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ABSTRACT

Using a sample of African American family members from the National Survey of
Families and Households (NSFH), this study explored the experience of caring for a
family member with chronic illness. Guided by the Model of Family Stress, Adaptation,
and Resiliency the study looked at the role that family stress and coping factors
(specifically, resources, vulnerabilities, and coping behaviors) have on caregiver well-
being. T-tests and chi-square analyses of the entire sample, both the caregivers and
non-caregivers (N = 2390) revealed no significant differences, other than gender,
between caregivers and non-caregivers across demographic, stressor, and coping
factors. Caregivers were more likely to be female. Moreover, though a correlation did
exist between caregiving and depression (using the CES-D depression scale), regression
analyses revealed that this relationship was not significant when other independent
family stressors, namely divorce and unemployment, are controlled for. Thus,
caregiving as an independent family member stressor was not related to depression or
other well-being indicators. Finally, an investigation of a subset of caregivers (N = 369)
in the sample was conducted, via path analyses, to look at the relationship between
model factors and caregiver well-being. Results revealed that caregiver vulnerabilities,
particularly employment and caring for more than one ill member, were significantly
related to health reports. Coping behaviors did not mediate these relationships. The
results of this study suggest that the context of the caregiver’s family life is directly
related to their well-being, perhaps more so than coping behaviors. This has

implications for future development of family-based support interventions.
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Chapter One: THE RESEARCH PROBLEM

Study Rationale

As a social institution and system of care, family caregivers play a crucial role in
their ill-member’s health care and service utilization. A vital institution in American
society, they are often the first and frequently the last source of support for individuals
suffering from chronic health conditions. The act of ‘caregiving’ has been described as a
stressful role that leads to poor life and health outcomes for involved family members
(Beach, Schulz, Yee, & Jackson, 2000; Huang, 2004; Navaie-Waliser et al, 2002). The
literature suggests that for African American caregivers, culturally-justified ideologies
about roles, responsibilities, and coping shape the caregiving process (Dilworth-
Anderson et al, 2005). Moreover, due to the historically disadvantaged social history of
this ethnic group, a number of unique stressors, resources, and vulnerabilities have
emerged which could inform caregiving experiences, caregiver well-being, and
ultimately family adaptation. This study will attempt to elucidate how these variables
interrelate. First, it will explore the extent to which the stress of caregiving impacts
well-being, in light of other possible independent family stressors that an individual
might be facing. The, it will further extend prior research by investigating how specific
variables that have a history of being identified as conventions in the African American
family affect adaptation to caregiving in terms of well-being. Specifically, it will identify
and test the relationships between demographic family caregiver characteristics,
available resources, conflicting vulnerabilities, indigenous coping patterns, and well-

being factors. Through this analysis, this study will uncover some of the heterogeneity



that exists within the wider group of African American caregivers as a whole. It will
challenge social scientists to consider with caution oversimplified assumptions about
possible similarities among the larger group of African American caregivers and increase
their understanding of how contextual factors inform the caregiving experience. Thus it
will afford the opportunity to explore whether the effects of caregiving are general
across all African American caregivers or dependent on the specific context of the
caregiving experience. This knowledge has implications for advancing practitioner
knowledge and interventions aimed at helping these families.

The specific focus on African American families addresses a gap in the knowledge
base. Though research in the area of chronic illness caregiving has increased
exponentially in the past few years, limited attention has been paid to understanding
the unique experience of African American caregivers. Existing comparative work
suggests that the experience of African American caregivers often varies from other
ethnic groups, particularly their White counterparts (Dilworth-Anderson et al, 2005;
Dilworth-Anderson, Goodwin, & Williams, 2004; Haley et al, 2004; Magana, 2004;
Shurgot & Knight, 2005). Variations exist in the appraisals of the situation, sense of
familial obligation, methods of help-seeking and coping, and well-being outcomes. One
key criticism of this comparative work is that it does not consider the environmental and
ecological circumstances that influence caregiving (Magana, 2004). These cross-cultural
comparisons are incapable of addressing the shared social phenomena and key aspects
(e.g. racial disparities, socioeconomic disadvantage, discrimination, and cultural value

systems) of African American life that shape African American family functioning. This



study is important because it will consider the social context and experience (e.g.
resources, vulnerabilities, and coping) of African American caregivers and non-
caregivers and uncover the heterogeneity that exists within the group using a within-
group analytic approach. This approach will help identify the multitude of possible
variables that inform caregiver functioning and unravel the unique differences that exist
among this seemingly similar ethnic minority group. Thus it has the ability to identify
subgroups of African American caregivers so that health and family support programs

can be designed to aptly address the variety of concerns that plague these caregivers.

Statement of Problem

Advancements in medicine , demographic changes in the client-base of the
existing healthcare system coupled with increased healthcare costs have brought about
an increased need for family members to become actively involved in the health care of
their ill loved ones (Wilkinson & Lynn, 2005). This is particularly true in the case of
chronic illness. Chronic illnesses such as heart disease, mental illnesses, cognitive aging
disorders, cancer, and diabetes are among the leading causes of disability and death in
the U.S. These illnesses cause a major limitation in daily living for more than 1 of every
10 Americans (Centers for Disease Control and Prevention, 2000) and result in long-term
disability requiring extensive medical treatment, therapeutic supports, and long-term
care. These limiting conditions affect a person’s ability to care for themselves, attend to
daily living routines, and function independently in life. Though chronic illnesses directly

impact the ill member, they have an exponential impact on the family unit (Biegel, Sales,



& Schulz, 1991; Shaw & Halliday, 1992; Newby, 1996). Though all family members are
impacted, the family caregiver is encumbered the most. As the individual who provides
the most care for the ill member the family caregiver assumes great responsibility for
their loved one’s illness, general healthcare, and lifestyle management (Biegel, Sales, &
Schulz, 1991; Marks & Lambert, 1997; Wilkinson & Lynn, 2005). As a result, caregivers
experience the illness in very profound ways, which has implications for their health and
well-being.

Exploring the multiple dimensions of caregiving presents a number of inherent
challenges, but the concept of culture can confound these issues. While there is no
guestion that the general presence of chronic illnesses is not contingent upon culture,
there exist differences in health risk factors across ethnic and culturally diverse groups
which inform rate variations in the incidence of specific chronic disorders (Liao, Tucker,
& Giles 2004). Cultural beliefs and values shape individual response to illness, functional
status, health care decisions, and treatment preferences. For caregivers, there is the
added dimension of ‘cultural justification’ — this is the process by which caregivers call
upon cultural mores, styles of communication, and indigenous support systems to
justify their role and responsibility as primary care providers for their chronically ill loved
ones (Dilworth-Anderson, Goodwin, Williams, 2004). Thus, context, including cultural
context, informs how the caregiver perceives the situation, the scope of available
resources, the extent of competing demands, coping strategies, and available social
supports. This is true for African American caregivers. The family’s background (e.g.

cultural, social, and demographic) informs not only the capacity of the caregivers, but



also their response and ability to adapt (Dilworth-Anderson, Williams, Gibson, 2002).
Consequently, any attempt to examine caregiving without considering socio-cultural
factors and context limits social scientists and family practitioners’ abilities to fully
appreciate the complexities of the caregiving experience. Thorough examination of
these factors will help illuminate specific family schemas, attributes, and practices that
shape caregiver functioning in the face of family crises, such as chronic illness.

Another problem that this study will attempt to confront is the divergent
research findings regarding African American caregiver well-being outcomes. Mainly
based on comparative studies, these findings do not show consistent well-being
outcomes for these caregivers, particularly on well-being indicators such as quality of
life, depression, perceptions of health, and global happiness (Pinquart & Sorensen,
2005). Pinquart & Sorensen (2005) suggest that this may be due to issues in methods,
particularly sampling (e.g. the use of convenience sampling) and measurement.
Accordingly, there is the need for additional research in this area using large national
probability samples, theory driven hypotheses, and more widely accepted, reliable, and
valid constructs of well-being. Findings from such studies will better clarify the extent to
which African American caregivers experience positive or negative outcomes and shed

light on how contextual and demographic factors influence this relationship.

Significance to Social Work

Public Health Significance



As social constructs independent of each other, ‘chronic illness’ and ‘family
caregiving’ are both burgeoning areas of interest in public health. It is estimated that
nearly 1 in 2 Americans (133 million persons) has a chronic condition or iliness and
within the next 10 years at least 157 million Americans will be afflicted (Anderson &
Horvath, 2004; Rundall, Shortell, Wang et al., 2002). Of those afflicted, sixty percent are
between the ages of 18 and 64 (Anderson, 2002; Anderson & Horvath, 2004) and within
the senior population the numbers are higher, with nearly 90% of seniors having at least
one chronic health condition and 77% having two or more (Anderson, 2002; Anderson &
Horvath, 2004). Compounding the issue is the fact that chronic illnesses, such as cancer,
diabetes, heart disease, and depression, are the leading cause of death and disability in
the United States (Centers for Disease Control and Prevention, 2006). They have
negative consequences on life quality and health outcomes, resulting in seven out of
every ten deaths in the U.S. The cost of care and treatment is estimated to over $350
billion dollars, which accounts for over seventy five percent of all health care spending
(Anderson, 2002; Anderson & Knickman, 2001; Hoffman, Rice & Sung, 1996). Thus,
chronic illnesses place an enormous economic and service burden on the health care
industry.

The World Health Organization characterizes the family as “the primary social
agent in the promotion of health and well-being” (World Health Organization, 1976).
Families, particularly family caregivers, are highly involved in health care decision-
making, support, and provision with the caregiver being the most involved. With over

25 million caregivers providing personal assistance to adult (aged 18 and over) family



members with a chronic condition or disability (Arno, Levine, & Memmott, 1999;
National Alliance for Caregiving & AARP, 2004; National Family Caregivers Association &
Family Caregiver Alliance, 2006) it stands to reason that attention must be paid to this
population. Consequently, the act of caregiving in conjunction with the related
caregiver health and quality of life issues has also emerged as an important public
health issue (DeFries et al, 2009; National Alliance for Caregiving & AARP, 2004; Talley &
Crews, 2007). Objective 6-13 of Healthy People 2010 specifically appeals for national
attention and public health surveillance and promotion for persons with disabilities and
their caregivers (UDHHS, 2000). Caregivers are an asset to the health care industry and
provide a significant amount of care for their loved ones. They have a vital social and
economic role in healthcare (Arno, Levine, & Memmott, 1999). According to the
Department of Health and Human Services (2003) they are the largest and fastest
growing long term care service sector in the health care industry today. The economic
value of the services, which they provide for ‘free’ for their loved ones, is estimated at
$306 billion a year, a dollar amount that is twice as much as is spent on other auxiliary
health care services, such as homecare and nursing homes (National Family Caregivers
Association & Family Caregiver Alliance, 2006; National Alliance for Caregiving & AARP,
2004). Moreover, the role of caregiver is often rife with stress situations and potentially
contributes to psychiatric and physical morbidity for the caregivers. The combination of
perceived loss, prolonged distress, and the physical demands of caregiving may
compromise physiological functioning and increase caregivers risk for physical health

problems, leading to increased mortality (Schulz & Beach, 1999; Ekwall, Sivberg, &



Hallberg, 2007; Vitaliano, Zhang, & Scanlan, 2003). In essence, these family members
become the “hidden patient” and consequently their health becomes vulnerable as a
result of attending to their chronically ill loved ones (Hill, 2003; Navaie-Waliser et al,
2002). As a result, the overall health care costs of chronic illness are exponentially
increased. Thus, directing practice, research, and policy attention to caregiving in
chronic illness exposes opportunities for cost-saving service improvements for the
health care industry.

A unique approach put forth by this study is to examine the differential impact of
caregiving alongside other well-documented family member life stressors. Though it is
commonly accepted that caregiving is a stressful role for many family members and
there is evidence supporting this supposition, there limited studies available that look at
how the act of caregiving is disentangled from other competing stressful life events that
the individual might be enduring. It is possible that the true effect of caregiving is
masked. To uncover the true impact of caregiving on family members, researchers must
consider and control the contributing effects of other contending stressors. Only then is
its possible to examine whether caregiving is truly related to negative life outcomes or
whether it compounds the stress brought on by other life hardships. This study
addresses this issue and fills a necessary gap in the literature. Specifically, it will
consider, not only the relationship between caregiving and well-being outcomes, but
particularly it will look at how caregiving stacks up against other identified life stressors,
(e.g. unemployment, divorce, and receipt of care for a pre-existing disability or chronic

condition).



Significance of Focusing on African American Caregivers

Although there is a growing interest in the caregiving experience and family
coping dynamics of families affected by chronic illnesses, limited attention has been
paid to the unique experience of African-American families. The third largest racial-
ethnic group in the United States comprising 12.9% of the United States population,
African Americans tend to bear a significantly higher burden of death, disease, and
disability compared to the larger sub-populations of White and Hispanic/Latino
Americans (Braithwaite & Taylor, 2001; LaVeist, 2005). Epidemiological studies
exploring ethnic variations in illness incidence have consistently shown significantly
unequal rates of chronic health conditions among African Americans compared to
White, Latino, and Asian Pacific Islanders (Braithwaite & Taylor, 2001; LaVeist, 2005;
Liao, Tucker, & Giles, 2004; James et al, 2007). Specifically, they have significantly
higher rates of diabetes, cancer, cardiovascular disease, asthma, obesity, and
hypertension (National Center for Health Statistics, 2000, 2005; LaVeist, 2005; James et
al, 2007; Liao, Tucker, & Giles, 2004; Bowen & Gonzalez, 2008) and experience chronic
health conditions for longer periods of time. Compounding this issue, is the fact that
African Americans report poorer health status, more psychological distress, and lower
levels of life satisfaction on most subjective indicators of life quality and health status,
which cannot be explained by socioeconomic variance (Braithwaite & Taylor, 2001;
LaVeist, 2005; Mayberry, Mili, & Ofili, 2000; James et al, 2007; Hayward, Miles,

Cummins, & Yang, 2000). Conversely, they have lower rates of psychiatric disorders



(LaVeist, 2005). The costs of these disparities to the health care industry are staggering.
In his study investigating the financial costs of racial and ethnic healthcare disparities,
Waidmann (1999) suggests that disparities in care and treatment among African
American and Hispanic persons will cost the health care system $23.9 billion, with $5.1
billion being incurred by private insurers as a result of higher rates of chronic illness
among these racial subgroups. For caregivers in particular, these disparities result in a
cumulative disadvantage that increases burden (Crewe, 2005).

African Americans are subject to a number of unique health related
vulnerabilities and social experiences that demand the attention of social scientists -
particularly, ethnic-specific risk factors that compromise their physical and mental
health, such as a history of oppression, discrimination, racism, and diminished social
status (Mayberry, Mili, & Ofili, 2000; Williams & Collins, 2001). These risk factors are
not only related to illness incidence, but also to help-seeking and service utilization
(Satcher, 2000; Smedley, Stith, & Nelson, 2002). There is overwhelming evidence that
African American caregivers and their ill loved ones experience disparities in care, lower
rates of formal service use, and under-treatment (Smedley, Stith & Nelson, 2002). The
presence of these disparities heightens the significance of studying this population, as it
has direct implications for morbidity and mortality. One of America’s most significant
public health dilemmas is the persistence of health disparities in health care
experienced by members of racial ethnic groups, such as African Americans (AHRQ,

2003; Satcher, 2000; Smedley, Stith, & Nelson, 2002). Developing knowledge in this
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area can inform culturally relevant quality care for members of this ethnic group and
inform the transformation of the current system of health care.

In the attempt to understand and eliminate existing health care disparities as it
relates to African Americans, special attention must be paid to the rich tradition of
resiliency, sense of familial obligation, and culturally-informed coping, that exist within
this ethnic population. With respect to resilience, evidence suggest that despite being
engaged in similar caregiving activities as their non-African American counterparts,
African American caregivers report greater caregiving meaning, less distress, less
negative health outcomes, greater affection, and positive interactions (Dilworth-
Anderson, Williams, Gibson, 2002; Wilcox, Bopp, Wilson, Fulk, & Hand, 2005). For
African Americans, the individual is an extension of the larger family unit and his or her
behaviors are both informed by and shape the social structure of the family (Caldwell-
Colbert, Daniel, and Dudley-Grant, 2003). Moreover throughout their social history
unigue coping mechanisms have evolved which promote family health and vitality
among African Americans (McAdoo, 1998). Self-care, collective reasoning, family
reliance, and spirituality have emerged as safe, reliable, and non-discriminating outlets
that aid in life crises management, even in family caregiving. These factors play a critical
role in health care promotion and wellness among African Americans.

Besides addressing the public health concerns raised by health care disparities as
they exist among African Americans, this study extends the social science research and
knowledge base as it specifically applies to African American caregivers. Given that a

majority of the existing knowledge base on African American caregiving and chronic
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illness is based on comparative data contrasting African Americans to other racial -
ethnic groups, there is a need for an analysis exploring within group variations and
unique contextual attributes that exists within African American caregivers as a distinct
group (Dilworth-Anderson et al, 2005; McAdoo & Younge, 2009; Neville, Tynes, & Utsey,
2009). Such a within-group focus using a large national probability sample may shed
light on the heterogeneity that exists among members of this racial-ethnic group. In
particular it will allow for an in-depth analysis of contextual factors, such as social life
experiences, limited resource distribution, and competing life stressors that uniquely

plague African American caregivers. This has obvious implications for public health.

Statement of Purpose ~ Research Questions

Using a national probability sample of African American caregivers, this
dissertation investigates the demographic difference between caregivers and non-
caregivers to assess whether or not variations exist in the two subgroups. Particularly it
will explore whether or not the caregivers are different from non-caregivers in their
demographic characteristics, presence of family resources, presence of vulnerabilities,
and coping patterns. Secondly, the study will look at the role that other family life
stressors have on the relationship between caregiving and well-being. Finally, it will
examine the relationship between demographic family characteristics, family stressors,
family resources, vulnerabilities (e.g. competing demands), and coping on the well-being
(e.g. health and global happiness) of African American caregivers of adults with chronic

illness.
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The specific study research questions are as follows:
Do African American caregivers and non-caregivers differ on
a. Individual demographic & social characteristics,
b. lliness and non-illness related stressors,
c. lliness and non-illness related resources,
d. Vulnerabilities, in the form of competing roles and pile-up demands,
e. lliness and non-illness related family coping patterns
f.  Well-being, in the form of depression, subjective health, and
subjective happiness
Controlling for other objective stressors (e.g. divorce, unemployment, and receipt
of care for pre-existing chronic condition or disability), is caregiving associated
with depression, health and global happiness?
Among African American caregivers, are family member resources and
vulnerabilities related to depression, health and global happiness?
Among African-American caregivers, do two forms of coping — help-seeking and
church participation — mediate the associations of family member resources

vulnerabilities on depression, health and global happiness?

Examination of these issues provide a framework for understanding and
appreciating caregiving as it exists within African American families coping with chronic
illnesses. There is overwhelming evidence that suggests that resource availability,

competing life demands, and informal coping mechanisms are important factors that
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inform adaptation and well-being among all caregivers. Yet, understanding how this
plays out among African American family members faced with caring for a loved one
with chronic illness is important. Though a communal sense of identity may exist among
African American families, the role strain, if any, brought on by caregiving may be
informed by a number of social and demographic variables which would result in
variations in how caregiving is experienced among members of this ethnic group. This
study is an exploratory inquiry that will take initial steps in revealing how chronic illness
is experienced by the African American family caregiver. It will explore the extent to
which the act of caregiving is perceived as a stressful role, by examining how the
outcomes of caregiving compare against other supplementary life stressors. In addition,
it will dissect the contextual variables that inform caregiving while examining pathways
by which African American caregivers respond and adapt to their caregiving role, with
emphasis being paid to vulnerabilities, resources, and coping- that are linked to their
well-being (e.g. depression levels, perceived health, and global happiness). Ultimately,
the study will expose some of the family factors, caregiver attributes, and coping
processes that are associated with well-being and contribute to adaptation and
resilience. There currently are no published studies that take an in-depth look at the
unique profile and coping processes of African American caregivers of adult family
members, aged 18 and over, with chronic illness using a national probability sample.
Existing studies are limited in that most focus on a specifically defined group of
caregivers (e.g. women, caregivers of older adults, parent caregivers, etc.), they focus on

caregivers of specific disorders, used cross-ethnic comparative analysis, or they use
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convenience sampling and/or include a limited number of African Americans in the
sample pool. This study will address these limitations and answer the call for a study
that addresses African American caregiving, using a large nationally representative
sample of diverse African American caregivers (Dilworth Anderson et al, 2005; Rozario &
DeRienzis, 2008; Wilcox et al, 2005). Moreover, it will address the identified need put
forth by other researchers (Groger & Mayberry, 2001; Dilworth-Anderson, Williams,
Gibson, 2002), for a study that looks at intragroup variations in caregiving experiences
among African Americans. Thus, this study will produce valuable knowledge and
contribute to the dearth of literature on chronic iliness caregiving and African American

family life.
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Chapter Two: REVIEW OF THE LITERATURE

The goal of this chapter is to discuss chronic illness as it applies to African
American caregivers. The first half of the chapter will review chronic illnesses and
chronic illness care and their distinctiveness among African Americans, with special
attention being paid to stressors that confront members of this ethnic group. The
second half of the chapter will more intently discuss the experience of African American
caregivers when confronted with chronic iliness care. It will present the evidence on
how these caregivers respond to their role, employ resources, and manage competing
demands (e.g. vulnerabilities). This half of the chapter will also review coping and
problem solving mechanisms that African Americans commonly use to help them

manage their caregiving roles.

Part | — Chronic lliness & Chronic lliness Care

General Overview

Chronic illness is a term used to refer to wide array of medical conditions that
have significant long-term health effects on an afflicted individual. Though they are not
as life threatening as other serious medical conditions, such as infectious diseases, their
affects are devastating, permanently disabling, and have resounding impact on the life
of the afflicted. Unlike acute illnesses which are shorter in duration, chronic illnesses
last at least a year or more, are not easily treated or cured, require ongoing medical
care, and limit activities of daily living (Hoffman, Rice & Sung, 1996; Anderson, 2004).

Moreover, because they compromise the capacity of the afflicted individual to care for
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themselves the mere presence of these illnesses necessitate the involvement of ongoing
medical care and support services.

Research suggests that half of all Americans suffer from some form of chronic
illness (Anderson 2002; Anderson & Horvath, 2004; Rundall et al., 2002). Though these
illnesses are not bounded by age limitations, the prevalence of chronic illness does
increase with age (Anderson 2002, Anderson & Horvath, 2004; 2002; Paez, Zhao, &
Hwang, 2009). Medical advances have prolonged the life of those afflicted, thus
increasingly larger numbers of individuals are living with these conditions. It is
estimated that approximately two-thirds of those afflicted are adults between the ages
of 18 and 64 (Anderson et al, 2002) and approximately three-fourths (74%) of those are
over the age of 65 (Center for Medicare Advocacy, 2002). A major cause of death and
disability, chronic illnesses account for 70% of all deaths in the United States (Centers
for Disease Control and Prevention, 2002). These rates are even higher among
minorities and disadvantaged populations, as a disproportionate amount of premature
deaths within these subset populations are due to chronic conditions (Centers for

Disease Control and Prevention, 2000).

African American Prevalence

With respect to African Americans, a number of disparaging differences exist.
Comprising approximately 12.9 % of the U.S. population, African Americans have higher
rates of chronic health conditions compared to other ethnic minority groups (Collins,

Tenney, & Hughes, 2002; Becker, Beyene, Newsom, & Rodgers, 1998). Specifically
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across adult populations they are more likely to report the presence of a chronic
condition, more likely to report having more than one condition, and have incidence
rates of chronic illness that are at or above national averages (Collins, Hall, & Neuhas,
1999; Collins, Tenney, & Hughes, 2002; Becker, Beyene, Newsom, & Rodgers, 1998; Liao
et al, 2004). Results from the Commonwealth Fund 2001 Health Care Quality Survey!

detail these results (Figure 1).

Figure 1: Chronic lliness> Among Adults Age 50 and Older, by Race/Ethnicity

Percent of Adults 50 and older diagnosed with chronic disease
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Commonwealth Fund, 2001

! Collins, K. S, Hughes, D.L., Doty, M.M., Ives, B.L., Edwards, J.N. & Tenney, K. (2002). Diverse Communities, Common
Concerns: Assessing health care quality for minority Americans. Finding from the Commonwealth Fund 2001 Health
Care Quality Survey. The Commonwealth Fund, New York, Publication #523

2 |ncludes one of the following conditions: High Blood Pressure, Heart Disease, Cancer, Diabetes, Anxiety/Depression,
Obesity, or Asthma
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Studies using both large representative and small convenience samples report similar
findings (Kingston & Smith, 1997; Bowen & Gonzalez, 2008), particularly for more
common chronic physical conditions such as hypertension and cardiovascular ilinesses
(Davis, Liu, & Gibbons, 2003; Kingston & Smith, 1997; Bowen & Gonzalez, 2002; National
Center for Health Statistics, 2005 ), pulmonary ilinesses (Bach, 1999), cancer (Bach,
1999; Bowen & Gonzalez, 2002; National Center for Health Statistics, 2005 ), diabetes
(Davis, Liu, & Gibbons, 2003; Kingston & Smith, 1997; Bowen & Gonzalez, 2008; National
Center for Health Statistics, 2005), asthma (Lester et al., 2001; Rose, Mannino, &
Leaderer, 2006; National Center for Health Statistics, 2005), kidney and renal ilinesses
(Young & Gaston, 2000; National Center for Health Statistics, 2005) and obesity (Ogden
et al, 2006; James et al 2007).

In their study examining socioeconomic status and racial ethnic differences in
chronic health conditions, Kingston & Smith (1997) found significantly higher rates of

chronic illness among African American community dwelling adults, compared to their
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White and Hispanic counterparts. According to their study African Americans have
higher prevalence of hypertension, diabetes, heart conditions, and arthritis, compared
to their White and Hispanic counterparts even when socioeconomic status is considered

(Table 1; Figure 2).

Table 1: Demographic Characteristics of lliness Prevalence Rates by Race/Ethnicity and
Gender: 1992 Health and Retirement Study

White/Other African American Hispanics
(N =7185) (N =1659) (898)
Hypertension .38 Male; .33 Female .52 *Male; .60* Female .34 Male; .43* Female
Diabetes .10 Male, .08 Female .16* Male; .19* Female .13 Male; .17* Female
Heart Condition .16 Male, .10 Female .14 Male; .14* Female .10 *Male; .09 Female
Arthritis .31 Male, .44 Female .31 Male; .48* Female .28 Male; .44 Female

*P .05 for difference in prevalence compared with White/other of same gender

Kingston & Smith (1997)

Figure 2: Demographic Characteristics of lliness Prevalence Rates by Race/Ethnicity and
Gender: 1992 Health and Retirement Study
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More recent findings are equivocal (Bowen & Gonzalez, 2008; National Center for
Health Statistics, 2005; Hayward et al, 2000). For example, Bowen & Gonzalez (2008)
report similar findings identifying rate differences. Like Kingston & Smith (1997) they
used data from the Health and Retirement Study (1992-2004) and confirmed the
presence of higher rates of disability and chronic disease among minority respondents
over the age of 50. Though their study showed similar rates of illness prevalence
between African Americans and Latinos, significant differences did exist between
African Americans and Whites, particularly in respect to diabetes, cancer, and strokes.
These findings are reaffirmed by the 2005 National Health Interview Survey, using a
different and much broader national dataset. Based on a national probability sample of
non-institutionalized adults over the age of 18, this survey conducted by the Centers for
Disease Control and Prevention provides one of the most thorough sources of

information on health statistics. Hence findings are not limited to older adult
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populations. Analyses of their data reveal that compared to other ethnic groups African
Americans have the 3" highest rate of liver disease and arthritis compared to Whites,
Latinos, Asian Americans and Native Americans. African Americans have the 2™ highest
rate of diabetes and kidney disease compared to these same ethnic groups, with Native
Americans showing higher rates, and African Americans have the highest rate of
hypertension. In fact, compared to Caucasians alone, African Americans show higher

rates of hypertension, asthma, diabetes, and kidney disease. (Table 2).

Table 2: Age adjusted percentages of selected diseases and conditions among persons 18
years of age and over, by selected characteristics: United States, 2005°

White A':nlerciign Hispanic/Latino Asian AT:I:::::"
% (N=180477) | (" eaa) (N =27,770) (N=8155) | ' 269)
(standard error
Hypertension 21.0(0.26) 31.2 (0.79) 20.3(0.72) 19.4 (1.28) 25.5(3.54)
Asthma 10.7 (0.24) 11.7 (0.58) 7.8 (0.46) 7.8 (1.09) 9.1(2.61)
Diabetes 7.0(0.17) 11.3 (0.54) 9.8 (0.54) 6.5 (0.97) 13.6 (2.78)
1.6 (0.09) 2.6 (0.30) 2.4(0.32) 1.5(0.55) 2.8(1.30)
Kidney Disease
Liver Disease | 1-3(0-08) 1.3(0.21) 1.5 (0.20) 1.0(0.35) 1.9 (0.95)
Arthritis 21.6 (0.28) 21.2 (0.69) 16.9 (0.63) 12.6 (1.17) 26.8 (3.64)

° Pleis, J.R., & Lethbridge-Ceiku M. (2006). Summary health statistics for U.S. adults: National Health Interview Survey,
2005. National Center for Health Statistics. Vital Health Stat 10(232).

* Estimates with an asterisk have a relative standard error greater than 30% and less than or equal to 50% and
should be accepted with caution as they do not meet the standard reliability of precision (Pleis & Lethbridge-Ceiku,
2006).
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Studies sufficiently demonstrate variations in chronic conditions across
racial/ethnic groups. In reference to African Americans, studies show unequal and often
higher prevalence rates in many chronic conditions. Though they contribute
substantially to the knowledge they only focus on physical chronic health conditions and
do not consider psychiatric morbidity or cognitive impairments, both of which are
considered long-term chronic health conditions. Impaired functioning in psychiatric and
cognitive ability is equally disabling and deserves attention in the study of chronic
illness. lllnesses such as clinical depression, schizophrenia, bipolar disorder, and anxiety
disorders are just as debilitating as chronic physical conditions, such as cardiovascular
iliness, pulmonary illness, and cancer. Equally, cognitive conditions, such as Alzheimer’s
and dementia also have long-term devastating health impact. But unlike the trend
observed in chronic physical disorders, African American rates of cognitive impairment
and psychiatric illness show more variation and are not always higher.

In respect to chronic cognitive impairments that plague older adults, there is
evidence of differential prevalence rates of dementia across ethnic groups. In their
study of the prevalence of cognitive impairment in a multi-ethnic community, Demirovic
et al. (2003), found significantly higher rates of dementia among African American men
compared to Whites and Hispanics. In fact, the prevalence rates were more than double
among African American men (14.4% versus 5.4%). Similar findings are reported in
other studies (Heyman et al., 1991; Husaini et al, 2003; Gurland et al., 1995, 1997). In
regards to Alzheimer’s, one of the most common forms of dementia, African Americans

show higher risk and incidence (Tang et al, 2001). Though these results overwhelmingly
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show that older African Americans are more cognitively incapacitated, these findings
must be approached with caution. Most studies are based on small institutionalized
non-representative sampling frames. Such sampling frames limit the generalizability of
study findings. As suggested by Husaini et al (2003) these samples, many of whom are
recruited from nursing homes, are not necessarily representative of the broader group
of African Americans with cognitive disabilities that exist within the larger U.S.
population.

The prevalence of serious mental health disorders must also be considered. In
general researchers suggest that the prevalence rate of chronic psychiatric disorders
among African Americans is lower and in some instances at least comparable to that of
Whites (Chernoff, 2002; UDHHS, 2001; Snowden, 2001; Sue & Chu, 2003; Jackson et al,
2004). In fact, SAHMHSA (2002) estimates that the prevalence rate of serious mental
health disorders among African Americans is 7.5%, a rate comparable to Whites. The
Epidemiological Catchment Area Study (ECA) (Robins & Regier, 1991) and the National
Comorbidity Study (NCS) (Kessler et al., 1994) provide estimates of the prevalence and
incidence of specific psychiatric disorders (both current and lifetime) in representative
samples of African Americans (and other populations) within institutionalized and non-
institutionalized populations Similarly, the National Institute on Alcohol Abuse and
Alcoholism’s (NIAAA)National Epidemiological Survey on Alcohol and Related Conditions
(NESARC) provides solely (current) 12 month, as opposed to both current and lifetime,
estimates of major mood and anxiety disorders (Grant, Moore, Shepard, & Kaplan,

2003). Results of these studies are depicted in Table 3.
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Table 3: Cross-Racial Comparison of the Rates of Severe Mental lliness for African Americans
and Whites, by study and disorder type

NESARC

Diagnostic NIAA
Instfument DIS DSM-IV, WHO-CIDI AUDADIS-IV/
(DSM-IV)
African African African
American American American
Mood/Affective Disorders
Rat Current 3.5 3.7 0.8 1.0 8.8 9.4
At Mlifetime | 6.3° 8.0 0.6° 1.0 - -
Psychotic Disorders (e.g. Schizophrenia)
Rat Current 1.5 0.9 - - - -
A [lifetime | 217 14 0.9 1.0 : -
Anxiety Disorder (e.g. Panic)s
Rat Current 1.0 0.9 0.9 1.0 10.43° 11.68
ates Mifetime 13° 16 0.8° 1.0 - -
Phobic Disorders
Rat Current 16.2° 9.1 - - 2.0°° 3.0°
ates Mifetime | 23.4° 9.7 0.8° 1.0
Somatization Disorder
Current 0.4° 0.1 - - - -
Rates —— 5
Lifetime 0.5 0.1 - - - -
Source:
Epidemiological Catchment Area Study; National Comorbidity Study; National Epidemiology Survey on Alcohol & Related
Conditions

 Only includes social phobias; ® Results significantly different from Whites

Though the diagnostic instruments for each of these studies varied similar results were
found. In general, African American showed lower rates of affective, anxiety and phobic
disorders compared to White reference groups. Using the Diagnostic Interview

Schedule (DIS), Robins & Regier (1991) found significantly lower rates of affective/mood,
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anxiety, phobic, and somatization disorders among African Americans, compared to
Whites. Though it was not a national survey, its results were confirmed by the NCS
(Kessler et al, 1994) and NESARC (Smith et al, 2006), both national surveys exploring
mental illness prevalence. Using different versions of the DSM-IV, Kessler et al (1994) &
Smith and colleagues (2006) found similar results. Both found lower rates of
affective/mood, anxiety, and social disorders among African Americans. Though the
NESARC did not measure the prevalence rates of psychotic disorders (e.g.
schizophrenia), the ECA and NCS did and initial findings were mixed. The ECA found
higher rates of psychotic disorders among African Americans and the NCS found lower
rates. Yet when socioeconomic factors were controlled for these differences
disappeared and rates of psychotic disorders among African Americans were lower in
the ECA (Robins & Regier, 1991) and the NCS (Kessler et al, 1996).

No matter the type of chronic illness —physical, cognitive, or psychiatric- all
chronic illnesses have the potential to be related to higher mortality rates. A number of
studies report higher chronic illness related death rates among African Americans.
Presumably related to disparities in formal health care service use, African Americans
have increased mortality rates in respect to asthma, cancer, diabetes, renal disease,
cardiac disease, stroke, and obesity, compared to their White counterparts (Smedley,
Stith & Nelson, 1997; Bach, 1999; Grant, Lyttle, & Weiss, 2000; National Center for
Health Statistics, 2000; Braithwaite & Taylor, 2001; LaVeist, 2005; James et al, 2007).

Thus as a population, African Americans have relatively poor health and short life
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expectancy as a result of chronic health conditions (Centers for Disease Control and

Prevention, 2000; Braithwaite & Taylor, 2001; LaVeist, 2005).

African American Chronic lliness Care

Besides differences exhibited in illness incidence, there exist disparities in
chronic illness care. African American chronically ill persons have more economic
barriers to healthcare and use fewer formal services (Kingston & Smith, 1997; Mayberry,
Mili, & Ofili, 2000; Braithwaite & Taylor, 2001; Collins, Tenney & Hughes, 2002;
SteelFisher, 2004; Wang et al, 2005a). According to Corbie-Smith et al (1999) and
LaVeist, Nickerson, & Bowie (2000) this may be due to their stated distrust in medical
research and clinical care. Studies indicate that African Americans are more likely to use
emergency rooms and community health clinics and are less likely to have a regular
source of health care such as a primary medical doctor (Collins, Tenney, & Hughes,
2002; Smedley, Stith & Nelson, 2002; Snowden & Pingitore, 2002; James et al, 2007). In
fact compared to other ethnic groups, African Americans diagnosed with chronic
disorders are more likely to turn to family or friends for support and informal care
services (Belgrave et al, 2004; Lum, 2005; Reinhart & Horowitz, 1995). Moreover
investigators have found notable differences in healthcare treatment and quality among
African American chronically ill individuals (Collins, Hall, and Neuhaus, 1999; Wang,
Berglund, & Kessler, 2001; Braithwaite & Taylor, 2001; Smedley, Stith, & Nelson, 2002,
LaVeist, 2002; James et al 2007; Wang et al, 2005b). Compared to other ethnic

chronically ill individuals, African Americans are offered different types and different
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levels of care services. Such differences may be related to a number of cultural and
social factors such as education, economics, discrimination, help-seeking patterns,
health beliefs, health practices, and family history (Fiscella, K et al, 2000; Williams &
Collins, 2001). These contextual factors also inform the caregivers’ experience — their
characteristics, resources, vulnerabilities, and coping ability. Accordingly, the cultural
and social factors that bring about disparities in chronic illness affect not only the ill-
member’s health care decision, but have direct implications for caregiving, specifically
the ill-member’s choice to utilize informal services, the family’s decision to participate in
informal caregiving, the extent of informal care provided, and caregivers access to

supportive resources.

Part 2 - Caregiving and Chronic lliness

General Overview

As prolonged conditions, which do not resolve spontaneously, are not easily
treated, and are rarely completely cured, chronic ilinesses have a devastating impact on
the ill-member’s life. Moreover, they can be disruptive and financially draining for the ill
members and their families - plummeting them into unexpected distress and strain. In
the absence of chronic illness families already attend to a myriad of roles and
responsibilities that contribute to individual and collective functioning. In the advent of
a chronic iliness these families experience new responsibilities and life-style interference
that inevitably increases their role strain and stress (Wilkinson & Lynn, 2005). Chronic

illness in adulthood is particularly disruptive. Ultimately, these adults must reorganize
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their family, social, and professional lives around the demands of the illness. This is
especially true for ‘The Caregiver’ —the person who assumes the most responsibility for
the ill-member and provides the most unpaid informal care (McDaniel & Campbell,
1998). Caregivers experience depression, anger, guilt, disappointment, helplessness, &
resentment. The stress of caregiving has been shown to be associated with a number of
factors, such as caregiving demands, ill-member impairment, illness symptomology and
behavior manifestations, illness duration, the intensity of care, the level of daily
dependency of the ill member, caregiver competing demands, financial hardships, pre-
existing conflictual familial relations, and the presence and utilization of caregiver
supports (Wilkinson & Lynn, 2005). According to Beach, Schulz, Yee, and Jackson (2000)
caregiver stress is further compounded by pre-existing stressors or stressful life events,
such as being a victim of crime, death, job loss, or relationship troubles. For the
caregiver the impact of the illness is physical, psychological, emotional, and social
(Schulz & Sherwood, 2008; Veldhara, Shanks, Anderson, & Lightman, 2000) and their

ability to cope informs their health and well-being.

Caregiving & Other Family Life Stressors

In the study of family stress theory, the family is viewed as an entity that exists
and changes in response to normative and non-normative family transitions and
hardships (e.g. stressors) (McCubbin & McCubbin, 1991). The ability of the family and
its members to adapt to these changes and hardships is best understood by looking at

the family’s available resources, the family’s competing demands, and the family’s
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coping processes, but the degree to which adaptation is possible is very much a function
of the number and type of family stressors the family is faced with. Moreover
understanding the impact of any one stressor can best be accomplished by
disaggregating them one from another. Chronic illness caregiving is one of many
possible stressors that can impact a family and its members. As previously mentioned,
there are a number of events in the course of family life that are considered stressful
including relationship disruptions, such as divorce, job loss, and compromised health of
head of household members. Each of these secondary stressors has the capacity to
influence family member roles, family member responsibilities, and produce lifestyle
interferences. Moreover there is evidence, as noted below, that they also contribute to
the family member’s burdens and well-being. This is particularly the case in the study of
family caregiving where divorce, unemployment and caregiver illness have been found
to have an impact on caregiver’'s emotional health and well being, as is further discussed
below. Thus for families in general and family caregivers specifically, the stress process
can be multifaceted. The well-being of a caregiver is then a function of their response
to both the primary stress of caregiving and other secondary normative family stressors.
Given this, it becomes even more complex to understand the extent to which caregiving
as an independent stressor, in the absence of other secondary family stressors, may
compromise a family member’s well-being. This is important because it sheds light on
the extent to which the overload of caregiving, alone, is related to a family member’s
well-being. It perhaps could be the case that the stress of caregiving and other family

stressors act conjointly on influencing family member well-being. Thus, the study
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addresses whether or not caregiver well-being is only compromised with the additive
function of other normative family stressors, such as divorce, unemployment, and

receipt of care for a pre-existing chronic condition or disability.

Divorce

A well-researched family life transition stressor, divorce is recognized as a cause
of negative well-being in family members. The act of divorce or marital separation
signifies changes in parenting roles, family social roles, family economic base, resource
allocations, individual self image, and family and individual family member routines
(Amato, 2000; Sprecher et al, 2006). Family members who endure divorce often
experience role overload and an increase in daily responsibilities. Their social networks
are reshaped and in many cases this translates into reduced emotional support,
increased family tension, and smaller or damaged social networks (Sprecher et al, 2006).
Moreover divorce often translates into decreased personal income, which has direct
implications for head of household members and caregivers, who are consequently left
with less family resources from which to provide family care. This fractured state leads
to emotional distress and compromised well-being.

Though it is evident that divorce has an immediate impact on the divorced
individual, a number of researchers suggest that the overall negative impact on well-
being is long-term because the person still has reduced resources, social networks, and
increased role strain. Over the course of time, as the individual deals with the

relationship loss they are apt to experience depression, reduced happiness, and poor
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health outcomes. Johnson & Wu (2002) investigated the effects of divorce over a 12-
year period to determine the immediate and long-term impact of divorce on psychiatric
distress. Findings from their study revealed lower levels of happiness and increased
psychiatric distress as long as 12 years post-divorce. Given these findings they argue
that divorce is a chronic family stressor that has long-term negative effects which can
only be ameliorated upon remarriage, repartnership, or new relationship formation
(Johnson & Wu, 2002). Similar findings were reported by Waite, Luo, & Lewin (2009)
who also found decreased psychological well-being among divorced individuals over a 5
year time span using longitudinal data from a national probability sample (e.g. The
National Survey of Families and Household (NSFH)). Other studies using NSFH data
replicated these findings and report not only an inverse relationship between marital
status and depression, but also increase symptomology during the duration of the
divorce (Kim & McHenry, 2002; Marks & Lambert, 1998; Simon, 2002). In fact, there is
overwhelming evidence in the literature that divorced individuals are at higher risk for
poor mental health outcomes, such as depression and anxiety (Cano & O-Leary, 2000;
Christian-Herman, O-Leary, & Avery-Leaf, 2001; Kessler et al, 2008; Maciejewski,
Prigerson, Mazure, 2001). In respect to health in general, trends are similar. Divorce
and the transition out of marriage has been shown to be related to a wide array of
health outcomes, such as health behaviors, perceived health, wellness, and health
service use (Amato, 2000; Schoenborn, 2004; Waite, Luo, & Lewin, 2009; Wood,

Goesling, & Avellar, 2007).
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Unemployment

Unemployment is an external stressor that arises as a result of problems within
the family member’s social environment, namely his or her work environment. The loss
of a job can have devastating effects on an individual and his or her family functioning.
In families job loss obviously means reduced acquisition of additional financial and
material resources within family which translates into less available resources for the
family during the unemployment term. The reduction of resources is but one of many
deleterious effects of job loss on the individual and the family. Unemployment
compromises social identify, social contacts, and social status. Moreover, it has grave
implications for individual psychological well-being, health and wellness (McKee-Ryan,
Song, Wanberg, & Kinicki, 2005; Wanberg, Kammeryer-Mueller, & Shi, 2001; Paul &
Moser, 2009).

An abundance of studies report a relationship between employment and well-
being. A meta-analysis exploring advances in research on the health and well-being of
the unemployed, conducted by McKee-Ryan and colleagues (2005), present
overwhelming evidence that unemployed persons have poorer well-being than
employed persons. According to the results of their review, previous studies identified a
number of factors, such as duration of employment, coping resources, social networks,
cognitive appraisal, individual demographics, which are critical in shaping well-being
outcomes. Similar results documenting negative mental health outcomes were found
by Paul & Moser, 2009. Examining over three hundred studies on the relationship

between unemployment and mental health outcomes, they found evidence that
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unemployment is associated with psychiatric distress, psychiatric morbidity, self-
esteem, subjective well-being, anxiety, and depression. In a number of studies
outcomes appeared to be worse for men (Paul & Moser, 2009; Artazcoz, Benach,
Burrell, & Cortes, 2004; Mossakowski, 2009) and for individuals who had lower
socioeconomic status, previous financial difficulties prior to divorce, or blue-collar jobs
(Paul & Moser, 2009; Thomas, Benzeval, & Stansfeld, 2007). The effect of
unemployment on mental health is continuous and long-lasting, with symptoms of
psychiatric distress and depression manifesting both at the point of transition into
unemployment and throughout the duration of the job loss state (Thomas, Benzeval, &
Stansfel, 2007; Mossakowski, 2009).

The health effects of unemployment are multi-dimensional and not just limited
to mental health. Physical health and chronic illness also show a causal relationship to
employment. Employment is related to health care access, affordability, and mortality.
Numerous studies report higher risk for chronic disease such as hypertension, heart
disease, smoking, and alcohol use among unemployed persons (Bartley, 1994; Gallo,
Bradley, Seigel, Kasl, 2000; Gallo et al., 2006; Mossakowski, 2008). Though it is not clear
whether or not poorer health may result in increased likelihood to become unemployed
or if the loss of a job might have an adverse effect on an individual’s health, the
evidence overwhelmingly suggests that unemployment is a family member stressor that

has implications for individual and family well-being.

African American Caregivers
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Though chronic illnesses affect all caregivers, there are variations in response
based on socio-cultural and contextual factors (Knight et al., 2000, Navaie-Waliser et al,
2002; Crewe, 2005; Roth et al, 2008). Culture informs the caregiving experience. As
best expressed by Dilworth-Anderson et al (2005) in their study examining the cultural
justifications for caregiving, culture is a social resource for understanding caregiving.
Though individual variations may exist among members of a racial-ethnic group, there
exists general trends in family behavior that are influenced by culturally informed
beliefs, shared social history, values, traditions, and norms. On the whole this is true for
African Americans. Perhaps as a result of a history of limited resources, inability and/or
difficulties in accessing formal services, and a mutual aid system that permeates the
culture, the act of caregiving is a deep-seated part of the African American tradition.
African Americans express stronger cultural reasons for providing care and these
cultural justifications they attribute to caregiving are related to their well-being
(Dilworth-Anderson et al 2005).

Existing evidence provides a profile of the typical African American caregiver.
Even though this profile is limited in that it is primarily based on investigations of African
American caregivers of older adults with chronic conditions, on comparative analyses
comparing African American caregivers to other ethnic caregiver groups, and on
convenience samples, it offers a basic demographic description of the typical African
American caregiver. When the ill-member is an older adult, African American caregivers
tend to be adult children, extended relatives, or close family friends (Hargrave, 2006;

Scharlach, 2001; Williams, 2005), and less likely to be spouses (Janevic & Connell, 2001;
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Williams, 2005). In comparison to White caregivers, in general they are more likely to
be younger, unmarried, have less formal education, and fewer financial resources
(Nkongho & Archbold, 1995; Knight et al., 2000; Hargrave, 2006; Janevic & Connell,
2001; Williams, 2005).

Though there is evidence that the responsibilities of caregiving do not vary by
caregiver race or ethnicity (Rittman et al, 2006), there are racial and ethnic variations in
the degree of care provided. Inthe Fredman, Daly, and Lazur (1995) study
comparatively investigating burden in African American and White Caregivers, African
Americans were found to provide a greater amount of informal care than their white
counterparts. In a more extensive study looking at caregiving across multiple ethnic
groups other than just White and African American caregivers’ similar results were
found. Other than Asian Americans, African Americans provided the highest level of
caregiving (National Association for Caregiving, AARP, 1997). When care is provided, it
is as likely provided to ‘extended family members’, who are often unrelated relatives
(NAAS, 2000; Burton et al., 1995; Scharlach, 2001). Perhaps as a function of their
cultural values about familial responsibility and family care as well as lack of ability to
secure supportive services for their ill loved ones, care provided by African American
caregivers tends to be very extensive. Comparative studies of ethnic caregivers reveal
that even when controlling for the ill-member’s disability, African American caregivers
are more likely to provide high intensity care (Navaie-Waliser et al, 2002), provide help
with instrumental activities of daily living (IADLs), such as shopping, household tasks,

and meal preparation (Alliance for Caregiving & AARP, 2005), provide of care for longer
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periods of time for more disabling conditions (Dilworth-Anderson, Williams, Gibson,
2002; Hargrave, 2006; McCann et al., 2000; Pinquart & Sorensen, 2005; Tennstedt &
Chang, 1998; Fredman, Daly, & Lazur, 1995; Kosberg et al., 2007) and report more
unmet needs in terms of support and services (Hargrave, 2006; McCann et al., 2000;
Navaie-Waliser et al, 2002; Fredman, Daly & Lazur, 1995). Compared to Caucasians,
they provide more direct care in the form of assistance with personal care activities and
illness management. (Scharlach, 2001) and are less likely to seek the assistance of
formal care services, like treatment homes and nursing facilities, to aid them in caring
for their ill loved ones (Dilworth-Anderson, Williams, Gibson, 2002; Hargrave, 2006;
McCann et al., 2000). Compounding their role is the fact that these caregivers are also
usually actively caring for other people in the household, such as minor children and
frail elderly (Hargrave, 2006; McCann et al., 2000). Despite this grim profile, African
American caregivers demonstrate unique resiliency, coping, and acceptance with their
caregiving role and are less likely to report difficulties in providing care (Navaie-Waliser
et al, 2002). In fact, when compared to Caucasians, African American caregivers
demonstrate lower levels of caregiving-related stress and burden (Connell & Gibson,
1997; White, Townsend, & Stephens, 2000). According to White & Gonzales (2000) this
difference may be related to caregiving resources and social supports such as levels of
religiosity, values, role expectations, and coping mechanisms.

Though this information is valuable in informing our understanding of who the
African American caregiver is, it is important to keep in mind that it is limited in its

scope. As previously mentioned, much of what is known is based on previous studies of
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caregiving among older adult populations. Limited attention has been paid to the
experience of African Americans who provide care to other adult chronically ill
populations. Available knowledge that does exist on adult chronic illness caregiving
among African Americans suggest that these caregivers tend to provide more
instrumental care (Guarnaccia & Parra, 1996; Guarnaccia, 1998) report less financial
obligation (Johnson, 2000), and have high rates of co-residence (Guarnaccia & Parra,
1996; Guarnaccia, 1998). An additional limitation of the available knowledge is that
much of it is based on small convenience samples (Dilworth-Anderson, Williams, &
Cooper, 1999; Navaie-Waliser et al, 2002) and thus is not generalizable to larger
populations of African American caregivers. Limitations withstanding, it is important to
note that even though there is evidence which suggests unique ethnic -specific
characteristics of these caregivers, researchers suggest that within group variations may
still exist (Dilworth-Anderson et al, 2005; McAdoo & Younge, 2009; Neville, Tynes, &

Utsey, 2009).

Resources

Families rely on a number of resources to help them adapt to stressful life
events. This is no different in the face of chronic illness caregiving. The stress brought
on by the responsibilities of providing care for a loved one can be overwhelming.
Inevitably caregivers must call upon, both material and social, resources to help adapt.
The strain associated with caregiving has the capacity to shape the quantity, type, and
utilization of adaptation resources. Conversely, resource quality and quantity informs

the caregiving experience (Morano, 2003; Goode, Haley, Roth, & Ford, 1998). In
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situations where the chronic condition is such that caregivers require additional formal
supportive services for themselves or the ill member, material resources are likely to
become more necessary. Equally, when material resources are available it allows
caregivers to access needed formal services for themselves and their loved ones. Whilst
trying to adapt to the ever-changing and sometimes stressful role demands of being a
caregiver, individuals are apt to call upon psychological and social resources, such as
extended networks and spirituality. The absence of said resources — material, social,
psychological- can have harmful effects for the caregiver, such as reduced life
satisfaction, increased burden, and increased psychological distress (Borg & Hallberg,
2006; Rozaria, Chadiha, Proctor, & Morrow-Howell, 2008). Thus, the presence of these
resources is related to overall caregiver well-being (physical and psychological) and acts
as a buffer shielding the caregiver from negative outcomes (Rozario, Chadiha, Proctor, &
Morrow-Howell, 2008). Irrespective of the situation, the experience of the caregiver
and their assessment of their situation have implications for resource utilization. More
importantly, cultural factors such as social background, values, and preferences of the
caregiver frame the resource options. Thus understanding caregiving through the lens
of cultural context can be illuminating. This is particularly noteworthy in the study of
African American caregivers, where it is widely believed that resources available to them
are very much a function of their socio-cultural history (Williams, 2005; Dilworth-
Anderson et al., 2005).

The African American economic profile reflects a historically disadvantaged

economic and social position (LaVeist, 1993, 2002; Jargowsky, 1997). It is generally
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accepted that middle class incomes are between $25,000 and $49,999 and according to
the 2000 United States Census Bureau®, the median income for Black families is $33,
255. Analyzing income’, occupation, and education data from the 2000 United States
Census (U.S. Census) and the U.S. Census Population Surveys (1998-2002), Attewell and
colleagues (2004) looked at recent African American economic progress over the years.
Based on their findings, they estimate that between 25-50%® of African American (Black)
households are middle class. Though this subgroup shows steady growth, there remains
overwhelming support which also suggests that as a group African American families are
more likely to live at or near significant levels of poverty (James et al, 2007; Isaacs, 2007;
Brisco et al, 2010). They are more likely to live in impoverished and polarized
communities characterized by high rates of unemployment, illiteracy, crime, homicide,
and unwed births (LaVeist, 1993; Jargowsky, 1997; Williams & Collins, 2001; Stafford,
2001). Thus chronic poverty is an issue which greatly affects their ability to access
material resources, like medical insurance and formal medical and mental health care
(Kingston & Smith, 1997; Smedley, Stith & Nelson, 2002; DeNavas-Walt, Proctor, & Mills,
2004; DeNavas-Walt, Proctor, & Hill, 2006; Brisco et al, 2010). This is evidenced in the
caregiving literature where there is evidence that African American caregivers underuse
services (Hargrave, 2006; Collins, Hall, and Neuhaus, 1999; Smedley, Stith, & Nelson,

2002; Pinquart & Sorensen, 2005; Williams et al 2005). This is of particular concern,

8 United States Census Bureau does not have an official definition of middle class, but it does look at income
distribution and inequality. (United States Census Bureau, 2010). Income Inequality: Narrative (Middle Class) ,
http://www.census.gov/hhes/www/income/data/inequality/middleclass.html| Retrieved 10.19.2010.

"In analyzing income, the following factors were considered: marriage partner patterns, # of earners in the
household, education, and wage levels (Attewell et al, 2004).

8 The average varies depending upon which measured is looked at (earnings, educational trends, and occupational
trends)
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because research suggests a negative relationship between income and physical health
(Pinquart & Sorensen, 2007).

Despite the grim economic profile, African Americas have access to and utilize a
number of resources, in the form of social supports that have emerged as a result of a
worldview that focuses on collective functioning, collective responsibility,
interdependence, cooperation, and group survival. Though there are other helpful
resources such as material and financial resources that aid these families, social
supports are accessed more often. Social support resources include: a strong sense of
family and familial obligation, flexible family structure, flexible role assignment and a
propensity toward self-reliance and mutual aid (Dilworth-Anderson, Boswell, & Cohen,
2007; Pinquart & Sorensen, 2005; Hill, 1999: McAdoo, 1998). As noted below, there are
multiple references in the caregiving literature explaining how these resources have
been utilized.

Flexible family structure and role assignment are extremely important in African
American families (Hill, 1999; McAdoo, 2009). “As a consequence of low rates of
marriage and high rates of non-marital child-bearing, (African American) families are
often configured differently from families of other racial/ethnic groups.” (LaVeist, 2005,
p. 44-45). Single parent households are prominent (Marsh et al, 2007). Equally,
multiple members often reside with each other. This helps to distribute responsibilities
and extends resources. These kinship networks are common (Hatchett & Jackson, 1993;
Chatters, Taylor, Lincoln, & Schroepper, 2002; Caldwell-Colbert et al., 2003; Hill, 1999;

McAdoo, 2009). They are relationships comprised of not only multi-generational
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conjugal and blood relatives, but also (consanguineal) non-relatives as well (Chatters &
Jayakody, 1995). The relationships are “characterized by intimate involvement and a set
of unwritten obligations” (Wilkinson, 1993, p. 38) that inform members’ sense of
obligation to each other (Chatters, Taylor, Lincoln, & Schroepper, 2002). Coined the “kin
help-exchange network” by sociologist, this network provides material, psychological,
emotional, spiritual, and social support (Hatchett & Jackson, 1993; Chatters, Taylor,
Lincoln, & Schroepper, 2002; Caldwell-Colbert et al., 2003). Consequently, caregiving is
not only limited to the immediate family members but the extended network and
responsibilities are shared. The support provided by this network of extended family is
instrumental in helping individuals cope with their responsibilities as caregivers (Becker,
Gates, Newsom, 2004) and helps maintain well-being (Chatters, Hardison, Riley, 2001).
For caregivers of older adults with chronic cognitive disorders, they receive both
tangible and psychological help from family members and the extended family network
(Dilworth-Anderson, Williams, & Cooper, 1999; Yeo & Gallagher-Thompson, 1996). This
holds true for other African American caregiver subgroups, such as caregivers of adults
diagnosed with serious mental illnesses and disabling chronic conditions.

Elasticity of family boundaries is also a resource. Family boundaries stretch to
accommodate the various conditions in which the family finds itself (Hill, 1999; McAdoo,
2009). Role expectations and definitions are flexible and are not clearly and rigidly
defined (McGoldrick, 1993). Thus in the face of chronic illness where family roles
fluctuate and caregiver demands increase because of role accumulation, coping

becomes a bit more bearable within African American households. Family members
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participate in shared responsibilities to provide care for the ill member, especially if they
co-reside with each other. The primary caregiver may find it easier to negotiate the
multiple roles in which he or she finds themselves, when there are others in the
household with whom he or she can share these responsibilities. Extended kin residing
in the household may translate into shared caregiving, with the caregiver believing that
his or her role is more manageable and less burdensome. This has implications for

caregiver adaptation.

Vulnerabilities

Caregiving occurs in the context of other ongoing roles which create stress.
Equally, a number of social factors can complicate the caregivers experience and add
undue strain. These factors increase caregivers’ vulnerability to stress and morbidity.
The added effect of their presence complicates the caregiving experience. A number of
studies have examined the extent to which caregiver vulnerabilities (e.g competing
demands) shape the caregiving experience (Chou, LaMontagne, & Hepworth, 1999;
Rozario & DeRienzis, 2008; Ory, Yee, Tennstedt, & Schulz, 2000). In particular, special
attention has been paid to two key areas: (1) the caregiver’s employment role and (2)
the presence of other caregiving roles, such as supplementary family care. Available
literature focuses on how these factors contribute to caregiving stress and well-being
outcomes.

Individuals who assume the role of caregiver for someone with a chronic illness

do so with the understanding that this new role will extend their familial responsibility
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within the family. The role of caregiver becomes an added responsibility that must be
balanced against any existing roles that the individual already holds. Thus there are
increased demands, burdens, and strains. The ability of the caregiver to adapt to the
compilation of roles can impact well-being. The most prolific of these pre-existing roles
is that of a labor force participant. Though caregivers, in comparison to non-caregivers,
are less likely to be employed, there are an estimated 16 million working age adults
caring for a sick or disabled family member (Ho, Collins, Davis and Doty, 2005). Equally,
nearly one third (32%) of all primary family caregivers are in the labor force (Center on
Aging Society, 1999). Bullock, Crawford & Tennstedt (2003) suggest that African
American employed caregivers deserve particular attention. As a result of several
economic and social factors —including the high rate of single-headed households;
limited financial resources that exist within African American families; growing numbers
of both disabled and older African American persons- African American caregivers are
likely to be labor force participants. These working caregivers are more likely to miss
days of work, seek adjustments to their work schedule, and lack insurance coverage
(MetLife, 2006; National Alliance for Caregiving & AARP, 1997; Arksey, 2002; Ho, Collins,
Davis and Doty, 2005; Center on Aging Society, 1999). Particularly when their jobs are
demanding or lack flexibility, these caregivers experience increased strain and demands
as a result of their dual-role (Scharlach, Sobel, & Roberts, 1991; Stephens et.al, 1991;
Arksey, 2002). Full-time employment equates to time constraints which limit the
amount of time an individual can devote to caregiving. This can inform the extent and

quality of caregiver services (informal and formal).
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Evidence suggests that caregivers who juggle multiple roles have increased stress
and poorer health (Commonwealth Fund, 2003), negatively impacting their overall well-
being. Additionally, they are more likely to use more hours of paid and unpaid
assistance to help manage both work-related time and their caregiving duties (Velkoff &
Lawson, 1998; Doty et al, 1998). Sometimes, caregiving even reduces employment, as
family members are forced to make the decision to leave their jobs or work fewer hours
because of job strain related to the dual-role (Chang & White-Means, 1995; Stone &
Short, 1990; Bullock, Crawford, & Tennstedt, 2003). A unique perspective has been put
forth by Borg & Hallberg (2006). In their study of self-identified frequent caregivers, less
frequent caregivers, and non-caregivers, they found a positive relationship between
gainful employment and life satisfaction for the caregiver subgroups. It is suggested
that this relationship may be due to personal caregiver needs, caregiver feelings of pride
and self-worth, caregiver financial needs, or caregiver needs for social contact. Distinct
in that these findings do not conform to the majority of published studies investigating
employment and caregiving, this study extends the simplified perception that
employment is a caregiver competing demand.

Regardless of whether they are employed, many caregivers are still accountable
for multiple roles. Numerous studies report that African caregivers of adults with
chronic illness are also providing care for others in their family and household,
particularly young children and frail elderly (Hargrave, 2006; McCann et al., 2000).
Probably related to their sense of family obligation and familial responsibility, this dual

role has an additive effect on the pre-existing strain the caregiver might be enduring.
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Based on findings from their study on cultural justification for caregiving among African
American and White caregivers, Dilworth-Anderson et al (2005) suggest that higher
rates of caregiving within African American families exists because of culturally-based

perceptions around family care and lack of resources.

Coping

Caregiving can be difficult, time-consuming and overwhelming. It has the
capacity to negatively affect the caregiver and increase morbidity and mortality.
However, these negative consequences can be mitigated with coping techniques
(Goode, Haley, Roth, & Ford, 1998). Thus coping is an essential mediator for adaptation
to chronic disease (Madhu & Sridhar, 2001), for both the afflicted and their caregivers.
For the caregiver, coping involves (a) appraisal of the situation, (b) learning new skills to
deal with the stressors, and (c) engaging in adaptive tasks which reduce the stress.
Behavioral responses may include sharing the responsibility with others, utilizing formal
or informal supportive services, turning to spiritual resources for encouragement, taking
care of one’s health (participation in preventative health behaviors), and/or
relinquishing caregiving duties. No matter the behavioral response chosen, coping with
the responsibilities of chronic illness caregiving is a normative process that involves
engaging in activities or behaviors that decrease perceived levels of burden, stress, and
risk of negative life outcomes. This process is fairly standard across all caregiving family
types, but culture can decidedly shape the accessibility and acceptability of the

caregivers coping mechanisms and social supports (Aranda & Knight, 1997).
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Due to a history of discrimination, racism, and oppression African Americans
have adopted unique cultural coping techniques based on folk beliefs, cultural
traditions, and available resources. The survival, stability, and advancement of the
family is attributed to a number of enduring strengths (Hill, 1998), particularly strong
family affect, flexible family roles, shared responsibility, strong kinship bonds, and deep
religious orientation (Hill, 1998; Freeman & Logan, 2004). Family boundaries stretch to
accommodate the various conditions in which the family finds itself (Nobles, 1988).
Role expectations and definitions are flexible and are not clearly and rigidly defined
(McGoldrick, 1993; Hill, 1999; McAdoo, 2009) and informal helpers such as the clergy
and extended family frequently accessed (Taylor & Chatters, 1991; Hill, 1999; McAdoo,
2009). What has emerged is an indigenous support system based on interdependence,
shared goals, and a collective nature (Poole, 1990). The core of this system being “The
Family,”-both biological and extended, with the church playing a critical role (Caldwell-
Colbert et al., 2003). Within this framework, families have relied on themselves and
close social networks to function and maintain the emotional well-being of its individual
members in spite of the wider society (Snowden, 2001). They engage in mutual sharing
of knowledge and attempt to solve their own problems by tapping into familiar
indigenous social support systems (e.g. the church) and engaging in group problem
solving within their extended family. In their study of African American caregivers,
Lawton, Rajagopoul, Brody & Kleben (1992) found strong identification with cultural-
specific values that encourage family care provision. These caregivers demonstrate a

high degree of familial obligation and responsibility, which aids them in justifying their
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roles as caregivers (Dilworth-Anderson et al., 2005; Lawton et al., 1992). Furthermore,
they have great communalistic tendencies identified by high family involvement and
community leader consultation (Guarnaccia & Parra, 1996; Guarnaccia, 1998). They
often turn to five different sources for assistance: family, friends and neighbors, co-
workers, professionals, with the majority of their assistance coming from family
(O’Brien, Osby, & Johnson, 2005; McAdoo 2009; Hill, 1999; Lum, 2005). Their extended
family and kin network are instrumental in coping, providing caregivers with referrals,
tangible resources, and psychosocial support. Thus, for African Americans, the family is
seen as a critical source of social support that aids in coping and healthcare promotion
(UDHHS, 2001).

Irrespective of racial background, religion and spirituality are often a key means
of coping for caregivers (National Alliance for Caregiving & AARP, 2004). In African
American populations religious supports have been identified as an important resource
for coping with the struggles of everyday life (Taylor, Chatters, & Jackson, 2007; Wood &
Parham, 1990; Segal & Wykke, 1999). The church has a long history of providing
support to African Americans and assumes a positive influential role in shaping African
American family life (Braithwaite, Taylor & Austin, 2000; Johnson & Staples, 2005;
O’Brien, Osby, & Johnson, 2005). Religious instruction and prayer are one of the most
common coping resources for dealing with personal problems (Taylor & Chatters, 1991).
In their comparison of religious behavior among African American and Caucasian
caregivers, The National Alliance for Caregiving & AARP (2005) found that African

Americans are more likely to report religious supports, in the form of prayer, as a way of
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coping with the strains of caregiving. Involvement in activities that improve the health
of African Americans is a natural extension of the church’s service to African American
families (Braithwaite, Taylor, & Austin, 2000). Religious variables, such as church
attendance, spirituality, utilization of clergy support, and prayer are important sources
of support for African American caregivers (Sun et al, 2009; Connell & Gibson, 1997;
Chadiha & Fisher, 2003; Chadiha, Rafferty, & Pickard, 2003; Taylor, Chatters, Jackson,
2007). A number of studies have documented the relationship that exists between
African American religious involvement and health (Wimberly, 2001). Religious
involvement is positively related to receipt of support (Taylor, Chatters, Jackson, 2007;
Sun et al, 2009), use of health care services (Levin, Chatters, & Taylor, 2005), self-rated
health (Musick, 1996), and well-being (Ellison, Boardman, Williams & Jackson, 2001;
Chadiha, Rafferty, & Pickard, 2003; Levin, Chatters, & Taylor, 2005) and is inversely
related to depression and distress (Brown, Ndubuisi, & Gary, 1990; Ellison et al, 2001;
Sun et al, 2009). Thus, religious orientation is a social and personal resource that
provides both instrumental and emotional support for African American caregivers and
aids them in stress adaption.

It is important to note and recognize the possible harmful effect of religious
coping. Though there is limited research in this area, existing social science inquiry does
suggest that religious coping for personal problems can often cause family turmoil and
stress. A number of studies investigating religious coping in response to chronic illness
found harmful effects associated with coping (Alferi et al, 1999; Ben-Zur, Gilbar, & Levy,

2001). Infact, in their study investigating how religious coping informed treatment for
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chronic disease, Koenig (2001) and colleagues found that certain types of religious
coping caused delays in seeking treatment for medical conditions. In the case of family
caregiving, religious beliefs and coping strategies can inform ideas about illness
manifestation, treatment possibilities, prognosis, and even caregiving role expectations.
If a family member believes that an illness is attributed to spiritual retribution as a
punishment for engagement in negative behaviors they may not be as likely to feel
compassion for and/or be willing to help them family member access necessary medical
treatment or interventions. If the family member does not believe in certain treatment
modules because of their religious beliefs, then this could impact the ill member choice
of treatment options. The choice not to access available medical assistance might result
in a higher need for family caregiving services. Moreover, a family’s religious beliefs
about family caregiving roles might contradict with their personal beliefs and/or
willingness to engage in caregiving. For the purpose of this study, the role that religious
coping has on caregiving outcomes will be tested. Whether or not coping is a positive or

negative mediating attribute will be considered.

Well-Being — Global happiness, Depression, & Health

There is no question that the act of providing care for someone with a chronic
illness can be difficult, time-consuming, and overwhelming, yet discrepancies exist in the
literature which examines the degree to which caregiving is related to well-being

outcomes for African Americans. Studies that have examined caregiving in general

50



without giving consideration to ethnic variations find that the act of caregiving is
generally associated with negative well-being outcomes. In fact in their study looking at
the challenges presented to the healthcare system by the emergence of informal
caregiving, Donelan and colleagues (2002) found evidence suggesting that caregivers
commonly report that the act of caregiving has negative effects on their health. These
findings were confirmed by Pinquart & Sorensen (2003). Based on their comparative
study looking comparing depressed mood and burden among caregiver and non-
caregiver groups, Pinquart & Sorensen (2003) found that caregivers are more stressed
and show higher depressive symptoms. Additionally, caregivers were found to have
lower subjective well-being, physical health, and self-efficacy (Pinquart & Sorensen,
2003). Other studies show similar findings - negative mental health outcomes (Beach et
al., 2000; Bookwala, 2009; Redinbaugh, MacCallum, & Kielcolt-Glaser, 1995), negative
physical health outcomes (Pruchno & Potashnik, 1989; National Alliance for Caregiving
& AARP, 1997; Schulz & Beach, 1999; Wilcox, Bopp, Wilson, Fulk, & Hand, 2000; Borg &
Hallberg, 2006; Vitaliano, Zhan, & Scanlan, 2003), increased burden (Annerstedt,
Elmstahl, Ingvad, & Samuelsson, 2000), and decreased life satisfaction (Borg & Hallberg,
2006). Outcomes such as burden and life satisfaction are related to critical attributes
such as caregiver social and demographic characteristics, caregiver resources, caregiver
social supports, caregiver stressors, caregiving intensity, competing caregiver demands,
and ill-member social and demographic characteristics (Chou, 2000; Borg & Hallberg
2006; Lim & Zebrack, 2004). Mental health indicators, such as depression, distress, and

anxiety show similar relationships to caregiver resources, vulnerabilities, and coping.
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In contrast to the fore-mentioned findings, there exists a growing body of
literature, particularly for African American caregivers who report less negative well-
being and health outcomes. Despite the probability that they experience increased
vulnerabilities, they experience less stress, anxiety, and burden when compared to non-
caregiver and other ethnic-caregiver groups (Aranda & Knight, 1997; Knight et al, 2000;
Janevic & Connell, 2001; Haley et al 2004; Rittman et al., 2006; Fredman, Daly, & Lazur,
1995; Magana, 2004; Pinquart & Sorensen, 2005; Roth et al, 2008; Kosberg, et al., 2007).
Likely as a result of their lower stress appraisal, there is evidence that African American
caregivers are less likely to be depressed in response to their caregiving roles (Aranda &
Knight, 1997; Janevic & Connell, 2001). A classic study by Lawton and colleagues (1992)
compared African American and White caregivers of older adults with dementia and
found that African Americans report greater caregiving satisfaction and benefits. In fact,
a number of more contemporary studies replicate these findings, reporting intrinsic
rewards, such as pride in fulfilling familial responsibilities, enhanced closeness with the
ill-member, and satisfaction with one’s competence (Beach et al, 2000; Roff et al 2004;
Haley et al, 2004). Particularly this tendency towards higher levels of life satisfaction is
likely to be related to their feelings of empathy towards their loved one, sense of filial
responsibility, appraisal of the situation, and use of coping strategies (Lee et al, 2001).
Dilworth Anderson and colleagues (2005) even suggest that the construct of ‘cultural
justification’ is involved as African Americans are more likely to have culturally justified

reasons for providing care.
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The literature does show inconsistent findings. Despite the evidence suggesting
a more positive appraisal of caregiving, a recent study by Drentea & Goldner (2006)
examining the effect of race on depression found a high degree of depression among
African American caregivers. Similar results were found in other studies where
depression levels among African Americans or other negative caregiver well-being
indicators were found to be comparable to other ethnic groups or significantly higher
(Haley et al, 2004; Young & Kahana, 1995). The results of the White, Townsend &
Stephens (2000) study were also atypical. In their study of White and Black caregivers of
chronically impaired older adults they found lower rates of stress and higher reports of
intrinsic rewards among African American caregivers, but significantly similar levels of
depression symptomology. Though, a plausible explanation for these divergent findings
is methodological issues, such as sampling and measurement variations across the
studies (White et al., 2000; Pinquart & Sorensen, 2005; Drentea & Goldner, 2006),
Knight and colleagues (2000) contend that other aspects of ethnicity may be involved.
They suggest that ethnic specific structural status variables, such as coping styles, pre-
existing life stressors, problem appraisal, and socio-demographic background
differences between the caregiver and ill-member, complicate the process of stress and
coping and affect the relationship between the variables in multi-dimensional ways,
influencing study findings. No matter the findings, scholars agree that the deleterious
effects of being a caregiver are probably most often moderated by caregiver resources

and coping mechanisms. For African Americans family networks, sense of familial
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responsibility, and religiosity are key agents in shielding them from negative caregiving
outcomes (Drentea & Goldner, 2006; Roff et al, 2004; White et al, 2002).

In respect to other caregiver health outcomes, research findings are more
equivalent across ethnic racial groups. In general, a number of studies show decreased
physical health among caregivers (Shaw et al, 1997; Schulz & Beach, 1999; Borg &
Hallberg, 2006; Vitaliano, Scanlan, & Zhang, 2003; Schulz & Sherwood, 2008) and higher
incidence of chronic health conditions (Pruchno & Potashnik, 1989; Schulz & Beach,
1999; Vitaliano, Scanlan, & Zhang, 2003), when caregivers are compared to non-
caregivers, race not-withstanding. When ethnic-specific or race variables are
considered no differences are found. Similar to other caregiver groups, African
Americans caregivers show poor health outcomes. When based on objective measures,
no significant differences in actual health status are observed across groups (Roth,
Haley, Owen, Clay, & Goode, 2001; Knight et al, 2007), but when subjective measures of
health are considered, the findings vary. In these instances, African American caregivers
actually fare far worse. Their perceived symptoms and global self-reported ratings of
health are less favorable compared to other ethnic caregiving groups, specifically
Caucasian caregivers (Knight et al.2007; Pinquart & Sorensen, 2003, 2005; Bookwala,
2009). This trend may be related to the disproportionate amount of care they provide
and their underutilization of formal services for their loved one and themselves.
Additionally, since African American families tend to have limited financial resources

and lack medical insurance, (DeNavas-Walt, Proctor, & Mills, 2004; DeNavas-Walt,
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Proctor, & Hill, 2006) their ability to access formal medical services, to ensure their

health, is greatly reduced.

Summary

Understanding the experience of African American caregivers of individuals with
chronic illnesses is a much needed addition to the scientific knowledge base. Minimal
attention has been paid to understanding the response these caregivers have to their
caregiving role, particularly which resources benefit, which vulnerabilities compromise,
and which coping strategies aid their well-being. Given the disproportionate numbers
of African Americans afflicted with chronic illnesses and trends that suggest disparities
in their use of healthcare and family support services, informal family caregivers are an
ever-increasing group within the African American community. Evidence, based
primarily on cross-cultural comparisons and research on older adult populations,
suggests that African American caregivers provide an inordinate amount of care for their
loved ones, yet demonstrate a unique resiliency. In the face of common vulnerabilities,
such as additional caregiving roles and competing demands, these caregivers turn to
material and social resources to help them endure. Moreover, evidence suggests that
culturally informed help-seeking strategies and coping techniques (e.g. seeking family
and friends in times of need, turning to religious supports, etc.) are critical agents in
shielding these family caregivers from negative caregiving outcomes. Thus a study
investigating the experience of African American caregivers is clearly warranted. A

study that explores the relationships between caregiver resources, vulnerabilities,
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coping, depression, health, and global happiness, can enhance social scientist and health
care practitioners’ understanding of variables that affect the well-being of African
American caregivers. Such a study would also facilitate the development of family
health and support programs tailored to address the unique challenges of specific

African American subgroups of caregivers.
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Chapter Three: Theoretical Framework

In this chapter, the theoretical framework underlying the proposed study will be
summarized. The contributions of The Resiliency Model of Family Stress, Adjustment,
and Adaptation will be explored. As a dynamic model drawn from the person-
environment theories of stress and coping, this model has a rich history illuminating
familial adaptation to stressful conditions. It is perfectly structured to help explain
caregiver response to chronic illness (Kramer, 1993) and is particularly useful in
illuminating the African American caregiving experience (Drentea & Goldner, 2006;
Dilworth-Anderson, Goodwin, & Williams, 2004; Haley et al., 1996; Rozaria & DiRienzis,
2008; Kim, Longmire & Knight, 2007). The first section of this chapter will generally
describe the model and its utility for understanding chronic illness caregiving, with
special attention given to African American applications. The subsequent section will
identify explanatory variables that will be tested in the proposed study. Finally, the
chapter will conclude by delineating model-specific considerations that apply to the

proposed study.

Overview - Model of Family Stress, Adaptation, and Resiliency

Developed by McCubbin & McCubbin (1988) to guide research, prevention
efforts, and interventions with ethnic minority families, the Model of Family Stress,
Adaptation and Resiliency (hereunto referred to as the Resiliency Model) is a derivative
of family stress and coping frameworks (Kramer, 1993; Pearlin & Schooler, 1978; Pearlin,

Mullan, Semple, & Skaff 1990), particularly the Double ABCX Model of Adjustment and
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Recovery. The model focuses on the family as a unit and considers coping and
adaptation processes of the family system and its individual members. Thus, it
emphasizes the family’s ability to recover from stressful events and crises by drawing on
patterns of functioning, strengths, capabilities, appraisal processes, coping, resources
and problem-solving to facilitate adaptation (DeMarco et al, 2000, p. 297). It considers
the influence of family stressors on psychosocial, emotional, and health outcomes,
whilst emphasizing the role that the family’s environment (or ecosystem) and
perceptions play in maladjustment and adaptation to the crises. The family’s
environment is comprised of external demands and resources which are both
constraints and opportunities that inform family adaptation and creative functioning
(Bubolz & Sontag, 1993; Hatfield, 1987). The family’s perception of the crisis and the
personal meaning they ascribe to the situation informs how they adapt to the stressorin
light of these environmental resources and constraints. This adaptation process is
marked by several stages: (1) The onset of the initial stressor, (2) The period of
adjustment — the initial response to the stressor, and (3) The post-crisis or adaptation —
attempts to deal with the stressor. Key variables that impact these stages are existing
day-to-day vulnerabilities the family is navigating (pile-up demands), normative family
transitional factors, existing family resources, the personal meaning the family ascribes
to the situation (stressor appraisal), and family coping behaviors (McCubbin &
Patterson, 1983). A dynamic model, it considers interactions (inside the family —
individual to individual; individual to family system) and transactions (outside the family

— family to social environment) over time as the family and its members attempt to
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maintain and/or adjust to their situation (McCubbin & McCubbin, 1993; Saunders,
2003). Thus it is not just a model exploring internal family system issues but rather it is
a framework for understanding the contextual nature of the family resilience by
recognizing the social environment in which the family exists (McCubbin & McCubbin,
2001). In the study of family caregiving this is particularly important.
Relevance to African American Caregiving & Chronic lliness

The Resiliency Model is “a useful framework to identify and fortify key processes
that enable families to surmount crisis and persistent stresses” (Walsh, 1996, p.261);
thus it is applicable to the study of caregivers of persons with chronic illness, given the
high level of presumed stress these families cope with (Marsh, 1998b). In the face of
chronic illness, these caregivers strive for restoration and harmony in family
interpersonal relations, structure, functioning, development, well-being, and spirituality
(McCubbin, Futrell, Thompson, & Thompson 1998). The caregiver’'s awareness of their
loved one’s illness and the meaning they ascribe to the illness defines the assumed
caregiving role. Additionally, the meaning ascribed to the caregiving role also shapes
the context of the caregiving experience. If caregiving is seen as a burden then the
ability to adjust and adapt is compromised. Conversely, if caregiving is perceived as a
rewarding activity, then adaptation is more likely to occur. Family resources, demands,
and coping mechanisms ultimately shape caregiver adaptation. This theory highlights
the multitude of contextual variables involved in chronic iliness caregiving, all of which
directly influences the caregivers’ well-being and capacity to provide ongoing care for

their ill loved ones.
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An additional benefit of this theory is its utility as a guide in specifying factors
that are thought to promote resilience in families impacted by chronic illnesses (Enns,
Reddon, & McDonald, 1999; Saunders, 2003). The construct of “resilience” is related to
the concept of protective factors. Borne in psychology, it originally applied to our
understanding of individual behavior (McCubbin et al, 1998). In this sense, “resilience”
focused on the ability of a single individual to withstand chronic stress or recover from
traumatic life events. Though it has been traditionally viewed as an attribute of
individuals, the Resiliency Model broadens the concept of resiliency to explain relations
within a family system (e.g. the family unit and its individual members). Additionally it
looks at relationships across the family system between the family and its external
environment. Through the lens of this theoretical model resiliency is defined as those
characteristics, dimensions, and properties of the family which help them be resistant to
disruption in the face of changes and help them adapt to crisis (McCubbin & McCubbin,
1988; McCubbin & McCubbin, 2001). Whether passively or actively employed, family
resources and coping mechanisms restore family adaptation in the midst of crises and
assume the role of resiliency factors. In her discussion of the application of this model
to chronic mental health conditions and family caregiving, Marsh (1998a) proposes that
most families tap into existing personal and interpersonal resources, identify coping
strategies, and ultimately adapt to the stressful demands of the illness. She provides
the best description of this framework.

“Family adaptation involves acceptance of the ... illness and its

meaning for the family, accommodation to the altered family
circumstances, acquisitions of pertinent knowledge and skills,
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and resolution of the emotional burden....The model includes
four components: family life events, family resources, family
appraisal, and family adaptation.” (Marsh, 1998a)

This approach acknowledges the unique strengths of all families and recognizes
their resilience and tenacity. It is particularly advantageous for understanding the
experience of African American caregivers, who use existing resources, such as religion,
extended kin networks, self-reliance, and flexible role assignment to help them cope
with adversity (Hill, 2003). Their ability to cope with adversities is therefore directly
related to their collective strengths and ethnic-specific patterns of functioning. This
theory has proven to be a useful guide in a number of studies highlighting the resilient
nature of the African American family (McAdoo, 1998; McCubbin et al, 1993; McCubbin,
1998; McCubbin et al, 1998a; McCubbin et al, 1998b) and in a number of studies
exploring the African American caregiving experience (Drentea & Goldner, 2006;
Dilworth-Anderson, Goodwin, & Williams, 2004; Haley et al., 1996; Rozaria & DiRienzis,

2008; Kim, Longmire & Knight, 2007).

Specifications of the Model

Model Concepts & Their Relationships

Rather than focusing on the objective and subjective dimensions of the family
stressor and family pathology, this model identifies specific resources, vulnerabilities,
patterns of coping, and stress appraisal, and competencies the family members can

utilize in order to deal effectively with crisis. In the first stage, acknowledgement of the
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initial stressor is critical and family member adjustment is the key outcome of interest.
This component of the adjustment process is directly linked to the caregiver’s appraisal
of the situation, vulnerabilities to the stressor, residual problems with the stressor, role
strain, and pile-up of competing demands, as shaped by their socio-demographic and
psychosocial background characteristics and resources. The second stage involves the
active process of adjustment. In this stage the family members use available resources
and coping mechanisms to assist in functioning. Coping mechanisms that involve
established patterns of functioning are key agents that inform resiliency and shape the
adjustment process. For caregivers of persons with chronic illness this translates into
their ability to adjust to their caregiving role, using problem solving strategies and
available social supports. Ultimately this has an effect on adaptation. As the final stage
of adjustment, adaptation involves a reaction to the stressing stimulus. For caregiving
family members this reaction, whether conscious or subconscious, is directly linked to
their cognitive, emotional, and physical well-being. In the best case scenario, caregivers
acclimatize to their situation and demonstrate resiliency. Their coping patterns create
protective factors and the outcome is bon-adjustment (McCubbin & McCubbin, 1988;
McCubbin & McCubbin, 1991; McCubbin & McCubbin, 2001) or positive adaptation. In
other cases, the stressors associated with the role become unbearable. When this
occurs, problem solving is absent or futile; efforts at adjustment prove to be
unsuccessful and the caregiver experiences maladjustment and has a maladaptive

outcome (McCubbin & McCubbin, 1988; McCubbin & McCubbin, 1991; McCubbin &
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McCubbin, 2001), which translates into negative health and well-being outcomes.

Figure 3 models the dynamic structure of this theory.
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Figure 3: Resiliency Model of Family Stress, Adaptation, & Resiliency
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This figure presents a generalized depiction of the model factors. According to the
model, adjustment to the stress of caregiving results from the interaction of stressors
(Factor A), with existing caregiver resources (Factor B), established patterns of caregiver
functioning (Factor T) and caregiver appraisal of the situation (Factor C). Vulnerabilities

and Pile-up demands (Factor V) are important because they can overwhelm the
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caregiver’s resources (Factor B); they ultimately compromise adjustment (Factor X) and

negatively impact perceived health, global happiness, and mental health.

Table 4: Model Abbreviations & Terms

Adjustment Phase
Primary Stressors (A)
Family Resistance Resources (B)

Family Types and (T
Established Patterns of
Functioning

Appraisal of the Stressing  (C)
Situation: Meaning &
Schema

Family Vulnerability Dueto (V)
Life Changes and Pileup
Demands

Maladjustment Crisis (X)
Situation

Problem Solving and Coping (PSC)
Patterns

Bonadaptation (*)

Limitations of the Model

Regardless of the amount of resources (Factor B)
which the caregivers have at their disposal, it is
the extent to which they utilize these resources
and engage in problem solving and coping (Factor
PSC) that ultimately moderates the negative
relationship that the stressor has on their health
and global happiness. Using this model as a guide,
it is possible to learn how caregiving, as an
objective stressor adjusts functioning and shapes

family member well-being.

Before reviewing the specific applications of this model to the proposed study, it

is important to discuss some of the broad limitations of this model in studying family

processes. It is evident that the Resiliency Model is quite comprehensive in identifying

critical factors that influence family adaptation. It covers a wide array of social,

intrapersonal, and environmental constructs related to family functioning and suggests

an interactive rather than a linear approach in explaining family adaptation to change
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and stress. Though it is comprehensive and includes a large number of concepts, the
extensiveness and complexity of the model make it quite difficult to test (DeMarco et al,
2000).

Another challenge posed by the model is its static time reference. Using this
theoretical framework, it is only possible to look at family adaption at one point in time
versus looking at adaption over the course of the life cycle unless longitudinal data is
captured at different stages of the family life cycle or at different key time points (Perry,
2004). The success or lack thereof of family adaptation may change over time and may
be related the family’s stage in the life cycle. Perceived or real stressors, resources, and
vulnerabilities may change over time and new coping patterns may also emerge.

Perry (2004) also describes an additional and one of the most important
limitations posed by the model. Though the Resiliency model is guided by family
systems perspectives it is really only designed to capture data based on individual
response. Instead of considering family group interaction dynamics it only considers the
characteristic of an individual. The family measures and coping resources are either
inherently individual constructs or based on an individual’s perspective of their family’s
life. Thus the unit of analysis is really the individual and not the family group and the
individual’s adaption is but a proxy for the adaptation of the entire family. The only way
to avoid this limitation is to consider the additive adaptation processes of multiple
family members. Thus, the Resiliency theory is not meant to directly inform

understanding of family group behavior trends, instead it allows researchers to see how
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individual family member functioning shape the larger family unit in which the individual
respondent exists.

A final limitation of the model is related to its focus on family pathology. The
family’s strengths, coping, and adaption are all in relationship to the family’s perceived
stressors. Though it is based on a family strengths model, it only considers the family’s
strengths in relationship to their ability to competently function after exposure to
significant risks or stressors. In essence the theory looks at how families utilize
strengths to demonstrate resilience in face of stress. It does not consider everyday
non-reactive family functioning in the absence of stressful conditions. This is a
particularly salient issue in the study of caregiving among African Americans. In general
the act of providing care to an ill member is perceived as a family stressor, but for
African Americans this perception does not always hold true. It is evidenced in the
literature African Americans often report intrinsic rewards as a result of familial
caregiving. The act of providing care to family members is not necessarily seen as a
stressor, but a filial role that results in personal satisfaction, enhanced closeness, and
pride (Beach et al, 2000; Roff et al., 2004; Haley et al, 2004). In this way, adaptation to
the caregiving role is less about stress and coping, but fulfillment of family
responsibilities and enhancement in familial relationships. The Resiliency Model as
proposed may not be the most suitable framework for mapping these caregiving gains.
In the instance where the Resiliency Model is applied, intrinsic rewards in caregiving are

considered ultimate adaptation.
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Despite these limitations, the contextual nature of the Resiliency Model and its
focus on family functioning variables make it a good candidate for testing the study
constructs of interest. The model includes a multitude of both socio-cultural variables
(stressors, schemas, resources, vulnerabilities, and coping patterns) that inform
caregiving and considers the complex nature of how these constructs interrelate.
Particularly, in the context of caregiving, the model has the capacity to consider circular
transactions that occur between the caregiver, ill member, the family unit, and the

larger environment in which the family exists.

Applications of Model to Proposed Study

A complete test of the model in its entirety is beyond the scope of the available
data, thus figure 4 depicts an abridged version of the theoretical model as it concerns
the proposed study, given the research questions of interest. Specifically this study will
address the relationship between the primary stressor (e.g. caregiving), resistance
resources, competing demands, coping strategies, and adjustment factors, namely
caregiver health and global happiness. It allows for the inclusion of positive cultural
traits and coping mechanisms. Based on the model the assumptions are as follows:

1. Individual and family adjustment to chronic illness caregiving is influenced by
the perceived stressors, resources, and coping strategies available to deal
with the caregiving role;

2. Effective coping strategies have the potential to moderate negative

responses and maladjustment;
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3. Positive caregiver response and adjustment translates to well-being

outcomes that are healthy and favorable.

On the surface this model is capable of incorporating the unique perspective of
caregivers of persons with chronic illness, but the model assumptions need to be further
explored with African American caregivers. Given the conflicting and limited research
on African American caregivers, there is insufficient evidence to identify how the model
assumptions best describe the experience of African American caregivers. The
application of the model within the scope of this study will begin to address this gap in
the knowledge base. In its totality, the model highlights cultural traditions, social
context, schemas, resources and problem solving strategies and is quite complex and
difficult to test (DeMarco et al, 2000). Using African America caregivers and families
affected by chronic illness as the populations of interest this study will only test the
relationships between a few of the constructs posed by the model (e.g. cultural
traditions, resources, vulnerabilities, and problem solving). None-the-less applying the
Resiliency Model to this study will enhance our understanding of the impact of chronic
illness on African American families and caregivers. Moreover, it will shed light on the
role that family deficiencies, such as imbalances in structure, lack of resources, and
disorganization play on caregiver functioning. Consequently, applying this model to the
proposed study will broaden our understanding of the African American family

caregiving experience.
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Figure 4: The Abridged Version of the Model Specific to Proposed Study
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In the proposed study, the stress of caregiving for African American family

member caregivers will be investigated, with special attention paid to caregiver

resistance resources, vulnerabilities, and coping patterns. Recognition will be paid to

the presence of multiple stressors, specifically, normative and non-normative life

stressors like unemployment, divorce, and receipt of care for a pre-existing chronic

condition or disability, with the understanding that caregivers seldom experience the

stress of caregiving within a vacuum. The extent to which these additive stressors
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contribute to caregiver depression and perceptions of global health and happiness will
be explored.

More in-depth analyses will look at the relationship between the model factors.
With caregiving being the primary stressor of interest, the study will explore how family
caregiver resources (Factor B) and vulnerabilities (Factor V) shape caregiver adjustment
(Factor X). In the case of caring for someone with a chronic or disabling condition, the
primary stressor (Factor A) is that which is brought on by the extent of care provision, as
dictated by the ill-member’s diagnosis, capacities, behaviors, and context of the
condition. In the face of this stressor, the caregiver must utilize available resources
(Factor B) to assist them in carrying out the responsibilities of their role (McCubbin,
Thompson, & McCubbin, 1996). These resources are attributes or skills that the
caregivers have at their disposal when adapting to the stress of caregiving. They are the
psychological, social, interpersonal, and material characteristics of the family (McCubbin
& Patterson, 1983). This includes demographic factors and material resources. It also
includes their social context and social supports. Conversely, vulnerabilities and
competing pile up demands (Factor V) compromise the caregiver’s ability to adeptly
respond to their role. In the case of caregivers of persons with chronic iliness, these
demands are any competing responsibility and strains that compromises their ability to
provide comprehensive care. Pre-existing strains to be considered are financial strains
and caregiver pre-existing personal illness strains. The strain of caregiving is also
directly related to the ill-member’s demographic profile, diagnosis, capacities, behavior,

and relationship to the caregiver. Competing demands include other familial caregiving
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roles and employment roles. The added responsibilities created by these additional role
assignments limit the caregiver’s capacity to provide care to the chronically ill member.
Finally, this study will investigate the role that coping and problem solving
strategies (PSC Factor) have on caregiver adjustment and adaptation (X Factor). When
caregivers are unable to cope with their role adequately using existing resources they
turn to a number of adaptive coping skills to help them adjust. McCubbin and
colleagues (1996) assert that coping strategies help family members maintain and
restore balance between demands and resources, which decrease the intensity of family
stressors, such as those created by chronic illness and long-term caregiving. According
to the Resiliency Model, the family’s coping and problem solving strategies regulate the
depth of the relationship between the stressor and maladjustment (McCubbin &
McCubbin, 1993). Utilization of problem solving strategies helps manage family
member stress and are positively related to family adaptation (McCubbin & McCubbin,
1993). Consequently, the use of coping and problem solving strategies determines if
and how caregivers cope. In the proposed study caregiver help-seeking behavior in
times of crisis and church participation will be considered. According to the proposed
model, existing family caregiver resources (Factor B) assist family members in dealing
with caregiver stress (A Factor). Pile-up Demands (Factor V) are expected to amplify this
stress and make coping much more difficult, but the use of coping and problem solving
strategies (Factor PSC) have the capacity to buffer the effect of caregiving stress and

moderate maladjustment (Factor X).
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Specifying the Model to African American Caregivers

To understand the dynamics of how caregivers respond to stress within the
family, it is important to take into account the social context of caregiver, which includes
the cultural context of the family. Race, especially, has been shown to be related to
caregiver perception, burden, and response (Picot, 1995). Cultural values such as
familism, the extended family structure, indigenous social supports, and the frequent
use of informal coping mechanisms can buffer caregiver stress (Lubkin & Payne, 1998).
The Resiliency Model is perfectly structured to address this issue. Though applicable to
all families, the Resiliency Model has been more widely used to describe the unique
processes of ethnic minority families (McCubbin, Thompson, Thompson, Elver, &
McCubbin, 1994). As one of the only theories that incorporates and highlights cultural
traditions, social context, schemas, resources and problem solving strategies, this theory
aptly enhances our understanding of African American family strengths, such as
indigenous support systems, flexible role assignment, affectional ties, and self-reliance
(McAdoo, 1998; McCubbin et al, 1998; McAdoo & Younge, 2009). In addition, it also
sheds light on the role that family deficiencies, such as imbalances in structure, lack of
resources, and disorganization play on family functioning.

One of the most salient issues that the model highlights is social context and
available social supports, which is of particular importance when applying the model to
African Americans. As previously mentioned in Chapter 2, African American families
exist within a unique social context where family affect is strong, interdependence is the

norm, and roles are flexible (Chatters et al 2002; Caldwell —Coldbert et al, 2003; McAdoo
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& Younge, 2009). Consequently, other family members, the biological and extended,
become a natural resource (B Factor). These individuals provide emotional,
instrumental, and informational support (Taylor & Chatters, 1991). The extended family
provides empathy; advice; physical, financial, and material assistance to caregivers.
Thus, they are often called upon in times of distress (Factor PSC) and are critical in
helping the caregiver function, which may reduce their stress and strain (Dilworth-
Anderson, Williams, & Cooper, 1999). The extent to which African American extended
family members contribute to adjustment is related to their presence and degree of
involvement. Paradoxically, the extended family can also present challenges for African
Americans. Their presence in the household may increase strains, particularly role and
financial strain (Factor V). As a result, the proposed study will not only consider the
household structure, but the presence of additional members in the household.
Additionally, since research has shown that the extended family — including friends, co-
workers, professionals, and lay leaders — is a critical resource for coping, the study will
investigate the extent to which African American caregivers call upon these individuals
and explore how this contributes to positive indicators of health and global happiness.
The role of religious resources is also important among African American
families. There is evidence that African American caregivers call upon religious
supports, such as clergy, prayer, church attendance, and meditation to help cope with
everyday issues and difficult situations (Dilworth-Anderson, Williams, & Gibson, 2002;
Picot et al, 1997). Faith and prayer act as a buffer to caregiving stress (Picot et al, 1997)

and contribute to positive caregiver outcome, such as adaptive coping and adjustment.
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Consequently, the availability and utilization of this resource is important to
understanding African American caregiver stress. Because of the demonstrated
significance of religion in African American caregiving and family coping, the moderating

effects of church attendance and participation will be considered in the model.
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Chapter Four: RESEARCH METHODOLOGY

Methods
Data Source

The study sample consists of respondents from the National Survey of Families
and Households (NSFH). In particular it focuses on the subset of African American
respondents to the survey. A longitudinal cross-sectional study, the NSFH has questions
which cover a wide array of issues related to family life including household structural
characteristics, household tasks, cohabitation, informal caregiving, economic profile,
family relationships and social background, and family member subjective psychological
and physical well-being. Its extensive coverage of household background and family
member demographics and wellness allow for a more holistic analysis of family

experience and life-history (Sweet, Bumpass, & Call, 1988).

Rationale for Choosing the NSFH

Comparison to Other Chronic lliness & Caregiving Surveys

Though similar to other surveys, such as the Behavioral Risk Factor Surveillance
System (BRFSS) (1984-2008), Chronic lllness & Caregiving Study (Thamer, 2000), The
Robert Wood Johnson Foundation & The Foundation of Accountability Survey (RWJF-
FACCT) (2001), and The National Health Interview Survey (NHIS) (2005), which all look at
varying aspects of family life, health, healthcare, and caregiving, the NSFH stands out as
the best option to address the key research questions of interest. The NSFH holds

several advantages such as its use of a large national probability sample, large number
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of African American respondents, and its focus on family caregiving experiences. Table

5 and the following narrative show how the NSFH stands up against other comparative

surveys and African American family life specific surveys.

Table 5: Characteristics of NSFH and other Family Life, Caregiving, and African American

Specific Surveys

Data Survey

. Three
NSFH | BRFSS F'ngé/T Cgrg::: ':i;'sss NHIS | NSBA | Generation
gIVing NSBAF

National Probability Sampling v v 4 v v v
Sufficiently Large N for v v v v v v
Complex Multivariate Analyses
Adequate Number (N >100) of v v v v
African American Respondents
Indentifies Caregivers in v v v v v v
Sample
Inclusion of Caregiver
Experience Variables (e.g. v v v v
coping, attitude, activities)
Inclusion of Variables relating v v v v v
to Chronic llinesses (incidence)

The BRFSS gathers information on health and health-related behaviors. It is

administered annually by individual states (Remington et al 1988). The caregiving

module is only administered within specially identified states® that demonstrate interest

and administrative capacity and thus the data source does not include a nationally

representative sample of caregivers. Moreover, sample sizes in each of these states are

® Use of the caregiving, and other modules of the BRFSS, is at the sole discretion of any individual state that
demonstrates interest and administrative capacity. Thus, it is not administered annually in all 50 states and United

States occupied areas. Over the past 10 years, the BRFSS caregiving module was only utilized in the years, 2009,

2002, 2001, and 2000. Over this time period a total of 30 states elected to use the module at one time or another.
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small and generalizabity is limited, which limit capacity for the research questions

addressed in this study.

The RWJF-FACCT and Chronic lliness & Caregiving Study both employ national
probability sampling and have larger sample sizes, but they are also limited. Their
inclusion of African American respondents is inadequate to address the research
questions addressed in this study. The numbers of African American caregiver
respondents are 91 and 38 respectively, even after attempts at oversampling. Though
the NHIS does include a substantial number of African American caregivers (over 300 in
the 2005 survey) the survey does not include variables specific to the caregivers’
perspective or consist of information on caregiver experiences, attitude, or coping — key
constructs of interest for this study. Though, the NHIS is one the nation’s largest
annually compiled health care surveys and looks at broad health trends and aspects of
family life, data on caregiving are limited. Caregiving questions in the NHIS mainly focus
on the type of caregiving (e.g. paid or unpaid) persons with disability require (Doty &

Marton, 2007).

Comparison to African American Family Life Surveys

There exist other recognized surveys, particularly the National Survey of Black
Americans (NSBA) (Jackson & Gurin, 1979, 1987, 1988, 1992) and the Three Generation
of National Survey of Black American Families (NSBAF) (Jackson & Tucker, 1997) that
include sufficiently large numbers of African American respondents. As a result they
circumvent concerns with sampling posed by the previously mentioned data sources.

The NSBA and the Three Generation NSBAF address African American family life,
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household structure, social life, coping, and well-being, but do not have comprehensive
measures on family caregiving, chronic illness, or health care. Thus both of these data

sources are unsuitable for addressing the research agenda posed by this study.

Rationale for Choosing Wave 1 of NSFH

Ultimately, the NSFH is the best data source for this research study. Itis
advantageous as it includes measures of chronic illness, multiple dimensions of
caregiving, and family life. Moreover, it explores the issue of caregiving from the
caregiver’s perspective. Wave 1 of the NSFH (1987-1988) is used for analysis in this
study. Though it is 20 years dated, and chronic illness care and caregiving has changed
dramatically in the past 20 years, this wave includes the most complete and largest
number of African American caregiver respondents (N= 369), which allows for greater
within-group analyses. NSFH is a panel study and subjects were re-interviewed in
multiple waves (Wave 2 — 1992/1994; Wave 3 — 2001/2002) following the initial wave in
1987-1988.

Though questions about informal caregiving are reintroduced in subsequent
waves, wave 1, which has a larger N (N=13,017), is the preferred data for this study. The
overall response rate for Wave 2 is considerably high (82%) and the number of African
American respondents is sizeable (N =1721 compared to N = 2390 in Wave 1), but the
number of African American respondents who identified as caregivers is much smaller
(N =268) in Wave 2. The same holds true for Wave 3 which has even fewer African

American respondents (N=113). Table 7 provides a cross comparison of waves. Such
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small sample sizes do not allow for adequate analysis, particularly structural modeling,
used to explore the study’s research questions. Thus the baseline data (Wave 1), which

has a larger N (N = 369) is the preferred data for this study.

Table 6: African American Caregiver Samples across NSFH Waves 1-3.

NSFH Panel Data
*same subjects were interviewed at three different time points.
Wave 1 Wave 2 Wave 3
(1987-1988) (1992-1994) (2001-2002)
Main R dent
ain nesponden 13017 10007 4600"
Total N
Response Rate
(of original Wave 1 respondents) - 81.7% 59%
African American Respondents
2390 1721 653
African Americans who met
‘Caregiver Criteria’ 369 268 113

Description of Sample

NSFH includes data collected from a nationally representative sample of
individuals, age 19 and over, as well as a double sampling of minorities and households
containing single-parent families, stepfamilies, recently married couples, and cohabiting
couples. Individuals came from households that were randomly selected from
households in the 48 contiguous states. Multi-state probability area sampling was

employed. In order to correct for sample selection probabilities and non-response, data

1% The total number of respondents for Wave 3 was 7277, but this included both the primary respondents
from previous waves and their spouses. The subset of just primary respondents was only 4600
individuals; the remainders were their spouses and were not computed in the analysis presented in the
comparison table above.
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were weighted using a weighting variable constructed by NSFH so that the sample
would approximate the demographic distribution of the United States population
(Sweet, Bumpass, & Call, 1988). 13,017 individuals comprised the total sample for an
initial wave of data collected in 1987-88 (Sweet, Bumpass, & Call, 1988). In this initial
wave 9,643 respondents were in the primary sample and 3,374 were in the oversampled
group.

The NSFH offers some unique advantages because caregiver reports are made
from the perspective of the primary caregiver. The reports of the caregivers included in
the NSFH are made in relation to the person for whom they provide the most care,
particularly if they provide care for more then one individual. As such, it provides an
opportunity to explore the caregiving experience of family members who provide care
for relatives and friends with chronic illness.

To address the gap in the caregiving knowledgebase and to shed much needed
light on the unique caregiving experience of African Americans, only the sub-sample of
African-American respondents are analyzed in this study. The total sample of African
American respondents consists of 2390 household members*'. The primary
(independent) variable of interest to this dissertation study is caregiving. Thus,
respondents from the NSFH who responded to the criteria set forth by the following

screeners are identified as caregivers:

(a.) Does anyone living here require care or assistance because of a
disability or chronic illness?

(b.) Sometimes people take care of relatives who are seriously ill and
disabled who do not live with them. Have you provided such care at
any time in the past 12 months?

1 The term “household member” will be abbreviated in the sampling flow chart and other related figures as “HHM”
and the term ‘household’ will be abbreviated as “HH.”
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In following, the trend set forth by the other caregiving studies which used NSFH
data, (Marks, 1996; Marks & Lambert, 1999), an affirmative response to either of these
guestions identifies the respondent as a caregiver. A “yes” response to either of these
questions indicates the provision of instrumental help due to a functional impairment of
the care recipient. Conversely, those respondents who responded “no” to both of these
screener questions are identified as non-caregivers. Additionally, if the respondent
indicates that he or she was in fact the person who was living in the household that
required care and if he or she is the only person who requires that care in the
household, then that individual is also excluded and considered a non-caregiver. Thus,
respondents are only considered caregivers if someone in the household other than
themselves requires care or if they provide care to someone else outside of the
household. The number of African Americans who met the criteria for caregiving in the
sample is 369 (15.44%). (See Sampling Flowchart, Figure 5). As further discussed in the
Data Management and Analysis section below, the first stage of analysis which focuses
on research questions 1 and 2 involves the larger sample of both caregivers and non-
caregivers, and the last set of research questions (3 and 4) includes just the subset of

caregivers in the sample.
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Figure 5: Study Sampling Flowchart
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Data Collection

NSFH data were obtained by both interviews and self-administered
questionnaires. One adult per household was selected as the primary (main)
respondent and this individual responded to a structured interview and self-
administered questionnaire. In addition, the spouse or cohabitating partner was also
asked to respond to a shorter self-administered questionnaire. The average length of an
interview was about an hour and a half. For the purposes of this study, only the primary
respondent data is analyzed. As only one adult in the household responded to the
qguestions and is considered the primary respondent, it is important to note that all
responses to family related measures are based on only this individual’s (the primary
respondent) personal perspective?. Thus application of this dissertation using the

Resiliency Theory focuses on an individual level analysis.

Study Measures

Demographic Variables

Demographic variables of interest include age, gender, and residential living
status. Age was measured in years. Gender was measured by a designation of male or
female. Co-residence was measured by caregiver reports indicating whether or not
their ill-loved one stayed in the caregivers’ household or not. Because studies have
found all three of these variables to be associated with caregiver well-being (Pinquart &

Sorensen, 2007) their inclusion might confound analytic results thus they are used as

12|t is important to note that the NSFH also solicits information from the main respondent’s spouse in a
separate interview. Data from this supplementary interview is not included in this study. The NSFH does
not solicit data from any other related or non-related family members.

84



controls in all multivariate analyses. A more detailed breakdown of variable coding,

sub-construction, precise wording, and response alternatives are provided in Tables 7 —

12.

Table 7: Description of Family Member Caregiver Demographic Variables

Concept

Caregiver
Demographics
& Social
Characteristics

Empirical Operational Definition | Measurement .
D Indicators {Precise Wording) Lewel P
Ape of What is the date of your Ratio/Continuous | Actual Year
Ape respondent birth?
i pmars)
Gender of sy of Respondent mMominal (0] Male
Gender respondent {1] Femiale
caregiver & Nl Member Lived | Nominal [0) Coregiver &
Together 1l Member do
"Yes” response to the not Co-reside
following question — (1) Caregiver
Does amyone living hera E-EH‘TIT:'E
require care or assistance Member
because of a disability or
chironic illness?
Residential Co-Residence
Living 5tatus of | between Caregiver & Nl Member Do
Caregiver & Il Caregiver & 1l Not Live Together
Member Member "Yes" response to the

following question —
sometimes people take care
of relatives who are seriously
ill and disabled who do not
liwe with them. Have you
provided such car any
anytirme in the past 12
months?
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Family Stressors

A number of family stressors are considered in this study, particularly in research
question #2, where the stressors of caregiving, divorce, unemployment status and the
receipt of care for a disabling condition are analyzed. Caregiving is a dichotomous
variable and is measured by a positive or negative response to questions inquiring about
care provision to a family member with chronic illness. Divorce is measured by a
response to a marital status question. Response options were married, single,
cohabiting, widowed, divorced. A self selected response of “divorce” indicated a
respondent was divorced. Individuals who were divorcees from a first, second, or
subsequent marriage and who were still not currently remarried at the time of
guestioning are considered “1-currently divorced.” Conversely, individuals who had
never divorced and who were currently married, single, cohabitating, or widowed are
coded as “0-not currently divorced.” Unemployment is measured by the question “Are
you currently working for pay in any job?” in the employment module of the NSFH.
Responses of yes are coded as “0- employed” and responses of no are coded as “1- not
employed.” The variable ‘Receipt of care for a disabling condition’ is measured by the
question “Do you require care or assistance because of a disability or chronic illness?”
Responses of yes are coded “1- receives care for a preexisting chronic condition or
disability” and responses of no are coded “0- does not receive care for a preexisting

chronic condition or disability.”
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Table 8: Description of Family Member Stressor Variables

Concept

Stressors

Empirical
Indicators Operational Definition Meazurement ;
Constructs andfor {Precise Wording) Level Coding
Instrument
Respondent answered “yes” to | Mominal (0] Mo —did not
Respondent lives | any of the following conditions: mieset criteria for
with someone any condition
whorequires | Do you have a household (1) Yes— did meet
care and member who requires care or ::::aahrME
assistant due to | assistance because of a conditions
achroniciliness | disability or chronic illness
or disability
During the past 12 months, did
. and/or anyone (else) who lived here
Caregiving require Care or assistance
Respondent becauwse of disability or chronic
cares for illness?
someons with
chronic illness or | Sometimes people take care of
disability who relatives who are seriously ill
does not live in and disabled who do not live
housshold. with them. Have you provided
such care any anytime in the
past 12 months?
“Divorce” response to the Mominal Recoded into 2 2-
question- part dumnmy vara ble
Divorce Divorce Status | What is your marital status? m zu“::;"d
Muayrried, Separoted, Divorced o;
or Mever Married
Receipt of Care Do YO FegqUire care or Mominal {0} Does not
for Pre-existing LRE!NNETF assistance because of a " :lmi?enr':
_ resence of a i=3hili ici 2 eceives Care
Chrcur.u!: edical disability or chronic illness?
Condition or condition
Diisabil ity
Now lat's talk about your Hominal (0] Yes, Currently
Respondent fulltirr.uz and part-time work i ::P‘E?::wﬁy
exparience. -
Unemployment | employment Unemployed
Status Are you currently working for
pay in any job?
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Family Resource Variables

Family resource variables include measures of caregiver demographic and social
characteristics, specifically educational attainment, household income, and household
structure. Educational attainment is a measure of high school and college completion.
This variable is recoded as a 3-part dummy variable. Less than high school education is
coded “0”, high school degree is coded “1” and some college or more is coded “2”.
Household income, a variable constructed by NSFH, is a measure of the combined
income of all household members and includes wages, salaries, self-employment, social
security, pension, survivor benefits, public assistance, government benefits, child
support, investment income and any other income as reported by the respondent.
Household income is measured in dollars. Household structure is specifically measured
by the variable ‘Household Type’. Household type is a NSFH constructed measure
assessing whether or nor the household is headed by a spouse/partner, single parent,
extended family, or other non-household members. Responses of single-parent are

coded “0-single parent” and other responses are coded “1-other”.
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Table 9: Description of Family Member Resources

Concept

Family
Member
Resources

Empirical Operational Definition Measurement .
Constructs | | icators [Precise Wording) Level Coding
- - |
M5FH constructed variable MNominal Recoded as 2 2-
{COMPLED] which indicates part 'Lumn'rr
- i WalaHeE —
Ed.n:.atinn » ;grnr::tidmdefedlcaWH lewal |
Attainment {Ranges from no formal 10 :ﬂ:\m high
edummtion to doctonmte degree) 1} High school
d:En:: OF TOre
M5FH constructed variable Ratio/Continuous | in Dallars
Material {IHTOT2) that consider = the
Resources total income of all
householders. Includes all
types of earned and uneamed
Household income (including wages,
InCome salaries, self-employment,
public assistants, govermment
programs, child support,
pension, internest,
investments, social security,
and other sources of Income)
M5FH constructed variable MNominal Recoded asa 2-
Household {HHTYPE) that identifies part dummy
Household Type - Single | spouse/partner, single parent, variable
Struchure Headed extended family, and other 0] single |Parent)
Household nan-family households. Headed
1) other
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Family Vulnerability Variables

Family Vulnerability variables include measures denoting other competing
caregiving responsibilities. For the purposes of this study this is assessed by two
measures: employment roles and other caregiving roles. Both of these measures have
the capability to additively contribute to the caregiver’s responsibilities. As previously
mentioned, employment is measured by a yes or no response to the question “Are you
currently working for pay in any job?” Having other caregiving roles is measured by two
separate questions. The first question is “Who else do you provide care for?” If a
respondent indicated they provided care for another person then the response is coded
“0O-yes” and if the respondent indicated they did not provide care for anyone else then
the response is coded “1-no”. The second question assessing other caregiving roles
inquires about the presence of children in the household. Young children (under the
age of 18) in the household translates into additional responsibilities and demands, thus
their presence has the capacity to intensify pre-existing presumed caregiving strains.
The measure is a NSFH constructed variable denoting the number of children under the
age of 18 on the household roster. This constructed variable includes biological,
adopted, foster, and other related and non-related children age 18 and under. If
children are present then the item is coded “0-yes” and if there are not children under

18 in the household then the item is coded “1-no”.
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Table 10: Description of Family Member Vulnerabilities

Concept

Famiby
Member
Vulnerabilities

Constructs

Empirical
Indicators

Operational Definition
(Precise Wording)

Measurement
Level

Coding

MNow let's talk about your Mominal (0] Yes
Presence of fulltime and part-time (1] Mo
Employment work experience.
Role
Are you currently working
for pay in any job?
Competing Who else do you provide | Nominal (0] Yes
Roles Other Caregiving | care for? (1] Mo
Roles (for other | If respondent states they
family provide care for another
members/friends | person in or out of the
- household, then they are
adults/children) | presumed to have another
caregiving role. .
M5FH constructed Nominal (0] Yes
variables (K1, K3, K4, K5, (1] Mo
Other o K64, K74) which denote
. Presence the presence of children
Competing children under under the age 18 on the
Time age 18 household roster. Includes
Cemands

biological, adopted, foster,
step, other related, and
non-related children)
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Family Coping Variables

It is expected that coping mediates caregiving well-being, thus two dimensions of
coping are examined: Help-Seeking and Church participation. The first dimension, Help-
seeking is measured by two single-item questions: “Who would you call in the middle of
the night in an emergency?” and “Who would you ask for help if depressed or
confused?” For each of these questions, respondents indicate, who, if anyone, they
would rely on for help in times of distress. NSFH response options are (a) friends,
neighbors, co-workers; (b) children over age 19; (c) parents; (d) siblings; (e) other
relatives; (f) no one. Previous research using NSBA data exploring African American
help-seeking patterns found trends indicating high use of informal resources in times of
need. Results suggest key areas of help: family members, friends, neighbors,
coworkers, and church members (Hatchett & Jackson, 1993; Taylor, Chatter, Hardison,
Riley, 2001). Based on these results and following precedent research exploring help-
seeking among African Americans, responses to help-seeking for this study are recoded
as follows. Children, parents, siblings, and other relatives are recoded into a category
called ‘Family Members’ and coded 1; Friends, neighbors, and co-workers are recoded
into a category called ‘Non-Family Friends’ and coded 2. If the respondent indicated he
or she received help from no one, then this response is coded O.

The second dimension of coping is Church Attendance. NSFH uses a two-part
question which explore attendance. It first asks respondents to state “How often they
attend religious services” and then it asks them for the unit of time (in days, weeks, or

months). Given the high variability of response possibilities, this two-part question was
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reconstructed into a 4-part dummy variable item that measures weekly attendance (0

not at all, 1 =less than weekly, 2 = weekly attendance, 3 = more than weekly).

Table 11: Description of Family Member Coping Variables

Concept

Family
Member
Coping
&
Problem
Sohving
Patterns

yes/no did parson aver
attend refigious services)

Empirical Operational Definition Measurement )
Constructs Cod
anstrs Indicators |Precise Wording) Lewel e
b __________________________________________ _____________________________|
Suppose you had an Nominal 3-part dummvy
Crisis emergency in the middle of variable
Management | the night and needed halp, (0] Mo one
How ‘who would you call? (1) Family
respondent Membear
responds in (2) Mon Family
Help- emErgency Friends
Seeking
Behaviors Emotional Suppose you had a problemn | Nominal 3-part duwmmy
Coping and you were feeling variable
How depressed or confused, Who (0] Mo one
respondent would you ask for help or (1] Family
responds to advice? Member
being {2) Non- Famiby
overyhalmed Friends
How often do you attend Nominal 2-part dummy
- L o .
church refigious ssrices? 'El:]r'laru‘t:e
Religi -
c;‘?;us _E:E;ﬁ [Original mieasure (1] Yes
Attendance reconstructed to
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Family Member Well-Being Variables

In keeping with the 2-factor model of family stress by Lawton et al (1997) this
study examined caregiver well-being in terms of positive (global happiness and health)
and negative (depression) indicators. Consequently, three measures of well-being are
used — depressed affect, health and global happiness. These outcome variables are
considered distinct dimensions of psychological well-being (Ryff & Keys, 1995).

Depression is a common indicator of well-being and has been explored in many
caregiver studies (MacCallum & Kielcolt-Glaser, 1995; Young & Kahana, 1995; Beach et
al, 2000; White, Townsend, & Stephens, 2000; Pinquart & Sorensen, 2003; Haley et al.,
2004; Drentea & Goldner, 2006; Bookwala, 2009). The depression measure is from
Radloff’s (1977) depression scale. It is a modified version of the Center for
Epidemiologic Studies Depression Scale (CES-D) (Radloff, 1977). The original 20-item
scale developed for use with large scale community based studies has been shown to
have good concurrent validity, acceptable test-retest reliability, and good internal
consistency (Radloff, 1977; Devins & Orme, 1985). The original 20-item self-report
measure was modified to include only 12 items which explore key negative affect and
somatic indicators that have occurred with the respondent in the past week, namely
feelings of general depression, sadness, loneliness; appetite changes, behavior changes,
and sleep disruptions (Kessler, Foster, Webster, & House, 1992). The 12-items are
described in Appendix 2. Respondents reported the number of days in the past week (7

days) that each symptom occurred.
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This 12-item version of the original 20-item CES-D scale has been used
extensively in epidemiological research. The 12-item scale is a product of factor analytic
work conducted by Mirowsky & Ross (1992) and has a .88 correlation with the full CES-D
(Fuller-Thomson, 1995). For the shorter version, when the number of days is used as
the measurement indicator, the index ranges from 0 through 7, with “0” indicating that
a person experienced no days of the week with that depressive symptom and “7”
indicating daily experiences. Thus the summed scores (across the 12-items) range from
0 to 84, with higher values representing greater depressive symptomology. The
summed response is calculated and entered into the models as predictors of depression.
Scores that are at the highest 20™" percentile or lower are deemed more predictive of
clinical depression (Ensel, 1986). Thus a score of 17 through 84 indicates clinical
depression. This criterion is used for this study. All cases are included for the purposes
of this analysis.

The NSFH used one-item self-reported, subjective measures to assess
satisfaction with one’s life and health. Satisfaction with one’s life is assessed by a
standard assessment of the respondent’s global happiness by asking the question:
“Taking things all together, how would you say things are these days?” where 1 denotes
“very unhappy,” 7 denotes “very happy,” and intermediate values are not defined. This
global measure is taken from the Global Positive Affect Measure from the Quality of Life
Survey (Staines, 1973), developed by the Institute for Social Research at Michigan.

Similarly, global self-assessed health is measured by a single-item question:

“Compared with other people your age, how would you describe your health? (1-Very
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Poor, 2-Poor, 3-Fair, 4-Good, 5-Excellent). This item is also taken from the Quality of Life
Survey (Staines, 1973), particularly the section dedicated to health and integrated into
the NSFH. Though only one item, previous research by Idler & Benjamini (1997) finds
this measure to be a strong predictor of mortality across a variety of adult populations.
Additionally, this measure has also been shown to be correlated with more objective

health indicators (Ferraro and Farmer 1999).

Table 12: Description of Family Member Health & Life Satisfaction Variables

. Operational
Concept | Constructs Emlpnr.:al Definition e Coding
Indicators . . Lewvel
iPreuse Wurdlgﬂ
1-itermn Compared with other ordinal (1) very Poor
Standard people your age, how (2) Poor
Subjective Measure of would you describe your (3) Fair
Health Respondent health? (4) Sood
Perceied (5) Excellent
Health Status
Radloff's CES- | On how many days during | Ratio/Continuous | Number of days
D 12-ltem the past week did you: [o-7)
Depression
Indeax Feel bothered by things DEpression
that usually don't bother Index is the
you?; Not feel like eating; sum of the
your appetite was poor?; ANSwWers to
. Feel that you could not these questions
Family
shake off the blues, even
Member ; . .
) Depression with help from your family
Adaptation Lewal or friends?; Have trouble
keeping your mind on
Health & what you were doing?;
Life Feel depressed?; Feel that
Catisfaction everything you did was an
Outcomes effort?; Feel fearful ?; Sleep
restlessly?; Talk less than
usual?; Feel lonely?; Feel
sad?; Feel you could not
get going?
1-item Mext are some questions ordinal Scale
standard about how you see Response Range
measure of yoursalf and your ife. 117
Positive Taking things all together, 1;']“"'-"' hapey
Subjective affect and hiows wiould you say things 7] very unha
Happiness Global are these days?" r"' i
Happiness * Walues in
between
do not have
euplicit |ahels.
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Data Management

Analysis Software

Data were analyzed using SPSS 15.0 and Muthén’s M-Plus 4.2 software.
Statistical significance for all analyses was defined as a two tailed p level of .05 or under
(p < .05). Since M-Plus does not support data manipulation and coding, data was
initially cleaned and coded with SPSS prior to entry into the correlation and regression
analyses. Fit was evaluated using Comparative Fit Index (CFl), the chi-square values, the
root mean square residual (RMSR), and the root mean square error of approximation
(RMSEA). M-Plus (Muthén & Muthén, 1998) was chosen because of its ability to both
handle missing data®® and conduct multivariate analyses with complex sampling
structure and probability weights. In regards to missing data, M-Plus uses full
information maximum likelihood (FIML) estimation. This assumes that observed data,
rather than data that are missing (e.g. missing at random and missing completely at
random™), better informs the probability of data being missing. Cases with full and
partial information are consequently included in the analyses. Thus, direct estimation
information is borrowed from cases where information is available. For more complex
analytic techniques such as path analysis and structural equation modeling, FIML has
been shown to provide better model fit and parameter estimates (Enders, 2001;

Schlomer, Baumer & Card, 2010).

13 The amount of missing for most variables was moderate (less than 15%). The exception was Household Income.
For this variable 32 percent of the data was missing.

" In the case where data is missing at random (MAR) the probability of the data being missing depends on the
available data. Contrary to this is the case where the probability of missing data is constant across all cases, in which
case data is considered missing completely at random (MCAR).
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Descriptive statistics on factors that test the Family Resiliency Model,
particularly, individual demographic & social characteristics, family member stressors,
family member resources, family member vulnerabilities, family coping patterns, and
family well-being factors of African American caregiver and non-caregiver subsamples
were computed using the SPSS software. This descriptive data is based on weighted

responses’®. A descriptive table of all study variables by caregiver type is presented.

15 Reported sample sizes and frequency counts are unweighted.
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Table 13: Frequency Distribution of Study Variables *°
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'8 The variable “Employment Status” is reflected twice in the table. This variable takes on a dual role according to the

tested model. The lack of employment is considered a family stressor and conversely active employment is

considered vulnerability.




Weighting

As previously mentioned in the Data Source section, NSFH data is weighted. The
case weight is inversely proportional to an individual’s likelihood of being selected into
the sample. NSFH computes the case weight by taking the product of the basic sampling
weight, a screening non-response adjustment, an interview non-response adjustment,
and a post-stratification adjustment®’. Individual weighted responses were used for
bivariate and multivariate analyses. This corrected for oversampling, ensured that the
results represent national population rates, and correctly estimated the model. As
aforementioned, SPSS is not as apt at dealing with complex sampling structure and
sampling weights. M-Plus (Muthén & Muthén, 1998), on the other hand, is much more
capable of dealing with the issue of sample weights and thus was preferred for all

multivariate analyses.

Data Preparation

Assessing Variable Distributions

In regards to the continuous measures of age and income, it is important to note
that tests for univariate normality revealed deviations from normality. Age and
Household Income are both skewed (Skewness = .77 and 8.13, respectively). Shapiro-
Wilk’s test statistics for both age (S.W. =.927, p <.001) and household income (S.W. =

.538, p <.001) confirmed that these univariates are not normally distributed. Given that

7 More detailed explanation of NSFH weighting can be found in NSFH Codebook, Appendix L.
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age was not highly skewed it was not transformed for analyses. On the other hand, the
household income variable was highly skewed, so it was log transformed which resulted
in less skewness and a more normally distributed univariate curve (Skewness = "1.39).
Data on all outcome variables (e.g. depression index, self-report health, and
global happiness) were also examined to determine if they met multivariate test
assumptions for normality, linearity, and homoscedasticity. Histograms, skewness and
kurtosis tests, and Shapiro-Wilk’s Tests for normality revealed that the dependent
variables of interest are not normally distributed. The depression index variable is
highly skewed (Skewness = 1.31; S.W. = .836, p <.001) and the self-report health and
global happiness variables are moderately negatively skewed (Skewness =.868, S.W. =
.843, p <.001 and Skewness = .709, S.W. =.898, p <.001, respectively). Table 15 details
these findings. Due to the moderate level of skewness of both self report health and
global happiness, these variables were not altered and the actual values were used in all
multivariate analyses. Conversely, the depression variable was highly skewed so it was
log transformed. The log transformation of these variables resulted in more normal
distribution. Consequently, the original values on the depression variables were
replaced with the log transformed values for all subsequent multivariate analyses.
Linearity was assessed by investigating whether or not linear combinations of the
dependent variables were correlated and normally distributed. Multivariate normal
distribution was assessed with bivariate scatterplots and correlation tests. As seen in
Intercorrelation Table presented in Appendix 2 there was strong correlation between

the dependent variables at a significant level less than .001.
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Initial Values Log Transformed Values
kS
(%)
g M(SD) | Skew | Standard Shapiro- M(SD) | Skew | Standard Shapiro-
S Outcome E - e
S rror of Wilk’s Error of Wilk’s
§ Skewnes Statistic Skewness Statistic
—

§ ‘;3 Depression | 17.28 1.31 .050 .836, p <.001 4.07 461 .054 .910, p=.000
8 = Index (18.42) (.57)
§ Self-Report | 3.89 ".868 | .052 .843, p <.001 - - - -
S Health (.915)°
3 Global 527 | 709 | .054 .898, p <.001 - - - -

Happiness | (1.45)°

Table 14: Tests for Normality of Outcome Variables
®Values not log-transformed because of low or moderate skewness.

Testing Bivariate Correlations

As previously mentioned, prior to conducting the multiple regressions,
multivariate assumptions of normality were investigated. In particular, for the purposes
of testing regression equations bivariate correlations were performed on the stressor,
resource, vulnerability, and coping variables to assess for a high degree of collinearity
between the proposed predictors. A correlation matrix can be found in Appendix 2.
Examination of the correlation matrix revealed that none of the independent variables
were highly correlated (r>.50) thus multicollinearity is not an issue. In respect to the
stressor variables of interest (e.g. divorce, unemployment, and caregiving) a very small,
but significant correlation was only observed between divorce status and
unemployment (r =.075, p < .001). An association was then confirmed between the

stressor variables unemployment and caregiving and well--being indicators (e.g.
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depression, health, and global happiness). Unemployment was positively correlated
with depression level (r =.114, p <.001) and negatively correlated with self-reported
health (r =.255, p <.001). Caregiving was associated with the depression indicator (r=
.045, p <.01) and gender (r =.075, p<.01). Thus caregivers were more likely to be
women and report more depression symptoms. The variable caregiving status did not
significantly correlate with any other family stressors, resources, vulnerabilities, or well-
being indicators.

In regards to the key study concepts of interests (e.g. family stressors, resources,
vulnerabilities, and coping strategies) a number of associations also exists. All resource
variables (education, household type, and household income) were related to
employment status and the presence of young children in the household. There were
no significant correlations between resource variables and coping strategies. A
relationship was observed between one of the vulnerability variables of interest
(caregiving for more than one individual) and religious attendance (r =.107, p <.001).
Caring for more than one ill family member was associated with lower levels of religious
attendance. Religious attendance was the only coping variable associated with well-
being outcomes. It was marginally associated with depression and global happiness.
There was a negative relationship between depression level and religious attendance (r
=".072, p <.001) and a positive correlation between global happiness and religious
attendance (r=.105, p <.01).

A more in-depth look at the relationship between caregiving demographic

variables and resource and vulnerability variables of interest revealed more interesting
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findings. Coresidence patterns between the ill member and the caregiver was
significantly related to income (r =.149, p <.01), education (r =.010, p <.05), providing
care to multiple persons (r =-.302, p <.01), and caregiver self reported health (r=.228, p
<.05). Thus family caregivers who lived with their ill loved ones were likely to have
higher incomes, be more educated, provide care for only one person in their household,
and have better health than caregivers who did not live with their ill loved ones.
Providing care for more than one ill family member was related to caregiver age (r =
.188, p <.05), employment (r =.134, p <.01). Conversely, providing care to more than
one ill family member was negatively associated with education (r = -.047) and religious
attendance (r =-.107). The more educated the caregiver was the less likely they were
providing care for more than one ill member. Equally, the higher their level of religious

attendance the less likely they were providing care for more than one ill member.

Analytic Approach by Research Question

Research Question #1 investigates the differences between caregivers and non-
caregivers on social and demographic characteristics, family member resources, family
member vulnerabilities, family member coping patterns, and family member well-being
variables. It provides basic descriptive data and frequency reports. Additionally, it tests
group differences using chi-square and T-tests bivariate analyses.

To address research question #2, which explores whether caregiving, as an

independent family member stressor irrespective of other possible objective caregiver
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stressors, is negatively related to well-being indicators, a multiple linear regression

model was used. The basic model representing this analysis is as follows:

Equation 1: Research Question #2 Analytic Equation

Wb = a + b1FS care + b2FS pivorce + b3FS Emp T baFS i + bsFS +z;

Where Wb represents Well-being Indicators (e.g. the independent measures of
Depression Index, Self Report Health, and Global happiness), b1FS care stands for
caregiving, baFS pivorce Stands for divorce stressor and bsFS gmp stands for unemployment
stressor and b4FS j stands for receipt of care for pre-existing illness stressor.
Additionally, “a” is the intercept, “b;” is regression coefficients, and “z;” represents the
effects of the control variables known to be related to well-being (e.g. educational
attainment, age, income, and gender). Separate models were tested using the
depression index, self report health and global happiness measures as dependent
variables.

For this analysis caregiving is coded as a binary measure (1 =yes, 0 = no) and is
the primary independent variable of interest. The well-being indicators of interest are
depression level, subjective health and global happiness. Other family stressors that are
entered into the model and controlled for are respondents’ experience with divorce and
unemployment. Though not stated in the regression equation, the variable ‘Receipt of
care for disability or chronic condition’ is also considered a possible caregiver stressor.

A review of the univariate statistics revealed that the numbers of respondents who
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identified as having their own iliness for which they required care was minimal
(caregivers, n = 16 and non-caregivers, n = 133). These numbers were too small and not
adequate for inclusion in multivariate analyses. The included indicators, divorce and
unemployment, were coded as binary measures (e.g. yes or no).

Research question #3 ascertained whether the relationship between caregiving
and well-being outcomes (e.g. depression, health, and global happiness) are attenuated
or explained by model-specific family stress and adjustment factors. Ordinary Least
Squares Regression (OLS) with progressive adjustment was used to examine main
interaction effects. Well being variables (depression index, global happiness, and
perceived health) were regressed on resource variables (particularly household
structure and material resources) and vulnerability variables (e.g. competing caregiving
roles and employment roles) whilst controlling for key contextual social and
demographic predictors (e.g. age and gender) to determine if a relationship exists
between these independent variables and the outcome variables of interest (e.g. Well-
being indicators). The model simultaneously considers both resources and

vulnerabilities.

Equation 2: Research Question #3 Analytic Equation

Wb=a+ b]_FR Hs + szR Inc t bgFR Educ + b]_FV ccr + szV CHD + b3FV Emp + b4FRV +Z;

Where Wb represents Well-being Indicators (e.g. the independent measures of

Depression Index, Global happiness, and Perceived Health), b;1FR ys, bsFR gguc, and boFR
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inc represent family member resource variables, namely household structure, education,
and available material resources (e.g. household financial resources), respectively.
Vulnerability variables considered are competing caregiving roles (b1FV ccr ), the
presence of children in the household(b,FV cip ) , and employment roles (bsFV gmp ). In

“n
z

the equation “a” is the intercept, “bi” is regression coefficients, and represents the
effects of the control variables of age and gender. Separate models were tested using
the depression index, self report health and global happiness measures as dependent
variables.

The final stage of the analysis expands on the previous analyses and tests the
indirect path of the multiple independent and outcome variables via identified
mediators in the measurement model. This analysis addresses the final research
guestion (question #4) in the study. It is assumed that the relationships between
resources and vulnerabilities on well-being indicators are mediated by coping behaviors
(e.g. Help-seeking and church participation). The hypothesized relationship among
these variables is based on the conceptual model and corroborating research evidence
described in the introduction. To perform a test of mediation, causal modeling is
exemplified by the path analysis technique (Baron & Kenny, 1986; Loehlin, 1987), which
test for both direct and indirect effects, particularly those created by mediating
variables (Baron & Kenny, 1986). The path analysis is an extension of the regression
analysis which allows for a joint analysis of the association between (1) resource and

vulnerability variables and coping preferences and (2) coping preferences and caregiver

well-being outcomes. Key contextual demographic variables (e.g. age and gender) were
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controlled for in all analyses. Path models were conducted on just the data from the

caregiver subgroup. The proposed path analysis is depicted by the following diagram:
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Figure 6: Research Question #4- Path Analysis Diagram

Resources l
| +
_ Depression, Health,
Coping —+I- & clobal Happiness
I Vulnerabilities T

Each arrow or series of arrows represent a hypothesis about the relationship among
variables in the model. Thus, it is hypothesized that the caregiver’s well-being (e.g.
depression level, health, and global happiness) are related to their resources and
vulnerabilities indirectly by way of their relation to family coping. As much of the data is
normally distributed the path model uses a maximum likelihood estimator (ML), which
is the recommended estimator for multivariate normal data. Additionally, since most of
the predictor variables are non-normal dichotomous, ML is also a preferred estimator
since with its standard errors and chi-square statistic it is robust to non-normality. As
aforementioned, goodness-of-fit was evaluated using multiple indices, namely chi-
square test of model fit, Comparative Fit Index (CFI), Root mean square residual (RMSR),
and Root-mean-square error of approximation (RMSEA). According to current
convention, adequate fit was defined as a non-significant model fit chi-square (Barrett,
2008; Muthén & Muthén, 1998), CFl above 0.90, RMSR less than .08, and a RMSEA value

less than 0.10 (Hu & Bentler, 1995, 1999). MPlus version 4.2 uses a test statistic that
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functions as a z-score to determine significance. The path coefficient divided by its
standard error (B/SE) greater than 1.96 (p<.05) is used to determine whether the

observed variables are significantly associated with well-being outcomes.
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Chapter Five: STUDY RESULTS

This chapter begins with an overview of the demographic characteristics of the
larger African American sample, presenting descriptives of both caregivers and non-
caregivers. This is followed by a discussion of bivariate analyses and tests for normality
results. Comparisons of caregiver and non-caregiver attributes are then tested and
presented. Finally, the findings pertaining to regression and path analyses are reported.
The narrative will be organized around the research question of interest. Thus for all
bivariate and multivariate analyses results the corresponding research question will

precede study findings.

Sample Description & Demographic Profile

As previously mentioned, the total sample size for the study includes 2390
African American respondents. The average age of these respondents is 40. Over a half,
55.5% (n = 1520) are female. Only a third of these respondents reported being married
(33.7 %) and a little more than two thirds (67%) report having greater than a high school
education. In general, most respondents were employed at least part-time (61.4%), yet
the overall household income was modest ($22,577%%).

From the total sample of African Americans, 369 (15.44%) are caregivers. The
majority (n = 349, 94.5%) of caregivers only provide care for one chronically ill relative.

Their relationships to the ill members were varied. The majority of caregivers provide

care for a chronically ill parent (n =163, 44.17%). Fifty caregivers (13.5%) provide care

18 Using The Bureau of Labor Statistics’ inflation calculator (http://www.bls.gov/data/inflation calculator.htm ) it is
possible to translate 1988 household incomes to 2010 figures. Accordingly, a household income of $22,576.80(1988)
translates into a household income of $41,606.01 (2010).
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for aniill child and forty-one caregivers (11.11%) provide care for a spouse/partner.
Caregivers also report providing care for other relatives such as grandparents (n=51),
grandchildren (n=2), siblings (n=35), and other biological relatives and in-laws (n =62).
Additionally, they report providing care for non-relatives (n = 19). In regards to the
illnesses afflicting these individuals, the NSFH only solicits this information from
caregivers who live with their chronically ill loved ones (n=150). When a caregiver
reports that they live with their ill loved one, they are then asked “What was your (ill-
loved ones) major illness or disability?” The responses are diverse (Table 15). The most
predominant chronic conditions were Circulatory illnesses, Muscoskeletal illnesses,
Diabetes, and Mental Health disorders.

Table 15: List of Care Recipient llinesses™

Chronic Condition (N) Specific conditions
(by type)

29 Stroke, Heart Attack, High Blood Pressure, other unspecified

Circulatory heart trouble or circulatory conditions
Diabetes 14
Muscoskeletal 21 Arthritis, Rheumatism, other
. 13 Lumbar/Spinal condition, Seizures, other unspecified
Neurological

neurological disorders

Cancers 11 Cancer related conditions
Respiratory 10 Asthma, TB, Bronchitis, other unspecified Chronic Conditions
16 Psychological Problems, Mental Retardation, Brain Damage,
Senility

Digestive 1 Kidney, unspecified digestive system disease

GenitoUrinary 2 Kidney, Prostrate, Bladder, Reproductive
27 Residual Acute Conditions, Blood Disorders, Infectious,
Other Parasitic, Ear, Eyes, Skin, Injury or operative induced condition

Mental Health

No Response 6
Total N 150

19 This information was not reported by all caregivers. It was only reported by caregivers who live with their
chronically ill family members. Caregivers who provided care to loved ones they didn’t live with were not asked
about the ill members’ iliness diagnosis.
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As just mentioned, among the caregiver subgroup, 150 (41%) respondents reside
with their ill loved one and 218 (59%) respondents do not live with their ill loved one.
The average age of both caregivers and non-caregivers is 41 (16.1) and 40 (16.6),
respectively. It is interesting to note that the youngest caregiver is 19 years of age and
the oldest caregiver is 85 years of age. Caregivers who are currently living (e.g.
coresiding) with someone who requires care or who had lived with someone who
required care in the past year are a few years older, averaging 46 years of age (SD =
18.3). The average age of caregivers who did not co-reside with their chronically ill
loved ones is lower. These caregivers have a mean age of 38 years (SD =14.4). The
majority (63.9%) of caregivers are female, not married (63.7%), and at least high school
graduates (69.7%). In respect to marital status, though some respondents were
divorced (11.9%), the majority of caregivers were married (n = 134, 36.3%). Only 41
(11.1%) were widowed and a third (n =111) reported they were never married. Non
caregivers had a similar profile. About a third of non-caregivers were currently married
(n=671, 33.2%) and about a third of them were never married (30.3%). A review of
marital disruption and divorce reports indicated that a quarter (n = 503, 24.9%) of the
non-caregiver subsample reported being divorced or separated due to marital problems
and only 11.6% were widowed.

At least half of all caregivers are employed (57.5%) either full-time or part-time
and their household incomes are economically modest®®. With respect to their

household structure, most caregiver households are not single-headed, but instead are

2 The average caregiver income was $18,826.94. According to The Department of Labor Statistics CPI index this is
synonymous to an inflated income of $34,696 in the year 2010.
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dually or multiply headed, they include an average of three or more occupants in the
household, and at least half of them include children under the age of 18. Non-
caregivers have a similar demographic profile as caregivers. They are predominantly
female (54%), likely to be at least high school graduates, and not married. They are
likely to be employed (62.2%), have multiple headed households, with young children
present and live with moderate incomes.

In respect to well-being, caregivers and non- caregivers reported similar
outcomes. Inregards to their scores on the CES-D depression scale, on average,
caregivers’ depression score is 20.72, which is considered a moderately high CES-D
score, compared to a depression score of 17.87 for non-caregivers. When asked how
they would describe their health, 68.7% (n = 252) and 79% (n =1361) of caregivers and
non-caregivers, respectively, reported their health was at least good. When asked to
rate their global happiness on a non-discriminate 7-point Likert scale ranging from very
unhappy (score of 1) to very happy (score of 7), 80% of caregivers gave a score of 4 or
better, which suggest moderate to high levels of happiness. Non-caregivers ratings

were similar, with 87% of them rating their happiness as a 4 or greater.

Analyses Results, by Research Question

Research Question 1: Caregiver &Non Caregiver Differences
The demographic profile and life experiences of caregivers and non-caregivers

could be different due to the role differences brought on by caregiving duties. Thus,
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research question 1 seeks to explore possible differences that may exist between the
two groups. The research question is restated below:
Do African American caregivers and non-caregivers differ on

a. Individual demographic & social characteristics,

b. lliness and non-illness related stressors,

c. lliness and non-illness related resources,

d. Vulnerabilities. in the form of competing roles and pile-up demands,

e. lliness and non-illness related family coping patterns, and

f.  Well-being, in the form of depression, subjective health, and

subjective happiness

Chi square analyses and Independent sample T-Tests were performed to test for
differences between the caregiver and non-caregiver subgroups. A two-tailed p level of
.05 and under was considered statistically significant in all analyses. The following table
(Table 16) details the findings. Similar to correlation analyses, tests reveal two
significant differences between the groups. Caregivers were more likely to be female
(%2(1, 2390) = 8.95, p =.002). Additional analyses reveal that there were no other
significant differences found between the groups across all other demographic and
social characteristics, stressors, resources, vulnerabilities, family coping patterns, and

well-being factors.
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Table 16: Caregiver & Non-Caregiver Group Differences, Significance Testing

Caregivers Non-
(N _g3 69) Caregivers Test Statistics
N (N =2021)
P —
Demographic  Age, M (SD) 41.7 (16.1) 41.8 (16.6) t(2390) = .609, p = .435
& Social 2 _ _ %
| Characteristis__FemAe e 2%4UmSmelerd) | % (L 230=8 % 00
Divorced, n (%) 52 (14.1) 273 (13.5) %% (1,2390) = 1.20, p=.272
Stressors Bespondent requires Care for own 16 (0.7) 133 (5.6)
illness
Unemployed, n (% yes) 162 (44.0) 801 (39.9) x? (1,2375) =2.21, p =.157
Less than HS, n (%) 110 (29.8) 590 (29.4)
HS, n (%) 127 (34.4) 748 (37.2) %% (2,2379) = 2.69, p =.101
> HS, n (%) 132 (35.8) 672 (33.4)
Resources $18,826.94 $19,378.67
Household Income, M (SD) (21,317.48) (28,012.51) t(2390) = 3.06, p =.090
. Single-teaded HH___ ______ __81(229) _ __M6(221) __ x'(1,2390)=.349,p=555
Employed, n (% yes) 206 (56.0) 1206 (60.1) x2(1,2375) = 2.21, p =.157
Vulnerabilities 2 _ _
. Children under 18inHH,n (6yey) 130490 394092 | < (1,23900= 4150273
= . <
';':S‘;er Attend Religious Services, n (% 53 (14.4) 321 (15.9) x2(3,2390) = 1.427, p =.232
Attend Less than Weekly 169 (45.8) 949 (47.0)
Attend Weekly 84 (22.8) 501 (24.8)
Attend More than Weekly 63 (17.1) 250 (12.4)
Conina/Social Call in Emergency, n (% yes) x2 (2,2390) =.625, p =.429
0";’39/ o‘;tc"’ Family Members 217 (58.8) 1207 (59.7)
pp Non Family~Friends 91 (24.7) 515 (25.5)
No one 15 (4.1) 80 (4.0)
Call when depressed, n (% yes) x%(2,2390) =.225, p =.635
Family Members 178 (48.2) 1017 (50.3)
Non Family~Friends 109 (29.5) 604 (30.0)
_____________________ Noone _ __ _______38(5 1801 _
Depression Index, M (SD) 20.51(20.17) 16.76 (18.07)  t(.2388)=2.19, p =.139
Self Report Health, n (%)
Excellent) 73 (21.6) 479 (25.3)
Good 179 (52.8) 882 (46.7)
Fair 67 (19.8) 404 (21.4) x%(1, 2227) = .465, p =.435
Poor 11 (3.2) 77 (4.1)
Health 8.<Global Very Poor 9(2.7) 48 (2.5)
Happiness .
0 Global Happiness Scale, n (%)
utcomes
Very Happy (7) 61 (21.1) 453 (25.9)
(6) 66 (22.8) 370 (21.2)
(5) 71 (24.6) 419 (24.0) t(2350) = .843, p = .358
(4) 58 (20.1) 338 (19.3)
(3) 18 (6.2) 88 (5.0)
(2) 5(1.7) 38 (2.2)
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Very Unhappy (1) 10 (3.5) 42 (2.4)

Research Question 2: The Role of Caregiving, Divorce, Receipt of Care for Pre-existing
Chronic Condition, & Unemployment

Multiple regression analysis was utilized to explore whether the role of
caregiving, as an independent life stressor, is associated with negative well-being. To
determine if just caregiving by itself can be related to negative life outcomes, caregiving
is considered a binary measure with response options ‘yes’ or ‘no.” Additionally other
family stressors are entered into the model (e.g. divorce and unemployment). The

research question of interest is:

Controlling for other objective stressors (e.g. divorce, unemployment, and receipt
of care for pre-existing chronic condition or disability) is caregiving associated

with depression, health and global happiness?

It is important to note that the presence of an illness can also be a confounding
factor that has a high likelihood to be related to a respondent’s well-being. Though data
on this respondent stressor was available for analysis and the initial intent was to
control for this stressor, the numbers of individuals in the sample that met this criteria
was extremely low. The number of caregivers who received care for their own pre-
existing chronic condition or disability was 16 (less than 1%) and the numbers of non-
caregivers were 133 (5.6%). These low numbers precluded using this data in the model

or final analyses.
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As previously mentioned each outcome (dependent) variable was tested
separately. After simultaneously entering the block of predictor variables in each well-
being model, a significant overall relationship between the predictors and the well-
being outcomes of interest was found. An adjusted R was obtained for depression and
the overall fit is significant (adjusted R?=.042, F = 15.31, p <.001), thus 4% of variability
is accounted for by the variables in the model. For self reported health the adjusted R
was .138 (F=47.38, p <.001), which suggests that 14% of variability is accounted for by
model variables. With respect to the final outcome of interest global happiness, the
variables account for 19% of variability in the model (Adjusted R?=.019, F = 5.27,
p<.001). In order to assess whether or not the act of being a caregiver is significantly
more compromising to a family member’s well-being than other stressors, the
contribution of each independent variable was explored. Table 17 details these
findings. As the ultimate purpose of this study is to understand caregiving, it is
important to note that correlation analyses did find a significant relationship between
caregiving and depression (r =.045, p <.001). There was no significant correlation
between caregiving and self-report health or global happiness.

Results of regression analyses reveal that after controlling for age, gender,
education, and household income only unemployment (8 =.107, p =.000) is significantly
associated with depression. Caregiving (8 =.047, p =.152) and divorce (6 =.047, p =
.172) did have a positive relationship to depression outcomes but these relationships
were not significant. Additional regression analyses revealed caregiving status is not an

individual predictor of the respondent’s health (p =.969) or global happiness (p =.495),
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when the other independent variables are held constant. These findings suggest that

caregiving alone is not related to family member well-being (e.g. depression, health, or

happiness). In a vacuum, a relationship may exist between caregiving and depression,

but when other stressors are controlled for the relationship disappears. These findings

replicate the findings of bivariate analyses that revealed no significant differences

between caregivers and non-caregivers on health and global happiness outcomes.

Table 17: Examining the relative influence of family stressors (caregiving, divorce, and

unemployment) on well-being (N =2390)

S I

Stressors
Caregiving
(1=vyes)
Divorce
(1=vyes)
Unemployed
(1 =yes)
Demographic

Controls
Age
Gender
(1 =female)
Education
Income

Depression Index

Self Reported Health

Global Happiness

B SEB B R’ B SEB B R’ B SEB B
042 138+ .019-
038  .033 .047 -.002 .053 -.002 -.017 .098 -.067
031  .035 .047 012 .060 .000 -.022 .107 -.104
101 .031 .096+- -.223 .056 ~-.126w- -.005 .091 -.016
-135 .001 -.004- -.013 .001 -.168 .058 .002 .005*
017  .025 .016 -.067 .045 -.041* 009 .076 .026
-.086 .027 -.086- 158  .049 .145.- -.008 .084 -.025
-.068 .028 -.055* 187  .056 .042+- 128 086 .323*x

*p<.05, **p<.01, ***p<.001

Research Question 3: Caregiving as a Family Stressor

To further understand within-group variability that exists among just African

American caregivers, research question 3 explores the extent to which contextual

factors, such as family member resources and family member vulnerabilities (e.g.

120



competing demands) are associated with caregiver well-being. The specific research

question of interest is:

Among African American caregivers, are family member resources and

vulnerabilities related to depression, health and global happiness?

Ordinary Least Squares regression was run to test the relationships between the
variables. As there are three well-being variables of interest (depression level, self-
report health, and global happiness), separate analyses was conducted on each
outcome. The first model (Model A) considers family resources, the second model
(Model B) considers family vulnerabilities, and the third model (Model C) considers all
preceding variables with the addition of age and gender as controls. Two of the models
were statistically significant at the .05 alpha level for the depression outcome (Table 18).
In Model A where well-being outcomes were regressed on resource variables, statistical
tests revealed that caregivers who lived in a single headed household were more likely
to experience depression symptoms (8= ".184) compared to caregivers who lived in a
household headed by multiple persons. There is an increase in depression of .184 units
for caregivers who live in single-headed household. The adjusted R* indicates that 2.5%
of the variance in depression is explained by family resources. Model B, which
accounted for the effect of family member vulnerabilities was also statistically
significant. According to this model, household structure was still a significant

contributor to depression outcomes, even when vulnerabilities are considered. None of
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the vulnerability factors were significantly associated with depression in caregivers. In
this model 3 percent of the variance in depression is explained. With the addition of the
control variables age and gender (Model C), the model is no longer significant. Thus
resource and vulnerability factors are not significantly related to depression in this

model.

Table 18: OLS Regression of Depression on Resources, Vulnerabilities, & Demographics

Variable Model A Model B Model C
B (SEB) B (SE B) B (SE B)

Education -.074 (.070) -.075(.069) -.100 (.068)
(7]
(]
g Household Income .009 (.060) .019 (.067) .011 (.066)
o
(7]
& Household Structure -.184 (.071)** -.168(.074)* -.135(.076)
@ Employed .003 (.069) .003 (.074)
;; Children in Household .052 (.061) .025 (.066)
@
?c, Multiple Care Provider .082 (.073) .106 (.080)
>
» Age -.004 (.002)
(&)
%-
© Gender .020 (.075)
oo
o
£
(]
(a]

Adjusted R* .025* .030* .044*

(N =369), *p<.05, **p<.01, ***p<.001, 2-tailed tests

Table 19 examines the effects of resources and vulnerabilities on self-reported

health. All three models were statistically significant at the .01 level. In the first model
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(Model A) which looks at the effect of family resources, education and income both
have a statistically significant effect on caregiver perceived health (B =.230 and 329,
respectively). The adjusted R? suggests that a very small percentage (8.0%) of the
variance is explained by this model. With the addition of family vulnerabilities in Model
B, the effect of education is still statistically significant, but the effect of income is not
significant any more. A relationship is also revealed between each of the three
vulnerability variables and self report health. Being employed is related to more
positive reports of health. On the other hand, caring for more than one ill family
member is related to lower reports of health. While employment status and the
presence of children in the household have a comparably strong effect on health, they
only marginally contribute to the variance explained. According to the standardized
beta coefficients, caring for more than one ill member had the strongest effect on self-
reported health and contributes significantly more to the model. Model B indicates that
24.7% of variance is explained by resources and vulnerabilities. According to F-change
statistic (37.72, p <.001) this increase in variance is statistically significant. Model C
which includes control variables explains 28.5% of variance in depression. Accounting
for control variables, the presence of children in the household and education are no
longer statistically significant. Employment and caring for more than one ill member
continue to have statistically significant effects. The control variable age is also
associated with negative reports of health. For every one year increase in age, health
decreases by .011 units. There was no significant relationship observed between gender

and health.
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Table 19: OLS Regression on Self-Report Health on Resources, Vulnerabilities, & Demographics

Variable Model A Model B Model C
B(SEB) B (SEB) B (SEB)

Education 230 (.111)* 263 (.117)° 188 (.113)

g

E Household Income 329 (.140)* 010(.169) - 002 {.167)

& Household Structure  —.060 (140} 221(.145) 287 (.150]

" Employed -243(.104)* -.210 {.103)*

=

- Children in Household 265 [.100)** 182 (.106)

g

5 Muttiple Care Provider -1.226(254)***  -1.145(.235)***

-]

" Age -.011 [.003)***

g Gender -.053 {.105)

1

Adjusted R 080° 247* ~285°

[N = 388), *p<.05, **p<il, ***p<.001, 2-toiled tasts

The last well-being variable examined was global happiness. Regression analyses
revealed no significant relationship between model variables and global happiness in

any of the three models of interest.

Research Question 4: The Role of Coping Mediators in Predicting Caregiver Well=-
Being
Research question 4, specifically looked at how coping strategies mediate the

proposed relationships. The direct and indirect effects of family member resources and
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vulnerabilities on well-being outcomes were tested. The specific research question of

interest is

Among African-American caregivers, do two forms of coping — help-seeking and
church participation — mediate the associations of family member resources

vulnerabilities on depression, health and global happiness?

As there are three dependent variables of interest (depression level, self-report health,
and global happiness), separate models will be run on each outcome. Initially, the
bivariate relationship between the predictor variables (family member resource
variables and family member vulnerability variables) and each of the endogenous or
outcome variables (e.g. depression, self-report health, and global happiness) were
examined. Correlation analyses revealed no significant correlations between resource
variables and coping strategies, but a relationship was observed between one of the
vulnerability variables of interest (caregiving for more than one individual) and religious
attendance (r =.107, p <.001). More details on these bivariate relationships were
previously addressed in Chapter Four ‘Methods’ in Data Preparation, Testing Bivariate
Correlations section.

Using path analysis, three meditational relationships were assessed, namely how
coping behaviors mediate the relationship between family member resource and
vulnerability factors and the three outcome measure of interest: (1) depression, (2) self-

reported health, and (3) global happiness. All the models considered the control

126



variables, age and gender and freely estimated all unidirectional paths. For estimated
models of interest the unstandardized path coefficients (B), and standard errors (SE) as
reported by M-plus are included in the table. The ratio (z) of the path coefficient (B) and
standard error (SE) is also reported.

The first model examined the mediating role of coping on caregiver depression.
Table 20 details model findings. The path diagram (Figure 6) illustrates the path analysis

model after model reduction. The proposed full model yielded several insignificant

paths and an unacceptable fit (*? (3, N = 369) = 85.30, p <.001; CFl =.000, RMSEA = .273,

SRMR =.059). After reduction of non-significant paths, the reduced model was a good

fit, as indicated by the following chi-square, CFl, and RMSEA values (*2 (10, N = 369) =
9.862, p =.453; CFl =1.00, RMSEA = 0.00, SRMR =.027). In the reduced model only a
very small percentage (R =.022; 2.2%) of the variance is explained by the model. The
model demonstrates that there is no significant direct relationship that exists between
any of the coping measures and depression. In keeping with the findings of the
regression analysis, the path analyses of depression revealed that the only variable that
was directly associated with depression was household structure (6 =-.184, p <.01).
This variable contributed a very small amount of variance to the model. To properly fit
the model, several insignificant paths were dropped. All paths from the coping in
distress and coping in times of emergency to family member resource and vulnerability
predictors were insignificant, thus they were dropped from the model. It is interesting
to note, that in respect to the multiple caregiving roles in particular the effect sizes of

the path coefficients, in the full models, indicate a large effect
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Table 20: Path Analysis of Family Member Resources, Family Member Vulnerabilities and
Coping Measures on Caregiver Depression

Full Mediation Model Reduced Mediation Model
B SE z B SE z

., | Education .07 .07 .08 L o o
[\5)
§ Household Income .02 .07 .02 L o o
Q
$ Household Structure ~.17 .07 T13* | .18 .07 ~.14*
@ Employed .00 .07 .00 _ _ _
S | Multiple Carer Role 8.53 | .08 .04 L . .
o]
~
< |[childrenin Household | .87 | .06 | .06 _ _ _
N

Church Attendance ~.01 .03 .02 .02 .03 .03
,g Emergency Help .00 .06 .00 .00 .06 .00
8 | Distress Help ~.02 .06 ~.02 ~.02 .06 ~.03

* P <.05
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Figure 7: Significant Direct and Indirect Pathways of Family Member Resources, Family
Member Vulnerabilities, Coping Measures, and Depression.

Education
Household
Income
Household
Type
+ ¥
Depression

i &

T

ultiple L "“ )_."J.
{:ﬂrerru::l:le ;’::_-'{;i;j/

Childrenin | 4F /¢
Househokd .

Employment },ﬁ'

Note: doshed Nnes indioote non=signdficont paths
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The second model examined the mediating role of coping on caregiver self-
report health. Once again variables that were found not to be related significantly or
marginally to the dependent outcome in question were removed successively until a
final ‘best fit" model could be derived consisting of only significant predictors. The
reduced model showed improvements in model fit (Full model: *? (3, N = 369) = 85.05,
p =.000; CFl =.325, RMSEA =.272, SRMR = .059); Reduced model: *? (6, N = 369) = 3.95,
p=.684; CFl =1.00, RMSEA = .000, SRMR =.014). In the reduced model 25.1% of variance
is explained by the model. The reduced model suggests that none of the coping
measures are directly related to self-report health, but the following family member
resource and vulnerability factors are directly related: education (6 =.271, p<.01),
household structure (6 =.232, p<.05), employment (8 =—.240, p<.05), having children (8
=.270, p <.01) and caring for more than one ill member (6 ="1.237, p<.001). None of

the coping measures mediated these relationships.
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Table 21: Path Analysis of Family Member Resources, Family Member Vulnerabilities and
Coping Measures on Caregiver Self Report Health

Full Mediation Model Reduced Mediation Model
B SE z B SE z

- Education 27 12 2.35 27 .10 2.77
Q
§ Household Income ~.00 17 .01
9
(%)
& | Household Structure .23 .14 1.62 .23 12 1.95
9 Employed ".24 .10 "2.33 ".24 .10 "2.50
% Multiple Carer Role "1.24 .25 5.02 | 124 .24 "5.06
1.
Q
§ Children in Household | .27 10 |267 |.27 10 | 267

Church Attendance ~.04 .05 .84 ~.04 .05 "8.40
%ﬂ Emergency Help ~.03 A1 .24 ~.02 A1 "1.23
§' Distress Help .07 .09 .81 .06 .09 71

*P<.05
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Figure 8: Significant Direct and Indirect Pathways of Family Member Resources, Family
Member Vulnerabilities, Coping Measures, and Self-Report Health.

Education kt =
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The final model tested for the direct and indirect effects of family member

resources and vulnerabilities on coping items and global happiness. Initial estimation of

the full model indicate that the model was not fitted for the data (*2 (3, N = 369) =

84.89, p =.000; CFI =.000, RMSEA =.272, SRMR =.059). After removal of all insignificant
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paths, the reduced model was an improved fit (*2 (5, N = 369) = 3.43, p =.634), CFI
=1.00, RMSEA = .000, SRMR =.016). According to the model results, none of the three
coping measures mediated global happiness. Moreover, there was no indirect or direct
relationship observed between any of the model factors and global happiness. The path

coefficients are presented in Table 22.

Table 22: Path Analysis of Family Member Resources, Family Member Vulnerabilities and
Coping Measures on Caregiver Global Happiness

Full Mediation Model Reduced Mediation Model
B SE z B SE z

- Education .18 .19 ~.97 ".24 .19 "1.27
Q
§ Household Income 27 .22 1.25 .35 .19 1.85
S)
[V
& | Household Structure ~.20 27 ~72 . . .
9 Employed ~13 21 .63 . . .
S | Multiple Carer Role .04 34 12 - _ _
5
< | children in Household ~24 20 118 | . .
=

Church Attendance .15 .10 1.60 .15 .09 1.65
_g Emergency Help .27 21 1.29 .26 .20 1.28
S | Distress Help ~.07 .17 ~.45 ~.07 .16 ~.40

* P <.05
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Chapter Six: DISCUSSION

Overview

The aims of this dissertation were four-fold: (1) To investigate the differences
between adult caregivers of persons with chronics ilinesses and non-caregivers on
demographic and social characteristics, family member resources, family member
vulnerabilities, and coping patterns using a national probability sample of African
American caregivers; (2) To ascertain if caregiving has a negative impact on well-being
when other common family member stressors (e.g. divorce and unemployment) are
controlled for; (3) to investigate the extent to which family member demographics,
resources, and vulnerabilities are related to caregiver well being, specifically depression
symptomology, health, and global happiness; (4) to explore whether coping behaviors
mitigate negative well-being.

Bivariate analyses of caregiver and non-caregiver groups revealed quite a bit of
homogeneity between the two subgroups. African Americans who were caregivers
were more likely to be adult females and have a higher depression index than non-
caregivers. Further exploration of just the subset of caregivers revealed a demographic
profile of the African American caregiver that has yet to be put forth in the literature.
Based on descriptive analyses of this national sample, a profile emerges which suggests
that African American caregivers are likely middle-aged, predominantly female, married,
employed, and have at least a high school education. Though the population studied for

this dissertation includes a dataset that is dated by almost 20 years, a comparison of this
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study’s findings to studies that include more contemporary African American samples
reveal that not much has changed over time. Consequently, the findings of this study
are consistent with other caregiving studies investigating African Americans (Pinquart &
Sorensen, 2003; Haley et al 1996; Dilworth-Anderson, Goodwin, Williams, 2004; Roff et
al, 2004; Knight et al, 2000) that used non-probability convenience samples. Moreover,
these data are based on national probability sampling, which cannot be said of more
contemporary studies. Thus the findings of this study are much more generalizable,
which is an asset to the current knowledge base.

The second aim of this study was to ascertain if caregiving, as an independent
family life stressor, was associated with negative well-being when all other common
stressors, namely divorce and unemployment, are considered. Using regression
analyses, the act of being a caregiver was compared to other life stressors, namely
divorce status and unemployment status. The extent to which well-being outcomes are
related to these stressors was then examined. Model results suggest that
unemployment is the only stressor that is significantly associated with family member
well-being. The act of caregiving, though significantly linked to depression, does not
contribute to the likelihood of depression symptoms as much as lack of employment.
Choi-Kwon et al (2005) reported similar findings in their study of caregivers of stroke
survivors. Their main outcome variable of interest was the well-being variable ‘burden’,
but they also considered caregiver’s depression and anxiety. According to their findings,
unemployment is significantly related to caregiver burden, depression, and anxiety.

Individuals who were unemployed were more likely to report being burdened, have
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depression symptoms and have anxiety symptoms. As suggested by Choi-Kwon (2005)
the relationship between unemployment and negative well-being may be due to a
number of underlying conditions that may make the caregiver more susceptible to
depression, burden, and anxiety. Unemployed persons may be more likely to suffer
from lower self-image because of the loss of employment and/or may have increased
personal and financial stress. At its essence, unemployment literally translates into a
reduction of financial resources for which an individual can call upon to help them
secure basic necessities and material resources, such as housing, food, clothing,
transportation, and healthcare. Consequently, a state of unemployment could have a
drastic impact on family life. It can create an intense sense of uncertainty and loss
within an individuals’ life, which inevitably negatively alters an individuals’ well-being. A
number of review studies have been conducted that attest to the negative influence
unemployment has on well-being, including depression, physical health, self-esteem,
and life satisfaction (McKee-Ryan et al, 2005; Wanberg, Kammeryer-Mueller, & Shi,
2001). Even though finding out your loved one has a chronic iliness and assuming the
arduous role of their care provider can also create a sense of uncertainty and loss, the
role of caregiver may differentially impact well-being less than unemployment because
it doesn’t diminish access to basic needs. Unemployment places a family at an
increased risk for poverty and there is overwhelming evidence that among African
Americans unemployment is related to poor well-being (Rodriguez, Allen, Frongillo,
Chandra, 1999) and that poverty places this ethnic group at increased risk for poor

physical and mental health outcomes (Brisco et al, 2010).
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Unemployment and divorce aside, the findings of this study suggest that
caregiving does not have as much a deleterious effect on family member well-being as
has been reported by some in the literature. Though correlation tests suggest that
caregiving is inversely related to well-being, depression in particular. The relationship
between the outcomes, depression, self-report health, and global happiness are not
related to caregiving when other stressors are considered. Though there exist a number
of studies that have reported a negative relationship with well-being outcomes and
caregiving, the literature is not consistent. For African Americans in particular, though
there are studies that suggest a negative relationship; others suggest either no
significant relationship at all or a positive relationship. It has formerly been suggested
that these divergent findings might be related to sampling or measurement concerns. It
is also likely that the true relationship between caregiving and well-being cannot be fully
understood without considering the additive effect of the caregiver’s social life
experiences, like his or her experience with other life stressors. As is evidenced by the
findings of this study, the contribution of other stressors might be masking the true
relationship between caregiving and well-being outcomes. Thus, social scientists should
continue to explore these phenomena. Such work could unravel some of the
inconsistencies that are common in the literature and help practitioners better
understand the experience of African American caregivers.

The next aim of this study was to test the relationship between family member
demographics, resources, and vulnerabilities on well-being outcomes. According to the

analytic findings, household structure is related to depression. Caregivers who live in
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single-headed households are more likely to be depressed. Other studies also report a
relationship between household structure and depression among African American
caregivers (Williams, 2005; Drentea & Goldner, 2006). Within single-headed
households, there are less human resources and family support to share caregiving and
household responsibilities. Caregivers within these households face increased financial
and personal strains. When a household is headed by multiple persons and includes a
large social network the responsibilities of caregiving are shared across these family
members, thus alleviating some of the strains of the primary caregiving. It is important
to note that given the relatively small amount of variance being explained by this
resource (e.g. household structure) it is possible other important variables which are not
available in this dataset or captured in this study might better explain depression in
African American caregivers. As will be further discussed in the limitations, a number of
other model factors, such as other family resources or caregiving appraisal might
contribute more to caregiver well-being.

With respect to health, employment and caring for more than one ill-loved one,
is related to health reports. Caregivers who were employed reported better health,
perhaps because they had better access to resources as a result of the financial
sustenance that was available to them from their job. This finding is identical to prior
research which suggests that employment is related to more positive health outcomes
and well-being factors. Caregivers who cared for multiple persons reported worse
health. Providing such extensive care to multiple persons can greatly extend the

caregivers resources (e.g. time and money) and can add undue strains to an already
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overwhelming role. When controlling for demographics, no other family resources or
vulnerabilities were related to health. It is worthy to note that prior to controlling for
family member vulnerabilities and demographics, a negative relationship was observed
between education, income and health. Those significant relationships disappeared in
the full model. A possible explanation for this trend might lie in the compounding affect
that vulnerabilities have on caregiving. Despite the contributions that family member
resources make to ameliorating caregiver well-being, the enhanced stress brought on by
other vulnerabilities may prove to be more related to overall well-being. Moreover,
when the primary caregiver has to provide care for multiple chronically ill individuals,
their time and attention is greatly compromised. Inevitably, this will lead to greater
stresses which exceed the contribution of available resources.

The global happiness outcome was not related to family member resources or
vulnerabilities. In a comparative study of White and African American caregivers using
the NSFH, Drentea & Goldner (2006) found similar results. Though the African American
caregivers in their study were significantly depressed, according the CES-D, the sample
reported more positive well-being (e.g. reduced burden) using subjective self-report
measures. An explanation for these findings is best summed up in the words of
Drentea & Goldner (2006) “...while African American caregivers are more depressed on
average, they are not as stressed overall about their caregiving role” (p. 52). In other
words, while the act of caregiving is related to poor health and mental health outcomes
via objective measures, the opposite is likely when subjective self-report measures of

distress are utilized. Due to culturally informed filial obligations about family care,
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caregiving is seen as normative family process rather than a disruption (Haley et al, 1996
Dilworth-Anderson et al, 2005). African Americans tend to have a positive appraisal of
caregiving (Haley et al, 1996; Haley et al, 2004; Roff et al, 2004; Lee et al, 2000) and
consequently would not report caregiving outcomes in a negative fashion. Self-reports
are more likely to be positive. Thus differences might be observed in how caregiving is
experienced when objective and subjective measures are used. Objective measures of
depression and physical health, such as the CES-D and measures of physiological
functioning reveal deleterious effects of caregiving among African Americans, but when
asked how they are doing subjectively African American caregivers tend to report
positive outcomes. This trend is observed across a number of studies (Knight et
al.,2007; Drentea & Goldner 2006; Pinquart & Sorensen, 2003, 2005), and raises
concerns about the reliance of self-report measures for assessing psychosocial and
health outcomes (Knight & Sayegh, 2010). This may explain why global happiness was
not a significant factor in this study.

The final aim of this study was to look at the role that specific coping behaviors
play on caregiver well-being. Based on the Resiliency Model, it was expected that
coping behaviors would mediate the relationship between family member resources,
vulnerabilities, and well-being outcomes. It was expected that coping would contribute
to the caregiving experience and mediate adaptation. A number of caregiving studies
have evidenced how coping can mitigate the stress brought on by family caregiving.
Active coping in particular has been shown to be particularly helpful. Active coping

involves seeking social support or other resources (both informal and formal) in an
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attempt to adapt to a perceived family stressor. In caregiving, this type of coping is
related to improved physical health functioning, depression outcomes, and greater life
satisfaction (Kim, Knight, Longmire, 2007; Haley et al., 1996, Kosberg et al, 2007; Rozario
et al, 2008; Knight et al 2000; Pinquart & Sorensen, 2005; Drentea & Goldner, 2006). It
is agreed upon in the literature that for African Americans this type of coping often
involves the use of religious supports and other family members. Using path analyses,
the mediating effects of three types of caregiver coping (e.g. church attendance,
receiving support from family in times of distress, receiving support from family in times
of emergency) were examined. No coping measures mediated the relationship between
family member resources, vulnerabilities, and well-being outcomes. An interesting
finding, which was duplicated also in the regression analyses, was the relationship
between outcomes and household structure. According to the path analyses, household
structure (measured as single-headed household or not) was directly related to
depression and self-reported health. Coping did not mediate this relationship. A
possible explanation for these findings lie in the fact that within single-headed
households caregivers have limited material and human resources to provide care, so
their sense of being overwhelmed might be naturally heightened. Other family
members in the home and heading the home allow responsibilities to be shared and
reduces burden, particularly when care is needed for multiple ill members. African
Americans have a rich tradition of calling upon family and extended kin in times of need
and there is overwhelming evidence that this trend maintains in the face of family

caregiving (Dilworth-Anderson, Williams, & Cooper, 1999; Becker, Gates, Newson, 2004;
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Yeo & Gallagher-Thompson, 1996). Family reliance and the willingness of other family
members to bend to accommodate those in need are cultural traits that aid in
ameliorating the effects of family stress. The results of this study provide more
evidence to support this supposition.

According to study findings, the vulnerabilities posed by the competing demands
of employment, caring for young children in the household, and caring for more than
one chronically ill individual are also significantly related to caregiver well-being
outcomes in particular the caregiver’s self-reported health. It is interesting to note, that
in respect to the caregiver who provides care for more than one person (e.g. multiple
caregiving roles) in particular the effect sizes of the path coefficients, in both the full and
reduced models, indicate a large effect. The increased demands created by these
vulnerabilities are likely to result in a number of objective burdens, such as financial and
time constraints. Moreover, there is evidence that high intensity caregiving roles that
involve complex care, large number of hours of care, or increased demands are related
to poor health outcomes for the caregiver, in the form of poorer self-reports (Navaie-
Waliser et al, 2002; Commonwealth Fund, 2003), negative health behaviors (Son et al.,
2007; Brown et al., 2004), and physical health complications, such as cardiovascular
problems (Lee et al., 2003). These caregivers may have less time and energy to engage
in preventative health care behaviors. Moreover, they might also have reduced
financial resources and time to attend to their own health conditions, thus they might

be more apt to perceive their health as poor.
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The results of these path analyses suggest that the context of caregiving (e.g.
family resources and vulnerabilities) more so than coping behaviors, has a much more
direct role in informing coping behaviors and how caregiver well-being outcomes
manifest. Specifically, this study suggests that resources such as household structure
inform available supports to aid the caregiver and vulnerabilities, in the form of
competing demands, may result in additional caregiving strain. Similar ideas have been
posited and investigated by other researchers (Chappell & Reid, 2002; Chatters et al,

2002; Taylor et al 2001).

Limitations

While the findings of this study are important for advancing knowledge on
African American caregiver wellness, a few caveats should be considered in accepting
study findings. The most salient issues are related to methodological limitations. Use of
the NSFH presents a number of concerns. Wavel of the NSFH, which was used for this
study, is over 20 years old. This fact withstanding, it is important to note that the NSFH
was the best available data for addressing the research questions of interest, even when
compared to more contemporary caregiving and chronic illness surveys, as stated in
Chapter 5: Methods. Moreover, demographics of the sample of African American
caregivers used in this study and other findings are comparable to those in more recent
studies as noted in the Discussion section. Never-the-less, there is a need for additional

research using contemporary probability-based samples to improve generalizability

143



concerns , especially since family resources and vulnerabilities are also likely to be much
different in this modern age.

Inherent in studies using secondary data are the methodological limitations
presented by measurement confounds (Hofferth, 2005). In using secondary data, social
scientists are forced to use the best available measures to measure the concept of
interest. This was the case in this study. Though the measures chosen were the most
appropriate for answering the research questions of interest, more elaborate measures
would have provided a more thorough analysis. In particular, the NSFH coping variables
(help-seeking and religious supports) are one-dimensional single-item measures. There
is an abundance of evidence in the research that suggest that both of these constructs
(religious coping and active behavioral help-seeking) are much more complex and have
multiple dimensions. The NSFH variables are unable to tap into these latent constructs
and thus may not measure family coping in the most comprehensive way. A similar
concern is raised with the health and global happiness outcome variables. They are also
single-item measures with only good face validity. Thus they may not be the best items
to measure the outcomes of interest. Especially since multiple items scales are much
more stable measures of a construct.

Compounding this measurement limitation is the fact that all the coping
measures and both the health and global happiness measures are self-report measures.
The subjective nature of these measures inherently questions their validity. In respect
to coping, an individual’s memory about coping and problem solving strategies may not

accurately reflect their behavior. They may have recollection difficulties, may report

144



socially desirable coping strategies, or they may feel discomfort in reporting actual
coping behaviors or lack of coping. For example, when asked who they turned to for
help, the respondent may not actually report or remember all persons who they turned
to for help, they may turn to different individuals for different stressors, or may only
recall the last person they turned to for help in their most recent need. Moreover, given
how this question is asked in the NSFH (e.g. it is not in direct reference to caregiving); it
is possible that respondents are not considering their caregiving needs at all. The same
logic holds true for self-reported responses to health and life satisfaction.

The final limitation of this study is a limitation that is common among many
caregiver studies — the absence of data documenting family member well-being or
personal history of health prior to the onset of caregiving. There is evidence that family
history is related to caregiving outcomes (Dura, Stukenberg, & Kielcot-Glaser, 1991). A
caregiver’s health history and pre-existing mental health prior to the onset of caregiving
is related to their health and mental health outcomes during caregiving. In particular,
Dura and colleagues (1991) found that caregivers who had a lifetime history of
depression were much more likely to report depressive symptoms in relationship to
providing care for their loved ones with dementia. Their findings argue for a need to
consider caregiver health history. As is the case with this study, most caregiving studies
are based on a cross-sectional design or a longitudinal design that only considers
changes in caregiver well-being after the role of caregiver has been assumed. A
prospective study of family members, that looks at life before a person assumes the role

of caregiver and after they assume the role is much needed. In the present study,
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causality cannot be inferred. It is only apparent that a relationship exists between the
variables of interest, but the mechanisms by which they are related is impossible to
ascertain. Consequently, the results of this study must be interpreted with caution.
One cannot assume that being a caregiver leads to depression. Instead it may be that
some underlying issue related to depression caused the person to consider or even

unwillingly find themselves in the role of caregiver.

Strengths

Despite the limitations, there were several strengths associated with this
research study, the most notable being its sampling structure. Lawton et al (2000)
argue that to get a clearer understanding of caregiving and its impact on well-being it is
important that social scientists use probability-based samples, a prospective study
design, and a study duration that spans a sufficiently long period of time to observe
family and individual life changes over time. Though this study is limited as it is cross-
sectional and does not use a panel design, as was discussed in the Limitations section,
the study does employ a national probability sample. Moreover, due to oversampling of
certain subgroups, it also includes a relatively large sample of African Americans which
is an anomaly, compared to other similar chronic illness and caregiving studies (e.g.
Caregiving and Chronic lliness Survey and RWJ-FACCT). Social scientists (Dilworth-
Anderson et al, 2005; Rozario & DeRienzis, 2009; Wilcox et al, 2005) have called for a
study that addresses African American caregiving using a large nationally representative

sample of diverse African American caregivers and this study aptly answers that call.
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Though it is specified to explore the experience of African American caregivers,
this study extends the caregiving literature in general. Though it is a well-documented
fact that caregiving is a family stressor for the family caregiver, there is limited research
that explores the extent to which other family stressors contribute to or mask the true
relationship between caregiving and caregiver well-being. Examining other well-known
family member stressors, namely divorce and unemployment, this study attempts to
disentangle whether or not caregiving has an independent effect on caregiver well-
being or whether it only results in deleterious outcomes when it is paired with other
stressful situations.

Finally, and perhaps most importantly, this study fills an important gap in the
understanding of caregiving among African Americans. Though the numbers of
caregivers continue to grow nationally and family care is known as a core cultural value
among members of this ethnic group, little is known about the unique experience of
African American caregivers. Through its descriptive analyses this study takes on the
very necessary steps of presenting a demographic and social profile of the African
American caregiver. Moreover, since the caregivers in this sample provide care for a
wide age range of afflicted individuals, the study improves upon the current profile
describing the African American caregiver, which is primarily based on studies of
chronically ill older adults.

It is important to note the within-group analytic approach which further
advances knowledge specific to African Americans. One of the most important goals of

this study was to engage in study that explored the within-group variability that might
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exist among African American caregivers of persons with chronic illness. Even though
there is merit in cross-cultural comparisons, as is demonstrated by the number of
studies that have chosen this approach, a within-group analysis enhances awareness of
the varying contextual factors that shape family member well-being in the face of
caregiving. This study focuses on intra-group differences that could not have been
captured by cross-ethnic analyses. In using this approach this study prohibit a
conclusion that suggests that findings are culturally based or specific to just African
Americans. As there is no other ethnic comparison group, this assumption cannot be
made. However, it does offer the opportunity to investigate heterogeneity that exists
within the African American caregiver population. This is crucial in that the results will
highlight key contextual factors that differentiate the caregiving experience for one
African American versus another. This is crucial in dispelling myths about ethnic
commonalities and in aiding practitioners in designing appropriate interventions for
families, not based on ethnicity but based on family need. In respect to caregiving
research, in general, the findings of this study could be used to explore similar

relationships in broader caregiving populations.

Conclusions
Future Research

Though this study addresses a gap in the knowledge base on African American
caregiving, there remains a need for additional research. Future studies should
continue to examine the contextual nature of caregiving as it relates to African

Americans. The Resiliency Model is a multi-faceted dynamic model which seeks to
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explain family response to stress and family coping processes. In its entirety, the model
addresses family stressors, family resources, family vulnerabilities, family appraisal,
family coping, and adaptation. Though it is possible to explore most of the key factors
proposed by this theory using the NSFH dataset, it is not possible to explore one of the
key factors of interest — ‘caregiving appraisal’. The NSFH has no variables on appraisal.
The family’s views on and attitude toward their caregiving role shapes their well-being
outcomes. If caregiving is perceived as a filial responsibility, then the response may be
one of frustration or emotional acceptance, which has implications for perceived levels
of burden. On the other hand, if caregiving is perceived to be rewarding, caregivers are
less likely to report negative well-being. There are a number of studies that show that
the meaning the family ascribes to caregiving contributes to (1) their willingness to give
care, (2) the scope of the care they are willing to provide, and (3) their perceived needs
as a caregiver. In addition, to the meaning ascribed to the role of caregiving, caregiving
appraisal also deals with the justification that surrounds the decision to assume the role
of caregiver. According to Dilworth-Anderson (2004), there are cultural justifications for
caregiving among African American caregivers. Some caregivers may unwillingly
approach the role due to a sense of obligation or responsibility and thus they are more
likely to experience a sense of emotional dissonance and lower psychosocial well-being.
So appraisal, both how caregivers view their role and the circumstances that influenced
their accepting that role, has implications for the caregiver’s ability to cope and adapt.
Thus caregiving appraisal could account for a substantial variance in the models. Future

research should further explore this model factor.
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There are a number of other family member stressors, resources, and
vulnerabilities that deserve additional attention, such as extended family in the
household, household responsibility sharing, access to formal services, ill-member
needs, the availability or lack of other material resources, other than financial resources.
Particularly in respect to African American families, there is a need to further test the
role that coping mechanisms such as family reliance and religious support play in aiding
adaptation. These informal agents are known to play a significant role in health and
wellness among African Americans and investigations that utilize comprehensive
measures that are capable of aptly testing the role these factors have in caregiving is
essential.

The act of coping is a context-dependent behavior, which is influenced by a
number of variables related to not only the family and its household, but also
environmental factors. These environmental factors could present as either family
resources or vulnerabilities. Such factors would include the social environment, in
which the family exists, neighborhood characteristics, and community resources. For
African Americans, these environmental factors and the family’s perception of them
would be greatly influenced by a socio-cultural history of racism, discrimination, and
oppression. Future studies should further examine these variables and their
relationship to caregiver well-being. Qualitative research might prove useful in this
endeavor. Such exploratory analyses would allow for more accurate identification and
deeper understanding of the specific stressors, resources, and vulnerabilities that

confront African American caregivers.
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There is yet another interesting aspect of coping that deserves more attention in
the family stress literature. Though, a number of studies using family stress and coping
frameworks have considered the moderational affects of coping mechanisms on family
well-being, there is an ever-increasing trend to also consider the mediational affects of
coping. Mediation and moderation are often terms used interchangeably in the social
work literature, yet they are distinctly different. Mediation describes the mechanism
by which a given effect occurs. Moderation, on the other hand, describes how one
variable or set of variables interacts with a primary variable to affect outcomes. If these
definitions are applied to family stress and adaptation frameworks the process by which
coping could influence adaptation would vary. If coping mechanisms are considered to
be mediators, they would function in an additive way to mediate family stress. It might
increase the family’s ability to adapt or it might increase the likelihood that they seek
supportive services. On the other hand, if coping mechanisms are considered
moderators in the model, they would interact with the stressor variables to produce
variations in adaptational outcomes. The magnitude of adaptation might vary
depending on the type of coping mechanism employed and the stress the family is
facing. Given it varied application as both a mediator and moderator, coping is a
variable that can be examined in multiple ways via multiple conceptual pathways.
There exists no universal consensus among social science researchers on how coping
should be measured; whether they should be considered moderators or mediators.
Moreover, in their development of the Model of Resiliency McCubbin and McCubbin do

not make this distinction clear. In her discussion of how moderators and mediators are
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considered in Alzheimer’s disease caregiving, Morano (2003) asserts that “the majority
of caregiving literature has an a priori assumption that appraisal and coping are
mediators of stress” (p. 116). There are a number of chronic illness and caregiving
studies that take this approach (Haley et al, 1996;Ekwall et al, 2007; Knight et al , 2000;
Sun et al, 2009; Connell & Gibson, 1997) . For the purposes of this study, two coping
indicators (e.g. church attendance and help-seeking behaviors) were presumed to
mediate the relationship between family caregiving stress and well-being. This
approach was taken, because the study sought to understand how caregiver adaptation
happens and given the pre-existing literature that suggests that coping has a role in
caregiver well-being, coping factors were considered mediators. As was presented in
Chapter Five “Findings,” the results of this study suggest that these variables of interest
do not mediate the relationship between caregiving and well-being. Consequently, it is
possible that coping is not a mediator, but instead a moderator. Though it was assumed
in this study that the stress of caregiving precedes and influences coping and therefore
affect family well-being outcomes, this may not be the case. A moderational
relationship between the variables might exist, where coping patterns might interact
with and thus affect the relationship that exists between the stress of caregiving and
well-being. Coping mechanisms might then work as protective factors against the stress
of caregiving and influence outcomes. Future research should test these relationships.
Finally, using the findings of this research as a building block, researchers should
replicate this study with other caregiver subgroups (e.g. other ethnic groups, gender

specific groups, illness- specific groups, etc.). Dissecting the unique family resources,

152



vulnerabilities, and coping factors that contribute to or mitigate caregiver well-being is
an important contribution to the literature and to social work practice. Such research
would help pinpoint specific caregiver characteristics that contribute to healthy
adaptation and resilience. This has direct implications for intervention development

and policy.

Implications for Practice & Policy

At the most basic level this study quantifies African American caregivers and
provides a basic social and demographic description of this sample. Though basic in
content, this information will aid practitioners in developing service needs assessments.
The more complex analyses that looked at health and well-being consequences of
providing care are also important and will be beneficial in health policy and decision-
making, particularly as it concerns caregiver health, caregiver service use, and caregiving
policy initiatives.

How families cope with family stressors is very much a function of their social
resources, vulnerabilities, socio-cultural background, and help-seeking behaviors. This is
no different in the face of chronic illness. Caregivers of persons with chronic illness have
increased family responsibilities and strains. Accordingly, they must figure out ways to
cope and adapt to their situation. But, the unique experiences and social context of
each family varies greatly and accordingly so does the adaptation process. Thus there is
a need for interventions that consider a family’s unique background, stressors, and

coping patterns (Saunders, 2003). This presents a unique challenge for practitioners,
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particularly with the current body of research that has informed practice standards thus
far.

This research study has the capacity to inform practice standards. By using
within-group analytic approaches (and holding constant ethnic variations) this research
study helps distinguish particular family demographic and social factors, norms, and
patterns of functioning that practitioners must consider in designing tailored
comprehensive family support interventions. Based upon study findings, it is now clear
that household structure and multiple role assignment matter in family caregiver well-
being. Given this knowledge, there is a need for practitioners to work with family
caregivers on developing strategies to alleviate role strains.

Disparities exist in the use of family based self-help support and education
services. For African American caregivers, in particular, there is limited use of these
models of care (Williams & Barton, 2003; Scharlach, Giunta, Chow, Lehning, 2008). It
has been suggested that this lack of service use is related to both accessibility and
acceptability concerns (Barton, 2003; Scharlach, Giunta, Chow, Lehning, 2008). With the
knowledge obtained from this study practitioners can now begin to develop family-
based psycho-education and/or family support interventions that consider not just the
full-range of presumed supportive resources, but instead target specific contextual
factors (e.g. additional life stressors, family member resources and family member
vulnerabilities). Incorporating these dynamics into existing service options ensures a
multi-systems approach which reinforces the existing adaptive structure of the family

and brings in support congruent with their needs (Hines-Martin, 2002). This has great
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implications for increasing service use and eliminating disparities. An example of this is
demonstrated by exploring the relationship between household structure and caregiver
health. From this study it is evident that for African Americans in particular, having
more people in the household is related to positive health reports. Multiple-headed
households can dissipate presumed caregiver responsibilities and increase financial and
material resources. Caregivers in these household have increased strains and negative
well-being outcomes and thus attention should be given to the provision of more
support for these individuals. Specifically for practitioners, future family support
programs should consider models that provide more or improved service options for
members of single-headed households, such as in-home care assistance. This has
obvious implications for policies. In particular, given the demography statistics that
suggest that many African American households are single-headed, the results of this
study suggests that advocates revisit the depth of the impact that marriage, out of
wedlock birth rates, household structure, and household member participation have on

the well-being and social welfare of African American family members.

Summary

The findings of this dissertation provide a framework for understanding
caregiving as it exists within African American families coping with chronic illness. Thus,
this study fills a necessary gap in the knowledge base. As a result of study findings,
social scientists have more information on the profile and experience of African

American caregivers. Complementing research that suggests lower self-reports of
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caregiving burden and strain among African Americans, findings of this study suggest
that the act of caregiving is not a definitive family stressor for African Americans. When
stacked up against other family stressors, such as unemployment and divorce, the
presumed negative effects of caregiving disappears. In most respects, according to
study findings, caregivers and non-caregivers are demographically similar. They share
the same resources, vulnerabilities, and coping patterns, which suggests some sense of
cultural homogeneity. Yet, as was suggested in the subchapter “Directions for Future
Research”, additional research with more defined measures is needed to further explore
or test this conclusion. Within-group analyses yielded results that suggest that context
matters. Household structure, education, employment, multiple carer roles, and coping
patterns all inform caregiver well-being. This duplicates the finding of other research
studies and provides support for the idea that context (e.g. environmental, social,
cultural, and ecological) influences caregiving (Magana, 2004; Dilworth-Anderson,
Goodwin, Williams, 2004; Rozario & DiRienzis, 2008). African Americans have a rich
tradition and history of providing family care. In the words of Carlton-Laney (2006) in

her discussion of caregiving trends among African American

“Caregiving is an essential part of African
American mutual aid and self-help that has
historically permeated the community,
providing much-needed service where gaps
existed.” ( p.382)

This study is important because it directs attention to the factors that contribute to

caregiving resilience, an important aspect of African American family life.
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Appendix 1: 12-ltem CES-D Measure of Depressed Mood.

The variable index of depression is created by adding the 12 items of the Center for
Epidemiological Studies- Depression Scale -D (CES-D).

National Survey of Families and Households (NSFH) Depression Screening Question

“Next is a list of the ways you might have felt or behaved during the past week. On how
many days, during the past week did you:

g)
h)
i)
j)
k)
1)

Feel bothered by things that don’t usually bother you;
Feel like not eating; appetite was poor;

Feel that you could not shake off the blues even with help from your family or
friends;

Have trouble keeping your mind on what you’re doing;
Feel depressed;

Feel that everything you did was an effort;

Feel fearful;

Sleep restlessly;

Talk less than usual;

Feel lonely;

Feel sad;

Feel you could not get going?”

8-point Response Scale: 0 days, 1 day, 2 days, 3 days, 4 days 5 days, 6 days, 7 days
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Intercorrelation of Study Variables

Appendix 2

Intercorrelation of Study Variables

1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16
Caregiving 1.00 |.019 |.075 | .027 | .046 .012 .037 | ~.038 | ".008 | .002 .030 | ~.012 | ."023 | .045 | ".011 | ".022
Age 1.00 |.022 | .070 | 194 | .217 .264 | .050 | ".206 | .188 181 | ".032 | .019 | ".090 | ".2883 | .054
Gender 1.00 | .054 | ~.025 | ~.262 | .152 122 197 | ".059 | .161 .011 .035 .049 | ".075 | ".013
Divorce 1.00| .030 | ~.176 | ~.075 | .009 .016. .019 | ".009 | .015 .016 .015 | ".003 | .015
Education 1.00 .033 | 183 | .215 .030 | ~.047 | ".004 | .057 .058 | ".088 | .171 .005
Household Type 1.00 | 7070 | .276 | ".320 | .083 .011 | ~.005 | .027 | ".095 | ".012 | .074
Employment 1.00 | ~.456 | ~.110 | .249 .004 | ".043 | ~.002 | .114 | ".255 | ".045
Income 1.00 114 | 134 | .020 .007 .008 | ".130 | .197 116
Children 1.00 .026 .011 | ".056 | .085 .031 .055 | ~.033
Caregiver for 1+ 1.00 | ~.107 | ~.063 | .077 .042 | ".440 | ".040
Church Attendance 1.00 .022 ~.036 | ".072 .034 .105
Distress Coping 1.00 .375 .015 .058 .000
Emergency Coping 1.00 ~.023 .029 .036
Depression 1.00 ~.193 | ".296
Health 1.00 .202
Happiness 1.00
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