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CAREGIVER EDUCATION AND SERVICE UTILIZATION IN AFRICAN

AMERICAN FAMILIES DEALING WITH DEMENTIA

Constance L. Coogle, Ph.D., Virginia Center on Aging, Virginia Commonwealth
University

Introduction

For more than a decade attention has been focused on Alzheimer’s family caregivers
in African American communities. The Fourth Report of the Advisory Panel on
Alzheimer’s Disease to the U. S. Congress and the U.S. Department of Health and
Human Services calls for “…public education and outreach efforts specifically
targeted to ethnic elders and their families and communities through the development
and dissemination of culturally relevant materials emphasizing both the established
facts about [Alzheimer’s Disease and Related Disorders] and the efficacy of seeking
treatment.” (Advisory Panel on Alzheimer’s Disease, 1993, p. 50).  While federal
financing and state initiatives have addressed some of the inequities, minority family
caregivers remain underserved.

Evidence suggests that African Americans and Hispanics are disproportionately at
risk for developing Alzheimer’s disease (Tang et al., 1998). The relationship between
serum cholesterol, genetic factors (Apolipoprotein E genotype) and the risk for
Alzheimer’s disease in a population-based study of elderly African Americans has
also been examined (Evans et al., 2000).  Researchers have suggested that this
evidence of differential risk should be used to develop specific counseling strategies
(Green et al., 2002) and guide interventions targeted to the specific causes likely to
be encountered in different racial populations (Miles, Froehlich, Bogardus, & Inouye,
2001; Shadlen, McCormick, & Larson, 2002).

Caregiver Education and Support

Although the importance of providing services for and encouraging service utilization
among minority families dealing with dementia is receiving renewed attention, the
need for culturally sensitive care has been well-articulated for more than twenty
years (e.g., see Valle, 1981; Valle, 1998). Numerous conditions specific to African
Americans present challenges in providing care to elders with dementia.  African
American family caregivers have a great need for information about Alzheimer’s
disease, affordable respite services, and counseling to resolve major family conflicts
(Segall & Wykle, 1988).  Another study found that despite a greater need for services
and more unmet service needs among African American caregivers, they did not
differ from White caregivers in terms of professional help-seeking behavior
(Hinrichsen & Ramirez, 1992). One study comparing callers to a local Alzheimer’s
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Association Chapter found that African American caregivers had a greater interest
in home health and daycare services than Caucasian caregivers (Cox, 1999). There
was also a greater need for referrals, identification bracelets, and respite. The results
of a one-year follow-up investigation, however, revealed that neither African
American nor Caucasian caregivers had pursued their stated plans to take advantage
of Chapter services.  Other evidence shows that informal caregivers of elders with
Alzheimer’s disease in rural African American communities may be particularly
unlikely to seek eldercare information or services (Wood & Parham, 1990).  Although
this may partly stem from privacy issues, data suggest that it is mainly a consequence
of frustration with their health care providers (Lampley-Dallas, 2002), since African
American family caregivers have complained about their ability to obtain appropriate
information and referrals for service from their physicians (Lampley-Dallas, Mold,
& Flori, 2001).

Formal health care resources are not considered a priority support option for African
American caregivers, and this is likely a consequence of the need for improved
cultural awareness among health care providers (Sterritt & Pokorny 1998). It is
important when considering an apparent trend toward an underutilization of
community service resources (see e.g., Deimling & Noelker, 1989), to examine the
availability and accessibility of services. In addition, cultural values and beliefs
about illness and disease among different ethnic groups can shape the meanings
they assign to dementia (Farran, Miller, Kaufman, & Davis, 1997). These values
and beliefs can influence who gives care and why, as well as whether caregivers
seek help outside the family system (Dilworth-Anderson & Gibson, 2002). Ethnic
and cultural variations may influence family perceptions about the acceptability of
seeking help from outside the family (Holmes, Teresi, & Holmes, 1983).  Some
researchers have pointed to the lack of cultural relevance of many existing services
for African Americans (Dilworth-Anderson & Gibson, 1999; Navaie-Waliser et al.,
2001; Wallace, Levy-Storms, Kington, & Anderson, 1998). Although there are
regional (Chatters, Taylor, & Jackson, 1985) and socioeconomic (Cantor, 1979)
variations in the familial support patterns in African American communities, in general
the extended family is more involved in dementia caregiving, while the primary
caregiver is more likely to receive help from others (Cox, 1993). Other comparisons
have shown that in contrast to White caregiving families, the sources of informal
support were more varied in African American families (Lawton, Rajagopal, Brody,
& Kleban, 1992). Although the strength of these informal support systems does not
seem to inhibit the use of formal services, family caregiving responsibilities typically
diminish as outside assistance increases (Cox & Monk, 1990). It would be most
advantageous if outside assistance could contribute to promoting the skills and
continuity of family caregivers. At a minimum, such interventions must not conflict
with cultural norms, threaten caregiver well being, or exacerbate caregiver strain.
Successful educational efforts to reach African American caregivers should seek to
reinforce the basic family infrastructure.  There is a need to recognize the desire to
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remain self-reliant, while simultaneously providing an acceptable mechanism for
improving caregivers’ knowledge and skills. Given the dynamics of dementia
caregiving among African American families, the challenge is to develop educational
interventions and services that are at once sensitive to and supportive of caregivers’
sense of identity and independence.

Challenges Unique to African American Family Caregivers

There is consensus, nevertheless, that African American family caregivers face
challenges that typically exceed those of non-minority caregivers. Although some
comparative studies have not found significant differences in the amount of strain or
burden experienced by African American caregivers (Cantor, 1983; Cox, 1999; Morycz,
1985; Morycz, Malloy, Bozich, & Martz, 1987; Wood & Parham, 1990), others have
found evidence that White caregivers experience significantly greater levels of burden
(Hinrichsen & Ramirez, 1992; Knight, Silverstein, McCallum, & Fox, 2000; Lawton et
al., 1992; Macera et al., 1992; Miller, Campbell, Farran, Kaufman, & Davis, 1995). Still
others found that African American caregivers expressed high levels of burden and distress
during retrospective interviews, and suggest that studies to the contrary have not addressed
the cultural-historical and sociopolitical factors (i.e., lifelong discrimination and economic
exploitation) that influence the experience and expression of burden (Fox, Hinton, &
Levkoff, 1999). It is important to distinguish between cognitive appraisals and related
psychological constructs, however, and the results of structural equation modeling suggest
that the influences of ethnic group membership on perceived burden, emotional distress,
and coping processes are complex and multidirectional (Haley et al., 1996; Knight et al.,
2000).

Some special strains and unique strengths may be rooted in the philosophical orientation
of African American culture (Wood & Wan, 1993). Evidence indicates that African
American caregivers tend to use more positive reappraisal when dealing with caregiving
difficulties, and this factor may be an important intervening variable moderating the
level of caregiver stress (Farran et al., 1997; Haley et al. 1996; Knight & McCallum,
1998; Knight et al., 2000; Roff, Burgio, & Chaplin, 2001; Wood & Parham, 1990).
Several investigators have noted the prominent use of prayer as a means of coping
among African American caregivers (Levkoff, Levy, & Weitzman, 1999; Picot, 1995;
Segall & Wykle, 1988; Wood & Parham, 1990; Wykle & Segall, 1991). Wood and
Parham (1990) found that while Caucasian caregivers reported more behavioral coping
strategies, African American caregivers used more internal cognitive strategies for coping.
These included reliance on religious belief systems and more frequent reframing of the
situation in positive terms.  Many of these cognitions (e.g., “I have to get through this;
I’ve been through a lot before; I’ll get through this, too”) reflect determination to survive
the caregiving experience. Similarly, Segall and Wykle (1988) found that African
American caregivers of dementia patients selected two dominant styles of coping in
caring for their confused relatives: (1) prayer and faith in God, and (2) accommodating
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oneself to the situation. These types of coping strategies would seem to be adaptive for
Alzheimer’s caregivers who may be powerless to change the external and objective
stressors in the caregiving situations (Wood & Wan, 1993).  In the context of southern
Black culture there is a tendency among families to focus on affective, rather than cognitive
functioning, and role performance is valued above intellectual ability (Gaines, 1989).
The implications of this difference in relation to the way dementia is perceived may
partially explain the relative resilience to the caregiving burden noted among African
American family caregivers (Haley et al., 1995; Miller et al., 1995; Morycz et al., 1987).
It may also relate to the observation that in African American caregiving families the use
of formal (Cox & Monk, 1990) and informal (Dilworth-Anderson, Williams, & Cooper,
1999) support is more likely to be a function of the dementia care recipient’s impairment
level and unrelated to caregiver burden.

Culturally Sensitive Caregiver Education

The proliferation of culturally sensitive educational materials for Alzheimer’s caregivers
is remarkable given the preceding dearth of available resources.  Some excellent materials
and methods have been utilized at the grassroots level by local Alzheimer’s Association
chapters with guidance from the National organization (Alzheimer’s Association, 1994).
Most recently, the Association’s website has added educational and outreach materials
that focus on Alzheimer’s disease in the Black/African American community (http://
www.alz.org/ResourceCenter/ Diversity/BlackAfricanAmerican.htm).  In 1995, the
National Institute on Aging and the National Institute for Nursing Research launched
Resources for Enhancing Alzheimer’s Caregiver Health (REACH), a five-year
initiative to characterize and test the most promising home- and community-based
interventions for helping caregivers. Because of the historical lack of attention to
caregiving in ethnic communities, all six of the REACH sites included substantial
minority participation and responded to complex diversity issues that required special
attention (Burgio et al., 2001). Four of the sites (Birmingham/Tuscaloosa, Boston,
Memphis, and Philadelphia) targeted African American caregivers. At the University
of Alabama at Tuscaloosa and Birmingham, the culturally sensitive intervention
combined care-recipient focused behavior management skill training and caregiver
focused problem-solving skills training (Burgio, 1999). Assessing appraisals of
problem behaviors (i.e., behavioral bother), these investigators (Burgio, Stevens,
Guy, Roth, & Haley, 2003) found the greatest improvements among African American
caregivers participating in the skills training intervention, and among White caregivers
who were provided minimal support (i.e., brief phone calls and written educational
materials).  This differential effect was obtained despite the investigators intention
to develop interventions that addressed common needs while remaining responsive
to cultural issues. More information about this project and other REACH Research
Groups can be accessed electronically (http://www.edc.gsph.pitt.edu/reach/). The
Families Who Care project (Coogle, 2002; Coogle & Churcher, 1996; Coogle &
Finley, 1994) pointed to the most critical psychoeducational needs of African
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American and rural families dealing with dementia and suggested optimal strategies
for breaching the barriers to the provision of services.  The important training topics
uncovered in this study also approximate the themes that emerged from qualitative
analyses of focus group and interview data provided by African American and
Caucasian caregivers of relatives with Alzheimer’s disease (Loukissa, Farran, &
Graham, 1999). A description of the multicultural outreach effort conducted by this
research group in a large metropolitan area (Farran, Graham, & Hicks-Barlett, 1996)
also reinforces the utility of the suggestions emerging from the Families Who Care
project.  Understanding the role of culture is essential to successful outreach efforts
in minority communities. “Cultural humility incorporates a lifelong commitment to
self-evaluation and critique to redressing [power imbalances], and to developing
mutually beneficial and non-paternalistic partnerships with communities on behalf
of individuals and defined populations.” (Tervalon & Murray-Garcia, 1998, p. 123).

Now that national care guidelines for culturally and linguistically appropriate services
in health care have been finalized by the Office of Minority Health, Department of
Health and Human Services and the Center for Cross Cultural Health Care (http://
www.omhrc.gov/inetpub/wwwroot/omh/programs/ 2pgprograms/cultural4.htm), it
is time also to establish culturally-relevant programming as part of the residential
services available to minority and rural families dealing with dementia (see also
Wykle & Ford, 1999).  In addition, to improve the access to services by traditionally
underserved populations, community-based programs should be located within
targeted ethnic communities, as suggested by the Advisory Panel on Alzheimer’s
Disease (1993) and others.  The Panel also recommended that specialized training
for paraprofessionals, as well as professionals, be offered to increase the number of
culturally capable service providers at all levels of the system.  The cultural
competence module incorporated into the FOCUSED (F=face-to-face, O=orient to
topic, C=continue the topic, U=Unstick communication blocks, S=Structure
questions, E=Exchange the conversation, D=Direct) training program to improve
communication skills for nursing assistants who care for patients with Alzheimer’s
disease (Ripich, Wykle, & Niles, 1995) serves as a prime example of how the Panel’s
recommendation can be followed on a wide scale basis.

The Role of the Church

There is also a need to address the importance of engaging church leaders in outreach
efforts.  In African American communities, the church is probably the most important
institution, and religious involvement tends to reduce the effect of stressors such as
financial difficulties and health problems (Krause & Tran, 1989).  It has also been
instrumental in helping families manage elders with various forms of dementia
(Copeland & Pollard, 1989). More recent studies have found that African American
caregivers ranked God or religion as their first source of informal support (Picot, 1995;
Sterritt & Pokorny, 1998). Yet, additional qualitative data from Levkoff and colleagues
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(1999) indicates that although African American caregivers are more likely to seek support
from religious organizations, many report being dissatisfied with the support they received.
In the Families Who Care project, the inclusion of prominent members of the clergy
on the project advisory group provided entree to an organization of local churches
and led to the involvement of trusted church leaders who served as trainers and
engaged family caregivers. The approach had been previously suggested by our
colleagues (Ballard, Nash, Raiford, & Harrell, 1993; Chadiha, Morrow-Howell,
Darkwa, & McGillick, 1994) and was being simultaneously employed by still others
(Farran et al., 1996).  Although this methodology was fruitful, anecdotal reports
suggested that, because of insufficient understanding and education about Alzheimer’s
disease, families are not being supported by their fellow parishioners to the extent
they might be.

Conclusions

Future research into the most effective methods for accomplishing caregiver education
and service programs will need to incorporate what we have learned about the factors
that influence caregiving outcomes and processes for African American families
dealing with dementia.  It is time now to test more complex models that:  1)
acknowledge the imperatives of cultural sensitivity, 2) reinforce the informal
infrastructure of support, and 3) build on the resiliency characteristic of family
caregivers.  In addition, the work needs to be conducted within a contextual framework
that considers the sociocultural, interpersonal, situational, temporal and personal domains
relevant to the experience of dementia caregiving in African American families (Dilworth-
Anderson & Anderson, 1994).  Finally, efforts must always be cognizant of the lessons
evident in the literature about the barriers to service utilization, the interaction between
the application of formal and informal supports, and the strategies for maximizing the
acceptability and accessibility of educational outreach and intervention.   It will be
advantageous to employ mulitmethod approaches (Dilworth-Anderson & Burton, 1999)
that use culturally relevant and sensitive instruments and specific measures of cultural
variation, along with variables that capture the sociocultural characteristics and rich
diversity among African American caregivers (Dilworth-Anderson, Williams, & Gibson,
2002).

Please direct all correspondence to Constance Coogle, Ph.D.; Virginia Center on
Aging; Virginia Commonwealth University; P.O. Box 980229; Richmond, VA  23298-
0229. 804.828.1525; clcoogle@vcu.edu.
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