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Abstract

BACKGROUND: Despite higher dementia prevalence in racial
and ethnic minoritized communities, they are underrepresented
in Alzheimer’s disease clinical trials. Community-based
recruitment strategies are believed to yield positive outcomes
in various fields, such as cancer and cardiovascular clinical
trials, but their outcomes in Alzheimer’s disease and Related
Dementias (AD/ADRD) require further study. In this
systematic rapid review, we synthesized the available evidence
on community-engaged recruitment strategies in enhancing
participation in AD/ADRD clinical trials and observational
study participation.

METHODS: We searched and identified studies describing a
community-based recruitment approach for racial and ethnic
minoritized communities across seven databases (Pubmed,
OVID MEDLINE, Cochrane Central Register of Controlled
Trials, CINAHL, PsychINFO, Web of Science, and EMBASE).
RESULTS: Out of 1915 screened studies, 49 met the inclusion
criteria. Most studies employed multiple community-based
recruitment approaches, including educational presentations,
collaborations with community-based faith organizations,
community advisory boards, and engagement with local clinics
or health professionals. 52% of studies targeted more than one
racial and ethnic minoritized population, primarily African
Americans and then Hispanic/Latino. Gaps in knowledge about
AD/ADRD, its increased risk among minoritized populations,
distrust, and stigma were noted as barriers to research
participation. Approximately 50% of the studies specified
whether they evaluated their recruitment approaches, and in
studies where approaches were evaluated, there was substantial
heterogeneity in methods utilized.

CONCLUSION: The quality of available evidence on the use
of community-based recruitment approaches to include racial
and ethnic minoritized populations in AD/ADRD research,
particularly in clinical trials, is limited. Systematic assessment
of recruitment strategies is urgently needed to increase the
evidence base around community-engaged recruitment
approaches.

Key words: AD/ADRD clinical trial, recruitment, minoritized,
disparities, community-based.
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Introduction

Human Services published a National Plan to

treat Alzheimer’s disease and related dementias
effectively (AD/ADRD) by 2025 (1). Despite a growing
focus on AD/ADRD clinical trials, recruitment
of participants continues to be a challenge. Older
adults participating in clinical trials tend to be non-
Hispanic White, have a higher socioeconomic status,
are married, or have a partner (2). In this systematic
rapid review, we focused on community-based AD/
ADRD recruitment strategies to engage racial and ethnic
minoritized communities. We followed the US Census
official race categories: White, Black/African American,
Asian American, American Indian/Alaska Native,
Native Hawaiian/Pacific Islander. In terms of ethnicity,
individuals with shared cultural ties to Latin America
are often identified as Hispanic, Latino, Latina, or Latinx.
For the purpose of this paper, we refer to this group of
individuals as Hispanic/Latino.

The risk and prevalence of dementia are higher
among racial and ethnic minoritized groups, including
African American/Black and Hispanic/Latino (3-5).
Nevertheless, a systematic review of randomized
controlled trials (RCTs) reported that racial and ethnic
minoritized communities remain underrepresented
in AD/ADRD clinical trials (6). In a series of 6 AD/
ADRD cooperative trials, only 5% Hispanic and 6%
African American participants were enrolled (7). Similar
findings have been observed in the AD/ADRD cohort
or observational studies (8). Currently, Hispanic/Latino
individuals account for 52% of the population growth in
the US (9), and this population is expected to increase by
almost double from 63.6 million to 111 million by 2060 (9,
10). Moreover, it is estimated that by 2044 half of the US
population will identify as belonging to racial and ethnic
groups other than non-Hispanic White (11). To ensure the
generalizability of AD/ADRD research findings, there is
a greater need for the participation of racial and ethnic
minoritized communities in AD/ADRD clinical trials and
observational studies.

In 2021, the US Department of Health and
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Recruitment challenges have been well-documented
and can fall under individual, social/environmental, or
broader economic, institutional, and cultural barriers.
Some of the reported challenges are the participants’
reluctance stemming from the risk-benefit analysis of
concerns around the intervention (12), the presence of
comorbid conditions (13), and restrictive study protocols
defined by specific inclusion and exclusion criteria (14-
16). Lack of awareness of available clinical trials, primary
care physicians’ lack of resources to refer patients (17),
and participants’ distrust (12, 18, 19) can contribute to
apprehension around participation. Moreover, lengthy
trial duration (13), transportation challenges (20),
caregiver or study partner burden (21, 22), socioeconomic
status, participants’ specific unmet cultural needs, and
differences in perceived risk for AD/ADRD (19, 23)
are additional recruitment challenges. The barriers to
participation may also vary depending on the specific
racial and ethnic minoritized groups. While the majority
of individuals from minoritized communities believe
medical research to be biased against their communities
(24), the distrust may be more pronounced among
African American participants because of the historical
instances of unethical research and abuse of power. A
systematic review identified the legacy of the Tuskegee
Study, institutional racism and discrimination, concerns
about the research process, and disregard for cultural
norms among research teams as distinct barriers for
African American individuals to enroll in any health-
related research (25). On the other hand, Hispanic/
Latino participants in a focus group identified that using
low-literacy recruitment material, bi-lingual staff, and
informing that immigration status would not impact
the research participation among Hispanic/Latino
adults (26). Asian American communities are diverse in
history, culture, and language; however, they are often
grouped together in research. Barriers to participation
among Asian American adults may be more specific to
their social context, such as the level of acculturation
or family support (25). For individuals identifying
as Pacific Islanders, barriers may be attributed to
cultural insensitivity and concerns about data use (25).
Therefore, differences in barriers, unique attributes, and
lived experiences of the different populations should
be considered when recruiting for AD/ADRD clinical
trials and observational studies. For instance, in the case
of African American research participants, increasing
trust, diverse representation in research teams, and
acknowledging past abuses have been strategies to
facilitate recruitment (26).

Community outreach and the engagement of
community partners and stakeholders may serve as
facilitators for enhancing racial and ethnic minoritized
participation in AD/ADRD clinical trials and non-
intervention types of research (27). Community-
based organizations may have better access to and
build relationships with potential study participants.

COMMUNITY ENGAGEMENT IN AD/ADRD RECRUITMENT

Such efforts have been successful in the context of
cardiovascular disease prevention (28-30) and cancer
clinical trials (28, 31, 32). For instance, in a quest to
identify the most successful recruitment strategy to
engage African American communities in clinical trials,
Otado et al. reviewed all clinical trials at the Howard
University Clinical Research Unit. The 50 reviewed
studies involved cognitive aging, sickle cell disease, HIV,
posttraumatic stress disorder, genetics, hypertension
and diabetes, cancer, stress, substance use, and alcohol
research. In this study, anecdotal reports from study
coordinators suggested that community outreach
yielded the highest recruitment outcome (28). Notably,
community engagement exists on a spectrum, with
different levels of community involvement, ranging
from an outreach with minimal community involvement
to a shared leadership that is based on a bi-directional
relationship between researchers and community
members (33). In response to the 2018 initiative by the
National Institute on Aging urging additional research
at developing and evaluating diversity among AD/
ADRD research participants (34), multiple reviews
have synthesized the current understanding of
recruitment and retention strategies of racial and ethnic
minoritized groups into all AD/ADRD research (35,
36). These reviews reported on all types of recruitment
strategies in AD/ADRD research. Despite this breadth
of information, there remains a knowledge gap in
differentiating recruitment efforts between clinical
trials and observational studies in the AD/ADRD field.
While progress has been made in enrolling racial and
ethnic minoritized individuals in AD/ADRD research,
challenges persist in clinical trials where the aim is to
evaluate a pharmacological agent. Given that AD/ADRD
clinical trials face unique recruitment challenges, the
recruitment strategies may contrast with those used
for observational studies, which typically involve less
invasive procedures and a lower burden on participants
and their study partners. In this systematic rapid
review, we narrowed our focus to the utilization of
community-based recruitment methodologies to enhance
the representation of racial and ethnic minoritized
populations in AD/ADRD research. By doing so, we
aimed to offer an updated understanding of the current
state of the community-based recruitment approach
within the recruitment science, shedding light on its
effectiveness and challenges among AD/ADRD clinical
trials compared to observational studies. Additionally, we
examined the current evidence on participants’ attitudes
toward AD/ADRD and persistent barriers to recruitment
in AD/ADRD research despite using community-
engaged recruitment strategies. Our systematic review
sought to answer the following question: Are there
discernible differences in the type of community-based
recruitment strategies used for AD/ADRD clinical
engagement (clinical trials and studies that assess
interest in clinical trial participation) and observational
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Figure 1. Search Terms

facilitators).

Source Number of Articles Extracted

CINAHL 62

Cochrane 1

EMBASE 303

Ovid Medline 170

PsychInfo 20

PubMed 502

Web of Science 859

Minority
OR
Minoritized
Community-engaged OR
OR Ethnic Willingness to participate
< OR
Dementia Community OR
Racial Trust
: s Oormn}lmty partnership Underserved Trust in medicalresearch scalke
Alzheimer’s st:rateg'les (TIMRS)
disease AND OR AND | OR ' AND
iR CBPR African American OR
AD/ADRD . Hispanic/Latino/Latinx OR
Community Engagement o . )
OR OR _ Participant attitude
Asian OR
Cognitive decline Community-based OR e
b participatory research Facilitators
American Indian
OR OR
Community education Alaska native/Native
American/Native
Hawaiian/Pacific islander

The general search terms included were (Alzheimer OR dementia OR cognitive decline OR AD) AND (clinical trial) AND (community
OR community engagement OR community education OR community-based participatory research) AND (racial and ethnic minority OR
minority OR African American OR black OR Hispanic OR Latino OR Latinx OR Asian OR American Indian OR| Alaska native OR
native American OR native Hawaiian OR pacific islander) OR (willingness to participate OR attitudes OR trust OR barriers OR

engagement (non-interventional studies and studies
gauging interest in non-interventional AD/ADRD
research? We further delved into differences in strategies
across racial and ethnic minoritized communities,
identified knowledge gaps in the recruitment science of
AD/ADRD in clinical trials and observational studies,
and discussed potential approaches to fill these gaps.

Method

A rapid review is a knowledge synthesis approach that
expedites the systematic review process by simplifying
or omitting certain stages. This streamlined method
allows for the timely and resource-efficient production of
evidence synthesis. We conducted a rapid review of the
literature using guidelines recommended by the Cochrane
Handbook (37) over an eight-month period from
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Figure 2. Flow diagram of search methodology for studies to include
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Y

Duplicates identified by Covidence (n = 182)

Studies screened (n = 1733)

2| Studies excluded (n = 1270)

Studies excluded (n = 414)

Studies assessed for eligibility (n =
463)

e Poster, not a full-text article (n = 26)
Not focused on AD or dementia (n = 80)
Did not focus on adult population (n =
4]1)

Screening

e Did not use community-approached
recruitment method (n = 204)

¢ Did not focus on ethnic and racial
underserved populations (n = 63)

Studies included in review (n = 49)

Studies were excluded if their target population did not specifically use a community-approached recruitment method to recruit racial and ethnic minoritized communities

and if the study was not AD/ADRD related

04/20/2023 to 12/12/2023. We registered the protocol Study selection
of this rapid review in the International Prospective
Register of Systematic Reviews (PROSPERO) database We searched across databases including: PubMed,

(ID: CRD42023427312) on 5/18/2023.

OVID MEDLINE, Cochrane Central Register of
Controlled Trials, CINAHL, PsychINFO, Web of
Science, and EMBASE. We included any AD/ADRD-
focused research published in English and a peer-
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reviewed journal that used at least one community-based
recruitment approach to target participants from at least
one racial and ethnic minoritized community (See Figure
1 for search terms and the number of articles extracted
from each database). Community-based recruitment
approaches were defined as any recruitment efforts that
included community outreach that had a connection with
community leaders, organizations, community church/
faith-based groups, community health clinics, local
businesses, community events, community senior centers,
and community dementia services. Communities of focus
were African American/Black, Hispanic/Latino, Asian/
Asian American, American Indian or Alaska Natives,
and Native Hawaiian or other Pacific Islander. Searches
were not limited by time to ensure the capture of a more
comprehensive understanding of community-based
recruitment approaches and trace any emerging trends.
Posters of conference abstracts were not included since
the full description of the recruitment strategy would not
be reported in the abstracts.

We included two types of published articles: 1. Studies
that reported community-based recruitment efforts to
increase racial and ethnic minoritized communities
in AD/ADRD clinical trials or observational studies.
2. Recruitment studies that used community-
based recruitment efforts to explore racial and ethnic
minoritized communities” attitudes and perceptions about
AD/ADRD participation in clinical trials or observational
studies.

A clinical trial, as defined by the NIH (38), is a research
study where one or more human subjects are assigned
to one or more interventions to assess the effects on
health-related outcomes. In our review, we focused on
community-based recruitment approaches in AD/ADRD
research, including studies that assessed barriers and
facilitators of clinical trial participation among racial
and ethnic minoritized communities. We categorized
both recruitment studies for AD/ADRD clinical trial
engagement and AD/ADRD clinical trial studies together
as Clinical Engagement. Observational studies, on the
other hand, are those in which the investigator records
observations and analyzes data without assigning
participants to a specific intervention. These studies
may focus on observing risk factors, natural history, or
variations in disease progression and treatment without
implementing an intervention (38). We grouped both
observational studies and those gauging interest in
non-interventional research participation together as
Observational Engagement.

References were imported to EndNote, and initial
duplicates were removed. Electronic results were
imported and screened using Covidence Systematic
Review Software (2019). Duplicates were identified
and excluded once the references were imported on
Covidence. The consort diagram in Figure 2 details the
screening and selection process of included and excluded
studies. Studies were included if they described a
recruitment approach that involved the community, and

the focus of recruitment was on increasing participation
of community members from different ethnic and racial
groups. Furthermore, studies that included measures
of knowledge of AD/ADRD, trust in the medical and
research community, beliefs about AD/ADRD research,
and willingness to participate were captured to
summarize available evidence within the selected studies
on participants’ attitudes and perceptions toward AD/
ADRD clinical trials and observational studies.

Data extraction

A single-reviewer data extraction approach was
adopted in light of the limited time and resources
available for this review. This decision aimed to warrant
the timely completion of the review while maintaining
a focus on the essential aspects of the evidence
synthesis. To ensure the reliability and accuracy of the
review, quality control measures were implemented,
including the use of standardized data extraction and
quality assessment tools, and periodic consultation with
a secondary reviewer for critical stages. We adopted
the data extraction item checklist in the Cochrane
Handbook (37) for this review. Specifically, we extracted
information regarding participants’ age, education,
targeted minoritized population, sample size, study
design, specific community-based recruitment approach,
measures of participants” perceptions and attitudes
toward AD/ADRD research, inclusion/exclusion criteria,
study aims, outcome variables, geographical location of
recruitment, and key findings.

Data quality assessment

Data quality was assessed using the Quality
Assessment Tool for quantitative studies (39), which
categorizes the assessment as weak, moderate, and strong
based on eight criteria, including selection bias, study
design, confounder, blinding, data collection methods,
participant attrition, intervention integrity, and analysis.
Joanna Briggs Institute Checklist for Qualitative Research
(40) was used for qualitative and descriptive studies.
Each item on the checklist helps the reviewer evaluate the
extent to which the study meets established qualitative
research standards, contributing to an overall assessment
of the study’s reliability and validity. During the full-text
screening, the quality of each article was assessed through
all eight domains of the Quality Assessment Tool or the
ten items of the Joanna Briggs Institute Checklist to check
whether the items on the Qualitative Assessment Tool or
Joanna Briggs Institute checklist were addressed in the
articles.

Results

The primary outcome of this review was to synthesize
available evidence on differences in community-based
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recruitment strategies for AD/ADRD clinical trials
versus observational studies. The secondary outcome
was synthesizing available evidence on these strategies’
differences across racial and minoritized communities.
Additionally, we explored participants’ attitudes and
perceptions toward AD/ADRD research.

Our database searches yielded 1915 studies, and two
additional studies were identified by cross-referencing.
After removing duplicates, 1270 studies were excluded
during title and abstract screening. A further 414 studies
were excluded during full-text screening because they
were either posters, lacked community-based recruitment
methods, or were not focused on the AD/ADRD research.
Additionally, articles lacking adult participants and
articles that did not have an emphasis on recruiting
racial and ethnic minoritized communities were also
excluded (see Figure 2). We identified 49 studies that
focused strictly on community-engaged recruitment
strategies, emphasizing recruiting at least one racial
and ethnic minoritized group (see Figure 2). Out of 49
studies, 11 focused on clinical trial recruitment or assessed
willingness to participate in clinical trials (clinical
engagement), and the rest of the articles were AD/ADRD
observational studies (observational engagement).

Characteristics of included studies

Ten studies (20%) utilized a qualitative approach (5,
41-49) without numeric outcomes, employing methods
such as in—depth interviews, case studies, or written
reports. Thirty studies (61%) used a quantitative
approach (14, 50-78) with at least one numeric outcome.
Five articles (10%) were descriptive studies, such as
research protocols (79-83). There were four (8%) mixed-
method studies (84-87). Of the 49 studies, 24 (49%)
collected participants’ attitudes and beliefs about AD/
ADRD and research participation. Thirty-nine (80%)
studies used more than one recruitment approach. For
instance, 21 studies (43%) participated in community
events collaborating with community faith-based
groups or local health professionals. Ten (20%) studies
formed partnerships with a Community Advisory
Board and another community organization, such as
a church or a local health clinic, to create educational
programs at churches, senior centers, and community
events. Twenty-four studies (49%) reported a measure of
participants” attitudes and knowledge about AD/ADRD
research. Fourteen studies (29%) identified barriers or
facilitators to recruiting racial and ethnic minoritized
populations, delineated by study participants (5 studies,
36%), community partners/liaisons (3 studies, 6%), or
the investigators (6 studies, 12%). The characteristics of
these studies are included in the following section and
summarized in Table 1 and Table 2.

Data synthesis

Geographical Location

The locations of the studies varied. Eleven studies
(22%) did not disclose the location of recruitment and
enrollment of sample populations. We found only one
study in the UK (46) that focused on racial and ethnic
minoritized communities outside of the US. The
distribution varied widely, with a large portion of the
studies (30%) conducted in California. Some places
were in major urban centers such as New York City,
Los Angeles, and Chicago), while others were in a mix
of urban and rural areas (Kentucky, central Texas).
Only six studies (12%) described the location of their
recruitment efforts as rural areas, with 80% reporting the
community church as their leading community partner
(43, 73, 76, 78) to engage rural communities. In addition
to this partnership, studies in rural areas used educational
programs (73, 76, 86, 78) as community outreach, forged
more relationships with local health professionals (78,
43) for referrals, and participated in health fairs (78,4
3). Among studies that described their recruitment
location as urban (32 studies, 65%), 55% participated
in health fairs and other community events, 45% used
education as an outreach strategy, 33% partnered with
local health professionals and local health clinics, and
30% formed relationships with community churches,
and 24% developed their community-based recruitment
strategies in partnership with their Community Advisory
Boards. Locations in the Intermountain West and part of
the Midwest of the USA were not represented among the
studies reviewed. The approximate area of recruitment
efforts is available in the supplemental file, indicating
where studies reported their geographic locations.

Characteristics of studies target populations

Of 49 studies, 23 (47%) focused on more than one
racial and ethnic minoritized population, with 13 studies
(23%) also recruiting non-minoritized individuals
(Non-Hispanic White adults). Most studies reported
on recruiting African American adults in both clinical
(8 studies, 73%) and observational engagement (20
studies, 53%) categories. Three studies (27%) reported
on Hispanic/Latino adults in clinical engagement, and
12 studies (32%) in observational engagement. Two
studies (18%) reported on Asian participants in clinical
engagement, and nine studies (24%) in observational
engagement. Five studies (13%) reported on Native
American/ Alaskan Native or Pacific Islander populations
among observational engagement.

Thirty studies (61%) reported that most participants
identified as female. Eight studies (16%) did not report
the sex of the participants. Overall, we observed that
aside from race and ethnicity, other attributes of the target
populations, such as education, age, sex, occupation, and
income, were not consistently described. Only 31 studies
(63%) reported educational attainment and 34 studies
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COMMUNITY ENGAGEMENT IN AD/ADRD RECRUITMENT

Table 3. Joanna Briggs Institute Checklist for Qualitative Research Results

Author Philosophical Research Data Representation

Perspective Objectives Collection & Data analysis
Methods

Bardach 2019 Y Y Y

Bleakley 2022 Y Y Y Y

Cocroft 2020 Y Y 8] U

Epps 2015 Y Y Y Y

Marquez 2022 Y Y Y Y

Neugrosch1 2019 Y Y Y Y

Portacolone 2020 Y Y Y Y

Sharma 2022 Y Y N N

Souder 2009 Y Y Y Y

Ballard 1993 Y Y U Y

Gauthier, 1999 Y Y Y 8]

Parveen 2018 Y Y Y N

Rexroth 2010 Y Y U Y

Williams 2011 Y Y Y Y

Cultural &
theoretical
perspective

Researcher’s Ethics Flow

Influence

Interpretation Participants’

voices

K R R R R Z R KRR RCR K
K Z R Z R R R R R Z R K
Z |z |=R |z |R|z|Z |2 |6 |=Z |6 |G |=
K KRR KK KR KR R R R R R
K KRR R KRR KRR R
K KRR KK R R KRR R R R

Y Y N Y Y Y

Y= Yes, N= No, U= Unclear; Philosophical Perspective: Is there congruity between the stated philosophical perspective and the research methodology? Research
Objectives: Is there congruity between the research methodology and the research question or objectives?; Data Collection Methods: Is there congruity between the
research methodology and the methods used to collect data?; Representation & Data analysis: Is there congruity between the research methodology and the representation
and analysis of data?; Interpretation: Is there congruity between the research methodology and the interpretation of results?; Cultural & theoretical perspective: Is there
a statement locating the researcher culturally or theoretically?; Researcher’s Influence: Is the influence of the researcher on the research, and vice-versa, addressed?;
Participants’ voices: Are participants, and their voices, adequately represented?; Ethics: Is the research ethical according to current criteria or, for recent studies, and is
there evidence of ethical approval by an appropriate body?; Flow: Do the conclusions drawn in the research report flow from the analysis, or interpretation, of the data?

(69%) reported their participants’ age/age group. Table 1
summarizes the characteristics of the sample populations.

Community-based recruitment strategies

Recruitment strategies were variable, but 21 studies
(43%) used community outreach in the form of
educational presentations to raise community awareness
and recruit participants. Twenty-one studies (43%) used
different types of community events, including health
fairs (3, 41, 83, 43, 50, 49, 51, 56, 58, 60, 62, 71, 74), cultural
events (55, 63, 50, 66), and community fairs (47, 48, 81,
71), to raise awareness and enroll participants. Thirteen
studies (27%) reported partnering with the local clinic,
such as free community clinics (61), neurology clinics and
Federally Qualified Health Centers (78), local wellness
clinics (50), neighborhood health centers (81, 79, 63),
community health professionals (49, 72, 3, 43, 79, 56),
local chapter of Alzheimer’s Association, Alzheimer’s
Disease Research Center (ADRC; 83), and other local
healthcare agencies (60) as another commonly reported
recruitment approach. Ten studies (20%) partnered with a
local Community Advisory Board to develop recruitment
material or to disseminate information. Among partner
organizations, study investigators engaged with local
businesses, community care programs, community
liaisons, African American clubs, community support
groups, senior centers, local media, and libraries. A large
proportion of the studies (16 studies, 33%) described
partnering with community faith-based organizations
to disseminate study materials, hold educational
presentations or identify potential participants.

Among our 11 reviewed articles in the clinical
engagement category, five implemented a
nonpharmaceutical intervention (e.g., lifestyle physical
activity (58), cognitive training (68, 50)) that also included
caregivers as their target populations. For instance,
McDougall (50) partnered with Hispanic senior activity
centers, churches, health fairs, and festivals to increase
African American and Hispanic participation. At seven
community sites, they randomly assigned participants
to either a self-efficacy memory intervention or a
comparison group with structured lectures on health
improvements. In another study, Overman et al. (68)
collaborated with a local church and adult center to focus
on African American recruitment. They tested a game-
based intervention to improve the neuropsychological
health of older adults. Etkin et al. (58) implemented
community participatory research and partnered with
a faith-based and other senior service organization to
increase the number of African American, Hispanic/
Latino, and Asian American participants in their caregiver
lifestyle physical activity clinical trial. Meyer et al.
(66) collaborated with a local church and Vietnamese
physicians, actively engaging in health fairs and Lunar
festivals to host educational presentations aimed at
recruiting Vietnamese American participants. Their
objective was to implement a single-arm pretest-posttest
design to test a psychosocial intervention for Vietnamese
American caregivers of individuals with AD/ADRD.
Samus et al. (72) analyzed a multifaceted community-
based recruitment approach involving gatekeepers
and community outreach to enroll racial and ethnic

1664



JPAD - Volume 11, Number 6, 2024

Table 4. Quality assessment of quantitative studies

Author Selection Bias Study Design Confounder

Ashford 2022
Ajrouch 2020
Ashford 2021
Bardach 2020

Barnes 2012

Boyd 2022

Chao 2011

DeCaro 2022

Etkin 2012

Fritsch 2006
Gallagher-Thompson 2004
Gallagher-Thompson 2006
Han 2021

Hinton 2010

Howell 2016

Li 2016

Lingler 2022

Meyer 2020

Milani 2021
Nkimbeng 2022
Overman 2014
Parker 2022
Perales-Puchalt 2020
Romero 2014

Samus 2015

ZIF|E(F|?|I2 (2| 2|22 E|2REEIEIZEPISIEIEIZEIEIE|E|ZE
ElEIZEEIEIEIZSIEIRIEIEIRIDIEIZIE|IE|DIEIE|IR|? R E|E|E
TIEISIE|IEIEIE|IR|IZEIZEIZE|DIZEIEIEIS|IEISIEIE|D|DIE|ZE|ZE|E

Shaw 2022
Striley 2019
Sun 2014

=

TaPark 2023

=

Weiner 2023
Wiese 2021
Williams 2011
Withers 2019
Zhou 2016
Bachman 2009
O’Bryant 2014

PNE|PEF | E|F|F|E|E
2= (2R == EE RS

2 E|IZ|E|S|E|E

McDougall 2010

Blinding Data Collection Withdrawal Intervention Analysis
Methods and Dropouts Integrity
NA M M NA S
NA M W NA w
NA M M NA W
NA M W NA W
NA S 5 NA M
NA 5 W NA 5
NA M w NA 4
NA w w w M
NA 5 5 M W
NA M M NA M
NA w M NA M
NA W M NA M
NA S S M M
NA M M NA M
NA W M \4% S
NA W \4% NA \4%
NA M W NA M
NA M M M M
NA W W NA M
NA w w NA w
NA M 5 W M
NA NA S NA W
NA M M w M
NA W W W M
NA M M M w
NA M M W M
NA
NA M M NA S
NA M M NA W
NA M NA NA NA
NA W M \4% M
NA W W NA W
NA M W NA W
NA M W NA M
S M M NA S
NA M W NA M
w S M M M

Strong =S, Moderate = M, Weak = W

minoritized populations into an 18-month randomized
controlled dementia care coordination trial. The rest
of the clinical engagement studies assessed attitudes
and willingness toward clinical trial participation. For
instance, Romero et al. (71) held community events for
educational presentations at health fairs, family reunions,
civic groups, medical centers, and senior housing
facilities to increase African American participants in the
ADPR registry and assessed participants’ interest in a
pharmacological prevention trial.

As described in the previously mentioned articles,
the majority of clinical engagement studies (10 studies,
90%) employed multiple community-based recruitment
strategies. Participating in community events emerged
as the most frequently used approach (7 studies,
64%), followed by community church partnership (5
studies, 45%), educational presentations (5 studies,
45%), collaboration with local health professionals and
health clinics (3 studies, 27%) and engagement with
Community Advisory Boards (1 study, 9%). In contrast,
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studies in the observational engagement category
prioritized educational presentations (15 studies, 39%)
and participating in community events (15 studies, 39%),
followed by collaboration with community churches (11
studies, 29%), health professionals or community health
clinics (11 studies, 29%), and community advisory boards
(9 studies, 24%).

Table 2 lists specific community-engaged recruitment
strategies for each study. Recruitment strategies across
racial and ethnic groups exhibited a high degree of
consistency, indicating minimal variation among the
groups. However, among the reviewed observational
studies, recruitment materials were developed in
different languages, such as Chinese (56, 85, 60, 64),
Spanish (14, 51, 76, 80, 62, 70), and Arabic (51), to recruit
Asian American, Hispanic/Latino, and Middle-Eastern
participants. Including bilingual research team members
(45, 64, 85) was another approach specific to engaging
Hispanic/Latino and Asian American participants.

Recruitment approach evaluation

Twenty-five studies (51%) reported the impact of
their recruitment approaches. However, the evaluation
method or the specification of a “successful” recruitment
approach was not consistent across the clinical or
observational engagement studies. Overall, only six
studies (12%) compared different recruitment methods
to report which approach yielded the highest number
of enrollments. Compared to traditional recruitment
strategies such as media and non-professional referrals,
forming collaborative relationships with community
healthcare agencies showed an increase in the recruitment
of Hispanic/Latino (14) and Chinese American (60)
individuals. Meyer et al. (66) compared different outreach
efforts, such as community partner agencies, community
festivals, community presentations, and other types of
effort, such as word-of-mouth or referrals. Their findings
showed community partner agencies produced the
majority of study referrals (66). Zhou et al. (77) compared
different recruitment outcomes from community talk,
ADRC Registry, community liaison, community referrals,
Banner Alzheimer’s Prevention Initiative Registry,
caregiver support program, and clinical referrals, and
found that through community liaison, they were able
to recruit more African American participants. Samus et
al. (72) compared five recruitment strategies: community
liaison, community organizations that either sent letters
about the study or distributed study materials, Johns
Hopkins dementia research registries, and general
community outreach. Their findings showed that the
majority of African-American participants were referred
by their community liaison. Thirteen studies (26%)
monitored how many racial and ethnic minoritized
participants they recruited and contributed to the success
of the recruitment strategy. Finally, six studies (12%)
reported that they either met their recruitment target or
surpassed their goal.

COMMUNITY ENGAGEMENT IN AD/ADRD RECRUITMENT

AD/ADRD clinical trial recruitment has rigorous
inclusion criteria compared to AD/ADRD observational
research. Therefore, recruitment approaches that are
successful in engaging racial and ethnic minoritized
communities may not necessarily work in AD/ADRD
clinical trials. However, the limited evidence that
we reviewed demonstrated that through multiple
community engagements with community liaisons such
as community churches and community health clinics,
and attending community events such as health fairs,
researchers met/surpassed their target racial and ethnic
recruitment goal (58, 72) or they evaluated community-
engaged recruitment method by comparing their outreach
with other types of recruitment approaches (53, 66, 71).

Most studies did not describe using theory to guide
their recruitment strategies. Eight studies (16%) reported
using frameworks with observable patterns, such as
adopting recruitment approaches that are culturally
sensitive, engaging the community, and having tailored
messaging. Among clinical engagement studies, Samus
et al. (72) crafted a recruitment methodology anchored
in community-based participatory research (88) and
gatekeeper outreach models (89), which cultivated active
participation and trust within local communities. Etkin
et al. (58) combined social marketing principles with
community-based participatory research (88), utilizing
precise messaging and community engagement to
improve recruitment efforts. Shaw et al. (73) devised
a culturally-tuned educational program through the
Cultural Accommodation Model, recognizing elements
such as religion, spirituality, and diet as key to involving
African American communities.

Among observational engagement studies, Bleakley et
al. (5) adopted the Reasoned Action Approach ((RAA (90))
to identify cognitive and motivational determinants that
affect individuals’ decisions to participate in AD/ADRD
studies. Wiese et al. (76) used the faith-based participatory
model (FMM) to involve religious leaders in shaping
programs to fit the congregation’s needs and values. They
also trained community members to serve as faith-based
health educators and utilized local pictures, resources,
and language to ensure the material was culturally
appropriate. Parker et al. (69) implemented Critical Race
Theory in devising recruitment methods for African
American/Black caregivers of individuals with AD/
ADRD, aiming to counteract systemic racial inequities
in healthcare by using culturally appropriate and
customizable recruitment materials to reach and recruit
racial and ethnic minoritized communities. Sun (85)
applied the Explanatory Model (91) and the Common-
Sense Model (92) to gain insights into how individuals
perceive disease, blending lay health education and
cultural considerations into recruitment practices. Lastly,
Parveen et al. (46) based their recruitment strategy on
the concept of patient and public involvement, proposed
by Arnstein (93) and Morrow et al. (94), ensuring that
collaboration with caregivers, those with dementia, and
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community experts was central.

Moreover, only a few clinical (44, 58, 66, 71, 72, 77)
and observational studies (14, 39, 45, 55, 56, 59, 66, 78,
80, 96, 97) reported whether the relationships researchers
formed with the community were new or existing prior
to their research projects. However, the number of articles
with existing community partnerships (11 studies, 22%)
exceeded the number of newly formed relationships (7
studies, 14%).

Participants’ attitudes and perceptions

Out of 24 studies (49%) that measured participants’
attitudes toward dementia and AD/ADRD research, five
(20%) were clinical engagement studies (44, 53, 66, 71,
73). The specific assessments were the basic knowledge
of AD (BKAD) (96), 30-item Alzheimer’s disease
knowledge scale (ADKS) (97), 13-item epidemiology /
etiology disease scale (EDS) (98), dementia knowledge
(DKAS)(99), barriers to accessing care, drivers of trust,
trust in medical researchers, perceived risk for AD/
ADRD, perceived benefits from participation, cultural
beliefs about AD (CBAD)(86), willingness to participate,
willingness to donate brain for research, motivation to
participate, and preferred formats for communication.
Many of the elicited attitudes toward dementia in all
racial and ethnic minoritized groups suggested that
knowledge of AD was lacking (43, 44, 55, 63, 82, 84-86,
70, 77). In contrast to non-Hispanic White individuals,
racial and ethnic minoritized communities exhibited a
lower perceived risk of AD/ADRD. For example, only
half of AI/AN participants thought AD/ADRD was
a major health problem among AI/ANs, while 77% of
the participants viewed AD/ADRD as a major health
problem for the general public (55). In older Chinese
American adults, being male and having lower education
levels were related to less AD/ADRD knowledge (85).
Similarly, African American participants had a lower AD/
ADRD knowledge compared to White participants, and
AD knowledge was also associated with education and
attitudes toward AD/ADRD prevention and treatment
(63). Hispanic/Latino participants also reported a lack
of knowledge, fear of receiving a diagnosis, and cultural
stigma regarding research participation as their barriers
to joining either an observational (52, 62) or clinical trial
study (44).

As expected, distrust of the research community (47,
65, 79, 81, 95), knowledge deficits (5, 43, 79, 82, 52, 44),
and logistical issues such as transportation, schedule
conflict, or lack of time were among the highest reported
barriers in the studies (5, 41, 56, 80, 46, 87, 95). Other
widely cited barriers were stigma (86, 95), health
challenges (5, 41, 56, 52), and language barriers (48, 51,
64). Barriers specific to reviewed clinical trial studies from
the research teams’ perspectives included difficulties
in engaging physicians, bureaucratic hurdles in larger
medical centers, reliance on adult day program staff for

family contact, working with distant caregivers, and
financial constraints hindering agency support (58).
Among observational studies, researchers reported
objections from adult children and their decision to veto
parents’ enrollment in the study (62).

Among the observational and clinical trial articles,
some barriers were addressed by attempts to overcome
the broader institutional and cultural issues. Engaging
in strategies to improve trust appeared to be the most
important facilitator, especially for African American
participants. In a qualitative study (47), African American
participants suggested researchers and academic
institutions invest in the health and well-being of African
American communities, involve African American
researchers in research teams, and enhance information
sharing between research institutions and African
American communities to gain their trust. Community
education and enhancing AD/ADRD knowledge by
increasing diverse representation in the research teams,
addressing community needs, and using culturally
appropriate and easy-to-comprehend recruitment
materials also seemed to facilitate the recruitment
approach. Ballard et al. (1993) (80) reported that involving
the African American community, community education
about AD/ADRD, and research teams being sensitive to
the needs of the African American community were the
key facilitators of increasing enrollment over a two-year
period of active recruitment. Similarly, McDougall et al.
(2010) (95) used culturally tailored cognitive instruments,
culturally appropriate health topics, reducing the cultural
stigma of dementia, adaptive performance testing, and
scheduling as essential facilitating strategies to overcome
mistrust and increase Hispanic/Latino and African
American participation. Table 2 lists all barriers and
facilitators that were reported in the studies.

Data Quality

The quality of studies varied. We used the Joanna
Briggs Institute checklist to appraise the methodological
quality of qualitative or descriptive studies. All studies
stated the research methodology and objectives,
represented participants’ voices, had evidence of ethical
approval, and conclusions appeared to be based on
analysis or interpretation of the data. Out of 14 studies
(29%), two met all ten quality criteria. Six studies
(12%) met nine criteria, two (4%) met eight criteria,
and the remaining four (8%) met at least four criteria.
The majority of articles lacked clarity regarding the
researchers’ cultural or theoretical orientations and did
not acknowledge the potential bidirectional influence
between the researchers and their studies. Additionally,
there was a discrepancy between the selected research
methodologies and the representation of the analyses (see
Table 3).

We utilized the Quality Assessment Tool for
quantitative studies. The majority of 36 quantitative
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studies received a «weak» rating due to high risk of bias,
including selection bias (n = 20, 56%), study design (n =9,
25%), confounders (n = 26, 72%), data collection method
(n = 10, 28%), withdrawal and dropouts (n = 14, 39%),
intervention integrity (n = 7, 19%), and analysis (n= 12,
33%). Tables 3 and 4 demonstrate the results of quality
assessments.

Discussion

Our rapid review suggested that strategies were
variable among clinical trials and observational studies
that utilized community-based recruitment approaches.
Efforts to increase AD/ADRD awareness and recruitment
outcomes by participating in community events, such
as health fairs, were predominantly used in clinical
trials. Whereas, efforts aimed at enhancing AD/ADRD
knowledge through providing community educational
presentations and participating in community events
were equally employed by observational studies.
Most of the included studies formed alliances with
community faith-based organizations and some with
community health professionals to recruit racial and
ethnic minoritized populations. However, the limited
evidence that we reviewed suggested that clinical trials
did not report establishing relationships with local health
professionals/health clinics as frequently as they did with
faith-based organizations. Indeed, difficuly in engaging
with community physicians was one of the noted
barriers in our reviewed studies. Collaboration with local
healthcare providers can enhance clinical trial awareness
and may also reduce the distrust in pharmacological
interventions if the referrals come from local physicians
with existing relationships with the community.

Evidence of recruitment success can be challenging
when using a community-based approach, as most
studies can conduct multiple concurrent recruitment
strategies. Therefore, teasing which strategy yielded the
best recruitment outcome may be difficult. The absence
of a “best” single strategy suggests that a multifaceted
approach to recruitment, incorporating various
strategies, may be more appropriate. Approximately
half of the reviewed studies evaluated their recruitment
strategies, with varying evaluation methods reported for
“successful” community-based approaches. Comparison
of recruitment methods for enrollment rates was limited.
Monitoring numbers of recruitment of racial and ethnic
minoritized participants was more common as a metric
of success, and several studies reported they met
or exceeded their recruitment targets. A commonality
observed among these studies was the utilization of
multiple recruitment strategies. Rigorous randomized
community-based recruitment strategies should compare
and identify the most successful approach to recruiting
racial and ethnic minoritized communities in AD/ADRD
clinical trials. Community-based approaches require
building relationships between the research team and

COMMUNITY ENGAGEMENT IN AD/ADRD RECRUITMENT

community members, which requires time and effort.
However, studies are mandated by sponsors to submit
summary results within a certain time period. Given the
fact that community-based recruitment outcomes may not
immediately occur, this becomes specifically challenging
for clinical trial studies as they have enrollment
timelines, and thus, evaluating what efforts encouraged
participation in a rigorous way becomes additionally
burdensome.

Multiple studies reported utilizing existing or new
relationships within the community they were attempting
to recruit. However, most studies did not explicitly
describe whether their relationship with their focus
community organizations or gatekeepers was new or
whether they had an existing rapport. Understanding
the nature of the relationship with the community
would provide insights into the optimal community-
based recruitment approach conducive to fostering
favorable recruitment outcomes. Based on our findings,
quantitative studies had a substantial risk of selection
bias, study design, lack of consideration of confounders,
and insufficient description of attrition. Furthermore,
we observed that the majority of reviewed AD/ADRD
observational and clinical trial studies provided a brief
description of the recruitment strategies. As researchers
strive for greater inclusivity in recruiting older adults, it’s
important for the guidance around recruitment reports
and metrics to reflect the needs of diverse communities
and strive for equitable representation in clinical research.
Furthermore, frameworks and theory-based models can
help guide researchers and readers to better understand
the recruitment methodology and advance community-
based recruitment science.

Although the majority of reviewed clinical trials
and observational studies reported the approximate
geographical areas of recruitment efforts, 22% of the
studies did not report this information. Geographical
locations, characteristics of the research area, and
whether it is a rural or urban area can provide additional
insights about socio-ecological factors influencing
participants” willingness to join AD/ADRD research.
Our reviewed studies suggested that there may be a
lack of geographical diversity, which can also limit the
generalizability of recruitment outcomes. To facilitate
increasing representation of racial and ethnic minoritized
community members in AD/ADRD clinical trials, we
need additional evidence of protocols and community-
based recruitment strategies to expound on the success
of community-based recruitment methodology.
Implementing pragmatic clinical trial designs that are
embedded in healthcare systems (100) could facilitate
increased access to racial and ethnic minoritized
communities that are hardly reached by researchers but
exist in the healthcare systems. Overall, evidence-based
and culturally sensitive recruitment approaches could
benefit the external validity of studies.
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Limitations

The current rapid review should be interpreted in
the context of several limitations. Using one reviewer to
ensure data extraction and quality assessment in a short
turnaround time would have introduced biases. Such
a design can increase susceptibility to selection bias,
potential overlook of relevant studies, and incomplete
evidence synthesis. The absence of quality evaluation by
another reviewer is indeed a drawback. The rapid nature
of the current review may have compromised rigor,
potentially resulting in a trade-off between efficiency and
comprehensiveness. Despite this limitation, this rapid
review adhered to the systematic review protocol and
followed the steps from study identification across several
databases to quality assessment, all accomplished within
a short timeframe.

Conclusion

This review identified a number of recruitment
strategies that utilized community-based approaches to
increase the participation of minoritized communities.
We found that using a multiprong recruitment approach
that addresses barriers such as building trust by forming
coalitions and partnerships with community-based
organizations, using culturally sensitive strategies, and
being receptive to the community’s needs may yield
more fruitful recruitment outcomes. Such recruitment
efforts can simultaneously address multiple levels of
individual and institutional barriers. It is imperative that
AD/ADRD clinical investigators continue their efforts to
increase recruitment and engagement of racial and ethnic
diversity in AD/ADRD clinical trials, as including such
minoritized populations would yield more information
on prospective variation in intervention outcomes. Our
study reviewed AD/ADRD research studies that utilized
community-based recruitment strategies to increase
the representation of racial and ethnic minoritized
populations with limited evidence of community
engagement in recruitment in AD/ADRD clinical trials.
Publishing clinical trial protocols and feasibility studies
can increase evidence of community-based recruitment
science. In addition, incorporating recruitment evaluation
into AD/ADRD clinical trial protocols would enhance
consistency in recruitment methodologies and facilitate
systematic data collection on best practices.

With more evidence of community engagement as
a viable recruitment strategy to increase racial and
ethnic representation in AD/ADRD clinical trials,
we can advance recruitment science by establishing a
standardized community-based recruitment methodology.
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