in which 
someone else administers the treatment, the person who 
chooses to live at home will then have responsibility for car-
ing for him or herself or recruiting/allowing help in areas 
where assistance is needed. For this reason, the capacity for 
independent living may be evaluated using the “articulate 
→demonstrate” method [15]. That is, the person should be 
asked to articulate decisional capacity and demonstrate 
executive capacity.
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�Decisional Capacity

Details about capacity assessment in older adults will be 
covered elsewhere in this book, but in this chapter, we will 
adapt Grisso and Appelbaum’s MacArthur Competence 
Assessment Tool for Treatment to evaluate capacity for inde-
pendent living [16]:

	1.	 Understanding: This involves the individual’s ability to 
recall factual content related to the situation and describe 
a fairly clear version of it (preferably paraphrased, not 
recited verbatim from the examiner). This information 
should include associated risks and benefits, as well as a 
reasonably accurate indication of the likelihood of each 
choice. In this case, the person will need to understand 
what demands are being placed on him or her due to inde-
pendent living status, and the risks of being unable to man-
age those demands.

	2.	 Appreciation: The person acknowledges that the situation 
at hand applies to him or her directly, and that the informa-
tion presented is manifesting in his or her life.

	3.	 Reasoning: The person is able to list specific consequences 
of his or her choice, including how these consequences will 
impact their everyday life. The person can compare at least 
two options and identify differences between them. The 
final choice should follow from the person’s own reasoning 
as articulated in their explanations.

	4.	 Expressing a choice: The person states a clear and con-
sistent choice for a preferred solution or course of 
action. In more advanced cases of dementia, individuals 
may have difficulty verbalizing a consistent choice, but 
this ability is likely to be preserved in more cognitively 
intact individuals [14]. However, in the authors’ clinical 
experience, changes in external factors (finances or 
health needs) may cause a person to change from a pre-
viously longstanding stated preference, which may sur-
prise or complicate the situation for surrogate 
decision-makers.

M. E. Camp and A. Cole



43

�Executive Capacity

Even if a person expresses verbal decisional capacity, it does 
not guarantee that he or she will be able to dutifully perform 
the assigned tasks. For the individual to complete one’s deci-
sions, they must have what is called as the “executive capac-
ity.” Executive capacity requires that a person be able to 
formulate a plan, modify the plan in case of unexpected 
changes, and delegate responsibilities to surrogates when 
needed [12]. In evaluating executive capacity, clinicians can 
draw on a variety of sources of information to evaluate past, 
present, and future performance [15].

First, it may be important to consider past performance. For 
instance, if someone is able to describe the appropriate steps 
in adhering to his or her diabetes regimen but their hemoglo-
bin A1c indicates poor glucose control over the past 3 months, 
this may be an indication of impaired executive capacity.

Present performance will also bear relevance to executive 
capacity. This can be evaluated by examining the person’s 
present state when compared to their stated goals of self-care. 
For instance, the evaluator may consider whether the person 
has adequate hygiene, maintains a healthy weight, and 
attends appointments as scheduled. Cognitive and functional 
assessments (described below) may help evaluate executive 
capacity. Home visits by the treatment team are also extremely 
helpful, if available to further evaluate the safety of the home 
environment. In cases where this is a concern for serious or 
dangerous self-neglect, social services may also become 
involved for a home safety evaluation.

While future performance typically cannot be guaranteed, 
diagnoses such as dementia that is likely to progress would 
need to be considered in longer term planning. Similarly, if 
the person has a physical injury that is likely to improve, this 
may also warrant consideration.

As noted above, capacity to live independently does not 
hinge on the person’s ability to perform all activities of daily 
living independently, but to be able to understand the need 
for assistance if present, and to delegate appropriately to 
maintain one’s safety.
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�Cognitive Assessment

Before discussing specific measures of cognitive assessment, 
it is important to note that no single cognitive assessment tool 
is capable of definitively assessing an individual’s capacity to 
live independently, even if an assessment reveals evidence for 
significant cognitive impairment. Formal cognitive assess-
ments are an important, but not a definitive component of 
the independent living assessment. Often the individual’s 
performance on cognitive assessments only weakly predicts 
their ability to perform activities of daily living especially in 
mild cognitive impairment [17]. As the degree of cognitive 
impairment becomes more severe, poor performance on cog-
nitive assessments is more strongly associated with functional 
decline [18]. These limitations in formal cognitive assess-
ments highlight the importance of a thorough, patient-
centered assessment which includes, but is not based solely 
on, a formal cognitive assessment.

A variety of cognitive assessments have been developed 
and are available for clinical use. Some assessments, such as 
the Folstein Mini-Mental State Examination (F-MMSE), the 
Montreal Cognitive Assessment (MoCA), Addenbrooke’s 
Cognitive Examination (ACE), and the Short Portable 
Mental Status Questionnaire (SPMSQ), aim to quickly pro-
vide a global assessment of an individual’s cognitive ability by 
briefly assessing a variety of cognitive domains. The specific 
domains assessed vary among individual instruments, but 
typically they include tests of memory, orientation, and atten-
tion. Tests of executive functioning and visuospatial skills 
may also be included. Other assessments like the Wisconsin 
Card Sorting Test (WCST), the animal naming test (ANT), 
and the Visual Object and Space Perception Test thoroughly 
evaluate single cognitive domains.

As noted above, global cognitive assessments have been 
shown to have little value as stand-alone functional and capac-
ity assessments, particularly when only minimal cognitive 
impairment is present. Among individuals with mild cognitive 
impairment as determined by global cognitive assessments, 
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ADLs remain preserved and are often equivalent to those 
without cognitive impairment [19]. Furthermore, an individu-
al’s level of education is positively associated with perfor-
mance on global cognitive assessment, complicating the 
interpretation of results. While more severe cognitive impair-
ment identified on these assessments is associated with poor 
functional performance, assessment of global cognitive func-
tioning alone is not sufficient to assess functional ability. The 
primary value of global assessments of cognition may instead 
lie in longitudinal assessments, thus allowing the clinician to 
track a patient’s course over time and provide prognostic 
information about their course and potential care needs in the 
future rather than assessing an individual’s overall functional 
status at present [20].

Clinicians should also recognize that all global cognitive 
assessments are not created equal. The F-MMSE for example 
is insensitive to mild cognitive impairment, whereas the 
SPMSQ is insensitive to small changes in cognitive ability [20]. 
Reviewing the performance characteristics of individual instru-
ments is beyond the scope of this text, but the selection of a 
specific global assessment instrument should include consider-
ation of the purpose of the assessment (e.g., one-time assess-
ment versus longitudinal assessment), the expected severity of 
cognitive decline, the resources available to the clinician (e.g., 
the amount of time available to complete an assessment and 
the ability to pay for assessments, if necessary), and the avail-
ability of third-party informants (which is necessary to com-
plete, for example in the Dementia Rating Scale).

Additional studies investigating the role of specific cogni-
tive domains and the ability to function independently have 
revealed that executive functioning is strongly predictive of 
IADL performance, while memory and visuospatial perfor-
mance also play critical roles in the maintenance of IADLs 
[21]. Assessment of individual cognitive domains may reveal 
impairments that are not identified on global cognitive 
assessments and allow the clinician to better characterize 
deficits and guide treatment recommendations, particularly 
with respect to the decision of where an individual should live 
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and what types of assistance may be necessary for them to 
live safely. As with global cognitive assessments, a thorough 
review of the assessments available and characteristics of 
individual instruments is outside the scope of this text. 
Detailed testing of specific cognitive domains may be indi-
cated when global cognitive function is found to be intact, but 
a person or caregiver describes a clear decline in day-to-day 
functioning.

�Functional Assessment

As with cognitive assessments, numerous functional assess-
ment instruments have been developed and are used in clini-
cal practice [22]. Functional assessment instruments are not 
intended to provide the clinician with a dichotomous, “yes/
no” recommendation for a person’s ability to live 
independently; instead, they attempt to objectively assess 
how well a person can perform a variety of tasks critical to 
self-management and self-care. The clinician then uses the 
results of these assessments along with other factors unique 
to an individual’s presentation to guide their recommenda-
tion for the individual to live independently or if necessary 
the extent and types of assistance that may be necessary to 
allow the individual to live safely in the community.

Some assessments focus on particular skill domains—for 
example, the Medication Management Ability Assessment 
(MMAA), the Financial Capacity Index (FCI), and the 
Kitchen Task Assessment (KTA)—while others (e.g., the 
Cognitive Performance Test) assess multiple domains and 
attempt to provide a broad assessment of a person’s ability to 
successfully perform ADLs and IADLs [22]. Individual 
assessments vary widely, with some capable of being adminis-
tered quickly in the clinic setting and others requiring exten-
sive materials and/or administration at home [23]. The time 
required to complete an individual assessment also varies 
significantly: brief assessments (e.g., the ADL Situational 
Test) may take as little as 15 minutes, while more extensive 
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assessments (e.g., the Refined ADL Assessment Scale) may 
take 90 minutes or more [22]. Specific skills assessed on func-
tional assessments include operating a telephone, maintain-
ing hygiene, independently managing finances, taking 
medications correctly, safely preparing and eating meals, and 
other skills, often by direct observation with a clinician. 
Individual assessments vary in the sets of skills assessed [23].

Moore et al. performed a systematic review of more than 
30 functional assessments described in the literature with the 
goal of identifying instruments most suitable for use in a clini-
cal setting [22]. For individuals with a known neurocognitive 
disorder, the Cognitive Performance Test (CPT), Direct 
Assessment of Functional Status (DAFS), Structured 
Assessment of Independent Living Skills (SAILS), 
Occupational Therapy Evaluation of Performance and 
Support (OTEPS), and the Occupational Therapy Assessment 
Scale (OTAS) are recommended for functional assessment. 
The Everyday Problems Test (EPT), Independent Living 
Scales (ILS), and Observed Tasks of Daily Living (OTDL) 
assessments are recommended in otherwise healthy older 
individuals, while the ILS and UCSD Performance-Based 
Skills Assessment (USPA) are recommended in individuals 
with serious mental illness [22]. These assessments were gen-
erally found to be internally consistent, have high interrater 
and retest reliability, and correlate well with more extensive 
methods to evaluate daily functioning.

�Framework of Evaluation

Clearly, assessing all of these domains requires a great deal of 
time and interdisciplinary involvement. Skelton et al. describe 
the “Capacity Assessment and Intervention” (CAI) model 
developed at the Baylor College of Medicine in Houston [15]. 
This model involves an interdisciplinary team of geriatricians, 
social workers, a nurse case manager, occupational therapists, 
and physical therapists who complete a thorough cognitive, 
medical, and functional assessment. In doing so, the team 
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visits the patient’s home and involves family members as well 
as social services if needed. The team also completes a 
6-month follow-up to reassess capacity and help the patient 
move toward individualized goals. A thorough functional 
assessment and implementation of a plan based on associated 
findings requires a great deal of time and energy and involves 
multiple providers. Ideally, this would happen in the context 
of an interdisciplinary team, as in the CAI model. However, 
in many contexts, this may require the involvement of practi-
tioners from different disciplines across separate systems with 
a focus on communication across disciplines.

�Implications of Incapacity to Decide to Live 
at Home

Although the full legal ramifications of this sort of capacity 
evaluation are outside of the scope of this chapter, it is worth 
noting that the assessment of capacity may lead to findings 
that will require legal intervention to ensure the safety of the 
person in question [24]. In these cases, the practitioner would 
need to consider the following: (1) Which specific tasks the 
person can and cannot do; (2) What decisions the person can 
or cannot make; (3) What are the risks of not intervening; and 
(4) How far an intervention should go to help the person [1]. 
Even if a person does not have the capacity to decide whether 
to live independently, surrogate decision-makers may not 
necessarily choose institutionalization. Rather, they can work 
toward finding the least restrictive living environment that is 
closest to the person’s prior stated wishes but also provides 
adequate safety provisions.

�Conclusion

Determination of capacity to live independently involves a 
multifaceted and interdisciplinary approach to evaluate deci-
sional and executive capacity in the five domains of safe and 

M. E. Camp and A. Cole



49

independent living. The exact risks and benefits will vary 
from person to person, involving a myriad of factors from 
personal preference to changing realities of financial and 
medical needs.

References

	1.	 Cooney LM, Kennedy GJ, Hawkins KA, Hurme SB.  Who can 
stay at home? Assessing the capacity to choose to live in the 
community. Arch Intern Med. 2004;164(4):357–60. https://doi.
org/10.1001/archinte.164.4.357.

	2.	 Gaugler JE, Duval S, Anderson KA, Kane RL. Predicting nurs-
ing home admission in the U.S: a meta-analysis. BMC Geriatr. 
2007;7:13. https://doi.org/10.1186/1471-2318-7-13.

	3.	 Luppa M, Luck T, Brahler E, Konig HH, Riedel-Heller 
SG. Prediction of institutionalisation in dementia. A systematic 
review. Dement Geriatr Cogn Disord. 2008;26(1):65–78. https://
doi.org/10.1159/000144027.

	4.	 Aguero-Torres H, von Strauss E, Viitanen M, Winblad B, 
Fratiglioni L. Institutionalization in the elderly: the role of chronic 
diseases and dementia. Cross-sectional and longitudinal data 
from a population-based study. J Clin Epidemiol. 2001;54(8):795–
801. https://doi.org/10.1016/S0895-4356(00)00371-1.

	5.	 Kim SY, Karlawish JH, Caine ED. Current state of research on 
decision-making competence of cognitively impaired elderly 
persons. Am J Geriatr Psychiatry. 2002;10(2):151–65. https://doi.
org/10.1097/00019442-200203000-00006.

	6.	 Waismoradi M, Wang IL, Turunen H, Bondas T. Older people’s 
experiences of care in nursing homes: a meta-synthesis. Int Nurs 
Rev. 2016;63(1):111–21. https://doi.org/10.1111/inr.12232.

	7.	 Lee DT, Woo J, Mackenzie AE. A review of older people’s experi-
ences with residential care placement. J Adv Nurs. 2002;37(1):19–
27. https://doi.org/10.1046/j.1365-2648.2002.02060.x.

	8.	 Mattimore TJ, Wenger NS, Desbiens NA, Teno JM, Hamel MB, Liu 
H, et al. Surrogate and physician understanding of patients’ pref-
erences for living permanently in a nursing home. J Am Geriatr 
Soc. 1997;45(7):818–24. https://doi.org/10.1111/j.1532-5415.1997.
tb01508.x.

	9.	 Wiles JL, Leibing A, Guberman N, Reeve J, Allen RE.  The 
meaning of “aging in place” to older people. Gerontologist. 
2012;52(3):357–66. https://doi.org/10.1093/geront/gnr098.

Chapter 3.  The Capacity to Live Independently

https://doi.org/10.1001/archinte.164.4.357
https://doi.org/10.1001/archinte.164.4.357
https://doi.org/10.1186/1471-2318-7-13
https://doi.org/10.1159/000144027
https://doi.org/10.1159/000144027
https://doi.org/10.1016/S0895-4356(00)00371-1
https://doi.org/10.1097/00019442-200203000-00006
https://doi.org/10.1097/00019442-200203000-00006
https://doi.org/10.1111/inr.12232
https://doi.org/10.1046/j.1365-2648.2002.02060.x
https://doi.org/10.1111/j.1532-5415.1997.tb01508.x
https://doi.org/10.1111/j.1532-5415.1997.tb01508.x
https://doi.org/10.1093/geront/gnr098


50

	10.	Oosterveld-Vlug MG, Pasman HR, van Gennip IE, Muller MT, 
Willems DL, Onwuteaka-Philipsen BD. Dignity and the factors 
that influence it according to nursing home residents: a qualita-
tive interview study. J Adv Nurs. 2014;70(1):97–106. https://doi.
org/10.1111/jan.12171.

	11.	 Tuominen L, Leino-Kilpi H, Suhonen R.  Older people’s 
experiences of their free will in nursing homes. Nurs Ethics. 
2016;23(1):22–35. https://doi.org/10.1177/0969733014557119.

	12.	Naik AD, Lai JM, Kunik ME, Dyer CB.  Assessing capacity in 
suspected cases of self-neglect. Geriatrics. 2008;63(2):24–31.

	13.	Stuck AE, Egger M, Hammer A, Minder CE, Beck JC.  Home 
visits to prevent nursing home admission and functional decline 
in elderly people: systematic review and meta-regression 
analysis. JAMA. 2002;287(8):1022–8. https://doi.org/10.1001/
jama.287.8.1022.

	14.	 Lai JM, Karlawish J.  Assessing the capacity to make every-
day decisions: a guide for clinicians and an agenda for future 
research. Am J Geriatr Psychiatry. 2007;15(2):101–11. https://doi.
org/10.1097/01.JGP.0000239246.10056.2e.

	15.	 Skelton F, Kunik ME, Regev T, Naik AD.  Determining if an 
older adult can make and execute decisions to live safely at 
home: a capacity assessment and intervention model. Arch 
Gerontol Geriatr. 2010;50(3):300–5. https://doi.org/10.1016/j.
archger.2009.04.016.

	16.	 Grisso T, Appelbaum PS.  MacArthur competence assessment 
tool for treatment (MacCAT-T). Sarasota: Professional Resource 
Press; 1998.

	17.	 Hill RD, Backman L, Fratiglioni L. Determinants of functional 
abilities in dementia. J Am Geriatr Soc. 1995;43(10):1092–7. 
https://doi.org/10.1111/j.1532-5415.1995.tb07006.x.

	18.	 Njegovan V, Hing MM, Mitchell SL, Molnar FJ. The hierarchy of 
functional loss associated with cognitive decline in older persons. 
J Gerontol A Biol Sci Med Sci. 2001;56(10):M638–43. https://doi.
org/10.1093/gerona/56.10.M638.

	19.	 Jefferson AL, Byerly LK, Vanderhill S, Lambe S, Wong S, 
Ozonoff A, et  al. Characterization of activities of daily liv-
ing in individuals with mild cognitive impairment. Am J 
Geriatr Psychiatry. 2008;16(5):375–83. https://doi.org/10.1097/
JGP.0b013e318162f197.

	20.	Applegate WB, Blass JP, Williams TF. Instruments for the func-
tional assessment of older patients. N Engl J Med. 1990;322(17): 
1207–14. https://doi.org/10.1056/NEJM199004263221707.

M. E. Camp and A. Cole

https://doi.org/10.1111/jan.12171
https://doi.org/10.1111/jan.12171
https://doi.org/10.1177/0969733014557119
https://doi.org/10.1001/jama.287.8.1022
https://doi.org/10.1001/jama.287.8.1022
https://doi.org/10.1097/01.JGP.0000239246.10056.2e
https://doi.org/10.1097/01.JGP.0000239246.10056.2e
https://doi.org/10.1016/j.archger.2009.04.016
https://doi.org/10.1016/j.archger.2009.04.016
https://doi.org/10.1111/j.1532-5415.1995.tb07006.x
https://doi.org/10.1093/gerona/56.10.M638
https://doi.org/10.1093/gerona/56.10.M638
https://doi.org/10.1097/JGP.0b013e318162f197
https://doi.org/10.1097/JGP.0b013e318162f197
https://doi.org/10.1056/NEJM199004263221707


51

	21.	 Burton CL, Strauss E, Hultsch DF, Hunter MA.  Cognitive 
functioning and everyday problem solving in older adults. 
Clin Neuropsychol. 2006;20(3):432–52. https://doi.
org/10.1080/13854040590967063.

	22.	Moore DJ, Palmer BW, Patterson TL, Jeste DV.  A review 
of performance-based measures of functional living skills. J 
Psychiatr Res. 2007;41(1–2):97–118. https://doi.org/10.1016/j.
jpsychires.2005.10.008.

	23.	Desai AK, Grossberg GT, Sheth DN.  Activities of daily living 
in patients with dementia: clinical relevance, methods of assess-
ment and effects of treatment. CNS Drugs. 2014;18(13):853–75. 
https://doi.org/10.2165/00023210-200418130-00003.

	24.	Buchanan A.  Mental capacity, legal competence, and consent 
to treatment. J R Soc Med. 2004;97(9):415–20. https://doi.
org/10.1258/jrsm.97.9.415.

Chapter 3.  The Capacity to Live Independently

https://doi.org/10.1080/13854040590967063
https://doi.org/10.1080/13854040590967063
https://doi.org/10.1016/j.jpsychires.2005.10.008
https://doi.org/10.1016/j.jpsychires.2005.10.008
https://doi.org/10.2165/00023210-200418130-00003
https://doi.org/10.1258/jrsm.97.9.415
https://doi.org/10.1258/jrsm.97.9.415


53© Springer Nature Switzerland AG 2019
M. Balasubramaniam et al. (eds.), Psychiatric Ethics in 
Late-Life Patients, https://doi.org/10.1007/978-3-030-15172-0_4

�Case Example

Ms. Smith is a 78-year-old Caucasian female who lives with 
her son in a home outside a metropolitan city. The son moved 
in three weeks ago after he called Ms. Smith informing him 
that he is homeless. An adult protective services (APS) report 
was filed by her daughter alleging that the son is taking Ms. 
Smith’s money to buy opioid tablets off the streets. APS visits 
Ms. Smith’s home and evaluates her alone. She is noticeably 
confused and is unaware of the current year or month. When 
asked to draw a clock, Ms. Smith drew a circle with all the 
hours in the top right-hand corner. She stated that she cannot 
remember who she banks with, but that her “son should 
know.” When the son is interviewed by APS, he tells them 
that he is helping Ms. Smith with her bills and check writing 
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as she is “too confused” to do it on her own. The son then 
explained that he “just writes the checks and mom just signs 
them.” He has slurred speech and is very restless during the 
evaluation. APS makes a referral for Ms. Smith to have a 
formal financial capacity assessment.

�Introduction

In the coming years, clinicians are likely to be asked to pro-
vide expert opinion on whether patients have the capacity to 
manage their own finances. There will be increased demand, 
caused by (1) an aging population, (2) an increased preva-
lence of dementia, (3) a growth in per capita wealth, and (4) 
a higher frequency in divorce and remarriage [1]. A 2013 
estimate found that at least 34% of the nation’s wealth comes 
from older adults [2]. To add to this, a lack of financial capac-
ity is directly correlated with financial exploitation. Dementia 
progresses slowly, where an exact demarcation of when some-
one loses their ability to manage their finances is hard to 
determine. Delirium, which may occur independently or with 
co-occurring dementia, typically has a waxing and waning of 
cognitive ability. Therefore, when someone is delirious, there 
may be lucid intervals where one may argue that the indi-
vidual has capacity, but moments later, the person’s con-
sciousness may deteriorate. Evaluating monetary 
decision-making capacity can prove useful as it can be used 
to gauge whether one is at significant risk for financial exploi-
tation. Individuals with dementia are especially vulnerable 
when it comes to financial exploitation, as they may lose 
twice as much money per case of financial exploitation when 
compared to those without a major neurocognitive disorder 
[3]. In this chapter, we will explore the relationship between 
aging and financial decision-making, while demonstrating 
how cognitive impairment may influence financial and testa-
mentary capacity.
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�Financial and Testamentary Capacity

�Financial Capacity

Mild cognitive impairment (MCI) and Alzheimer’s dementia 
(AD) are often associated with lack of awareness of cognitive 
deficits [4, 5]. This impacts the individual’s ability to pass the 
standard capacity assessment [6]. As a result, in the individual 
whose financial capacity is called into question, cognitive 
status must first be evaluated through a standardized screen-
ing tool. If necessary, financial capacity may need to be 
checked through neuropsychological testing. To make mat-
ters more complex, MCI and dementia are often associated 
with depression and apathy [7]. This can prove detrimental to 
an individual’s ability to demonstrate capacity. Bayard et al. 
found that [8] those with MCI and AD are more likely to 
make disadvantageous selections on the Iowa Gambling Task 
(IGT). They are more likely to make choices that provide a 
high immediate reward despite the heightened risk for future 
punishment. Furthermore, the study found that individuals 
with MCI and AD performed similarly on the IGT [8]. Some 
people with MCI may develop disinhibition along with a lack 
of concern [9]. Disinhibition along with a lack of concern will 
likely contribute to poor financial decisions and an increased 
risk of financial exploitation. A person with isolated fronto-
temporal impairments may in certain cases be able to con-
duct complex financial decisions but exhibit irrational 
behavior secondary to pathological impulsivity. Brain imag-
ing combined with objective cognitive testing can be valuable 
when evaluating an individual for financial capacity.

Stoeckel et al. [10] found a relationship between atrophy of 
the medial frontal cortex in individuals with mild AD and 
poor performance on the Financial Capacity Instrument 
(FCI), indicating impairment in financial skills. The prefrontal 
cortex is particularly important in executive functioning [11]. 
Executive functioning impairment is directly correlated to 
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poor financial skills [12]. The larger the prefrontal cortex vol-
ume in healthy individuals, the better the executive function-
ing [11]. When there is an imaging study which shows atrophy 
of this specific brain region, providers should assess for defi-
cits in financial management. Objective cognitive measure-
ment tools that have an executive functioning component 
(e.g., the Montreal Cognitive Assessment [MOCA]) can pro-
vide objective data to supplement the evaluator’s assessment.

�Testamentary Capacity

Testamentary decision-making capacity is the act of execut-
ing a will, and this capacity relies on the “ability to under-
stand relevant facts and an appreciation of the reasonably 
foreseeable consequences of taking specific actions regarding 
the formation of a will” [13]. Testamentary capacity can be 
called into question when the individual is alive or deceased. 
The more the will deviates from the natural heir of inheri-
tance, the more the individual must demonstrate a higher 
level of decision-making ability. In evaluating testamentary 
capacity where the will deviates from the natural heir(s), the 
evaluator should assess if the person understands who the 
natural heir to the inheritance is and the ability to appropri-
ately describe the events that have led to the decision. The 
evaluator should determine whether there was any correla-
tion between abnormal behaviors (e.g., whether there was an 
emergence of cognitive impairment) and the decision relating 
to the will. Shulman et al. [13] emphasized that the testator 
should demonstrate understanding of the following concepts 
when being evaluated for testamentary capacity including:

	1.	 the nature and extent of his property
	2.	 the persons who are natural objects of his bounty,
	3.	 the testamentary provisions he is making, and he must, 

moreover, be capable of:

	(a)	 appreciating these factors in relation to each other;
	(b)	 forming an orderly desire as to the disposition of his 

property.
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Cognitive fluctuations occur in various neurodegenera-
tive disorders but are more commonly noted in delirium 
and Lewy body dementia [13]. The so-called “lucid inter-
val” and its importance to the capacity assessment is the 
subject of ongoing legal debate. Some argue that the use of 
the lucid interval is invalid, arguing that it would be 
“extremely short in duration, often on the order of seconds 
or minutes” [13]. As a result, the individual who is being 
evaluated would not have the sufficient amount of time to 
appreciate all the relevant factors. If one is experiencing a 
“lucid interval,” it is still within the context of a medical 
pathophysiological influence that may significantly alter 
judgment. In cases where an individual has previously 
made a financial decision (e.g., a will) while in a state of 
delirium, he may later argue that he had diminished capac-
ity at the time of the financial decision, and that the deci-
sion was made when he did not have purpose or knowledge. 
In post-mortem cases, family members or individuals who 
would otherwise benefit from the will may similarly contest 
that will if they are able to provide sufficient evidence to 
support their case.

�Neuroanatomy and Imaging

Rosenbloom et al. [14] clearly outlined how decision-making 
is dependent on three brain regions:

	1.	 The anterior cingulate cortex (ACC), which organizes con-
flicting options

	2.	 The dorsolateral prefrontal cortex, which integrates multi-
ple sources of information

	3.	 The orbitofrontal cortex (OFC) and limbic pathways, 
which are associated with affective-based decisions and 
reward

It is believed that the more complex the decision-making, 
the more important the connections between the abovemen-
tioned brain regions.
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In 2017, Spreng et al. [15] used magnetic resonance imaging 
(MRI) to compare financially exploited older adults with older 
adults who were exposed to exploitive situations but were able 
to identify and avoid it. They found anatomical changes in the 
financially exploited group, particularly in the anterior insula 
and posterior superior temporal cortices. These brain regions 
were noted to have significant roles in affectively based deci-
sion-making and social cognition [15–17]. There is also litera-
ture describing the impact of decreased insula activity in older 
adults. They are more likely to rate untrustworthy faces incor-
rectly [16], increasing the risk for being financial exploited. The 
OFC and ACC, two of the three main frontal regions in deci-
sion-making, have bidirectional connections with the insular 
and temporal cortices [14]. Individuals with an insular lesion 
tend to be “indifferent with regard to risky options” [18] or 
have “emotional bluntness towards risk” [14, 18]. This may 
resemble apathy, a symptom of MCI and dementia, which may 
negatively influence the effected individual’s ability to cor-
rectly assess consequences of decisions [8], including finances.

�Relevant Assessment Methods

Grisso and Applebaum have provided legally relevant crite-
ria for decision-making capacity [6]. These can be helpful in 
assessing financial decision-making capacity. These criteria in 
making treatment decisions are by far the most commonly 
used in the assessment of capacity.

	1.	 The individual should clearly indicate the preferred treat-
ment option, where frequent reversals of choice due to a 
psychiatric or neurologic condition may indicate lack of 
capacity.

	2.	 The individual should understand relevant information, 
and this should be demonstrated by the person whose 
capacity is being questioned.

	3.	 He or she should have the ability to appreciate the situa-
tion and its consequences.

	4.	 The person should be able to engage in a rational process 
of manipulating the relevant information.
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Some may argue that an individual who is able to possess the 
four abilities mentioned above may appropriately have finan-
cial capacity and/or testamentary capacity. While not explicitly 
mentioned in the four elements, evaluators may recognize the 
individual’s vulnerability to undue influence by assessing how 
well he or she manipulates the relevant information. Nonetheless, 
the way a lonely, old age individual performs in a structured, 
formal setting may be different than at home. Therefore, one 
can demonstrate financial decision-making capacity but still be 
overwhelmingly vulnerable to financial exploitation.

The Financial Capacity Instrument (FCI) evaluates 9 
domains and 18 financial ability tasks, and provides 2 total 
scores [19]. The FCI has been found to be a reliable assessment 
tool [20] but contains over 100 items and may take more than 
an hour to administer [21]. The FCI-Short Form (FCI-SF) mea-
sures 37 items and in a concise manner evaluates a range of 
financial skills in less than 15 minutes [21]. Swanson et al. found 
that the FCI-SF is sensitive in distinguishing mild cognitive 
impairment (MCI) and mild Alzheimer’s disease dementia [22].

The Lichtenberg Financial Decision Screening Scale 
(LFDSS) assesses financial decision-making capacity while 
preventing financial exploitation [23]. The LFDSS consists of 
ten items, seven of which rate financial decision-making, and 
three that assess for susceptibility to undue influence. At 
present, significant limitations of the LFDSS include that it 
was only studied in a single population group without ran-
domization or blinding.

Lawton and Brody [24, 25] described three levels where an 
individual of older age may function in regards to financial 
ability:

	1.	 Level 1 (Independent)—The individual is able to manage his 
or her finances independently (e.g., can write checks, pays 
rent, goes to the bank, and is able to budget appropriately).

	2.	 Level 2 (Partially dependent)—Needs help with banking 
and major purchases but can manage basic day-to-day 
purchases.

	3.	 Level 3 (Dependent)—The person is not able to handle 
finances and requires the assistance of others for every 
financial-related task.
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These three levels for financial functioning have not been 
correlated with vulnerability to financial exploitation (e.g., 
being particularly vulnerable predatorial fraud and scams). 
One may hypothetically appear to be independent in finan-
cial functioning but may be abnormally incapable of thwart-
ing undue influence.

The Schematic of the Semi-Structured Clinical Interview 
for Financial Capacity (SCIFC) is a method developed by 
Marson et al. [26] that guides providers in assessing overall 
financial capacity and the following eight relevant domains:

	1.	 Basic monetary skills
	2.	 Financial conceptual knowledge
	3.	 Cash transactions
	4.	 Checkbook management
	5.	 Bank statement management
	6.	 Financial judgment
	7.	 Bill payment
	8.	 Knowledge of personal assets and estate arrangements

Even though this interview focuses on domains that can be 
helpful to understand the financial functioning of an indi-
vidual, poor performance does not mean that an individual 
lacks capacity. For instance, if an individual struggled with 
arithmetic throughout his life and has adequately compensated 
using a calculator or an accountant, then this could be consid-
ered his baseline. Niccolai et al. used the FCI to evaluate 49 
persons with MCI and found that semantic arithmetic knowl-
edge is an important cognitive predictor of whether an indi-
vidual with MCI may lose financial capacity [27]. Nonetheless, 
the individual whose financial capacity is being called into 
question may still be able to perform well on Grisso and 
Applebaum’s elements despite poor performance on the 
SCIFC or FCI.

Widera et  al. proposed certain questions that can be 
included in an informal assessment to probe for potential 
financial impairment or vulnerability [28]:
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General Questions: “Who manages your money, property  
(and/or investments)?”

“Do you have anyone besides yourself  
on your checking and savings account?”

“How long has it been like this?”

“Are you having any problems?”

Specific Questions: “Are you having any new problems making  
change (and/or calculating tips)? ”

“When was the last time you were late  
paying a bill?”

“When was the last time you bounced  
a check?”

“Have you received any letters or phone  
calls from your bank with concerns about  
your account?”

“Has anyone stolen or cheated you out  
of money?”

�Discussion

Accurate assessment of financial capacity is still an area of 
uncharted territory. It can be challenging to determine an indi-
vidual’s ability to thwart undue influence. Evaluators should be 
assessing whether the individual has had a significant change in 
financial management over a specific period of time. For exam-
ple, the individual who has never donated to a for-profit organi-
zation has suddenly started to send them an alarming amount 
of money, possibly indicating a neurological and/or psychiatric 
basis for this new behavior. While an individual who has pro-
vided donations to a specific charity throughout his or her adult 
life and has maintained this pattern of giving into late life would 
not cause the same level of concern.
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Family members who are likely to financially benefit from 
the older individual may be biased and overestimate the indi-
vidual’s financial capacity. Likewise, some family members 
who raise the issue of impaired financial capacity in their rela-
tive may be seeking monetary benefit. An exploitative 
“friend” or family member may seek the status of payee over 
an older age individual where funds are spent on the “friend” 
or family member rather than on the older individual. Some 
may call the payee in such a circumstance as “a license to 
exploit.” Even though the payee should be discussing the way 
the money is being spent with the older aged individual, the 
older individual may overestimate the trustworthiness of the 
payee and/or have impaired awareness of who is managing his 
or her finances due to cognitive deficits (e.g., poor memory).

Normal aging (without cognitive impairment) has been 
associated with an individual’s diminished ability to register 
untrustworthy faces, and therefore increases one’s risk for 
financial exploitation. It is important for the evaluator to 
keep in mind that certain medications (e.g., anticholinergics, 
benzodiazepines), polypharmacy, and the use of illicit sub-
stances may alter an individual’s ability to make rational deci-
sions, including those related to finances. Additionally, in 
cases where the individual may be accompanied by another 
individual (e.g., family or friend), the evaluator should ask for 
that person to step out of the room during the assessment to 
diminish potential influence. Although collateral information 
is vital during a financial capacity evaluation, it should not be 
obtained while assessing the individual whose capacity is 
being evaluated. The examiner should consider conducting an 
evaluation over multiple sessions to ensure that the person is 
providing consistent information.

Older individuals are not likely to be as savvy as the 
younger generation with using new technology and the internet. 
As a result, even when an older individual is without cognitive 
deficits, they may be at increased risk for exploitation through 
the internet. While the same individual can make appropriate 
financial decisions, they often are not able to detect an online 
scam (e.g., a fake bank page that requires your log in informa-
tion, which then takes all of your funds). One may argue that 
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such a circumstance of financial exploitation is not always an 
indicator of cognitive impairment. Ethically, providers should 
balance the concepts of beneficence, where protection is the 
goal, versus the appreciation of the individual’s autonomy [29]. 
The evaluator’s counter-transference and biases may have the 
potential of influencing the financial capacity assessment by 
not being able to adequately balance these two ethical con-
cepts. However, it is important to note that there is literature 
[30] indicating that providers frequently overestimate patients’ 
capacity to make decisions. This overestimation of decision-
making capacity in older individuals may lead to detrimental 
clinical and legal consequences. This overestimation of capac-
ity may be partly due to inadequate training in performing 
capacity evaluations but also due to administrative or system-
based influences.

If an individual is found to lack financial capacity, the 
court may appoint a guardian or conservator depending on 
the circumstance and specific state law. Even if an older age 
individual may appear to have capacity to manage their 
finances, certain factors such as normal aging, mild cognitive 
impairment, and loneliness may cause the individual to 
struggle with dealing of undue influences over their finances. 
The authors of this chapter are not aware of any validated 
evaluation tools that focus on an individual’s ability to resist 
undue influence in the setting of making financial decisions. 
While some individuals may appear to be cognitively intact, 
they may have impairments in their overall functioning. As a 
result, it is recommended that evaluators of financial capacity 
weigh the individual’s cognition, emotional state, impulsivity 
level, and ability to resist undue influence.
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�Driving

Driving is an essential element of American life that does not 
diminish with age. Older Americans continue to prefer travel-
ing by private vehicle over any other mode of transport [1]. 
For most, driving represents independence and vitality, a way 
to make use of social resources and remain active in their 
communities [2]. In fact, the elderly are driving more miles 
per year and keeping their licenses active longer than ever 
before. By mid-century, roughly a quarter of American driv-
ers will be older adults [3].

Elderly drivers are not more likely to get into accidents 
than other age groups, but due to their frailty, they are more 
likely to be fatally injured when a crash occurs [4–6]. To com-
pensate for this risk, many older drivers adopt “self-restricting” 
driving strategies [7]. They avoid driving in bad weather, 
heavy traffic or in difficult road conditions. They prefer local 
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trips rather than traveling long distances, and daytime hours 
rather than driving at night [8]. Generally, they are more 
responsible than other age groups; more likely to wear seat 
belts and less likely to drink and drive [1].

According to TRIP, a national transportation research 
group, more than 600,000 people aged 70 or older stop driv-
ing each year [9]. Women are more likely to cease driving 
than men of similar age and with the same levels of illness 
and disability [10]. When driving stops, older adults make 
fewer visits to friends and family, take fewer trips to the doc-
tor, shopping centers and religious activities [11]. Dependency 
on others to meet transportation needs can strain relation-
ships. In the midst of such tensions and social isolation, there 
is an increased risk of depression, anxiety, and nursing home 
placement [12, 13].

�Regulating Safety

Many states attempt to identify, assess and regulate older 
drivers by requiring them to renew their drivers’ licenses and 
pass visual tests at more frequent intervals than younger age 
groups [14, 15]. Some states prohibit renewal by mail, requir-
ing elderly drivers to appear in person. In other states, drivers 
are required to take a road test for license renewal or must 
supply a doctor’s approval [16, 17]. In one study, a mandate 
for in-person license renewal for older adults was associated 
with a 31% reduction in fatal crash involvement rates for 
drivers aged 85 and older [18].

The risk of motor vehicle accidents is significantly increased 
for the cognitively impaired older adults. Drivers with 
Alzheimer’s dementia are up to four times more likely to be 
involved in motor vehicle collisions when compared to 
healthy age-matched controls [19, 20]. Driving is also unpre-
dictable and potentially unsafe among older adults with 
Parkinson’s and Lewy Body dementias, who suffer more 
motor dysfunction, as well as drivers with frontotemporal 
dementia who may display early executive dysfunction and 
disinhibition, as well as impulsivity and anger [21–23].
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Therefore, guidelines suggest that individuals with moderate 
to severe dementia should not drive [24–27]. While there is no 
clear recommendation for persons with mild cognitive impair-
ments, these drivers are more likely than age-matched controls 
to exhibit impaired driving performance and to fail road tests, 
although the risk of actual crashes is unknown [28, 29].

�Clinician Advice

Despite the available guidelines, many clinicians hesitate to 
initiate conversations about driving ability with elderly indi-
viduals. There can be concerns about restricting the patient 
autonomy, interfering with the quality of life and disrupting 
the doctor–patient relationship [30, 31]. As only 2% of older 
Americans make trips by public transit, loss of driving ability 
can have a profound impact on their activity levels. This is 
particularly true for older Americans who live in rural areas, 
where limited transit options are available [32]. Accordingly, 
angry and defensive reactions by individuals are common [33].

Clinicians can reduce the conflict by validating the reality 
of the life disruption caused by driving cessation and focusing 
on driving skills, rather than the individual’s age to frame the 
discussion of safety [34, 35]. Helping individuals plan for 
“driving retirement” might involve a social worker or com-
munity organization to identify the types of transportation 
options available, including public transit, ride services, and 
private arrangements [36]. Ideally, this sort of planning occurs 
well before the mobility situation becomes urgent.

�Capacity Evaluation

Clinicians frequently find themselves in the challenging posi-
tion of evaluating capacity to drive in elderly individuals [37]. 
In fact, recommendation by their doctor is the most cited 
reason for older adults to stop driving [38]. Capacity assess-
ments are usually made in clinic, where clinicians are in a 
unique position to observe and weigh potential dangers 
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against individual circumstances [39]. The clinician’s evalua-
tion may report a range of cognitive and physical functioning, 
and conclude that someone is safe to drive, that more testing 
is needed, that driving should be reduced in the near future, 
or that driving should stop [40]. The state uses this informa-
tion to make a final legal determination of yes or no in terms 
of fitness to drive.

Clinicians assess the capacity to drive by integrating evi-
dence of relevant conditions, risks, abilities, limitations, and 
potential supports to the driver [41]. Such an evaluation usu-
ally begins by taking a careful driving history, including fre-
quency of driving, location, length and reason for trips, types 
of roadways used, familiarity with roadways, frequency of 
night driving, rush hour and freeway driving, use of a naviga-
tor, presence of caregivers who can drive, caregivers’ percep-
tions of driving skills, types of passengers transported, and 
record of crashes, tickets, near misses and episodes of getting 
lost while driving [25, 42].

Additionally, clinicians record medical conditions that can 
impair driving ability, especially those that have the potential 
to improve with treatment or accommodations [43, 44]. This 
can include dementia, delirium, diabetes, stroke, psychiatric 
disorders, changes in vision due to cataracts, glaucoma, macu-
lar degeneration, and diabetic retinopathy, or limitations in 
movement due to arthritis [45, 46]. Medications also frequently 
impair driving ability. The use of long-acting benzodiazepines 
is associated with increased crash rates in older adults. 
Opioids, sedating antidepressants, hypnotics, antipsychotics, 
antihistamines, glaucoma agents, NSAIDs and muscle relax-
ants also contribute to increasing difficulty with driving [47].

Notably, cognitive tests like the Mini-Mental State 
Examination (MMSE) and the Montreal Cognitive 
Assessment (MOCA) are not predictive of driving risk or 
motor vehicle crashes and cannot be used to identify unsafe 
drivers [48, 49]. In the absence of standardized tests, clinicians 
frequently refer individuals with mild cognitive impairment 
to a driving specialist, usually an occupational therapist based 
in a hospital or a rehabilitation center. These evaluations are 
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off-road tests that can be expensive [50]. When there is high 
suspicion of impaired capacity, including concern for moder-
ate to severe dementia, the clinical recommendation is usu-
ally for a performance-based road test at the local motor 
vehicles department [51].

�Legal Obligations

Clinicians reporting of impaired drivers have been shown to 
reduce the risk of collisions [38]. Given the state to state dif-
ferences between optional and required reporting require-
ments, obtaining a consultation with an attorney or the local 
risk management department is usually advised before filing 
an official report. Although physicians may face personal 
liability for their reports, most states provide physicians with 
specific legal protections for doing so. Some states also pro-
hibit the department of motor vehicles from disclosing the 
name of the reporting physician to the patient [52].

When a clinician submits a report, the department of 
motor vehicles contacts the older driver to schedule a fitness 
to drive evaluation, usually a performance-based road test. 
These tests focus on particular difficulties that elderly drivers 
face, including driving too slowly, failing to recognize traffic 
signs, driving off the road and not braking properly. Road 
tests assess for ability to check and change lanes, merging, 
turning left, signal to park, and follow a route. However, such 
evaluations are rarely standardized, and the data supporting 
their use are limited [53].

In a study by Duchek, 88% of drivers with very mild 
dementia and 69% of drivers with mild dementia were still 
able to pass a formal road test [29]. Yet, very few (less than 
4%) of older adults referred to driving evaluations by physi-
cians will retain their driver’s licenses [54]. The referrals 
themselves may represent the first step of a de-licensing 
process. In this context, it is not surprising that many older 
drivers regret and resist the recommendation to stop driving 
once it made. In fact, roughly a third of cognitively impaired 
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drivers continue to drive [55]. Even license suspension does 
not necessarily stop these elders from driving, reflecting the 
remarkable importance of driving even among the cogni-
tively impaired.

�Voting

The act of voting is an inalienable right employed frequently 
in late life. Older voters feel empowered and involved when 
participating in elections [56]. They tend to vote in larger 
proportions than any other age group. In the 2016 presiden-
tial election, for example, the turnout for citizens aged 65–74 
was 70.9% [57]. This level of political participation allows 
elderly voters to play a pivotal role in election results. 
Consider that the outcome of the 2000 American presidential 
election was decided by just 537 votes in Florida, the state 
with the highest percentage of seniors.

Older adults tend to view voting as a responsibility. They 
vote on a range of issues, not only topics associated with 
aging [58]. Despite this degree of civic engagement, many 
older adults are limited from voting by their health status 
[59]. Voting is a multistep process, involving both physical 
and cognitive functioning. Voters must update their registra-
tion information, request forms, meet deadlines, and travel 
to a polling place. Voting often requires a form of photo 
identification, which 18% of voters older than 65 do not 
possess [60].

Elderly persons who maintain their cognitive functioning 
are more likely to vote than those who experience cognitive 
decline [61]. A recent Finnish study revealed that among a 
range of major diseases, dementia had the strongest negative 
correlation with voting [62]. Yet, the cognitively impaired 
elderly continue to vote, especially in the earliest stages of 
dementia. A survey of 100 individuals diagnosed with demen-
tia who attended a memory clinic found that 60% had voted 
in a recent American election. The vast majority did so in a 
polling booth by themselves [63].
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�Gatekeepers

The role of the caregiver is quite important with regard to vot-
ing. Spousal caregivers may raise the likelihood of a care recipi-
ent voting, especially if the caregiver agrees that even cognitively 
impaired individuals should be allowed to vote [64]. However, 
older adults with dementia who remain capable of voting may 
be prevented from doing so by caregivers who incorrectly 
assume that they lack capacity. Caregivers may also decide not 
to inform an elderly person of the right to vote, refuse to supply 
a registration form or fail to assist the person in voting [65].

Compromising the integrity of elections, caregivers some-
times cast ballots on behalf of demented individuals, whether 
from beneficent or dishonorable motives, without their knowl-
edge or against their wishes [66]. Terms such as “patient” or 
“nursing home resident” imply dependence on the caregiver 
and can embolden the caregiver’s sense of paternalism. This is 
in contrast to referring to elderly voters, even those with cog-
nitive decline, as “taxpaying consumers” [67].

Studies of nursing homes reveal that staff frequently 
screen residents themselves to determine who has the capac-
ity to vote before allowing elderly residents to vote or 
assisting them to vote [68]. Few state guidelines exist for vot-
ing in long-term care facilities with regard to promoting par-
ticipation and limiting fraud. Notably, the completion of 
absentee ballots in nursing homes is not regulated and varies 
widely across different facilities, despite the prevalence of 
absentee voting among elderly voters [69].

Many states allow political operatives to distribute absentee 
voter applications to residents in nursing homes, as well as 
assist in completing and collecting ballots without requiring a 
witness to be legally present [70]. A study comparing voting 
practices in several Maryland counties suggests that directly 
involving election officials with long term care staff improves 
voter registration and voter turnout. In nursing home settings, 
assigning responsibility to election officials to notify staff of 
relevant deadlines, as well to deliver ballots and supervise poll-
ing booths could reduce the opportunities for fraud [71, 72].
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�Voting Facilitation

In recent decades, Congress has made efforts to promote 
accessibility for voters with disabilities, most notably through 
the Voting Accessibility for the Elderly and Handicapped Act 
of 1984, the Americans with Disabilities Act of 1990, and the 
Help America Vote Act of 2002. The American Bar 
Association has urged federal, state, local governments “to 
improve the administration of elections to facilitate voting by 
all individuals with disabilities, including people with cogni-
tive impairments.” Recognizing the demographic shifts ahead, 
the American Election Administration Commission noted in 
2015 that roughly a third of voters will need some form of 
voting assistance by 2050.

Voting assistance includes help with transportation to vot-
ing sites, access into buildings, wheelchair accommodations, 
visual needs, and clear, simplified instructions on how to vote. 
Few of the current electronic or optical scanning systems are 
tailored to people with cognitive impairment [73]. More 
effective ballot design may reduce confusion in the polling 
booth, including providing pictures of the candidates. The 
capability of older adults with cognitive impairment to learn 
new techniques, including the most popular electronic voting 
machines, is not well understood. Many elderly voters retain 
the ability to vote using older skills, such as pulling a lever or 
punching a card [73].

States vary widely in their implementation of voting facili-
tation, including absentee voting, early voting, voter identifi-
cation and same day registration [74]. Early voting can be 
especially helpful in providing flexibility to elderly voters, but 
can complicate the costs of running a local election. Mobile 
voting allows bipartisan pairs of election officials to bring bal-
lots directly to long-term care facilities, where they can assist 
voters and register new voters. Mobile voting is allowed in 23 
states, but laws vary on whether state or local officials are 
responsible for administering this system [75].

In a survey conducted over 11 years across 30 European 
countries, Wass et  al. found that among voters with health 
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problems or activity limitations, the higher the level of voting 
facilitation, the lower the turnout [76]. In fact, voting facilita-
tion had almost no effect on the voting patterns of healthy 
adults. Instead, there was a negative influence on individuals 
with poor health or limited ability. In Wass’s study, only proxy 
voting relatively increased participation among those with 
activity limitations. In the United States, however, proxy vot-
ing is not legally permitted.

�Capacity Evaluation

Unlike driving, voting has not been identified as a public 
health problem. Quite to the contrary— participation in elec-
tions increases self-esteem and a sense of independence, 
reinforcing democratic principles and enabling even vulner-
able groups to challenge imbalances of power [56]. No state 
requires that a physician notify the state’s voting board about 
a patient who lacks the capacity to vote. In addition, there is 
no easily administered, validated test to determine voting 
ability. In fact, many people with cognitive decline retain 
their capacity to vote [77].

State laws vary substantially in their approach to voting 
capacity assessment. In some states, older adults with dementia 
are not allowed to vote until legally deemed to have the capac-
ity to vote. Yet other states do not have any voting competency 
standards [78]. Many states have adopted the recommendation 
of the American Bar Association: “If you can communicate, 
with or without accommodations, a choice to vote, you are 
competent to vote.” However, not all persons who want to vote 
understand the nature and effect of voting [79].

A desire to vote has been found to be a poor predictor of 
voting capacity. Whereas most individuals with mild dementia 
retain the capacity to vote, those with more severe illness do 
not. The severity of dementia generally correlates with the 
decreasing capacity to vote. Moderate dementia is most vari-
able in terms of voting abilities and frequently the hardest to 
assess [80]. The use of a structured tool such as the Competence 
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Assessment Tool for Voting (CAT-V) that focuses on four 
standard decision-making abilities: understanding, apprecia-
tion, reasoning and making a choice, improves the assessment 
of an individual’s capacity to vote.

Older adults who are deemed mentally incompetent, inca-
pacitated or under guardianship are frequently disenfran-
chised from voting despite the fact that they may be well 
informed about election issues even if they need help with 
other areas of functioning [78]. In Doe vs. Rowe, a federal 
district court in Maine ruled that a person under guardian-
ship retains the capacity to vote if he or she understands the 
nature and effect of voting and is able to choose among can-
didates and questions on the ballot [81]. This ruling does not 
hold the voter to a higher standard than other populations. 
Rather, under this ruling older adults retain the right to vote 
unless explicitly prohibited by the terms of their 
guardianship.

�Sexual Expression

The sexual needs of older adults are frequently minimized 
in our culture. Older adults are less likely to discuss their 
sexual activity with their clinicians than younger individuals. 
Providers often take a limited sexual history due to their 
own misconceptions [82, 83]. In nursing homes, expecta-
tions can be that of abstinence. Yet, basic needs for pleasure 
and connection do not diminish with age. Rather, sexuality 
remains an important measure of quality of life across the 
lifespan [84, 85].

Studies show that sexual activity in older adults can 
increase self-esteem, boost cognitive functioning, improve 
relationships, and cultivate independence [86]. Sexual instincts 
also survive cognitive decline. Among the cognitively impaired, 
for whom verbal expression can be difficult, touch and inti-
macy are important ways to maintain communication, provide 
a sense of emotional well-being, offer relief from stress, and 
cultivate feelings of warmth and safety [87].
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�Cognitive Decline and Sexuality

During the initial stages of dementia, sexual expression may 
increase due to disinhibition or decrease as a form of apathy. 
Sexually inappropriate behaviors occur in all stages of 
dementia, as well as with mild cognitive impairment. The 
emergence of inappropriate sexual behaviors often compli-
cates the course of dementia [88, 89]. Early in the course of 
illness, individuals with Parkinson’s dementia may show poor 
impulse control while those with Frontotemporal dementia 
can exhibit hypersexuality [90, 91].

Evaluation of these behaviors includes diagnostic clari-
fication to rule out delirium or underlying medical etiol-
ogy, careful assessment of any mood disorder, delusions, 
substance use, attention-seeking behavior or long-standing 
personality traits. The management of inappropriate sexual 
behaviors usually starts with non-pharmacological strate-
gies, including removal of precipitants, distraction strate-
gies, and offering other opportunities to relieve sexual 
urges [92]. Discontinuing medications that worsen disin-
hibition is also important. While antidepressants can be 
useful in reducing libido, the side effects of antipsychotics 
usually outweigh the benefits, and the use of hormonal 
treatments is controversial [93].

�Moral Dilemmas

Partners of those living with dementia face numerous chal-
lenges. Frequently, spouses are primary caregivers attempting 
to balance the changing needs of their impaired partners with 
their own desires [94, 95]. Moral dilemmas become numerous, 
as exemplified by the 2015 case of Henry Rayhons, a former 
state legislator who faced a felony charge for accusations of 
sexual abuse toward his wife, an individual with Alzheimer’s 
disease, after staff members decided she was too cognitively 
impaired to consent to sex. Mr. Rayhons was found not guilty 
in a jury trial, but the case ignited debate about whether staff, 
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doctors, or even adult children acting as guardians, have better 
ability to judge the enjoyment of a demented patient than the 
spouse in questions [96, 97].

Protecting cognitively impaired individuals from unwanted, 
distressing, or exploitative sexual encounters is critical. Rates 
of abuse may be higher for older adults living in nursing 
homes versus those in the community. Only 1 in 24 cases of 
elder abuse is reported according to the World Health 
Organization [98]. Signs of abuse can include weight loss, 
bruises, broken bones, and increased confusion. However, 
evaluation of these signs in older adults with dementia can be 
difficult. In addition, in one study, elderly victims displayed 
fear or ambivalence toward the abuser in only half of cases 
and were less likely when compared to other age groups to 
report instances of abuse [99].

�Capacity Evaluation

There is no medical standard for evaluation of the ability to 
consent to sex in late life. Requests for capacity assessments 
are made in cases of sexual assault, including both criminal 
charges against individuals and the civil liability of nursing 
homes for their residents. Courts usually consider awareness, 
understanding, and voluntariness as the three main determi-
nants of capacity to consent to sexual activity [100]. Ethical 
principles focus on finding a balance between autonomy, 
beneficence, non-maleficence, and safety. Some states require 
not just an understanding of sex, but also the moral and social 
implications of sexual behaviors, including impact on other 
relationships [101].

The demented elderly are particularly vulnerable to losing 
the capacity to consent to sex [102]. The presence of delusions 
or misidentification complicates the determination of aware-
ness. Tarzia et  al. have suggested that interfering in a sexual 
relationship between people who are otherwise content is 
recommended only if the participants are not aware of the true 
identity of their partners, believing that person to be someone 
else; for instance, their spouse [103]. In order to have capacity 
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for sex, the risks of sexual activity also need to be understood. 
This includes varied risks as falling out of bed, contracting 
sexually transmitted disease, and struggling with a sense of 
abandonment when the relationship ends [104].

In a 2013 survey of over 300 nursing home directors, the 
Society for Post-Acute and Long Term Care Medicine found 
that more than two-thirds identified sexual concerns in their 
facilities, roughly half noted sexual activity between residents, 
but the majority had no specific policies in place about sexual 
behaviors [105, 106]. Study of intervention by ombudsmen in 
long-term care highlights the need for resident advocates to 
support residents’ rights. Standards of practice should include 
decision-making procedures for ethically complex situations, 
occurrences of sexual abuse, and inappropriate sexual activity 
[107, 108].

The Hebrew Home in Riverdale, NY, is an example of a 
facility with specific guidelines for assessing sexual consent 
capacity, including interdisciplinary team assessment of ver-
bal and non-verbal communications of pleasure, mood before 
and after sexual contact, and understanding of the personal 
meaning of sexual activity, including previous patterns of 
sexual behavior [109]. The goals of these policies are to 
uphold autonomy and sexual rights while also protecting resi-
dents under both state and federal law. Both best interest and 
substituted judgment standards are utilized for someone 
deemed incapable of providing sexual consent [110].

�Conclusions

Capacity assessments in late life can involve very personal 
aspects of living, including choosing a sexual partner, voting 
for a candidate in election, or driving a private car at night. 
Evaluating the capacity to engage in these activities requires 
a clinician to act in a person’s best interest (beneficience) and 
avoid harm (maleficence). Clinicians must integrate complex 
clinical data, including medical conditions, cognitive abilities, 
functional skills, personal values, and past behaviors with an 
analysis of the risks at hand and an understanding of the legal 
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standards. This formulation must be weighed against the 
ethical principle of self-determination (autonomy), which 
includes the right to make bad decisions.

Difficult capacity assessments often involve individuals 
who fall into moderate ranges of cognitive impairment. The 
lack of specific guidelines for clinicians in this “gray area” can 
make evaluations quite complicated, especially given the 
expectation that clinicians conclude with a “yes or no” answer 
regarding capacity. To offer the most careful assessment, clini-
cians should be aware of their own biases, including comfort 
tolerating risk. By being informed about potential accommo-
dations and types of community services available, consider-
ing harm reduction models and cultural influences, clinicians 
can help initiate conversations, identify patient and family 
preferences, and make plans in advance of cognitive, mental 
or physical decline, without over-emphasizing the authority 
to direct care (paternalism).

Many individuals with diminished capacity are currently 
managed by family members or caregivers without any formal 
capacity assessment. Judicial review occurs rarely for driving 
capacity, very rarely for sexual consent capacity (usually only 
with litigation), and extremely rarely in the case of voting 
capacity (in most states voting rights are retained even under 
guardianship) [111]. As baby boomers age and cognitive 
impairment becomes increasingly prevalent in society, it is 
likely that formal requests for capacity evaluations will increase 
in an effort to maintain safety on the roads, mobilize voters 
during elections, and ensure against sexual abuse in nursing 
homes. There is a strong need for more research to help guide 
this expanding and difficult area of clinical practice.
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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].
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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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�Introduction

Research gaps outnumber what is known about the treatment 
of psychiatric disorders in late life. The increase in the popula-
tion of older adults with psychiatric and neurocognitive disor-
ders, and the relative lack of evidence-based treatments for 
their symptoms and syndromes, argue strongly for an ongoing 
research imperative—i.e., for basic, translational, and clinical 
investigations focused on psychiatric and neurocognitive dis-
orders of late life. These studies will require human volunteers, 
including those with and without specific disorders, to partici-
pate in research. In some cases, the studies might benefit the 
volunteers directly; however, in many if not most cases, the 
only beneficiaries are science and—hopefully—future patients.

Moreover, as neuroscience research makes forays into 
increasingly innovative territory (e.g., responsive neuromodu-
lation, brain-machine interfaces), and as research frameworks 
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evolve—leading to the possibility of earlier and earlier predic-
tion of neurocognitive disorders (e.g., preclinical Alzheimer’s 
disease [AD])—the array of ethical issues confronting 
researchers as well as clinicians will expand.

Ethical considerations in research with older populations 
arise at all stages of the research endeavor, from conceptual-
ization of the research question, to study design, to recruit-
ment and retention, to the actual study conduct itself, to 
analysis of results, and dissemination of findings. Research 
ethics encompasses a broad range of topics—e.g., informed 
consent, decision-making capacity and its assessment, surro-
gate consent, investigator conflicts of interest, and institu-
tional review board (IRB)/research ethics committee review, 
approval, and oversight. For the purposes of this chapter, 
however, we will focus only on a few of these topics, i.e., 
informed consent, decision-making capacity, and surrogate 
consent to research, as these topics have been the subject of 
substantial empirical ethics study.

�Informed Consent for Research

The pillars of ethical research conduct have been outlined in 
numerous important codes, declarations, and documents over 
the last 70-plus years—including the Nuremberg Code, the 
Declaration of Helsinki, and The Belmont Report (for a more 
detailed review of important documents in the history of 
research ethics, see [1]). In the United States, the Belmont 
Report (formally titled, “Ethical Principles and Guidelines 
for the Protection of Human Subjects of Research”) laid out 
three broad principles for the ethical conduct of research [2]. 
The Report also very usefully discussed the operationaliza-
tion of these principles (i.e., via informed consent, analysis of 
risks and benefits, and appropriate subject selection). Further, 
the Report illustrates how the three principles may exist in 
tension in the research context, acknowledging in plain lan-
guage that there are not always simple solutions to complex 
issues that arise in research. In other words, the Report is not 
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a list of hard-and-fast rules, or a checklist to be followed, but 
rather is meant to serve as a guide to thoughtful deliberation 
and decision-making by researchers and reviewers. In this 
sense, the Belmont Report has been an extremely important 
document in the field of research ethics. The three principles, 
as defined in the Belmont Report, are as follows:

•	 “Respect for persons: Respect for persons incorporates at 
least two ethical convictions: first, that individuals should be 
treated as autonomous agents, and second, that persons with 
diminished autonomy are entitled to protection. The prin-
ciple of respect for persons thus divides into two separate 
moral requirements: the requirement to acknowledge auton-
omy and the requirement to protect those with diminished 
autonomy.”

•	 “Beneficence: Persons are treated in an ethical manner not 
only by respecting their decisions and protecting them from 
harm, but also by making efforts to secure their well-
being.…Two general rules have been formulated as comple-
mentary expressions of beneficent actions in this sense: (1) 
do not harm and (2) maximize possible benefits and mini-
mize possible harms.”

•	 “Justice: Who ought to receive the benefits of research and 
bear its burdens? This is a question of justice, in the sense of 
‘fairness in distribution’ or ‘what is deserved’. An injustice 
occurs when some benefit to which a person is entitled is 
denied without good reason or when some burden is 
imposed unduly” [2].

Informed consent flows directly from the first principle, 
respect for persons, as it mandates respecting the autonomy 
of individuals, operationalized in their willing and informed 
decision-making. In circumstances where informed consent 
by the potential participant is not possible (e.g., advanced 
dementia), the protection of the individual with diminished 
autonomy takes precedence, as discussed in the section on 
Surrogate Consent.

As has been discussed in detail elsewhere [3], informed 
consent for research is generally viewed as consisting of three 
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required components: (1) disclosure of information relevant 
to the research decision, i.e., the purpose, nature, and proce-
dures of the study; study risks, benefits, and alternatives; (2) 
decision-making capacity; and (3) voluntariness (a free and 
genuine choice made without of coercion) [4].

Decision-making capacity itself has been sub-divided into 
four requisite abilities, namely (1) understanding, i.e., ade-
quate comprehension of relevant information; (2) apprecia-
tion, i.e., the ability to grasp how the research-related 
information applies to one’s own circumstances; (3) reasoning, 
i.e., abilities to weigh information and reason through the 
consequences of one’s decision; and (4) choice, i.e., the ability 
to communicate a clear and consistent choice—in the case of 
research, this amounts to a stable decision regarding participa-
tion [3]. It should be noted that this model of decision-making 
capacity is just that—a model meant to serve as a guide for 
covering key aspects of the decision at hand. Although there 
are several instruments available to aid in capacity assess-
ment, there remains no true “gold standard” for assessing 
capacity [5]. Furthermore, reasonable physicians can come to 
different conclusions about whether a patient possesses or 
lacks capacity for a specific task. Importantly, most experts 
would argue that the standard for capacity should vary 
depending on the nature of the decision, i.e., a sliding scale 
should be used wherein higher-stakes decisions require a 
higher threshold of capacity. In general, because of the relative 
lack of consensus regarding tools and cut-points, we do not 
recommend a specific cut-point on a specific capacity assess-
ment tool. However, investigators should consult with their 
local Institutional Review Board/Research Ethics Committee 
(IRB/REC) to ensure that appropriate capacity assessments 
are incorporated into their research protocols when needed. 
Of note, there is also no consistent regulatory guidance about 
this aspect of psychiatric research; in the United States, only a 
few states, for example, have specific laws related to assigning 
a surrogate for consent for research [6].

It should be noted, though, that numerous studies examin-
ing capacity to consent to research among people with a 
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variety of psychiatric disorders have demonstrated that, while 
the majority of adults with psychiatric disorders retain the 
requisite abilities to provide informed consent for research, 
there is substantial heterogeneity among this population. In 
other words, some individuals with mental illness are vulner-
able to impaired decision-making capacity; these impair-
ments tend to be associated with cognitive deficits rather 
than with psychiatric symptoms per se [7].

It follows, then, that when older adults who may have cog-
nitive impairment (regardless of underlying etiology) are 
being considered as potential research participants, addi-
tional safeguards around informed consent are likely needed. 
Such safeguards may include capacity screening, use of 
enhanced consent procedures, or inclusion of a study “part-
ner” (an individual, often a relative of the patient, who is 
involved in the consent process and study visits) or subject 
advocate [8, 9].

�Surrogate Consent

In studying geriatric patients with a known diagnosis of a 
neurodegenerative disorder such as AD or other forms of 
dementia, investigators inevitably must grapple with the issue 
of determining how they will ethically enroll these partici-
pants. In most cases, ethical research conduct will require 
obtaining informed consent from someone other than the 
patient, as well as obtaining “assent” from the patient him/
herself. The person providing informed consent on behalf of 
the patient is variously referred to as the patient’s surrogate, 
proxy, alternate decision-maker, or legally authorized repre-
sentative (with the caveat that the latter term can be confus-
ing when the law is silent on who is legally authorized to 
make research decisions on behalf of the patient).

The reality is that in neurodegenerative disorders, patients 
inevitably lose decisional capacity during the course of the 
illness. One of the more challenging issues has been deter-
mining when this loss of capacity tends to occur. In studies 

Chapter 7.  Research Ethics in Geriatric Psychiatry



114

that used detailed capacity assessment tools (e.g., the 
MacArthur Competence Assessment Tool for Clinical 
Research), the consistent finding has been that most patients 
lose capacity at some point during the transition from mild to 
moderate AD [10–12]. However, given the move to a biologi-
cally defined research framework for AD [13], further 
research will be needed to determine how the new biologi-
cally defined categories of disease relate to levels of capacity, 
as well as whether certain disease characteristics correspond 
to specific decisional deficits.

Although surrogate consent is widely used in dementia 
research, relatively little is known about the nature of surro-
gates’ decision-making processes, i.e., how they make a deci-
sion on behalf of their loved one. The ethics literature (as well 
as a few state laws) emphasize that surrogate decision-makers 
should make a decision using a “substituted judgment” stan-
dard (i.e., stepping into the decisionally incapable person’s 
shoes to make a decision based on how that person would have 
decided). However, it is not apparent that this is actually how 
surrogates make these decisions. In a study of surrogate deci-
sion-makers for people with AD (who were given a hypotheti-
cal clinical trial protocol and asked to discuss whether and why 
they would enroll their relative), surrogates described using 
both substituted judgment as well as considering the patient’s 
best interests [14]. Essentially, these surrogates were engaged 
in a balancing act—trying to honor (their perception of the) 
patient’s wishes and abiding values while simultaneously striv-
ing to maintain the patient’s quality of life. For example, one 
participant described trying to consider the type of person her 
mother was, as well as the potential risks of the study:

Now with her, you have to take into consideration what kind of 
person she is to begin with. Then you have to think about, at this 
age, do you subject somebody to any unnecessary risk? And you 
have to evaluate…well, the trade-off. Is the likelihood of benefit-
ing science large enough to offset the likelihood of her inconve-
nience and her discomfort? It’s very different when you’re 
thinking about it for somebody else than for yourself [14].

It is not even clear that cognitively impaired individuals 
and their surrogate decision-makers actually perceive the 
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decision process similarly. For example, Black and col-
leagues interviewed research pairs (cognitively impaired 
adults and their surrogates), asking them about the process 
they had used when deciding to enroll in a research study 
(in this case, a study they had actually participated in). 
Frequent disagreement was noted between the surrogate 
and the cognitively impaired individual regarding how the 
decision was made [15]. Several other studies found that 
surrogates’ decisions about research appeared to more 
closely track their own preferences as opposed to those of 
the patient [16, 17].

When asked specifically about their motivations for enroll-
ing their relative with dementia in research, surrogate 
decision-makers have cited the following reasons: potential 
for direct benefit to the patient; altruism or benefits in the 
future to others; medical evaluation/diagnostic procedures; 
compensation; attention from research staff/clinicians; access 
to more precise treatment; trust in researchers/research; and 
educational value [18].

The potential for overestimation of direct benefit remains 
a problem in clinical research, including research focusing on 
dementia. In some instances, this overestimation may stem 
from difficulty understanding that clinical research is not the 
same as standard-of-care treatment. While less studied so far 
in dementia research, concerns about the “therapeutic mis-
conception” (a failure to appreciate key distinctions between 
research and treatment) have been raised in clinical research 
generally [19–21].

Clearly describing for potential subjects and their family 
members the purpose of the research, as well as (when appli-
cable) the limits of what is currently known about the treat-
ment being studied, may help mitigate this sort of 
misunderstanding. Nancy King, in an effort to reduce mis-
placed optimism about direct benefits of research for partici-
pants, argued for a more clear-cut delineation of types of 
potential benefit in trials, i.e. [22],

•	 Direct benefit, …properly defined as benefit arising from 
receiving the intervention being studied
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•	 Collateral benefit to subjects …benefit arising from being a 
subject, even if one does not receive the experimental inter-
vention (e.g., a free physical examination and testing, free 
medical care and other extras, or personal gratification of 
altruism)

•	 Aspirational benefit, or benefit to society and to future 
patients, which arises from the results of the study [22]

Whether such description of benefits in consent forms and 
discussions would help participants better appreciate the 
nature and likelihood of benefit in dementia research is, thus 
far, unclear.

�Future Directions

Geriatric psychiatry deals with some of the most difficult-to-
treat conditions in medicine. Ethical enrollment of older 
adults with a wide range of psychiatric and cognitive disor-
ders will remain of paramount importance for the knowledge 
base to advance. Numerous issues related to the ethics of 
research involving older adults with psychiatric and cognitive 
disorders remain understudied and unaddressed. These 
include the following:

•	 Legal and policy issues—e.g., the legal status of research 
on individuals with diminished capacity due to neurocog-
nitive disorders; legal and regulatory guidance regarding 
surrogate consent for research

•	 Empirical questions about decision-making capacity—e.g., 
when is it appropriate or necessary to conduct formal 
capacity assessment; what tools should be used to conduct 
such assessments; who should do these assessments; where 
should the line be drawn between adequate and impaired 
capacity; and how should this line vary depending on the 
nature of the research?

•	 Surrogate consent issues—e.g., how best to engage surro-
gates in the consent process; when and how to assess sur-
rogates’ own understanding of research; how to evaluate 
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whether surrogates are weighing the risks and benefits of 
research appropriately for the patient?

•	 Review and oversight issues—e.g., how should IRBs 
define and weigh risks and benefits in considering research 
involving individuals with diminished capacity.

�Conclusions

Geriatric psychiatry research will become increasingly needed 
in an era of major demographic shifts to an aging population. 
While we have attempted to provide an overview of some of 
the ethical issues that arise in the conduct of research with 
older adults, undoubtedly there are additional issues that are 
likely to emerge. Investigators who are conducting—or hope 
to conduct—research involving older adults and their fami-
lies need to be versed in the ethical foundations of human 
subjects research, including past history of abuses and exploi-
tation particularly involving vulnerable populations such as 
people with mental illness. The “research imperative” can be 
met while also meeting our ethical obligations to participants, 
but this requires ongoing vigilance regarding the ethics of 
research, as well as the humility to acknowledge how much 
we do not know about the human brain, as well as human 
motivations. Research on the ethics of research is also needed 
to continue to flesh out these important issues, particularly as 
research on the brain moves into ever more technologically 
sophisticated realms.
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�Introduction

As life expectancy has increased over the last century, so has the 
length of life lived with diseases and illnesses [1, 2]. Advances in 
the medical field have made a wide array of treatments and 
services available for terminal illnesses, ranging from aggressive 
invasive procedures to comfort measures and palliative care. 
Although healthcare providers and family members often find 
it compelling to implement life-saving measures, some of these 
procedures can severely compromise quality of life and cause 
unnecessary sufferings to individuals at the end of their life. 
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Clinical evidence indicates that aggressive procedures do not 
always translate into better quality of life, and contrary to the 
seemingly obvious option, life-prolonging measures are not 
always an individual’s preference.

Older adults are at an increased risk for losing decision-
making capacity due to many conditions common to old age, 
making it difficult for them to make their treatment choices 
known when they need to. In an event that the older adults 
lose their decision-making capacity, and if their wishes for 
treatments are not known, then they may receive treatments 
that they may not have chosen for themselves had they been 
able to state their preferences. Advance healthcare planning 
can help older adults make treatment choices in advance of 
losing decisional capacity and to receive care in keeping 
with their wishes, goals, and values. Advance healthcare 
planning is a process whereby individuals, in consultation 
with their healthcare providers, family members, and impor-
tant others make decisions about his or her future health 
care in order to prepare for future medical care decisions 
should a time come when they are unable to make such 
decisions [3].

�A Brief History

Advance healthcare planning, as it is known today, has under-
gone many changes and iterations over the years [4–6]. The 
concept of “Living Will,” a tool through which individuals 
could state their wishes about future treatments was first pro-
posed by a Chicago-based human rights lawyer, Luis Kutner in 
1967. This proposal resulted in a simple form being developed 
by the Euthanasia Society of America in 1972, which stated 
that if an individual did not have a reasonable chance of recov-
ery from medical illnesses, they were allowed to die, if they so 
wished. The Living Will concept gained a major impetus in 
1975 with the case of Karen Ann Quinlan, a 21-year-old 
woman, who suffered brain damage and was declared to be in 
a persistent vegetative state at a New Jersey (NJ) hospital. Her 
parents requested the hospital to discontinue the ventilator but 
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were turned down, a decision also upheld by the NJ superior 
court. The Quinlans then appealed the case in the NJ Supreme 
Court, who granted their request. Ms. Quinlan surprisingly 
continued to breathe after being taken off of the respirator and 
died 9 years later in 1985 at a nursing home from respiratory 
failure. Following Quinlan’s case, California passed the Natural 
Death Act in 1976, which allowed competent adults to refuse 
life-sustaining treatment for incurable injury or illness, and 
sanctioned the first Living Will. Many states followed suit and 
currently all states have some version of the Living Will.

Advance healthcare planning saw another landmark 
development in the first “right to die” case of Nancy Cruzan 
in 1983 [7]. Nancy Cruzan was a 23-year-old woman who 
ended up in a persistent vegetative state following a motor 
vehicle accident. She was in need of total care and tube feed-
ings and after hoping for recovery for several years, her par-
ents asked for her tube feeds to be stopped. The rehabilitation 
facility refused, until her parents got a court order from the 
US Supreme Court, after initially losing their case in the 
Missouri Supreme court. The Supreme Court acknowledged 
the right of an individual to die, but rested the final version of 
those statutes in the hands of the state. The case went back to 
Missouri Supreme court, which required the Cruzans to 
prove that Nancy would not have wanted to live under these 
circumstances. Her family and friends shared information 
with court about their conversation with Nancy about quality 
and end of life that they had in years prior. In 1990, all feeding 
tubes were removed leading to her demise. The Congress 
passed the 1990 Patient Self Determination Act in response 
to Nancy Cruzan case as a part of Omnibus Budget 
Reconciliation Act (OBRA). It underwent a few revisions 
and the way it stands today, it mandates Medicaid and 
Medicare provider organizations to give information to 
patients about advance directives (ADs) and their right to 
formulate those in writing upon admission.

Patient Self Determination Act of 1990 [8, 9] amends titles 
XVIII (Medicare) and XIX (Medicaid) of the Social Security 
Act to require hospitals, skilled nursing facilities, home health 
agencies, hospice programs, and health maintenance organiza-
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tions to (1) inform patients of their rights under State law to 
make decisions concerning their medical care; (2) periodically 
inquire as to whether a patient executed an advanced directive 
and document the patient’s wishes regarding their medical care; 
(3) not discriminate against persons who have executed an 
advance directive; (4) ensure that legally valid advance direc-
tives and documented medical care wishes are implemented to 
the extent permitted by State law; and (5) provide educational 
programs for staff, patients, and the community on ethical issues 
concerning patient self-determination and advance directives.

There have been many more developments since these 
landmark cases (Table 8.1). In one of the most recent impor-

Table 8.1  Evolution of advance healthcare planning and advance 
directives [7–10]
Year Developments
1967 1st Advance Directives proposed by Euthanasia Society of 

America representative, Luis Kutner

1975 NJ Supreme Court grants order to discontinue ventilator 
in Karen Ann Quinlan case

1976 California becomes the first state to sanction the Living 
Will in the form of the Natural Death Act

1983 California adopts first Power of Attorney (PoA) for healthcare

1990 US Supreme Court allows discontinuation of tube feeds in 
Nancy Cruzan case in the first ever “right to die” case

1990 Creation of the advance healthcare directives through 
approval of Patient Self Determination Act in response to 
Nancy Cruzan case

1991 Physician Orders for Life-Sustaining Treatment (POLST) 
paradigm begins in Oregon

By 
1999

Discussions about implementing Do-Not-Resuscitate (DNR) 
orders leading to 42 states adopting the DNR protocols

By 
2009

44 states and District of Columbia have some version of 
default surrogate laws

2016 Medicare allows one doctor patient session to discuss end-
of-life issues
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tant developments, the Centers for Medicare and Medicaid 
Services (CMS), finalized regulations that allow Medicare to 
pay clinicians and other qualified healthcare professionals for 
providing advance care planning consultation to beneficiaries 
from January 2016 [10].

�The Process of Advance Healthcare Planning

Advance healthcare planning involves many steps from initi-
ation to their implementation. Although it can be started at 
any age or stage of a disease process; most often, these con-
versations start once a person receives a terminal diagnosis. It 
is important that advance healthcare planning commences as 
soon as possible with older adults while they are still healthy 
and able to collaborate in choosing their treatment options 
and stating their choices. If an individual does not seem 
receptive to having a conversation regarding advance 
healthcare planning, the clinician should assess and address 
the barriers to these communications. Involving a loved one 
and inviting them to these discussions helps facilitate these 
difficult conversations by encouraging collaboration and pro-
viding support to the individual. If a surrogate decision-
maker has not been chosen, it should be encouraged during 
this process, as it helps surrogates feel more comfortable in 
their role and reduces the distress from such critical decision-
making in the future.

The most crucial element of this process is to get an under-
standing of the patient’s values and beliefs that will guide their 
treatment choices and decision-making [11, 12]. The impor-
tance of face-to-face communication between the clinician, 
the patient, and preferably their loved one in this process can-
not be overstated [13]. A meta-analysis indicated that the use 
of structured communication tools like the “Values History” 
as opposed to ad-hoc approaches may increase the frequency 
of discussions about, and completion of, advance directives 
and the concordance between the care that is desired and 
finally received by patients [14]. Values History is a two-part 
form that allows patients to identify their values and beliefs 
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regarding terminal care in first part and makes provision to 
complete advance directives in the second part [15].

Advance healthcare planning is not a one-time event but a 
process that should ideally include ongoing discussions that 
not only enhance the clinician’s understanding of patient’s 
care goals but also give the patient a chance to evolve their 
own formulation of the plan and make informed decisions. 
The healthcare plan may have to go through several itera-
tions and changes with changes in patient’s disease process or 
circumstances. Incorporating patient’s wishes in ongoing care 
helps everyone understand their treatment choices better.

�Advance Directives

Advance healthcare planning is formalized into a legal docu-
ment called advance directives, which is a key instrument in 
helping the execution of healthcare planning. Different states 
vary in their law statutes governing advance directives and 
forms. Clinicians and patients must therefore familiarize 
themselves with these procedures specific to their state 
before starting the process.

There are two different forms of advance directives [16], 
although an individual can formulate one document with the 
elements of both [17]:

	1.	 Living Will
	2.	 Power of Attorney

A Living Will is a document that gives directives to clini-
cians and surrogate decision-makers regarding the treatment 
that a person may or may not want at the end of life [18]. It 
includes items such as life-sustaining treatments including 
resuscitation, intubation, tube feeding, dialysis, medication 
preferences (e.g., chemotherapy), and organ and tissue dona-
tion. It may also document the individual’s wishes in regards 
to palliative care management including pain management, 
invasive tests, and procedures (e.g., implanting a defibrillator) 
and where the person wishes to die. Generally, Living Will 
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goes into effect when a person is diagnosed with a condition 
specified in their state’s Living Will law and when two differ-
ent clinicians certify patient’s loss of capacity, but these spe-
cifics vary widely from state to state.

Living Will is based on predicting possible future medical 
scenarios and addressing those ahead of time. However, real-
life situations are more complex than what could be addressed 
through Living Will, which has led to the formulation of a 
Power of Attorney. Simply put, a Power of Attorney is a legal 
document wherein a person gives another person the right 
and the power to act on their behalf. The person (referred to 
as the “principal”) may choose to vest very specific powers in 
another person (referred to as the “agent”) in matters of pri-
vate affairs, business, or other legal matters, e.g., allowing the 
agent to manage their finance if they were out of country. An 
important consideration is that a power of attorney can be 
formulated only while the “principal” still has the capacity to 
make decisions and is revoked as soon the “principal” loses 
their capacity. For the purposes of advance directives and 
future healthcare decision-making, a special provision was 
made wherein the power of attorney would continue to hold 
even after the principal lost their decision-making capacity, 
referred to as a “Durable Power of Attorney” (DPoA) [16].

The DPoA is a document in which the “principal” appoints 
another trusted person to make healthcare decisions on their 
behalf, if they are rendered incapacitated in future. A DPoA 
can be appointed only while the “principal” still has the 
capacity and is generally the spouse, next of kin, or a close 
friend. The decisional powers vested in the DPoA can be very 
limited or broad depending on what has been specified by the 
“principal.” If the “principal” wants the “agent” to give their 
own input into making the decision, the “principal” can allow 
the “agent” a certain degree of leeway in the decision-making 
process. A DPoA has an advantage of decisions being made 
in keeping with the current circumstances as opposed to the 
hypothetical scenarios, as in the Living Will. A DPoA can also 
be revoked or changed as long as person still has decision-
making capacity (Table 8.2).
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�Physician Orders for Life-Sustaining 
Treatment

Advance directives, even when in place, are not always fol-
lowed when needed if there is no clear indication of the docu-
ment’s availability. Physician Orders for Life-Sustaining 
Treatment (POLST) was started in Oregon in 1991 to help 
ensure implementation of patient’s end-of-life preferences 
[18]. It is mostly used when a patient is diagnosed with a ter-
minal disease. POLST is a medical form wherein the doctor 
“prescribes” patient’s preferred care and end-of-life treat-
ment options. It starts with a conversation between a patient 
and the doctor about the patient’s end-of-life treatment 
choices, which are then written on a standardized POLST 
form and signed by the doctor. The POLST is followed like a 
doctor’s orders [20]. This form stays and travels with the 
patient as a part of their medical record. The POLST para-
digm recognizes that allowing natural death to occur is not 
the same as killing, and it does not allow for active euthanasia 
or clinician-assisted suicide.

POLST is now a national movement, implemented at the 
state level, that supports patient autonomy regarding treat-
ment preferences during a medical emergency. As of 2017, the 
National POLST Paradigm Program had been adopted by 24 
states and 21 other states were in the process of developing 

Table 8.2  Termination of power of attorney [19]
If the principal dies

If the principal becomes incapacitated and the POA is not 
durable

If the principal revokes the POA

If the POA provides that it terminates on a specified date

If the purpose of the POA is accomplished

If the agent dies, becomes incapacitated, or resigns and the 
POA does not provide for another agent to act under the POA
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this program [21]. Evidence suggests that while the use of this 
form has been helpful in successfully following patient’s pref-
erences for cardiopulmonary resuscitation, there continues to 
be discordance in care provided vis-a-vis level of medical 
intervention, antibiotics, and artificial nutrition [22].

�Factors Affecting the Completion of Advance 
Directives

In a systematic review of the studies published between 2011 
and 2016 to determine the proportion of US adults [22, 23] 
with completed advance directives (ADs), only 1  in 3 older 
adults were found to have completed some form of ADs [24]. 
Of the of 795,909 people analyzed, 36.7% had completed an 
advance directive, including 29.3% with living wills. Similar 
proportions of patients with chronic illnesses (38.2%) and 
healthy adults (32.7%) had completed advance directives. 
The study also found that the completion was highest among 
patients who were ≥65 years of age (45.6%) and patients who 
were in hospice or palliative care (59.6%) and in nursing 
homes (50.1%). Patients with neurological illnesses had high-
est rates of completions of ADs compared to lowest among 
people with HIV/AIDS.  Existing literature shows a consis-
tent trend of higher advance directives completion rate 
among non-Hispanic Whites when compared to African 
Americans, the reasons for which are not entirely clear [12, 
24, 25]. One study suggests the role of cultural values in com-
pleting advance directives among Latinos and Asian 
Americans, while spirituality and religion are found to play a 
more important role among African Americans [26] 
(Table 8.3).

Conversations between healthcare providers, patients, and 
families are found to be key in improving AD completion 
rates [6]. Placing less emphasis on completing paperwork and 
completing legal formalities and being able to communicate 
choices orally to the clinician reduces the burden on patients 
and families and hence improve the planning process. 
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Clinician training and education, addressing barriers in com-
pletion of ADs with families, writing ADs in simple language 
that is easily comprehensible are other solutions that may 
help AD completion rates.

�Benefits of Advance Healthcare Planning

Advance healthcare planning has been shown to be benefi-
cial for patients and caregivers while reducing the burden on 
healthcare system, the legal system, and the economy. As 
opposed to a long-standing fear of delivering bad news and 
causing psychological distress to the patients and their fami-
lies from having end-of-life care discussion [30], recent stud-
ies show a better quality of life at the end of life among 
individuals engaged in these discussions early on in their care 
[31]. A longitudinal study with terminal cancer patients 
showed that patients who reported end-of-life conversations 
were significantly more likely to accept that their illness was 
terminal, prefer palliative over life-prolonging measures, and 

Table 8.3  Factors affecting completion of advance directives
Patient and family related
 � Ignorance about availability 

of ADs [27]
 � Reluctance and hesitation 

to talk about death [28]
 � Difficulty completing 

paperwork [27]
 � Discordance in treatment 

preferences with surrogates/
family members [27]

Clinician related
 � Lack of training in 

communicating end of life 
issues [28]

 � Insufficient time [29]
 � Difficulty estimating prognosis and 

timing these conversations [28]
 � Communication barriers and 

cultural differences [28]

Legal/document related
 � Difficulty understanding 

laws and language in the 
document [28]

Healthcare system related
 � Lack of a designated person 

responsible for initiating these 
conversations [28]

 � Availability of ADs when needed 
due to different venues providing 
care [28]
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complete a do-not-resuscitate order. They also received sig-
nificantly fewer aggressive medical interventions near death. 
Additionally, patients reporting end-of-life discussions were 
more likely to be enrolled in outpatient hospice care for more 
than 1 week where patient’s quality of life improved the lon-
ger they were enrolled, except for patients who received less 
than 1 week of services.

Patients with cancer who die in a hospital or in an intensive 
care unit (ICU) have worse quality of life when compared with 
those who die at home, and their bereaved caregivers are at 
increased risk for developing psychiatric illness [32]. Caregivers 
of patients who had advance directives in place also reported 
reduced stress and anxiety at the time of death of their loved 
one [33]. Caregivers of patients who received any aggressive 
care were at higher risk for developing a major depressive 
disorder, experiencing regret, and feeling unprepared for the 
patient’s death when compared to caregivers of patients who 
did not receive aggressive care. Advance directives not only 
decrease the decision-making burden on caregivers and clini-
cians but also reduce the legal burden of appointing conserva-
tors. From an economic perspective, advance directives reduce 
the cost of care by reducing unnecessary costly procedures. Six 
such studies found reductions in costs of care ranging from 
USD1041 to USD64,827 per patient, depending on the study 
period and the cost measurement, whereas only one study 
detected no differences in costs [32].

�Limitations of Advance Healthcare Planning

Despite the appeal of advance healthcare planning and 
enthusiasm in promoting them, it suffers from important 
practical limitations [34]. A fundamental issue with advance 
healthcare planning is poor predictability in one’s own future 
care decisions. People may formulate their ADs with hypo-
thetical scenarios in mind, but real-life situations may be very 
different from what they had imagined, under which they 
may have made completely different treatment choices. 
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Furthermore, not everyone formulating their advance direc-
tives may be consistent in their end-of-life treatment prefer-
ences and patients may change their mind about their care 
choices with changes in health status [35]. A systematic 
review found that end-of-care preference stability was gener-
ally greater among inpatients and seriously ill outpatients 
than among older adults without serious illnesses [36]. 
Multiple different factors including demographic, psychologi-
cal, and those pertaining to disease course have been noted to 
influence the stability of treatment choices. Unfortunately, 
changes in treatment preferences over time, especially if not 
communicated appropriately, may violate the very autonomy 
that advance care planning was designed to protect, thus 
threatening its utility.

Similar inaccuracies have also been noted in decisions 
made by surrogates on patient’s behalf when chosen as their 
power of attorney. A meta-analysis demonstrated that surro-
gates predicted patients’ treatment preferences with only 
68% accuracy, and neither patient designation of surrogates 
nor prior discussion of patients’ treatment preferences 
improved surrogates’ predictive accuracy [37].

Another criticism of advance directives is often the way 
they are written. Some advance directives default to 
aggressive life-saving measures and patients are required to 
opt in for more palliative measures, which could influence 
the patient’s choices [35]. Many advance directives are 
ambivalent such that it may be difficult to interpret or exe-
cute those under a specific clinical scenario. Sometimes the 
language is confusing such that it may be clear to the clini-
cian who helped formulate the advance directives, but it may 
not be comprehensible to the healthcare providers who are 
responsible for implementing the advance directives if the 
patient is in a different healthcare setting at the end of life [34].

Finally, research indicates discordance in advance care 
preferences stated by the patient and the care received by 
them at the end of life [38]. A common reason for this discor-
dance is the unavailability of advance directives in patient’s 
medical records. Patients often receive end-of-life care in a 
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venue different than where they formulated their advance 
directives and the healthcare team providing care at end of 
life may have no knowledge of its existence. Even when 
healthcare providers know about advance directives for a 
patient, they are sometimes not followed due to several 
clinician-related reasons. Clinicians may sometimes assume 
that they know what the patient would have wanted, rather 
than looking at the ADs. Furthermore, even if they know the 
patient did not want life-sustaining measures, they may hesi-
tate to withdraw these measures due to their personal prefer-
ences and attitude, especially if the family members question 
the withdrawal or due to fear of litigation [39]. It is important 
for clinicians to bear in mind that advance directives are 
legally binding and that patients and families can sue them if 
they are not followed, as seen in the case of Estate of Leach 
vs. Shapiro (1984). It is advisable to involve hospital ethical 
committees and courts in matters of ambiguous advance 
directives, rather than defaulting to life-sustaining measures.

�Novel Approaches

Due to the above-mentioned shortcomings of current advance 
healthcare planning, research is underway to find ways to 
increase AD completion rates, to uphold its goals, and effect 
their implementation [40, 41]. Some newer models have been 
implemented to overcome the limitations of the current plan-
ning process. The best-known model is the “Five Wishes,” 
which addresses a person’s personal, emotional, spiritual, and 
medical wishes and is more versatile and comprehensive than 
the traditional Living Will documents. It currently meets the 
statutory criteria in 42 US states. Another program called 
“Respecting Choices” was started in Wisconsin, USA, in 1991 
as a part of community-wide care planning system. Under this 
program, healthcare professionals received trainings to 
improve communication about care planning, quality 
improvement projects were undertaken to improve out-
comes, and efforts were made by local healthcare institutes to 
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have advance directives available in patient’s medical records 
at all times. A systematic review shows there is a high level of 
evidence that “Respecting Choices” and similar models 
increase patient-surrogate congruence in Caucasian popula-
tions. However, the evidence is mixed, inconclusive, and too 
poor in quality to determine whether they change the consis-
tency of treatment with wishes and the overall healthcare 
utilization at the end of life [42].

�Online Resources for Clinicians and Patients

	1.	 Advance healthcare planning guide: https://www.nia.nih.
gov/health/advance-care-planning-healthcare-directives

	2.	 POLST educational videos: https://polst.org/
polst-education-videos/

	3.	 Advance directive forms by state: http://www.caringinfo.
org/i4a/pages/index.cfm?pageid=3289

	4.	 Information on Advance Directives registries: https://www.
americanbar.org/groups/law_aging/publications/bifocal/
vol_37/issue_6_august2016/tour-of-state-advance-directive- 
registries/

	5.	 Patient-centered advance care planning tool guides [5, 43]:

	(a)	 Advance care planning toolkit by American Bar 
Association: https://www.americanbar.org/groups/law_
aging/resources/health_care_decision_making/
consumer_s_toolkit_for_health_care_advance_planning/

	(b)	 Making Your Wishes Known, an online tool for 
advance care planning: https://www.makingyourwish-
esknown.com

	(c)	 PREPARE, a web site with videos to help prepare 
patients for decision-making: https://www.preparefo-
ryourcare.org/welcome

	(d)	 ACP Decisions, videos for patients and surrogates 
about goals of care, and end-of-life treatment options: 
https://acpdecisions.org

	(e)	 The Conversation Project: http://theconversationpro-
ject.org

	(f)	 The GO WISH Card Game: http://www.gowish.org
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�Conclusions

Advance healthcare planning has become essential and rele-
vant in the care of older adults given their complex health-
care needs. Advance healthcare planning promotes an 
individual’s values and autonomy, while decreasing the 
decision-making burden on surrogates and healthcare pro-
viders. However, the process of advance healthcare planning 
suffers from important limitations that reduces its utility, and 
this issue needs to be addressed promptly. Advance health-
care planning is a shared responsibility of law and policymak-
ers, patients, families, and the healthcare providers. These 
disciplines need to come together to resolve issues with 
advance healthcare planning, so as to maintain an individual’s 
values and autonomy. High-quality research is needed in this 
field to guide next steps and improve the process of advance 
healthcare planning.
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�Introduction

Current demographic trends are indicative of an aging popu-
lation with the number of seniors in the United States 
expected to double in the next four decades [1]. The remark-
able advancements in modern medicine have led to increased 
life expectancy on the one hand but potential for increased 
disease burden on the other. It is vital that as people age, 
individuals, families, and physicians engage in meaningful 
communication regarding an individual’s health care and 
end-of-life care wishes. However, the current statistics are 
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unpromising, two out of three US adults have not completed 
any advanced directive [2].

In the last few decades, the ethical standards for medical 
care have seen a paradigm shift from paternalism toward 
maintaining and protecting patient autonomy. Individuals 
can make decisions preemptively or choose a surrogate while 
they still have capacity through the process of advance health 
care planning and advance directives. In the absence of 
advance care directives, most individuals inadvertently rely 
on their state’s default surrogate consent statutes. These stat-
utes grant a person or particular class of people, usually in 
kinship priority, the default authority to make health care 
decisions for a loved one when that loved one loses decisional 
capacity (see Fig. 9.1).

�Advance Directives

As detailed in the chapter “Advance Health Care Planning,” 
individuals may make their own decisions preemptively and 

Loss of decision
making capacity

Living will Power of attorney

Default surrogate
laws

Guardianship/
conservatorship

Surrogate decision
making

Directed by patient
(Advance directives)

Figure 9.1  Different ways to appoint a surrogate decision-maker in 
absence of decision-making capacity
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choose their own surrogate while they still have decisional 
capacity. This is the best way of preserving autonomy, although 
this is limited by its own shortcomings. If no advance directives 
are in place, then the default surrogate laws are applicable.

�Default Surrogate Statutes

�Hierarchy Surrogate Consent Laws

Majority of states have adopted the hierarchical scheme for 
health care surrogate appointment if the individual loses 
capacity and does not have advance directives. Members of 
the individual’s family fall within a priority list of potential 
surrogates who may act as surrogates. In most states, the fol-
lowing persons are designated to serve as surrogates. In 
descending order of hierarch, they are the spouse (unless 
divorced or legally separated); an adult child; a parent; and an 
adult sibling. Many states include adult grand-children [3], 
adult nieces and nephews [4], adult uncles and aunts [5], 
grandparents [6], and cousins [7].

�Resolving Conflict Among Surrogates

Most states provide opportunities for resolution of differ-
ences when equal priority surrogates are unable to reach a 
consensus regarding health care decisions or when some 
interested party objects to the process or decision. The desig-
nation of a hierarchy is the primary strategy states use to 
avoid disputes, because those lower in the hierarchy cannot 
overrule the authorized surrogate without resorting to judi-
cial proceedings.

The most common provision for dispute resolution among 
multiple surrogates at the same level of authority (typically 
adult children) is to allow clinicians to rely on a majority of 
the equally authorized surrogates. A second model for dis-
pute resolution contained in two states’ statutes (Delaware 
and Maryland) is the referral to and reliance on the recom-
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mendation of an ethics committee. Although ethics commit-
tees can play a valuable role in improving policy and practice, 
committees are seldom quick or qualified enough to play a 
meaningful role in real-time, bedside decisions [8, 9]. In West 
Virginia and Tennessee, the health care provider can select a 
surrogate who appears to be best qualified based on reason-
able inquiry [10, 11].

Even without an express provision for resolving disagree-
ments, judicial intervention through the initiation of a guard-
ianship or conservatorship is always available as a possible 
intervention by any interested party.

�Pitfalls in Hierarchy Surrogate Consent Laws

Health care team may not look to a lower-ordered potential 
surrogate (e.g., sibling) if a higher-ordered potential surro-
gate (e.g., spouse) is available, capable, and is willing to serve 
as a surrogate. However, this order does not correlate with 
who will be the best qualified surrogate. Even in traditional 
family structures, the legal hierarchy may not reflect reality 
where families are geographically apart or complicated by 
divorce and remarriage, or where a friend has become the 
closest confidante and supporter. This supports the concept 
of the best qualified surrogate, who might be at the bottom of 
the hierarchical list, but the one that the health care team 
identifies as an “adult who has exhibited special care and 
concern for the individual, who is familiar with the individu-
al’s personal values, who is reasonably available, and who is 
willing to serve.”

Some states have taken into account such factors in formu-
lating laws regarding surrogate appointments. In Tennessee 
[12], the hierarchical list is simply something to which “con-
sideration may be given in order of descending preference for 
service as a surrogate.” The Tennessee statute provides five 
mandatory criteria for determination of the person best 
qualified to serve as the surrogate: (1) whether the proposed 
surrogate reasonably appears to be better able to make deci-
sions either in accordance with the known wishes of the indi-
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vidual or in accordance with the patient’s best interests; (2) 
the proposed surrogate’s regular contact with the individual 
prior to and during the incapacitating illness; (3) the pro-
posed surrogate’s demonstrated care and concern; (4) the 
proposed surrogate’s availability to visit the individual during 
the individual’s illness; and (5) the proposed surrogate’s avail-
ability to engage in face-to-face contact with health care 
providers for the purpose of fully participating in the 
decision-making process.

Colorado and Hawaii have chosen an alternative to reli-
ance on a hierarchy list by creating a single class of “inter-
ested persons” [13, 14]. In Hawaii, “interested persons” 
includes the individual’s spouse (unless legally separated or 
estranged), a reciprocal beneficiary, any adult child, either 
parent of the individual, an adult sibling or adult grandchild 
of the individual, or any adult who has exhibited special care 
and concern for the individual and who is familiar with the 
individual’s personal values.

At the time of writing this chapter, Missouri, Rhode Island, 
and Massachusetts do not have a default hierarchical list for 
the selection of surrogates. Any available next of kin is 
appointed as a surrogate, and if there is a dispute, judicial 
intervention is sought. In California, Kansas, New Jersey, and 
Oklahoma, the laws only apply for consenting to medical 
research. The surrogate consent statute in Wisconsin only 
applies to certain facility admissions.

�Status and Recognition of Domestic Partner 
as Default Surrogate in Non-traditional Families

The surrogates list in a majority of the states fails to include 
domestic partners who are not legally married. While a same-
sex partner would probably qualify as a “close friend” in 
some of these states, that category is usually listed only at the 
bottom of the surrogate list [15].

Only 15 states have an LGBTQ-inclusive surrogate selec-
tion statute. Because an individual’s same-sex or domestic 
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partner often has greater knowledge of the individual’s val-
ues than statutorily recognized decision-makers, such as 
estranged family, disregarding the partner’s input is consid-
ered to be unethical [16].

�Status of the Unbefriended

Fourteen states have enacted provisions for decisionally inca-
pable individuals who have no living relative or friend who 
can be involved in the decision-making. This class of individu-
als is referred to as the “unbefriended” [17].

The unbefriended individual includes “persons who are 
decisionally incapacitated” and is made up of two main 
groups:

	1.	 Those who had capacity and lost it, including frail elders in 
nursing homes and hospitals

	2.	 Those who never had capacity, including persons with 
mental retardation or developmental disabilities.

In nine states, attending and primary physicians have been 
placed on surrogate priority lists for patients with no family 
or friend surrogates. These states typically seek to prevent 
unilateral decision-making by requiring physicians to consult 
an ethics committee or have the concurrence of a second 
physician before health care decisions are made for the 
unbefriended.

Given the vulnerable nature of this population, clinicians, 
health care teams, and ethicists must be diligent when formu-
lating treatment decisions on their behalf. Public guardian-
ship is often one of the avenues that is resorted to for this 
population. In the majority of US states, public guardianship 
programs are managed through a social service agency or 
county government public officials. However, this is less than 
ideal solution as it is unclear what caliber of decision-making 
guardians can provide. Another variation is the ability to 
apply for temporary and emergency guardianships when 
there is no time to conduct normal “plenary” or full guardian-
ship hearings, which may take several weeks or months [18].
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The American Geriatrics society has published a position 
statement on making medical treatment decisions for unbe-
friended older adults [19]. The statement proposes that the 
process of arriving at a treatment decision for an unbe-
friended older adult should be conducted according to the 
standards of procedural fairness and include capacity assess-
ment, a search for potentially unidentified surrogate decision-
makers, and a team-based effort to ascertain the unbefriended 
older adult’s preferences by synthesizing all available evi-
dence. Proactive preventive efforts are also needed to reduce 
older adults’ risk of becoming unbefriended.

�Guardianship

If no advance directives or qualified surrogates are available, 
or in the absence of default surrogate laws, a guardian is 
appointed through a legal due process. This step is used as 
one of last resort due to the vast delegation of powers to the 
guardian. Please refer to the chapter on Guardianship for 
more details.

�Standards for Surrogate Decision-Making

�Substituted Judgment Standard

In a majority of states, surrogates must make decisions in 
accordance with a substituted judgment standard [20]. Per 
this standard, the surrogates try to make the decision that the 
individual would have made if he or she were able to make 
decisions even if such wishes may not have been expressly 
conveyed.

The appeal of this standard is that it supports the individ-
ual’s autonomy by leading us to the decision that the indi-
vidual would have wanted. However, several authors have 
argued that substituted judgment does not succeed in meet-
ing this goal due to several reasons [21–23].

Chapter 9.  Surrogate Decision-Making



148

Individuals’ own preferences regarding life-sustaining treat-
ment change over time. In one study, over half of individuals 
who initially said yes to a series of medical procedures changed 
their minds over the next 2  years [24]. However, individuals 
who had made advanced directives were less likely to change 
their wishes than those who do not [25]. Thus, the individuals 
who most need substituted judgment, because they lack a liv-
ing will, are the ones for whom it is least likely to be accurate.

A meta-analysis of surrogate predictions found that that 
surrogates make different decisions than individuals would 
make for themselves in roughly one-third of cases [26]. 
Research also suggests that surrogates’ own treatment prefer-
ences may influence their predictions of others’ preferences. 
Evidence also indicates that surrogate predictions more 
closely resemble surrogates’ own treatment wishes rather 
than the wishes of the individual that they were trying to 
predict [27]. Intense emotional distress and impaired infor-
mation processing have been implicated in reducing a surro-
gate decision-maker’s ability to formulate informed health 
care decisions for a critically ill patient [28].

�The Best Interest Standard

The best interest standard seeks to implement one’s best 
interests by reflecting upon the welfare or wellbeing of the 
individual [29]. If the individual’s wishes cannot be ascer-
tained or inferred in any way, the surrogate is obligated to 
make a decision consistent with what most people would 
decide for themselves under the same circumstances, or what 
would be best for the individual.

Dignity-driven decision-making is an important emerging 
concept based on respect for persons defined as “a process in 
which decisions about the patient’s care emerge from a col-
laborative relationship developed over multiple encounters.” 
This method favors patient autonomy and greater support for 
surrogate decision-makers [30]. Care that features dignity-
driven decision-making involves balancing medical care with 
supportive services.
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A shared decision-making model implemented early in 
treatment with surrogates and health care providers working 
together to effectively prepare for and tackle the multiple 
issues surrounding benefits and burdens of treatment to the 
individual is very important.

�Special Considerations in Surrogate Decision-
Making

To protect against the potential abuse of incapacitated adults, 
some states have placed limitations on surrogate decision-
making. The District of Columbia has adopted a procedural 
limitation requiring that at least one witness be present 
whenever a surrogate grants, refuses, or withdraws consent on 
behalf of the individual [31].

About a dozen states permit surrogates to withhold life-
sustaining treatment only if the individual has been certified 
to be in a terminal or permanently unconscious condition 
[32]. Many states impose stricter conditions to the withhold-
ing of artificial nutrition and hydration. Ohio prohibits 
withholding artificial nutrition and hydration unless there is a 
mandated court order [33].

Health care decisions statutes often treat artificial nutri-
tion and hydration differently from other forms of life-
sustaining medical treatment. Many states impose special 
additional conditions on surrogate decisions to withhold or 
withdraw artificial nutrition and hydration [34].

�Conclusions

Surrogate decision-making is a crucial tool for delivering 
medical care to older adults lacking decisional capacity. In the 
absence of advance health care directives, default surrogate 
laws or guardianship are resorted to maintain the safety of 
the older adult. Default surrogate statutes of hierarchical 
order of surrogate selection are a helpful concept in the time 
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of need, but have some practical limitations that need to be 
addressed. There is need for flexibility in prioritizing inter-
ested persons who are familiar with the individual’s personal 
values and care goals as opposed to choosing surrogates 
based on blood or marital relationships. Furthermore, these 
laws may need to be revamped to accommodate the increas-
ingly common non-traditional family structures.

Surrogate decision-making, although currently widely uti-
lized, is criticized for its inability to make accurate decisions for 
an incapacitated person. Though different models have been 
proposed over the years to circumvent the shortcomings of 
surrogate decision-making, some of the pitfalls are unavoid-
able. Shared decision-making, a collaborative process that 
allows individuals, their surrogates, and clinicians to make 
health care decisions together, taking into account the best 
scientific evidence available, as well as the individuals’ values, 
goals, and preferences if known, may help in dealing with this 
challenging problem. The next step is high-quality research tri-
als studying the feasibility and impact of this intervention on 
older individuals, their families, and the health care system.
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�Introduction

Guardianship is a legal process utilized when individuals can 
no longer make or communicate sound decisions about their 
person or property or have become susceptible to fraud or 
undue influence from others [1]. When individuals are no 
longer able to make decisions for themselves, a court-
appointed decision-maker, referred to as a “guardian,” is often 
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appointed to make decisions on their behalf [2]. The person for 
whom the guardian is appointed is referred to as a “ward.” 
There are different types of guardianship, including guardian-
ship of person, guardianship of estate, or both. In many states, 
the term “conservator” is used interchangeably with “guard-
ian.” For ease of reference, in this chapter, the term “guardian” 
is used to describe a court-appointed decision-maker.

�Physician’s Role in Guardianship

�Evaluating Decision-Making Capacity

Decision-making capacity is the key area to be assessed when 
evaluating an individual who appears to be in need for a 
guardian [3]. The assessment of decisional capacity includes 
an individual’s ability to communicate a clear choice, under-
stand relevant information, appreciate the situation and its 
consequences, and manipulate the information rationally [4]. 
The clinician should also assess whether these individuals are 
maintaining consistent decisions and their primary values 
over time.

Decision-making capacity is not a global construct, but 
something that is situation specific and time limited [4]. For 
example, scenarios may arise in which an individual has the 
capacity to make medical decisions, but not financial deci-
sions, or vice versa. The initial step in assessing decisional 
capacity is to identify areas where the individual may not be 
able to make sound decisions for themselves, such as finance, 
health care, sexual relations, or independent living [5]. This 
evaluation is important as it will assist the courts in limiting 
the guardianship to only the areas in which the older adult 
lacks decisional capacity. Guardianship may be limited to 
only property, only finance, only medical decision-making, or 
some combination of these areas as is deemed appropriate 
for each individual.

When evaluating an individual’s financial decision-making 
capacity, their ability to manage accounts, assets, and benefits 
must be identified and clearly documented. Clinicians are 
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also required to comment on the vulnerability of the older 
adult to financial exploitation while making their assessment 
[6]. Although more research is needed to identify instruments 
that can aide in the evaluation of financial capacity, one tool 
available is the Semi-Structured Clinical Interview for 
Financial Capacity [7].

Often clinicians are asked to assess an individual’s ability 
to reside independently in the community. In these cases, it is 
important to pay particular attention to the individuals’ abili-
ties to maintain a safe living environment, including their 
ability to seek help in case of an emergency. The Functional 
Activities Questionnaire is an efficient tool for assessing an 
individual’s ability to function independently [8].

In addition, the clinician may want to consider an individ-
ual’s ability to make safe decisions about sexual relationships 
[9]. The ethical and safety considerations of sexual relations 
involving persons with dementing illness are the subject of 
grave concern for their families and residential care facilities. 
Ethical principles support decisions made on a case-by-case 
basis, guided by a respect for the autonomy of the patient that 
is balanced with informed consent [10]. If an older adult is 
making decisions about sexual relationships that are inconsis-
tent and defy their value system, however, and their capacity 
to make these decisions appears impaired, then the need for 
a guardian should be considered.

A unique area of evaluation among older adults is that of 
abuse, neglect, and self-neglect. Abuse and neglect of older 
adults occur in about 5 million older adults each year in the 
United States [11]. Self-neglect is a serious problem that is 
excluded from most state adult protective service (APS) 
abuse registries [12]. Self-neglect is defined as the “behavior 
of an elder person that threatens his/her own health or safety 
[13].” Among these individuals, the capacity to make personal 
decisions may remain intact, but their ability to remove them-
selves from harmful situations or persons who can cause 
harm may be diminished. Obtaining collateral information 
from a reliable third party is very important in the determina-
tion of capacity among older adults who are suspected of 
self-neglect [14, 15].
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�Capacity Restoration

If an individual lacks decision-making capacity, then it is 
essential to determine whether the capacity can be restored 
by reversing the conditions that have led to the incapacity [3]. 
If they are reversible, then the clinician should seek to do so 
and advise postponing any guardianship decisions until the 
precipitating conditions have improved.

The clinician should recognize that medical conditions 
such as infections, dehydration, delirium, poor oral care, mal-
nutrition, and pain can be treated and improved with appro-
priate medical care [16, 17]. If hearing or vision loss is the 
underlying cause for the concerns, the clinician should make 
the appropriate referrals to manage these sensory deficits [18, 
19]. Medication side effects can result in older adults develop-
ing temporary cognitive deficits that impair their decision-
making ability [20, 21]. These temporary cognitive deficits can 
often be reversed when the offending agents are discontin-
ued. Clinicians should avoid using medications on the Beers 
Criteria that are deemed potentially inappropriate for use 
among older adults [22].

Injudicious polypharmacy in the elderly population is a 
major area of concern and should be managed carefully [22]. 
Medication lists should be reviewed thoroughly to ensure 
that the older individual is not receiving medications that 
were discontinued previously or is currently receiving medi-
cations that are harmful to the individual.

Clinicians should also evaluate the individual’s psychologi-
cal conditions, including stressors, grief, depression, and dis-
orientation [23, 24]. They should keep in mind that improving 
physical condition, enhancing self-efficacy, and increasing 
engagement in healthy behaviors are factors that may account 
for why some older persons recover from disability while oth-
ers struggle to do so [25]. If the concerns regarding decisional 
capacity are temporary, guardians can be appointed for a 
specific role or for limited time. This role is often referred to 
as the “Special Limited Conservator.” For example, a guard-
ianship might be needed for a specific treatment that is time-
limited, such as electroconvulsive therapy, or for an illness 
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from which that person is expected to recover. However, if 
the underlying cause for the impairment in decisional capac-
ity cannot be reversed, or the condition is expected to prog-
ress as is the case of a major neurocognitive disorder 
(dementia), then the guardianship could be indefinite.

Furthermore, the individual’s decisional capacity may 
change with time [26]. Sometimes, the decisional capacity 
may improve, and other times they can become incapacitated 
in different ways as their health deteriorates. Therefore, clini-
cians should periodically reassess the decisional capacity of 
individuals placed under guardianships, to assess whether the 
individual’s decisional capacity can be restored or whether 
further protection is necessary to prevent exploitation.

�Process of Appointing a Guardian

Guardianship is frequently requested by close relatives or 
community providers of older individuals as they notice 
changes from baseline functioning and experience challenges 
in providing care due to an individual’s lack of decision-
making capacity [2, 3]. Sometimes, the need for guardianship 
is recognized in hospital settings, most often for treatment 
decision-making or discharge placement due to lack of indi-
vidual’s ability to provide informed consent or participate in 
discharge planning. In these cases, petitions are initiated by 
the healthcare team through the hospital’s legal services. In 
one retrospective cohort study assessing the guardianship 
process for incapacitated hospitalized adults, placement was 
the primary reason for seeking guardianship in 88.7% of the 
individuals for whom guardianship was obtained [27]. In this 
study, the median time from a guardianship request to the 
appointment of a permanent guardian was 37  days, with a 
range of 16–71  days. In another retrospective cohort study, 
individuals for whom guardianship was sought had a 58% 
increase in length of stay and a 23% increase in hospital costs 
when compared to matched controls who were not awaiting 
guardianship [28]. In addition, 16% of the individuals await-
ing appointment of a guardian had a hospital-associated 
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complication. These studies highlight that the process of 
obtaining guardianship is often expensive, is time consuming, 
and can be deleterious to an individual’s health.

Appointment of a guardian is governed by the constitu-
tional right of an individual to due process and the guardian-
ship statutes of each state [1]. The statutes recognize that 
guardianship can deprive an individual of their rights and are 
framed to offer protection to the proposed ward. Typically, 
the first step to obtaining a guardianship is filing with the 
court of a petition for guardianship. Due process ensures that 
the person who is alleged to lack decisional capacity is noti-
fied of any hearing; has the right to representation through a 
lawyer; is allowed to attend all hearings regarding the guard-
ianship; can cross-examine witnesses, present, and ask for 
evidence supporting their lack of capacity; and sometimes has 
a right to a jury trial. The appointment of a guardian requires 
clear and convincing proof that an individual lacks decisional 
capacity and the absence of any less-restrictive measures 
short of guardianship to protect the individual’s rights [1]. In 
some states, the court is required to review the need for con-
tinued guardianship annually and to continue to pursue less-
restrictive measures to uphold the ward’s rights. Wards are 
also allowed to request a review of their guardianship sooner, 
if they believe that they are no longer incapacitated.

In many cases, courts will appoint family members as 
guardians, either as an individual guardian or as shared 
decision-makers [27]. However, there may not be family 
members or close friends who are suitable for guardianship, 
perhaps due to their own medical limitations, cognitive 
impairment, poor relationship with the prospective ward, or 
unwillingness to serve as guardian for other reasons. In these 
cases, a judge will appoint a guardian who is unknown to the 
person. This guardian could be an individual or a corporation 
that will serve as a professional guardian [2]. Such profes-
sional guardians are often not familiar with their ward’s val-
ues, preferences, and beliefs prior to them losing 
decision-making capacity, and they may rely on information 
told to them by health providers or family members. Most 
often, they must rely on best-interest standard in making 
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decisions, an objective standard that does not take into 
account the individual’s subjective wishes and values.

The guardianship process, laws, and procedures differ from 
state to state [29]. In addition, they have evolved over the last 
four decades to better protect vulnerable individuals [3]. It is, 
therefore, important to review local laws and procedures 
before petitioning the court for guardianship. Furthermore, 
states may differ in how they define the lack of decision-
making capacity. For example, some states have general lan-
guage, such as “lacks sufficient capacity to manage own 
affairs,” while other states have additional wording, such as 
“even with additional support patient is unable to meet 
needs.” To complicate matters, some states do not have any 
specific definitions of incapacity [29].

The American Bar Association has published a 
PRACTICAL Tool for Lawyers on guardianship [5]. This six-
page pamphlet is readily available on the internet and is writ-
ten in language that does not require legal training to comprehend. 
It is worth reviewing by any physician treating a patient facing 
guardianship proceedings. It is important to remember that this 
is a general overview and that physicians should review the 
statutes of their state for state-specific requirements when con-
sidering guardianship or any alternative vehicles.

�Limitations to Guardian’s Decision-Making

Guardianship grants a guardian broad decision-making pow-
ers over their wards [2]. To prevent indiscriminate use of this 
power and exploitation of the ward by the guardian, the law 
requires guardians to petition the courts for certain impor-
tant decisions. Table10.1 gives common examples of circum-
stances under which a guardian may need to obtain permission 
from the court, although the types of decisions requiring 
prior court approval can vary significantly from state to state.

In addition, state laws may differ if seeking guardianship for 
an adult with an intellectual or developmental disability [30]. For 
this reason, it is important for guardians to familiarize them-
selves with local laws and restrictions to decision-making [30].
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�Disadvantages of Guardianship

Although a guardian is appointed to safeguard the interest of an 
incapacitated person, there are several potential pitfalls of 
appointing a guardian [31]. One of the major drawbacks of guard-
ianship is the diminution in the ward’s autonomy. Even if the 
ward may be capable of collaborating with the guardian on cer-
tain matters, some guardians may not consult their wards before 
making a decision, which could undermine the ward’s wishes and 
in turn affect their psychological wellbeing. Guardianship can 
also be adverse to the ward by shutting down communication 
between parties, shaming the ward, and potentially straining the 
relationship between the guardian and the ward [31].

Financial and personal abuses are another major concern 
due to vast delegation of powers. Popular media has uncov-
ered several cases that highlighted significant abuse of wards’ 
rights and financial exploitation [32]. There are also case 
reports in the medical literature reporting abuse and neglect 
at the hands of the guardian. In one such case report, a ward 
developed negative medical outcomes from medical neglect 
after the court appointed a guardian for him. The case also 
highlights the high monetary costs that were ordered to be 
paid by the wards’ estate [33]. Money that is used toward 
guardianship costs from the ward’s estate can reduce funds 
available to the ward for their other needs.

Table 10.1  Guardian 
may need to petition the 
court for

Placing a ward in an institution

Consenting to involuntary 
psychiatric medications

Withdraw or refuse certain 
medical care

Changing residence

Changing tenancy or lease

Sell, mortgage, or transfer real estate

Investing funds

Making gifts from conserved 
person’s income or assets
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Even without abuse or neglect, guardianship may result in the 
ward’s estate being managed in order to make things more con-
venient for the guardian and not necessarily to protect the needs 
of the ward [31]. Although guardians should be protecting the 
ward’s wealth and financial wellbeing, unfortunately there is 
limited oversight in screening of potential guardians [34].

When the court determines the need for guardianship, the 
court takes these potential consequences into consideration 
and makes efforts to minimize potential risks to the older 
adult. Guardianships can be improved to better meet the 
needs of the individual with fewer negative consequences 
through the use of nonadversarial “problem-solving” courts, 
mediation, limiting the guardianship, building in periodic 
reviews, and presenting guardianship plans that outline spe-
cific goals and plans prior to the guardianship hearing [31].

�Alternatives to Guardianships

As noted above, guardianship can sometimes be deleterious 
to the autonomy and wellbeing of the ward it is designed to 
protect, and it should be considered only as an intervention 
of last resort [31]. Accordingly, it is important for a clinician 
to identify less-restrictive options that can protect an indi-
vidual’s rights, if they are available. Although every individu-
al’s situation is unique, the following are some of the means 
to avoid the appointment of a guardian:

•	 Durable Power of Attorney for health/finance chosen per 
advance directives

•	 Healthcare surrogate under state law—the role of the sur-
rogate is to voice the wishes of individuals who are unable 
to do so themselves

•	 Trusts
•	 Representative payees
•	 A fiduciary
•	 Joint bank accounts
•	 Case/Care management services
•	 Community advocacy systems
•	 A supporter with a representation agreement, legally or 

informally recognized
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The clinician should discuss with the individual concerned 
whether other family members, professionals, or trusted friend 
are available to help them in any of the capacities noted above. 
All of these options may be superior to guardianship because 
the individuals themselves can dictate the terms of their life, 
rather than have them imposed by a court-appointed guardian.

�Conclusions

When older adults lose decision-making capacity, healthcare 
providers should explore ways to help them regain this capac-
ity. If the individuals’ impairments in capacity cannot be 
restored, then alternatives to guardianship should be explored. 
When guardianship is necessary, then local laws and limita-
tions should be explored before beginning the process of 
guardianship. While guardians are entrusted to make deci-
sions on behalf of their ward, these decisions should be in line 
with the ward’s wishes and values, when they are known. 
Although guardianship is often necessary, it is important to 
keep in mind the disadvantages and potential risks associated 
with guardianship. When guardianship is no longer necessary, 
the reversal of guardianship should also be explored.
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�Elder Abuse

The World Health Organization defines elder abuse as a sin-
gle or repeated act, or lack of appropriate action, that causes 
an older person harm or distress within any relationship in 
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which there is an expectation of trust [30]. Elder abuse, also 
known as elder mistreatment, can be subdivided into five 
categories: physical abuse, psychological or emotional abuse, 
sexual abuse, financial exploitation, and neglect (caregiver 
and self-neglect). Nationwide, there is a 10% prevalence rate 
for elder abuse; however, most prevalence measurements rely 
heavily on self-reported data, leading researchers to believe 
that this number is likely underestimated [14]. It is estimated 
that for every case of elder abuse reported, 23 cases of elder 
abuse remain unreported [2]. Older adults who are more 
advanced in age, or mentally impaired such as suffering with 
dementia, socially isolated, or disabled in some way, are at a 
higher risk for experiencing elder abuse [21]. Addressing the 
gap in healthcare professionals’ reporting of elder abuse is 
critical to the health and safety of the older adult population, 
as elders who experience abuse have a 300% higher risk of 
death [9].

As the baby-boomer generation ages and life expectancy 
in the United States continues to increase, the size of our 
elder population age 65 and older continues to rapidly 
expand, growing from 13.7% of the population in 2012 to an 
estimated 20.3% by 2020 [22]. Despite this shift to an older 
demographic, elder abuse research is still relatively lacking, 
remaining in the early stages of development. For example, 
despite the existence of several screening tools, identifying 
mistreatment is challenging because of their inconsistent use 
of criteria or lack of use of criteria for labeling behavior as 
abuse. In the remainder of the chapter, case scenarios appear 
in italics after the discussion for types of elder abuse.

�Caregiver Neglect

The most prevalent type of elder mistreatment is neglect, with 
a reported one-year prevalence of 5.9% [1]. Caregiver neglect 
is defined as the failure of a designated caregiver to meet the 
needs of a dependent elder [24]. Clinically, we define a care-
giver as a person in a trusting relationship with an elder who 
has assumed responsibility for his/her care. Abandonment, 
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defined as “leaving an elder alone without planning for his or 
her care” [21] i.e. food, clothing, and shelter, is considered a 
form of caregiver neglect.

Mr. A, a widowed man in his late 70s, was brought into the 
emergency room by a neighbor who found him disoriented 
and wandering in the neighborhood. Upon examination, Mr. A 
was found to be underweight and dehydrated. He was oriented 
to his name only. He was unable to provide any medical his-
tory and was somewhat irritable during the interview.

The emergency room team learned that Mr. A had been diag-
nosed with dementia a few years earlier and that his family was 
responsible for his care. They were able to contact his son, who 
lived in a separate house in the same neighborhood as Mr. A and 
was the designated caregiver. Mr. A’s son would come to check 
on Mr. A daily after he got off work and make sure that there 
was enough food in the house. Mr. A was home alone for most 
of the day. On the basis of the information provided, it appeared 
that Mr. A’s level of care and supervision were inadequate given 
the extent of his cognitive deficits. The emergency room team 
explained to the family that Mr. A required 24-hour supervision 
to maintain his health and safety. They also called Adult 
Protective Services (APS) for concerns about neglect by Mr. A’s 
son (as the designated caregiver).

Mr. A was admitted to treat his dehydration. During the 
admission, the team social worker met with Mr. A’s son and 
worked to improve the level of care for Mr. A. The family was 
thankful for the education and assistance and worked with 
APS to secure the necessary resources to ensure that Mr. A 
could remain at his home with appropriate level of care.

�Self-Neglect

Self-neglect is defined as the inability of an elder to perform 
essential self-care. Self-neglecting behavior can be due to 
physical or mental impairment, as well as any form of dimin-
ished capacity [16]. It can be more challenging to identify in a 
clinical setting because healthcare professionals are tasked 
with determining several factors, including whether the 
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behavior is a recent development or part of a life-long pat-
tern of behaviors and whether the elder has full decision-
making capacity [25].

APS received a call regarding Mr. B, a 77-year-old man, 
who lives alone in his home. His neighbor reported concern 
for the state of his home, stating that there was rotten food in 
the fridge, no electricity, and an apparent roach infestation.

APS responded to Mr. B’s home and met with Mr. B.  He 
claimed that he was fine on his own and did not need assistance. 
Mr. B wanted to continue living at home. On the basis of the case-
worker’s clinical interview, Mr. B was oriented to self and place 
only. He could not explain how he procured his food, or paid his 
bills, or discuss any of his medical conditions or treatments. He 
was malodorous with soiled clothing. The house was found to be 
as described by the neighbor. Based on the evaluation, there was 
grave concern for self-neglect and Mr. B’s imminent safety.

�Financial Exploitation

Financial exploitation, another form of elder mistreatment, is 
defined as the illegal or improper use of an elder’s resources 
for monetary or personal benefit [11]. Financial exploitation 
can include actions such as altering a will or life insurance 
policy without permission, taking someone’s social security or 
retirement benefits, forging checks, and using someone else’s 
credit card or bank account [21]. Financial exploitation is 
among the more common forms of elder mistreatment, with a 
one-year prevalence rate of 5.2% [1]. Financial exploitation 
can have severe consequences, costing adults 65 years and 
older approximately $36.5 billion per year and causing one in 
ten victims to turn to Medicaid as a result of having money 
stolen from them [15].

Ms. C, an 84-year-old woman, had been diagnosed with 
cancer earlier in the year and had asked her daughter to assist 
with her finances, as she no longer had the energy to take care 
of them. Ms. C’s son visited her months later and noticed that 
there were a number of unpaid bills, including those for her 
utilities. His mother also noted that her daughter had asked her 
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to sign a check for $50,000 as a “loan” to the daughter. Ms. C’s 
son became concerned about his mother’s financial welfare 
and immediately contacted APS to report his findings.

An investigation was opened. APS discovered that the 
daughter had been using her mother’s accounts to pay off her 
own home and for other personal expenses, depleting her moth-
er’s savings. Working with Ms. C, her son, and local courts, APS 
was able to secure her accounts and establish her son as the 
responsible person for assisting his mother with her finances.

�Physical Abuse

Physical abuse is defined as the willful infliction of physical force 
on an elder that could result in physical injury, pain, or impair-
ment. Forms of physical abuse can include hitting, biting, kicking, 
pinching, forceful administration of drugs, force-feeding, physi-
cal punishment, or physical restraining of an elder [19].

Ms. D is a 72-year-old woman who recently remarried after 
her husband passed away several years ago. One of her sons 
flew into town to visit her for the weekend while her husband 
was away. While visiting her, Ms. D’s son noticed bruising on 
his mother’s arms and temple and thought she seemed quieter 
than normal. She said, “Everything is fine,” when he asked her 
about any physical altercations or abuse.

The next day, due to his concern, Ms. D’s son took her to a 
clinic for a physical examination by her long-standing physi-
cian. The physician found several more bruises on Ms. D’s 
torso. With prompting, Ms. D revealed that her husband had 
become physically aggressive in the last six months. She had 
been too ashamed to share this with her physician or family. 
Ms. D’s physician contacted APS. Ms. D was admitted to the 
hospital for further evaluation of her physical injuries.

�Sexual Abuse

Sexual abuse is defined as nonconsensual sexual contact of 
any kind with an elder person, which can include acts such as 
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unwanted touching, rape, sexually explicit photographing, 
and coerced nudity [19]. It is the least common form of elder 
mistreatment, with a one-year prevalence rate of 0.6%, 
although some states group sexual abuse with physical abuse, 
which could lead to slightly lower nationwide sexual abuse 
rates [1, 28]. Within group homes, perpetrators may not only 
be employees but also possibly other residents, often due to 
the prevalence of cognitive impairment disorders among 
those populations.

After admission, a complete physical examination was per-
formed on Ms. D. Further evidence of abuse was discovered in 
the form of bruising on her inner thighs and vaginal tender-
ness. After the examination, Ms. D revealed that when intoxi-
cated, her husband had been forcing her to have sex. She was 
not comfortable with the physician’s sharing this information 
with her children.

The inpatient social worker and APS caseworker met with 
Ms. D to discuss steps to take to maintain her safety. In consul-
tation with her children, she decided to move in with her 
daughter, who lived in a neighboring town.

�Psychological Abuse

Psychological abuse, also known as emotional abuse, involves 
the infliction of anguish, pain, or distress through verbal or 
nonverbal acts, including insults, threats, intimidation, humili-
ation, harassment, or isolation [19]. It can occur in isolation or 
in conjunction with other forms of abuse. It is one of the more 
difficult forms of abuse to detect because it lacks the clear 
physical evidence seen with other abuse cases [10].

Mr. E is an 88-year-old man whose family recently moved 
him into an assisted-living facility after a fall at home, where he 
lived alone, several months ago. They were concerned about 
his safety living alone and discussed his moving into a more 
supported setting. Mr. E agreed and selected his new home 
with his family.

On a visit to their father, Mr. E’s children noticed that he 
seemed withdrawn and was not eating as well. During the visit, 
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Mr. E avoided eye contact and seemed depressed. When speak-
ing to his children about how he had been faring at his new 
home, he seemed reluctant to talk about his experiences, caus-
ing the children to become even more concerned. His children 
started visiting more often and encouraging Mr. E with meals 
and activities. They noticed that he would brighten up when 
they were together, but toward the end of the visit, he would 
appear more anxious and depressed. His daughter also noticed 
that her father seemed especially uncomfortable around one of 
the staff members. She asked her father directly about his inter-
actions with the staff member. After much reluctance, he stated, 
“I don’t want to make trouble” and revealed that the staff mem-
ber was very harsh toward him, often berating him with state-
ments such as “You’re trying to make my job harder,” or even 
blaming him for malfunctioning equipment.

The family informed the assisted-living facility management, 
which completed a swift investigation and removed the staff 
member. Soon after the staff member’s dismissal, Mr. E’s mood 
and activities improved. He was more social, eating better, and 
enjoying the services provided at the assisted-living facility.

�Risk Factors of Elder Abuse

When working with older adults, it is important to keep in 
mind risk factors that make certain individuals more vulner-
able to abuse. On the basis of a variety of studies, older adults 
who are more at risk to be abused share the following char-
acteristics [13].

�General Risk Factors

General risk factors include the following:

•	 Low income or poverty
•	 Diagnosis of dementia
•	 Experience of previous traumatic events
•	 Functional impairments
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•	 Behavioral problems
•	 Living with a large number of household members
•	 Low social support

�Financial Exploitation

Peterson et  al. identified the following factors to be associ-
ated with risk of financial exploitation of older adults [23]:

•	 Nonuse of social services
•	 Need for assistance in activities of daily living
•	 Poor self-rated health
•	 No spouse/partner
•	 Non-Caucasian older status (in particular this risk was 

found to be significantly higher among African Americans)

�Perpetrators

Though there are limited data, perpetrators are most likely to 
be as follows [14]:

•	 Adult children or spouses
•	 Men
•	 Socially isolated individuals
•	 Unemployed or having financial problems
•	 Experiencing major stress

They are also more likely to have the following:

•	 A history of past or current substance abuse
•	 Mental or physical health problems
•	 A history of trouble with the police

�Assessment of Elder Abuse

Currently, there are no national standards stipulating how 
clinicians should assess for potential elder abuse. There are a 
variety of reasons for the absence of standards. These include 
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no widely accepted screening tools, varying definitions of 
abuse and laws regarding reporting of abuse, and uneasiness 
of physicians with reporting abuse. Based on these concerns, 
the US Preventive Services Task Force (USPSTF) concluded 
that, “The current evidence is insufficient to assess the bal-
ance of benefits and harms of screening all elderly or vulner-
able adults of abuse and neglect” [29]. However, the USPSTF 
noted that the potential harm of screening may also be small 
(shame, fear of retaliation or abandonment by perpetrators, 
and the repercussions of false-positive results were provided 
as potential harms). Though the USPSTF does not recom-
mend screening, a number of professional organizations do 
recommend routine screening. For example, the American 
Medical Association, which includes elder abuse under the 
rubric of family violence, recommends that physicians “rou-
tinely inquire about the family violence histories of their 
patients” (AMA Policy Family Violence-Adolescents as 
Victims and Perpetrators H-515.981).

On the basis of a 2004 review of available screening tools 
for elder abuse, Fulmer et al. [12] noted that, while there is no 
one ideal scale, it is important that physicians create a system 
to implement in their practice. Yaffe et al. [31] recommended 
the use of the Elder Abuse Suspicion Index, which provides 
the physician with questions that could raise the concern for 
elder abuse. It is not a diagnostic tool but one that prompts 
the physician to enquire about abuse in greater detail. One 
complicating issue related to assessing for abuse in older 
adults is the impact of cognitive disorders. Many with cogni-
tive deficits may not be able to provide the information 
needed during the assessment. While it is commonplace to 
include family members and caregivers in older-adult care, 
this, too, may not always be adequate in the setting of elder 
abuse when the perpetrator is a family member or caregiver, 
in cases of suspected abuse, it is very important to meet with 
the patient and family or caregiver separately. Based on a 
number of recommendations in the literature, questions in 
Table 11.1 could help identify elder abuse. When asking these 
questions, it is important to look at nonverbal communica-
tions (e.g., eye contact).
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Along with an appropriate history that collects informa-
tion regarding nutrition, injuries, and treatment adherence, a 
complete physical examination is critical to assessing for 
physical abuse. Objective findings of abuse, particularly, 
physical, sexual, and neglect, can be gleaned from a physical 
examination. Common findings for physical abuse include 

Table 11.1  Questions to help identify elder abuse
Physical abuse

Has anyone hurt you?

Has anyone threatened you?

Do you feel safe at home?

Psychological/emotional abuse

Has anyone shouted at you?

Has anyone stopped talking to you because they were angry 
with you?

Do you ever feel alone when your family/caregiver is near?

Has anyone been mean to you?

Do you feel that you will be punished if you disagree with your 
family/caregiver?

Neglect

Do you have enough food and medications?

When you need something (e.g., clothing, dentures, or 
eyeglasses), do you have a way of getting it?

Do you have a plan for getting urgent needs met?

Financial abuse

Have you signed any forms that you did not understand?

Have you been forced to sign any forms related to money?

Has access to money or assets been taken away from you?

Sexual abuse

Have you been forced to perform sexual acts against your will?

Do you worry about being sexually violated?

M. E. T. Ross et al.



175

injuries to areas that are usually not affected by accidental 
injuries, e.g., the inner thighs, unexplained fractures, or trau-
matic alopecia. Sexual abuse may present with intraoral inju-
ries such as that of the palate, vaginal or anorectal bleeding, 
or injuries secondary to restraints. Neglect can present with 
unexplained weight loss (inadequate nutrition), poorly con-
trolled medical conditions (nonadherence with medications), 
or ulcerations in atypical locations, suggesting improper or 
forced positioning causing undue stress on the musculoskel-
etal system [5].

Finally, it is important for the examining physician to dif-
ferentiate common findings in older adults (whether it is 
because of aging or common medical illnesses) from abuse. 
Examples include dermatological findings such as senile pur-
pura, nosebleeds and rectal bleeding (from internal hemor-
rhoids), and dehydration (from reduced thirst sensation).

�Interventions for Elder Abuse

Situations in which elder abuse is suspected or identified 
require the clinician to intervene appropriately. If there are 
emergent medical situations, for example, acute injuries, seri-
ous safety risk, or metabolic instability, immediate inpatient 
care may be warranted. If possible, clinicians may involve 
family members or caregivers to devise a safety plan whereby 
the older adult’s health can be safeguarded. As described in 
later sections in the chapter, healthcare providers also have 
an obligation to report suspected and identified elder abuse 
to APS and, possibly, to legal authorities. Depending on the 
immediate resources available, the medical team can work 
with the agency and caregivers to create a treatment plan.

�Legal Services and Policies

�Older Americans Act

The Older Americans Act, passed by Congress in 1965, is a 
major vehicle for providing support to assist older adults with 
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maintaining their independence in their own homes and com-
munities. Although a large component of the funding is allo-
cated to nutrition and social services such as congregate and 
home-delivered meals, assistance is also provided for transporta-
tion, legal services, caregiver support, community service 
employment for low-income elderly, training, research, develop-
ment projects in the field of aging, and vulnerable elder rights 
protection activities. The Act authorizes service programs to 
accomplish these tasks through state and Area Agencies on 
Aging [20]. The Act also established the US Administration on 
Aging to work closely with Area Agencies on Aging and admin-
ister federal programs, such as the National Center on Elder 
Abuse, which provides elder-abuse awareness and education [3].

Over the years, reauthorization of the Older Americans 
Act, as recently as 2016, has included provisions that aim to 
protect vulnerable elders, such as in-home services for the 
frail elderly; the long-term care ombudsman program; assis-
tance for special needs, health education, and promotion; 
prevention of elder abuse, neglect, and exploitation; elder 
rights and legal assistance; and benefits outreach, counseling, 
and assistance programs [20].

�Elder Justice Act

The Elder Justice Act, the first comprehensive legislation to 
address elder abuse, was signed into law by President Obama 
on March 23, 2010, as part of the Patient Protection and 
Affordable Care Act. The aim was to develop and implement 
strategies to decrease the likelihood of elder abuse, neglect, 
and exploitation. The Act authorized federal funding for state 
and local APS programs, support for the Long-Term Care 
Ombudsman Program, Elder-Abuse Forensic Centers, an 
Elder Abuse Coordinating Council for federal agencies, and 
an expert public Advisory Board on Elder Abuse, Neglect 
and Exploitation, and requires the reporting of crimes in 
long-term care facilities to law enforcement. At present, 
Congress has not appropriated funds for the implementation 
of the Elder Justice Act [18].
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�Adult Protective Services (APS)

APS are social service agencies that were first formed in the 
mid-1970s with the passage of Title XX of the Social Security 
Act [6]. By the early 1980s, every state and/or local govern-
ment had an agency in its own jurisdiction. APS is responsible 
for receiving and investigating reports of suspected abuse, 
neglect, and exploitation. APS staff perform a home visit with 
the alleged victim, generally within 24–72 hours, to determine 
whether he or she needs protection and has decision-making 
capacity to accept or refuse protective services. If warranted, 
APS will arrange or refer the victim to other services. Other 
services may include financial management, food or meal 
delivery, health care, home repair or cleaning, housing (emer-
gency or long term), legal assistance, transportation, and vic-
tim assistance and compensation [26]. All states have APS 
statutes that authorize and regulate provision of services in 
cases of elder abuse. A few states have both an APS agency 
and an elder protective service agency that provides services 
to adults 60 years of age and older [8].

State law governs what types of elder abuse and what cat-
egories of victims an APS agency may investigate. State APS 
statutes may contain eligibility criteria about the following:

•	 Age: Most states cover persons age 18 years and over, 
while others cover persons age 60 years and older or 65 
years and older.

•	 Condition: In a majority of states, an individual must have 
some sort of condition, such as “mental or physical impair-
ment,” “mental or physical illness,” “mental retardation,” 
“developmental disability,” “dementia,” or “substance 
abuse.”

•	 Function: In some states, a person must have impaired 
ability to do certain things, such as provide self-care; man-
age finances; protect him/herself; obtain services; or make, 
communicate, or implement decisions.

•	 Assistance needed: A few states stipulate that an individ-
ual must have no able and willing person available to pro-
vide assistance.
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•	 Living situation: In some states, APS will investigate only 
when a person lives in a house or apartment. Reports 
made about residents in institutions such as a nursing 
home are investigated by another agency, such as the long-
term care ombudsman program.

•	 Guardian or conservator: In some states, an individual is 
automatically eligible for APS if a court has ruled that the 
person lacks decision-making capacity and has/will appoint 
a guardian or conservator for that person [26].

A comparison chart [27] on provisions in APS laws by 
state may be found at: https://www.americanbar.org/content/
dam/aba/administrative/law_aging/Abuse_Types_by_State_
and_Category_Chart.authcheckdam.pdf

�Mandatory Reporting

Most states have a statutory requirement to report elder 
abuse, neglect, and exploitation. Reporting requirements vary 
from state to state and are typically in the state’s APS laws. In 
most states, reporting suspected abuse is mandatory for 
healthcare and social service providers and law enforcement 
officers. Some states require bankers and other fiduciaries, or 
any member of the community, to report suspected elder 
abuse [17]. Failure to report abuse is usually considered a 
misdemeanor and may be grounds for a fine, imprisonment, 
loss of license, or other disciplinary action by an employer or 
a licensing board. Most state APS laws protect the identity of 
the reporter and provide immunity from criminal, civil, or 
administrative liability to persons who report abuse or par-
ticipate in activities stemming from a report [4].

Once APS receives a report, a service specialist conducts an 
investigation and develops a plan that continues until the case 
is resolved, or reasonable efforts are made. APS operates under 
the “least restrictive alternative” philosophy, meaning service 
specialists identify interventions with the least restrictions on 
the victims. For example, if an older adult is experiencing diffi-
culty managing his/her finances, someone can make a recom-
mendation for financial counseling. Depending on the situation, 
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a more restrictive option may be needed, for example, to obtain 
a payee service. In an effort to maintain autonomy and ensure 
least restrictive alternatives, a victim of abuse may decline APS 
services if he/she has decision-making capacity [7].

�Conclusions

Elder abuse has a fairly high prevalence, despite being under-
reported. Given the serious impact of abuse on older adults, 
clinicians should remain vigilant for warning signs of elder 
abuse and be knowledgeable of the assessments and inter-
ventions necessary to address suspected elder abuse.
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�Background

The case vignettes of Grace, Edgar, and Diego illustrated in 
Table  12.1 only scratch the surface of the rapidly growing 
global aging and mental health crisis, particularly in United 
States’ prisons. Of the approximate 2.6 million people in 
United States’ prisons as of 2010, about 220,000 (16%) were 
aged 50 and older [1]. The Bureau of Justice Statistics (BJA) 
reported that in the past two decades the state prison popula-
tion aged 55 and older has increased from 3% (1993) to 10% 
[2]. This increase has largely been attributed to the growing 
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segment of incarcerated people who are aged 55+ serving 
long-term prison sentences, mostly for serious violent offenses. 
Official statistics also suggest that as many as half of adults 
aged 50 and older in prison are diagnosed with some type of 
mental health problem, including serious mental illnesses, 
such as major depression, schizophrenia, and cognitive impair-
ments, such as dementia [3]. Available evidence also suggests 
that there is a subpopulation of older adults with histories of 
minor to serious mental illnesses and co-occurring addiction. 
The types of disorders noted among current studies include 
post-traumatic stress disorder, substance abuse disorders, 
major depressive disorders, dementia, and schizophrenia, in 
the criminal justice system, especially among older adults in 
prison, as highlighted in the three case vignettes [4, 5].

Evidence also suggests that there is a biological process of 
accelerated aging among older people in prison that also 
influences their mental health status. That is, people in prison 
tend to age 10–15 years faster than their community counter-
parts. This process may be an after product of their high-risk 
personal histories or social determinants of health (e.g., 
homelessness, poverty, substance use, poor diet, and lack of 
access to health services). Their health conditions are further 
exacerbated by the stressful conditions of confinement that 
include exposure to violence, overcrowding, and poor envi-
ronmental conditions (e.g., lack of fresh air, adequate lighting, 
malnutrition, dehydration, and lack of access to quality health 
and mental health services while in prison) [6–8].

Due to the fact that mental and physical health problems 
are intertwined among incarcerated older adults that intersect 
with social determinants of health, such as employment, family, 
housing, social security, and financial assistance, it is imperative 
that there is an integrated and interdisciplinary response to 
address the mental health and social structural issues impact-
ing this vulnerable population of older adults. To this end, this 
chapter provides an overview of mental health issues, including 
the social determinants of mental health, among older people 
involved in the criminal justice system, particularly who are 
serving sentences in prison. It incorporates case vignettes and 
evidence from the peer-reviewed literature to highlight the 
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mental health and social environmental treatment issues that 
practitioners, often in interprofessional teams, commonly 
addressed when working with older adults with behavioral 
health problems in the criminal justice system.

�Mental Health Assessment and Intervention

There is a growing body of empirical literature that targets 
the mental health of older people involved in the criminal 
justice system. In total, we located 44 peer-reviewed journal 
articles published between 1980 and 2018 that addressed 
aging, mental health, criminality, and/or the criminal justice 
system. The majority of the articles most commonly docu-
mented the prevalence of serious mental health illnesses, 
such as schizophrenia, major depressive disorder, and demen-
tia, particularly among older adults who came in contact with 
the courts, prisons, and psychiatric hospitals for committing 
alleged or being convicted of one or more criminal offenses. 
For example, several studies found that older adults who 
were diagnosed with dementia were more likely to be 
detected in early in the criminal justice trajectory, particularly 
prior to a court trial as opposed to jails or prisons [9, 10].

Many of the studies documented evidence of serious men-
tal illnesses among the aging prison population. For example, 
older adults with schizophrenia in the criminal justice system 
represented anywhere from 2% to 91% of a criminal justice 
setting and were primarily housed in forensic psychiatric hos-
pitals/units inside a correctional system. As for major depres-
sive disorder, most older adults were commonly diagnosed 
with this mood disorder after they were in a prison setting. 
Interestingly, there was a significant unexplored research and 
practice gap in the literature about justice-involved older 
adults with respect to the prevalence of other common men-
tal health disorders found among the general criminal justice 
population, such as post-traumatic stress disorder, anxiety, 
dissociation, suicide risk, and co-occurring substance abuse 
and other addictions. As clearly illustrated by Grace, Edgar, 
and Diego profiles, their psychosocial histories show the pres-
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ence and influence of cumulative traumatic events, such as 
sexual and physical victimization, family and community 
violence, went undetected and untreated for most of their 
lives and challenged their psychological, emotional, social, 
and behavioral well-being. In addition, prior life history 
events were exacerbated by stress related to the trauma of 
incarceration, especially Diego who spent 8 years in solitary 
confinement.

In order to address this gap, conducting comprehensive 
mental health assessments for all possible disorders among 
older adults commonly found among a younger justice popu-
lation is warranted. For example, in addition to assessing for 
serious mental illness, other possible associated traumatic 
stress disorders, mood disorders related to anxiety and depres-
sion, personality disorders associated with trauma histories, 
such as borderline personality disorder, and addictions (e.g., 
alcohol, drug, nicotine, gambling) should also be assessed. 
Additionally, the incorporation of a detailed biopsychosocial 
assessment, often prepared by a social worker, also can assist 
with identifying many of the historical and current social envi-
ronmental risk and protective factors that will have an influ-
ence on the mental and overall well-being of justice-involved 
older adults. A comprehensive mental health assessment 
could be particularly useful in the case of Diego to assess the 
impact of his long-term placement in solitary confinement.

In addition to assessing for the “mental health problem,” 
the literature also underscored the importance that when 
older adults are in contact with the criminal justice system, 
there is increased access to mental health treatment and 
other related services. Several studies found that the use of 
comprehensive mental health assessments significantly 
increased the use of referrals for older adults to receive men-
tal health services whether it be in the courts, jails, or prisons. 
For example, studies of court settings were often of assess-
ment of older adults’ competency to stand trial or increasing 
referrals or diverting them to mental health services. Prison 
studies also found that most older adults diagnosed with seri-
ous mental illnesses, such as schizophrenia or dementia or 
personality disorders, were more likely to be referred for 
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psychiatric care, including transfer to forensic psychiatric 
units [11–13]. As illustrated in the case vignettes of Grace, 
Edgar, and Diego who were diagnosed with serious mental 
health issues, all three would benefit from referral and access 
to psychiatric follow-up and individual and group mental 
health treatment while in prison and post prison release.

�Social Determinants of Mental Health 
and Criminal Justice Involvement

In addition to providing mental health services “as usual” to 
justice-involved older adults, it is equally as important to link 
them to wraparound services that address the common social 
determinants of these mental health among older adults in 
the justice system. Research studies on justice-involved older 
adults have generated empirical evidence for social determi-
nants of mental health that include gender/race (e.g., a higher 
risk for males and racial ethnic minorities), histories of earlier 
onset or prolonged mental illness, prior access to mental 
health assessment and treatment, housing status (e.g., history 
of homelessness or solitary confinement), education and 
employment history, the frequency, magnitude, and duration 
of past interpersonal trauma and chronic stress (i.e., life 
course cumulative trauma), level of family and social support, 
spirituality/religious practices, and criminal justice history 
[11, 14–16]. As illustrated in the case studies of Grace, Edgar, 
and Diego, the accumulation of social determinants of mental 
health (e.g., trauma and stress histories, low levels of educa-
tion, access to mental health and social services) was described 
by them as a risk factor for the onset of prolonged mental 
health issues, criminal behavior, and justice system involve-
ment. On the other hand, religion and spirituality were found 
to be an important protective factor among older adults in 
prison [17, 18]. For example, Koenig (1995) found that older 
adults who reported being raised by someone with a religious 
affiliation were significantly associated with lower depressive 
symptoms [18]. The study also found that incarcerated older 
adults who reported attending religious services more fre-
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quently reported lower levels of depressive symptoms that 
attended less frequently [18]. Allen (2008) also found that for 
older male inmates in Alabama, having a greater number of 
daily spiritual experiences and religion was associated with 
better emotional health [17]. As in the case example of Grace, 
she was naturally drawn to practicing spirituality to find 
meaning in her life and prison experiences. Given the impor-
tance of these social determinants (risk/protective factors) 
for mental well-being among justice-involved older adults, we 
have incorporated them in the next section, case application, 
as part of a comprehensive intervention plan for justice-
involved older adults.

�Case Application

Consistent with the literature, Grace, Edgar, and Diego 
reported many of the common psychosocial issues experi-
enced by a rapidly growing population of older adults with 
mental health issues involved in the criminal justice system. It 
also is an expanding practice arena for forensic psychiatrists, 
psychologists, social workers, lawyers, and other interdisci-
plinary professionals to become more competent in providing 
geriatric forensic mental health services to this vulnerable 
older special population. Perhaps most important is to adopt 
a team-oriented approach to collaborate across disciplines to 
address the compendium of the root causes and mental 
health consequences of the social determinants of mental 
health. As illustrated in the cases of Grace, Edgar, and Diego, 
the presence of serious mental health issues, such as schizo-
phrenia and major depression, and other common mental 
health issues, such as post-traumatic stress disorder, is com-
monly part of the mental health case load, especially for 
forensic psychiatrists, psychologists, clinical social workers, 
and case managers (social workers or nurses). In addition to 
the use of the DSM 5 for mental health assessment, Table 12.2 
provides examples of a battery of assessment tools that can 
be used to assess for commonly found mental health issues 
among the justice-involved aging population [19]. These 
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Table 12.2  Recommendation for assessment tools for intake and 
treatment monitoring
Traumatic and Stressful Life Experiences. Trauma and stressful 
life experiences (cumulative objective occurrences and past 
year subjective distress) will be measured using the 31-item Life 
Stressors Checklist-Revised (LSC-R). The LSC-R estimates 
the frequency of the objective occurrences of lifetime and 
current traumatic events (e.g., being a victim of and/or witness 
to violence. The LSC-R has good psychometric properties, 
including use with diverse age groups and criminal justice 
populations [29].

Mental Health Symptoms. Mental health symptoms can be 
measured: Diagnostic and Statistical Manual 5 [20] and 
the Brief Symptom Inventory (BSI). Subscales include 
Somatization, Obsessive-Compulsive, Interpersonal Sensitivity, 
Depression, Anxiety, Hostility, Phobic Anxiety. Paranoid 
Ideation, Psychoticism [22]

Post-traumatic Stress Symptoms. Post-traumatic stress symptoms 
were measured with the PTSD Checklist (PCL) for civilian 
populations [28].

Coping Resources. Coping resources were measured using the 
Coping Resources Inventory (CRI) [25]. The CRI is a valid 
measure of self-reported coping resources that are available 
to manage stressors and has been used with samples of older 
adults and criminal offenders. This 60-item CRI has five 
subscales that measure cognitive, emotional, spiritual and 
philosophical, physical, and social coping resources.

Activities of Daily Living. The Katz Index of Independence in 
Activities of Daily Living, commonly referred to as the Katz 
ADL, is the most proper scale to assess functional status as a 
measurement of an individual’s ability to perform activities of 
daily living independently. Although no formal reliability and 
validity reports could be found in the literature, the tool is used 
extensively as a flag, signaling functional capabilities of older 
adults in clinical and home environments [24].

Geriatric Depression Scale. Geriatric Depression Scale (GDS) 
is a self-report measure of depression in older adults and also 
assesses for suicidal risk. The GDS has been used with older 
prison populations [30].

(continued)
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assessment tools can be incorporated as a routine assessment 
to identify mental health issues in the early to late stages of 
criminal justice involvement to inform practice decision-
making. Strengthening early mental health detection mecha-
nisms also may prevent the pathways to many older adults 
being placed from prison settings to more appropriate set-
tings, such as specialized geriatric or mental health units in 
prison or community forensic mental health services or psy-
chiatric hospitals after their release.

In addition to access to mental health assessment and ser-
vices for incarcerated older adults, such as Grace, Edgar, and 
Diego, interventions that address their social determinants of 
mental health, such as access to housing, employment, educa-
tion, and social supports while also in mental health treatment, 
are important to provide services for them. Based on the case 
histories, the risk factors, such as untreated childhood traumas, 
poverty, and lack of access to steady employment or services, 
placed these individuals at risk for criminal justice involvement, 

Table 12.2  (continued)

Montreal Cognitive Assessment: The Montreal Cognitive 
Assessment was used to assess for cognitive impairment [27].

Substance Abuse/Addictions: The Addiction Severity Index is 
a semi-structured instrument used in face-to-face interviews 
conducted by clinicians, researchers, or trained technicians. The 
ASI covers the following areas: medical, employment/support, 
drug and alcohol use, legal, family/social, and psychiatric. The 
ASI obtains lifetime information about problem behaviors, as 
well as problems within the previous 30 days [26].

Risk and Needs Assessments/Discharge Planning: (1) 
Correctional Offender Management and Profiling Alternative 
Sanctions (COMPAS) assesses needs and risk of recidivism 
(general recidivism, violent recidivism, noncompliance, and 
failure to appear). (2) Level of Service Inventory–Revised [21] 
assesses parole outcome, success in correctional halfway houses, 
institutional misconducts, and recidivism. (3) For individuals 
with sexual offense histories: The Static-99 is a 10-item actuarial 
assessment instrument for use with adult sexual offenders who 
are 18 years or older at the time of community release [23].
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including recidivism. For example, in the case of Edgar, he read-
ily admits to committing a crime in order to return to prison to 
access housing, food, and mental health and health services. 
Similarly, in the case of Grace, she reported a history of parental 
abandonment and abuse and domestic violence victimization as 
an adult. It was not until prison when Grace had access to men-
tal health services that she could begin managing her mental 
health symptoms. In the case of Diego, he reported that severe 
childhood trauma, particularly sexual victimization and living in 
poverty, has had a lingering effect on his mental/behavioral well-
being. In Diego’s case, a case manager might assess the extent to 
whether moving him from the general prison population (where 
he is at risk of getting placed in solitary confinement again) to a 
secure mental health in patient unit might be warranted.

In addition to mental treatment, case management services 
for reentry planning are relevant to Grace and Edgar, who are 
poised to be released on parole in 1–2 years. In both of their 
cases, access to discharge planning, social workers, and/or 
nurses to identify what social determinants need to be in place 
for their successful reentry process, such as access to safe hous-
ing (e.g., home place placement, assisted living or skill nursing 
facilities), education, employment, social service, trauma or 
substance abuse assessment and treatment, and assist them to 
connect with these needed services can be advantageous. In a 
team-based approach, professionals such as forensic psychia-
trists and psychologists can provide referrals and treatment. In 
the case of Edgar, if he had access to a case manager in the 
community who connected him with available community ser-
vices after his first incarceration, it may have decreased his risk 
of committing a crime to obtain housing, food, and mental 
health treatment.

It also is recommended that forensic professionals advo-
cate across criminal justice settings (e.g., the courts, prisons) 
to incorporate comprehensive mental health assessments and 
interventions (as illustrated in Tables 12.2 and 12.3). Table 12.3 
provides an overview of possible interventions that might 
comprise a comprehensive intervention plan that is relevant 
to justice-involved older adults, including Grace, Edgar, and 
Diego. Table  12.4 illustrates a comprehensive intervention 
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Table 12.4  Intervention plan for case vignettes
Intervention 
plan Grace Edgar
Treatment 
Goals

1. �Increase mental 
health and 
overall well-
being.

2. �Increase 
preparedness 
for community 
reintegration.

1. �Increase 
mental health 
and overall 
well-being.

2. �Increase 
preparedness 
for 
community 
reintegration.

1. �Increase 
mental 
health and 
overall 
well-being.

2. �Reduce 
disciplinary 
infractions 
to zero.

Possible 
interventions

Referrals and/
or consults 
for mental 
health or other 
services

X X X

Educational 
and vocational 
training

X X X

Recreational 
activities

X X X

Culturally 
responsive 
cognitive 
interventions

X X X

Mental health/
Addictions 
services-
individual 
(professional)

X X X

Mental health/
Addictions 
services-group 
(professional/
peer)

X X X
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Table 12.4  (continued)
Intervention 
plan Grace Edgar

Medical 
services

X X X

Physical 
and psycho-
education

X X X

Animal-
assisted 
therapy

X

Family, 
volunteer, or 
peer visiting 
program

X X X

Spiritual 
wellness

X X

Prisoner legal 
services & 
victim rights 
services

X X X

Family/peer/
volunteer 
visiting 
program

X X X

Education and 
vocational 
training

X X x

Case 
management 
(while in 
prison)

X X X

Discharge 
planning 
(release 
preparation)

X X X
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plan for Grace, Edgar, and Diego. On a final note, community 
placement challenges for these three cases with violent and/
or sexual offense histories often are more challenging to 
obtain basic needs post release. In many cases, case managers 
often must educate and advocate on older adults’ behalf [15].

�Conclusion

In summary, this chapter provided an overview of mental 
health issues, including the social determinants of mental 
health, commonly found among justice-involved older adults. 
We asserted throughout this chapter that effective mental 
health assessment and treatment must be comprehensive and 
target the social determinants of mental health. 
Interdisciplinary professionals can play a key role in develop-
ing and refining innovative mental health/criminal justice 
programs for older people and their families and communi-
ties. For examples of existing programs for justice-involved 
older adults, please see the following chapter.
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�Legal Standard for Competency to Stand Trial 
as Determined by Judicial Rulings

Courts in the United States, via a series of cases, have defined 
the legal standard by which a defendant facing criminal 
charges is competent to stand trial. Similar to evaluation of 
competence to make treatment decisions with regard to medi-
cal care, defendants, in the abstract, must be able to under-
stand and retain information relevant to the decision in 
question, apply that understanding to their specific circum-
stances in the context of their individual values, and reason 
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among options available to them. The Supreme Court has 
more precisely defined the contours of these general elements 
of competence for a criminal defendant through a series of 
legal decisions, the first of which was Dusky v. U.S.[1].

Milton Dusky was charged with kidnapping a 15-year-old 
girl and transporting her across state lines. The girl was raped 
by Dusky’s two juvenile accomplices (aged 14 and 16 years), 
one of whom was tried separately and convicted as an adult. 
Dusky’s attorney raised issues of insanity and incompetence 
to stand trial, and the Court ordered a psychiatric examina-
tion. Evaluating psychiatrists attested that Dusky suffered 
from chronic undifferentiated schizophrenia, experienced hal-
lucinations and delusions about being framed, and was unable 
to meet reality demands. In a competency report provided to 
the trial court, an expert psychiatrist contended that Dusky 
was unable to properly understand the proceedings and could 
not adequately assist counsel in his defense. Despite this testi-
mony, the trial judge ruled that Dusky was competent to stand 
trial because he was oriented and appeared to understand the 
nature of the charges against him.

Dusky was convicted and sentenced to 45  years. He 
appealed, asserting that the trial court erred in finding him 
competent to stand trial.

The Supreme Court reversed Dusky’s conviction, identify-
ing competence to stand trial as a fundamental constitutional 
right, and citing insufficient evidence to support the district 
court’s decision that he was competent to stand trial. The 
Court concluded that it was not enough for a defendant to be 
oriented to time and place and to have some recollection of 
events, and articulated a two-prong test as the minimum 
Constitutional standard by which a defendant must be found 
competent to stand trial. Specifically, they indicated that com-
petence to stand trial hinges on “whether [the defendant] has 
sufficient present ability to consult with his lawyer with a 
reasonable degree of rational understanding – and whether 
he has a rational as well as factual understanding of the pro-
ceedings against him.” This definition of adjudicative compe-
tence is commonly known as the Dusky standard. Notably, 
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the opinion did not provide guidance on how to practically 
apply these prongs; instead, it left such competency determi-
nations to be decided by trial courts based on the particular 
facts of the case at hand.

The case was remanded for a hearing to determine 
Dusky’s present competency, and for a new trial if he was 
found to be competent, using the standard articulated by the 
Supreme Court.

In Drope v. Missouri, building upon its earlier decision in 
Dusky, the Supreme Court proclaimed that a trial court must 
always be alert to circumstances that would render the defen-
dant incompetent [2]. Furthermore, the trial court has an 
independent duty to request a competency evaluation when-
ever evidence raises “sufficient doubt” as to the defendant’s 
competence.

James Drope was charged with forcibly raping his wife. His 
attorney filed a pretrial motion for a continuance so that 
Drope could receive psychiatric evaluation and treatment. 
The motion was supported by a psychiatric report, which 
outlined Drope’s mental health issues and corroborated the 
need for psychiatric treatment. The trial court denied the 
motion and directed the case to proceed to trial. Drope’s wife 
testified about her husband’s history of irrational behaviors 
and his attempt to choke her shortly before the start of trial. 
The next morning, Drope unsuccessfully attempted suicide. 
Defense counsel then requested a mistrial based on his cli-
ent’s required hospitalization. However, the trial court con-
cluded that Drope waived his right to be present because his 
inability to appear stemmed from a voluntary act and ordered 
the trial to continue in his absence.

Drope was convicted in absentia and sentenced to life 
imprisonment. On appeal, he asserted that the trial court 
violated his due process right to adequate competency 
procedures by failing to order a psychiatric evaluation with 
respect to his competence to stand trial.

The Supreme Court concluded that the trial court’s failure 
to order a competency hearing violated Drope’s due process 
right to a fair trial. Given that competency evaluations serve 
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as procedural safeguards of the defendant’s fundamental right 
not to be tried while incompetent, the Court determined that 
there is a low threshold for establishing the need for a compe-
tency hearing: “evidence of a defendant’s irrational behavior, 
his demeanor at trial, and any prior medical opinion on com-
petence to stand trial are all relevant in determining whether 
further inquiry is required, but that even one of these factors 
standing alone may, in some circumstances, be sufficient.” The 
Court concluded that evidence of prior mental instability, a 
suicide attempt during trial, and a psychiatrist’s report recom-
mending psychiatric treatment should have been sufficient to 
alert the trial court to the need for further evaluation of 
Drope’s competence to stand trial. Although the Court did not 
explicitly designate fixed criteria that would invariably require 
further inquiry, the opinion appears to encourage an inclusive 
interpretation of facts suggesting incompetence in order to 
protect the fundamental due process right not to stand trial 
while incompetent. The case was remanded to allow the State 
to retry Drope if he is found competent.

In Godinez v. Moran, the United States Supreme Court 
considered whether or not the Dusky standard applies to a 
defendant’s competence to waive counsel and represent him-
self [3]. Richard Allen Moran fatally shot three people and 
then unsuccessfully attempted suicide. He confessed to the 
killings while recovering in the hospital and was charged with 
three counts of first-degree murder. Moran was found com-
petent to stand trial. He subsequently moved to dismiss his 
attorney and to change his pleas to guilty to prevent admis-
sion of mitigating evidence at sentencing, and the trial court 
approved his request.

After receiving the death penalty, Moran requested relief 
based on the claim that he was mentally incompetent to 
represent himself. The 9th Circuit Court of Appeals reversed, 
concluding that competency to waive constitutional rights 
requires a heightened competency standard defined by 
capacity for “reasoned choice.”

The Supreme Court reversed the Court of Appeals, finding 
that the appellate court erred in applying two different compe-
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tency standards, and remanded the case. Competence to plead 
guilty or to voluntarily waive the right to assistance of counsel 
is assessed by the same Dusky two-prong test as competence 
to stand trial. The Court explicitly articulated that although 
states are free to adopt heightened competency requirements, 
the Due Process Clause only requires a standard for compe-
tence to plead guilty or waive counsel equivalent to the Dusky 
standard for competence to stand trial. The Court then clari-
fied that, in addition to evaluating the defendant’s competency, 
a trial court must inquire into whether the defendant’s waiver 
of his constitutional rights was “knowing and voluntary.” In 
this sense, according to the majority, “there is a ‘heightened’ 
standard for pleading guilty and for waiving the right to coun-
sel, but it is not a heightened standard of competence.”

In Indiana v. Edwards, the United States Supreme Court 
faced a variation on the theme in Godinez  – does the 
Constitution prohibit a state trial court from assigning coun-
sel to a defendant who is fit to stand trial via the Dusky stan-
dard, if the trial court has reasons to believe the defendant 
may yet not be competent to represent himself?[4]

Ahmad Edwards was charged with attempted murder, bat-
tery with a deadly weapon, criminal recklessness, and theft 
after firing shots while attempting to steal shoes from a 
department store. He had a long history of schizophrenia, and 
his mental state became the subject of several competency 
hearings and self-representation requests. The present case 
stemmed from Edwards’s request to represent himself during 
his retrial, which the trial court denied. Referring to his long 
record of psychiatric reports, the court concluded that 
Edwards was not competent to defend himself, even though 
he was competent to stand trial.

After he was convicted on the remaining counts, Edwards 
appealed and alleged the trial court’s refusal to permit him to 
represent himself at his retrial deprived him of his Sixth 
Amendment right of self-representation.

The Supreme Court held that the Constitution permits 
States to require legal representation for defendants who are 
not mentally competent to conduct trial proceedings without 
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the assistance of an attorney, and remanded the case for fur-
ther proceedings: “[T]he Constitution permits States to insist 
upon representation by counsel for [defendants] competent 
enough to stand trial under Dusky but who still suffer from 
severe mental illness to the point where they are not compe-
tent to conduct trial proceedings by themselves.”

The Supreme Court acknowledged “[m]ental illness is not 
a unitary concept” and interpreted this as a caution against 
adopting a single competency standard for different legal con-
texts. The Court additionally stated that a right of self-
representation would not affirm the dignity of the defendant 
who lacks the mental capacity to proceed pro se. Instead, the 
majority found that allowing such a defendant proceed to trial 
without an attorney could lead to an improper conviction and, 
thus, “undercuts the most basic constitutional right to a fair 
trial.” The Supreme Court, thus, held that the Constitution 
allows states to adopt a higher standard of competency for 
self-representation, and viewed trial judges as being best situ-
ated to evaluate the competency of defendants.

In a dissenting opinion, Justice Scalia, joined by Justice 
Thomas, provided that “the Constitution does not permit a 
State to substitute its own perception of fairness for the defen-
dant’s right to make his own case before the jury – a specific 
right long understood as essential to a fair trial.” The dissent 
opined that if a defendant is competent to stand trial and is 
capable of waiving his right to counsel knowingly and volun-
tarily, then the defendant has a constitutional right to conduct 
his own defense. The dissent added that a defendant’s right of 
self-representation should only be denied if it is necessary to 
allow the trial to proceed in an orderly fashion.

In Jackson v. Indiana, the Supreme Court considered what 
should be done, with regard to hospitalization and disposition 
of criminal charges, when a defendant is not only found 
incompetent to stand trial, but also not likely to be restored 
to fitness [5].

Theon Jackson was charged with separate robberies of two 
women involving a total of nine dollars. The trial court, sua 
sponte, ordered an evaluation of the defendant’s mental 
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capacity to proceed to trial given his severe cognitive, sensory, 
and language deficits: at age 27, Jackson was deaf, had “a men-
tal level of a preschool child,” and was unable to “read, write, 
or otherwise communicate except through limited sign lan-
guage.” At a competency hearing, two court-appointed expert 
psychiatrists presented uncontradicted evidence that the 
defendant was unable to satisfy either prong of the Dusky 
two-prong standard. They additionally opined that, due to the 
nature of his impairments, he was unlikely to ever develop 
the abilities necessary to render him competent. The trial 
court held that Jackson was incompetent to stand trial and 
ordered that he be committed to the Indiana Department of 
Mental Health until he is certified “sane.”

Jackson moved for a new trial, contending that, given his 
low likelihood of ever meeting the statutory requirements for 
release, his pretrial commitment represented life imprison-
ment without ever being convicted of a crime in violation of 
his Fourteenth Amendment rights to due process and equal 
protection. The United States Supreme Court unanimously 
reversed, holding that Jackson’s indefinite commitment exclu-
sively due to his incompetence to stand trial violated both 
equal protection and due process under the Fourteenth 
Amendment. The Court declined to consider the issue of dis-
position of charges and remanded the case to the state court 
for further consideration and adjudication: “[A] person 
charged by a State with a criminal offense who is committed 
solely on account of his incapacity to proceed to trial cannot 
be held more than the reasonable period of time necessary to 
determine whether there is a substantial probability that he 
will attain that capacity in the foreseeable future. If it is deter-
mined that is not the case, then the State must either institute 
the customary civil proceeding that would be required to com-
mit indefinitely any other citizen, or release the defendant.”

The Supreme Court concluded that, as a matter of state 
law, Jackson’s pretrial institutionalization was “permanent in 
practical effect” as the evidence sufficiently established that 
his chances of ever attaining the statutory competency stan-
dards were “at best minimal, if not nonexistent.” It then 
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found that the relevant Indiana statute deprived him of equal 
protection by subjecting him “to a more lenient commitment 
standard and to a more stringent standard of release than 
those generally applicable to all others not charged with 
offenses” under Indiana’s civil commitment statutes. The 
Supreme Court additionally determined that Indiana 
deprived Jackson of due process by mandating continued 
commitment on account of his incapacity to proceed to trial 
despite evidence that his condition was unlikely to improve. 
In particular, the Court held that, “[a]t the least, due process 
requires that the nature and duration of commitment bear 
some reasonable relation to the purpose for which the indi-
vidual is committed.”

�Performing a Capacity to Stand Trial 
Evaluation

Although the specific procedures for ordering and obtaining 
capacity to stand trial evaluations vary by jurisdiction, all 
potentially incompetent defendants must demonstrate that 
they can meet the Dusky standard to be deemed fit to proceed 
with trial. This means defendants must possess a “rational as 
well as factual understanding of the proceedings against him” 
and have the “ability to consult with [their] lawyer with a rea-
sonable degree of rational understanding [1].”

Research and literature specific to fitness-to-stand trial in 
advance age populations is relatively limited. Unlike in 
younger populations, incompetence in an older individual 
may be more likely associated with symptoms of a cognitive 
disorder rather than active symptoms of psychosis. One study 
reviewed charts of 99 defendants 60  years of age or older 
referred for fitness-to-proceed and criminal responsibility 
evaluations; the authors reported that 32.1% of these defen-
dants were found incompetent to stand trial and discussed 
the difficulties in treatment and restoration of competence 
for elderly individuals in forensic systems given the progres-
sive and irreversible course of dementia [6].
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Another study examined the specific functional impair-
ments among patients older than 65 found unfit to stand trial 
compared to those found fit to stand trial [7]. Among those 
found not fit, the diagnosis of dementia and older age were 
prevalent risk factors. Deficits in orientation, memory, abstrac-
tion, concentration, calculation, and thought process were 
associated with incompetence, with orientation and memory 
correlated most strongly. With regard to specific skills impli-
cated in lacking fitness, those with dementia had higher rates 
of failure to understand legal charges, potential penalties, roles 
of court officers, pleas, and plea-bargaining, and were unable 
to consult with an attorney. Most strongly correlated with 
incompetence to stand trial was the inability to consult with 
an attorney. The groups did not differ with regard to the ability 
to maintain appropriate courtroom behavior.

Most research has found that older age correlates inversely 
with time to restoration [8–14]. Not surprisingly, studies have 
also established that a diagnosis of dementia also predicts 
longer times to restoration and higher rates of unrestorability. 
Consistent with these findings, one study demonstrated that 
scores on the Repeatable Battery for the Assessment of 
Neuropsychological Status (RBANS) were associated with 
increased time to restoration [15]. Despite the above, however, 
a substantial number of defendants older than 65 and diag-
nosed with dementia are ultimately restored to fitness [13].

The trial competency evaluation for the geriatric evaluee 
should be approached in a manner similar to that of any 
other population, with attention paid to the clinical risk fac-
tors for incompetence in older age individuals as noted 
above. As such, the authors have utilized the American 
Academy of Psychiatry and the Law’s Practice Guidelines for 
the Evaluation of Capacity to Stand Trial as the framework 
for discussing these assessments [16]. However, it should be 
noted that performing these evaluations requires specialty 
training and supervision. The below is intended to serve as a 
reference for those interested in learning more about how to 
assess for adjudicative competency, but it is not a substitute 
for the instruction required to develop expertise in this area.
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Prior to the evaluation, the examiner should know why, 
specifically, an evaluation was requested, understand the 
nature of the criminal allegations against the defendant, and 
have an awareness of any overt history of mental illness or 
recent symptoms. Determination of the records necessary to 
review prior to the examination is dependent on the com-
plexity of the clinical and legal issues specific to the case as 
they relate to the above. If there is a complicated diagnostic 
issue at hand, it can be useful to have recent treatment 
records to guide symptom review. Similarly, if there is an 
established history of mental illness and treatment, it can be 
helpful to request and review supporting documents, such has 
hospitalization summaries, to help characterize the presence 
and nature of past functional impairments stemming from 
psychiatric illness.

Acquiring legal paperwork such as the criminal complaint 
will provide the examiner with an objective understanding of 
the nature of the alleged offense. In addition, possessing 
objective documentation regarding the evidence against the 
defendant can aid in reality testing decision-making regard-
ing the case. Obtaining collateral from the defense attorney 
regarding their relationship and exchanges with their client 
can be valuable in providing background on the nature of the 
communication, and any underlying problems, between the 
two parties. The patient’s lawyer may also be useful in provid-
ing information regarding the evidence against the defen-
dant. However, the examiner should refrain from solely 
relying or utilizing collateral obtained from the attorney, 
without other objective resources, for the purposes of the 
competency determination.

Providing the examinee with informed consent is the first 
essential part of the trial competency examination. This 
includes an explanation of the purpose of the examination 
and the limits of confidentiality. Similar to any informed con-
sent process, the examiner should take steps to ensure that 
the individual understands the above before continuing. This 
maintains the ethical standard of the examination but also 
serves to frame the process for the defendant. The next step 
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in the process is to perform a standard clinical review for the 
purposes of identifying the existence of a psychiatric illness 
but also to determine other nonclinical factors that may 
impact the way the examinee may engage with their attorney 
and legal system.

The clinical portion of the interview should begin with 
obtaining a full psychosocial history. This includes basic infor-
mation on background and upbringing, traumatic experi-
ences, relationships, education, and work history. This material 
will provide the examiner with insight into a subject’s educa-
tional capabilities, nature of how they relate to others, and 
functional status. These data can be compared to evidence 
obtained other objective records to assess for the potential 
for malingering and/or an underlying cognitive disorder. The 
next part of the clinical interview should focus on obtaining 
information on past psychiatric history, substance history, 
medical history, and family history, following the standard 
guidelines for a psychiatric diagnostic assessment, and with a 
particular focus on neurocognitive disorders.

After obtaining the above, the examiner should complete 
a full review of systems and a mental status examination. 
Cognitive screenings include the MMSE or the MOCA, 
depending on clinical necessity. By the end of the clinical 
portion of the interview, the examiner should have an under-
standing of the potential differential diagnosis of underlying 
personality and interpersonal functioning, the possibility for 
any underlying psychiatric/medical issues, and an under-
standing of current symptoms (including those associated 
with cognitive functioning) as they relate to an existing or 
potential diagnosis. The examiner should also have a sense of 
whether and what they will require with regard to collateral 
materials/information or additional testing to clarify out-
standing diagnostic questions. Given the clear relationship 
between neurocognitive status and fitness in older popula-
tions, the clinical interview should be performed in this age 
group with a focus on ruling in or out these disorders.

The second portion of the interview should focus on the 
legal components of the defendant’s history and issues spe-

Chapter 13.  Capacity to Stand Trial Evaluations…



214

cific to trial competency. Obtaining a longitudinal criminal 
history can be useful in developing expectations for an indi-
vidual’s familiarity with the criminal justice system. It can 
also be helpful with establishing patterns of decision-making 
to compare or contrast to the current legal situation.

As noted above, determining whether an individual has the 
capacity to stand trial involves assessing two major functional 
areas: competency to assist counsel and the defendant’s ability 
to make rational decisions regarding their case. This assess-
ment includes having a basic understanding of legal and court-
room procedures. Because the capacity assessment is 
case-specific, however, the defendant must demonstrate an 
understanding of his/her legal predicament that is beyond 
general information. In addition, the examiner must also sepa-
rate an individual’s ignorance about aspects of the criminal 
justice system or their case from an inability to make a ratio-
nal decision about the above. This requires that the capacity 
assessment process involves education around any deficits 
and then repeat inquires around these subjects to ensure con-
solidation and integration of information. For this reason, it is 
important that the examiner has, at the minimum, a basic 
understanding of the defendant’s legal situation and options.

As in any capacity assessment, the focus on the interview 
should not only be an individual’s ability to provide factual 
information but also to reason and appreciate the conse-
quences of making or not making certain legal decisions and/
or providing logical reasoning for any decisions that may be 
against the advice of their attorney. Although providing an 
open-ended format for this evaluation is best, a semi-
structured approach that focuses on directly assessing basic 
knowledge regarding criminal proceedings and the defen-
dant’s understanding of their particular case as it relates to 
these proceedings, followed by an assessment of their ability 
to work with their counsel in order to make decisions about 
their case and assist in their defense, is often utilized. See 
Appendix I for recommendations on specific areas of focus, 
taken from the 2007 AAPL guidelines.
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Similar to evaluation of competence to make treatment 
decisions with regard to medical care, the determination of 
whether an individual has decisional capacity with regard 
to their legal case should connect capacity-specific func-
tional issues to clinical observations. As such, the opinion 
of the evaluator, if the defendant is found unfit to stand 
trial, should not only highlight functional deficits with 
regard to thinking around their legal case but also link this 
to specific clinical signs and symptoms. This will addition-
ally provide treatment targets for restoration. If a patient 
is found fit, the focus of the opinion should be to describe 
the ways in which the patient is competent, with a particu-
lar focus in addressing the issues which led to the order of 
the capacity evaluation.

�Conclusion

A series of U.S.  Supreme Court cases outlined the legal 
requirements regarding capacity to stand trial for defendants 
in criminal court. This includes Dusky v. U.S., which served to 
define the elements of trial capacity; Drope v. Missouri, in 
which the Court recognized that trial capacity may fluctuate 
over time and that court has a responsibility to remain 
vigilant to any changes in this ability; and Jackson v. Indiana, 
which provided instruction on how to approach individuals 
who are unlikely to be restored to fitness. Although trial 
capacity evaluations in geriatric defendants should be han-
dled in the same manner as any other individual, it is impor-
tant to consider clinical phenomenon associated with 
advanced age, including the presence and functional implica-
tions of cognitive deficits, when performing these assess-
ments. In addition, it is necessary that the examiner has a 
basic understanding of the legal process and facts related to a 
defendant’s criminal case in order to fully assess and differen-
tiate an evaluee’s need for education from an inability to 
make rational decisions regarding their case.
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�Appendix I [16]

•	 Ability to provide a rational and consistent account of the 
alleged offense

•	 Knowledge about the roles of principal courtroom 
personnel

•	 Awareness of being charged with a crime and facing 
prosecution

•	 Knowledge of specific charges, the meanings of those 
charges, and associated penalties

•	 Knowledge about what specific actions the state alleges
•	 Ability to behave properly during court proceedings and 

at trial
•	 Capacity to appraise the impact of evidence that could be 

used
•	 Understanding of available pleas and their implications, 

including plea bargaining
•	 Perceptions and expectations of defense council
•	 Description of the quality and quantity of previous inter-

actions with defense counsel
•	 The defendant’s capacity for and willing to engage in 

appropriate, self-protective behavior
•	 The defendant’s ability to retain and apply new informa-

tion effectively
•	 The defendant’s capacity to pay attention at trial and 

remember what has occurred
•	 The defendant’s capacity to use information to make rea-

sonable decisions related to his defense
•	 Whether the defendant has sufficient impulse control to 

maintain proper courtroom decorum

References

	1.	 Dusky v. U.S., 362 U.S. 402 (1960).
	2.	 Drope v. Missouri, 420 U.S. 162 (1975).
	3.	 Godinez v. Moran, 509 U.S. 389 (1993).

M. Pietrzak et al.



217

	 4.	 Indiana v. Edwards, 554 U.S. 164 (2008).
	 5.	 Jackson v. Indiana, 406 U.S. 715 (1972).
	 6.	 Lewis CF, Fields C, Rainey E. A study of geriatric forensic eval-

uees: who are the violent elderly? J Am Acad Psychiatry Law. 
2006;34(3):324–32.

	 7.	 Frierson RL, Shea SJ, Shea ME.  Competence-to-stand-trial 
evaluations of geriatric defendants. J Am Acad Psychiatry Law. 
2002;30(2):252–6.

	 8.	 Colwell LH, Gianesini J.  Demographic, criminogenic, and psy-
chiatric factors that predict competency restoration. J Am Acad 
Psychiatry Law. 2011;39(3):297–306.

	 9.	 Nicholson RA, McNulty JL.  Outcome of hospitalization for 
defendants found incompetent to stand trial. Behav Sci Law. 
1992;10(3):371–83.

	10.	Nicholson RA, Barnard GW, Robbins L, Hankins G. Predicting 
treatment outcome for incompetent defendants. Bull Am Acad 
Psychiatry Law. 1994;22(3):367–77.

	11.	 Rodenhauser P, Khamis HJ.  Predictors of improvement in 
maximum security forensic hospital patients. Behav Sci Law. 
1988;6(4):531–42.

	12.	Renner M, Newark C, Bartos BJ, McCleary R, Scurich N. Length 
of stay for 25,791 California patients found incompetent to stand 
trial. J Forensic Leg Med. 2017;51:22–6.

	13.	Morris DR, Parker GF. Effects of advanced age and dementia 
on restoration of competence to stand trial. Int J Law Psychiatry. 
2009;32(3):156–60.

	14.	 Warren JI, Chauhan P, Kois L, Dibble A, Knighton J.  Factors 
influencing 2,260 opinions of defendants’ restorability to adjudi-
cative competency. Psychol Public Policy Law. 2013;19(4):498.

	15.	 Toofanian Ross P, Padula CB, Nitch SR, Kinney DI. Cognition 
and competency restoration: using the RBANS to predict length 
of stay for patients deemed incompetent to stand trial. Clin 
Neuropsychol. 2015;29(1):150–65.

	16.	 Mossman D, Noffsinger SG, Ash P, Frierson RL, Gerbasi J, 
Hackett M, Lewis CF, Pinals DA, Scott CL, Sieg KG, Wall 
BW. AAPL practice guideline for the forensic psychiatric evalu-
ation of competence to stand trial. J Am Acad Psychiatry Law. 
2007;35(Suppl 4):S3–72.

Chapter 13.  Capacity to Stand Trial Evaluations…



219© Springer Nature Switzerland AG 2019
M. Balasubramaniam et al. (eds.), Psychiatric Ethics in 
Late-Life Patients, https://doi.org/10.1007/978-3-030-15172-0_14

�Introduction

The “aging prisoner” crisis continues to gain international 
attention. The high human, social, and economic costs of 
warehousing older adults with complex physical, mental 
health, social, and spiritual care needs in prison continue to 
rapidly increase at a disproportionate rate compared to the 
general prison population [1, 2]. The United States has the 
largest number of incarcerated people aged 55 and older and 
that population has grown 282% between 1981 and 2011 
compared to 42% in the general prison population [1]. In 
contrast, Canada has the lowest percentage increase in which 
incarcerated people aged 50 and older increased 9% in 1996 
to 16% in 2005 [2]. Although there are some overlapping 
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similarities with younger counterparts, understanding the 
unique developmental rights and needs of older adults will 
assist in the development of a geriatric-specific approach in 
the criminal justice system.

According to the United Nations, “older prisoners,” includ-
ing those with mental and physical disabilities, and terminal 
illnesses, are a special needs population and thus subject to 
special international health, social, economic practice, and pol-
icy considerations [2]. Many societies view the age of 65 as older 
because that is when most individuals are eligible to receive full 
pension or social security benefits. However, this age designa-
tion is not uniform across the world because age has different 
meanings in various cultures [2]. Similarly, the age at which a 
prisoner is defined as “older” or “elderly” varies across different 
countries. For example, although it varies among states, incar-
cerated persons in the United States may be classified as “older 
adult” or “elderly” as low as age 50 [1]. Other countries, such as 
the United Kingdom, designate age 60–65 as older. Canada has 
a two-tiered system in which older in prison is age 50–64 years 
and elderly is aged 65 and above [2].

This 50-year-old lower age classification as “elderly” in 
corrections is possibly because the average incarcerated 
person may experience accelerated decrements in their 
health status equivalent to community-dwelling adults 
who are 10–15 years older [3]. This process of accelerated 
aging is corroborated by international prison studies that 
show older adults in prison have significantly higher rates 
of physical and mental health decline compared to younger 
prisoners or older adults of a comparative age in the com-
munity [4, 5]. This rapid decline of incarcerated older 
adult’s health has been attributed largely to their high-risk 
personal histories, chronic health conditions, poor health 
practices, such as poor diets and smoking, alcohol and sub-
stance abuse, coupled with the stressful conditions of 
prison confinement, such as prolonged exposure to over-
crowding, social deprivation, and prison violence [6]. These 
combined personal and social environmental risk factors 
significantly increase the likelihood of the early onset of 
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serious physical and mental illnesses, including dementia, 
among older adults in prison [7].

Punitive criminal justice policies have influenced this 
growth of the aging prison population crisis. The United 
States since the1980s has spearheaded the most recent 
“tough-on-crime” criminal justice policies, which in turn 
also have been adopted by many other countries [8]. For 
example, in the United States, stricter sentencing laws, such 
as “Three Strikes, You’re Out,” and longer mandatory 
prison terms have set in motion an upward trend of mass 
incarceration of many sentenced offenders who were des-
tined to grow old, and even die, in overcrowded prisons [9]. 
More recently, countries have begun to shift to a more com-
passionate approach away from overly punitive policies 
that affect older adults in prison. For example, China 
passed the 2010 Criminal Law of China which bans the 
death penalty for people age 75 or older, except in the case 
of extreme homicide [10]. Currently, correctional systems 
across the globe, which were not designed to assume the 
role of long-term care facilities, are struggling with the 
growing wave of older adults in need of specialized care 
and community reintegration programming, including end-
of-life care [11, 12].

In response to this crisis, over the past two decades there 
has been some national and international movement in cor-
rections and the community for programs and initiatives that 
foster the physical, mental, social, spiritual, and economic 
well-being of older adults. These programs have been devel-
oped or refined in response to the recognition that older 
adults in prison often receive little value from prison pro-
gramming that was designed for younger people in prison, 
such as education, vocational training, and employment 
programs aimed at reducing their high-risk offending behav-
ior [13]. The need for more palliative care services is also a 
significant concern, given that a larger number, over 3000 
(5%), of US incarcerated people, of which are mostly aged 50 
or older, die every year in prison [1, 12].

Chapter 14.  Responding to Crisis of Aging People…



222

To this end, this chapter reviews some of the international 
promising practices and programs to address the aging popu-
lation in prison and post prison release. Directly following, we 
provide recommendations on how the professional commu-
nity can assist in moving the agenda for the humanistic treat-
ment of justice-involved older adults, including those 
incarcerated or formerly incarcerated.

�International Promising Practices 
and Initiatives

Despite the challenges of managing the growing aging prison 
population, promising practices, initiatives, and policies have 
emerged across the globe that foster the health and well-
being of older adults in prison. Worldwide, there are some 
innovative geriatric programs in prisons and post community 
reintegration. Promising practices often include comprehen-
sive case management services for medical, mental health, 
substance abuse, family, social services, housing, education or 
vocational training, spiritual counseling, exercise and creative 
arts programs, employment, and/or retirement counseling. 
Program-specific aspects include one or more of the follow-
ing: “age” and “cognitive capacity” sensitive environmental 
modifications (including the use of segregated units), inter-
disciplinary staff and volunteers trained in geriatric-specific 
correctional care, complimentary medicine, specialized case 
coordination, the use of family and inmate peer supports and 
volunteers, mentoring, and self-help advocacy group efforts.

We have classified these programs based on whether they 
are corrections or prison-based programs or community-
based programs that provided inpatient and/or outpatient 
programs. Programs that serve justice-involved older adults 
currently across the globe. In particular, many are located in 
the United States (e.g., True Grit Program), the United 
Kingdom (e.g., RECOOP), Canada (e.g., RELIEF), and 
other select international locations. Please see Table 14.1 for 
the select programs, initiatives, and policies highlighted in this 
chapter.
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�Prison Corrections-Based Programs 
and Initiatives

�Inpatient and/or Outpatient Based

Evidence suggests that older adults in prison have complex 
and comorbid health and mental health care needs. As a natu-
ral part of the aging process, older adults in global prison have 
higher rates of chronic illnesses or disabilities, such as heart 
and lung disease and dementia, as compared to incarcerated 
younger adults. Minor to serious mental health and substance 
abuse issues are commonplace in global prison populations, 
especially among older adults [14]. Perhaps, the most signifi-
cant mental health issue of aging in prison is accelerated cogni-

Table 14.1  Programs and initiatives for justice-involved older 
adults: prison and community based
Corrections/prison based: 
inpatient or outpatient

Community based: inpatient/
outpatient

True Grit 60 West Nursing Home

The Gold Coat Program The Aged Care and Rehabilitation 
Unit

The Unit for Cognitive 
Impairment (UCI)

Reintegration Effort for Long-term 
Infirm and Elderly Federal Offenders’ 
Program (RELIEF)

NYS DOCCS 
Discharging Planning 
Unit (DPU)

Senior Ex-Offender Program (SEOP)

Chronic Disease Self-
Management Education 
(CDSME)

Resettlement and Care for Older 
Ex-Offenders (RECOOP)

Long Term Offender 
Program (LTOP)

Project for Older Prisoners (POPS)

The Coyote Ridge 
Assisted-Living Unit

Families Against Mandatory 
Minimums (FAMM)

The Kevin Waller Unit
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tive decline. Poor health behaviors coupled with the prison 
environment place older adults at increased risk for age-
related mental health problems, especially dementia, which 
commonly results in the loss of physical and cognitive capaci-
ties and death [7, 15, 16]. In order to address incarcerated older 
adults’ needs, inpatient or skilled nursing unit or geriatric-spe-
cific units, hospice programs or units, and outpatient chronic 
health, mental health, and social service programs have been 
developed internationally, especially in the United States.

Inpatient Skilled Nursing, Geriatric-Specific, and Hospice 
Units  As listed in Table 14.1, several skilled nursing or geri-
atric- or hospice-specific units were found in both the United 
States and other global locations, and they are reviewed 
below in that order, respectively.

The True Grit Program (USA)  The True Grit Program in 
Nevada is a prison-based structured living program that 
attempts to foster older prisoners’ well-being. The mission 
statement of the True Grit is “no more victims.” It is set in a 
geriatric sociocultural environment and was designed to 
enhance physical health (using creative arts, recreational, and 
physical therapy activities), mental and social well-being 
(using group and individual therapy), human agency and 
empowerment (self-help modalities), spiritual well-being 
(using a prison chaplain and volunteers), and successful com-
munity reintegration (using discharge planning).

Eligibility criteria include the following:

•	 Being age 55 or over (with no upper age limit)
•	 No full-time work or school (part-time school is 

acceptable)
•	 Willingness to participate in all program activities, includ-

ing correctional programs that target individual crimino-
genic factors

•	 Compliance with a signed formal contract that specifies 
the rules and regulations governing behavior and groom-
ing standards

As the program developed, it became noticeable that 
rather than just providing a safe and healthy environment 
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within the prison for older adults, the True Grit became a 
mechanism for bridging the chasm between prison and the 
community. It was gradually transformed into a rehabilitation 
and community reintegration initiative [7].

Research evidence suggests that the program is effective in 
increasing psychological and social well-being [17]. For instance, 
preliminary quantitative analysis shows 0% recidivism rates of 
participants who were released from prison. Qualitative data 
from True Grit participants suggest the program is invaluable 
part of their lives, helping them cope with daily prison stress 
while allowing them to offer restitution for their crimes [7].
–– For more information about this program, go to: http://

www.programsforelderly.com/cool-truegrit-prisons.php

The Gold Coat Program (California Men’s Colony)-
Dementia Unit  Perhaps the most well-known U.S. prison 
dementia program is the California Men’s Colony in San 
Luis Obispo, California. It has a dementia unit that can be 
described as having other inmates or “peer supports” who 
provide services to dying incarcerated people. This is par-
ticularly important since prisons are often dangerous envi-
ronments, incarcerated with cognitive disorders become 
vulnerable to victimization; therefore, the availability of a 
hospice with peer support can be a source of protection to 
them [7]. The program aides consist of prisoner volunteers 
or “social aides” who have records of 10  years of exem-
plary behavior and receive training in dementia caregiving. 
Their responsibilities include making sure inmate patients 
receive medical care, provide social support, help with 
daily tasks, and protect them. Another interesting aspect of 
this program is that prisoner volunteers will receive super-
vision from a clinical psychologist. During supervision 
meetings, the clinical team address challenges such as how 
volunteers should respond to patients who are experienc-
ing hallucinations. In addition, she is always available for 
emotional support for issues that might affect volunteers’ 
roles such as death in the family, going through parole, or 
other problems [7, 18].

–– For more information about this program, go to: https://
www.cdcr.ca.gov/Facilities_Locator/CMC.html
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The Unit for Cognitive Impairment- UCI- (Beacon, NY)-
Dementia Unit  Another well-known prison dementia unit is 
the Unit for Cognitive Impairment (UCI). The UCI is a 
30-bed unit located on the third floor of the Regional 
Medical Unit in Fishkill Correctional Facility in New York. 
Currently, this is the only formal UCI in New  York State; 
therefore, it is common for them to receive transfers from 
other prisons. The UCI houses individuals with health condi-
tions that contribute to cognitive decline such as Alzheimer’s 
disease, HIV, AIDS, TBI, Huntington’s disease, and mental 
illnesses such as schizophrenia. The atmosphere of the unit is 
similar to a hospital, with all rooms having an open-door 
policy 24/7 unless the patient is under special supervision. 
Staff consists of doctors, psychiatrists, social workers, psy-
chologists, registered nurses, nursing assistants, correction 
staff, and a recreational officer. Interestingly, the recreational 
officer acts as a liaison with community agents through the 
parole process. The staff strive to ensure a seamless transi-
tion for patients back to their families. The UCI administra-
tion emphasizes the importance of training for security, 
civilian, and clinical staff. For instance, there was an initial 
40-hour training delivered by the local chapter of the 
Alzheimer’s Association to all staff at all levels. There are 
also nursing educators who provide the same training to new 
staff and refresher courses. As part of their therapeutic care, 
the UCI provides patients with activities such as music, 
poetry, and pet therapy [7, 18].

•	 For more information about this program:
–– New York Tackles Inmates with Special Needs Facility: 

http: / /www.doccs.ny.gov/NewsRoom/external_
news/2008-07-29_Prison_Gray.pdf

NYS DOCCS Discharging Planning Unit-DPU  Currently 
in the New York State Department of Corrections and 
Community Supervision (NYS DOCCS), there is a newly 
established Discharge Planning Unit (DPU). The DPU con-
sists of four nurses and one social worker who are supervised 
by a chief medical officer. The DPU is responsible for the 
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discharge planning of the general population with two 
chronic health conditions or one serious condition. The DPU 
teams also work in tandem with the DOCCS medical parole 
coordinator to set up a discharge plan. Other individuals and 
organizations involved in transitional care planning include 
DPU staff, family members or assigned surrogates or guard-
ian, community service providers, such as visiting nurses for 
home placement, or a staff member at an assisted-living or 
skilled nursing facility. If an individual is on parole, a parole 
officer also should be involved. Service providers, especially 
skilled nursing homes, who collaborate directly with NYS 
DOCCS help provide smooth care transitions, including 
holding a bed and having access to medical equipment 
needed for patients, such as wheelchairs and oxygen [19].

�Outpatient Programs

In addition to prison-based inpatient type units, there are also 
several outpatient programs that target incarcerated older 
adults and/or the seriously ill. These programs include chronic 
disease management, community reintegration or reentry 
preparedness programs, and assisted-living programs. They 
are reviewed in the order, respectively.

Chronic Disease Self-Management Education- CDSME 
(Virginia)  The Chronic Disease Self-Management Education 
(CDSME) is an evidence-based disease self-management pro-
gram developed and researched by Stanford University and is 
administered in prison. It consists of a 6-week workshop with 
2.5-hour sessions. The program offers tools and builds on skills 
to better deal with symptoms, manage common problems, and 
participate more fully in life. Long-term research shows that 
the program improved energy, physical activity, psychological 
well-being, partnerships with physicians, health status, and 
self-efficacy. Research findings also point out reduced fatigue, 
limitations on social role activities, pain symptoms, emergency 
room visits, hospital admissions, and hospital length of stay. In 
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addition, national study findings also showed lower health 
costs and lower health care use [20, 21].

•	 For more information about this program, go to:
–– CDSME Program https://www.youtube.com/

watch?v=cMYJgsB8VVM

Long Term Offender Program  – LTOP (California, 
USA)  The Long Term Offender Program (LTOP) is a volun-
tary program that provides services in individual and group 
settings. Those services address criminogenic areas such as 
substance use disorder, criminal thinking, anger management, 
family relationships, denial management, and victim impact. 
Individuals receiving services are offenders who are subject 
to the Board of Parole Hearings (BPH) parole suitability 
process. The program’s goal is to reduce reoffending by pro-
viding cognitive behavioral treatment programming to 
address criminogenic needs and risks. The program is tailored 
according to each individual’s needs, and its duration will 
vary accordingly. Eligibility criteria include: (a) offenders 
must have an assessed criminogenic need, and (b) be within 
1–5 years from the BPH suitability hearing [22].

•	 For more information about this program, go to:
–– CDCR www.cdcr.ca.gov/rehabilitation/LTOP.html

The Coyote Ridge Assisted-Living Unit (Washington, 
US)  The Coyote Ridge Assisted-Living Unit located in a 
Washington correctional facility is an assisted-living unit for 
incarcerated older adults and persons with disabilities. The 
unit has capacity to house 74 inmates who are segregated 
from the mainstream general prison population. They are 
provided with two nurses who are assigned 24 hours a day, 
7 days a week. Eligibility criteria include: (a) inmates’ disabil-
ity and (b) minimum-security risk [23].

•	 For more information about this program, go to:
–– State Initiatives to Address Aging Prisoners https://

www.cga.ct.gov/2013/rpt/2013-R-0166.htm
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The Kevin Waller Unit (Australia)  Another prison-based 
assisted-living unit is the Kevin Waller Unit (KWU) in 
Australia. KWU is for who do not require skilled nursing 
home type care. Operated by Correctional Services New 
South Wales, Australia (CSNSW) correctional, patients who 
do not require inpatient-based supportive care at the Aged 
Care and Rehabilitation Unit (see below) are transferred to 
the KWU. The Kevin Waller Unit has 15 beds and provides 
elderly offenders with independent living in segregation from 
the mainstream prison population [24].

For more information about this program, go to: Australia’s 
Justice Health Website: http://www.justicehealth.nsw.gov.au/
about-us/custodial-health/long-bay-hospital

�Community-Based Programs and Initiatives

�Inpatient Based (Skilled Nursing Homes)

In addition to prison-based programs and initiatives, there 
also are a number of international community-based pro-
grams that assisted incarcerated adults with community rein-
tegration or reentry (see Table 14.1).

�Inpatient (Skilled Nursing)

60 West nursing home (Connecticut, USA)  The 60 West 
nursing home in Connecticut serves elderly, and ill residents 
are on nursing-home-release parole (i.e., a form of parole the 
state legislature created in 2013). This privately owned nurs-
ing home’s mission is to specialized care, dignity, and accep-
tance to their residents. In order to be admitted in the nursing 
home, patients go through a comprehensive screening and are 
not accepted if they are seen to pose a risk to the public [18, 
25]. This social innovation has been considered a role model 
for other states as it proves that a partnership between the 
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state and privately owned organizations can be efficient at 
meeting the state’s prison needs and be a catalyst for reform-
ing the criminal justice system nationwide. This program has 
gained notoriety as the first facility in the country to gain 
approval from the Centers for Medicare and Medicaid 
Services (CMS) for federal nursing home funding, so that the 
needs of older incarcerated adults can be met.

•	 For more information about this program, go to:
–– 60 West Website: https://www.securecare-options.com/

The Aged Care and Rehabilitation Unit (Australia)  The 
Aged Care and Rehabilitation Unit is an inpatient facility for 
older offenders who require long-term supported care. 
Operated by the Justice Health & Forensic Mental Health 
Network (JH & FMHN), the community-based unit is 
located at Long Bay Hospital, New South Wales, Australia. 
The Unit is equipped with 15 beds and provides palliative 
care to both male and female offenders. Patients receive a 
comprehensive assessment and treatment planning. In addi-
tion, they are also provided with daily rehabilitation-based 
activities such as gardening, bingo, table tennis, air hockey, 
and wii computer games [24].

•	 For more information about this program, go to:
–– Australia’s Justice Health Website: http://www.justice-

heal th .nsw.gov.au/about-us /custodia l -heal th /
long-bay-hospital

�Hospices

RELIEF (Canada)  The Reintegration Effort for Long-term 
Infirm and Elderly Federal Offenders’ (RELIEF) Program 
was developed to facilitate the transition of elderly and 
infirm prisoners into the community. Established in 1999, the 
RELIEF program addresses the hospice care needs of elderly 
and infirm former prisoners (who are screened and provided 
hospice care training). The program was designed based on 
human rights and social justice values of dignity and worth of 
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the person and respect to the dying. It also uses former pris-
oners and caregivers to provide compassionate peer support 
to fellow former inmates who are dying [26]. In other words, 
it provides a less institutional-like setting as clients and care-
givers of the RELIEF Program are housed in four self-con-
tained, six-bedroom houses. The facility is on ground level 
and accessible to wheelchairs and walkers. Clients’ needs are 
assessed on a regular basis so that the level of intervention 
and support is accurately determined. Based on the assess-
ment, they are assigned to one of three houses that offer 
“high,” “medium,” or “low” levels of attendant care [27].

•	 For more information about this program, access this 
publication:
–– http : / /www.csc - scc.gc.ca /publ ica t ions / forum/

e123/123i_e.pdf

�Reentry-Focused Organizations, Programs, 
and Initiatives

There are several global community-based organizations and 
programs that address the well-being of older adults prior to 
and after prison released. As shown in Table 14.1, these select 
programs and initiatives followed by advocacy programs.

Senior Ex-Offender Program- SEOP (San Francisco, 
CA)  The Senior Ex-Offender Program (SEOP) was the first 
community reintegration program in the United States to 
focus on the unique needs of older adults released from jails 
and prisons. The mission of the SEOP program is to restore 
self-respect. They do so by using strategies using social mod-
eling, compassionate care, guidance, mental health, and other 
services. It follows the wrap-around model for connecting 
senior ex-offenders to services such as counseling, certified 
addiction specialists, behavioral health services, and basic 
necessities resources such as clothing and hygiene products. 
The program also helps senior ex-offender with transitional 
housing, which gives them a chance to live in the community 
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with support systems. To qualify, individuals must be over 
50 years, have been incarcerated, or are about to be released 
from prison. The program also assists participants with prob-
lems solving, such as helping program participants finding 
solutions to the challenges faced by older formerly incarcer-
ated people. The program’s goal is to give elderly formerly 
incarcerated people an opportunity for a new start through 
referrals to needed services and other social supports [28].

•	 For more information about this program, go to:
–– Bay View Senior Services: https://bhpms89s.org/

senior-ex-offender-program/

Recoop (England)  Based in England, the Resettlement and 
Care for Older Ex-Offenders (Recoop) is another commu-
nity-based program that promotes older adults’ health and 
well-being. It does so by providing comprehensive care, 
resettlement, and rehabilitation services of incarcerated and 
formerly incarcerated older adults. For example, the program 
provides support services, advocacy, financial advice, and 
mentoring on issues, such as employment and training. They 
also provide advice on housing and health that will enable 
them to take control of their lives and remain free from reof-
fending and minimizing social isolation [29].

More specifically, the RECOOP program addresses nine 
different pathways to rehabilitate and ultimately reduce reof-
fending among older adults, those are: attitudes, thinking, and 
behavior; accommodation; drugs and alcohol; children and 
families; health; education, training, and employment; finance, 
benefit, and debt; abuse; and prostitution. Among the differ-
ent services provided, the RECOOP offers the Transition 50+ 
Resettlement program, which was designed to address spe-
cific resettlement needs of individuals over the age of 50. The 
goals are to provide justice-involved older adults with appro-
priate knowledge and skills to support a positive resettlement 
experience and prevent reoffending [30]. When it comes to 
program effectiveness, in 2013, the Justice Select Committee 
and the Prisons Inspectorate recognized the South West 
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prison services (HMP Leyhill and HMP Dartmoor) as having 
good practice models [31].

•	 For more information about this program, go to:
–– RECOOP: http://recoop.org.uk/pages/home/

�Community Advocacy and Supports

Additionally, there are community advocacy and supports in 
the form of programs and state and national initiatives rele-
vance to fostering the well-being of justice-involved older 
adults. For example, the Project for Older Prisoners and 
Families Against the Mandatory Minimum.

Project for Older Prisoner- POPS (USA)  The Project for 
Older Prisoners (POPS) is considered a policy and cultural 
level response to the aging prisoner crisis. It is a law school-
based advocacy program to address the rights and needs of 
incarcerated older adults. The program is a risk-based 
approach to addressing the aging prisoner problem. It involves 
law student volunteers who assist individual low-risk prison-
ers older than 55 years to help them obtain paroles, pardons, 
or alternative forms of incarceration. When an assessment for 
risk of recidivism is low, students help to locate housing and 
support for prisoners. They also help prepare the case for a 
parole hearing established in 1989 at Tulane Law School and 
has expanded across the United States. In 2003, the POPS 
program suggested the expansion of its programs across the 
United States to the growing aging prisoner population as 
advocacy issues [7].

•	 For more information about this program, go to:
–– POPS-Project for Older Prisoners: https://elderlyre-

lease.wordpress.com/pops-project-fror-older-prisoners/

Families Against Mandatory Minimums-FAMM- 
(Washington, D.C)  Founded in 1991, FAMM is a national 
advocacy organization that promotes fair and effective crimi-
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nal justice reforms to make our communities safe, including 
compassionate release of loved ones. The organization’s mis-
sion is “to create a more fair and effective justice system that 
respects our American values of individual accountability 
and dignity while keeping our communities safe.” It strives to 
promote change through the voices of those who face unjust 
sentencing and its negative effects. Public education and tar-
geted advocacy are key elements to FAMM’s success to date. 
Since 1991, over 312,000 people have benefited from sentenc-
ing reforms championed by FAMM [32].

•	 For more information about this organization, go to:
–– FAMM’s website: https://famm.org/about-us/

�Conclusion and Next Steps

As illustrated throughout this chapter, there is growing inter-
national awareness and response to the growing population 
of older adults in prison. Correctional and community-based 
settings both locally and globally are in a unique position to 
address the rights and needs of the vulnerable group of 
elders. This chapter provides examples of promising pro-
grams and initiatives that are being implemented in correc-
tions and community-based settings that attempt to do just 
that. Some useful next steps to build upon existing innova-
tions for the professional community to consider include the 
following:

	1.	 Conducting an institutional and community-based needs 
assessment for organizational readiness for the provision 
of forensic geriatric mental health and other needed 
services.

	2.	 Developing or refining programs, including prison-based 
discharge planning units, residential facilities, especially for 
the older prison population with mental health issues.

	3.	 Developing or refining staff trainings for professional that 
include forensic geriatric mental health assessment and 
treatment, including reentry preparedness.
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	4.	 Assessing and revising where warranted national and state 
laws that impact aging prison population, especially geriat-
ric and compassionate release policies.

One or more of these suggested action steps can assist with 
continuing to build upon the momentum for providing men-
tal health and other services for the vulnerable population of 
older adults involved in the criminal justice system.
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