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Abstract

Introduction: Ethnicity influences dementia etiology, prognosis, and treatment, while

culture shapes help-seeking and care. Despite increasing population diversity in high-

income settlement countries, ethnic minorities remain underrepresented in dementia

research.We investigated approaches to enhance the recruitment, and consistent col-

lection and analysis of variables relevant to, ethnic minorities in dementia studies to

make recommendations for consistent practice in dementia research.

Methods:We did a scoping review, searching Embase, PsycINFO, Medline, CENTRAL,

and CINAHL between January 1, 2010 and January 7, 2020. Dementia clinical and

cohort studies that actively recruited ethnic minorities in high-income countries were
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included. A steering group of experts developed criteria through which high-quality

studies were identified.

Results: Sixty-six articles were retrieved (51 observational; 15 experimental). Use of

interpreters and translators (n = 17) was the most common method to facilitate par-

ticipant recruitment. Race and ethnicity (n= 59) were themost common variables col-

lected, followed by information on native language (n = 14), country of birth (n = 9),

and length of time in country of settlement (n = 8). Thirty-three studies translated

or used a culturally validated instrument. Twenty-three articles conducted subgroup

analyses based on ethnicity. Six high-quality studies facilitated inclusion through com-

munity engagement, collected information on multiple aspects of ethnic diversity, and

adjusted/substratified to analyze the impact of ethnicity on dementia.

Discussion: We make recommendations for consistent recruitment, collection, and

reporting of variables relating to ethnic and cultural diversity in dementia research.

KEYWORDS

dementia, ethnic minorities, research, underserved

1 BACKGROUND

It is now well established that in most high-income countries (HIC;

e.g., the United States, UK, and Australia) ethnic-minority communi-

ties havedifferent dementia etiologies, prognosis, and treatment;1 pat-

terns of help-seeking;2,3 care practices;4 and experiences of marginal-

ization and systemic racism.5,6 Collectively, these factors contribute to

ethnic disparities in dementia.

With increasing population diversity and longevity due tomigration,

advances in public health, and social and economic development, eth-

nic minorities must have equitable access to health and care across the

life course. This includes not only benefiting from the latest advances

in dementia research7,8 but also ensuring that such scientific advances

are derived from the inclusion of diverse communities in research.

Unfortunately, dementia research remains largely void of

diversity.1,9 A systematic review of 96 randomized controlled tri-

als (RCTs) to improve cognition related to dementia (total of 37,278

participants) found only 39 trials (39.4%) reported ethnicity and only

11.4% (95% confidence interval [CI], 7.5–15.9%) of all participants

were non-White.10 Underrepresentation of ethnic minorities in

research means that clinical and policy decisions are likely to be based

on data that reflect the needs of only some groups and not others. The

problem has been widely recognized by dementia researchers1 and is

also endemic tomedical research.11

In this article, we refer to ethnic, cultural, and linguistic diversity and

have avoided the use of the word “race” in our own analysis. Ethnic-

ity and race are polemic concepts, difficult to define, and often used

interchangeably. However, the terms are distinctive; ethnicity refers to

a sense of personhood or shared descent based on national origin, cul-

tural background (including language), and/or religious beliefs.12 Defi-

nitions of ethnicity locate it as self-identified, identified by others, and

associating specific behaviors with a particular ethnic group. Impor-

tantly, ethnicity is not static, but a dialectical concept evolving in rela-

tion tomigration, kinship patterns, and other social and cultural trends.

All humans have an ethnicity, although those who belong to a majority

ethnic groupmay not see themselves as being “ethnic.”12

Race, on the other hand, is a classification, a signifier, and a

synonym.13 As a classification, biological ideas of race, dominant from

the early 19th century, were the basis on which human popula-

tions were divided into subcategories mainly based on visible physical

characteristics.14 This concept is widely discredited as the biological

basis of race is much more dynamic than such classifications posit. By

contrast, race as a signifier refers to the social practices on the basis of

physical markings and (falsely) imputed behaviors directed at particu-

lar groups, and is closely related to the third concept of race as a syn-

onym for the intersections among identity, history, trauma, and struc-

tural racism.13 Put more simply, “race as biology is fiction, racism as

a social problem is real.”15 For this reason, race continues to be con-

sidered important in understanding health disparities research as a

sociopolitical rather than biological category.16

Recognizing the different logics underpinning ethnicity and race,

some scholars advocate treating them as distinct categories;17 oth-

ers do not.18 Consequently, there is conflation of the two categories

in many studies. Therefore, in this scoping review we treat these cate-

gories as distinct in our analyses but not when it comes to reporting on

studies that treat them similarly. Such an approach has precedent (for

example Torres’ work17).

To promote the consistent collection of data on ethnic and cul-

tural diversity in dementia, researchers have identified the need for

evidence-based strategies to enhance recruitment of ethnic minorities

as well as the need for more robust reporting mechanisms for the col-

lection and analysis of data relevant to ethnicity and culture.1,19 Part of

the challenge that dementia researchers and policymakers face is diffi-

culty in knowing which variables to include to address issues of ethnic,
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cultural, and linguistic diversity. For while governments may set stan-

dards for the collection of a minimum set of variables that capture eth-

nic diversity (e.g., country of birth, language spoken at home, English

proficiency), the ethnic diversity of minority populations in HICs as it

relates to dementia risk and treatment is a complex issue. This com-

plexity can be captured through a number of variables that can impact

health individually, and/or in concert with each other, and/or at the

intersection of other cognate factors such as socioeconomic status,

segregation, and discrimination.11 There is no single variable for eth-

nicity in settlement countries; rather, variables are multiple and inter-

secting.

Furthermore, there is inconsistency in the collection of informa-

tion relating to ethnic differences, and studies have shown that the

collection of information related to ethnicity and culture is often

incomplete.20 Analyses of health disparities are also hampered by

inconsistent measurement of related variables, making comparison

across studies difficult.11 While a multi-dimensional approach to cap-

turing ethnic diversity is recommended, it is also acknowledged that

what counts as relevant may differ based on context.21

Concerned with the underrepresentation of ethnic minorities in

high-income countries of settlement and the associated contextual

issues in conducting such research, this scoping review responds to

some of these challenges. Our objectives are 3-fold: First, to investi-

gate approaches to enhance the recruitment of, and consistent collec-

tion and analysis of variables relevant to, ethnic minorities in dementia

clinical and cohort studies inHIC. Second, to identify high-quality stud-

ies in this area. Finally, to make recommendations for consistent prac-

tice in dementia research based on the evidence.

2 METHODS

2.1 Design

Given the exploratory and broad nature of our aims, a scoping review

methodology was selected. Systematic reviews are useful for answer-

ing well-defined research questions with a narrow, specialized scope,

but are less relevant when little is known about a topic and thus a

broader search and scoping of literature is initially required.22,23

We applied the PCC (population, concept, and context) mnemonic

to guide development of our research questions and review title,

described in the Joanna Briggs Institute’s Manual for Evidence

Synthesis.24 Munn et al.25 note that while the PICO (population, inter-

vention, comparator, outcomes) mnemonic for question development

is the most well known and widely used, reviewers often force their

reviews into this format, which is designed specifically to cater to the

information needs of systematic reviews of interventions. As this was

a scoping review, and one taking in a broad range of study types and

designs, the PCC format was assessed as themost suitable as the “con-

cept” under review can accommodate this range.

The protocol (unpublished) operationalized the PCC as follows:

population—ethnic minorities with dementia, ethnic minorities with-

out dementia, caregivers of people from ethnic minorities with demen-

RESEARCH INCONTEXT

1. Systematic Review: With migration and ageing, high-

income countries have increasingly older ethnically

diverse populations, many of whom will experience

dementia. Despite the relevance of ethnicity and culture

to multiple aspects of dementia, ethnic minorities remain

underrepresented in dementia research. This means

information about ethnic and cultural diversity that

would enable understanding of dementia in different

communities are not consistently collected and reported.

2. Interpretation: The reviewsynthesises evidence fromthe

published academic literature to make recommendations

for dementia research. In doing so, clear standards are

offered around the recruitment, collection, and reporting

of variables relating to ethnic diversity to support greater

representation of minorities in dementia research.

3. Future Directions: These recommendations can enhance

consistent practice and greater inclusion of minorities

in dementia research. Recommendations may also have

salience for medical research and may strengthen the

evidence-base on reducing ethnic disparities in health-

care.

tia; concept—recruitment, collection, and reporting of variables relat-

ing to ethnic and cultural diversity in trial and cohort dementia stud-

ies covering risk, prevention, prevalence, incidence, treatment, and/or

care; context—minority racial/ethnic/cultural/linguistic status in HIC.

2.2 Search strategy and selection criteria

Embase, PsycINFO, Medline, CENTRAL, and CINAHL were searched

using terms such as “ethni*,” “race,” “minorit*,” “migrant,” “culture”

AND “Alzheimer’s,” “Parkinson’s,” “neurocognitive disorder” AND

“RCT,” “cohort,” “case control,” “longitudinal” (full search strategy is in

Appendix A in supporting information).

Inclusion criteria were: a priori intention to recruit ethnic minori-

ties into the study; conducted in countries defined asHIC by theWorld

Bank (2020); published January 1, 2010 to January 7, 2020; and trial

or cohort study design. We only included studies on dementia risk if

the mean age of participants was 65+ and incident dementia or mild

cognitive impairment (MCI) was the primary outcome. Studies were

excluded if they did not meet these criteria and/or focused on out-

comes such as: instrumentality (e.g., validation or translation of diag-

nostic tools, etc.); knowledge, attitudes, and perceptions unless linked

to dementia outcomes; caregivers, where not relevant to the care of

ethnicminority peoplewith dementia; risk or prevention studieswhere

the sample mean age is below 65 and dementia or cognitive impair-

ment is not the primary outcome (must meet both criteria); studies not
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about dementia or where dementia is incidental (e.g., one amongmany

chronic conditions reported on).

2.3 Data analysis

Two authors (SC and JS) screened the abstracts in Covidence, then

independently screened all the full texts. Discrepancies were resolved

by a third reviewer (BB). As there is no gold standard for report-

ing on ethnicity in medical research, the team developed via consen-

sus 19 data points drawing on our collective disciplinary expertise

in dementia, psychology, public health, epidemiology, health and data

policy, healthy equity, ethnic disparities, and consumer experience as

well as our experience in research institutes, advocacy groups, policy

and funding bodies, data agencies, and ethnic minority communities

(anonymous is a consumer from an ethnic minority).

Six authors (SC, JS, SE, AT, AM, and FC) extracted data on these

19 points: country; setting (e.g., urban/rural); study design; dementia

study type; aims; population; sample size; mean age; sex ratio; recruit-

ment source; techniques used to facilitate recruitment and partici-

pation of ethnic minority participants; techniques used to enhance

retention; ethnicity-related variables collected; measures of diver-

sity created; culture-specific tools used; analyses performed on eth-

nic and cultural-related variables; type of data analyzed (e.g., categori-

cal/continuous); corrections, adjustments, and subgroup analyses con-

ducted; and whether there was triangulation of measures of ethnicity

and culture. These data points were derived via consensus, drawing on

the team’s knowledgeof howvariables onethnicity areoperationalized

in government-funded statistics agencies (e.g., theAustralianBureauof

Statistics), medical, and gerontology literatures.17,26,27

Though quality assessment is not a requirement for scoping

reviews,24 we also developed the following proxy indicators of good

practice in conducting research with ethnic minorities: whether

researchers described the strategies they used to recruit, support, and

retain participants in their research; triangulation for ethnic and cul-

tural diversity through the collection of more than one variable cap-

turing this diversity; using assessment tools that were adapted or

designed specifically for ethnic minorities; and investigating diversity

through subgroup analyses, corrections, or adjustments. Similar to the

data extraction points, these quality indicators were derived via con-

sensus, drawing on the team’s wider knowledge of recommendations

for more granular reporting on ethnicity in medical research.7,28,29 We

acknowledge that these are rough, untested proxy indicators that do

not take into consideration the broad sweep of study types included

in this review and that may have missed other factors contributing to

dementia risk, diagnosis, treatment, and care in ethnic minorities. Nev-

ertheless, these indicators provide a starting point and studiesmeeting

all these criteria were further analyzed as examples of good practice.

3 RESULTS

There were 66 eligible articles (see Figure 1) of which 20 comprised

results from 8 large studies. These included six from the Washington

Heights–Inwood Columbia Aging Project (WHICAP),30–35 three from

the Sacramento Area Latino Study on Aging (SALSA),36–38 and two

from the Honolulu–Asia Aging Study (HAAS).39,40 There was one arti-

cle from the Resources for Enhancing Alzheimer’s Caregiver Health

(REACH) study,41 and two from REACH II.42,43 There were two arti-

cles each from a study of biomarkers for Alzheimer’s disease (AD)

in African-Americans,44,45 a caregiver intervention among Hispanic

Americans,46,47 and a genetics study on Caribbean Hispanics with a

family history of AD.48,49 Where articles are from the same studies, we

treated them as individual entities to capture the reporting and ana-

lytic practices that were article specific.We indicate where we refer to

practices (e.g., recruitment) that relate to studies as a whole.

The majority of articles came from studies that were conducted in

theUnited States (n=57), including threemulticenter studies basedon

research conducted in the United States, Puerto Rico, and the Domini-

can Republic (see Appendix B in supporting information). Included in

the prioritized articles were five based in Australia, two in the UK,

and one each in the Netherlands and Singapore. The majority of arti-

cles were from observational studies, while 16 described studies with

experimental designs, including 13 RCTs and three non-randomized

intervention studies. While RCTs are considered the highest quality

of evidence for medical interventions, as our questions in this review

were methodological rather than clinical, we have not given prece-

dence to evidence from RCTs. Nevertheless, we note that 10 of the 13

RCTs included were caregiver interventions and the 3 remaining stud-

ies were interventions for help-seeking,50 MCI,51 and an RCT looking

at how knowledge of race affects diagnosis.52 Five articles were about

culturally tailored interventions including, for example, the develop-

ment of a “fotonovela” picture book illustrating coping strategies, pro-

moting help-seeking, and stress management for Latino caregivers.53

Others tested general interventions withmulti-ethnic groups.

The topics in dementia covered by these 66 articles included 24 on

risk and prevention, 22 on care, 10 on dementia prevalence and inci-

dence, 5 on treatment andmanagement, 3 on prognosis, and 2 on diag-

nosis. Sixteen articles dealt with people with or without dementia, and

22 were concerned with family caregivers, including caregiving dyads.

Six articles were based on studies that included participants with and

without cognitive impairment, one with and without memory prob-

lems, while 14 drew samples from a general population of older adults.

Five genetic studies included people with a family history of dementia,

while two studies covered deceased individuals with a dementia diag-

nosis at time of death.

Of the 57 articles based on studies conducted in the United States:

22 focused on African-Amercians; 21 on Hispanics or Latinos includ-

ing the three SALSA articles; 8 on a multi-ethnic population (three

of which were from the WHICAP study), 4 each on Mexican Amer-

icans and Caribbean Hispanics, 2 articles each that focused on Chi-

nese Americans and Japanese Americans (both from HAAS), and 1

on Puerto Ricans and Spanish-English bilinguals. The Australian stud-

ies included three on multi-ethnic minority groups,54–56 Spanish and

Chinese speakers,57 and Greek and Italian Australians.58 The two UK

studies looked at Black African, Black Caribbean, and Black British

people,50 and people with Indian and Pakistani backgrounds.59 The
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F IGURE 1 Preferred Reporting Items for Systematic Reviews andMeta-Analyses (PRISMA) flowchart showing inclusion process

study from Singapore, which has a majority ethnic Chinese population,

focused on the ethnicminority groups fromMalaysia and India,60 while

theNetherlands study looked at overseas-born people of Turkish, Suri-

namese, andMoroccan backgrounds.61

3.1 Strategies to recruitment and retain
participants

Thirty-seven articles reported on strategies to recruit and sup-

port racial and ethnic minorities’ participation in their research (see

Table 1). Using interpreters and translating study materials was the

most common technique used (n = 17), with two articles from the

WHICAP study.34,35 This included the translation of study materi-

als into the participants’ preferred languages, advertising through

flyers in English and the target population’s language, and provid-

ing the option for interventions to be delivered in participants’ pre-

ferred language.34–36,38,41,42,53,55,56,58,61–67 Thirteen articles reported

the use of bilingual and bicultural workers, including employing bilin-

gual research assistants, having participants assessed by a physician

who spoke their language, andmaking use of race-concordant commu-

nity health workers38,51,53,54,57,58,61,64,68–72 (see Table 1).

Researchers commonly gave community presentations to facil-

itate recruitment with six articles reporting having adopted this

strategy.41,64,68,73–75 Five articles reported on providing flexible

modes of participation,38,61,68,69,74 while four provided monetary

compensation.50,76–78 Four articles described community-based out-

reach methods including word of mouth, attendance at health fairs,

and community surveys.72,79–81 Two articles reported on flexible

approaches to information gathering such as triangulating through

consultation with family members and clinical staff to address prob-

lems in documentation for ethnic-minority patients.56,72
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Other techniques included providing options for study question-

naires to be filled out in writing or verbally to cater to partici-

pants who were not literate,82 making use of simplified language

in study materials,63 and providing training in cultural sensitivity

for researchers working on such projects.54 Researchers commonly

recruited through specialist clinics with high ethnic-minority patient

caseloads such as memory clinics in Chinatown82 or primary care clin-

ics in predominantly ethnic-minority neighborhoods.50 Other common

sources of recruitment were community organizations and places of

worship.

Only one article reported on retention.76 Kajiyama et al.76 reported

6 of a total of 25 participants dropping out of an intervention study

trialing an online “Webnovela” due to lack of time and other personal

issues. The researchers provided flexibility within the study protocol

for participants to choose time and frequency of engagement. Rabi-

nowitz et al.41 described the REACH study and cite an earlier REACH

article covering retention of participants. Some intervention sites in

the REACH study reported feeling as though they should provide some

kind of service (unspecified) to participants to ensure continued partic-

ipation in the project.83

3.2 Ethnic and cultural variables collected

Information on race and ethnicity was the most common variable

related to ethnic and cultural diversity that studies collected (n = 59,

89%). Items we coded as “race and ethnicity” included those that used

either or both of these terms or combinations of them such as “ethno-

racial group,”79 aswell as studies that focusedononeethnic group such

as Hispanics or Japanese Americans. Five studies were coded as hav-

ing collected information on “other ancestry.” These included genetic

ancestry,69 haplotype ancestry,84 ancestry and surname,64 as well as

country of family’s cultural roots.66

It was less common for studies to collect information on country

of birth (n = 9), and time lived in country of settlement (n = 8). Four-

teen articles (21%) reported on some aspects of participants’ language,

including language spoken at home,66 first or preferred language,55

bilingualism,34 age at which use of Spanish and English began,65 need

for interpreters for participation in study,56 and the language in which

study interviews were conducted.36,46

One-third of the articles (n = 22) collected more than one variable,

triangulating for cultural and linguistic diversity. Nine studies trian-

gulated with one other variable, six with two other variables, and six

with three or more other variables (see Table 1). For example, a study

from the Netherlands compared prevalence of dementia and cognitive

impairmentbetweennativeDutchand immigrants, definingparticipant

cultural background or ethnicity according to country of birth rather

thanother indicators of ancestry.61 Data in this studywere analyzedby

ethnic group (i.e., native Dutch, Moroccan-Arabic, Moroccan-Berber,

Turkish, Surinamese-Creole, and Surinamese-Hindustani). In another

study, Tang et al.85 examined the incidence and prevalence of cognitive

impairment among Chinese Americans, and explored the role of immi-

gration factors. The researchers collected information on reasons for

immigration (e.g., whether involuntary, in search of better life, or for

reunification with family), amount of time participants had lived in the

United States, age at which they hadmigrated. Acculturationwasmea-

sured using a 12-item questionnaire that covered preferred language,

type of media accessed, and preferences for ethnicity of people they

interact with. These were used as factors in logistic regression.

3.3 Analysis of ethnic and cultural data

Twenty-two articles (33%) used assessment tools that were tai-

lored to ethnic minorities, including versions in participants’ language

and measures with ethnic-adjusted norms. Ethno-specific tools used

included the Woodcock–Johnson Spanish psycho-educational battery

and PSEUDOMARKER software for analyzing more complex family

structures in multigenerational Caribbean Hispanic families;86 Atti-

tudes of People from Ethnic Minorities to Help-Seeking for Dementia

(APEND);50 and the Rowland Universal Dementia Assessment Scale

(RUDAS), which was used if English was not the participant’s first

language.56

In 23 articles, the authors carried out some kind of subgroup analy-

sis. Two articles controlled for years lived in country,34,53 and one for

proficiency in language of the country of settlement.58 Reporting on

religious affiliation was relatively uncommon, with only two articles

doing so,52,59 while three other articles were from studies that inves-

tigated the role of religion in coping.41,43,78

3.4 High quality studies

Six articles met all of the quality assessment criteria (see

Table 2).34,50,58,64,69,82 Four were US studies and one each was

from the UK and Australia. To facilitate the participation of ethnic

minorities, researchers in these studies used tools developed or

adapted for the groups of interest. For example, researchers used

validated translated versions of instruments,50,64,82,87 or translated

and back-translated relevant test batteries for their participants.34

The participation of ethnic minority groups was also enhanced

through recruitment from clinics with high caseloads of groups of

interest,50,64,82 places of worship and community organizations,64

and direct presentations to communities by the research team.64

Employment of bilingual staff in the research team strengthened

recruitment64 and assessment.69 Other methods to facilitate eth-

nic minorities’ participation were providing flexible options for

participation,82 for example, by providing options for written and ver-

bal assessment to cater to differences in literacy,82 and providingmon-

etary compensation for participation.50

Cultural and linguistic diversity were triangulated using multiple

variables, and researchers controlled and adjusted for these to inves-

tigate differences in dementia among ethnic minorities. Data on eth-

nicity combinedwith data on age of migration,34 country of origin,34,50

years lived in settlement country,34,50,58 native language,34,58 profi-

ciency in the settlement country language,58,82 age,64,69,82 sex,64,69,82
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TABLE 2 Indicators of best practice

Author

Ethnic

minority-specific

tools used

Triangulation ofmethods

(more than onemeasure

of ethnic minority status:

e.g., country of birth,

language, visa, etc.)

Techniques to enhance

recruitment,

participation, retention

of ethnic minorities

Subgroup analysis or

correction/adjustment

for years in country,

language proficiency, or

visa type

Barral et al. (2015) Y Y

Brown et al. (2014) Y Y Y

Chao et al. (2014) Y Y Y Y

Cucciare et al. (2010) Y Y

Czaja et al. (2013) Y Y Y

Easom et al. (2020) Y Y

Feliciano-Astacio et al. (2017) Y

Filshtein et al. (2019) Y Y Y Y

Fitten et al. (2014) Y Y Y Y

Gallagher-Thompson et al. (2015) Y Y Y

Gardner et al. (2019) Y Y

Gelber et al. (2012)

Giebel et al. (2016) Y Y

Gollan et al. (2017) Y Y

Golub et al. (2017)

Gonyea et al. (2016) Y Y Y

Gonzalez et al. (2014)

Gottesman et al. (2016) Y

Graham-Phillips et al. (2016) Y

Higuchi et al. (2015)

Holland et al. (2011) Y

Howell et al. (2017) Y

Kajiyama et al. (2018) Y

Kamara et al. (2018)

Kaufman et al. (2010) Y

Kaup et al. (2019) Y

Lee et al. (2010) Y

Lee et al. (2012)

Leone et al. (2014) Y Y Y

Levy-Storms et al. (2017) Y Y

Livney et al. (2011) Y Y Y

Luchsinger et al. (2012)

Luchsinger et al. (2015) Y

Melrose et al. (2015) Y Y Y

Merritt et al. (2013) Y

Meyer et al. (2014) Y Y Y

Miller et al. (2015) Y Y Y

Moss et al. (2018)

Mungas et al. (2010) Y Y

Nervi et al. (2011)

(Continues)
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TABLE 2 (Continued)

Author

Ethnic

minority-specific

tools used

Triangulation ofmethods

(more than onemeasure

of ethnic minority status:

e.g., country of birth,

language, visa, etc.)

Techniques to enhance

recruitment,

participation, retention

of ethnic minorities

Subgroup analysis or

correction/adjustment

for years in country,

language proficiency, or

visa type

Noble et al. (2017) Y

Noble et al. (2012)

O’Bryant, Johnson, Balldin et al. (2013) Y Y

Ornstein et al. (2018)

Parlevliet et al. (2016) A47 Y Y Y

Rabinowitz et al. (2010) Y

Rajabli et al. (2018)

Ravenscroft et al. (2016)

Roche et al. (2018) Y Y Y Y

Rote et al. (2017) Y Y Y

Rovner et al. (2018) Y Y

Runci et al. (2012) Y Y Y Y

Shih et al. (2018) Y Y

Tang et al. (2019) Y

Teresi et al. (2012) Y Y

Tinklenberg et al. (2015) Y Y

Turner et al. (2017) Y

Vaingankar et al. (2016) Y

Vardarajan et al. (2015)

Vardarajan et al. (2017)

Wand et al. (2013) Y Y Y

Wharton et al. (2019)

Xiao et al. (2016) Y Y

Zahodne et al. (2014) Y Y Y Y

Zeki Al Hazzouri et al. (2013) Y

Zhu et al. (2019) Y Y

education,64,69,82 employment,50 and religion.50 For example, compar-

ing age of dementia diagnosis in Hispanic bilinguals and monolinguals,

Zahodne et al.34 collected information on age of migration, country

of origin, and years in the United States, using these as covariates

in their analysis. Similarly, Runci et al.58 in their study of Greek and

Italian Australians with dementia in residential aged care, controlled

for ethnicity, years lived in Australia, native tongue, and English profi-

ciency. The collection of information beyond race and ethnicity allowed

the researchers to be attuned to the multiple and intersecting vari-

ables that are relevant to dementia, ethnicity, and culture. For exam-

ple, Chao et al.82 were able to demonstrate the role of socioeconomic

status in dementia risk, treatment, and care among ethnic minority

groups. By recruiting sufficient numbers of participants from differ-

ent groups that supported subgroup analyses, these studies made con-

tributions to understanding differences in dementia etiology between

groups.69

4 DISCUSSION

4.1 Key findings

Excluding ethnicminorities fromresearchbasedon language, race, eth-

nicity, or culture fails to live up to the principle of justice, a core guiding

principle in medical research ethics.88 Addressing barriers to partici-

pation is a key component of greater inclusion in dementia research.

By investigating approaches to enhance the recruitment of, and consis-

tent collection and analysis of variables relevant to, ethnic minorities

in dementia clinical and cohort studies, our objectives were to identify

common strategies and high-quality studies in this area (Objectives 1

and 2).

Our key findings indicate that the most common techniques iden-

tified to facilitate recruitment and participation were the use of

interpreters and the translation of study materials, followed by the
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employment of bilingual and bicultural researchers. One-third of the

articles reported on the use of translated versions of assessment

tools or the use of measures with ethnic-adjusted norms. In the stud-

ies identified as high quality, ethnic minority participants were most

often recruited via community-based approaches typically compris-

ing gaining support for recruitment from service providers working

with ethnic minority communities,50,64,69,82 and engaging in commu-

nity outreach through community organizations and institutions.64

These findings reinforce that partnership with communities is an

important component of dementia research involving ethnic minor-

ity communities.89 As underscored in several systematic reviews,90–95

such partnerships enhance recruitment and retention in RCTs and

cohort studies by invoking feelings of altruism among participants

and hope for positive clinical outcomes, give access to best treatment

options, enhance community connectedness and peer support, and

build trust in doctor–patient relationships. However, as also pointed

out inGilmore-Bykovskyi et al.’s19 reviewof recruitment and retention

in dementia research, the strong focus on recruiting through primary

care and community settings means that there is a paucity of evidence

on what might work in acute care settings such as hospitals and emer-

gency departments. This is a missed opportunity, especially in those

HICs inwhichmany ethnicminority communities overwhelmingly seek

basic and primary care needs through such settings.19

Additionally, employment of researchers or clinical staff who spoke

the participants’ primary language38,51,53,54,57,58,61,64,68–72 or transla-

tionof studymaterials58 werekeyways inwhich researchersmadepar-

ticipation in dementia research accessible to ethnically diverse people.

The researchers used in-language versions of the relevant tools58,64,82

andwhere thesewere not available, translated andback-translated the

tools themselves.34 To further enable participation of ethnic minority

participants in their studies, researchers provided flexible modes of

participation that took into account different levels of literacy.82

Themost commonvariables collected in orderwere race andethnic-

ity, native language, country of birth, and length of time in country of

settlement. Only one study collected information on reason for migra-

tion, and this was related to the specific study aims.85 In the reported

analyses, years of education was themost common variable controlled

for. Only one study58 adjusted for English proficiency, which related to

the study aims.

Finally, studies that triangulated cultural and linguistic diversity

through multiple variables beyond race and ethnicity often provided

more nuanced analyses around diversity. This allowed greater appreci-

ationof howvariables such as socioeconomic status canhave an impact

on dementia prevention, treatment, and care.82 By recruiting sufficient

numbers to support subgroupanalyses,69 researcherswerealsoable to

make valuable contributions toward understanding differences in eti-

ology between groups.1

4.2 Recommendations

Our third objective in this review was to collate findings to make rec-

ommendations for consistent practices that will enhance the inclu-

siveness of dementia research (Objective 3). These recommendations

(Table 3), categorized as “essential” and as “highly recommended,” are

intended to be relevant to all dementia research forwhich the inclusion

of ethnic minorities is appropriate and possible.

Our recommendations, though derived from the dementia research,

have broader applicability to medical research. By systematically syn-

thesizing the evidence we have a better understanding of what has

worked and can build on this knowledge. Sound science requires

continuous evaluation and assessment to determine a rigorous evi-

dence base and the feasibility and transferability of an initiative. Too

often researchers note the underrepresentation of ethnicminorities in

dementia studies and medical research, but fail to offer practical ways

to overcome known barriers. Our recommendations address this gap.

In developing recommendations to address systemic inequities both

within and outside medical research, our findings show that there is

no “magic bullet” or “secret formula” for how to better include under-

represented ethnic minorities in dementia research and indeed more

broadly in medical research. Rather, it is an ongoing process, necessi-

tating an approach that recognizes diverse life experiences, involves

authentic collaboration, and solicits the participation of all stakehold-

ers in the research.96 New methodological approaches may emerge—

for example, co-design and co-production—but ultimately, understand-

ing local context, especially in marginalized communities, and how

power and conflict affect the health of themost vulnerable is critical.

4.3 Limitations

There are limitations in the articles on which our recommendations

are based. The included articles are overwhelmingly from the United

States. As the issues surrounding dementia in ethnic minorities may be

specific to historical and social contexts, context-specific reviews may

be of value. Another major limitation of the included articles was the

paucity in the reporting of retention and recruitment rates, which lim-

its our ability to comment on the effectiveness of the strategies used by

these studies to include ethnic minorities in their research.

The broad scope of this review, encompassing a range of topics and

study designs in dementia research, is an essential first step to syn-

thesizing the evidence of how ethnic and cultural diversity is treated

in clinical and cohort studies of dementia. This broad scope inevitably

requires sacrificing precision in some areas. First, in identifying high-

quality studies, we have used indicators that are applicable to most,

but not all, study designs. For example, the need for techniques to

recruit ethnic minorities may not be relevant to genetic studies draw-

ing samples from brain banks. Future research could investigate these

questions by focusing on specific study designs. Second, it is possi-

ble that our search excluded otherwise relevant studies that referred

to specific ethno-cultural groups in HIC, but that did not use other

terms related to ethnic minorities. Third, by also confining our search

to HIC, we might have also missed out on other approaches applied

in low- and middle-income countries to include ethnic minorities in

dementia research. Fourth, in covering recruitment, collection, and

reporting simultaneously, our methodological decisions may have
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TABLE 3 Recommendations to increase representation of ethnic minorities in dementia research

Essential Highly Recommended

Recruitment,

participation,

and retention

Use interpreters or bilingual/bicultural workers.

Translate studymaterials into participants’ preferred

language, using accredited translators where possible.

Work in partnership with communities (e.g., through the

use of community-based outreachmethods) to build

trust, raise awareness of, and engage communities in,

dementia research.

Use culture-appropriate tools (e.g., The Rowland Universal

Dementia Assessment Scale [RUDAS]; The Zarit

Burden Interview [ZBI]) andmaterials that take into

consideration differences in levels of education and

health literacy.

Design research that, where relevant, ensures recruitment

of sufficient participants in various groups to enable

subgroup analyses.

Consistent reporting on recruitment and retention rates

specific to ethnic minorities in dementia studies.

Collection and

reporting of

data

Use accredited interpreters and/or bicultural/bilingual

workers in the collection of data. Collect information on:
∙ Ancestry
∙ Languages (first, preferred or languages spoken at

home) and
∙ Country of birth
∙ Length of time in country of settlementa

∙ Conditions of migration (e.g., visa type)b

Use validated, culturally adapted instruments where

possible.Where these are not available, researchers

should consider undertaking the translation of these

instruments as it enhances the scientific contribution of

their research.

Collect information on religious or spiritual affiliation.c

Analysis Provide greater detail in descriptive statistics of sample

characteristics and comment onwhether the sample

reflects the target population.

Recognize the diversity within ethnic minority populations

(e.g., cultural differences inmeaning of dementia and

stigma).Where possible, use between-subgroup

analysis, rather than comparisons only between

minorities (combined) and themainstream population.

Adjust for relevant covariates such as years lived in

country of settlement, ancestry, and proficiency in

language of country of which is often correlatedwith

race and ethnicity.49

aTriangulating information on time in country and country of birth will capture important within-community differences (e.g., recent arrivals versus estab-

lished communities; first versus second generation).
bPre- and post-migration experiences differ among migrants (e.g., economic migrants compared to asylum seekers and refugees). Collecting information on

conditions of migrationwill contribute to how these differences influence dementia risk and help-seeking.
cWe recommend the collection of this information as religious affiliation and spirituality can be an important aspect of the diversity of ethnic minority popu-

lations, and is known to play a role in well-being after a diagnosis of dementia,50 how dementia is understood, and in whether help is sought.51.

reducedour ability to deal comprehensivelywith all these areas. In par-

ticular, our restriction of the review to articles published from 2010

onward excluded information about recruitment and retention from

some of the longitudinal studies in which this information might have

been published before the search period. We have provided informa-

tion about the studies in the review, and readers may wish to refer

to earlier publications from these studies (especially WHICAP, SALSA,

HAAS, REACH, and REACH II) for greater detail about techniques to

enhance recruitment, participation, and retention. Finally, the review

excluded evidence from gray literature, including government reports

using large datasets.

5 NEXT STEPS

The COVID-19 pandemic has disproportionately impacted many eth-

nic minorities across the world as existing inequalities associated with

ethnicity, race, sex, and poverty have intersected to further marginal-

ize already vulnerable groups. Medical research has a crucial part to

play as part of a wider global response to secure health justice for all.

An important part of this response is strengthening current research

guidelines to offer recommendations to researchers on how to plan

and report on a minimum set of variables related to ethnic diversity,

for example, extensions to existing research guidelines such as the

Standard Protocol Items: Recommendations for Interventional Trials

(SPIRIT) and Consolidated Standards of Reporting Trials (CONSORT)

statements. The international consensus underpinning the develop-

ment of these guidelines and their reach and imprimatur from fun-

ders, scholars, ethics and governance authorities, and publishers, can

be transformative of how we do medical research. Such guidelines

offer a standard way for authors to prepare reports of trials, facil-

itate complete and transparent reporting, and critical appraisal and

interpretation, which collectively will contribute to more transpar-

ent reporting of studies that include variables relevant to ethnicity.
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Widespread uptake of such guidance will also make it easier for deci-

sion makers (e.g., policy makers, evidence synthesizers, and guide-

line producers) to find and use evidence to reduce ethnic disparities

in health.

6 CONCLUSION

This scoping review offers recommendations for more consistent

recruitment, collection, and reporting on variables of ethnic and

cultural diversity in dementia research. Such recommendations can

improve the overall rigor of dementia research. More robust science

in turn can improve the well-being of ethnic minorities living with

dementia and their carers, help policy makers and program designers

reducehealth and care inequities, and ensure that ethnicminorities are

able to share in the benefits brought about by advances in dementia

science.
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