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Abstract
Background: African American older adults with dementia are at an increased risk of
facing the end of life without advance care plans in place and, thus, are vulnerable to
receiving unwanted interventions. This often leaves family caregivers struggling to make
surrogate end-of-life decisions.
Purpose: The objectives of this study were to learn more about African American
surrogate end-of-life decision making for older adults with dementia. The specific aims
were to: 1) capture end-of-life decision making for African American older adults with
dementia by their family caregivers, including understanding and use of terminology; and
2) determine if the presence of formal or informal end-of-life care plans for older adults
with dementia would be associated with higher or lower health-related quality of life in
older adults with dementia and with greater family caregiver self-efficacy for surrogate
decision making.
Design/Methods: This descriptive, correlational, pilot study used a mixed methods
approach for cross-sectional data collection from African American dementia family
caregivers (N=65). A subset of family caregivers (n=18) completed qualitative
interviews. These data were analyzed using simple content and thematic analyses guided
by Miles and Huberman’s1 methods of qualitative analyses. Family caregivers rated their
health-related quality of life using the Short Form Health Survey-36 version 2 as well as
that of their care recipient using the Alzheimer’s Disease Related Quality of Life
instrument. Family caregiver self-efficacy for surrogate decision making was also
measured using the Surrogate Decision Making Self-Efficacy Scale.
Results: Both family caregivers and care recipients were mostly female. Family
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caregivers were often daughters caring for a parent with dementia. Care recipients were
mostly community dwelling with a diagnosis of Alzheimer’s disease. Most family
caregivers (63%) reported the existence of a formal end-of-life care plan for their care
recipient. Family caregivers’ interpretation of end-of-life terminology varied based on
available resources and personal experiences. End-of-life decision making is most often a
family decision and involves resources such as healthcare providers, and faith/spirituality,
and was based on past experiences. Family caregivers rated their care recipients’ healthrelated quality of life as well as their own self-efficacy for surrogate decision making as
high, however, neither measure was associated with the existence of a formal end-of-life
care plan. Evidence supports that a relationship exists between the existence of formal
end-of-life care plans and care recipient’s age (p=0.012) and number of comorbidities
(p=0.021).
Implications: Study findings support the Institute of Medicine 2014 report, Dying in
America: Improving Quality and Honoring Individual Preferences Near the End of Life 2
that the foundation for effective communication is that the meaning patients and families
attach to healthcare terminology should be aligned with healthcare providers’
understanding of the terminology. Results of this study provide a basis for future
intervention studies to help empower African Americans caring for older adults with
dementia to make more informed, timelier end-of-life decisions.

Keywords: African American, dementia, end of life, family caregivers, quality of life
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CHAPTER ONE: INTRODUCTION
The Patient Self-Determination Act of 1990 requires Medicare and Medicaid
funded healthcare organizations to empower patients to refuse or accept medical care and
execute advance directives.3 In 1995, The Study to Understand Prognoses and
Preferences for Outcomes and Risks of Treatments (SUPPORT) confirmed substantial
shortcomings of healthcare for seriously ill patients near the end of life.4 Results of this
landmark study indicated the need for increased commitment to end-of-life care as an
important healthcare outcome.4 From this study came the 1997 Institute of Medicine’s
report, Approaching Death: Improving Care at the End of Life, which further
demonstrated the need for evidence-based end-of-life care models to improve this
healthcare outcome.5 Most recent is the 2014 Institute of Medicine consensus report,
Dying in America: Improving Quality and Honoring Individual Preferences Near the End
of Life, which calls for improvements in quality of life through the end of life.2 This
report highlights the need for culturally relevant, person- and family-centered end-of-life
care with a focus on the mentally incapacitated.2 This report also stresses the fact that
terminology matters when discussing end-of-life issues.2 Family caregivers’
understanding of end-of-life terms may differ from healthcare provider expectations,
particularly when cultures differ.6 This disconnect may lead to misunderstanding or
inaccurate interpretations, negatively impacting end-of-life decision making.
Aging and End of Life
The combination of old age and modern medicine has the potential to inflict a
more difficult and protracted death than in previous decades.5 More than 70% of deaths
that occur are in individuals who are 65 years or older, for whom the death experience
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tend to be more extended.5 Approximately 70% of healthcare expenditures are for older
adults,5 with monthly Medicare spending increasing in the last year of life due to rapid
accelerations in inpatient hospital spending.7 End-of-life care is the broad term used to
describe the attention and support given during the time period leading to death.8
Advance directives are a mechanism to safeguard control over decision making when one
can no longer express preferences for end-of-life care.9
African Americans and End of Life
Literature suggests that African Americans/Blacks do not prepare for the end of
life.10-19 It is well documented that this population is least likely to complete advance
directives and use hospice services.9,13,18-23 The propensity among Blacks to choose lifesustaining measures increases the likelihood of death in acute care hospital settings.23,24
In this dissertation, the terms African Americans and Blacks will be used interchangeably
to include persons of Sub-Saharan African or Caribbean heritage25 acclimated through
socialization based on residing in the United States (US) from birth or migration.
Dementia and Caregiving
Not considered a normal part of aging, dementia remains the sixth leading cause
of death in the US, and the fifth leading cause for those 65 years or older.26 Dementia is a
general term used to describe a decline in mental ability, severe enough to interfere with
daily life.27 As such, dementia is not a specific disease but an overall term that describes a
wide range of symptoms associated with a decline in thinking skills or memory, severe
enough to reduce a person's ability to perform everyday activities.27 More than five
million Americans are living with dementia.27 The occurrence of dementia accompanied
by behavioral disturbance and pervasive memory loss is a major public health concern.28
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Alzheimer’s disease is the most common form of dementia accounting for 60% to 80% of
all dementia cases.27 In 2016, there are 5.4 million Americans currently living with
Alzheimer’s disease.27 This number is projected to increase to 13.8 million by 2050.29
This disease cannot be cured.27 In 2016, overall costs for persons with all dementias were
estimated at $236 billion, including at least $160 billion in Medicare and Medicaid
costs.27 Medicare costs for Alzheimer’s disease are predicted to be $1.2 trillion by 2050.27
Currently, one in three older adults die with Alzheimer’s disease or another dementia.27
More specifically, 700,000 people are expected to die in 2016 because they have
Alzheimer’s disease.27 Quality of life in Alzheimer’s disease is an important concept that
cannot be understated,30 as is self-efficacy for surrogate decision making and family
caregiver HRQOL.31 Additionally, proxy measurement of HRQOL in dementia has
proven beneficial due to the level of cognitive impairment that may exist with this
disease.32
Surrogate Decision Making
Over the course of illness, persons with dementia become increasingly dependent
on one or more care providers for assistance and supervision.28,33 A majority of people
with dementia receive care in the context of family units.34 These family care providers
are unpaid individuals such as a spouse/partner, other immediate or extended family
members, friends, or neighbors involved in assisting another with activities of daily living
and or medical tasks.35 They provide the bulk of care to individuals with dementia and
will likely continue to be the largest providers of long-term care services.36 In 2015, 15.9
million family and other unpaid caregivers provided 18.1 billion hours of unpaid care to
those with Alzheimer's disease and other dementias.27
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Family caregiver concerns are vast and include advocating for their care
recipients while honoring the care recipient’s integrity.37-39 Dementia is a life-limiting
illness that affects decision making in older adults, increasing the need for surrogate
decision making.40,41 Few scientific studies exist with regards to the end-of-life
experience for people with dementia and their families.42 It is important to adequately
prepare families for decision-making roles and assure a level of comfort for them in this
process.42
Scope of the Problem in Terms of Cost of Caring
In 2015, the direct costs to American society for caring for those with Alzheimer's
disease are estimated at $221.3 billion.27 Family caregivers often spend a great deal of
time providing physical assistance to loved ones with important tasks or activities of
daily living, such as feeding, bathing and dressing.33 They devote significant amounts of
resources over extended periods providing assistance to loved ones with dementia and
coping with primary stressors of anxiety, depression, wandering, and agitation in their
loved one with dementia, while addressing secondary stressors, such as family role
changes, financial difficulties, and work strain in their own lives.33 Over time, these
stressors can result in physical and emotional problems of caregiver burden and could
have detrimental effects on the quality of their own lives.27,33,43-50
Scope of the Problem for African Americans and Dementia
African American older adults are two times more likely to develop dementia than
Caucasians.27African Americans account for 13% of family caregivers in the U.S.51 The
number of them caring for relatives with dementia is greater than that of Caucasians in
similar situations.51 Regardless of prognosis, African Americans are more likely than
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Caucasians to request life-sustaining treatments towards the end of life.10,12,13,15-18 They
use the highest amount of intensive care and the lowest amount of hospice care when
compared to other races.52 End-of-life spending in the last six months of life was 32%
($26,704) more for African Americans than for Caucasians ($20,166) among Medicare
recipients.52 As such, African American older adults with dementia are at an increased
risk of facing the end of life without advance care plans and are vulnerable to the receipt
of unwanted interventions,53 often leaving family caregivers struggling to make surrogate
end-of-life decisions.
Problem Statement of End of Life in Dementia
End-of-life decision making for an individual who lacks capacity to make their
own decisions is different from advance care planning for someone who is cognitively
able to assess pain and other physical symptoms, and is often complicated when the
individual cannot verbally communicate their distress.54 Support for these families
through the long, deteriorating end stages of dementia can be challenging.54 It is
imperative that healthcare providers support family caregivers in planning ahead and
ensure that end-of-life care wishes of persons with dementia are respected and the person
dies comfortably and peacefully.55
According to one source, time from diagnosis to death varies from as little as
three or four years if the person is older than 80 years when diagnosed, to as long as 10 or
more years if younger.56 Complications of the disease such as aspiration pneumonia as a
result of major feeding difficulties in advanced dementia can result in recurring
hospitalizations.57 This can lead to care that is poorly organized as well as frequent and
inappropriate hospitalizations because of lack of planning and care coordination.57
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Study Purpose and Research Questions
The purpose of this descriptive, correlational, pilot study was to examine end-oflife decision making for African American older adults with dementia by their family
caregivers, while measuring care recipient and family caregiver HRQOL and family
caregiver self-efficacy for surrogate decision making. The research questions were: 1) In
what ways, if any, do family caregivers of African American older adults with dementia
make end-of-life decisions for their loved one with dementia; and 2) How do care
recipient HRQOL (as perceived by the family caregiver) and family caregiver selfefficacy levels for surrogate decision making contribute to this decision-making process?
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CHAPTER TWO: LITERATURE REVIEW
Confluences of multiple factors influence advance care planning (formal, informal
or no advance care plans) for African Americans with dementia and/or their surrogates or
family caregivers.58 Among these, the following four factors are noteworthy: (1)
individual and familial belief systems, (2) culture and socialization, (3) religion and
spirituality, and (4) past events in history that led to mistrust of US healthcare systems.
Individual and Familial Belief Systems
The family operates as a multilevel social system with interdependent
relationships rather than as a simple collection of members operating independently.59
Family orientation is a hallmark for many African Americans,60 and may influence a
family-centered approach to end-of-life decision making.10,11,40,61-63 In this population, the
importance of using trusted family members to voice patient wishes is considered
culturally relevant, rather than completing an advance directive.9,10,21,63 Reasoning may
be because of a common belief that a distrustful healthcare system otherwise holds
responsibility for healthcare decision making.64 Family practices are often passed down
from previous generations becoming a basis for plans surrounding death. An example of
this is the “sit up”, a gathering of family and friends that takes place following the death
of a loved one.65 African Americans believe in honoring older adult family members by
taking care of them, so much so that those without will establish “fictive kin”, considered
adoptive/foster family members to serve in this role.11,66,67 In a recent study, Kypriotakis
et al68 stressed the importance of focusing on individual belief systems in providing endof-life care. Respect for individual differences is also crucial in addressing end-of-life
care needs.69
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Culture and Socialization
Culture is defined as a complex, multifaceted construct shaped by the interaction
between various socio-demographic factors and is continuously redefined by social
realities and historical experiences.21,58 Socialization is defined as a set of learned beliefs,
rules, and expectations within a society.58 The belief system that one is acculturated or
socialized into is influential in defining health and end-of-life decisions.20,21,70 As found
in the literature, a prevailing cultural discomfort among African Americans is to avoid
discussions or plans for death, often resulting in an emphasis on living as long as possible
under any circumstance.71 Self-determination as a part of US societal norms may not
mesh well with African American cultural belief systems, which are more familycentered.19 These attitudes, spiritual beliefs and mistrust are common cultural influences
of preferences for continued “cure-focused” care. Subsequently, such attitudes are often
at odds with the philosophy of hospice care and may have strong influences on the
preference of African Americans against its use.19 Because the Black population in the
US consists of individuals from various ethnic backgrounds, generalizations regarding
African Americans/Blacks should consider between group variability and the
heterogeneity of this population.11,72,73
Religion and Spirituality
While the concepts of religion and spirituality often overlap, they may differ for
many,74 and play a pivotal role in planning for life after death and serve as buffers for
coping with suffering, poor prognoses and quality of life for African
Americans.12,21,22,41,75-78 Religion refers to one’s relationship with God and preparation for
the afterlife, while spirituality involves more personal reflection and self-examination.74
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Individual or familial religious/spiritual belief systems can influence how coping with
and treatment of illness is approached.70 Blacks tend to defer end-of-life decision making
to belief in a higher power and in miracles, believing that God has the power over life and
death.20,21,79-82 Older African Americans consider spirituality to be important,83 but
continue to choose aggressive medical treatment, especially when levels of
religiosity/spirituality are high with a heavy reliance on God’s will for the outcome.10
U. S. History as a Factor of Distrust
Long histories of racial discrimination and health disparities have affected African
Americans’ trust in healthcare institutions,11,62,77 and participation in end-of-life
research.40 Black Americans often cite distrust of formal healthcare providers as reason
for choosing more aggressive healthcare options,21,63 and as such it is seen as a barrier to
improving end-of-life care.84 The Tuskegee Syphilis Study (1932-1972) persists in the
minds of many African Americans as an example of racial discrimination by the US
government.63,70 Without proper consent, African American men in Macon County,
Georgia were denied treatment for syphilis to allow the natural progression of the disease
to be studied even after the discovery of Penicillin as the gold standard treatment for the
disease.85 Additionally, the cancer cells of a poor Black woman named Henrietta Lacks
“HeLa Cells” are still being used to advance science worldwide, without consent.86 Mrs.
Lacks’ identity was linked to her cells (1951) raising issues of trust, race and medicine,
class, access to education and healthcare as with the Tuskegee Study.87 End-of-life care
goals for those who have experienced discrimination over the life course may be
inconsistent with that of healthcare systems.88 The legacies of these and similar events
still remain in the hearts and minds of many African Americans today as two examples of
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healthcare and race-related, unethical treatment of Blacks that contribute to the distrust in
the healthcare system,10,21,87,89 and subsequently a lack of formal end-of-life care
planning.
Health-Related Quality of Life
For the last three decades, quality of life as an outcome is referred to in much of
healthcare literature as a broad, multidimensional construct, inclusive of self-reported
outcome measures of cognitive, physical, and social health.26,90 The 1997 Institute of
Medicine’s report, Approaching Death: Improving Care at the End of Life recommended
a focus on the study of HRQOL and caregiving dimensions.5 The National Institute of
Nursing Research’s current strategic plan identifies quality of life as a focal area in need
of further research.91
Care Recipient Health-Related Quality of Life
Care recipient HRQOL, as perceived and reported by family caregivers,
determines the level of treatment that family caregivers consider justifiable in the context
of end-of-life decision making for their older adult care recipient.42,92,93 When care
recipient’s quality of life is perceived as poor, there is a tendency for family caregivers to
reject certain therapeutic treatments.42,89 Because of the care recipients’ cognitive
impairment, family caregivers may be in a better position to estimate how persons with
dementia may interpret their own quality of life than healthcare professionals.94 In such
instances, external evaluation of this patient reported healthcare outcome is often relied
on to provide insight on quality of life for the cognitively impaired.95 Proxy assessment
of HRQOL may help to resolve conflict in medical decision making,50 such as at the end
of life. This indicator of a loved one with dementia’s health status also affects the health
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of the family caregiver.50,96,97
Family Caregiver Health-Related Quality of Life
Family caregivers face stressors that can result in physical and emotional
problems and could have detrimental effects on the quality of their lives,33 particularly as
it relates to the nature of the disease process in dementia.49 The declining general,
physical health of the family caregiver is a major area of concern.33,45-50 The functional
abilities of older adults with dementia have a significant effect on family caregiver
quality of life.50 Bruvik et al32 reported that family caregivers who live together with the
individual with dementia experienced poorer quality of life than those who did not. Yaffe
et al98 found that ethnic minority groups were less likely to place family members with
advanced dementia into nursing homes and were more likely to absorb the cost of
informal caregiving. Studies have shown that African American dementia caregivers
demonstrated better well-being and lower levels of stress than White caregivers.95,99,100
African Americans are also less likely to place loved ones in nursing homes often due to
family values and desires to care for them at home.101-103 The influence of time also has
significant value in caregivers’ HRQOL as those who were in the role for a shorter
duration often reported better HRQOL.104 In an unpublished systematic literature review
focused on effective interventions for African American and Hispanic Alzheimer’s
disease family caregivers, Lokensgard105 reviewed 12 articles and found that there
remains a need for cross-cultural support and interventions to promote quality of life,
particularly among African American family caregivers. This finding is evidence of the
need for further investigation of quality of life in a solely African American population.
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Family Caregiver Self-Efficacy for Surrogate Decision Making
Family caregiver self-efficacy is identified as a predictor for managing dementia
symptoms.106 Treatment decision making may have negative consequences for both the
older adult with dementia as well as the family caregiver as surrogate decision maker.107
Family caregiver self-efficacy for surrogate decision making measures the caregiver’s
confidence level in assuming the decision-making role.108 Dementia family caregivers
reported achieving a sense of self-efficacy when successful in advocating for and making
decisions for their older adult with dementia.109 Family caregiver self-efficacy for end-oflife decision making is important in understanding how caregivers adjust to the demands
of caring for loved ones near the end of life.110 Self-efficacy has the potential to influence
changes in end-of-life decision making, which may result in improved end-of-life
experiences. Yet, family caregivers do not always consider themselves competent to
make end-of-life decisions for a loved one with dementia and the possibility of the
imminent loss of a loved one makes the decision making all the more complex.42 An
individual’s perceived self-efficacy is defined as beliefs about their capacity to exercise
control over events that affect their lives, and influences how they feel, think, and act.111
The concept of self-efficacy is integral to decision making and has previously been used
to examine end-of-life issues in various populations.84,112-114 African American family
caregivers often lack understanding of values and goals of care for their loved ones.115
Therefore, the level of perceived self-efficacy this population of family caregivers
possess in order make surrogate end-of-life decisions, may provide useful information to
potentially assist in understanding their ability to satisfactorily execute this difficult
undertaking.
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At least two recent studies focused on self-efficacy in dementia family
caregivers.84,114 In one study focused primarily on Caucasians, researchers provide
evidence of higher perceived self-efficacy for surrogate decision making being associated
with less uncertainty in decision making.114 Bonner et al84 found self-efficacy to be
statistically significantly higher following an end-of-life intervention in a sample of
African American dementia family caregivers. Higher levels of self-efficacy are expected
to lead to improvements in physical and mental health and health-promoting behaviors in
family caregivers.108 Caregiver self-efficacy and coping strategies are key contributors to
perceptions of caregiver burden and may influence coping mechanisms for addressing
this encumbrance.116 Hesitancy in decision making was also described as it relates to
family caregiver uncertainty regarding when to intervene, the benefits and risks of
treatment options, and illness trajectories.113
Formal and Informal End-of-Life Care Planning
Formal and informal end-of-life decision making in patients with serious lifelimiting conditions such as dementia should be a core aspect of their care. Informal plans
involve talking to family members of persons with dementia and others about one’s
wishes117 with oral/verbal plans being of particular importance to African
Americans.118,119 A finding of high numbers of care recipients with informal (oral/verbal)
plans as opposed to formal plans was likely due to the literature supporting the decreased
likelihood that African Americans prepare for the end of life.10-19 Written plans often
include end-of-life wishes or treatment decisions written informally, such as on a plain
piece of paper (tucked away in a family Bible), and can be legally binding if evidence
exists that the individual wrote it themselves, that they were competent to do so at that

14
time, and that there is no evidence that they changed their mind after writing it.120 Formal
plans are the preparation of legal documents known as advance care directives or living
wills.117 These documents are widely advocated as a mechanism for individuals to
express preferences for life-sustaining treatments based on the assumption that they will
improve family caregivers’ comfort and accuracy with end-of-life decision making.114
Blacks cited mistrust and negative experiences as reasons for not completing
formal advance care plans, for fear of receiving less care than Caucasian counterparts.10,20
An example of this was found in a study conducted by Conner and Chase,60 where Black
family caregivers promised to carry out verbal/oral expressed wishes of loved ones in the
absence of formal documentation. This leads to varying degrees of avoidance, lack of
information sharing, and apprehension for fear of exploitation.121
Knowledge Gaps Related to End-of-Life Care Planning
Based on a literature review of 28 studies on end of life in African Americans,
evidence exists to support a need for improvements in end-of-life planning.10-19 A recent
2016 Cochran Review122 on end of life confirmed that there remains a need for end-oflife care pathways to guide effective end-of-life care and decision making. In addition to
this, the high rates of dementia among African Americans serve as evidence of the need
to address the outcome of end-of-life planning in this population.27
A goal of this study was to address knowledge gaps in the literature that focus on
African American dementia family caregivers and end-of-life decision making. Dementia
affects the quality of life of individuals with this disease as well as that of persons closest
to them.36 Therefore, it is important that family caregivers are included in such studies.
Research on end-of-life decision making in African American older adults more often
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occurs in the oncology,22,68,123 and nephrology,124-128 populations with only a few studies
examining some aspects of this issue in dementia caregivers.84,128,129 There remains a
need for research specifically in this area conducted in this minority population.11,60
Hence the focus of this dissertation study.
In a recent systematic integrated review of end-of-life planning among African
Americans, Sanders et al130 found that a majority of studies were moderate to low quality
quantitative studies, focused primarily on advance directive completion. A smaller
number of studies used qualitative analyses and helped to explain relationships between
factors impacting end-of-life care.130 According to Polit and Beck,131 there is a need for
higher level studies that build on previous qualitative findings. Studies in the literature
reviewed by Sanders et al130 often compared by race, particularly when secondary data
analyses of large datasets were conducted. Additionally, use of quantitative data from
large datasets can be deficient in some ways.131 For example, they may not adequately
address specific needs of a population such as African American dementia family
caregivers. Data that are unrepresentative, inappropriate or poor quality can lead to
inaccurate conclusions.132
Conceptual Framework
Surrogate decision making is a difficult psychological task.133 The Dimensions
Associated with Decision Making at the End of Life of a Relative with Dementia is a
theory of human action developed by Caron, Griffith and Arcand42 using grounded theory
methods of constant comparison and dimensional analysis. This framework arose from
data collected from the perspective of dementia family caregivers related to end-of-life
issues.42 According to this theory, family caregivers’ level of quality of life is central to
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their end-of-life decision making for a loved one with dementia.42 Quality of life that is in
concert with the caregivers’ perceptions of their role as decision makers creates a
complex interplay whereby these decisions are made.42 This theory of decision making
consists of five dimensions of end-of-life decision making in dementia; 1) dimensions
associated with the person with dementia; 2) dimensions associated with the family
caregiver; 3) family context; 4) treatment; and 5) context of interaction with the medical
team.42
The framework for this proposed study is focused on two of the dimensions which
Caron et al42 found to be involved in the decision-making process: 1) dimensions associated
with the older adult with dementia, and 2) dimensions of the family caregiver. The
Framework of End-of-Life Decision Making in Dementia by Family Caregivers will guide
this proposed dissertation study (see Figure 1). Literature supports the use of this framework
for end-of-life decision making as it provides a basis for improving plans for more effective
healthcare outcomes inclusive of the provision of family-centered care.134 It is imperative to
personalize end-of-life care plans to meet individual and family goals of care.135 Moreover,
there remains a need to strengthen the overall understanding of ways to improve care
provided to Black patients and families approaching death.5 This is the essence of this
research study and this framework provides a basis for understanding this outcome.
Primary antecedents in the Framework of End-of-Life Decision Making in
Dementia by Family Caregivers each fall under either the dimension associated with the
older adult with dementia or the family caregiver. Older adult dimensions include:
demographics, general health status, reported stage of the disease, cultural belief system,
past end-of-life experiences, length of time since cognitive impairment, wishes for end of
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life (if any), institutionalization status and HRQOL. Family caregiver dimensions
include: demographics, cultural belief system, relationship to the person with dementia,
length of time in caregiving role, end-of-life wishes for self, past end-of-life experiences,
self-efficacy for surrogate decision making and HRQOL.
Figure 1. Framework of End-of-Life Decision Making in Dementia by Family
Caregivers

End-of-life decision making, HRQOL for both of the older adult with dementia
(by proxy – via the family caregiver) and for the family caregiver themselves as well as
family caregiver self-efficacy for surrogate decision making were examined in this study.
It is hoped that a successful outcome would better prepare family caregivers for the care
recipient’s end of life, improve satisfaction with care received near the end of life by the
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older adult with dementia and subsequently enable family caregivers to prepare for their
own end of life in a manner that will be pleasing to them and their family members. The
Framework of End-of-Life Decision Making in Dementia by Family Caregivers includes
specific data collected via qualitative descriptive methods as well as HRQOL and selfefficacy variables that were measured via quantitative methods. This mixed methods
study used a descriptive, correlational design to explore two aims.
Specific Aims
Based on findings from the review of literature, the specific aims of this pilot
study were to: 1) capture end-of-life decision making for African American older adults
with dementia by their family caregivers, including understanding and use of
terminology; and 2) determine if the presence of formal or informal end-of-life care plans
for older adults with dementia was associated with higher or lower HRQOL in older
adults with dementia and with greater family caregiver self-efficacy for surrogate
decision making.
Because this study is a pilot study, it primarily examined trends and effect
sizes.131 However, it was hypothesized that, higher rates of formal or informal end-of-life
care plans for older adults with dementia would be associated with lower HRQOL for
older adults with dementia and with greater family caregiver self-efficacy for surrogate
decision making. The following care recipient characteristics were taken into account:
age, number of comorbidities, length of time since diagnosis of cognitive impairment,
institutionalized or non-institutionalized status. Comorbid conditions along with dementia
are associated with increased mortality.136 Additionally, older adults tend to have more
comorbid conditions.137,138 According to the National Institute on Aging,56 the time period
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from diagnosis to death from dementia can range from 3 to 10 or more years. Increased
age and institutionalization status are associated with having an end-of-life care
plan.139,140 In addition, the following family caregiver characteristics were taken into
account: age, education level, income level, and length of time in caregiving role. About
one third of dementia family caregivers are 65 years or older, and are sometimes
themselves faced with failing health.27 This may potentially lead family caregivers to
consider aspects of end-of-life planning for themselves, and subsequently for their care
recipients. Socioeconomic status is often measured as a combination of education,
income and occupation and has the potential to affect end-of-life decision making and
quality of life.141 The American Psychological Association recommends including
measurements of socioeconomic status in all research, particularly those involving endof-life and/or minorities.141 Socioeconomic status of the family caregiver in this study
may be an indicator of that of the care recipient, though this association is not assumed.
According to Caron, Griffith and Arcand, in the Dimensions Associated with Decision
Making at the End of Life of a Relative with Dementia,42 care recipient general health and
quality of life were also described as elements influential to the decision-making process.
Also included in this framework were ‘schemes of reference’ of the family caregiver.42
While these schemes of reference were not clearly defined by the framework’s authors
due to space limits in the paper, the length of time in the caregiving role was considered a
potential influencer to the family caregiver. Therefore, these variables were thought to
potentially be influencers for end-of-life planning.
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CHAPTER THREE: STUDY METHODS
Dementia family caregivers are the participants in this study. Throughout this
dissertation, family caregivers are considered the surrogate or proxy decision makers for
persons with dementia and as such the terms are often interchanged. The older adult
being cared for is referred to as the care recipient. As such, all data were collected from
the family caregiver via self-report. No data were retrieved from the older adults with
dementia themselves, nor was this permissible in accordance with the Institutional
Review Board’s (IRB) approvals as this was not part of the aims of this research study.
The specific aims of this research study were to: 1) capture end-of-life decision making
for African American older adults with dementia by their family caregivers, including
understanding and use of terminology; and 2) determine if the presence of formal or
informal end-of-life care plans for older adults with dementia was associated with higher
or lower health-related quality of life in older adults with dementia and with greater
family caregiver self-efficacy for surrogate decision making.
Research Design
This study was a descriptive, correlational, pilot study. A mixed methods
approach was used to address the specific aims of this research study. The convergent
parallel, mixed methods design was used to collect both qualitative and quantitative data
at a single time point (see Figure 2).142 A mixed methods approach is useful in providing
a more complete understanding of changes needed for marginalized populations.142 In the
first phase a descriptive design informed by Miles and Huberman’s1 methods for
qualitative analyses were used for content and thematic analyses of responses to semistructured interview questions from the Interview Guide (see Appendix A). Only a subset
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of the study population completed interviews until thematic saturation was achieved via
data analyses. In the second phase, a correlational design was used to determine if the
presence of formal or informal end-of-life care plans for older adults with dementia was
associated with higher or lower health-related quality of life (HRQOL) in older adults
with dementia and with greater family caregiver self-efficacy for surrogate decision
making. Both sets of data were collected at the same data collection point. Together, the
interpretation of results using these two methods of investigation provided better insight
as to how African American family caregivers approached end-of-life planning for their
older adult care recipient. Reasoning for use of a qualitative approach provided insight
for the researcher regarding family caregiver understanding of end-of-life terminology
and the quantitative approach, using survey data, was complementary and verified family
caregivers’ assessment of the older adult’s HRQOL, and how confident family caregivers
were in making these end-of-life decisions.
Figure 2. Convergent Parallel Mixed Methods Design

In the past, a majority of studies that examined the issue of end of life in African
American older adults did so from a racially comparative perspective using solely
quantitative methods or only qualitative methods, each method providing limited insight
into the underlying phenomenon of decision-making processes that families use. Within
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the African American diaspora, social variables may differ and can contribute to withingroup differences.72 Therefore, further research using a different approach is warranted.
Specific Aims
The specific aims of this study were to: 1) capture end-of-life decision making for
African American older adults with dementia by their family caregivers, including
understanding and use of terminology; and 2) determine if the presence of formal or
informal end-of-life care plans for older adults with dementia would be associated with
higher or lower HRQOL in older adults with dementia and with greater family caregiver
self-efficacy for surrogate decision making. The following care recipient characteristics
were taken into account: age, number of comorbidities, length of time since diagnosis of
cognitive impairment, and institutionalized or non-institutionalized status. In addition, the
following family caregiver characteristics were taken into account: age, education level,
income level, and length of time in caregiving role.
Specific Aim 1: To accomplish the first aim, semi-structured interview questions were
used to capture end-of-life decision making for African American older adults with
dementia by their family caregivers, including meaning, understanding and use of
terminology. Interviews lasted from 6 to 34 minutes. The Interview Guide consisted of
the following 10 questions and two closure questions that were used to guide the
interview:
1) How do you know when you need to make a decision for [your family member]
with memory impairment?
2) How do you obtain information to make an informed decision?
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3) How do you weigh the risks and benefits of various treatment options (e.g., use of
breathing machines, feeding tubes, antibiotics, IV fluids, CPR, chest
compressions, tests or procedures, surgeries)?
4) How capable do you feel that you will make the best decisions for [your family
member] with memory impairment?
5) If the point came in which [your family member] was not able to express his/her
preference for treatment, how would you know what treatment options [your
family member] would choose?
6) Healthcare providers (nurses and doctors) often use the term ‘end of life.’ What
does this term mean to you?
7) When you hear the term ‘end of life’, do you automatically think of before death,
or after death, (or both)?
8) They often use the terms ‘advance directive’ or ‘living will.’ What do these terms
mean to you?
9) What does ‘quality of life’ mean to you?
10) How would you rate your quality of life? And that of your loved one?
The following two questions were used for closure following the session:
a. What advice would you give to other family caregivers who are in a
position similar to yours?
b. What advice would you give to healthcare providers who care for people
with memory impairment as their family members?
Specific Aim 2: The second aim sought to determine if the presence of formal or
informal end-of-life care plans for older adults with dementia was associated with higher
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or lower HRQOL in older adults with dementia and with greater family caregiver selfefficacy for surrogate decision making. A correlational design was used to examine
trends and effect sizes.131 Covariates for determining the effect included the following
care recipient characteristics: age, number of comorbidities, length of time since
diagnosis of cognitive impairment, and institutionalized or non-institutionalized status.
Covariates for family caregiver characteristics included: age, education level, income
level, and length of time in caregiving role.
Setting and Recruitment
Recruitment for this study included dementia family caregivers of all ethnic
backgrounds within the African American/Black diaspora in the US. They were recruited
from within older adult care facilities and communities across the Commonwealth of
Virginia and via Program of All-Inclusive Care for the Elderly (PACE) Programs
managed by Riverside Health System Center for Excellence in Aging and Lifelong
Health. PACE is a Medicare program and state option for Medicaid that provides
community-based nursing home level of care to persons at least 55 years of age.143 If the
older adult has Medicaid, they do not pay for services.143 However, if the older adult has
Medicare and does not qualify for Medicaid, they are required to pay a monthly premium
for services.143 Persons enrolled in PACE Programs are usually non-institutionalized, that
is, they reside at home with their loved ones. This was the case for all PACE care
recipients referenced in this study. The PACE sites accessed for this study are located in
Charlottesville, Hampton Roads, and Richmond, Virginia, most of which include large
numbers of African American participants (see Appendix B). Family caregivers of
African American older adults with dementia were recruited by identification of potential
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participants enrolled in PACE Centers, community events/health fairs, as well as via
snowball methods in the community (e.g., personal referrals). IRB-approved fliers (see
Appendix C) were distributed at community events, such as health fairs. Such events
were most often associated with primarily African American communities. The
researcher, a volunteer with the Alzheimer’s Association, often hosted a booth
representing this organization, and shared information on services offered for persons
with dementia and their caregivers at these events. Additionally, IRB-approved
recruitment invitations shared via email (see Appendix D) were distributed to community
partners and potential participants. Data collection of all required documents was
performed at an identified location chosen by the caregiver. This was most often the
caregivers’ homes. Recruitment occurred over a period of 11 months (February –
December 2015).
Community partners assisted with recruitment efforts and were often social
workers, or admissions coordinators, center directors or nurse managers of a PACE
Program. Pastors, pastor’s wives, hair stylists, adult daycare center or nursing home
directors, and Alzheimer’s Association partners were also key community partners. All
community partners received a note of thanks via email or text message (see Appendix E)
per their preference at study closure also alerting them of the need to no longer recruit
potential participants as well as thanking them for assisting the researcher with this
process.
Sample and Sampling Plan
The unit of analysis was an individual family caregiver of an African American
older adult with dementia. A convenience sample of 91 African American older adults
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with dementia was assessed for participation in the study. Of the 91, 14 family caregivers
declined to participate, and another 12 did not meet the study inclusion criteria, leaving
65 who were enrolled in the study. Attrition rate was zero (see Figure 3). Eligibility
criteria were that the family caregiver: 1) self-identified as African American/Black; 2)
was at least 21 years old; 3) was an “assigned” family caregiver (as identified by the
family caregiver) to an African American/Black older adult with a diagnosis of dementia
(as reported by the family caregiver) who was 55 years or older at the time of study
enrollment; and 4) possessed the ability to read, speak and understand the English
language. Exclusion criteria were: 1) if the family caregiver possessed any form of
cognitive impairment as determined via self-report during the screening and consenting
process; 2) if the older adult care recipient was acutely hospitalized with a life threatening
illness; and 3) if the older adult care recipient was actively dying (see Appendix F).
Rationale for the lower age limit of the care recipient was because 55 years of age is the
requirement for participation in PACE programs,143 as these sites were used for
recruitment of study participants. No upper age limit for the care recipient was mandated
since there was a lower age limit of 55 years. Lastly, attempts to conduct this study in
family caregivers who were actively involved in an acute hospitalization or the dying
process of the older adult care recipient were excluded as the study could have posed
additional undue burden on the family caregiver during a time most often characterized
by extreme physical and emotional stress.
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Figure 3. Participant Flow Chart

Power Analysis of the Sample
Specific Aim 1: For the qualitative analysis, the concept of data saturation was
used, at which point no new themes or information emerged from data collected.144 Based
on research conducted by Guest et al144 it was estimated that approximately 12-20
participants would be required to complete the qualitative interviews. A total of 18
participant interviews (n=18) were included in this study (see Figure 3).
Specific Aim 2: Power analyses were conducted using nQuery 7.0 Software.145
First, t-tests were performed, comparing both the mean HRQOL of the older adult with
dementia and the mean family caregiver self-efficacy for surrogate decision making, over
the two groups: those with and without an end-of-life care plan. Estimates of the
proportion of African Americans who have an end-of-life care plan vary. A nationally
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representative sample estimated a 51.5% completion rate for a signed durable power of
attorney or a living will in African Americans.118 With that proportion, a sample size of
N=129 (66 with a plan, 63 without) would have 80% power to detect a medium effect
size of 0.5 in a two-sided, two-group t-test at the 0.05 level of significance.146 On the
other hand, Johnson, Kuchibhatla, and Tulsky24 used a sample of persons who were
receiving care at a primary care clinic and estimated that 35.5% of African Americans
had a durable power of attorney or living will. Using that proportion, a sample size of 141
(50 with a plan, 91 without) would have 80% power to detect a medium effect size of 0.5
in the same t-test.146 For this pilot study, such large samples were not possible, and a
sample of 65 was enrolled in an 11-month period due to limited resources and time.
The t-tests were followed by logistic regressions to see if the relationship between
the two continuous variables above and the dichotomous outcome (end-of-life care plan:
Yes/No) was affected by the presence of certain covariates. Harrell146 provides guidance
for a fitted regression model to be reliable: that for each predictor in the model there
should be at least 10 to 20 observations having the less frequent outcome. For the
specific outcome used—written end-of-life care plan reported (Yes/No)—41 of the 65 in
the sample reported such a plan, 24 did not. Harrell’s146 guideline was stretched and three
predictors were included in the models.
Instruments
All 65 study participants were asked to complete the Family Caregiver
Information Form (FCIF), Documentation Form of End-of-Life Care Plans (DF-EOLCP),
Alzheimer’s Disease Related Quality of Life (ADRQL), Short Form Health Survey-36
version 2 (SF-36v2) and the Surrogate Decision Making Self-Efficacy Scale (SDM-SES)
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instruments (see Appendix G, H, I, J, K). A subset of 18 participants (n=18) responded to
questions from the Interview Guide prior to form completion.
The Family Caregiver Information Form (FCIF), developed by the researcher,
was used to obtain self-report demographics for both the family caregiver and the older
adult with dementia. The following information was obtained about the care recipient:
relationship to the family caregiver, age, gender, ethnicity, comorbidities, and length of
time since diagnosis of cognitive impairment and the presence of formal or informal endof-life care plans. Information about the family caregiver included: age, gender, ethnicity,
income level, marital status, level of education, employment status, type of insurance,
living arrangements, length of time as a caregiver, and presence of formal or informal
end-of-life care plans for self. Completion time for this instrument was approximately 10
minutes.
The Documentation Form of End-of-Life Care Plans (DF-EOLCP), developed
by the researcher, captured self-report data regarding various forms of end-of-life care
plans. The presence of informal handwritten or typed documents would indicate having a
plan once it could be confirmed that the older adult completed/signed the document and
had the capacity to do so at that time.120 Determining if the older adult with dementia had
capacity for decision making was determined to be true if the document was notarized by
an attorney. There were no reports of informal handwritten or typed documents possessed
by any of the care recipients referenced in this study. The presence of informal end-of-life
care plans referred to any evidence provided to suggest verbalized (oral) plans related to
continuing or stopping medical care for the older adult with dementia based on desires
expressed by the older adult care recipient or the family.117 Formal end-of-life care plan
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documents referred to any of the following completed documents containing plans related
to continuing or stopping medical care for the older adult with dementia: advance
directive, living will, Do Not Resuscitate (DNR) or Physician Order for Scope of
Treatment (POST) form or any other document outlining end-of-life care plans. Formal
documents of agency referred to the existence of a Power of Attorney/Health Care
Surrogate (POA/HCS), or any other document designating decision making power to
another individual. Family caregivers were asked to indicate the existence of any such
documents on this form. Approximate completion time was 5 minutes.
The Alzheimer’s Disease Related Quality of Life (ADRQL) is a 40-item proxybased instrument that asks family caregivers to rate the HRQOL of their care recipient
with dementia using a 2-week recall. This behavior-based instrument was used to assess
HRQOL for persons with dementia by their family caregivers. The ADRQL assesses five
domains (subscales) of HRQOL: social interaction, awareness of self, feelings of mood,
enjoyment of activities and response to surroundings.147 The total scale value is derived
from all of the responses.147 The ADRQL was developed by systematic involvement of
panels of family caregivers, health care professionals who provide care to people with
Alzheimer’s disease as well as national experts in the field.147 It has been used in the past
for family caregivers to assess HRQOL in individuals with Alzheimer’s disease across all
stages of the disease as well as other types of dementia.147 Each item is a statement about
the person with dementia and the respondent was asked to check Agree or Disagree.147
Items have different assigned weights.147 A positive HRQOL response is given an item
score equal to the item weight, and these scores are summed.147 The scale score is the 100
times the sum divided by the maximum possible scale score.147 Scale and subscale scores
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range from 0 to 100, with higher values corresponding to greater quality of life for the
person with dementia.147
A sample of individuals diagnosed with dementia residing in nursing homes
(n=89, the community (n=146), and assisted living facilities (n=134) was used for the
psychometric analysis of this instrument.147 Item internal consistency was 67.5%.147
Reliability coefficients varied across subscales but were above 0.70 for the total
ADRQL.147 Cronbach’s alpha was 0.86.147 Internal consistency was good overall (by
subscale and across settings).147 Construct validity was supported by the instrument’s
ability to discriminate among individuals based on responsiveness, physical function, and
cognitive function, and behavior.147 Predictive validity was determined by older adults
with dementia who died within three years of baseline, having significantly lower overall
mean scores than did survivors.147 Very low numbers of missing data were found in the
results.147 One of the indications for use of the ADRQL is specifically to improve end-oflife care and decision making.147 Completion time was approximately 15 minutes for this
instrument.
The Short Form Health Survey-36 version 2 (SF-36v2) instrument measured
family caregiver’s HRQOL using a 4-week recall. This 36-item instrument measures
eight dimensions of the physical and mental aspects of HRQOL: physical functioning,
role-physical, bodily pain, general health, vitality, social functioning, role-emotional, and
mental health.148 The SF-36v2 items uses a norm based scoring system (mean=50,
SD=10) and the Likert method of scoring.149 Higher scores indicate a higher HRQOL.150
Each item is used to score only one subscale. Responses for each of the questions differ
and provide the meaning of each of the scores at the low and high levels. This instrument
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was scored as instructed by the developer using developer software. The SF-36v2 can be
administered to anyone from age 14 to 18 years or older yielding a high level of data
quality within approximately 5-10 minutes.33,148 A favorable response consistency index
and completion rates is based on 15 pairs of items from the instrument.150 Across a
demographically diverse population, an 88% to 95% completion rate was obtained with
this instrument.151 Cronbach’s alpha coefficient was used to estimate internal-consistency
reliability for each score.151 Reliability scores for the SF-36v2 instrument exceed the
standard of 0.80 for each of the eight domains, excluding social functioning which had a
median reliability of 0.76.152 McHorney et al151 measured reliability in a demographically
diverse group of individuals and reported coefficients of 0.65 to 0.94 across the scales of
the measure. A total of N=1,014 persons with minor medical conditions (n=683), serious
medical condition (n=168), psychiatric conditions only (n=163), and psychiatric and
serious medical conditions (n=45) were assessed.153 Using the test-retest method,
reliability coefficients ranged from 0.77 to 0.94. This instrument demonstrated 80% to
90% of its empirical validity in studies meeting both the mental and physical health
criteria.150,153 Factor analysis revealed physical and mental health factors that account for
80% to 85% of reliable variance across all domains.152 Completion time was
approximately 10 minutes. Results from this analysis of this instrument will be reported
in a future study.
The Surrogate Decision Making Self-Efficacy Scale (SDM-SES) was used to
score self-efficacy levels for surrogate decision making in family caregivers. This is a 5item Likert rating scale to assess perceived self-efficacy for surrogate decision making in
the caregiver of an older adult. The dimensions in this scale include: (a) knowing when to
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make decisions, (b) ability to obtain information to make informed decisions, (c) ability
to weigh risks and benefits of treatment options, (d) ability to make the best treatment
decisions, and (e) knowing what treatment options the individual with memory
impairment would select.107,114 Scores range from (1) strongly disagree, (2) disagree, (3)
agree, to (4) strongly agree. The SDM-SES scale score is the mean of the 5-item scores
and can range from 1 to 4, with higher scores being indicative of more perceived selfefficacy for surrogate decision making.114 Psychometric evaluation of this instrument
examined content validity using three gerontological nurse experts who pilot tested the
instrument and achieved a Fleiss’ kappa of 0.90 and reported that the instrument was an
accurate, relevant and credible measurement of self-efficacy for surrogate decision
making.114 Confirmatory factor analysis, using the Amos 19 Likelihood Program, was
used to obtain support for construct validity within the sample of 155 surrogates.107 The
chi-square result for the one-factor model was significant (x2=6.85; p=0.03). Comparative
Fit Index (0.99) and Tucker-Lewis Index (0.98) resulted in high goodness of fit.107 On the
single factor model, all items had statistical and practical significance, ranging from 0.63
to 0.86.107 The readability index of the instrument was measured using Flesch-Kincaid
and the grade level was determined to be 7.6.107 The response rate for completion of the
instrument was reported to be 30%, as 155 of 500 surrogates completed and returned the
survey administered via mail. Mean item scores ranged from 3.20 to 3.28 and standard
deviations were 0.58 to 0.64.107 Skewness and a 95% confidence interval were also
calculated for each item.99 The Cronbach’s alpha coefficient was calculated at 0.87,
suggesting that all five items measured the same underlying construct.107 Approximate
completion time was 5 minutes.
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Procedures
The researcher served as the study nurse. Approvals from the UVA IRB-Social
and Behavioral Sciences (SBS) section and Riverside Health System Center for
Excellence in Aging and Lifelong Health were obtained prior data collection.
Researcher Procedures
The following initial steps were followed by the researcher: 1) PACE sites
provided a listing of potential family caregivers’ contact information to the study nurse,
indicating family caregiver provision of permission to be contacted for this study, 2) IRBapproved fliers were shared with community partners, and 3) the researcher contacted
family caregivers either in person or via telephone to inquire about their potential interest
in participating in the study.
Participant Procedures
The following participant procedures were taken: 1) once the family caregiver
agreed to participate, a date and time for consent form completion and data collection
was scheduled, 2) participants completed either the UVA or Riverside Health System
Center for Life Long Health consent form (depending on which site they were recruited
from), and Contact Information form (see Appendix L, M & N), 3) Interview Guide was
completed (only for a subset of participants until thematic saturation was reached n=18),
4) the FCIF, DF-EOLCP, ADRQL, SF-36v2 and SDM-SES forms and instruments were
completed, 5) all interviews were recorded using two digital recording devices, 6) a
leisure break (with or without refreshments) was offered prior to the start of the
interview, 7) once thematic saturation was reached for the interviews, all additional
participants were asked to complete only the FCIF and DF-EOLCP followed by the
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ADRQL, SF-36v2 and SDM-SES instruments, 8) following data collection, each
participant was compensated for his or her time and participation with a $10 Walmart gift
card along with a thank you letter (see Appendix O). A Debriefing Form (see Appendix P
for UVA-specific form and Appendix Q for Riverside Health System-specific form) was
provided outlining how they were chosen to participate in the study, if required, followup instructions were provided at this time, 9) following data analysis, a letter briefly
outlining the study findings in layman’s terms was mailed out to each family caregiver,
as they all indicated that they wished to receive a copy, 10) Study findings (in aggregate
form) were shared with leaders at Riverside Health System Center for Excellence in
Aging and Lifelong Health, 11) participants who demonstrated emotional distress were
offered the opportunity to discontinue the interaction and to exit the study, 12) they
would have been provided a letter of thanks (See Appendix R) and connected to their
primary health care provider via an immediate, investigator initiated phone call for
treatment to address any emotional needs or additional follow-up care, 13) Appendixes S,
T, U, and V contain the enrollment, refusal, ineligibility and incentive logs used in this
study and were completed throughout the study.
The Study Schema (see Table 1) outlines the study measures by time point. The
maximum total time required for participation of the family caregiver was estimated at
105 minutes. If family caregivers were not required to participate in the interview, the
total time needed for study participation was reduced to 60 minutes. However, meeting
times with participants lasted as long as 3.5 hours (with interviews) and as long as 2
hours (without interviews). Time use was at the discretion of both the participant and
researcher. Interview data were analyzed as outlined in the next section.
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Table 1. Study Schema of Participants and Measures by Time Points
Person/Measure
STUDY NURSE
Review of Patient
Demographics
Inclusion/Exclusion Criteria
Form
FAMILY CAREGIVER
Family Caregiver Consent
Form
Family Caregiver
Information Form (FCIF)
Documentation Form of
End-of-Life Care Plans (DFEOLCP)
Interview Process
Alzheimer’s Disease Related
Quality of Life (ADRQL)
Short Form Health Survey
(SF-36v2)
Surrogate Decision Making
Self-Efficacy Scale (SDMSES) Instrument

Administration
Time

Screening

15 min

x

Recruiting

Consenting

Data
Collection

2 min
x
15 min

x

10 min

x

5 min

x

45 min
15 min

x
x

10 min

x

5 min

x

Total time for family caregiver = 105 minutes
Total time for family caregiver (without interview) = 60 minutes

Data Analysis Procedures
Specific Aim 1: Semi-structured interviews were conducted until saturation of
themes occurred. Data collection using the FCIF and DF-EOLCP forms and ADRQL,
SF-36v2 and SDM-SES instruments for the remaining participants continued until 65
participants were enrolled. For the qualitative approach, a descriptive design using
content and thematic analysis was initially used to examine tenets of naturalistic inquiry
of thoughts, feelings and attitudes.154 These analyses were informed by Miles and
Huberman’s 1 methods of qualitative analyses.
Interviews were conducted until thematic saturation was achieved resulting in a
total of 18 interviews (n=18). Participants were asked permission to audio record and
were informed that it was the researcher’s intention to speak minimally during the
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interviews so as to allow their words to be captured more so. They were also informed
that the researcher may write down a few notes using pen and paper (field notes) during
the interview. Interviews were audio recorded using two independent recording devices
to ensure accuracy and avoid technological glitches from interrupting data collection.
Data were transcribed verbatim via Accutype Transcription, a vendor whose services are
approved for use by the UVA’s IRB. The researcher then re-verified the transcripts along
with the recorded interviews to make corrections and clarify misunderstood words
spoken. Once transcripts were verified, transcriptions and audio were uploaded into
Dedoose for further analysis. Dedoose Version 6.1.18, is a web application for
managing, analyzing, and presenting qualitative and mixed method research data.155
Informational redundancy and reflexivity were strategies used to enhance trustworthiness
of the findings.156,157 Once all data were verified, digital recordings on both devices were
erased.
Qualitative data analysis was iterative. As described by Miles and Huberman’s1
methods of qualitative analyses, data were reduced, displayed, and concluded/verified.
Based on experiences with the initial interviews, the researcher became aware of the need
to restate questions when indicated, based on the ability of the participant to understand
questions being asked. This was a necessary step to ensure participants were able to
clearly interpret what was being asked of them. This change in data collection was done
to achieve better understanding, therefore increasing internal validity. An example of this
was the addition of a question asking family caregivers if their understanding of the term
end-of-life refers to ‘before death’, ‘after death’, or ‘both’. This additional question
helped to reveal pivotal information regarding understanding of this term.
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Coding was achieved both deductively from variables the researcher brought to
the study and inductively through emergence from data.1 Three cycles of coding were
conducted. The first cycle was conducted using Dedoose and used descriptive coding and
assigned labels to data by summarizing using a word or short phrase.1 Deductive coding
also was used as some codes were already predetermined in the mind of the researcher as
data were approached.1 This was also based on researcher experiences with data
collection as the sole interviewer which enabled familiarity with and closeness to these
data, as well as understanding. Still, other codes emerged from data. For example, the
many types of resources, as well as caregiver experiences with these resources, were
coded as transcripts were analyzed.
The second round of coding was more explanatory in nature and was conducted
using holistic coding methods.1 Using this method, larger units of data were grouped and
helped with contextual understanding. 1 Along with both of these methods, analytical
memos were made in Dedoose to remind the researcher of details, such as the context
surrounding data extracted. Noting when a participant was being sarcastic or when
emotions such as sadness or crying were observed were examples of this. For the third
round of coding, data were printed onto hardcopy and reanalyzed using paper, pen and
highlighters. These additional memos were made onto the hardcopy as necessary. With
each round of coding, codes became more refined, were rearranged, and reclassified. 158
From these, data were then displayed using a variety of methods as will be described in
the results section (Chapter IV).
The researcher consulted with qualitative and mixed methods research experts
who served as dissertation committee members. Member checking with two participants
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was used to verify if understanding of data rang true to them.157,159 A letter to participants
outlining study results was shared with key participants beforehand to ensure ease of
understanding of results prior to dissemination to all participants.
Specific Aim 2: Data analyses were conducted using SPSS Statistical Software
Version 23 (see Table 2).160 Data sources were the FCIF, DF-EOLCP, ADRQL, SF-36v2
and the SDM-SES. Descriptive statistics were used to describe the characteristics of the
sample. Prior to any regressions, t-tests were performed to compare mean HRQOL for
the older adults with dementia and the mean family caregiver self-efficacy level between
the two groups of participants (those with end-of-life care plans and those without a
plan). Bivariate tests were conducted (t-tests/chi-square tests/Mann-Whitney U) between
the outcome variable of having an end-of-life care plan (Yes/No) and each of the
following covariates under consideration for the care recipient characteristics: age,
number of comorbidities, length of time since diagnosis of cognitive impairment, and
institutionalized or non-institutionalized status. Family caregiver characteristics were
also examined as covariates: age, education level, income level, and length of time in
caregiving role. The eight covariates were selected based on findings from the
literature.27,42,56,136-141 Logistic regressions were used to estimate the effect of the two
factors: HRQOL of the older adult with dementia and family caregiver self-efficacy for
surrogate decision making, on rates of formal end-of-life care plans for older adults with
dementia, while controlling for eight covariates listed above. Covariates for family
caregiver characteristics were controlled as well: age, education level, income level, and
length of time in caregiving role. A series of eight logistic regressions were carried out
with the dependent variable in each model being existence of an end-of-life care plan
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(Yes/No). With 41 family caregivers in the sample with a formal plan, and 24 without,
the number of predictors in each regression was limited to three. Each model included the
older adult with dementia’s HRQOL and family caregiver self-efficacy level as
predictors, plus one of the eight covariates. Two-tailed tests at the 0.05 level of
significance were used in all cases.
Qualitative and quantitative data were analyzed separately and then brought
together in a side-by-side comparison. Both types of data were compared and related to
how each provided further explanation for the other as outlined in the results section
(Chapter IV).
Table 2. Approach for Quantitative Analyses (N=65)
Hypothesis
Higher rates of
formal or informal
end-of-life care
plans for older
adults with
dementia will be
associated with
lower healthrelated quality of
life for older adults
with dementia and
with greater family
caregiver selfefficacy for
surrogate decision
making.

Outcome
Variable
Existence of
formal
(written)
end-of-life
care plan
(Yes/No)

Independent
Variables
 Family
caregiver’s
appraisal of
HRQOL of
the older
adult
 Perceived
self-efficacy
level for
surrogate
decision
making

Covariates to be Adjusted
Care recipient characteristics:
 age
 number of comorbidities
 length of time since
diagnosis of cognitive
impairment
 institutionalized/noninstitutionalized status
Family caregiver
characteristics:
 age
 educational level
 income level
 length of time in
caregiving role

Analysis
Methods
Bivariate tests:
t-test/
Chi-Square/
Mann-Whitney
U
Logistic
Regression

Ethical Considerations: Human Subject Protection
The potential risks for participants in this study were minimal. Due to the
psychological risk of being enrolled in this study because of the sensitive nature of endof-life discussions, there was a potential for added caregiver burden. To assist in reducing
this risk, the study design/procedures were flexible and data collection was conducted at a
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time and location that was convenient for the family caregiver. All interviews were
conducted face-to-face (in person) so as to ensure that authentic communication was
achieved and accurate information captured. Family caregivers were encouraged and
allowed to take breaks (with refreshments) at their discretion during the consenting and
interview process. They were free to check on their older adult loved one as often as they
desired. Participants were informed of their right to withdraw from the study at any time
without repercussion. If the older adult was a participant/resident of an older adult care
facility, the family caregiver was reassured that withdrawing from the study would not
affect care their loved one with dementia received. Any participant who exhibited signs
of psychological or physical distress during the interview was given the opportunity to
exit the study and be connected to their primary health care provider via an immediate,
investigator initiated phone call for treatment to address any emotional needs or
additional follow-up care. However, no participant withdrew.
Recruitment and Informed Consent
Recruitment of family caregivers for research can be a challenge. Layer on the
variable of time and intricacies of research participation challenges among African
Americans because of their distrust/mistrust in the healthcare system, and this challenge
may increase substantially.84,161-166 To address this, PACE was identified as a primary
recruitment organization and permission for recruitment was obtained via their IRB.
Snowball methods, reduced lower age limit (than the Medicare standard of 65 years) of
55 years for the older adults per PACE enrollment,143 excluding an upper age limit for the
care recipient, flexibility with interview times/locations, ensured researcher presence at
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sites for recruitment and including an honorarium were strategies used to assist in
offsetting this challenge.
Informed consent for this study was obtained from the family caregiver. After
obtaining IRB approval from both the UVA and Riverside Health System Center for
Excellence in Aging and Lifelong Health, the protocols were strictly followed.
Specifically, the consenting process was carried out as outlined in the protocols.
Withdrawal from the study remained an option for participants throughout the course of
the study.
The importance of this study (benefits to society) was explained. While
participants were required to read and understand English, the researcher was consistently
available to assist with reading and understanding of all study documents. Participants
were made aware of and permissions sought for interviews to be audio recorded. They
were reminded to pose questions/concerns throughout. This ensured that participants
were provided the best opportunity to comprehend study procedures. In an attempt to
ensure that the most accurate data were collected, if a family caregiver indicated any
form of cognitive impairment (as assessed via self-report), this person was not eligible to
participate in the study. No family caregiver reported or indicated cognitive impairment
for themselves.
Vulnerable Populations
This study included vulnerable populations of women and minorities. Sixty
percent of family caregivers are female.26,167 As such there are inherent ethical and
practical/methodological challenges. Discussing sensitive topics in trusted environments
is important for African Americans.84 They most often chose their homes as the site for
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data collection. It was also important to compensate participants for their time while
avoiding coercion. All participants were provided a $10 Walmart gift card at the end of
data collection. Assurances on confidentiality, planning for a slower rate of recruitment
as well as placement of a reminder phone call prior to scheduled interviews were
provided. Once IRB approved, study fliers included a picture of African American
individuals. These efforts were intended to address the importance of self-determination,
full-disclosure and justice131 in this vulnerable group. Lastly, family caregivers under the
age of 21 years were not included in the study.
Protection Against Risk
This study posed minimal psychological risks for most; but, there was a potential
risk for participants. Participation in conversations on the topic of end-of-life planning
may evoke strong emotional responses to the death of loved ones on the family caregiver
participants if one is still grieving over the loss of a loved one. While this exercise proved
to be cathartic for some, it could have been devastating for others. The following 12
strategies were in place as outlined to address this risk:
1) Prior to data collection, participants were informed that they did not have
to respond to any question that made them feel uncomfortable.
2) Participants were reminded that they were able to withdraw from
participating in the study at any point.
3) The researcher remained attentive to any signs of extreme stress due to
discussions about end of life or any unstable physical or emotional
conditions during the interviews.
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4) With approval from the family caregiver, contact would have been made
with the next-of-kin to alert them of the situation if the family caregiver
became unstable.
5) Immediate referral to the participants’ primary healthcare provider would
have been made via an immediate, investigator initiated phone call once
the participant was in agreement.
6) A letter prepared by the researcher explaining the family caregiver’s
participation in the study and the potential need for grief counseling would
have been provided.
7) If noted during data collection that the process was becoming too
emotionally difficult for a participant, the session would have ended (once
the participant is in agreement).
8) Any urgent physical, medical issues that arose would have been
immediately referred to proper medical emergency personnel via 911
access.
9) The researcher remained attentive to both verbal and nonverbal cues for
signs of physical or emotional distress, such as crying or anger during data
collection.
10) If a participant had to be withdrawn from the study or expressed a desire
to do so at any point during the study, they would have been able to do so
and provided a letter of thanks for participation in the study along with a
$10 Walmart gift card (once consent was obtained).
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11) Any information the participant would have provided up until this point
(before the decision to withdraw) would not be used for data analyses.
12) Any adverse reactions noted in participants as well as follow up
procedures would have been reported to the IRB of both UVA and
Riverside Health System Center for Excellence in Aging and Lifelong
Health within the respective timeframes outlined by each Board.
13) Solicitation of participants was not sought from family caregivers of older
adults actively involved in acute hospitalization or the dying process as
these could have posed additional undue burden on the family caregiver
during a time already characterized by extreme physical and emotional
stress.
Data Safety Monitoring
Each participant was given a study identification number that was linked to the
interview recording, transcripts and a preferred means of contact (i.e., telephone number)
via an assigned numeric code. Phone numbers were needed in order to request, schedule,
confirm and notify participants of the interview dates, time and location. Once
transcription of audio was completed and verified, the recordings were destroyed per IRB
protocols. As transcripts were de-identified by removing identifying data components,
loss of this information would not have put participants at risk because the participant
identification number was the only identifying information on the document and only the
researcher was able to link this number to the actual participant for the duration of the
study. The researcher retained a master list that links the names of participants to the
assigned de-identifying codes that link data, such as the contact information and
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addresses of the participants to their study data. This master list will remain stored in a
separate filing cabinet, both within a locked room in the Office of Nursing Research in
the School of Nursing at the UVA. The researcher and her advisor alone are able to
access these data, decreasing the risk of participant information being revealed. In the
unforeseeable event that any personal information belonging to the participants is lost or
revealed, the participant and respective IRBs will be notified of this occurrence. Every
attempt was made to maintain the confidentiality of the participants and to secure all data
collected. HIPAA-compliant, encrypted data is stored on password-protected computers
within the Office of Nursing Research. These data were not stored on personal computers
or external hardware devices.
Steps were taken to eliminate or reduce the risks involved in this research study.
Items/devices containing personal information of the participants such as the digital
recorder (which contains interviews), field notes from interviews, consent forms,
completed research instruments and results of data analysis were stored in a locked
cabinet within a locked room at the UVA School of Nursing, in the Office of Nursing
Research. Data stored on hard drives will also remain secured in an encrypted form on a
secured server at the UVA’s School of Nursing. The researcher and the academic advisor
alone have access to these data.
Monitoring for Adverse Events
Based on previous studies with this population, definitions related to adverse
events and reporting mechanisms are the following: Adverse Events (AEs) are defined as
distress or discomfort related to sensitive questions related to end-of-life care of a family
member. Any breach of confidentiality would also be an adverse event. Severe Adverse
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Events (SAEs) are defined as unstable physical or emotional problems. These were
outlined in the IRB protocols. The researcher handled any emotional or physical concerns
as stated above. The researcher, academic advisor and other dissertation committee
members primarily conducted monitoring for this non-invasive study. The researcher was
prepared to identify adverse events and reviewed any in aggregate at least monthly with
this team. Based on the nature of this non-invasive study with family caregivers, adverse
events were believed to be possible. As a precaution, the appropriate IRB was notified
when any form of distress was noted as outlined in the protocol. In these instances, no
additional action was required as this possibility was identified beforehand in the
protocol. The respective IRB would have been notified of any occurrence of AEs or
SAEs as outlined in their protocols.
Risk-Benefit Ratio
The benefits outweighed the risks for this non-invasive, cognitive-behavioral
study. It was predicted that participation in the interview will be cathartic for some
participants. The process of participating in this study may compel some family
caregivers to begin to address the issue of end-of-life care for their older adult care
recipient or themselves. If family caregivers are able to observe a more peaceful death
experience in their older adult care recipient, this may compel them to make
arrangements for their own end-of-life care in advance. This would be an added, but not
immediate, potential benefit of being a participant in this study, the measurement of
which was beyond the intended goals of this research study.
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CHAPTER FOUR: RESULTS
This descriptive, pilot study examined end-of-life decision making for African
American older adults with dementia by their family caregivers, while measuring care
recipient and family caregiver health-related quality of life (HRQOL) and family
caregiver self-efficacy for surrogate decision making. The specific aims of this study
were to: 1) capture end-of-life decision making for African American older adults with
dementia by their family caregivers, including understanding and use of terminology; and
2) determine if the presence of formal or informal end-of-life care plans for older adults
with dementia would be associated with higher or lower HRQOL in older adults with
dementia and with greater family caregiver self-efficacy for surrogate decision making.
Data analyses were conducted using SPSS Statistical Software Version 23 160 and
Dedoose Version 6.1.18, web application.155
Sample Description
Family caregivers were the study participants for this study. Each family
caregiver participant represented one care recipient who was an older adult with
dementia. All data were collected via self-report from the family caregiver. Table 3
reports caregiver and care recipient characteristics.
Family Caregiver Characteristics
Family caregivers all self-identified as African American or Black. Family
caregivers were mostly female (87.7%) and most often daughters (49.2%) caring for a
parent with dementia. Participants caring for a spouse represented 13.8% of family
caregivers. Others were relatives, such as sons (9.2%), nieces (9.2%), and sisters (6.2%)
caring for a loved one with dementia. Less frequently, family caregivers were

49
granddaughters, great granddaughters, nephews, cousins, daughters- or sisters-in-law.
Mean family caregiver age was 59.5 years (Range: 25-82 years). Over half of them were
single, widowed, separated or divorced (60%), and the other 40% were married. Annual
family caregiver income was greater than $25,000 for most (66.2%). Just over half
(55.4%) of family caregivers were employed in a full- or part-time position. The vast
majority (70.8%) had completed college, graduate and/or doctoral studies, while 29.2%
had a high school diploma but nothing more. Only a few of them (4.6%) did not have a
high school education.
Most family caregivers had one or more forms of insurance (public, private,
and/or military), as only 4.6% of family caregivers reported being uninsured. Family
caregivers self-described the location of their residences as rural (26.2%), urban (36.9%),
or suburban (36.9%). Almost half of family caregivers (49.2%) described paying for
basics as ‘not difficult at all’ while the other 50.8% indicated some degree of difficulty.
The average length of time in their caregiving role was four years.
Care Recipient Characteristics
Care recipients were mostly female (73.8%). Mean age was 82.8 years (Range:
62-104 years). Most care recipients were living in home settings, therefore noninstitutionalized (83.1%). Care recipients enrolled in Program of All-Inclusive Care for
the Elderly (PACE) Programs resided at home with family members and were receiving
adult daycare or homecare services through the PACE Program. These PACE enrollees
represented 24.6% of all care recipients. Family caregivers reported care recipients’
dementia diagnoses more specifically as Alzheimer’s disease (35.4%) most commonly,
followed next by Vascular dementia (15.4%). For 40% of care recipients the family
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caregiver did not know the specific type of dementia. Length of time since diagnosis of
memory loss averaged four years.
Table 3. Demographics
Family Caregiver Characteristic (N=65)
Gender
male
female
Age
21-29 years
30-39 years
40-49 years
50-59 years
60-69 years
70-79 years
80-89 years
Age (years)
Marital Status
single
separated or divorced
married
widowed
Annual Income
$25,000 or less
above $25,000
unknown
Employment Status
employed
not employed
Years of School Completed
grades 8-11
grade 12
1-3 years college
4 years college
some graduate school
graduate degree
some doctoral work
doctorate degree
Insurance Coverage1
public
private
military
none

N (%)
8 (12.3%)
57 (87.7%)
2 (3.1%)
1 (1.5%)
8 (12.3%)
16 (24.6%)
28 (43.1%)
6 (9.2%)
4 (6.2%)
Mean (SD)
59.5 (11.5)
17 (26.2%)
17 (26.2%)
26 (40.0%)
5 (7.7%)
20 (30.8%)
43 (66.2%)
2 (3.1%)
36 (55.4%)
29 (44.6%)
3 (4.6%)
16 (24.6%)
21 (32.3%)
7 (10.8%)
2 (3.1%)
11 (16.9%)
2 (3.1%)
3 (4.6%)
29 (44.6%)
46 (70.8%)
3 (4.6%)
3 (4.6%)
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Residence Location (self-described)
rural
urban
suburban
Difficulty Paying for “Basics”
not difficult at all
not very difficult
somewhat difficult
very difficult
Relationship to Care Recipient
spouse
daughter
son
sister
niece
other relative
Length of time in caregiving role (years)
Care Recipient Characteristic
Gender
male
female
Age
60-69 years
70-79 years
80-89 years
90-99 years
100-109 years
Age (years)
Institutionalization Status
institutionalized
non-institutionalized
Type of Memory Loss (Caregiver Self-Report)
Alzheimer’s disease
Vascular dementia
unknown/unclassified
other dementias
PACE2 Enrolled
Length of time since diagnosis (years)
Number of comorbidities
1
2

17 (26.2%)
24 (36.9%)
24 (36.9%)
32 (49.2%)
9 (13.8%)
19 (29.2%)
5 (7.7%)
9 (13.8%)
32 (49.2%)
6 (9.2%)
4 (6.2%)
6 (9.2%)
8 (12.3%)
Median (IQR)
4 (4)
N (%)
17 (26.2%)
48 (73.8%)
5 (7.7%)
18 (27.7%)
27 (41.5%)
14 (21.5%)
1 (1.5%)
Mean (SD)
82.8 (8.5)
11 (16.9%)
54 (83.1%)
23 (35.4%)
10 (15.4%)
26 (40.0%)
6 (9.2%)
16 (24.6%)
Median (IQR)
4 (3)
3 (3)

Some family caregivers had more than one type of insurance coverage
Program of All-Inclusive Care for the Elderly

For the subset of participants who responded to the interview questions (n=18),
family caregiver and care recipient demographics were very similar to that of the larger
study sample. Only one interviewee was male (5.6%), whereas, 12.3% of the larger study
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sample were male. Of those interviewed, 50% of the care recipients were enrolled in a
PACE program, while only 24.6% of care recipients in the larger study sample were in a
PACE program.
Formal End-of-Life Care Plans
How an individual is able to document end-of-life wishes varies based on
personal preference and locale.168 Across the U.S., various documents are used to specify
these wishes. For example, various states and healthcare systems often have different
variations of an advance directive form. Therefore, details therein can vary by form, even
for those with the same title. Existence of the following forms was assessed in this study:
advance directives, living wills, Do Not Resuscitate (DNR), Physician Orders for Scope
of Treatment (POST), Power of Attorney/Health Care Surrogate (POA/HCS), and
guardianship. All of these forms except POA/HCS and guardianship speak to an
individual’s plans for their desires for care towards the end of life. In this study these
forms are referred to as “formal end-of-life care planning documents.” While POA/HCS
and guardianship forms designate a surrogate decision maker, agent, proxy, or surrogate,
they do not necessarily include nor are they required to accompany the individual’s
wishes for the end of life. Caregivers were not specifically asked whether a guardianship
form had been completed, but some volunteered it.
In the Commonwealth of Virginia, an advance directive includes the designation
of a healthcare agent.168 However, because a person is able to have a designated power of
attorney or healthcare agent in the absence of a formal end-of-life care document, it was
important to be able to capture the existence of such a document. It is also recognized
that designation of a power of attorney, healthcare agent or guardian does not necessarily
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equate to having an end-of-life care plan. These documents bestow legal powers, but are
not required to accompany a document entailing end-of-life care plans.168 In this study
the POA/HCS and guardianship forms are referred to as “documents of agency.”
Specific Aim 1
For specific aim #1, a subset of 18 of the 65 family caregivers were asked to
provide responses to semi-structured interview questions regarding the meaning of endof-life terminology. The goal of this aim was to capture end-of-life decision making for
African American older adults with dementia by their family caregivers, including
understanding and use of terminology. Family caregivers were specifically asked to share
their understanding of the following terms: end of life, quality of life, and advance
directive/living will. The complete Interview Guide contained specific questions asked
during the interview. Interviews were clustered primarily toward the beginning of the
study, beginning with the first participant. Once thematic saturation was achieved, others
only completed the forms and instruments. Transcribed data were analyzed as outlined in
the methods section (Chapter III).
During the interviews, two participants experienced emotional distress, but chose
not to end the meeting or to exit the study. Such a possibility was outlined in both IRB
applications, therefore, measures were in place to address this concern. Tissues were on
hand and the researcher was prepared to console and encourage the participant as well.
End-of-Life Terminology
The term, end of life, was unanimously associated with “death.” One caregiver
shared, “End of life means you know that we’ve done basically all we can do for you.
We’ve tried every option. It’s now really up to you and the good Lord.” This statement
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referenced the time period prior to death. Family caregivers sometimes interpreted the
term, end of life, as “healthcare received prior to death”, such as whether or not a
breathing machine or cardiopulmonary resuscitation (CPR) is used, versus “funeral/burial
arrangements” following death, or both. When family caregivers were asked specifically
if their understanding of the term end of life relates to before or after death, responses
varied between both options. In one instance, a family caregiver responded, “Before we
die.” Another went further on to say, “She has already expressed to me that she does not
want to prolong her life by being on a ventilator.” These words clearly indicating the care
recipient’s oral/verbal expression of healthcare wishes for the end of life. In the latter
instance, neither formal end-of-life care planning documents nor documents of agency
existed for the care recipient.
In instances when the researcher asked about the meaning of end of life and
response options included ‘before death’, ‘after death’ or ‘both’, ‘both’ was always the
preferred response. However, the topic of the family caregivers’ next statement was
indicative of that which was most prominent in their minds. For example, in one instance,
a family caregiver responded, “Both. My prayer is that my mom will remain in her
home…..I don’t want her to have to go into a hospital and suffer....I really don’t want her
to go to a nursing home and live. And after death is not a problem because insurance and
a lot of things are, they are paid for so...” For this caregiver, the focus was seemingly on
preparation prior to and following death. Responses to the meaning of end-of-life often
referenced burial insurance, or burial plot payment as security, or funeral plans. This was
evident by one family caregiver expressing, “Both, because of funeral arrangements and
all that sort of thing.”
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Figure 4 displays the categories and codes which resulted from analysis of
meaning of the term end of life. There were differences in family caregivers who
admitted that they did not like to talk about death versus those who were content with
sharing that there were plans already in place, either formal or informal. With half of
family caregivers interviewed having a loved one enrolled in a PACE Program, this could
have significance as a majority of interviewees were comfortable speaking about death.
Family caregivers for care recipients enrolled in PACE programs often also had an indepth understanding of the meaning of end-of-life terminology as anticipated by
healthcare providers focusing on healthcare wishes before death. Through conversation it
seemed as though their expectations were aligned with their understanding of their loved
one’s condition. While they were not ready for them to die, they were able to confidently
express their care recipients’ healthcare wishes toward the end of life.
Figure 4. End-of-Life Codes
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Advance Directive/Living Will
The terms living will and advance directive were associated with “putting
wants/wishes in writing”, whether healthcare-related or not. Some family caregivers
admitted that they were confused about the differences between the meaning of an
advance directive and a living will. There was often difficulty differentiating between the
two documents. Often times they were able to accurately identify the purpose for one of
the documents, but not the other. Living will was often confused with a Will that often
designates personal property. For example, one family caregiver stated, “But the living
will just kind of makes sure the families don’t get to fighting about possessions or I want
this or I want that.” All family caregivers identified them both as written documents and
were in agreement that it/they were a good thing to have in order to make one’s wishes
known.
Quality-of-Life Terminology
Family caregivers described their understanding of the meaning of quality of life.
Codes that emerged primarily included reflections on past activities that evoked feelings
of “happiness or contentment” by their loved ones and the preservation of “dignity and
respect.” Family caregivers were asked to describe their loved ones’ quality of life. The
range of responses provided varied from descriptions such “poor” or “diminished” to
being “good” or “excellent.” Interestingly, some family caregivers used some of the same
terms to describe their own quality of life. Family caregivers rated their care recipients’
HRQOL using the Alzheimer’s Disease Related Quality of Life (ADRQL) instrument.
Often times their reported descriptions corresponded with their ADRQL score. For
example, one family caregiver reported “I would say she is in a good place……..I say her
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quality of life is good.” This family caregiver rated the care recipient’s overall HRQOL
score as 87 on the 0-100 scale. Figure 5 displays quality-of-life categories and codes that
emerged.
Figure 5. Quality-of-Life Codes

Decision Making
In concordance with healthcare literature, end-of-life decisions made by family
caregivers were not autonomous (independent acts). Family involvement was quite
evident. Decisions were made in collaboration with either care recipients themselves (in
instances when they were able to contribute), loved ones i.e., children, grandchildren,
siblings, etc. and/or healthcare providers. As a result these decisions were also seemingly
made over time through appropriate consultations with key stakeholders, i.e., care
recipient (when possible), other family members, healthcare providers, and God.
Family involvement in care of these African American older adults with dementia
was significant. A change in behavior or health status in the care recipient was the most
frequent indicator provided by the family caregiver that prompted the need for decision
making. One participant stated “We put our heads together and make a decision.” We, in
this instance referred to the family. Conversations were often held with other family
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members and included the care recipient, particularly prior to the recipient’s memory
loss. Interestingly, even in instances where memory loss was evident (and the care
recipient provided input), family caregivers often provided opportunities for their care
recipient’s choices to be considered. In such instances, oral or verbal plans were most
significant, especially when previous conversations and past experiences were important
factors that emerged as key influencers in end-of-life decision making among family
caregivers. Such previous conversations with an older adult with dementia mattered,
especially when there were was no decision documented.
Past experiences that the care recipients had often had with other loved ones
dictated how the care recipients felt about what they wanted for themselves and affected
the family caregiver’s decision making process. An example of this was when a family
caregiver recounted the death experience of a care recipient’s sibling with an indication
that the care recipient “did not want to suffer like she did.” In this instance, when the care
recipient had previously been in the caregiving role, the care recipient gained first-hand
experience of the difficulties of caregiving near the end of life. As a result of this, the
care recipient was able to express (prior to memory loss) that he did not want to choose
the same fate.
Professional experiences and backgrounds of the care recipient and the family
caregiver were also influential in the decision-making process. During interviews, family
caregivers sometimes made direct reference to care recipients’ past experiences that
shaped the way their loved ones would choose to oversee their wishes toward end-of-life
decisions. A few participants came from professional healthcare backgrounds. This
background influenced responses to questions posed by the researcher in many areas. It
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also clearly framed their thinking about healthcare towards the end of life. These family
caregivers were most comfortable about discussing end of life.
Family caregivers in this study provided evidence that they rely heavily on
healthcare providers for advice surrounding healthcare decision making. Oftentimes they
referenced physicians and social workers with programs such as PACE where they
received the bulk of information on end-of-life planning. Figure 6 displays the categories
and codes discovered that related to decision making.
Figure 6. Decision-Making Categories and Codes

Self-Efficacy in Decision Making
Family caregivers interviewed (n=18) in this study all reported feeling very
capable of making the best decisions for their loved one with dementia. This was also the
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consensus reflected by responses to the Surrogate Decision Making Self-Efficacy Scale
(SDM-SES) completed by all study participants (N=65). In one instance, a family
caregiver pointedly remarked that she was “Probably more capable than anybody in the
family.” Her reasoning for this opinion was that her care recipient lives with her, she
talks to her often, and by doing so has been able to learn more about her.
Resources
PACE Programs were sources of information sharing for family caregivers.
Family caregivers with loved ones enrolled in PACE Programs (8 of the 18 interviewed)
were often well versed on end-of-life decisions. In all but one instance for a loved one
enrolled in a PACE Program, formal end-of-life care plans were documented. In this lone
instance, end-of-life conversations were already underway towards completing an
advance directive with assistance with advance care planning facilitators through the
PACE Program. Unprompted, family caregivers often described resources used and
openly shared about their experiences with them. For those enrolled in PACE Programs,
their frame of reference for resources centered on all that their care recipient received via
PACE. Often times, they also interjected resources that PACE provided that were focused
on them as caregivers. They often lauded the program and its staff for the assistance it
provided them.
Figure 7 displays categories and codes that emerged as they relate to resources.
Emphasis on faith/spirituality also arose as a common resource for decision making and
other aspects of family caregiving. Family caregivers described prayer and their
relationship with God as key influencers and sources. As the conversation shifted to focus
on death and dying, one family caregiver described:
“You know that at some point you will be leaving this earth so therefore you have [some]
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time. Actually it is, it’s a good thing. Some people don’t see it that way. But if you have
time to plan that’s good cause some people just leave just like that without saying
goodbye. You have time to make amends and a whole lot of other things.”

She went on to describe her care recipient as “a praying woman” prior to the
dementia. Reference to preparation for death became clearer as she described her care
recipient no longer “suffering” with dementia. This caregiver also described the time
before death as preparation to “reflect [and] rejuvenate” and make amends with others.
She went on to describe, “And after you have done all that you can, [you can] say God,
I’m ready.” This conversation reiterated the role of faith/spiritualty when discussing end
of life. From each family caregiver interviewed it was clear that regardless of one’s belief
system, each person was likely to have a perception of what happens after death.
Figure 7. Resource Codes

From these data and through personal interactions, there is evidence to support
that family caregivers in this study are protective of their older adult loved one with
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dementia. As anticipated, due to the diagnosis of dementia they were very much involved
in decision-making processes that occurred as a family, and with the use of internal and
external resources such as faith/spirituality or PACE Programs.
Formal End-of-Life Care Planning Documents
Formal documents containing end-of-life care plans are the gold standard for endof-life planning. In this study, having a formal end-of-life care planning document refers
to possession of one or more of the following: advance directive, living will, DNR,
and/or POST forms. Having an agency document refers to possession of a Power of
Attorney, Healthcare Surrogate, or guardianship document for the care recipient. It is
recognized that particularly in dementia, there may be instances where family caregivers
complete health-related decision-making forms on behalf of a loved one who is
cognitively impaired. For this reason, family caregivers were asked to indicate if they
themselves had signed any of the documents in question on behalf of their care recipients
as well as if their care recipients themselves had signed any such document for
themselves. Figure 8 presents the possession rates for each type of document, for those
reportedly signed by the care recipient and documents signed by the family caregiver
because depending on the care recipient’s decision-making capacity, the care recipient
may have participated in signing one or more documents.
A majority of care recipients (74%) possessed at least a POA/HCS or
guardianship form (see Figure 8). However, possession of one or both of these documents
was not considered having a formal end-of-life care plan because these do not necessarily
indicate that plans for the end of life exist, but rather that there is an assigned surrogate
decision maker. These documents often existed in the absence of a formal end-of-life care
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planning document. Care recipients often possessed more than one formal end-of-life
care planning document. Sometimes both the care recipient and the caregiver had signed
the same kind of document for the recipient. However, in every case when the caregiver
had signed one of these documents, the care recipient had also signed such a document.
For example, 17 caregivers indicated that they had signed an advance directive for their
care recipient, and in all 17 cases they also indicated that the care recipient had signed
such a document.
Figure 8. Possession Rates for Care Recipient Formal Documents
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Overall, 63% of family caregivers stated possession of formal end-of-life care
planning document(s) for the care recipient, signed either by themselves, their care
recipient or both (see Figure 9). The remaining 37% of family caregivers included 6.2%
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who reported that they were unaware if their care recipient had signed a formal end-oflife care planning document or documents of agency. Others in the 37% either did not
indicate possession or stated that there were no such signed documents.
Figure 9. Care Recipient or Family Caregiver Signed End-of-Life Care Planning
Document
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End-of-Life Care
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Informal End-of-Life Care Plans
Family caregivers were asked to indicate (‘Yes’, ‘No’ or ‘Don’t Know’) to a
question asking if oral/verbal end-of-life care plans were ever expressed by their care
recipient. For the purpose of this study, an informal end-of-life care plan referred to any
report of care recipient self-expressed oral/verbal plans regarding wishes for the end of
life. Family caregivers reported that 57% of care recipients had expressed oral/verbal
wishes for the end of their lives. This compared to 40% of family caregivers who
reported that their care recipients had not orally/verbally expressed such wishes to
anyone. Only 3% of family caregivers had no knowledge if there were oral/verbal end-oflife care plans expressed by their care recipients regarding their wishes towards life’s end
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(see Figure 10).
Figure 10. Informal (Orally-Expressed) Care Recipient End-of-Life Care Plans
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In examining care recipients who had formal and/or informal end-of-life care
plans, 78% of family caregivers reported that there were formal and/or informal end-oflife care plans in place for their care recipient (see Figure 11). The other 22% of care
recipients had neither a formal nor informal end-of-life care plan. These results show that
for the majority of care recipients in this study, at least, a strategy existed for how
healthcare received at the end of their lives would be executed.
Figure 11. Formal or Informal End-of-Life Care Plans for Care Recipient
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When agency documents were included, 88% of caregivers possessed at least
some document or information concerning end-of-life care for the care recipient, or at
least had an assigned surrogate. (See Figure 12)
Figure 12. Any Written Document, Including Agency Document, and/or Oral/Verbal
Plan
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No
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Specific Aim 2
This specific aim sought to determine if the presence of formal or informal endof-life care plans for older adults with dementia would be associated with higher or lower
HRQOL in older adults with dementia and with greater family caregiver self-efficacy for
surrogate decision making. The effects of two predictors on the existence of formal endof-life care planning documents were examined; 1) care recipient HRQOL and 2) selfefficacy for surrogate decision making. First, bivariate tests determined whether each
predictor had a direct relationship with the existence of formal end-of-life care planning
documents. Next, logistic regressions estimated the effects of each of the two predictors
of interest on the presence of formal end-of-life care planning documents when a
covariate was taken into account. Covariates examined were care recipient
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characteristics: age, number of comorbidities, length of time since diagnosis of cognitive
impairment, institutionalized or non-institutionalized status, and family caregiver
characteristics: age, education level, income level, and length of time in caregiving role.
Relation Between Presence of End-of-Life Care Plans and Care Recipient HRQOL
Family caregivers rated their care recipients’ HRQOL using the Alzheimer’s
Disease Related Quality of Life (ADRQL). Overall ADRQL scores ranged from 33.4 to
100 (M=73.7, SD=16.3) out of a possible range of 0-100. Figure 13 shows each of the
domains measured for those care recipients with a formal end-of-life care planning
document as compared with those without. On the individual domains the means of the
two groups were close in every case, and in four of the five domains, the mean was
higher for those with a planning document. Mean scores by domain range from 61 to 82
for those with formal end-of-life care planning document(s) and 59 to 79 for care
recipients without a formal end-of-life care planning document. Highest scores were in
the ‘social interaction’ domain and lowest were in the ‘enjoyment of activity’ domain.
Overall HRQOL for care recipients with a formal end-of-life care planning documents
(75) was only slightly higher than that of care recipients without a formal end-of-life care
planning document (72). Family caregiver HRQOL was also measured in this study using
the Short Form Health Survey 36-Version 2 (SF-36v2). These data will be analyzed and
reported in a future study.
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Figure 13. Perceived Care Recipient Health-Related Quality of Life, by Existence of
a Formal End-of-Life Care Plan1
90

80

Mean Scores

70
60
50
40

82

79

76
69

64

74 76

72

75

72

61 59
Formal End-of-Life Care
Planning Documents

30
20
10
0

No Formal End-of-Life Care
Planning Documents Known
to Caregiver

1

Mean Score by domain of the Alzheimer’s Disease Related Quality of Life (ADRQL)

An independent samples t-test was conducted to compare mean total HRQOL
between those with and without formal end-of-life care planning documents. There was
no significant difference between the mean total HRQOL scores for care recipients with
at least one formal end-of-life care planning document known to the caregiver (M=74.8,
SD=15.7) and for those with no formal end-of-life care planning document (M=71.7,
SD=17.6); t(63)=0.74, p=0.464. These results suggest that possessing a formal end-of-life
care planning document is not related to care recipient perceived HRQOL.
An independent samples t-test was also conducted to compare mean total HRQOL
for those with and without formal or informal end-of-life care plans. There was no
significant difference in mean total HRQOL scores between care recipients who
possessed formal or informal end-of-life care plans (M=74.8, SD=15.7) and those with no
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formal or informal end-of-life care plans known to the caregiver (M=69.6, SD=18.6);
t(63)=1.06, p=0.295. These results suggest that possession of a formal or informal endof-life care plan is not related to perceived care recipient HRQOL.
Relation Between Presence of End-of-Life Care Plans and Caregiver Self-Efficacy
Family caregivers rated their self-efficacy for surrogate decision making using the
Surrogate Decision Making Self-Efficacy Scale (SDM-SES). Higher scores indicate
higher levels of self-efficacy for surrogate decision making. Scores in this sample ranged
from 2.8 to 4 (M=3.66, SD=0.37) out of a possible 1-4.
An independent samples t-test was conducted to compare mean self-efficacy
scores for surrogate decision making between those with and without formal end-of-life
care plan. There was no significant difference in the overall mean caregiver self-efficacy
scores between care recipients with at least one formal end-of-life care plan (M=3.66,
SD=0.37) and for those with no formal end-of-life care plan known to the caregiver.
(M=3.68, SD=0.38); t(63)=0.17, p=0.866. These results suggest that having a formal endof-life care planning document is not related to family caregiver self-efficacy for
surrogate decision making.
An independent samples t-test was also conducted to compare mean self-efficacy
for those with and without formal or informal end-of-life care plans. There was also no
significant difference in the mean overall between mean family caregiver self-efficacy
scores between care recipients with formal or informal end-of-life care plans (M=3.68,
SD=0.38) and those with no formal or informal end-of-life care plan known to the
caregiver (M=3.60, SD=0.37); t(63)=0.73, p=0.470.
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Logistic Regressions
Logistic regressions were used to estimate the effect of the two factors: HRQOL
of the care recipient and family caregiver self-efficacy for surrogate decision making, on
rates of formal end of life care plans for older adults with dementia, while controlling for
eight covariates: care recipient characteristics: age, number of comorbidities, length of
time since diagnosis of cognitive impairment, institutionalized or non-institutionalized
status, and family caregiver characteristics: age, education level, income level, and length
of time in caregiving role. These eight care recipient and family caregiver characteristics
were selected for their possible impact on the presence of end-of-life care plans based on
current literature. As noted earlier, for a fitted regression model to be reliable, for each
predictor in the model there should be at least 10-20 observations having the less frequent
outcome.146 In the case of formal end-of-life care plans, there were 24 with the less
frequent outcome – not having such a plan. For this investigation, the limit was stretched,
and three predictors were allowed in the models. Logistic regressions were not able to be
conducted on the outcome of having a written and/or oral end-of-life care plan because
there were only 14 care recipients (22%) without a plan.
Bivariate tests (t-tests, Mann-Whitney U tests and chi-square tests) were carried
out first to see whether each of the eight covariates differed on the two outcome groups –
those with and without a formal end-of-life care plan. There was a significant difference
in the mean age between care recipients with formal end-of-life care plans (M=85.0,
SD=7.61) and those with no formal end-of-life care plan known to the caregiver
(M=79.0, SD=8.84); t(63)=2.87, p=0.006. There was also a significant difference in the
mean number of comorbidities between care recipients with formal end-of-life care plans
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(M=3.22, SD=2.08) and those with no formal end-of-life care plan known to the
caregiver (M=1.96, SD=1.65); t(63)=2.54, p=0.014. There was no significant difference
in the following family caregiver characteristics: caregiving timeframe (p=0.620); age
(p=0.399); education level (p=0.376); and income level (p=0.129), between care
recipients with formal end-of-life care plans and those without a formal end-of-life care
plan known to the caregiver. There was also no significant difference in the care recipient
timeframe for the dementia diagnosis (p=0.838) and in the care recipient’s
institutionalization status (p=0.966) between care recipients with formal end-of-life care
plans and those without a formal end-of-life care plan known to the caregiver.
Next, eight logistic regressions were conducted, with three predictors in each
model. In every case, the dependent variable was having a written end-of-life care
planning document or not. Two of the independent variables were always care recipient
HRQOL and family caregiver self-efficacy for surrogate decision making, while the third
independent variable was one of the eight covariates, cycling through each one of those
in turn.
The two predictors of interest, care recipient HRQOL and family caregiver selfefficacy for surrogate decision making were not significant predictors in any of the
regressions. In every regression, care recipient HRQOL had a very small positive effect
on the odds of there being a formal end-of-life care planning document, and self-efficacy
for surrogate decision making had a very small negative effect, but neither had a
statistically significant effect in any of the eight regressions.
Two of the covariates, however, did have significant estimated effects on the
outcome: age of care recipient (p=0.012) and number of comorbidities for the care
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recipient (p=0.021). The estimated odds ratio of 1.095 for the effect of the age of the care
recipient indicates that the probability of having a formal end-of-life care plan increases
as the age of the care recipient increases. (See Table 4)
Table 4. Logistic Regression of Existence of Formal End-of-Life Care Planning
Document on Care Recipient Age, Perceived HRQOL of Care Recipient and
Caregiver Self-Efficacy
Variables

p Value

Odds Ratio

Age of Care Recipient

0.012

1.095

ADRQL (perceived HRQOL of care recipient)

0.764

1.005

SDM-SES (caregiver self-efficacy for surrogate

0.795

0.832

decision making)

The estimated odds ratio of 1.426 as reported in the next table indicates that the
probability of existence of a formal end-of-life care planning document increases as the
number of care recipient comorbidities increases (Table 5).
Table 5. Logistic Regression of Existence of Formal End-of-Life Care Planning
Document on Care Recipient Number of Comorbidities, Perceived HRQOL of Care
Recipient and Caregiver Self-Efficacy
Variables

p Value

Odds Ratio

Number of Comorbidities of the Care Recipient

0.021

1.426

ADRQL (perceived HRQOL of care recipient)

0.587

1.009

SDM-SES (caregiver self-efficacy for surrogate

0.948

0.953

decision making)
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These results suggest that care recipient age and number of comorbidities are
related to the presence of at least one formal end-of-life care planning document. There
was no strong evidence in the results of the logistic regressions to support a relationship
between any of the six other covariates (care recipient’s length of time since diagnosis of
cognitive impairment (p=0.757) and institutionalization status (p=0.982) nor family
caregiver’s age (p=1.018), educational level (p=0.401), income level (p=0.168) or length
of time in caregiving role (p=0.588)) and the existence of a formal end-of-life care
document. These analyses were limited by the sample size (N=65). With a much larger
sample, both predictors of interest (HRQOL and self-efficacy for surrogate decision
making) would have been included with all eight covariates in the same model. Family
caregiver HRQOL was also measured in this study using the SF-36v2. Its effects on the
existence of an end-of-life care plan will be analyzed and reported in a future study.
Analysis of Formal Non-Planners
There were two family caregivers from the interview sample who reported not
having formal end-of-life care planning documents. The care recipient of the first
participant that will be discussed was enrolled in a PACE Program. However, this care
recipient was newly enrolled. Though there were no formal end-of-life planning
documents completed, advance care planning facilitators from the PACE Program had
already begun discussions about end-of-life planning. The family caregiver was able to
describe having already received the paperwork towards form completion. Though the
care recipient was incapable of making decisions at the time of the interview, the family
caregiver expressed that based on previous conversations with him, she had knowledge of
his desires for the end of life. She would then place in writing what she knew from these
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prior conversations concerning his wishes for end-of-life care, and would base her care
decisions on those wishes.
In her own words, this participant described herself as being “very capable” of
making decisions for her care recipient. Similarly, she rated her self-efficacy for
surrogate decision making score as 4.0, the highest level on the scale, confirming her
confidence in making decisions on behalf of her care recipient.
As she described her care recipient’s quality of life, she stated that “he has had the
best of it.” She then reflected on how he is “no longer the same person that he used to
be.” Using the ADRQL to rate her care recipient’s HRQOL she rated it at 67.6 out of 100
on the scale indicating a moderate HRQOL.
“End of life” for this family caregiver focused on after death. Based on the
interview it was clear that there was some confusion regarding a Last Will and Testament
as used for property distribution verses a living will to refer to healthcare wishes towards
the end of life. This became evident during the interview when the family caregiver was
asked about a living will, she expressed during the interview that she had recently
completed a “Will” on both herself and her spouse. However, when she described what
was entailed in the document it became clear to the researcher that she was referencing a
Last Will and Testament. On the survey, which listed various end-of-life care planning
documents, as well as documents of agency, she responded “none of the above.” She then
went on to inform the researcher that she had been provided information and had begun
conversations with PACE advance care planning facilitators toward form completion
regarding her care recipient’s healthcare decision making towards the end of life. Having
both sets of data (interview and survey) to compare and contrast in this way allowed the
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researcher to gain a better, more accurate, understanding of the family caregiver’s
understanding and interpretation of the important information in question. From these
data it was also clear that the process of documenting the care recipient’s wishes was not
hasty as time was being allowed for education to take place.
The other family caregiver who indicated that there were no formal end-of-life
care planning documents was caring for a loved one with memory loss who was
institutionalized in a long-term care facility. Self-reliance and advice from God through
prayer and supplication were described as sources when the caregiver was seeking help in
making decisions for the care recipient. This family caregiver described herself as being
capable of making decisions for her care recipient. The care recipient had previously
expressed her desires for the end of life. This family caregiver rated her self-efficacy for
surrogate decision making as 3.80 out of 4, a fairly high rating.
Quality of life was described as “everything being the best for her [care
recipient].” The care recipient’s quality of life was described as “wanting to get better.”
This was indicative that both the family caregiver and care recipient were not content
with the care recipient’s quality of life at this time. HRQOL for the care recipient was
rated as 65.29 out of 100, a moderate rating.
“End of life” to this family caregiver meant that “they [an individual] would not
be here much longer.” Advance directives and living wills were described as “a wise
decision” which would focus on preparation both before and after death. While no formal
end-of-life planning document existed the care recipient had previously expressed oral or
verbal wishes for the end of life. However, it was unclear if these wishes were regarding
before or after death.
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CHAPTER FIVE: DISCUSSION
This descriptive, correlational pilot study examined end-of-life decision making
for African American older adults with dementia by their family caregivers and measured
care recipient and family caregiver health-related quality of life (HRQOL) and family
caregiver self-efficacy for surrogate decision making. The primary objective of this study
was to better understand end-of-life decision making among African American family
caregivers of older adults with dementia. This discussion first addresses the
characteristics of the study sample as compared to national demographics of persons with
dementia and their family caregivers. Secondly, study analyses by specific aim with
consideration of current research in this area are addressed. Lastly, issues pertaining to
the research design of this study and directions for future research in this area are
addressed.
Population Characteristics
All care recipients in this study self-identified as Black or African American, a
racial group recognized as being at high risk for the development of dementia, as
compared to Caucasians.27 Family caregiver and care recipient characteristics in this
study closely resemble national data, as family caregivers in this study were mostly
female, married, and have a college education.27 The majority of care recipients in this
study were ages 70 to 99 years. From a national perspective, those suffering with
dementia are most often 75-85 years or older.27 Vascular dementia is the form of
dementia most commonly seen in African Americans.51 However, in this study only
about one quarter of care recipients were reported to be diagnosed specifically with this
form of dementia. The majority were described as having either Alzheimer’s disease or
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unknown/unclassified. This may be due to a lack of specific testing required for diagnosis
to determine the specific type of dementia or because data were all self-reported by the
family caregivers, thus challenges may exist with validity and data accuracy.131
African Americans with dementia tend to reside in a family home with loved
ones, rather than in nursing homes.169 They are also more likely to be cared for by loved
ones outside of nursing homes.101-103 Data from this study were consistent with national
data as the majority of care recipients were non-institutionalized (83.1%). However, it is
noteworthy that 24.6% of care recipients in this study were enrolled in a Program of AllInclusive Care for the Elderly (PACE) Program, decreasing the likelihood of residence in
an institution.
Specific Aim 1
According to the recent 2014 Institute of Medicine report on Dying in America,
death remains a deeply personal experience.2 The growing cultural diversity, inclusive of
larger numbers of African American older adults in the population in the U.S. was part of
the contextual factors in support of the development of this report.2 This makes it ever
more important for healthcare providers to approach all patients as individuals , without
assumptions or judgment regarding care choices they might make.2 As seen in this study,
understanding and meaning of end-of-life terminology differs. Understanding of
healthcare terminology is important as it relates to end-of-life planning, particularly
among Blacks.6 African American family caregivers in this study demonstrated that they
are engaged in end-of-life decision making for their loved ones with dementia. This was
demonstrated by high completion rates of both formal end-of-life care planning
documents and documents of agency. Additionally, informal plans existed at a high rate
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(57%), even in the absence of formal documentation in this study. For these family
caregivers, end-of-life decision making was family centered and involved communication
with healthcare providers as a resource. These findings were in keeping with other
recently published literature.130,170 This serves as a reminder for healthcare providers to
focus on specific needs of the individual and families.
There are often inconsistencies with healthcare providers’ expectations regarding
understanding of end-of-life terminology and that of patients and families. Healthcare
providers must be open to educating patients and families on this subject as well as
patients and families being receptive to this education. This consideration should be
recognized by healthcare providers as a preference of the individual and family and
honored when possible. In instances where issues exist with disconnection in care
provision or communication, healthcare providers need to recognize that this may be a
potential difference in understanding. Healthcare providers also must be prepared to
ensure that patients and families are thoroughly educated on what the provider is
referencing when terms such as ‘end of life’ are used in the healthcare setting/context. As
seen in this study, definitions varied and a more complete picture could be given once
healthcare providers and patients/families understand each other.
Characteristics of the group of family caregivers in this study are somewhat
unique in relation to rates of end-of-life planning and its process. Most often when
researchers measure the presence or absence of an end-of-life care plan, most included
possession of a power of attorney, health care surrogate (POA/HCS), or guardianship
form.118,171 Because of the nature of a diagnosis such as dementia, recognition of the need
for an individual to make decisions on behalf of the person with dementia, either
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immediately or in the near future, is highly likely.172 While having an assigned POA/HCS
or guardian is an extremely important step in the right direction, these forms did not
always ensure that there were formal or informal end-of-life care plans in place for the
care recipient with dementia. Also, because data collected were self-reported and did not
explore details contained within the advance directives themselves, specifics on what the
plans entailed remained unknown.
For the process of assigning names to the groups of documents identified in this
study as formal end-of-life care planning documents or documents of agency, expert
advice was sought via written communication (April 2016) from attorney and partner of
the international healthcare law group McGuire Woods, LLP Mr. Nathan Kottkamp. To
help ensure clarity of understanding, the researcher sought advice from Mr. Kottkamp
regarding the grouping and naming of the formal documents referenced in this
dissertation. Mr. Kottkamp is based in Richmond, Virginia and is the founder and chair
of National Healthcare Decisions Day®,173 an event held in the United States on the day
after taxes are due each year in April.173 It is a day set aside to remind the public as well
as healthcare providers of the importance of advance care planning through education,
inspiration, and empowerment.173 This initiative seeks to encourage patients to express
their healthcare wishes and for providers to respect them, regardless of what they are.
While there are various ways to document one’s healthcare wishes for the end of
life, access to this information remains an issue. It is important for surrogate decision
makers to be aware of the existence of formal end-of-life planning documents, their
location and the details therein. Black et al172 confirmed that the usefulness of an advance
directive is limited to its content. Therefore, it is important that family caregivers are also
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aware of the details within the existing end-of-life care planning document. In addition to
the benefits of completing such a document, individuals and families may choose to
upload advance directives to the National Living Will Registry®.174 This may help to
ensure documents are stored; however, they must remain updated at least annually or
when there is a change in an individual’s health condition. However, costs that may be
associated with this service may be a barrier to use for some individuals and families.
Average completion rates of formal advance care planning documents among
African Americans are low.118,130,171,175 Higher than normal averages of both formal endof-life care planning documents and documents of agency completion seen in this
dissertation are potentially due to the dementia diagnosis and the lack of (or impending
lack of) decision-making capacity that characterizes this disease. Additionally, the
inclusion of PACE participants may have increased the number of care recipients with
formal end-of-life care plans because of a focus in this program on including end-of-life
discussions early on in the plan of care. However, the study results are evidence to
support possible new trends in improvements in end-of-life planning among African
Americans.176 This information provides hope regarding this important healthcare
outcome. For these individuals, dementia may add another layer of complexity to
disparities in medical decision making faced by racial and ethnic minorities such as
African Americans.2 Potential factors related to these differences were previously
discussed in the literature review section (Chapter II).
End-of-life planning among the group of African Americans with dementia
referenced in this study contradicts what is often found in healthcare literature. Reasons
for this finding are possibly multifactorial and include: 1) all care recipients had
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dementia, 2) influence of PACE Program advance care planning policies, and 3) only
African Americans were studied, as there was no comparison group. African Americans
when compared to non-African Americans, particularly Caucasians, may continue to fall
short in terms of end-of-life planning. However, these results and that of a recent
dissertation study176 support that there may be a shift in end-of-life planning among
African Americans for the better. This change will hopefully result in improvements in
death experience for these individuals as well as those who love and care for them.
Specific Aim 2
Family caregivers in this study rated their care recipients’ overall HRQOL as
high. For the group of African Americans studied in this dissertation, unlike in other
research studies, the numbers of those with formal or informal end-of-life care plans were
also high. Nevertheless, those two outcomes were not found to be related. The mean
overall HRQOL for care recipients with a formal end-of-life care planning document (75)
was only slightly higher than that of care recipients without a formal end-of-life care
planning document (72). There was no statistically significant difference in mean total
HRQOL scores for care recipients with at least one formal end-of-life care planning
document and those with no formal end-of-life care planning document known to the
caregivers. It must be noted however, that the family caregiver’s perceived HRQOL for
the care recipient at the time of completion of the end-of-life care plan document was
unknown, and it is possible that that would be related to the existence of a plan. A
specific question is whether a particular level of perceived HRQOL triggers the
completion of an end-of-life care plan.
In a study of African American dialysis surrogates’ predictions of end-of-life
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preferences for their loved ones Song et al177 found that when care recipients preferred
comfort care (67.2%-69%), family caregiver predictions were congruent only 34.5% of
the time. This level of inaccuracy towards goals of care persisted even when surrogate
self-efficacy levels were high.177 These findings further stress the need for formal end-oflife care planning as documented evidence of understanding of care recipient preferences
as oftentimes assumptions may be inaccurate, resulting in failure to honor a loved one’s
healthcare wishes towards the end of life.
Impact of Program of All-Inclusive Care for the Elderly
Among care recipients who were enrolled in PACE programs, only one did not
have a formal end-of-life care plan. However, this individual was newly enrolled. The
family caregiver confirmed that conversations were already underway regarding end-oflife planning for the care recipient. This finding was indicative of the efforts of PACE
programs to address this important decision in advance of imminent death or further
decline in health. The model of care used at PACE programs involves a holistic care team
that includes a social worker, chaplain, nurse and physician, all whom can be involved in
the advance care planning process. With the PACE model, participants and their families
are provided the opportunity to begin the end-of-life planning process and ask questions.
This includes the ability to revisit plans as needed. Assistance with actual form
completion is also provided. This is done without the usual time pressures as in acute care
settings, during serious illness or imminent death. In addition to this finding, family
caregivers of loved ones enrolled in PACE programs were well versed on meaning of
words commonly associated with end of life and end-of-life planning, more so than those
family caregivers who were not. An example of this is that those family caregivers
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associated with PACE programs often spoke comfortably about death and their care
recipients’ wishes towards the end of life. This model should serve as an exemplar for
healthcare organizations to consider.
Findings of this pilot study provide empirical evidence to support the fact that
African Americans do plan for the end of life. As seen in this study, this plan sometimes
includes a completed document and other times oral or verbal discussion with loved ones.
The latter, if nothing else, provides a basis on which family caregivers can make
decisions that are somewhat aligned, as best they can, with the values of their loved ones.
Armed with this information, family members can potentially feel less regretful of their
decisions as healthcare providers provide direction based on the medical status of their
loved one. This study consisted entirely of family caregivers for an individual with
dementia. Evidence exists that this can be a game changer when it comes to end-of-life
planning and decision making. With this disease, the older adult with dementia and or the
family caregiver is usually made aware that the care recipient’s capacity for decision
making has ceased or will cease to exist in the future. This is also true for almost any
end-stage chronic disease (and also some acute) which results in death, as the likelihood
is great that many individuals will one day require a trusted family member or friend to
make very important (life and death) decisions on their behalf.
Programs such as PACE are influential in ensuring that end-of-life education and
follow through on completion of advance care planning documents (formal end-of-life
care plans) are a priority.82 In the current study, PACE enrollees were more likely to
have an end-of-life care plan document than those not enrolled in PACE (75% for PACE
enrollees, 59.2% for those not in PACE). In the general U.S. population, persons who are
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institutionalized are more likely to have a plan,139,140 These findings support the benefits
of the end-of-life planning support offered by PACE Programs to assist in meeting the
end-of-life wishes of PACE participants and their loved ones. In this study, family
caregivers of PACE enrollees often spoke highly of the PACE social workers and nurses
and of the education and support which they have received from them on a continued
basis.
During participant interactions where care recipients were enrolled in PACE
programs, family caregivers were more apt to communicate their care recipients’ end-oflife wishes with confidence. This finding may be because PACE programs offer to assist
their participants and families with addressing and revisiting this process. For example,
according to Director of Advance Care Planning, Carol Wilson, (written communication,
April 2016) with Riverside Health System Center for Excellence in Aging and Lifelong
Health, advance care planning facilitators are certified through Respecting Choices®.178
Respecting Choices is an evidence-based advance care planning model of care that
provides a coordinated, systematic approach to transforming care.178 It is used by many
healthcare systems nationally and internationally.178 Trained facilitators at Riverside
PACE Programs are typically social workers and chaplains. Nurses are also sometimes
trained. It is recommended that PACE physicians and nurse practitioners attend the
Respecting Choices® Training Program in its entirety. According to Ms. Wilson, through
a very coordinated effort, PACE has devised a process of identifying existing plans such
as advance directives, medical power of attorney, Physician Orders for Scope of
Treatment (POST) at or before enrollment. This promotes strategic maintenance of such
important documents. Also according to Ms. Wilson, (written communication, April
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2016) the healthcare provider (physician or nurse practitioner) completes a clinical
assessment, discusses the care recipient’s condition and establishes the care recipient’s
goals as longevity, function or comfort. The goal is that there is an explicit agreement on
an advance care plan within 30 days of enrollment. For instance, family caregivers with
loved ones enrolled in PACE programs were well educated on the subject of end-of-life
planning. Therefore, they knew that when a healthcare provider asked about end-of-life,
they were referencing plans before death.
Originally included in the 2010 Patient Protection and Affordable Care Act, a
provision for healthcare provider reimbursement for advance care planning was removed
due to the association with “death panels” as hailed by a group of pundits, bloggers, oped writers, talk-show hosts and legislators.2 However, as of January 1st 2016, Centers for
Medicare and Medicaid Services permits healthcare providers to include and bill
Medicare beneficiaries for advance care planning.179 Any coinsurance and deductible are
waived if the advance care planning occurs as part of their annual wellness visit.179
Conceptual Framework Revisited
The Dimensions Associated with Decision Making at the End of Life of a Relative
with Dementia,180 was used to develop the Framework of End-of-Life Decision Making
in Dementia by Family Caregivers which guided this study. According to this framework
care recipient quality of life was central to the decision-making process.180 This concept
was recognized as important as described by family caregivers qualitatively. Quantitative
measurements revealed that the mean overall HRQOL for care recipients with a formal
end-of-life care planning documents was only slightly higher than that of care recipients
without a formal end-of-life care planning document. However, no significant
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relationship was found between the existence of a care plan and the family caregiver’s
perceived HRQOL for the care recipient, as measured at the time of this study. It is still
possible that there is a relationship between the existence of an end-of-life care document
and the HRQOL, if the latter is measured at the time the end-of-life care document is
created. In this study sample, age (demographics) and number of comorbidities (general
health) of the care recipient were significantly associated in the model with the existence
of a formal end-of-life care planning document.
Dementia, Age, and Comorbidities
The 2014 Institute of Medicine report on Dying in America, focuses on changing
demographics including an aging society, a more culturally diverse and vulnerable
population.2 In this dissertation study, because of the focus on family caregivers of
persons with dementia, there was a particular tendency to need a surrogate decision
maker and/or end-of-life care plans due to the diagnosis of dementia and concomitant
advanced age of the care recipients. Older persons tend to have higher rates of chronic
conditions.138
Dementia is primarily a disease of old age.2 As demonstrated in this study,
increased age was estimated to raise the likelihood care recipients possessed a formal
end-of-life care planning document. Perhaps, the older care recipients were, the more
ill/frail they were, prompting a need for advance care planning. Increased numbers of
comorbidities also correlated with increased formal end-of-life care plan completion.
Increased comorbidities may also make frailty of the older adult more obvious and thus
increased the expectation of the future (or near future) need for surrogate end-of-life
decision making. Also, increased comorbidities may increase the need for more medical
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specialists on the care recipient’s healthcare team, increasing the likelihood of end-of-life
planning being discussed and documented. While care recipient age and number of
comorbidities might be expected to be correlated as they represented two measurements
of the same influence, in fact, the correlation between them was 0.007.
Study Limitations
Although these results show huge promise in increased end-of-life planning
among African Americans, some limitations are noted. Participant recruitment, socially
desirable responses, and limits with the study design were inherent limitations that reduce
generalizability of this study.
Participant Recruitment
Challenges persist with recruitment of African Americans into research studies
because of potential distrust/mistrust of the U.S. healthcare system.10-19 This may have
inhibited some persons from participating in this dissertation study. The strategic
selection of the study recruitment sites (because of the higher numbers of African
American in the populations) and lower care recipient age limits was an attempt to offset
this issue. The snowball method of recruitment was adopted as a strategy to seek
potential participants. Racial similarity of the researcher to potential participants may
have served as a positive component for establishing and maintaining a trusting
relationship.
The researcher found that community engagement was hugely beneficial to
recruitment among African Americans. Opportunities such as health fairs and other
community-based events provided prime opportunities for accessing this population. This
method allowed potential study participants to remain in a non-threatening environment
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allowing for open sharing of information. Additionally, the researcher was also Black and
this may have facilitated the recruitment process or reduced barriers of discussing this
sensitive issue of end-of-life decision making.
Limits of Study Design
Data collection for this study was cross-sectional. One point-in-time measurement
does not capture the dynamic fluctuation of uncertainty across trajectory, and any
significance determined in this pilot study, must be interpreted with caution.181 Further
research is critical to understanding this experience longitudinally, along with knowledge
of the stage of dementia at the time of data collection.181 This study crossed several
geographic communities, resulting in little time for the study nurse to establish
relationships in them all (as suggested by Corbie-Smith et al., in 2007).161 However,
careful consideration was placed on courtesy and respect with all participants. Mixed
methods analysis is time intensive,142 as such time had to be allocated for this process.
Therefore, the researcher placed much effort into organizing around time and details of
this study.
The researcher conducted all data collection for consistency. Timing of everyday
calendar events and other life experiences such as holidays, family member visits or
childbirth were used to assist caregivers in accuracy of recall for timing of memory
loss/diagnosis of dementia in the care recipient. The small sample size limits
generalizability, but will likely provide valuable data and information for improvements
for a larger, fully-powered, more rigorous study.
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Collection of Socially Desirable Responses
For this study six strategies were delineated based on lessons learned in studies
conducted by Shavers-Hornaday and Lynch,182 and by Yancey, Ortega, and
Kumanyika183 These strategies included: 1) the researcher uniformly conduct all
interviews; 2) qualitative and research practicum coursework provide insight into and
opportunities to conduct the interview process; 3) attention paid to researcher selfawareness by withholding what could have been perceived as decisional cues; 4) special
attention given to wording of questions on the study forms and Interview Guide to help
ensure that they remain non-biased; 5) avoidance of verbal and nonverbal prompts during
the interview process to circumvent any suggestions as to which responses were
considered more appropriate; and 6) prior to the interview, participants were reminded to
report authentic responses regardless of any perceived threats of judgment.
Conclusions
This dissertation contributes to the growing body of literature on end of life in
African Americans. Findings revealed high completion rates of formal end-of life care
planning documents (advance directives, living will, DNR, and /or POST forms) as well
as documents of agency (power of attorney/healthcare surrogate or guardianship forms)
in this group of African American older adults with dementia. Mean scores for care
recipient HRQOL as measured by the ADRQL, and for family caregiver self-efficacy for
surrogate decision making as measured by the SDM-SES, were also high. However, no
significant relationship was found between the existence of a formal end-of-life care
planning document and either care recipient HRQOL or family caregiver self-efficacy for
surrogate decision making. Age and number of comorbidities of the care recipients did
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have significant estimated effects on the outcome of having a formal end-of-life care
plan. Specifically, the probability of having a formal end-of-life care plan was estimated
to increase as the age of the care recipient and the number of comorbidities increase.
High rates of oral/verbal end-of-life care plans were also observed in this sample.
Evidence of differences in meaning of end-of-life terminology was demonstrated
through qualitative interviews. Study participants provided empirical evidence that endof-life decision making in this population of African American older adults with
dementia is a process which involves family members and multiple resources such as
healthcare providers, reliance on faith or spirituality, and past experiences. This study is
the initial work of this researcher towards a future research trajectory focused on this
important healthcare outcome.
Implications for Future Research
The population of focus for this dissertation study is African American/Blacks as
they represent a very specific subset of society that remains significantly understudied,
particularly as it relates to end-of-life planning. Evidence supports recognition of nurses
along with the remainder of the healthcare team as key influencers to this decisionmaking process. Therefore, involvement of physicians, social workers, chaplains, and
healthcare administrators is important towards improving this healthcare outcome.
Particularly, among African Americans, key community stakeholders such as church
leaders (pastors, priests, deacons, and elders) may be instrumental in accessing this
population. These individuals have a unique ability to “open doors” to this population and
encourage those in it towards improving health outcomes. Thus programs offered by
churches that focus on starting and maintaining the important conversations can be
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beneficial to improving end-of-life planning. An example of this is the Faith to Fate
Advance Care Planning Initiative that targets African Americans via local churches in
Richmond, Virginia via a locally accessible, affordable, legally assisted advance care
planning program. According to program director, Ivan Tolbert, this award-winning
program has assisted 450 individuals in legally completing their advance care planning
documents free of charge (written communication, May 2016).
Empirical evidence exists as proof of the impact of end-of-life education
interventions. In a longitudinal study containing 141 African American patients with
renal failure (67.4% of the sample) and 142 of their surrogates, researchers using the
Sharing Patient’s Illness Representations to Increase Trust (SPIRIT) program educated
dialysis dyads and found an association between dyad preparation for end-of-life decision
making and surrogate bereavement outcomes.184 This was also observed in a preceding
randomized control trial of SPIRIT in a population of African Americans.124,184 In both of
these studies success of this program was attributed to the fact that the focus was on
assisting patients and surrogates to discuss possibilities of end-of-life decision making
and feelings about options near the end of life versus advance directive completion.124
However, additional work testing a community-based end-of-life education program in
dementia is warranted. Such a program can potentially meet individuals and families as is
convenient and comfortable for them. More importantly, studies may be required to
examine perceptions of end-of-life education further in dementia family caregivers
longitudinally to determine family caregiver outcomes of end-of-life planning for
themselves in relations to end-of-life experiences for those whom previously served as
surrogate decision makers. Additionally, details contained within the formal end-of-life
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care planning documents need to be examined by researchers. If these high rates of endof-life planning among African American dementia family caregivers hold true in fully
powered studies, this subset of individuals may serve as exemplars for other groups of
African Americans as well as other ethnicities.
One poignant reminder of the fatality of dementia was the fact that the researcher
(unprompted and unsolicited) received reports of the demise of two care recipients whose
family caregivers were previously enrolled in this study. A recent, refreshing, reminder of
improvements in death outcomes due to dementia was a retrospective decline in the
dementia risk in the Framingham Heart Study.185 Satizabal et al185 reported in April 2016
that Framingham Heart Study researchers noted a decline in the rate of dementia cases
among 60+ year old study participants who had at least a high school education.185 This
progressive risk reduction was measured over three decades (1975-2005) and
contributing factors towards this decline remain largely unexplained.185 Specific racial
demographics of this sample with this positive outcome were not reported.185 Literature
remains sparse as it relates to specific demographic characteristics on African Americans
with dementia, therefore more research is needed to provide this information.27
Future Research
Findings from this study support the statement from the 2014 Institute of
Medicine report on Dying in America2 that quality and availability of medical/social
services for patients and families may enhance quality of life through the end of life.2
Also in keeping with the findings of this landmark report, this dissertation study also
supports the foundation for effective communication is that the meaning patients and
families attach to healthcare terminology should be aligned with the healthcare providers’
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understanding of the terminology.2 Results of this study provide a basis for future
interventions studies to help empower African Americans caring for older adults with
dementia to make more informed, timelier end-of-life decisions. Further data are needed
to examine the number of African Americans with dementia with advanced care plans,
whether or not they are associated with a healthcare facility (daycare or long-term care)
and compare these findings with their quality of life as perceived by their family
caregivers. The results of this study will inform a program of research that will provide
the basis for future interventions to help empower African Americans caring for their
older adults with dementia to make more informed, timelier end-of-life decisions.
In addition to future research based on findings from this analysis, data collected
during this study on HRQOL in dementia family caregivers will be analyzed. These data
were collected using the Short Form Health Survey version 2 (SF-36v2) and will be
compared and contrasted with the qualitative data collected on family caregiver HRQOL
and also the results presented in this dissertation. Additionally, this work will be used to
help to provide additional data to support the results of existing research on distance
caregiving based findings from a recent systematic literature review.186
The importance of the knowledge gained from this pilot study is potentially large.
Knowledge gleaned can provide a means by which to personalize the approach used to
address end-of-life care in the African American dementia population. It is hoped that by
gaining insight on this subject, this program of research will assist African American
individuals in making informed end-of-life care choices in a timely manner. By honoring
the wishes of care recipients near the end of life within this dementia population other
members of the family unit may be compelled to make necessary plans for the end of
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their own lives. Another benefit of the knowledge gained may assist researchers in
developing and testing a culturally tailored intervention specific to the needs of this
African American population. These study findings provided both quantitative and
qualitative data that can assist healthcare providers in improving the care that African
American care recipients with dementia receive.
The benefits greatly outweighed the risks for this non-invasive, cognitivebehavioral, pilot study. There is a chance that participation in the interview was cathartic
for some individuals enrolled in the study. This process might also motivate some family
caregivers to begin to address the issue of end-of-life care for their care recipient. If
family caregivers are able to observe a more peaceful death experience in their care
recipient, this may inspire them to make arrangements for their own end-of-life care in
advance. This would be an added, but not immediate, potential benefit of being a
participant in this study.
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Appendix A
INTERVIEW GUIDE

Sample Semi-Structured Interview Questions

1) How do you know when you need to make a decision for [your family member]
with memory impairment?
2) How do you obtain information to make an informed decision?
3) How do you weigh the risks and benefits of various treatment options?
4) How capable do you feel that you will make the best decisions for [your family
member] with memory impairment?
5) If the point came in which [your family member] was not able to express his/her
preference for treatment, how would you know what treatment options (e.g. use of
breathing machines, feeding tubes, antibiotics, IV fluids, CPR, chest compressions,
tests or procedures, surgeries) [your family member] would choose?
6) Health care providers (nurses and doctors) often use the term “end of life.” What
does this term mean to you?
7) When you hear the term ‘end of life’, do you automatically think of before death or
after death, (or both)?
8) They often use the terms ‘advance directive’ or ‘living will.’ What do these terms
mean to you?
9) What does ‘quality of life’ mean to you?
10) How do you rate your quality of life? And your loved one’s?

Closure Questions:
What advice would you give to other family caregivers who are in a position similar to
yours?
What advice would you give to healthcare providers who care for people with memory
impairment as their family members?
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Appendix C
Study Flier

Decisions for African American Older Adults with
Dementia

Are you a family caregiver for an African American older adult with
dementia? If so, you may be eligible to participate in a study to examine how
you plan to make decisions for your older adult loved one near the end of his
or her life. Karen Moss, School of Nursing PhD Candidate of the University of
Virginia, is conducting this study.
1.5 hours of interview time required
$10 Visa gift card for family caregiver participant
Contact Information
For more information please contact principal investigator:
Karen Moss, MSN, RN, CNL
McLeod Hall
PO Box 800782
202 Jeanette Lancaster Way
Charlottesville, VA 22908-0826
Tel: 407-765-2416
Email: kos2fr@virginia.edu
o IRB-SBS #2014-0462-00 (University of Virginia)
o IRB # 0000-0000 (Riverside Health System)
Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416
Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Decisions for African Americans with
Dementia Study
Contact: Karen Moss
407-765-2416

Your participation is greatly appreciated.
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Appendix D
Recruitment Email

The following IRB-approved statement was shared via email and used along with
the IRB-approved study flier to provide potential participants and community
partners with details on the study:
"Are you a family caregiver for an African American older adult with
memory loss? If so, you may be eligible to participate in a study to examine
how you plan to make decisions for your older adult loved one near the end
of his or her life. This study will require about one and half hours of your
time. A thank you gift in the form of a $10 Walmart gift card will be given to
you in gratitude for your time. If you or someone you know meet these
criteria, please contact me, Karen Moss, School of Nursing PhD Candidate
of the University of Virginia by telephone at 407-765-2416 or by email at
kos2fr@virginia.edu.”
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Appendix E
Note of Thanks – Community Partners

January 11th 2016

Dear [Individual’s Name Here]:
It is with heartfelt thanks that I write.
Words can hardly express the gratitude I have for all that you did to assist me in
recruiting study participants for the Decisions for African American Older Adults with
Dementia Study. We were successful in recruiting a total of 65 dementia caregivers. The
study is now officially closed to recruitment as I am currently analyzing these data.
I am optimistic that the study results will serve as evidence towards understanding and
making improvements towards end-of-life planning. The possibility of which could not
have occurred were it not for the support you offered to assist in this important process.
With this, I say thank-you and wish you [and your organization] continued success for
the church in 2016 and beyond!
Please confirm receipt of this email.
Karen Moss
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Appendix F
ELIGIBILITY SCREENING FORM
ID#: __________
Date: _________

Decisions for African American Older Adults with Dementia Study
Principal Investigator: Karen O. Moss, MSN, RN, CNL

INCLUSION/EXCLUSION CRITERIA FINAL CHECKLIST
Directions: Please check ( ) and complete the following as a final check for
study enrollment for this family caregiver:

Inclusion Criteria for Older Adult: (All must be met)

☐Confirmed diagnosis of dementia (any form)
[Diagnosis: ___]
☐African American/Black race by family caregiver self-report [Self-report: __]
☐ 55 years or older at enrollment
[Date of Birth: ___]
☐Possess a family caregiver
[Family caregiver:___]
Inclusion Criteria for Family Caregiver: (All must be met)

☐Read and speak and understand English language
☐An assigned family caregiver (direct or indirect) for an older adult with
dementia
☐African American/Black race by self-report
☐At least 21 years of age
Exclusion Criteria for Older Adult: (If any, then exclude)

☐ Current hospitalization with a life threatening illness
☐Actively dying
Exclusion Criteria for Family Caregiver: (If any, then exclude)
The presence of cognitive impairment

☐

Summary: Subject is eligible?

☐ No
☐ Yes
Investigator’s Signature: ___________________________
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Appendix G
FAMILY CAREGIVER INFORMATION FORM (FCIF)
ID#: ___________
Date: ___________

Decisions for African American Older Adults with Dementia Study (DAADS)
Principal Investigator: Karen O. Moss, MSN, RN, CNL
Administrative Site: University of Virginia
Department: School of Nursing
Address: Charlottesville, VA 22908-0782

Instructions: Please provide some background information about yourself by checking
()
your response. If you do not care to answer a question, leave it blank.

GENERAL INFORMATION ABOUT YOU
1. What is your gender? (0) Male ____ (1) Female ____
2. What is your marital status? Are you:
0) Single (never married) ____
1) Separated or divorced (not living with a husband / wife) ____
2) Married (living with a husband / wife) ____
3. How old were you at your last birthday? ____
4. What is the annual income of your family?
__0) under $10,000
__1) $10,000 - $24,999
__2) $25,000 - $39,999
__3) $40,000 or more
5. What is your current employment status?
__0)
__1)
__2)
__3)
__4)

Employed at a job for pay, full-time
Employed at a job for pay, part-time
Homemaker, not currently working for pay
Not currently employed, retired
Not currently employed, not retired

6. How many years of school have you completed?
(choose only one)
0)
1)
2)
3)
4)

6th grade or less
7th – 12th grade
High school graduate
Some college
College graduate
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5) Graduate school graduate
6) Some post graduate study
7) Other
_______________________________________________________________
please explain

7. Type of insurance coverage
__ 0) Public (Medicare/Medicaid)
__ 1) Private
__ 2) Military
__ 3) None
8. You consider yourself to be of which of the following ethnic backgrounds (Please
CHECK ALL that apply):
__ 0) African
__ 1) African American
__ 2) Caribbean
__ 3) Hispanic
__ 4) Latino
__ 5) Unknown
9. How far must you travel for EMERGENCY medical care? In answering this question
think about a potential emergency such as a serious cut from broken glass. How far
(ONE WAY) must you travel to get assistance such as stitches? Please try to be as
accurate as possible when recording the distance, for example 8 city blocks or 3 ¾
miles, etc.
___ Number of Miles (one way)
___ Approximate Travel Time (one way)
10. I would describe myself as living: (Please CHECK only ONE response)
__ 0) rural
__ 1) urban
__ 2) suburban
11. How hard is it for you to pay for the very basics like food, housing, medical care, and
heating? Would you say it is:
__ 0) Not difficult at all
__ 1) Not very difficult
__ 2) Somewhat difficult
__ 3) Very difficult
12. How many people are living in your home excluding yourself? _________person(s)
13. Do you have any of the following written documents indicating your preferences for
life-sustaining treatments for yourself?
__ 0) Advance directive
__ 1) Living Will
__ 2) Do Not Resuscitate (DNR) order
__ 4) Physicians Orders for
__ 3) Designated Power of Attorney or health care surrogate
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__ 4) None of the above
14. Have you ever expressed verbal/oral/by mouth wishes or desires for your healthcare
decisions in if you develop a life-limiting illness/disease?
__ 0) No
__ 1) Yes

INFORMATION ABOUT YOUR CARE RECIPIENT
Instructions: Please provide some background information about your older adult care
recipient by checking () your response. If you do not care to answer a question, leave
it blank.

15) What is your relationship to the older adult with memory loss?
__ 0) Spouse
__ 1) Daughter
__ 2) Son
__ 3) Other relative
__ 4) Friend/neighbor
__ 5) Other
16. What is the age of your older adult care recipient (in years)? _________
17. What is the gender of your care recipient? (0) Male ____ (1) Female ____
18. Your care recipient is considered to be of which of the following ethnic backgrounds
(Please CHECK ALL that apply):
__ 0) African
__ 1) African American
__ 2) Caribbean
__ 3) Hispanic
__ 4) Latino
__ 5) Unknown
19. What is the length of time since your care recipient was diagnosed with memory
loss? (provide number of months or years) ______months OR ______years
20. Which kind of memory loss does your care recipient have?
__ 0) Alzheimer’s Disease
__ 1) Vascular Dementia
__ 2) Dementia with Lewy Bodies
__ 3) Mixed Dementia
__ 4) Parkinson’s Disease
__ 5) Frontotemporal Dementia
__ 6) Creutzfeldt-Jakob disease
__ 7) Normal pressure hydrocephalus
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__ 8) Huntington's Disease
__ 9) Wernicke-Korsakoff Syndrome
__ 10) Unclassified
__ 11) Unknown
21. What is your care recipient’s current stage of memory loss?
__ 0) Unknown
__ 1) Early Stage
__ 2) Middle Stage
__ 3) Late/End Stage

22. Does your care recipient have any of the following other medical conditions?
__ 0) None
__ 1) Diabetes
__ 2) Hypertension (High Blood Pressure)
__ 3) Hyperlipidemia (High Blood Cholesterol)
__ 4) Heart disease (Heart Attack, Heart Failure)
__ 5) Cerebrovascular disease (Stroke)
__ 5) Cancer (any form)
__ 6) Please list any other medical conditions
________________________________________________
___________________________________________________________________
23. How long have you been a caregiver for you older adult with dementia? (provide
number of months or years) ______months OR ______years

Thank you
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Appendix H
ID#: __________
Date: _________

Decisions for African American Older Adults with Dementia Study
(DAADS)
Principal Investigator: Karen O. Moss, MSN, RN, CNL
Administrative Site: University of Virginia
Department: School of Nursing
Address: Charlottesville, VA 22908-0782

DOCUMENTATION FORM OF END-OF-LIFE CARE PLANS (DF-EOLCP)

Please provide the most accurate responses to the following statements:
1. Has your older adult care recipient with memory impairment signed any of the
following written documents (a written document indicating his/her preferences for lifesustaining treatments)?
__ 0) Advance Directive
__ 1) Living Will
__ 2) Do Not Resuscitate (DNR)
__ 3) Designated Power of Attorney or Health Care Surrogate
__ 4) Physician Order for Scope of Treatment (POST)
__ 5) None of the above
__ 6) Other handwritten or typed document
__ 7) Other
____________________________________________________________________
please explain

2. If your older adult care recipient has any one of the above documents, where is the
document kept?
__ 0) Secured at home
__ 1) Secured in a deposit box (outside of home)
__ 2) Lawyer or attorney
__ 3) With a family member
__ 4) With a friend
__ 5) Kept by a religious leader (priest, pastor, etc.)
__ 6) In a bible
__ 7) Not applicable, there is no such document
__ 8) Other ________________________________
3. Does any of the following persons have a copy of your older adult’s end-of-life plan?
__ 0) Healthcare provide (physician, nurse practitioner etc.)
__ 1) Lawyer or attorney
__ 2) Religious leader (priest, pastor, etc.)
__ 3) family member
__ 4) friend
__ 5) Not applicable, there is no such document
__ 6) Other ________________________________
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4. Has your older adult care recipient expressed verbal/oral wishes or desires for
healthcare decisions in the face of serious or life-threatening illness?
__ 0) No
__ 1) Yes
__ 2) Unknown
5. Have you and your family discussed verbal/oral wishes or desires for healthcare
decisions for your older adult care recipient in the face of serious or life-threatening
illness?
__ 0) No
__ 1) Yes
__ 2) Unknown
6. If there has been formal or informal end-of-life care plans for your older adult care
recipient, when did these plans occur?
__ 0) in the past month
__ 1) in the past 6 months
__ 2) in the past year
__ 3) 1-3 years ago
__ 4) 3-5 years ago
__ 5) 5-10 years ago
__ 6) 10 or more years
__ 7) Not applicable, there is no plan
__ 8) Other_______________________________
__ 9) Unknown
7. If there are end-of-life plans for your older adult care recipient can you recall what
stage of memory loss was he/she at during the time when these plans were made?
__ 0) Unknown
__ 1) Early Stage
__ 2) Middle Stage
__ 3) Late/End Stage
8. Have you thought about your preferences for life-sustaining treatments for your older
adult care recipient?
__ 0) No
__ 1) Yes
9. Do you have preferences in mind for life-sustaining treatments for your older adult
care recipient if she or he is faced with a serious or life-threatening illness?
__ 0) No
__ 1) Yes
10. Have you signed any of the following written documents concerning the care of your
older adult care recipient?:
__ 0) Advance Directive
__ 1) Living Will
__ 2) Do Not Resuscitate (DNR)
__ 3) Designated Power of Attorney or Health Care Surrogate
__ 4) Physician Order for Scope of Treatment (POST)
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__ 5) None of the above
__ 6) Other handwritten or typed document
__ 7) Other
____________________________________________________________________
please explain

Thank you!
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Appendix I
Alzheimer’s Disease Related Quality of Life (ADRQL)
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Appendix J
SHORT FORM HEALTH SURVEY (SF-36v2)
HEALTH-RELATED QUALITY OF LIFE SURVEY
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Appendix K
SURROGATE DECISION MAKING SELF-EFFICACY SCALE (SDM-SES)
ID#: __________
Date: _________

Decisions for African American Older Adults with Dementia Study
(DAADS)
Principal Investigator: Karen O. Moss, MSN, RN, CNL
Administrative Site: University of Virginia
Department: School of Nursing
Address: Charlottesville, VA 22908-0782
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Appendix L – Consent Form – University of Virginia
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Appendix M – Consent Form – Riverside Health System
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Appendix N – Contact Information Form

Decisions for African American Older Adults with Dementia Study
(DAADS)
Principal Investigator: Karen O. Moss, MSN, RN, CNL
Administrative Site: University of Virginia
Department: School of Nursing
Address: Charlottesville, VA 22908-0782

Date:____
ID#:_____

PARTICIPANT CONTACT INFORMATION FORM
Name: _______________________________
Phone Contact: ________________________
Email Address: ______________________________
Physical Address: _________________________________________________
Date Enrolled: ________________
Agree to receive a copy of study results:

YES

NO
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Appendix O – Thank-You Letter – Participants

RE: Thank You
Dear [Participant Name Here]:
I wish to thank you for your participation in the research study to examine End-ofLife Decision-Making for African American Older Adults with Dementia. I
appreciate you taking the time to participate in this study and providing valuable
information to further examine this important topic. It has been a pleasure to
meet you and I wish you all the best for the future.

Sincerely,
Karen Moss
(electronically signed)

Karen Moss, MSN, RN, CNL
PhD Candidate
University of Virginia
407-765-2416
kos2fr@virginia.edu
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Appendix P – Debriefing Form – University of Virginia
Debriefing Form: End-of-Life Decision-Making for African American Older Adults with
Dementia
Thank you for agreeing to participate in this study! The general purpose of this research
is to better understand end-of-life decisions for African American older adults with
memory loss.
We invited African American family caregivers who are at least 21 years of age caring for
an African American loved one diagnosed with memory loss who is 55 years or older. In
this study, you were asked to describe how you make end-of-life decisions for your
loved one with memory loss and complete two forms; one about basic information
about you and your loved one as well as information on any existing end-of-life plans for
your loved one. You were also asked to respond to three forms about your quality of life
and that of your loved one with memory loss as well as one on how confident you are
with making such decisions for your loved one with memory loss. This information
requested relates to the purpose of this study, which is to learn more about how
persons such as you make end-of-life decisions for loved ones with memory loss. The
results from this study will allow researchers and healthcare providers to learn from you
as you provided valuable information to help conduct further studies to learn even more
about this important decision-making process. The goal is to eventually find ways to
better help persons such as yourself and your loved one with memory loss with these
difficult decisions.
If you feel especially concerned about how the information collected from this study
may be used we encourage you to contact the researcher. If you begin to get feelings of
being extremely saddened or depressed as a result of our discussions, please feel free to
phone Karen Moss at 407-765-2416 for referral to your primary healthcare provider. I
would be happy to contact your healthcare provider directly to explain your
participation in the study and arrange any follow-up care needed with that service.
Alternatively, you could also phone the UVA Counseling and Psychological Services (434243-5556) or the Mary D. Ainsworth Psychological Clinic in the psychology department
(434-982-4737).
Thank you for your participation in this study. If you have further questions about the
study, please contact Karen Moss, MSN, RN, CNL, PhD Candidate, School of Nursing,
University of Virginia, McLeod Hall, P.O. Box 800782, 202 Jeanette Lancaster Way,
Charlottesville, VA 22908-0826. Telephone: (407) 765-2416. In addition, if you have any
concerns about your rights in the study, you may contact Tonya Moon, Ph.D., Chair,
Institutional Review Board for the Social and Behavioral Sciences, One Morton Drive,
Suite 500, University of Virginia, P.O. Box 800392, Charlottesville, VA 22908-0392.
Telephone: (434) 924-5999.
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Additional Reading:
End-of-life brochure for family caregivers from the Alzheimer’s Association:
http://www.alz.org/national/documents/brochure_endoflifedecisions.pdf
End-of-life decisions information from the National Institute on Aging:
http://www.nia.nih.gov/sites/default/files/end_of_life_helping_with_comfort_care_0.p
df
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Appendix Q – Debriefing Form – Riverside Health System
Debriefing Form: End-of-Life Decision-Making for African American Older Adults
with Dementia
Thank you for agreeing to participate in this study! The general purpose of this
research is to better understand end-of-life decisions for African American older
adults with memory loss.
We invited African American family caregivers who are at least 21 years of age
caring for an African American loved one diagnosed with memory loss who is 55
years or older. In this study, you were asked to describe how you make end-oflife decisions for your loved one with memory loss and complete two forms; one
about basic information about you and your loved one as well as information on
any existing end-of-life plans for your loved one. You were also asked to respond
to three forms about your quality of life and that of your loved one with memory
loss as well as one on how confident you are with making such decisions for your
loved one with memory loss. This information requested relates to the purpose of
this study, which is to learn more about how persons such as you make end-oflife decisions for loved ones with memory loss. The results from this study will
allow researchers and healthcare providers to learn from you as you provided
valuable information to help conduct further studies to learn even more about this
important decision-making process. The goal is to eventually find ways to better
help persons such as yourself and your loved one with memory loss with these
difficult decisions.
If you feel especially concerned about how the information collected from this
study may be used we encourage you to contact the researcher. If you begin to
get feelings of being saddened or depressed as a result of our discussions,
please feel free to phone Karen Moss at 407-765-2416 for referral to your
primary healthcare provider. I would be happy to contact your healthcare provider
directly to explain your participation in the study and arrange any follow-up care
needed with that service. Alternatively, you could also contact the local PACE
Center (where your loved one is a member). Here social workers and chaplains
are available to discuss subjects regarding grief and loss and are certified to
assist people with end-of-life planning.
Thank you for your participation in this study. If you have further questions about
the study, please contact Karen Moss, MSN, RN, CNL, PhD Candidate, School
of Nursing, University of Virginia, McLeod Hall, P.O. Box 800782, 202 Jeanette
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Lancaster Way, Charlottesville, VA 22908-0826. Telephone: (407) 765-2416. In
addition, if you have any concerns about your rights in the study, you may
contact Jennifer Brown, BS, CTR, Institutional Review Board Manager, Riverside
Health System, 12100 Warwick Blvd, Suite 101, Newport News, VA 23601,
Phone: (757) 594-3054, Fax (757) 534-5089 Jennifer.brown@rivhs.com
Additional Reading: End-of-life brochure for family caregivers from the
Alzheimer’s Association:
http://www.alz.org/national/documents/brochure_endoflifedecisions.pdf
End-of-life decisions information from the National Institute on Aging:
http://www.nia.nih.gov/sites/default/files/end_of_life_helping_with_comfort_care_
0.p df
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Appendix R – Thank-You Letter – Drop Outs

RE: Gratitude for Participation
Dear Study Participant Name Here:
I wish to thank you for your participation in the research study to examine End-ofLife Decision-Making for African American Older Adults with Dementia. I
understand the need for you to no longer participate in this study at this time. It
has been a pleasure to meet you and I wish you all the best for the future.

Sincerely,
Karen Moss
(electronically signed)

Karen Moss, MSN, RN, CNL
PhD Candidate
University of Virginia
407-765-2416
kos2fr@virginia.edu
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Appendix S

Decisions for African American Older Adults with Dementia Study
(DAADS)
Principal Investigator: Karen O. Moss, MSN, RN, CNL
Administrative Site: University of Virginia
Department: School of Nursing
Address: Charlottesville, VA 22908-0782

ENROLLMENT LOG
Participant ID#

Enrollment Date

Consent Complete

Recruitment Location
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Appendix T

Decisions for African American Older Adults with Dementia Study
(DAADS)
Principal Investigator: Karen O. Moss, MSN, RN, CNL
Administrative Site: University of Virginia
Department: School of Nursing
Address: Charlottesville, VA 22908-0782

REFUSAL LOG
IDENTIFICATION
R001
R002
R003
R004
R005
R006
R007
R008
R009
R010

DATE OF REFUSAL

REASON FOR REFUSAL (IF
GIVEN)
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Appendix U

Decisions for African American Older Adults with Dementia Study
(DAADS)
Principal Investigator: Karen O. Moss, MSN, RN, CNL
Administrative Site: University of Virginia
Department: School of Nursing
Address: Charlottesville, VA 22908-0782

INELIBILITY LOG
IDENTIFICATION
IN001
IN002
IN003
IN004
IN005
IN006
IN007
IN008
IN009
IN010

DATE OF
INELIGIBILITY

REASON FOR INELIGIBILITY
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Appendix V

Decisions for African American Older Adults with Dementia Study
(DAADS)
Principal Investigator: Karen O. Moss, MSN, RN, CNL
Administrative Site: University of Virginia
Department: School of Nursing
Address: Charlottesville, VA 22908-0782

INCENTIVE DISBURSEMENT LOG
Participant ID
1001
1002
1003
1004
1005
1006
1007
1008
1009
1010
1011
1012
1013
1014
1015
1016
1017
1018
1019
1020
1021
1022
1023
1024
1025
1026
1027
1028
1030
1031
1032
1033
1034
1035
1036
1037

Date of
Disbursement

Location

Participant
Signature
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