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Abstract

Alzheimer’s disease and related dementias (ADRDs) have a significant impact on families. Family nurses are in an ideal
position to address the needs of families affected by ADRD. However, to be most effective, family nurses and researchers
need culturally appropriate theories to guide practice and research. On November 17, 2018, five nurse researchers presented
findings of their research with African American families at the Gerontological Society of America’s annual meeting. The
results reported and the lively discussion that ensued suggested that the current paradigms framing research and practice
with African American families affected by ADRD may not be adequate. There is a need to consider culturally congruent,
family-centered theories to guide research and practice with this population of families.

Keywords

cultural congruence, Alzheimer’s disease, older adult, family caregiving, family nursing

The number of older adults in the United States of America liv-
ing with Alzheimer’s disease and related dementias (ADRDs)
is projected to increase significantly over the next decade
(Alzheimer’s Association, 2019). Family caregivers of older
adults with ADRD often perform complex tasks such as activi-
ties of daily living, financial management, and medication
management (Alzheimer’s Association, 2019). Yet, these fam-
ily caregivers are often unprepared for the responsibilities of
the role (Skufca, 2017). As a result, ADRD caregiving is asso-
ciated with negative effects on family caregivers’ health,
including burden, depression, poor sleep, and poorer quality of
life (Alzheimer’s Association, 2019; Andreakou et al., 2016;
D’Aoust et al., 2015). This caregiving role not only affects the
caregivers themselves but also contributes to the placement of
people living with ADRD into assisted living communities and
nursing homes (Alzheimer’s Association, 2019).
Approximately one tenth of the 15 million family care-
givers for adults living with ADRD in the United States of
America are African American (Alzheimer’s Association,
2019). ADRD is a major concern for African American
family caregivers because African American individuals
are twice as likely to develop ADRD compared with non-
Hispanic White individuals (Alzheimer’s Association,

2019). At the 2018 annual meeting of the Gerontological
Society of America (GSA), five nurse researchers pre-
sented a symposium focused on the experience of African
American family caregivers of older adults with ADRD.
Following the presentations, the researchers and the audi-
ence engaged in a lively discussion about some concep-
tual challenges identified while conducting each of these
studies. The purpose of this commentary is to describe
three of the conceptual challenges: family structure, care-
giving burden, and the context of caregiving. In addition,
we provide recommendations for future directions for
research with African American family caregivers of per-
sons living with ADRD.
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Family Structure of African American
Family Caregivers

Family caregivers of persons living with ADRD are usually
women—wives, daughters, and daughters-in-law (Alzheimer’s
Association, 2019). Frequently, researchers focus on individual
caregivers (Epps, 2014) or caregiving dyads (Epps et al., 2016;
Moss et al., 2018a; Nagpal et al., 2015). Although studies of
dyads can be meaningful, focusing solely on dyadic relation-
ships may miss intergenerational kinship and multigenerational
relationships, which are a source of strength for African
American families.

During the symposium, Dr. Fayron Epps reported on a
qualitative study of 26 community-dwelling family caregivers
and 18 persons living with ADRD (Epps etal., 2019). Her
team used MindMaple Lite® (MindMaple Softonics, 2018)
and created sociograms to depict the relationships within fam-
ilies (see Figure 1). These sociograms demonstrated that fami-
lies were complex and composed of numerous people,
including spouses, children, siblings, and non-blood relatives.
Individual family members were connected by a variety of

mechanisms, including birth, marriage, adoption, friendship,
and church membership. Some bonds were strong and sup-
portive and were strengthened by familism, obligation, and
religiosity. Family members provided physical, emotional,
financial, social, and instrumental support. Some relationships
were weak or broken by divorce, disagreements, or drug
addiction. Frequently, support and care were unidirectional
and directed to the family member living with ADRD.
Although it was less frequent, it was interesting to note there
were instances in which the person with ADRD also contrib-
uted to the family network. This occurrence was more com-
mon among people with less severe ADRD.

Taken together, these findings demonstrate the impor-
tance of expanding the definition of family caregivers beyond
dyads. African American families consist of complicated
connections between functional relations, shared values,
affiliations, geographic location, and blood ties (Allen,
1995). Families frequently consist of multiple relationships,
including those among spouses, children and parents,
extended family members, and friends. Especially in African
American families, there may not be one central caregiver,
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but a group of people who coordinate the care of the person
living with ADRD. These family networks provide support
and strength to primary caregivers (Clay et al., 2008; Lincoln
et al., 2013). Primary caregivers who have an extended fam-
ily network receive more social support and have positive
views about caregiving (Cho etal., 2016; Heo, 2014).
Moreover, the ability of the person with ADRD to provide
reciprocity to their care provider reduces stress and burden
experienced by a caregiver (Dwyer et al., 1994). In addition,
researchers and clinicians can focus on the ways in which
persons living with ADRD contribute to and provide support
within family networks.

Researchers and clinicians may benefit from theories that
define family caregivers beyond dyads. Waites (2009) pro-
posed the Afrocentric Intergenerational Solidarity Model to
guide practice and research with African American families.
The model provides a framework to explore how intergenera-
tional relationships can be supported by identifying strengths
and assets that each generation can provide. In addition, the
model taps into power, resilience, and capital from past and
current traditions and relationships. The model identifies five
solidarity elements: associational (family traditions), affec-
tional (emotional connections), consensual (family values),
functional (helping network), and normative (expectations
family roles). Although developed for social work practice,
the model holds promise as a framework to guide practice and
research involving African American families. Expanding
research to examine solidarity elements of African American
caregiving networks may lead to a better understanding of the
complex functioning of these networks, and the stressors and
strengths experienced by these networks may help explain
physical and emotional health outcomes for African American
families affected by ADRD.

Adequacy of Current Caregiver Burden
Measures

Much of the research on caregivers of persons living with
ADRD assumes that caregiving is stressful and burdensome
(Cheng, 2017; Chiao et al., 2015). Burden has been concep-
tualized as the subjective and objective impact of the physi-
cal, psychological, social, and financial problems experienced
by family caregivers, or the negative impact of caring for the
person living with ADRD (Acton & Kang, 2001). However,
research suggests that differences exist between how African
American and non-Hispanic White family caregivers of per-
sons living with ADRD experience and perceive stress and
burden (Armstrong et al., 2019; Scott et al., 2020).

At the symposium, Dr. Susan McLennon described results
of a mixed-methods study of burden among 14 African
American family caregivers (McLennon, 2018). She found that
despite providing care to family members with moderate to
severe ADRD for an average of 5 years, the caregivers’ burden
scores as measured by the Zarit Burden Scale, a self-report
caregiver burden scale (Zarit et al., 1980), were low. However,

qualitative data generated from in-depth interviews suggested
otherwise. Most caregivers reported hardships, including finan-
cial constraints, safety concerns such as wandering, and chal-
lenges related to providing physical care. Similarly, Dr. Karen
Moss reported that in her mixed-methods study with African
American caregivers, many participants reported stressful,
negative aspects pertaining to caregiving, even though they
scored relatively high on quantitative measures of quality of
life (Moss etal., 2018b). These findings stimulated several
thoughtful comments during the question and answer period of
the symposium. For example, the audience conversed about
whether burden was a culturally congruent concept among
African American caregivers. Burden is a negative aspect of
caregiving and is often accompanied by emotional lability, lim-
ited or overwhelmed coping mechanisms, and challenges with
adapting or responding to the needs of the person with ADRD
(Hansen et al., 2019; Roth et al., 2015). African American care-
givers qualitatively reported challenges to caregiving both
within themselves and within the dynamics of the changing
relationship with the person living with ADRD (Hansen et al.,
2019). However, fewer African American caregivers reported
being upset by verbal aggression from persons living with
ADRD compared with non-Hispanic White caregivers (Hansen
etal., 2018).

Bias may be introduced in study measures with the negative
phrasing of questions, such as “Do you feel stressed between
caring for your relative and trying to meet other responsibilities
(work/family)?” rather than the use of neutral wording (Zarit
et al., 1980). For African American families, caregiving may be
considered a normal expectation rather than a disruption.
Therefore, researchers should be cautious about their use of the
term "burden" and consider using or developing instruments
that are sensitive to racial differences in the conceptualization
of burden (Armstrong et al., 2019). One measure that considers
the lived experiences of African American caregivers is the
Cultural Justification Scale for Caregiving (Dilworth-Anderson
et al., 2004). The 10-item measure examines the cultural rea-
sons for providing care and predicted physical health outcomes
in African American caregivers (Dilworth-Anderson et al.,
2004). Another measure that is not specifically focused on
caregiving but on the experiences of African American women
is the Giscombe Superwoman Schema Questionnaire (Woods-
Giscombe et al., 2019). The questionnaire provides prelimi-
nary research supporting the five factors of the Superwoman
Schema (Woods-Giscombe, 2010), which could explain the
misalignment of burden and stress reported by African
American caregivers.

African American cultural values and beliefs, including
familism and filial piety, could influence appraisal of stress
and coping. Knight and Sayegh (2010) found that high levels
of familism were associated with higher appraisal of burden.
Reviewing the literature to identify causes of racial and eth-
nic differences on caregiving burden led them to conclude
that differences in reported burden were better explained by
cultural differences in social support and coping. Furthermore,
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an updated sociocultural stress and coping model should
focus on research to identify specific cultural values associ-
ated with caregiver burden, and positive and negative
appraisals of caregiving.

Social and Historical Context of
Caregiving

Research evaluating interventions for family caregivers is
important for guiding practice. Dr. Glenna Brewster pre-
sented the results of a secondary data analysis (Brewster
et al., 2018), which tested the effect of The Great Village, a
psychoeducational intervention with and without exercise,
on sleep quality among 142 African American family care-
givers of people living with ADRD over a 6-month period of
time. She and her team hypothesized that the intervention
adapted for African American caregivers from the Savvy
Caregiver program (Samson et al., 2016) would improve
sleep through the mediating effect of reduced caregiver bur-
den and improved mental health outcomes and mastery
(Brewster et al., 2019; Tomiyama et al., 2012; von Kénel
etal., 2010). While The Great Village reduced burden and
improved mental health outcomes and mastery (Brewster
etal., 2019), African American family caregivers experi-
enced no significant improvement in their poor sleep quality.
While there are many conceivable reasons that the interven-
tion failed to achieve statistically significant changes in sleep
this population, the audience was also interested in whether
such interventions are adequately adapted to meet the needs
of African American family caregivers.
Gallagher-Thompson and colleagues (2000) suggested
that interventions be carefully adapted to meet the special
needs of various ethnic and racial populations. Superficial
adaptations such as changing pictures to include African
Americans do not account for actual cultural and contextual
differences. Instead, researchers must be knowledgeable
about African American explanatory models and culturally
prescribed views about ADRD. For example, ADRD may be
considered a symptom of stress, a normal part of aging, or
minimized, if the older adult is able to participate in family
activities (Hinton et al., 2005). Similarly, the impact of his-
torical context such as (a) the effect of slavery on the devel-
opment of the family and churches as primary support
institutions, (b) the impact of the U.S. Public Health Service
Syphilis Study at Tuskegee and Henrietta Lacks’s story on
the mistrust of researchers and health systems, and (c) the
effects of implicit, explicit, and structural racism on mental
and physical health must be considered from the design of
interventions to the selection of outcome measures (Ejiogu
etal., 2011; Jones & Jablonski, 2014; Kennedy et al., 2007;
Williams et al., 2011). These concerns highlight the impor-
tance of using culturally congruent theoretical frameworks
to guide practice and research with African American family
caregivers. According to the National Advisory Council on
Alzheimer’s Research, Care and Services (2018), these

frameworks should help identify mechanisms that increase
risk for disparities among older adults living with ADRD
and their caregivers.

Dr. Kalisha Bonds used The Negro Family as a Social
System conceptual framework (Billingsley, 1968/1988) to
guide the study she presented at the symposium. The study
examined modifiable risks and protective factors associ-
ated with quality of life of African American family
caregivers and African American persons living with
ADRD. This theory suggests that African American fami-
lies should be examined for both their structure and
function. Functions include instrumental (education, job
stability, income, house and health care), expressive
(belonging, self-worth, family cohesion), and instrumen-
tal-expressive (education, adjustment to parent role, men-
tal health of children). The theorist suggested that families
should also be examined within the context of their com-
munity (regional location, socioeconomic status, and sur-
rounding neighborhoods), as well as, the wider society
(health care, education, and political systems). While this
theory has predominantly been used in sociology, the the-
ory was useful in highlighting strengths of the African
American family.

Additional theories that account for historical and struc-
tural policies may also contribute to a better understanding
of African American family caregivers. For example, the
Black Family Socio-Ecological Context model may guide
researchers to explore connections between institutional,
interpersonal, environmental, temporal, and cultural fac-
tors that shape the character of African American families
(Allen, 1995). Similarly, Woods-Giscombe (2010) devel-
oped the Superwoman Schema using focus group discus-
sions with diverse African American women. Through
these focus groups, Dr. Woods-Giscombe characterized
benefits and liabilities to the Superwoman role (Woods-
Giscombe, 2010). Benefits included self-survival and pre-
serving the African American family and community
(Woods-Giscombe, 2010). But the Superwoman role also
had liabilities, including relationship strain and stress-
related behaviors (Woods-Giscombe, 2010). Each of these
theoretical frameworks may guide clinicians and research-
ers to consider developing and testing interventions that
are not superficial adaptations of interventions but inter-
ventions that are informed by critical analysis of the impact
of race and gender, and are rooted in the African American
experience, thus addressing the complexity of African
American families.

Finally, all the researchers agreed that future work must
be relevant and contribute to health care improvements in
the African American community. Community-based
research designs—which engage study participants from
conceptualization of the research questions to application
of the findings—hold promise as a method to ensure the
research is relevant. Given the historical mistreatment of
African Americans in research, today’s researchers and
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nurse scientists must ensure that they engage with and give
back to the community as they conduct and disseminate
their research (Fryer et al., 2016).

Future Directions for ADRD in African
American Family Caregiving Research

We have several recommendations for future directions for
research focused on ADRD caregiving in African American
families. First, we suggest future researchers use multi-
method research approaches to capture the experiences of
African Americans in their caregiving roles. Second, the
definition of family should be broadened to include every-
one involved in coordinating care for the person living with
ADRD. Third, the use of sociograms to diagram these rela-
tionships may be helpful. Fourth, more qualitative/explor-
atory and mixed-methods research should be conducted to
better evaluate variations in families. Fifth, there is a need to
clearly define the concept of burden to better describe the
experiences of African American family caregivers. Finally,
the use of culturally sensitive conceptual frameworks or
adaptation and development of new theoretical models,
which focus on how different cultures experience ADRD
family caregiving will be helpful in meeting the specific
needs of this population.

Family nurses are especially well equipped to address the
needs of families affected by ADRD. Aligning with the
International Family Nursing Association (IFNA) Position
Statement on Graduate Family Nursing Education, the goal
of family nursing practice is to identify families’ strengths,
support family and individual growth, improve family self-
management, facilitate successful life transitions, improve
and manage health, and mobilize family resources (IFNA,
2018). To meet this goal, certain assumptions of family are
necessary (IFNA, 2018). Families consist of a group of indi-
viduals connected by strong emotional ties and a desire to be
together, families are made of unique individuals, and each
family’s perspectives of health and culture is unique (IFNA,
2018). Family nurses must have essential knowledge of fam-
ily nursing theory and aim for a culturally sensitive approach
that incorporates each family’s context and cultural prac-
tices. A deeper understanding of the effect of ADRD within
African American families is therefore particularly important
for family nurses as it will enable the delivery of more per-
son-centered, culturally appropriate family-friendly care.
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