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Abstract

Cultural and social factors significantly influence the care provided to persons with dementia. This scoping review
aimed to map emerging evidence on the influence of cultural and social factors on care delivery among Africa
American caregivers of persons with dementia, especially during the COVID-19 pandemic. Using a systematic scoping
review approach, we identified 2| studies on cultural and social factors influencing care delivery. The search included
EMBASE, CINAHL, the Cochrane Database of Systematic Reviews, |Bl Evidence Synthesis, and Epistemonicos. A
narrative synthesis of the data revealed that cultural and social factors greatly influence African American caregivers
of persons with dementia and COVID-19 in care delivery, who perceive caregiving as a responsibility and not just
a job. These caregivers are additionally guided by their racial identity and faith beliefs, integrating family values
and culture into caregiving. African American caregivers showed compassion and resilient care selfperceptions.
Supporting compassionate care delivery by African American caregivers requires an understanding of the social
and cultural factors which drive their commitment to quality care for older adults with dementia in a pandemic
environment.
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Introduction and approximately 131.5million in 2050 (Prince et al.,
2015, 2016), mainly due to natural processes of aging
and increased longevity. Dementia affects caregivers’
health unfavorably compared to other disorders because

live longer novy than 1,00 years ago (Upited Nations, of the needs and demands of providing care to persons
2022). The Ur.nted Nations further projected that the with the condition (Alzheimer’s Association, 2016,
global population of older persons 65years and above 2019)

would reach app_ro?cimately 1.5 billipn by 2050, up from The World Health Organization [WHO] (2017) rec-
the current 56 million older adults in 2022. As a result, ognized the complexity of dementia as a disability that

F:areglylng has become mtegral‘to ensuriqg a better qugl- causes dependency. This requires prioritization through
ity of life for the aging population, especially those with the “Global action plan on the public health response to

dementia and, most recently, the complications of dementia 2017 — 2025, a targeted global health
COVID-19. The growing need for the care of this popu- ’

lation is a worldwide phenomenon. In addition, it has
proven to be a robust health and wellbeing risk factor
due to dementia exacerbated by COVID-19 and its asso-

ciated symptoms. Udoh Id in Imoh, Rehabilitati d Health Servi Universi
. . e oh Idorenyin Imoh, Rehabilitation and Health Services, University
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wide live with dementia (Prince et al., 2015, 2016). This  7¢203-1277, USA.
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The population of older adults worldwide, especially in
the United States, is rapidly multiplying because people
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intervention policy with specific “Action Area 5,” which
is geared to ensure that support is provided to caregivers
of persons with dementia. One target tasks 75% of mem-
ber-state governments to offer psychological, physical,
and economic support and training for caregivers and
families of persons with dementia by 2025 (WHO,
2017). This training can help improve coping mecha-
nisms for the overall health condition of caregivers and
provide a basis for quality healthcare delivery.

Studies show that over 30 million Americans spend
more than $100billion annually providing unpaid and
informal caregiving services for over 3million older
Americans, 50 and over, with dementia (Family
Caregiver Alliance, 2022; Sloane et al., 2002). Despite
this financial investment, formal and informal dementia
care systems experience complex care quality problems
(Fortinsky et al., 2009). Caregivers of persons with
dementia have consistently revealed high rates of
depression, stress, and other psychological issues com-
pared to caregivers of persons with different ailments
(Covinsky & Yaffe, 2004; Schulz et al., 2008).

The effects of caregiving are more pronounced for
persons providing care to persons with dementia due to
the eccentric challenges of the cognitive and physical
decline experienced (Schulz et al., 2008), and very
often, the extended period of care in any context takes a
toll on caregivers (Catalano et al., 2018). Studies have
also shown substantial disparities in the prevalence of
Alzheimer’s disease among minority populations, espe-
cially African Americans, who are twice as likely to
develop late-onset Alzheimer’s disease than their
Caucasian counterparts (Alzheimer’s Association,
2022). In addition, previous research has shown that
myths and beliefs surrounding dementia within the
African American community have advanced the wrong
knowledge and understanding of the disease, thereby
causing increased stress and difficulty among family
caregivers (Cox, 1999; Green & King, 2009). For exam-
ple, many black communities believe that dementia is an
inevitable part of aging and that some interventions to
arrest or alleviate it can yield positive results while
aging in place or with family.

Conversely, some older persons are immediately rel-
egated to a highly medicated life in a group home or
assisted living, with many confined to bed, with no
external stimulation or exercises, proven to alleviate the
progression of dementia. Some psychosocial interven-
tions by African American Alzheimer’s caregivers have
decreased caregiver burden and stress (Dang et al.,
2008). For example, a study by Oliver et al. (2022)
stated that African American caregivers provided better
care to persons with dementia and Covid-19 than other
ethnic groups. They take better care of the family at
home in an environment filled with other family mem-
bers and more mental stimulation. However, informal
African American caregivers of persons with dementia
report less access to support services compared to other
ethnic counterparts (Fabius et al., 2020). They also

engage in more hours of care delivery and assign a large
part of their income to ensure care provision compared
to other ethnic groups (Cohen et al., 2019; Fabius et al.,
2020). Nevertheless, the advent of COVID-19 resulted
in unprecedented mortality among older adults (Ameis
et al., 2020), especially African American older adults
with dementia (Oliver et al., 2022).

African American older adults with dementia and
their caregivers are highly vulnerable to stress from
COVID-19 restrictions that have affected typical pre-
pandemic activities according to the Centers for Disease
Control and Prevention (Birhane et al., 2021). Despite
all these challenges, African American caregivers still
provide optimal care to persons with dementia and
COVID-19. However, there is insufficient research on
the effect, importance, and evaluation of social and cul-
tural factors influencing care delivery interventions by
African American caregiver populations. Therefore, we
aimed to scope and synthesize emerging evidence of
social and cultural factors influencing quality care deliv-
ery among the African American caregiver population
for persons with dementia, especially during the
COVID-19 pandemic when the need for caregivers is
increasing with continued elevated risk factors.

Review of the Literature

Dementia Care and African American
Caregivers

Dementia is a debilitating chronic condition with a signifi-
cant negative impact on the brain, presenting with cogni-
tive decline (Bartzokis, 2004). Often progressive, affecting
older adults above 65years, it is characterized by mental
and behavioral interferences (Guarino et al., 2019), con-
tributing to susceptibility to other co-morbidities and ail-
ments such as COVID-19 (Li et al., 2020). Older adults
as a population are greatly affected by dementia,
although all races may be vulnerable. For example, there
is a marked prevalence of dementia between 14% and
100% among African American older adults compared
to the non-Hispanic Caucasian population (Alzheimer’s
Association, n.d.; Barnes et al., 2014). This anomaly is
mainly a result of the lack of monetary resources and
inequalities in healthcare accessibility for preventive
care encountered by this racially disadvantaged popula-
tion during their lifespan.

Informal caregivers are typically unpaid, and esti-
mates indicate that over 15million caregivers provide
care and support for older adults with dementia
(Alzheimer’s Association, n.d.; Family Caregiver
Alliance, 2022; Moore et al., 2020). Formal caregivers
can receive remuneration, nurse aide assistance, or
grants for one or two aging adults in a home or regis-
tered care facility (Family Caregiver Alliance, 2022;
Moore et al., 2020). A typical example of caregiving for
seniors would be for parents or parents-in-law. While
research has often focused on Caucasian caregivers,
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almost 40% are reported to be black, indigenous, or oth-
erwise classified as people of color, known by the acro-
nym BIPOC, with 13% identified as African American
(Mental Health America, 2022).

The article further expounds on the fact that African
American caregivers, who account for 13% of the total
caregiver population of about 43 million, often feel the
cultural pressure to provide this care, and the burden
of care mainly falls on women (Family Caregiver
Alliance, 2022). According to the Alzheimer’s
Association (n.d.), this disease is caused by genetic
and environmental factors, with its prevalence exacer-
bated by vascular disecase in African Americans.
Common untreated conditions such as cholesterol,
diabetes, and hypertension contribute to developing
vascular disease, especially where preventive health-
care is erratic in the black community. Healthcare
access remains a negative factor in the early diagnosis
of chronic conditions. Similarly, the diagnosis of
dementia in this population often occurs much later
compared to other racial groups, resulting in the
delayed start of various interventions that can make a
positive difference in disease progression.

Older adults have limited access to information,
resources, and details about the COVID-19 pandemic. It
is estimated that more than 50 million persons worldwide
live with dementia, with new cases diagnosed every 3s
(Alzheimer’s Association, 2019). In the aging population,
dementia looms as a co-pandemic with COVID-19, which
has become of great concern to persons with dementia,
their caregivers, and society. These conditions are expo-
nentially worsened by health disparities prevalent among
different racial groups. Available studies have shown that
African American caregivers of older adults with demen-
tia are greatly affected by access to resources, informa-
tion, and timely healthcare access, thereby hindering
quality healthcare for persons with dementia (Dilworth-
Anderson et al., 2020; Lynch, 2020; Wallace Williams
et al., 2003). Despite these challenges, African American
caregivers have continuously shown resilience in care
delivery (Roth et al., 2001).

The care for persons with dementia is multidimen-
sional, involving the person with dementia, the care-
giver, their family, and associated social and cultural
factors. Many persons with dementia live in their com-
munity and receive necessary care from either families
or care providers. The caregiver’s wellbeing and the
quality of care they can provide largely depend on their
resilience in handling issues related to the person with
dementia, how well they understand the disease, and the
cultural and social factors influencing their decisions for
care. Some of the social and cultural factors include:

1. Relatedness. Providing care to persons with
dementia varies depending on their relationship
with persons with dementia and their closeness
(Chiao et al., 2015). Studies show that spouses
and their children experience the highest burden

of providing unpaid care for persons with
dementia (Kaizik et al., 2017; Moore et al.,
2020). In addition, studies indicate that spouses
who serve as caregivers of persons with demen-
tia suffer from physical health issues, which
leads to stress. The offspring of persons with
dementia also help provide necessary care and
assistance to the individual with dementia, espe-
cially for African American caregivers (Pinquart
& Sorensen, 2011). Feelings of obligation and
duty are the primary motivational factors associ-
ated with this care provision and delivery (Heinz,
2010; Mental Health America, 2022). However,
the quality of relationships that existed before
dementia onset influences the extent of the resil-
ience exhibited, which positively improves the
care burden and enhances the feeling of satisfac-
tion experienced within the care delivery rela-
tionship (Lopez et al., 2005).

Social support. Delivering quality care to per-
sons with dementia is highly influenced by their
social relationships, which consist of social and
family support (Challis et al., 2002; Dang et al.,
2008). Social support is mainly viewed as a form
of subjective appraisal consisting of appropriate-
ness and availability of support received (Gomez
& White, 2006). Satisfaction with this support is
consequently perceived to be the most critical
part because it helps cushion the effect of stress
factors, impediments to care delivery, quality,
and caregivers’ overall physical and psychologi-
cal health (Parrish, 2019).

Religious beliefs and spirituality. Studies by
Karlin (2004) and Picot et al. (1997) showed that
religion greatly influences African American
caregivers’ ability to provide care and improves
caregivers coping skills and abilities. Other
reports also discussed the positive impact of reli-
gious beliefs and spirituality on caregivers’ satis-
faction (Margallo-Lana et al., 2001), social
functioning (Karlin, 2004), burden level, and
overall satisfaction with life (Meller, 2001).
Ethnicity and culture. These have greatly influ-
enced caregivers’ care delivery skills, ability,
and resilience. For example, some studies show
that Caucasian caregivers of persons with
dementia show high levels of depression and
burden levels and decreased levels of caregiver’s
satisfaction compared to African American care-
givers of persons with dementia (Hilgeman
et al., 2014; Kosberg et al., 2007; Roth et al.,
2001). Also, studies show that African American
and Hispanic caregivers of persons with demen-
tia rely heavily on informal long-term care due
to the culture of family caregiving for persons
with dementia (Dilworth-Anderson & Gibson,
2002; Dilworth-Anderson et al., 2020; Gaugler
etal., 2007).
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5. Gender. The caregivers’ gender greatly influ-
ences experiences and perceptions of consistent
provision of care (Ashley & Kleinpeter, 2002).
For example, studies show that men report less
need for social support and burden than women
(Ashley & Kleinpeter, 2002). However, provid-
ing care is generally regarded as a woman’s task,
thereby creating gender bias (Lee & Tang, 2015).
In addition, men embody masculinity norms of
limited emotionality and less engagement in
caregiving duties than women (Given et al.,
1999). Therefore, gender is a predictor of care-
giving skills, abilities, and resilience in care
delivery (Baker & Robertson, 2008).

African American Caregivers and Care
Delivery

Care delivery impacts the health and wellbeing of per-
sons with dementia and their caregivers. Additionally,
the nature and outcome of caregiving differ in various
racial and ethnic groups. Therefore, a good understand-
ing of the complexities and social and cultural factors
associated with dementia care will form the basis for a
proper understanding of the physical and psychological
health outcomes of individuals with dementia and their
caregivers.

Compared with their Caucasian counterparts, a study
reported that African American caregivers of persons
with dementia have reported stress, depression, and bur-
den (Aranda & Knight, 1997). Also, pragmatic indexes
of wellbeing have shown the existence of loathsome dis-
satisfaction in care delivery among Caucasian caregiv-
ers of persons with dementia compared to African
American caregivers (Roth et al., 2001). In fact, for the
Caucasian caregivers of persons with dementia, life dis-
satisfaction increases over time compared to African
American caregivers, who have shown to be stable over
time (Roth et al., 2001). Generally, care delivery, espe-
cially to persons with dementia, often leads to an
increased risk of mortality, abnormalities in health
behavior, malfunctioning of the immune system, and
poor overall health (Haley et al., 2000). Providing care
to persons with dementia can be very demanding as the
caregiver must always think and analyze more issues on
behalf of the person with dementia. A longitudinal study
by Roth et al. (2001) noted that African American care-
givers of persons with dementia reported below-par
physical health compared to Caucasian caregivers, who
subsequently showed decreasing physical health indica-
tors over time.

In addition to these appraisals for caregiving, key indi-
cators such as religious coping have been compared
between African American caregivers of persons with
dementia and their Caucasian counterparts. These studies
showed that reduced distress accompanying behavioral
issues, burden, and self-care were reported among African

American caregivers of persons with dementia (Haley
et al., 2004; Miller et al., 1997). More comparative stud-
ies have also reported greater levels of caregiving satis-
faction (Vasileiou et al., 2017), perceived recompense
(Doris et al., 2018), and increased self-worth (Haley et al.,
2000) for African American caregivers compared to their
Caucasian counterparts.

Various studies have also insinuated religion, prayer,
faith, and belief as principal coping mechanisms to care
delivery issues among African American caregivers of
persons with dementia (Dilworth-Anderson & Gibson,
2002). They are reported to be involved in more spiritual
gaging and greater levels of dedication than Caucasian
caregivers of persons with dementia (Picot et al., 1997).
Social factors and culture have also proven to affect care
delivery, various community coping mechanisms, sound
family settings, and good healthcare systems, poten-
tially influencing caregivers. Understanding the inequal-
ities in providing care for persons with dementia
involves a thorough understanding of the individual care
needs, life experiences, and various support sources for
these individuals.

Some studies have shown that culturally diverse
caregivers share the same stressors, such as behavioral,
work, and family-related issues. Still, culturally adapted
interventions can bring about positive effects within
them (Gallagher-Thompson, Coon, et al, 2003;
Gallagher-Thompson, Haley, et al., 2003). Caregiver
interventions for persons with dementia should be tai-
lored to address the various cultures, resources, and
social networks (Martindale-Adams et al., 2017). Also,
improved psychological wellbeing of African American
caregivers of persons with dementia compared to their
Caucasian counterparts’ points to the fact that they carry
out their caregiving roles with more dexterity and focus
despite the inability to afford health resources and lower
financial resources. This scoping review focuses on the
social and cultural factors influencing caregiving among
African American caregivers of persons with dementia
during the COVID-19 pandemic.

Therefore, our research question is, “What are the
sociocultural factors that motivate African American
caregivers of persons with dementia, and how do these
factors influence sustainable quality care delivery?” The
scoping review seeks to gather data and inform the design
of dementia caregiving interventions while engaging
sociocultural factors adapted from African American
caregivers’ perspectives. Moreover, the findings would
provide a basis for further empirical studies on the qual-
ity-of-care delivery factors for older adults with demen-
tia in the context of the Covid-19 pandemic.

Methods

Research Design

A scoping review is suitable for summarizing the emerg-
ing evidence on a newer and under-studied phenomenon
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Table I. A Overview of Search Procedures, Including Key Topics and Search Terms.

Key concepts Search terms

African American OR “Black Americans” OR “blacks”

AND Older adults OR “Older adult” OR elderly OR geriatric* OR aging OR senior OR “older
people” OR “aged 65” OR 65 + OR elderly OR senior* OR aged or older or
elder or geriatric or “elderly people” OR “older people.”

AND Caregivers OR Carers OR informal caregiver OR family

AND Dementia OR “Alzheimer” OR “cognitive impairment” OR “memory loss” OR “mild
cognitive impairment” OR “age-associated cognitive impairment” OR “mild
cognitive decline” OR “mild cognitive dysfunction”

AND COVID-19 OR “Coronavirus” OR “2019-ncov” OR “cov-19” OR “pandemic”

AND Social factors OR “Community” OR “collective

AND Cultural factors OR “Perception” OR “ability”

Table 2. Inclusion and Exclusion Criteria Per Study Variable.

Variable Inclusion Exclusion

Study design Qualitative, randomized controlled trials, Single case studies, literature reviews,
quantitative, and peer-reviewed non—peer-reviewed studies, and gray literature

Participants Reported on older adult samples specifying the ages  Did not report on ages of older adults samples

Intervention

and African American caregivers

Older adults with dementia, COVID-|9-exposed
subjects, African American caregivers

Types of social and cultural activities

and African American caregivers of persons with
dementia, non- application of social and cultural
factors

No mention of social and cultural factors

Analysis Social and cultural factors in care delivery, data The analysis did not include the age of participants
analysis by the age of participants, and specifying nor specify African American caregivers
African American caregivers

Outcomes Sustainable and quality care delivery through the No information on quality dementia care delivery

application of social and cultural factors from

nor the application of social and cultural factors

African American caregivers

for mapping the trends to guide future related studies
with the benefit of clarification of concepts and study
procedures (Peters et al., 2015, 2020). Also, scoping
reviews are mainly conducted to deliver an overview of
the existing evidence regardless of methodological qual-
ity or risk of bias since the studies are exploratory and
the data are preliminary (Alexandre et al., 2018).
Therefore, a scoping review was appropriate for this
study for aggregating and profiling the emerging
research evidence on social and cultural factors influ-
encing African American caregivers of older adults with
dementia for quality care delivery.

Search Procedure

We searched the following electronic databases:
(EMBASE), CINAHL, Cochrane Database of Systematic
Reviews, JBI Evidence Synthesis, and Epistemonicos,
for studies on social and cultural factors influencing care
delivery by African American caregivers of persons with
dementia and COVID-19 mitigation (Table 1).

Eligibility Criteria. The review’s inclusion criteria con-
sisted of peer-reviewed empirical research across the
continuum of qualitative randomized controlled trials to

quantitative studies. To be included in this review, we
considered studies from the past 3years (December
2019-September 2022) on social and cultural factors
influencing African American caregivers of persons
with dementia with COVID-19 mitigation for sustain-
able care delivery. In addition, we included studies
reported in English and excluded gray literature from
the review and other information sources that were not
peer-reviewed empirical studies. Table 2 summarizes
the eligibility criteria of potential studies for the present
scoping review.

Data Extraction. The first author performed the litera-
ture search supported by the co-authors. We prioritized
essential data qualities of study design (i.e., qualitative,
randomized controlled trials, quantitative), participant
characteristics (i.e., Reported on an older adult sample
specifying the ages and African American caregivers),
interventions (i.e., types of social and cultural activi-
ties), and outcomes (sustainable and quality care deliv-
ery through the application of social and cultural factors
from African American caregivers). Finally, we each
examined the articles for their relevance to the topic and
probable link to the inclusion criteria, resolving emerg-
ing disagreements by consensus.
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[ Identification of studies via databases ]

Records removed before
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Duplicate records removed

v
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2
g Records identified from*:
E'E'. Databases (n = 125)
s
Records screened
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g Reports sought for retrieval
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Reports assessed for
eligibility
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T
3
3 Studies included in review
£ (n=21)

v

(Reason 1: did not include care
delivery)

Reason 2: did not focus on African
American caregivers)

Figure . 2020 PRISMA flow diagram template for systematic reviews (Page et al., 2021).

Risk Bias Assessment. The “Risk of Bias” across stud-
ies, an element drawn from the PRISMA approach
(Page et al., 2021), is unsuitable for scoping reviews
since the latter method does not appraise a clustered
bulk of the evidence analytically. Hence, in scoping
reviews, examining sources that encompass the proof
is usually not critically appraised since the data are
typically from a small number of exploratory studies
(Pratt et al., 2019).

Study Selection. Figure 1 displays a flow chart of the
studies’ selection process. The initial database search
found 125 pertinent studies, with 56 duplicates. Fur-
ther screening of the remaining 69 studies yielded 25
studies used in the present scoping review after 48
were excluded as they did not relate to care delivery
nor African American caregivers. The low number of
studies meeting the inclusion criteria is no surprise, as
COVID-19 is a new community-spread virus and
attracting sociocultural and behavioral health interest
only in the past 3years (or since its official global
spread officially documented since December 2019).

Data Organization. We organized the data from the
reviewed articles by author/s name/s, publication year,
study design, target population, and health outcomes
(see Table 3). Then, for each study, we considered
whether it identifies a gap to be addressed based on the
literature.

Results and Discussion

Table 3 presents our findings on the 21 empirical studies
included in the present scoping review. By jurisdiction,
all reviewed studies were from the United States. A
majority of studies reported on the influence of social
support and religious groups (peer groups, social groups,
community, and environmental groups, social supports,
behavioral manifestations, social resources, social sup-
ports, behavioral manifestations, social engagement,
extensive social network, monthly social contact, social
determinants of health, and health outcomes) for older
adults during the COVID19 pandemic (Alexander et al.,
2022; Disbrow et al., 2021; Fabius et al., 2020; Lampe
et al., 2022; Liu et al., 2021; McLennon et al., 2020;
Oliver et al., 2022; Pereira et al., 2022; Pettigrew et al.,
2020; Scott et al., 2020; Sloan et al., 2022; Tan et al.,
2021). Other studies (Abramsohn et al., 2022; Brewster,
Bonds, et al., 2020; Brewster, Epps, et al., 2020; Cothran,
Chang, et al.,, 2022; Cothran, Paun, et al., 2022;
McLennon et al., 2020; Xu et al., 2021) reported on the
influence of cultural factors in care delivery among
African American caregivers of persons with dementia,
while others discussed the combined effect of both cul-
tural and social factors.

Cultural Factors

Journal articles indicated in Table 3 encompass involve-
ment in decision-making, discretionary service utilization,
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culturally focused teaching tools, and education interven-
tions. The themes included a theoretical model within a
cultural context, with the perception of caregiving as an
expected role. In addition, the analysis included the per-
ceived substantial familial obligations, cultural respon-
siveness, enabling circumstances, and need factors for
both discretionary and non-discretionary service utiliza-
tion, such as culturally specific meals and resources and
culturally appropriate Alzheimer’s disease education and
information (Abramsohn et al., 2022; Bonds Johnson
et al., 2022; Bonner et al., 2021; Brewster, Bonds, et al.,
2020; Brewster, Epps, et al., 2020; Hansen et al., 2020;
Pereira et al., 2022; Pettigrew et al., 2020; Sloan et al.,
2022; Xu et al., 2021). Fewer studies discussed the com-
bined influence of sociocultural factors (Cothran, Chang,
et al., 2022; Cothran, Paun, et al., 2022; Lampe et al.,
2022; Pereira et al., 2022; Sloan et al., 2022; Xu et al.,
2021).

Religion, Spiritual Beliefs, and Faith
Integrated Culture

In a study by Pettigrew et al. (2020) using 431 racially
diverse caregivers of persons with dementia, African
American caregivers had a lower level of knowledge
about dementia. They reported a more significant influ-
ence of religious/spiritual beliefs on the desired types of
medical treatments. In addition, these caregivers had a
lower preference for comfort care (81% vs. 58%) and
lower rates of completion of legal Advanced care plan-
ning (89% vs. 73%) compared to caregivers from other
ethnic groups.

Interactive Educational Techniques

In the study by Bonner et al. (2021), with a 2-group,
cluster randomized controlled trial, four similar
Midwestern urban megachurches were randomized to
experimental or control conditions. Each church
recruited African American caregivers, enrolling con-
current waves of five to nine participants in four weekly
1-hr sessions (358 total: Action care Plan n=173, con-
trol n=185). A structured cyclical learning format and
culturally focused teaching tools shaped interactive edu-
cational techniques and specific learning activities.
Education interventions constructed with a theoretical
model and within a cultural context were described as
more likely to succeed when culturally tailored endeav-
ors included conducting the intervention at African
American community churches. This increased knowl-
edge and treatment decisions among African American
caregivers of persons with dementia.

A study by Sloan et al. (2022) used 20 care partners
of people living with dementia who participated in the
MIND intervention (2014-2019). All were Black/
African American and English speaking. They addressed
fundamental challenges and gaps in dementia education

through in-home services and social support, with a pos-
sibility of future enhancement in delivery and cultural
responsiveness. The outcome was that the support of
care partners of people living with dementia could ulti-
mately reduce health inequities.

Discretionary Service Utilization

In their study, Hansen et al. (2020) used a sample of 642
dyads of persons with dementia and their family care-
givers (219=White/Caucasian, 212=Hispanic/Latino,
and 211=Black/African American), recruited from five
U.S. cities (Birmingham, Alabama; Memphis,
Tennessee; Miami, Florida; Palo Alto, California; and
Philadelphia, Pennsylvania). Both Hispanic/Latinos and
Black/African Americans were over-sampled to investi-
gate significant differences by race/ethnicity. Analysis
revealed that African American caregivers’ perspectives
were shaped by cultural influences and social networks,
leading to aggressive behavior types being more chal-
lenging to caregivers than others. The application of dis-
cretionary service utilization shaped by their culture
managed such behaviors. The review suggests that cul-
tural and contextual factors need tailored interventions
and discretionary measures especially skill-building
interventions that increase confidence in managing
aggressive behaviors while decreasing anger incidents
and ultimately leading to quality care delivery.

Culturally Specific Meals

A study by Abramsohn et al. (2022) used 22 caregivers
of persons with dementia who self-identified as African
American/black, Hispanic, or Asian. African American
caregivers were more involved in Medical and health-
care recreation, community services, and social services
than other ethnic groups. Their actions aided the adop-
tion of culturally specific meals and resources to meet
the needs of persons living with dementia. This involve-
ment helped increase their knowledge and self-efficacy
in finding community resources for better healthcare
delivery.

Responsibility Perception

In a study by Pereira et al. (2022), African American
caregivers of persons with dementia perceived caregiv-
ing as an expected role. The care involved more family
members who embraced interdependence and familial
obligations as a priority.

Strong Familial Obligation

Brewster, Bonds, et al. (2020) studied 14 caregivers of
persons with dementia. Family members provided phys-
ical, emotional, financial, social, and instrumental sup-
port. Although some relationships were weak or broken
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by divorce, disagreements, or drug addiction, there was
still a better understanding of the complex functioning
of these networks. Despite the stressors and strengths
experienced by these networks helped explain physical
and emotional health outcomes for African American
families affected by ADRD.

McLennon et al. (2020), using a total of N=19 pri-
mary caregivers, stated that persons with dementia
showed signs of associated acute behavioral issues and
challenging behaviors. African American caregivers
were seen to apply positive aspects of caregiving and
strengthen adopting coping methods. They concluded
that there were also signs of enhanced capacity in this
population, addressing health care disparities and reduc-
ing barriers to essential support services.

Social Factors

Such factors include social support through religious-
based groups, strong peer and community support, and
the strong effect of social determinants of health result-
ing from racial disparities (Abramsohn et al., 2022;
Brewster, Bonds, et al., 2020; Brewster, Epps, et al.,
2020; Disbrow et al., 2021; Fabius et al., 2020; Lampe
et al., 2022; Liu et al., 2021; McLennon et al., 2020;
Oliver et al., 2022; Pereira et al., 2022; Pettigrew et al.,
2020; Scott et al., 2020; Sloan et al., 2022; Tan et al.,
2021).

Social Support and Religious-Based Groups. African Amer-
ican caregivers of persons with dementia utilized social
and religious-based support groups for care delivery,
thereby achieving quality care delivery to persons with
dementia (Abramsohn et al., 2022; Brewster, Bonds,
et al., 2020; Brewster, Epps, et al., 2020; Disbrow et al.,
2021; Fabius et al., 2020; Lampe et al., 2022; Liu et al.,
2021; McLennon et al., 2020; Oliver et al., 2022; Pereira
et al., 2022; Pettigrew et al., 2020; Scott et al., 2020;
Sloan et al., 2022; Tan et al., 2021). Since the caregivers
were predominantly female, they had close social sup-
port with other female counterparts. The social support
is consistent with other findings by Cohen et al. (2019),
where female caregivers provided more personalized
caregiving activities, such as bathing, dressing, feeding,
shopping, preparing meals and, resource management,
compared to men.

Social Services and Networking. Across age cohorts,
social services and networking during the COVID-19
pandemic included the utilization of peer groups, main-
taining social contact, and the utilization of social
resources such as educational and available informa-
tional resources (Fabius et al., 2020; Liu et al., 2021;
Pettigrew et al., 2020; Scott et al., 2020; Sloan et al.,
2022). Fabius et al. (2020) examined the influence of
social factors on African American caregivers of per-
sons with dementia for quality care delivery, encom-
passing a sample of N=1548. Study participants

included white (n=992) and black (n=556) respondents
to the 2015 National Study of Caregiving who assisted
community-dwelling older adults with disabilities who
participated in the National Health and Aging Trends
Study. The study noted that blacks more often provided
more than 40 hr of care per week (54.3% vs. 38.6%) and
more often cared for older adults with dementia (27.1%
vs. 20.7%) who were living below the federal poverty
line (31.7% vs. 11.9%) or Medicaid-eligible (42.2% vs.
11.8%). Black caregivers often used supportive services
(32.9% vs. 24.8%). In fully adjusted regression models,
black caregivers were more likely to report client behav-
ioral gains and fewer setbacks. Scott et al. (2020) exam-
ined the effect of social support and social limitations
among caregivers of persons with dementia, totaling
104 African American and Caucasian dementia family
caregivers. For this study, caregivers ranged from 25 to
89 years of age, with African American caregivers as the
majority. Positive outcomes identified by these authors
included role privileges, status security resources for
enhancement, and personality gratification with the
presence of social support systems.

Additionally, a study by Liu et al. (2021) cited social
support, social engagement, an extensive social net-
work, and monthly social contact as influential in care
delivery. This study evaluated 283 African American
and White caregivers from the Caregiving Transitions
Study with a wide range of caregiving durations. It
reported positive aspects of caregiving, a lower burden
for the caregiver and higher quality of life for both the
caregiver and the care recipient.

Strong Peer and Community Support. Lampe et al. (2022)
explored the integration of peer support that influenced
quality care delivery by African American caregivers of
persons with dementia. A peer group with 14 African
American caregivers fostered caregiver emotional well-
being and physical health, leading to quality care deliv-
ery by these caregivers. Also, Tan et al. (2021) noted in
their study of N=573 patients aged 70 years and older
that peer support helped establish and sustain clinical
collaboration between primary care providers and com-
munity-based organizations in home-supportive ser-
vices. In addition, this support helped prevent falls,
leading to high satisfaction and perceived benefits from
patients and caregivers.

A study of 19 caregivers by Alexander et al. (2022)
noted that race, nationality, social class, and gender played
a significant role in the care received by persons with
dementia. Black dementia caregivers unanimously con-
curred that the health system they experience in America
is “broken.” Gaps in the health system can lead to people
[as one caregiver passionately expressed] “falling between
the cracks” in terms of care, services, and resources
needed. Caregivers agreed that class, sex, access to public
health insurance, and being a “person of color” contribute
to their difficulties navigating the health system. Despite
this, they were still able to offer quality care.
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Social Support. In a study by Disbrow et al. (2021), 52
adult caregivers participated in focus groups and seven
via telephone interview. Their ages ranged from 50 to
88, with the majority being African American and
female (78% and 92% respectively), with 25% living in
rural areas. The influence of social, support, and reli-
gious groups brought about clear information about the
disease, caregiver resources, and the importance of hav-
ing clinical trials clearly explained and ensuring acces-
sibility by a representative sample of the population.
Providing dementia care resources for primary care pro-
viders may be an efficient and effective way to reach a
large volume of patients and caregivers.

Brewster, Bonds, et al. (2020) conducted a similar
study, using 194 caregivers where the mean age was 55.1
(8SD=9.7) years, and the mean age of the dementia care
recipients was 79.3 (SD=8.7). The majority were female
(85.9%, n=122), children (40.6%, n=56), and 70.8%
(n=97) had a college or post-graduate degree. African
American caregivers demonstrated significant within-
group reductions in certain measured aspects of depres-
sion, anxiety, and mastery, thereby improving their
competence to care for people living with dementia.

Social Determinants of Health. Cothran, Chang, et al.
(2022) and Cothran, Paun, et al. (2022) evaluated 142
African American dementia family caregivers from the
“Great Village” study and described the data using
means and frequencies. They posited that demographics,
social determinants of health, and health outcomes
among African American caregivers influenced stress
susceptibility. They asserted that the role of protective
factors helps explain inconclusive findings in current
caregiver intervention research. African American fam-
ily caregivers of persons with dementia exhibited
improved physical and mental health outcomes, enhanc-
ing quality care delivery.

Implications for Gerontological Sociocultural
Care Delivery Practices

A good understanding and application of the sociocul-
tural factors influencing quality care delivery among
African American caregivers of persons with dementia
are essential to implement better care delivery standards.
From these findings, the evidence suggests social and
cultural factors influenced care delivery by African
American caregivers in different domains, notably,

social support

social services and networking

reliance on religious-based groups

networking and social factors among the ethnic
groups

peer support and faith-integrated culture,

Social Determinants of Health variations among
African American caregivers

Religious and spiritual beliefs

adaptive interactive educational techniques
responsibility perception, and

strong cultural and familial relationships

(Bonner et al., 2021; Brewster, Bonds, et al., 2020;
Brewster, Epps, et al., 2020; Disbrow et al., 2021;
Pereira et al., 2022; Sloan et al., 2022).

These factors enable caregivers to carry out their
duties with great dexterity while delivering quality care
to persons with dementia. Engaging in religious activi-
ties and building upon strong familial relationships
(Pereira et al., 2022; Pettigrew et al., 2020) were
regarded as cultural factors that enabled African
American caregivers of persons with dementia to deliver
quality care. Pettigrew et al. (2020) reported the more
significant influence of religious/spiritual beliefs on the
desired types of medical treatments. They further noted
that African American persons with dementia had a
lower preference for comfort care (81% vs. 58%) and
lower rates of completion of legal action care planning
(89% vs. 73%) compared to caregivers from other ethnic
groups. Such observations helped guide their decisions
in caregiving, strengthened their relationship with the
care recipient, and fostered good responses to care,
thereby allowing better outcomes.

Social and cultural factors centered around African
American caregivers of persons with dementia likely
improved care recipient wellbeing by enhancing adjust-
ment rates and preferences due to the COVID-19 men-
ace. Additionally, Cothran, Paun, et al. (2022) showed
that care delivery by African American caregivers was
likely to achieve satisfactory outcomes when factoring
in demographics, social determinants of health, and
health outcomes. Stress susceptibility and coping mech-
anisms help explain different care delivery mechanics
by various ethnic groups. This discrepancy is despite the
inconclusive findings recorded in current caregiver
intervention research with African American family
caregivers. That finding supports recent observations
stating that most African American caregivers of per-
sons with dementia are likely to deliver quality care
compared to caregivers from other ethnic groups
(Kaufman et al., 2010). Several studies reported that
compared to other racial groups, African American care-
givers recorded a superior quality care level due to their
understanding of social and cultural values.

Similarly, Kosberg et al. (2007) indicated that
Caucasian caregivers were more likely to be married
and older, imbibed acceptance and humor as coping
mechanisms, with low rates of financial problems. On
the other hand, African American caregivers applied
more hours of care, embraced religion and denial as cop-
ing styles, and were less stressed. Utilizing the relevant
social and cultural factors in caregiving can lead to qual-
ity care delivery and optimization of the quality of life
(Gallagher-Thompson et al., 2020).
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While this scoping review only evaluated social
and cultural factors of caregivers of persons with
dementia in the United States, similar levels of patient
care could very well be applicable in other countries
that have similar social profiles of care needs and
caregivers. This could be an opportunity for future,
broader research.

Limitations of the Review

In summary, we take note of the limitations we have
considered in the scoping review. Firstly, we limited the
scope to peer-reviewed studies published during the
COVID-19 pandemic (December 2019—August 2022).
The second is that the 21 studies we surveyed were pri-
marily exploratory, and it is uncertain if the findings
would be replicable in follow-up studies. Additionally,
we only considered published data based on the United
States, so the inferences may not represent global indi-
ces. With a more extended timeframe and coverage from
more countries, findings may be more comprehensive
and globally representative.

Conclusion

Findings from the present scoping review suggest social
and cultural factor benefits in quality care delivery by
African American caregivers of persons with dementia
during the COVID-19 pandemic. Social factors, peer
groups, social contacts, and social determinants of
health among African American caregivers influence
and help them deliver quality care to elderly persons
with dementia. In addition, familial relationships, a per-
ceived sense of responsibility, and beliefs in religious
affiliations, all representing cultural factors, also help
African American caregivers deliver resilient and qual-
ity care to older adults. In this exploratory scoping
review, we identified that African American caregivers
consider their job as a responsibility. This key element
could be incorporated in training initiatives for new
caregivers to see patients as if they were their own fam-
ily members.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with
respect to the research, authorship, and/or publication of this
article.

Funding

The author(s) received no financial support for the research,
authorship, and/or publication of this article.

ORCID iDs

Udoh Idorenyin Imoh
4076

Tinofirei Charity

https://orcid.org/0000-0002-0370-

https://orcid.org/0000-0002-5735-2862

References

Abramsohn, E. M., Paradise, K. M., Glover, C. M., Benjamins,
M., Douglas, L., Jerome, J., Kim, M. L., Kostas, T., Mata,
D., Padron, F., Shah, R. C., & Lindau, S. T. (2022).
CommunityRx: Optimizing a community resource refer-
ral intervention for minority dementia caregivers. Journal
of Applied Gerontology, 41(1), 113—123. https://doi.
org/10.1177/07334648211005594
Alexander, J. L., Kennedy, N. A., Ibraheim, H., Anandabaskaran,
S., Saifuddin, A., Castro Seoane, R., Liu, Z., Nice, R.,
Bewshea, C., D’Mello, A., Constable, L., Jones, G. R.,
Balarajah, S., Fiorentino, F., Sebastian, S., Irving, P. M.,
Hicks, L. C., Williams, H. R. T., Kent, A. J., . . . Pollock,
K. (2022). COVID-19 vaccine-induced antibody responses
in immunosuppressed patients with inflammatory bowel
disease (VIP): A multicentre, prospective, case-control
study. The Lancet Gastroenterology & Hepatology, 7(4),
342-352. https://doi.org/10.1016/s2468-1253(22)00005-x
Alexandre, B., Reynaud, E., Osiurak, F., & Navarro, J. (2018).
Acceptance and acceptability criteria: A literature review.
Cognition Technology & Work, 20(2), 165-177. https://
doi.org/10.1007/s10111-018-0459-1
Alzheimer’s Association. (2016). 2016 Alzheimer’s disease
facts and figures. Alzheimer’s & Dementia, 12(4), 459—
509. https://doi.org/10.1016/.jalz.2016.03.001
Alzheimer’s Association. (2019). 2019 Alzheimer’s disease
facts and figures. Alzheimer’s & Dementia, 15(3), 321—
387. https://doi.org/10.1016/j.jalz.2019.01.010
Alzheimer’s Association. (2022). 2022 Alzheimer’s disease
facts and figures. Special report — More than normal aging:
Understanding mild cognitive impairment. https://www.
alz.org/media/Documents/alzheimers-facts-and-figures.pdf
Alzheimer’s  Association. (n.d.). Afiican-Americans — and
Alzheimer’s disease: The silent epidemic. https://www.alz.org/
media/Documents/african-americans-silent-epidemic-r.pdf
Ameis, S. H., Lai, M. C., Mulsant, B. H., & Szatmari, P. (2020).
Coping, fostering resilience, and driving care innovation
for autistic people and their families during the COVID-
19 pandemic and beyond. Molecular Autism, 11(1), 61.
Aranda, M. P., & Knight, B. G. (1997). The influence of ethnic-
ity and culture on the caregiver stress and coping process:
A sociocultural review and analysis. The Gerontologist,
37(3), 342-354. https://doi.org/10.1093/geront/37.3.342
Ashley, N. R., & Kleinpeter, C. H. (2002). Gender differ-
ences in coping strategies of spousal dementia caregivers.
Journal of Human Behavior in the Social Environment,
6(2), 29-46. https://doi.org/10.1300/j137v06n02_03
Baker, K. L., & Robertson, N. (2008). Coping with caring for
someone with dementia: Reviewing the literature about
men. Aging & Mental Health, 12(4), 413-422. https://doi.
org/10.1080/13607860802224250
Barnes, D. E., Beiser, A. S., Lee, A., Langa, K. M., Koyama,
A., Preis, S. R., Neuhaus, J., McCammon, R. J., Yaffe,
K., Seshadri, S., Haan, M. N., & Weir, D. R. (2014).
Development and validation of a brief dementia screening
indicator for primary care. Alzheimer’s & Dementia, 10(6),
656—665.¢1. https://doi.org/10.1016/j.jalz.2013.11.006
Bartzokis, G. (2004). Age-related myelin breakdown: A devel-
opmental model of cognitive decline and Alzheimer’s
disease. Neurobiology of Aging, 25(1), 5-18. https://doi.
org/10.1016/j.neurobiolaging.2003.03.001


https://orcid.org/0000-0002-0370-4076
https://orcid.org/0000-0002-0370-4076
https://orcid.org/0000-0002-5735-2862
https://doi.org/10.1177/07334648211005594
https://doi.org/10.1177/07334648211005594
https://doi.org/10.1016/s2468-1253(22)00005-x
https://doi.org/10.1007/s10111-018-0459-1
https://doi.org/10.1007/s10111-018-0459-1
https://doi.org/10.1016/j.jalz.2016.03.001
https://doi.org/10.1016/j.jalz.2019.01.010
https://www.alz.org/media/Documents/alzheimers-facts-and-figures.pdf
https://www.alz.org/media/Documents/alzheimers-facts-and-figures.pdf
https://www.alz.org/media/Documents/african-americans-silent-epidemic-r.pdf
https://www.alz.org/media/Documents/african-americans-silent-epidemic-r.pdf
https://doi.org/10.1093/geront/37.3.342
https://doi.org/10.1300/j137v06n02_03
https://doi.org/10.1080/13607860802224250
https://doi.org/10.1080/13607860802224250
https://doi.org/10.1016/j.jalz.2013.11.006
https://doi.org/10.1016/j.neurobiolaging.2003.03.001
https://doi.org/10.1016/j.neurobiolaging.2003.03.001

Idorenyin and Charity

13

Birhane, M., Bressler, S., Chang, G., Clark, T., Dorough, L.,
Fischer, M., Watkins, L. F., Goldstein, J. M., Kugeler, K.,
Langley, G., Lecy, K., Martin, S., Medalla, F., Mitruka,
K., Nolen, L., Sadigh, K., Spratling, R., Thompson,
G., & Trujillo, A. (2021). COVID-19 vaccine break-
through infections reported to CDC—United States,
January 1-April 30, 2021. MMWR. Morbidity and
Mortality Weekly Report, 70(21), 792—793. https://doi.
org/10.15585/mmwr.mm7021e3

Bonds Johnson, K., Brewster, G. S., Cicero, E., Hepburn, K.,
Clevenger, C. K., Daniel, G., Pak, V., Paul, S., & Epps, F.
(2022). Promoting caregiver mastery in Black American
dementia caregivers. The Gerontologist, 62(5), 685-693.
https://doi.org/10.1093/geront/gnab147

Bonner, G. J., Freels, S., Ferrans, C., Steffen, A., Suarez, M.
L., Dancy, B. L., Watkins, Y. J., Collinge, W., Hart, A. S.,
Aggarwal, N. T., & Wilkie, D. J. (2021). Advance care
planning for African American caregivers of relatives with
dementias: Cluster randomized controlled trial. American
Journal of Hospice and Palliative Medicine, 38(6), 547—
556. https://doi.org/10.1177/1049909120916127

Brewster, G. S., Bonds, K., McLennon, S., Moss, K. O., Epps,
F., & Lopez, R. P. (2020). Missing the mark: The com-
plexity of African American dementia family caregiving.
Journal of Family Nursing, 26(4), 294-301. https://doi.
org/10.1177/1074840720945329

Brewster, G. S., Epps, F., Dye, C. E., Hepburn, K., Higgins,
M. K., & Parker, M. L. (2020). The effect of the “Great
Village” on psychological outcomes, burden, and mastery
in African American caregivers of persons living with
dementia. Journal of Applied Gerontology, 39(10), 1059—
1068. https://doi.org/10.1177/0733464819874574

Catalano, D., Holloway, L., & Mpofu, E. (2018). Mental health
interventions for parent carers of children with autistic
spectrum disorder: Practice guidelines from a critical inter-
pretive synthesis (CIS) systematic review. International
Journal of Environmental Research and Public Health,
15(2), 341. https://doi.org/10.3390/ijerph 15020341

Challis, D., von Abendorff, R., Brown, P., Chesterman, J.,
& Hughes, J. (2002). Care management, dementia care
and specialist mental health services: An evaluation.
International Journal of Geriatric Psychiatry, 17(4),
315-325. https://doi.org/10.1002/gps.595

Chiao, C. Y., Wu, H. S., & Hsiao, C. Y. (2015). Caregiver bur-
den for informal caregivers of patients with dementia: A
systematic review. International Nursing Review, 62(3),
340-350. https://doi.org/10.1111/inr.12194

Cohen, S. A., Sabik, N. J., Cook, S. K., Azzoli, A. B.,, &
Mendez-Luck, C. A. (2019). Differences within differ-
ences: Gender inequalities in caregiving intensity vary
by race and ethnicity in informal caregivers. Journal of
Cross-Cultural Gerontology, 34(3), 245-263. https://doi.
org/10.1007/s10823-019-09381-9

Cothran, F. A., Chang, E., Beckett, L., Bidwell, J. T., Price,
C. A., & Gallagher-Thompson, D. (2022). A land-
scape of subjective and objective stress in African-
American dementia family caregivers. Western Journal
of Nursing Research, 44(3), 239-249. https://doi.
org/10.1177/01939459211062956

Cothran, F. A., Paun, O., Strayhorn, S., & Barnes, L. L. (2022).
‘Walk a mile in my shoes’: African American caregiver
perceptions of caregiving and self-care. Ethnicity and

Health, 27(2), 435-452. https://doi.org/10.1080/1355785
8.2020.1734777

Covinsky, K. E., & Yaffe, K. (2004). Dementia, prognosis, and
the needs of patients and caregivers. Annals of Internal
Medicine, 140(7), 573-574. https://doi.org/10.7326/0003-
4819-140-7-200404060-00019

Cox, C. (1999). Race and caregiving: Patterns of service use
by African American and White caregivers of persons
with Alzheimer’s disease. Journal of Gerontological
Social Work, 32(2), 5-19. https://doi.org/10.1300/
J083v32n02 02

Dang, S., Badiye, A., & Kelkar, G. (2008). The dementia
caregiver—a primary care approach. Southern Medical
Journal, 101(12), 1246-1251. https://doi.org/10.1097/
SMJ.0b013e318187ccce

Dilworth-Anderson, P., & Gibson, B. E. (2002). The cultural
influence of values, norms, meanings, and perceptions in
understanding dementia in ethnic minorities. Alzheimer
Disease and Associated Disorders, 16, S56-S63.

Dilworth-Anderson, P., Moon, H., & Aranda, M. P. (2020).
Dementia caregiving research: Expanding and reframing
the lens of diversity, inclusivity, and intersectionality. The
Gerontologist, 60(5), 797-805. https://doi.org/10.1093/
geront/gnaa050

Disbrow, E. A., Amold, C. L., Glassy, N., Tilly, C. M.,
Langdon, K. M., Gungor, D., & Davis, T. C. (2021).
Alzheimer disease and related dementia resources:
Perspectives of African American and Caucasian fam-
ily caregivers in northwest Louisiana. Journal of
Applied  Gerontology, 40(2), 209-219. https://doi.
org/10.1177/0733464820904568

Doris, S. F., Cheng, S., & Wang, J. (2018). Unravelling
positive aspects of caregiving in dementia: An integra-
tive review of research literature. International Journal
of Nursing Studies, 79, 1-26. https://doi.org/10.1016/j.
jnurstu.2017.10.008

Fabius, C. D., Wolff, J. L., & Kasper, J. D. (2020). Race differ-
ences in characteristics and experiences of black and white
caregivers of older Americans. The Gerontologist, 60(7),
1244-1253. https://doi.org/10.1093/geront/gnaa042

Family Caregiver Alliance. (2022). Caregiver statistics:
Demographics. https://www.caregiver.org/resource/care-
giver-statistics-demographics/

Fortinsky, R. H., Kulldorff, M., Kleppinger, A., & Kenyon-
Pesce, L. (2009). Dementia care consultation for family
caregivers: Collaborative model linking an Alzheimer’s
association chapter with primary care physicians.
Aging & Mental Health, 13(2), 162-170. https://doi.
org/10.1080/13607860902746160

Gallagher-Thompson, D., Choryan Bilbrey, A., Apesoa-
Varano, E. C., Ghatak, R., Kim, K. K., & Cothran, F.
(2020). Conceptual framework to guide intervention
research across the trajectory of dementia caregiving.
The Gerontologist, 60(Suppl 1), S29-S40. https://doi.
org/10.1093/geront/gnz157

Gallagher-Thompson, D., Coon, D. W., Solano, N., Ambler,
C., Rabinowitz, Y., & Thompson, L. W. (2003). Change
in indices of distress among Latino and Anglo female
caregivers of elderly relatives with dementia: Site-specific
results from the REACH national collaborative study. 7he
Gerontologist, 43(4), 580-591. https://doi.org/10.1093/
geront/43.4.580


https://doi.org/10.15585/mmwr.mm7021e3
https://doi.org/10.15585/mmwr.mm7021e3
https://doi.org/10.1093/geront/gnab147
https://doi.org/10.1177/1049909120916127
https://doi.org/10.1177/1074840720945329
https://doi.org/10.1177/1074840720945329
https://doi.org/10.1177/0733464819874574
https://doi.org/10.3390/ijerph15020341
https://doi.org/10.1002/gps.595
https://doi.org/10.1111/inr.12194
https://doi.org/10.1007/s10823-019-09381-9
https://doi.org/10.1007/s10823-019-09381-9
https://doi.org/10.1177/01939459211062956
https://doi.org/10.1177/01939459211062956
https://doi.org/10.1080/13557858.2020.1734777
https://doi.org/10.1080/13557858.2020.1734777
https://doi.org/10.7326/0003-4819-140-7-200404060-00019
https://doi.org/10.7326/0003-4819-140-7-200404060-00019
https://doi.org/10.1300/J083v32n02_02
https://doi.org/10.1300/J083v32n02_02
https://doi.org/10.1097/SMJ.0b013e318187cccc
https://doi.org/10.1097/SMJ.0b013e318187cccc
https://doi.org/10.1093/geront/gnaa050
https://doi.org/10.1093/geront/gnaa050
https://doi.org/10.1177/0733464820904568
https://doi.org/10.1177/0733464820904568
https://doi.org/10.1016/j.ijnurstu.2017.10.008
https://doi.org/10.1016/j.ijnurstu.2017.10.008
https://doi.org/10.1093/geront/gnaa042
https://www.caregiver.org/resource/caregiver-statistics-demographics/
https://www.caregiver.org/resource/caregiver-statistics-demographics/
https://doi.org/10.1080/13607860902746160
https://doi.org/10.1080/13607860902746160
https://doi.org/10.1093/geront/gnz157
https://doi.org/10.1093/geront/gnz157
https://doi.org/10.1093/geront/43.4.580
https://doi.org/10.1093/geront/43.4.580

14

Gerontology & Geriatric Medicine

Gallagher-Thompson, D., Haley, W., Guy, D., Rupert, M.,
Argiielles, T., Zeiss, L. M., Long, C., Tennstedt, S., &
Ory, M. (2003). Tailoring psychological interventions
for ethnically diverse dementia caregivers. Clinical
Psychology Science and Practice, 10(4), 423-438. https://
doi.org/10.1093/clipsy.bpg042

Gaugler, J. E., Kane, R. L., & Newcomer, R. (2007). Resilience
and transitions from dementia caregiving. The Journals
of Gerontology. Series B, Psychological Sciences and
Social Sciences, 62(1), 38-44. https://doi.org/10.1093/
geronb/62.1.p38

Given, C. W., Given, B. A., Stommel, M., & Azzouz, F.
(1999). The impact of new demands for assistance on
caregiver depression: Tests using an inception cohort.
The Gerontologist, 39(1), 76-85. https://doi.org/10.1093/
geront/39.1.76

Gomez, R. G., & White, D. A. (2006). Using verbal fluency to
detect very mild dementia of the Alzheimer type. Archives
of Clinical Neuropsychology, 21(8), 771-775. https://doi.
org/10.1016/j.acn.2006.06.012

Green, T. L., & King, K. M. (2009). Experiences of male
patients and wife-caregivers in the first year post-discharge
following minor stroke: A descriptive qualitative study.
International Journal of Nursing Studies, 46(9), 1194—
1200. https://doi.org/10.1016/j.ijnurstu.2009.02.008

Guarino, A., Favieri, F., Boncompagni, I., Agostini, F.,
Cantone, M., & Casagrande, M. (2019). Executive func-
tions in Alzheimer disease: A systematic review. Frontiers
in Aging Neuroscience, 10, 437. https://doi.org/10.3389/
fnagi.2018.00437

Haley, W. E., Gitlin, L. N., Wisniewski, S. R., Mahoney, D.
F., Coon, D. W., Winter, L., Corcoran, M., Schinfeld, S.,
& Ory, M. (2004). Well-being, appraisal, and coping in
African-American and Caucasian dementia caregiv-
ers: Findings from the REACH study. Aging & Mental
Health, 8(4), 316-329. https://doi.org/10.1080/13607860
410001728998

Haley, W. E., LaMonde, L. A., Han, B., Narramore, S., &
Schonwetter, R. (2000). Family caregiving in hospice:
Effects on psychological and health functioning among
spousal caregivers of hospice patients with lung cancer or
dementia. The Hospice Journal, 15(4), 1-18. https://doi.
org/10.1080/0742-969x.2000.11882959

Hansen, B. R., Hodgson, N. A., Budhathoki, C., & Gitlin, L.
N. (2020). Caregiver reactions to aggressive behaviors in
persons with dementia in a diverse, community-dwelling
sample. Journal of Applied Gerontology, 39(1), 50-61.
https://doi.org/10.1177/0733464818756999

Heinz, M. (2010). Dementia caregiving characteristics, elder
impairment, and caregiver strain and burden. lowa State
University Digital Repository, Theses and Dissertations.
https://doi.org/10.31274/ETD-180810-1560

Hilgeman, M. M., Allen, R. S., Snow, A. L., Durkin, D. W.,
DeCoster, J., & Burgio, L. (2014). Preserving Identity and
Planning for Advance Care (PIPAC): Preliminary out-
comes from a patient-centered intervention for individu-
als with mild dementia. Aging & Mental Health, 18(4),
411-424. https://doi.org/10.1080/13607863.2013.868403

Kaizik, C., Caga, J., Camino, J., O’Connor, C. M., McKinnon,
C., Oyebode, J. R., Piguet, O., Hodges, J. R., & Mioshi,
E. (2017). Factors underpinning caregiver burden in
frontotemporal dementia differ in spouses and their chil-

dren. Journal of Alzheimer’s Disease, 56(3), 1109-1117.
https://doi.org/10.3233/JAD-160852

Karlin, N. J. (2004). An analysis of religiosity and exercise as
predictors of support group attendance and caregiver bur-
den while caring for a family member with Alzheimer’s
disease. Journal of Mental Health and Aging, 10(2), 99—
106. https://doi.org/10.1037/t48466-00

Kaufman, A. V., Kosberg, J. L., Leeper, J. D., & Tang, M.
(2010). Social support, caregiver burden, and life satis-
faction in a sample of rural African American and white
caregivers of older persons with dementia. Journal of
Gerontological Social Work, 53(3), 251-269. https://doi.
org/10.1080/01634370903478989

Kosberg, J. 1., Kaufman, A. V., Burgio, L. D., Leeper, J. D.,
& Sun, F. (2007). Family caregiving to those with demen-
tia in rural Alabama: Racial similarities and differences.
Journal of Aging and Health, 19(1), 3-21. https://doi.
org/10.1177/0898264306293604

Lampe, N., Desai, N., Norton-Brown, T., Nowakowski, A., &
Glueckauf, R. (2022). African American lay pastoral care
facilitators’ perspectives on dementia caregiver educa-
tion and training. The Qualitative Report, 27(2), 324-339.
https://doi.org/10.46743/2160-3715/2022.4917

Lee, Y., & Tang, F. (2015). More caregiving, less work-
ing: Caregiving roles and gender difference. Journal
of Applied Gerontology, 34(4), 465-483. https://doi.
org/10.1177/0733464813508649

Li, Y., Hu, L., Mao, X., Shen, Y., Xue, H., Hou, P., & Liu,
Y. (2020). Health literacy, social support, and care abil-
ity for caregivers of dementia patients: Structural equation
modeling. Geriatric Nursing, 41(5), 600-607. https://doi.
org/10.1016/j.gerinurse.2020.03.014

Liu, C., Marino, V., Howard, V., Haley, W., & Roth, D. (2021).
Positive aspects of caregiving in incident and long-term
caregivers: Role of social engagement and distress. Aging
& Mental Health, 27, 87-93. https://doi.org/10.1080/136
07863.2021.2000935

Lopez, O. L., Kuller, L. H., Becker, J. T., Jagust, W. J.,
DeKosky, S. T., Fitzpatrick, A., Breitner, J., Lyketsos,
C., Kawas, C., & Carlson, M. (2005). Classification of
vascular dementia in the cardiovascular health study cog-
nition study. Neurology, 64(9), 1539-1547. https://doi.
org/10.1212/01.WNL.0000159860.19413.C4

Lynch, C. (2020). World Alzheimer Report 2019: Attitudes
to dementia, a global survey: Public health: Engaging
people in ADRD research. Alzheimer’s & Dementia, 16,
e038255. https://doi.org/10.1002/alz.038255

Margallo-Lana, M., Reichelt, K., Hayes, P., Lee, L., Fossey,
J., O’Brien, J., & Ballard, C. (2001). Longitudinal com-
parison of depression, coping, and turnover among NHS
and private sector staff caring for people with demen-
tia. BMJ, 322(7289), 769-770. https://doi.org/10.1136/
bm;j.322.7289.769

Martindale-Adams, J., Tah, T., Finke, B., LaCounte, C.,
Higgins, B. J., & Nichols, L. O. (2017). Implementation
of the REACH model of dementia caregiver support
in American Indian and Alaska Native communities.
Translational Behavioral Medicine, 7(3), 427-434.
https://doi.org/10.1007/s13142-017-0505-1

McLennon, S. M., Anderson, J. G., Epps, F., & Rose, K. M.
(2020). “It’s just part of life”: African American daugh-
ters caring for parents with dementia. Journal of Women


https://doi.org/10.1093/clipsy.bpg042
https://doi.org/10.1093/clipsy.bpg042
https://doi.org/10.1093/geronb/62.1.p38
https://doi.org/10.1093/geronb/62.1.p38
https://doi.org/10.1093/geront/39.1.76
https://doi.org/10.1093/geront/39.1.76
https://doi.org/10.1016/j.acn.2006.06.012
https://doi.org/10.1016/j.acn.2006.06.012
https://doi.org/10.1016/j.ijnurstu.2009.02.008
https://doi.org/10.3389/fnagi.2018.00437
https://doi.org/10.3389/fnagi.2018.00437
https://doi.org/10.1080/13607860410001728998
https://doi.org/10.1080/13607860410001728998
https://doi.org/10.1080/0742-969x.2000.11882959
https://doi.org/10.1080/0742-969x.2000.11882959
https://doi.org/10.1177/0733464818756999
https://doi.org/10.31274/ETD-180810-1560
https://doi.org/10.1080/13607863.2013.868403
https://doi.org/10.3233/JAD-160852
https://doi.org/10.1037/t48466-00
https://doi.org/10.1080/01634370903478989
https://doi.org/10.1080/01634370903478989
https://doi.org/10.1177/0898264306293604
https://doi.org/10.1177/0898264306293604
https://doi.org/10.46743/2160-3715/2022.4917
https://doi.org/10.1177/0733464813508649
https://doi.org/10.1177/0733464813508649
https://doi.org/10.1016/j.gerinurse.2020.03.014
https://doi.org/10.1016/j.gerinurse.2020.03.014
https://doi.org/10.1080/13607863.2021.2000935
https://doi.org/10.1080/13607863.2021.2000935
https://doi.org/10.1212/01.WNL.0000159860.19413.C4
https://doi.org/10.1212/01.WNL.0000159860.19413.C4
https://doi.org/10.1002/alz.038255
https://doi.org/10.1136/bmj.322.7289.769
https://doi.org/10.1136/bmj.322.7289.769
https://doi.org/10.1007/s13142-017-0505-1

Idorenyin and Charity

I5

& Aging, 32(2), 168-182. https://doi.org/10.1080/089528
41.2018.1547002

Meller, S. (2001). A comparison of the wellbeing of family
caregivers of elderly patients hospitalized with physical
impairments versus the caregivers of patients hospital-
ized with dementia. Journal of the American Medical
Directors Association, 2(2), 60-65.

Mental Health America. (2022). Caregiving in BIPOC com-
munities. https://mhanational.org/caregiving-bipoc-com-
munities

Miller, B. L., Ikonte, C., Ponton, M., Levy, M., Boone, K.,
Darby, A., Berman, N., Mena, 1., & Cummings, J. L.
(1997). A study of the Lund-Manchester research criteria
for frontotemporal dementia: Clinical and single-photon
emission CT correlations. Neurology, 48(4), 937-942.
https://doi.org/10.1212/wnl.48.4.937

Moore, A. R., Knight, R. P., Tinofirei, C., & Amey, F. (2020).
Long-term care: Influences on funding schemes among
aging Americans. Seniors Housing Care Journal, 28(1),
77-94. https://www.nic.org/publications/analytics/senior-
housing-investment-journal/

Oliver, S., Alexander, K., Bennett, S. G., Hepburn, K., Henry,
J., Clevenger, C. K., & Epps, F. (2022). Experiences of
Black American dementia caregivers during the COVID-
19 pandemic. Journal of Family Nursing, 28, 195-204.
https://doi.org/10.1177/10748407221102465

Page, M. J., McKenzie, J. E., Bossuyt, P. M., Boutron, I.,
Hoffmann, T. C., Mulrow, C. D., Shamseer, L., Tetzlaff,
J. M., AKl, E. A., Brennan, S. E., Chou, R., Glanville, J.,
Grimshaw, J. M., Hrébjartsson, A., Lalu, M. M., Li, T,
Loder, E. W., Mayo-Wilson, E., McDonald, S., . . . Moher,
D. (2021). The PRISMA 2020 statement: An updated
guideline for reporting systematic reviews. BMJ (Clinical
Research Ed), 372, n71. https://doi.org/10.1136/bmj.n71

Parrish, E. (2019). Delirium superimposed on dementia:
Challenges and opportunities. Nursing Clinics of North
America, 54(4), 541-550. https://doi.org/10.1016/].
cnur.2019.07.004

Pereira, C., LaRoche, A., Arredondo, B., Pugh, E., Disbrow, E.,
Reekes, T. H., Brickell, E., Boettcher, A., & Sawyer, R. J.
(2022). Evaluating racial disparities in healthcare system
utilization and caregiver burden among older adults with
dementia. Clinical Neuropsychologist, 36(2), 353-366.
https://doi.org/10.1080/13854046.2021.1951844

Peters, M. D., Godfrey, C. M., Khalil, H., Mclnerney, P.,
Parker, D., & Soares, C. B. (2015). Guidance for con-
ducting systematic scoping reviews. JBI Evidence
Implementation, 13(3), 141-146. https://doi.org/10.1097/
XEB.0000000000000050

Peters, M. D., Marnie, C., Tricco, A. C., Pollock, D., Munn, Z.,
Alexander, L., McInerney, P., Godfrey, C. M., & Khalil,
H. (2020). Updated methodological guidance for the con-
duct of scoping reviews. JBI Evidence Synthesis, 18(10),
2119-2126. https://doi.org/10.11124/JBIES-20-00167

Pettigrew, C., Brichko, R., Black, B., O’Connor, M. K.,
Austrom, M. G., Robinson, M. T., Lindauer, A., Shah,
R. C., Peavy, G. M., Meyer, K., Schmitt, F. A., Lingler,
J. H., Domoto-Reilly, K., Farrar-Edwards, D., & Albert,
M. (2020). Attitudes toward advance care planning among
persons with dementia and their caregivers. International

Psychogeriatrics, 32(5), 585-599. https://doi.org/10.1017/
S1041610219000784

Picot, S. J., Debanne, S. M., Namazi, K. H., & Wykle, M.
L. (1997). Religiosity and perceived rewards of black
and white caregivers. The Gerontologist, 37(1), 89—101.
https://doi.org/10.1093/geront/37.1.89

Pinquart, M., & Sorensen, S. (2011). Spouses, adult children,
and children-in-law as caregivers of older adults: A meta-
analytic comparison. Psychology and Aging, 26(1), 1-14.
https://doi.org/10.1037/a0021863

Pratt, M., Stevens, A., Thuku, M., Butler, C., Skidmore, B.,
Wieland, L. S., Clemons, M., Kanji, S., & Hutton, B.
(2019). Benefits and harms of medical cannabis: A scop-
ing review of systematic reviews. Systematic Reviews,
8(1), 320. https://doi.org/10.1186/s13643-019-1243-x

Prince, M., Ali, G. C., Guerchet, M., Prina, A. M., Albanese,
E., & Wu, Y. T. (2016). Recent global trends in the
prevalence and incidence of dementia, and survival with
dementia. Alzheimer’s Research & Therapy, 8(1), 23.
https://doi.org/10.1186/s13195-016-0188-8

Prince, M. J., Wu, F., Guo, Y., Gutierrez Robledo, L. M.,
O’Donnell, M., Sullivan, R., & Yusuf, S. (2015). The bur-
den of disease in older people and implications for health
policy and practice. Lancet, 385(9967), 549-562. https://
doi.org/10.1016/S0140-6736(14)61347-7

Roth, D. L., Haley, W. E., Owen, J. E., Clay, O. J., & Goode,
K. T. (2001). Latent growth models of the longitudinal
effects of dementia caregiving: A comparison of African
American and White family caregivers. Psychology and
Aging, 16(3), 427-436. citation2001/09/01 00:00Roth DL

Schulz, R., McGinnis, K. A., Zhang, S., Martire, L. M.,
Hebert, R. S., Beach, S. R., Zdaniuk, B., Czaja, S. J.,
& Belle, S. H. (2008). Dementia patient suffering and
caregiver depression. Alzheimer Disease and Associated
Disorders, 22(2), 170-176. https://doi.org/10.1097/
WAD.0b013e31816653cc

Scott, C. B, Clay, O. J., Epps, F., Cothran, F. A., & Williams,
I. C. (2020). Associations of knowledge of Alzheimer’s
disease and memory loss and employment status with
burden in African American and Caucasian fam-
ily caregivers. Dementia, 19(3), 847-860. https://doi.
org/10.1177/1471301218788147

Sloan, D. H., Johnston, D., Fabius, C., Pyatt, T., Antonsdottir,
L., Reuland, M., Spliedt, M., & Samus, Q. M. (2022).
Transcending inequities in dementia care in black com-
munities: Lessons from the maximizing independence at
home care coordination program. Dementia, 21(5), 1653—
1668. https://doi.org/10.1177/14713012221085808

Sloane, P. D., Zimmerman, S., Suchindran, C., Reed, P., Wang,
L., Boustani, M., & Sudha, S. (2002). The public health
impact of Alzheimer’s disease, 2000-2050: Potential
implication of treatment advances. Annual Review of
Public Health, 23(1), 213-231. https://doi.org/10.1146/
annurev.publhealth.23.100901.140525

Tan, Z. S., Hamade, W., Menkin, J., de Pacheco, R. G., Gans,
D., Weintraub, N., Garcia, M., Guerrero, L. R., & Reuben,
D. B. (2021). Dementia and falls management in under-
served populations: The cognition and mobility care man-
agement program. Journal of the American Geriatrics
Society,  69(1), 210-215.  https://doi.org/10.1111/
jgs.16835


https://doi.org/10.1080/08952841.2018.1547002
https://doi.org/10.1080/08952841.2018.1547002
https://mhanational.org/caregiving-bipoc-communities
https://mhanational.org/caregiving-bipoc-communities
https://doi.org/10.1212/wnl.48.4.937
https://www.nic.org/publications/analytics/senior-housing-investment-journal/
https://www.nic.org/publications/analytics/senior-housing-investment-journal/
https://doi.org/10.1177/10748407221102465
https://doi.org/10.1136/bmj.n71
https://doi.org/10.1016/j.cnur.2019.07.004
https://doi.org/10.1016/j.cnur.2019.07.004
https://doi.org/10.1080/13854046.2021.1951844
https://doi.org/10.1097/XEB.0000000000000050
https://doi.org/10.1097/XEB.0000000000000050
https://doi.org/10.11124/JBIES-20-00167
https://doi.org/10.1017/S1041610219000784
https://doi.org/10.1017/S1041610219000784
https://doi.org/10.1093/geront/37.1.89
https://doi.org/10.1037/a0021863
https://doi.org/10.1186/s13643-019-1243-x
https://doi.org/10.1186/s13195-016-0188-8
https://doi.org/10.1016/S0140-6736(14)61347-7
https://doi.org/10.1016/S0140-6736(14)61347-7
https://doi.org/10.1097/WAD.0b013e31816653cc
https://doi.org/10.1097/WAD.0b013e31816653cc
https://doi.org/10.1177/1471301218788147
https://doi.org/10.1177/1471301218788147
https://doi.org/10.1177/14713012221085808
https://doi.org/10.1146/annurev.publhealth.23.100901.140525
https://doi.org/10.1146/annurev.publhealth.23.100901.140525
https://doi.org/10.1111/jgs.16835
https://doi.org/10.1111/jgs.16835

16 Gerontology & Geriatric Medicine

United Nations. (2022). World population prospects 2022: multiple roles and available resources in African-American
Summary of results. Department of Economic and Social women. Aging & Mental Health, 7(2), 103—112. https://doi.
Affairs, Population Division, UN DESA/POP/2022/TR/ org/10.1080/1360786031000072312
NO.3. https://www.un.org/development/desa/pd/sites/www. World Health Organization. (2017). Global action plan on the
un.org.development.desa.pd/files/wpp2022 summary of public health response to dementia 2017 — 2025. https://
results.pdf doi.org/10.1080/13607863.2018.1544213

Vasileiou, K., Barnett, J., Barreto, M., Vines, J., Atkinson, Xu, L., Lee, Y., Kim, B. J., & Chen, L. (2021). Determinants
M., Lawson, S., & Wilson, M. (2017). Experiences of of discretionary and non-discretionary service utilization
loneliness associated with being an informal caregiver: A among caregivers of people with dementia: Focusing on
qualitative investigation. Frontiers in Psychology, 8, 585. the race/ethnic differences. Home Health Care Services
https://doi.org/10.3389/fpsyg.2017.00585 Quarterly, 40(1), 75-92. https://doi.org/10.1080/0162142

Wallace Williams, S., Dilworth-Anderson, P., & Goodwin, 4.2020.1805083

P. Y. (2003). Caregiver role strain: The contribution of


https://www.un.org/development/desa/pd/sites/www.un.org.development.desa.pd/files/wpp2022_summary_of_results.pdf
https://www.un.org/development/desa/pd/sites/www.un.org.development.desa.pd/files/wpp2022_summary_of_results.pdf
https://www.un.org/development/desa/pd/sites/www.un.org.development.desa.pd/files/wpp2022_summary_of_results.pdf
https://doi.org/10.3389/fpsyg.2017.00585
https://doi.org/10.1080/1360786031000072312
https://doi.org/10.1080/1360786031000072312
https://doi.org/10.1080/13607863.2018.1544213
https://doi.org/10.1080/13607863.2018.1544213
https://doi.org/10.1080/01621424.2020.1805083
https://doi.org/10.1080/01621424.2020.1805083

