The Gerontologist

cite as: Gerontologist, 2021, Vol. 61, No. 5, e228—e243
doi:10.1093/geront/gnaa028

Advance Access publication April 9, 2020

GERONTOLOGICAL

SOCIETY OF AMERICA®

OXFORD

X,

Review Article

Systematic Review and Meta-Analysis of Racial and Ethnic
Differences in Dementia Caregivers’ Well-Being

Chelsea Liu, BA,"*° Adrian N. S. Badana, PhD, MPH,>* Julia Burgdorf, BS,’
Chanee D. Fabius, PhD," David L. Roth, PhD,®* and William E. Haley, PhD?

'Bloomberg School of Public Health, Johns Hopkins University, Baltimore, Maryland. 2School of Aging Studies, University of
South Florida, Tampa. *Center on Aging and Health, Johns Hopkins University, Baltimore, Maryland.

*Address correspondence to: Chelsea Liu, BA, Bloomberg School of Public Health, Johns Hopkins University, 2024 E Monument St., Unit 2700,
Baltimore, MD 21205. E-mail: cliu78@jhu.edu

Received: November 3, 2019; Editorial Decision Date: February 25, 2020

Decision Editor: Patricia C. Heyn, PhD

Abstract

Background and Objectives: Studies comparing racial/ethnic differences on measures of psychological and physical well-
being for dementia caregivers have reported differences between minority and white caregivers. Recruitment methods
often differ for minority and white participants due to enrollment targets and may lead to biased comparisons, especially
in convenience samples. We aimed to examine racial/ethnic differences in dementia caregiver outcomes and to determine
whether differences vary between studies with population-based or convenience samples.

Research Design and Methods: We systematically reviewed articles with primary data from PubMed, Google Scholar,
and PsycINFO. We included studies comparing African American or Hispanic/Latino to white dementia caregivers on
measures of psychological well-being or physical well-being. Reviewers screened titles and abstracts, reviewed full texts
and conducted risk-of-bias assessments. Meta-analyses were conducted to assess effects by race/ethnicity and study bias.
Results: A total of 159 effects were extracted from 38 studies, 2 of which were population based. Random-effects models
revealed small but statistically significant effects with better psychological well-being in African American caregivers
compared with white caregivers in both population-based (d = -0.22) and convenience sample studies (d = -0.21).
Hispanics/Latino caregivers reported lower levels of physical well-being than white caregivers (d = 0.12), though these
effects varied by level of rated study bias.

Discussion and Implications: Consistency across study methods raises confidence in the validity of previous reports of
better psychological well-being in African American caregivers. Future studies should use population-based samples with
subgroups of Hispanic/Latino, Asian American, and American Indian caregivers that are culturally distinct on factors such
as country of origin and tribe.
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In the United States, approximately 5.8 million people are
living with dementia. An estimated 487,000 new cases of
dementia developed in 2019, a number that is projected
to double by 2050 (“2019 Alzheimer’s Disease Facts and
Figures,” Alzheimer’s Association, 2019). There is an
increasing need for family caregivers who provide a substan-
tial amount of care for this population, a majority of whom

are community-dwelling. However, caring for a family
member with dementia can be a long-term, stressful, and
intensive process. While family caregiving has been linked
to higher levels of distress indicators such as depression and
perceived stress (Roth, Brown, Rhodes, & Haley, 2018),
dementia caregivers report more severe adverse outcomes,
such as increased depression and anxiety, compared with
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other groups of caregivers (Ory, Hoffman, Yee, Tennstedt,
& Schulz, 1999; Pinquart & Sorensen, 2003).

Reviews on racial/ethnic differences in caregiving that
focused on all caregivers (not just dementia caregivers) by
Aranda and Knight (1997) and Dilworth-Anderson and
Anderson (1994), and more recent reviews by Apesoa-
Varano, Tang-Feldman, Reinhard, Choula, and Young
(2015) and Capistrant (2016) concluded that caregivers
from different racial or ethnic groups may differ in ap-
praisal of caregiving as well as psychological and health
outcomes related to cultural differences in attitudes about
caregiving. Studies have proposed that African Americans
experience low burden due to more positive perceptions
toward their role as a caregiver, despite lower income, ed-
ucation, and socioeconomic status (Dilworth-Anderson,
Williams, & Gibson, 2002; Lawton, Rajagopal, Brody,
& Kleban, 1992). Hispanic caregivers may experience
high distress because of socioeconomic factors such as
lower levels of income and education (Coon et al., 2004;
Gallagher-Thompson, Solano, Coon, & Arean, 2003;
Mausbach et al., 2004). However, observational studies
have reported conflicting evidence on racial and ethnic
disparities in dementia caregivers’ well-being. None of
these reviews focused specifically on dementia caregivers,
who are an important subgroup given the high levels of
stress characteristic of dementia caregiving.

Mixed results have been observed in studies comparing
African American and white dementia caregivers on meas-
ures of psychological well-being. Results have ranged
from showing no significant differences between groups
to showing that African Americans have better psycholog-
ical well-being. Haley and colleagues (1996) found that
African American dementia caregivers reported lower de-
pression and had more positive appraisals of self-efficacy
and stressfulness than white dementia caregivers, while
Kim, Knight, and Longmire (2007) reported lower depres-
sion and burden in African American dementia caregivers
that were not statistically significant from white dementia
caregivers. Badana, Marino, and Haley (2019) found no
differences in emotional stress while McCallum, Sorocco,
and Fritsch (2006) found no differences in depression or
perceived stress between African American and white de-
mentia caregivers. Similarly, mixed findings have been
observed in studies comparing Hispanic/Latino dementia
caregivers to white caregivers. Gallagher-Thompson and
colleagues (2006) found greater depression reported by
Hispanic/Latino dementia caregivers compared with white
dementia caregivers. Coon and colleagues (2004) found
that Latina dementia caregivers had lower appraisals of
stress than white dementia caregivers in the Resources for
Enhancing Alzheimer’s Caregiver Health (REACH) study.

The double jeopardy hypothesis states that being a
member of a minority group creates additional disadvan-
tage in physical health among African American older
adults compared with white older adults (Ferraro & Farmer,
1996), and physical health is an important component of

the stress process model for caregivers (Haley et al., 1996).
Studies have indeed shown that African American caregivers
have worse indicators of physical well-being compared with
white caregivers. McCallum and colleagues (2006) found
that African American dementia caregivers have flatter
cortisol slopes over the course of the day, which may sug-
gest more dysregulation in their stress response. Kim and
colleagues (2007) found that African American dementia
caregivers had significantly higher systolic and diastolic
blood pressure compared with white caregivers, which was
considered an indicator of poor cardiovascular health in the
study. Gallagher-Thompson and colleagues (2006) observed
the same phenomenon when comparing Hispanic/Latino
dementia caregivers with white dementia caregivers.

Evidence of racial/ethnic differences in caregiver adap-
tation may be affected by selection biases that might be
introduced in the process of recruiting dementia caregivers.
Large-scale studies such as REACH 1 (Wisniewski et al.,
2003) and REACH 1II (Belle et al., 2006) made specific
and focused efforts to recruit adequate samples of ra-
cial and ethnic minorities, and these amplified recruit-
ment efforts may have led to subpopulations that were
healthier at baseline than white participants, who were
largely recruited from clinical settings. This type of se-
lection bias may be an important alternative explanation
beyond cultural differences for the common finding that
white dementia caregivers experience more adverse psy-
chological and health outcomes than racial/ethnic mi-
nority dementia caregivers, though it would not explain
why white caregivers experience better physical health
outcomes. As such, previous meta-analyses have found
that population-based studies may show differing results
from those obtained using convenience samples (Pinquart
& Sorensen, 2005; Roth et al., 2019). For example, Roth
and colleagues (2019) found that population-based studies
yielded no significant differences between caregivers and
controls on biomarker indices of immunity or inflamma-
tion, while overall analysis of all studies showed a small
but significant effect size of 0.151 SD units (p < .001).
Pinquart and Sorensen found that studies with “represen-
tative” samples had smaller race differences on caregiver
depression compared to convenience sample studies by
0.328 units of Cohen’s d (p < .01), though the selection
process for representative studies was unclear. In the con-
text of racial disparities in dementia caregivers’ well-being,
Badana and colleagues (2019) used a nationally represen-
tative sample from the American Association of Retired
Persons and found no significant differences in emotional
stress between African American and white caregivers, and
no difference between this comparison in a dementia care-
giving subgroup, which conflicts with several studies that
found significant differences between the two groups.

A previous systematic review and meta-analysis by
Pinquart and Sorensen (2005) provided a comprehensive
assessment of racial and ethnic differences in caregiving (not
specific to dementia) for a broad range of characteristics
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including health care utilization, social support, and health
outcomes for dementia caregivers. The goal of the present,
updated systematic review and meta-analysis is to focus on
dementia caregiving, examine only psychological and phys-
ical well-being, and compare these outcomes between (1)
white caregivers and African American caregivers and (2)
white caregivers and Hispanic/Latino caregivers. We aim
to determine whether these findings are consistent across
studies that used convenience samples versus population-
based samples, and rigor of methods, in terms of psycho-
logical and physical well-being between white caregivers
and racial/ethnic minority caregivers.

Methods

Search Strategy

This systematic review was preregistered with PROSPERO
in January 2019 (registration number CRD42019121053,
http://www.crd.york.ac.uk/PROSPERO). We systematically
searched peer-reviewed literature published up to the end
of 2019. The final PubMed search terms are provided in
Table 1. We further refined these terms to conduct the same
searches in PsycINFO and Google Scholar.

Inclusion criteria for studies were the following: (1)
full research articles published in English, (2) studies
comparing non-white dementia caregivers to white de-
mentia caregivers on measures of psychological well-being
(e.g., depression, anxiety, burden, appraisals) and physical
well-being (e.g., self-rated health, cardiovascular meas-
ures, stress biomarkers), and (3) studies where all care
recipients were community-dwelling. Only original data-
based research reports were included, and review papers

Table 1. Final SearchTerms

and editorial commentaries were excluded. Papers were in-
cluded if the authors reported data on dementia caregivers,
who were defined as persons caring for an adult with
Alzheimer’s disease or another form of dementia. No pa-
pers were excluded based on any assessments of the de-
mentia ascertainment methods.

Systematic Review

The article review and selection process is shown in
Figure 1. In the first round of screening, 1,200 titles and/
or abstracts of studies were identified using the afore-
mentioned search strategy by two review authors. After
removing 137 duplicate articles, a total of 1,063 titles/
abstracts were identified as potentially eligible for in-
clusion. After screening the abstracts, 82 full texts were
retrieved and further screened by at least two of five re-
view coauthors to determine whether it should be included.
Disagreements between reviewers on study eligibility were
resolved through discussion with all reviewers. We removed
an article if there was another article from the same study
or data set with a larger sample size and contained all the
relevant outcomes. We removed three studies without all
community-dwelling care recipients and six studies without
extractable effects. We included 159 effects from 38 studies
in the final meta-analysis.

Data Extraction

Data extraction from included studies for assessment
of study quality and evidence synthesis included the fol-
lowing information: study population and participant

PubMed PsycINFO Google Scholar
Search (dementia[Title/Abstract] OR allintitle:(caregiver OR allintitle:(caregiver OR
terms Alzheimer* [Title/Abstract]) caregivers OR caregivers OR caregiving)

AND caregiv*[Title/Abstract]

AND (black[Title/Abstract]

OR “African

American”|Title/Abstract]

OR white[Title/Abstract] OR

Caucasian|Title/Abstract] OR

Hispanic[Title/Abstract] OR

Latino|[Title/Abstract]

OR Asian|Title/Abstract] OR

“American

Indian”[Title/Abstract] OR

“Alaska

Native”[Title/Abstract] OR

“Pacific Islander”[Title/Abstract] OR

“Native Hawaiian”|Title/Abstract])
Filters English

caregiving) (dementia OR
Alzheimer OR
Alzheimer’s) (race OR
racially OR ethnic OR
ethnically OR ethnicity
OR black OR white OR
“African American” OR
white OR Caucasian OR
Hispanic OR Latino)

“dementia” (major header
filter)

(dementia OR Alzheimer
OR

Alzheimer’s) (race OR
racially OR ethnic OR
ethnically OR ethnicity
OR black

OR white OR “African
American” OR white OR
Caucasian OR Hispanic
OR Latino)

ethnicity, OR black, OR
“African American” OR
white, OR Caucasian, OR
Hispanic, OR Latino

N/A



http://www.crd.york.ac.uk/PROSPERO

The Gerontologist, 2021, Vol. 61, No. 5

e231

444 records from 89 records from
PubMed PsycINFO

667 records from
Google Scholar

1063 records identified after
duplicates (n=137) are
removed

l

981 records without
relevant race comparisons
excluded

82 records comparing race
differences in dementia
caregiver outcomes screened
for eligibility

l

23 full-text records
without relevant race
comparisons on health

outcomes excluded

59 full-text records
comparing race differences in
dementia caregiver outcomes

screened for eligibility

12 full-text records with
duplicate outcomes (same
outcomes from one cohort)
excluded

l

47 full-text records without
duplicate outcomes included

l

3 full-text records with
institutionalized care
recipients excluded

44 full-text records with all
community-dwelling care
recipients included

6 full-text record without
extractable effects
excluded

l

38 full-text records with
extractable effects included in
meta-analysis

Figure 1. Study selection.

demographics; study methodology, including whether study
was population-based or a convenience sample; recruit-
ment, including whether participants were recruited from
a clinical setting or from the community; relevant caregiver
health outcomes; information on risk of potential bias and/
or confounding. Population-based studies were defined
as studies with probabilistic samples, such as those using
data from a nationally representative database. Two review
authors extracted data independently and discrepancies
were resolved through discussion with a third author.

We included both caregiving appraisals (e.g., self-
efficacy, mastery, stress, strain, burden), which are directly
related to caregiving, and caregiver outcomes (life satisfac-
tion, depression, etc.), which may not be directly related to
caregiving. We categorized all outcomes into psychological
or physical well-being but did not include external or re-
source factors such as social support or coping methods.
We included caregiver appraisal as a measure of psycholog-
ical well-being.

Risk-of-Bias Assessments

Using a 4-point scale of potential bias (1 = minimal, 2 = low,
3 = moderate, and 4 = high potential bias), the quality of
individual studies were assessed on the following domains:
(1) race/ethnicity definition (e.g., “non-Hispanic white”
was considered the description of white caregivers with
the least potential bias since it distinguishes between white
caregivers who are not Hispanic and Hispanic caregivers

who also identify as white) and selection methods (e.g.,
self-report was considered the gold standard), (2) simi-
larity of recruitment for different race/ethnicity groups, (3)
descriptors or adequate definitions of caregiving exposure
(e.g., specify hours per week or care, number of years of
caregiving), (4) adequacy of the descriptions of the care-
giver health outcome assessment methods (e.g., CES-D is
a reliable and valid measure of depression and therefore
rated as having low potential bias), (5) adequacy of as-
certainment of dementia, and (6) adequate explanation of
the statistical methods for testing group differences, either
before or after adjustment for potential confounders. We
averaged the score over the six dimensions to obtain a final
overall quality rating. Minimal potential bias was defined
as an average score of 1.00-1.75, low potential bias as
1.76-2.50, moderate potential bias as 2.51-3.25, and high
potential bias as 3.26-4.00.

At least two coauthors independently rated the quality
of the methods reported in each of the articles included in
this review. If the discrepancy between two raters in the
overall quality rating for a particular article exceeded
1 point, the article was reviewed for risk of potential bias by
the other four coauthors and resolved by overall consensus.

Meta-Analysis

We used the metan and metaeff methods in Stata version
15 to carry out the meta-analyses. We first extracted care-
giver health data using means and standard deviations
(SD) (or standard errors [SE]) or counts where available,
and p-values and sample sizes from analytic models in
the cases where neither means (and SD or SE) nor counts
were available. The metaeff command was used to trans-
form outcomes from various studies to a common format,
yielding a standardized effect size and an SD (or SE) for
each individual effect (Kontopantelis and Reeves, 2015).
We first pooled effects for each study, which yielded a
study-specific effect size and 95% confidence interval (CI),
and then weighted the studies by sample size in the subse-
quent meta-analyses.

For each meta-analysis, we calculated an overall ef-
fect size between the white caregiver group and the non-
white/minority caregiver group using the metan command
(Harris et al., 2008), which uses Cohen’s method (1988)
to pool all effects and express the overall effect in units
of standardized mean differences. A 95% CI was also cal-
culated for the overall effect size. This command employs
a random-effects model using the method of DerSimonian
& Laird (1986), with an estimate of heterogeneity taken
from the Mantel-Haenszel model (StataCorp, 2019). The
chi-squared statistic was used as a test of the heterogeneity
for individual study effect sizes.

We only identified one eligible study with comparisons
between white and East Asian caregivers (Adams, Aranda,
Kemp, & Takagi, 2002). We did not include these
comparisons in our meta-analyses but did include effects
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from other race comparisons in this study. As such, we
conducted separate meta-analyses for studies comparing
white caregivers to African American caregivers and for
studies comparing white caregivers to Hispanic/Latino
caregivers (Table 3). For each comparison, we conducted
meta-analyses for (1) all studies, (2) population-based
studies only, (3) convenience sample studies only, (4) studies
with minimal bias, (5) studies with low bias, and (6) studies
with moderate bias. Within each of these six categories,
we conducted separate meta-analyses for (1) all effects,
(2) effects characterized as psychological or emotional
well-being (e.g., depression, strain, stress, or burden), in-
cluding subjective appraisals, and (3) effects characterized
as physical well-being (e.g., blood pressure, HbAlc, sali-
vary cortisol level). We further stratified the effects for
psychological or emotional well-being into “depres-

» «

sion,” “appraisal,” and “other” (Table 4). Negative effect
estimates indicated lower score on outcome for the non-
white/minority caregivers compared with white caregivers.
All outcomes were coded with higher scores corresponding

to worse health.

Results

Table 2 lists 38 studies that were included in the meta-
analysis in chronological order. Twenty-two
(57.89%) compared white caregivers to only African
American caregivers, eight studies (21.05%) compared
white caregivers to only Hispanic/Latino caregivers, and
eight studies (21.05%) had both comparisons. Two (5.26 %)
of the studies were population-based and 36 (94.74%)
used convenience samples. Nearly every study (n = 37;
97.37%) assessed outcomes related to caregivers’ psycho-
logical well-being, while only 17 (44.74%) assessed phys-
ical well-being. Results from the risk-of-bias assessment
are also summarized in Table 2. Of the 38 studies rated,
16 (42.11%) had minimal potential bias, 13 (34.21%) had
low potential bias, and 9 (23.68%) had moderate poten-
tial bias. None of the studies were scored as having high
potential bias.

studies

Measures

Table 2 summarizes the instruments used to measure psy-
chological well-being that were used in each study. Several
constructs were measured using different instruments across
studies. For example, both the Center for Epidemiological
Studies—Depression (CES-D) scale and the Geriatric
Depression Scale were used to measure depression in mul-
tiple studies. A subscore for the brief symptom index (BSI)
was also used as a measure of depression in one study
(Haley et al., 1995).

Measures of appraisal included any subjective reaction
to caregiving that was not an indicator of overall well-being
could be applied to both caregivers and noncaregivers. In

our study, measures of appraisal included caregiver bother,
stress, strain, distress, burden, self-efficacy, satisfaction,
mastery, positive aspects of caregiving, as well as specific
types of appraisal including the need to know more, being
able to accept the situation, etc.

Outcomes in the group for “other” include life satis-
faction index, subscores for the BSI excluding depression,
anxiety, negative outcomes, positive affect, positive cog-
nition, symptoms subscale, somatic symptoms, hostility,
psychological well-being, general symptom index, spiritual
well-being, and psychological symptoms measured by the
Symptom Checklist 90 (SCL-90).

Meta-Analysis

Table 3 summarizes results from the meta-analysis using
the random-effects model. Stratified analyses for race/eth-
nicity comparison showed that effects for psychological
well-being were significantly lower for African American
caregivers compared with white caregivers, indicating
better outcomes for African American caregivers. This ef-
fect held for studies at all levels of potential bias. When
compared with white caregivers, African American
caregivers had significantly better physical well-being
in minimal-bias studies (p = .016), no difference in low-
bias studies (p = .95) and significantly worse health in
moderate-bias studies (p < .001).

Results for comparisons between Hispanic/Latino
caregivers and white caregivers were less consistent. Overall,
Hispanic/Latino caregivers had no differences in psycholog-
ical well-being compared with white caregivers. However,
they were found to have better psychological well-being
in minimal-bias studies (p < .001), but worse psycholog-
ical well-being in low-bias (p = .036) and moderate-bias
studies (p = .001), compared to white caregivers. Overall,
Hispanic/Latino caregivers had worse physical well-being
than white caregivers (p = .005), which was also observed
among studies with moderate bias. There were no studies
with low bias that included physical well-being outcomes;
among studies with minimal bias, there was no difference
on physical well-being.

Opverall effect estimates from population-based studies
(n = 2), both of which only had comparisons between
African American and white caregivers, showed signif-
icantly better psychological well-being (p = .033) but
worse physical well-being (p = .014) in African Americans.
Analysis of the convenience sample studies showed better
overall and psychological well-being for African Americans
(p <.001) and worse physical well-being in Hispanic/Latino
caregivers (p = .005), compared with white caregivers.

Table 4 summarizes results from the analysis of psycho-
logical well-being, categorized into appraisals, depression
and other, the last of which consists of all other measures
of psychological well-being. The only measure of physical
well-being included in this analysis was physical strain from
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Badana et al. (2019), which we categorized as a measure of
appraisal due to the subjective assessment of strain.

African American caregivers had lower depression and
better appraisals than white caregivers in convenience
sample studies as well as studies at all levels of potential
bias (ps < .05). Two population-based studies included the
appraisal outcome (three effects: physical strain and emo-
tional stress from Badana et al. (2019); burden from Kim
et al. (2007), with results indicating nonsignificantly better
appraisals for African American caregivers (p = .06), and
only one population-based study included depression (one
effect from Kim et al.), which showed no difference be-
tween African American and white caregivers.

Overall, Hispanic/Latino caregivers had higher de-
pression than white caregivers, an effect that held
across studies with all levels of potential bias. Although
Hispanic/Latino caregivers also had better appraisals
than white caregivers in the overall analysis (p < .001)
and among studies with minimal levels of bias (p < .001),
no differences were observed among studies with low or
moderate levels of bias.

Discussion

In the present study, we provide an updated systematic re-
view and meta-analysis from Pinquart and Sorensen (2005)
on race differences in dementia caregivers, with a focus
solely on dementia caregiving, and only on physical and
psychological well-being. We found that African American
dementia caregivers had better psychological well-being
than white dementia caregivers, with small effect sizes (ap-
proximately d = 0.20 standard deviation units) observed in
both convenience samples (d = -0.213; 95% CI: -0.252,
-0.174) and population-based studies (d = -0.222; 95%
CIL: -0.426, -0.019). Results for population-based studies
were particularly interesting because neither of the studies
(Badana et al., 2019; Kim et al., 2007) reported significant
differences, but the combined effects were significant in
our analyses. This difference was also found on measures
of both depression and appraisal, though the effect for de-
pression was not significant in population-based studies. We
found that Hispanic/Latino dementia caregivers had worse
physical well-being than white dementia caregivers, an effect
that was attenuated in studies with minimal potential bias.

Our meta-analysis confirmed findings from previous
studies showing that African American caregivers have
better measures of psychological well-being than white
caregivers, corroborating findings from Pinquart and
Sorensen (20035), with our analyses focusing only on de-
mentia caregivers. Although our study did not explore
mechanisms behind the difference in well-being, several
studies have proposed potential explanations. Factors
contributing to this difference may include higher levels
of religiosity and familism. In a qualitative study, Epps,
Rose, and Lopez (2019) found that African American pri-
mary caregivers of dementia patients are supported by a

network of family members that extend beyond the dyad.
This additional source of support provided by the family
structure may explain the better health outcomes that they
experience. Furthermore, Dilworth-Anderson, Brummett,
Goodwin, Williams, Williams, & Siegler (2005) found that
African American caregivers scored higher on the Cultural
Justifications for Caregiving Scale (CJCS) compared with
white caregivers, suggesting that African Americans pro-
vide care due to interdependence of family and community
members as well as reciprocity expected within families.

Interestingly, the effect for physical well-being in
comparisons between African American dementia
caregivers and white dementia caregivers was different at
each level of bias. Only our findings from the moderate-
bias studies corroborated findings from previous studies
showing worse physical well-being in African Americans
(Kim et al., 2007). Among minimal-bias studies, African
American dementia caregivers had better physical
well-being compared with white dementia caregivers. This
discrepancy among studies shows that high risk of bias in
a research study may lead to significant associations being
obscured, or even reversed. These issues are complicated in
that African American caregivers are less likely to be spouse
caregivers than whites, and African American caregivers
are often younger than white caregivers (Badana et al.,
2019). Another important issue is that African Americans
report lower self-rated health than whites in the general
population (Assari, Lankarani, & Burgard, 2016). In one
of the few studies to compare African American and white
caregivers and noncaregivers, Haley and colleagues (1995)
found that African American caregivers and noncaregivers
reported poorer self-rated health than white caregivers and
noncaregivers. Going forward, developing protocols with
minimal or low risk of potential bias, controlling for dem-
ographic factors, and inclusion of noncaregiving controls
could improve our understanding of the true association
between the race/ethnicity of dementia caregivers and their
physical well-being.

Previous studies have found worse physical well-being
for Hispanic/Latino dementia caregivers compared with
white dementia caregivers (Gallagher-Thompson et al.,
2006), which we confirmed in our overall analysis as well
as studies with minimal bias. Caregiving has previously
been found to have very small effects on physical well-being
(Pinquart & Sorensen, 2003); so, this difference is likely
explained by factors outside of caregiving such as a lack
of access to health care, poor insurance, or racial or ethnic
discrimination (Williams & Wilson, 2001). Although we
did not find differences between Hispanic/Latino dementia
caregivers and white dementia caregivers in overall psy-
chological well-being, we found that the former group has
higher levels of depression across studies with all levels
of bias in our meta-analysis. This is corroborated by evi-
dence that Hispanic/Latino caregivers are at higher risk of
depression than non-Hispanic white caregivers (Dilworth-
Anderson et al., 2002; Harwood et al., 1998; Janevic &
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Connell, 2001). Pinquart and Sorensen (20035) attributed
this phenomenon to care recipients’ greater behavior
problems, poorer relationship quality with the care recip-
ient, and lower levels of formal support usage. Montoro-
Rodriguez and Gallagher-Thompson (2009) found higher
usage of avoidance strategies among Latina dementia
caregivers compared with white dementia caregivers,
which has been linked to subsequent anxiety and depres-
sion (Fisher & Lieberman, 1996). As such, Hispanic/Latino
caregivers may benefit from intervention on this aspect
of coping through strategies such as cognitive-behavioral
therapy, which has previously been found to be efficacious
for reducing depressive symptoms in Hispanic/Latino de-
mentia caregiver populations (Gallagher-Thompson &
Coon, 2007).

In comparisons between Hispanic/Latino dementia
caregivers and white dementia caregivers, psychological
well-being was significantly better for the Hispanic/Latino
group in minimal-bias studies but worse in low-bias and
moderate-bias studies, leading to a null effect overall. This
may be due to several reasons. First, there were fewer studies
and effects, which may yield measures of association that
are not necessarily representative. Furthermore, Hispanic/
Latinos consist of a heterogeneous group with subgroups
including Cuban Americans, Mexican Americans, etc.,
all of whom experience unique health-related challenges
that may not be generalizable to the entire group. In most
studies included in the meta-analysis with comparisons be-
tween Hispanic/Latino caregivers and white caregivers, in-
formation about the former’s country or countries of origin
was not reported. If there were significant effects in either
direction, the heterogeneity within this group may have led
to those effects being obscured.

Only two population-based studies were identified
in this systematic review and we were unable to defini-
tively conclude whether selection bias in recruiting mi-
nority caregivers leads to biased comparisons with white
dementia caregivers. Interestingly, although African
American dementia caregivers had better psychological
well-being compared with white dementia caregivers in
both population-based and convenience sample studies, the
effect for depression was attenuated in population-based
studies. Based on our hypothesis, this may show that what
could be predominantly clinical populations for white de-
mentia caregivers in convenience samples led to worse psy-
chological well-being than what is representative of this
population of caregivers. However, only one effect for de-
pression was extracted from Kim and colleagues (2007)
among the population-based studies. Although it would
have been ideal to conduct stratified analyses for different
measures of psychological well-being in addition to de-
pression and appraisals (e.g., anxiety), there was an insuf-
ficient number of effects for most other measures and they
were often not well-defined constructs (e.g., positive cogni-
tion or positive affect). More population-based studies on
differences in dementia caregiver health and well-being are

needed to better understand whether this trend for depres-
sion applies to other measures of psychological well-being.

There are several limitations to our study. We focused
on extracting effects on health-related outcomes and ap-
praisal, but not all effects may be due to caregiving and
many may be attributable to baseline health status of each
group. We tried to remove all duplicate outcomes across
multiple papers from the same studies (e.g., the REACH
Iand I studies), but it was sometimes unclear whether mul-
tiple papers analyzed the same data from the same study.
We excluded some articles because the analysis methods
used in the original paper did not provide sufficient data
for our analyses. For example, a population-based study
by Knight et al. (2007) was excluded because caregiver
data were not reported separately from noncaregiver data.
We were unable to include comparisons between Asian
American caregivers and white caregivers because only
one eligible study was identified. Despite these limita-
tions, the present study provides important information
about differences in psychological and physical well-being
of African American and Hispanic/Latino dementia
caregivers compared with white dementia caregivers, ac-
counting for methodological rigor and sampling strategies
employed across 38 studies.

There are two key methodological improvements
needed to further our understanding of the impact of de-
mentia caregiving across multiple racial/ethnic groups.
First, more population-based studies that oversample
or focus on minority groups are needed. There are note-
worthy examples in the existing literature including the
National Health and Aging Trends and National Study
of Caregiving studies, both of which oversampled African
Americans (Kasper, Freedman, & Spillman, 2016), and the
Hispanic-EPESE study (Hahn, Kim, & Chiriboga, 2011).
Future studies should use population-based samples of cul-
turally distinct subgroups of Hispanic/Latino, Asian, and
American Indian caregivers, accounting for factors such
as country of origin and tribe. For example, differences
have been found between Americans of Cuban, Mexican,
and Puerto-Rican descent in physical and mental health
(Ai, Carretta, & Aisenberg, 2017) as well as between de-
mentia caregivers from diverse American Indian tribes
(Martindale-Adams et al., 2017). Second, there is a great
need for community-based studies that can provide infor-
mation on unique cultural groups in given communities.
In particular, studies should aim to assess the physical and
psychological well-being of understudied groups, such as
Asian American and American Indian caregivers, in order
to understand the challenges they face in this role. In such
studies, researchers should aim to recruit caregivers from
these groups by identifying and forming relationships
with community leaders, conducting direct outreach, pro-
viding opportunities for community involvement and feed-
back in the research study, and communicating how these
communities might benefit from the research. More infor-
mation is also needed about caregiver recruitment methods
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and whether these methods differ by group when multiple
racial or ethnic groups are included in the analysis.

Previous research on dementia caregiver intervention
has generally supported the idea that culturally diverse
caregivers share many common stressors (e.g., managing
ADL and behavioral problems, work and family strains) but
that interventions should be adapted to be culturally appro-
priate to diverse groups (Gallagher-Thompson et al., 2003).
In some instances, such as intervention for American Indian
dementia caregivers, interventions must be more specifically
tailored to address variability in local or tribal customs and
resources (Martindale-Adams et al., 2017). Our finding
that African American caregivers have better psychological
well-being compared with white caregivers does not mean
that African American dementia caregivers do not need
intervention. For example, African American caregivers
may have better psychological well-being compared with
white caregivers, but mixed results for measures of phys-
ical well-being may indicate that they need more resources
in other domains of caregiving such as health care utili-
zation. Researchers carrying out interventions should take
into account the fact that African American caregivers pro-
vide care with fewer financial resources and may face is-
sues related to accessibility and affordability of health care
resources. An increased focus on topics such as education,
skill training, and faith-based resources may be appro-
priate (Gallagher-Thompson et al., 2003), especially given
the evidence that faith-based interventions benefit African
American caregivers (Iris, Berman, & Stein, 2014).

In summary, future research should aim to identify and
analyze specific domains of needs of diverse caregivers in
order to provide more targeted supports and services. As
the burden of dementia grows nationally and worldwide,
our understanding of the health and well-being of dementia
caregivers is key to providing adequate resources for this
group in the coming years.
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