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Abstract

INTRODUCTION: Alzheimer’s disease (AD) disproportionately affects minoritized

populations who remain underrepresented in AD trials.

METHODS: We partnered with local nursing community-based organizations to

implement a culturally tailored educational intervention and recruit Hispanic/Latino

American, Filipino American, and Korean American adults aged 55 to 80 for the

AHEAD study, a preclinical AD trial, at the University of California, Irvine.

RESULTS: We engaged 654 individuals across 21 events, leading to 71 prescreen-

ings: 21.1% Filipino, 11.2% Hispanic/Latino, and 67.6% Korean adults. Ineligibility

due to age and language barriers was common among Hispanic/Latino and Korean

adults, respectively. Filipino adults often withdrew interest or were lost to follow-

up. Ultimately, 25 participants enrolled: eight Filipino, two Hispanic/Latino, and 15

Korean adults. Tailored, culturally relevant content significantly contributed to the

engagement success.

DISCUSSION: This study demonstrates the value and impact of novel partnerships

with health-related provider organizations that provide trusted care and access to

underrepresented communities.
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Highlights

∙ Six hundred and fifty four underrepresented individuals were reached, and 25

enrolled in the AHEAD 3-45 trial.

∙ Twenty-one community eventswere held via partnershipswith nursing and commu-

nity organizations.
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∙ The study engaged 21% Filipino, 11%Hispanic/Latino, 68%Korean adults.

∙ Community-Based Participatory Research (CBPR) principles enhanced the recruit-

ment process.

∙ Transparent communication and joint planning were key.

1 BACKGROUND

Mild cognitive impairment (MCI) and dementia disproportion-

ately impact minoritized populations within the United States.1,2

Alzheimer’s disease (AD) is the most common cause of these

syndromes. However, minoritized groups are consistently under-

represented in AD clinical trials of pharmacological treatments.3

This underrepresentation exacerbates health disparities and hinders

equitable access to emergent therapies.4–6 As underscored by the

National Plan to addressADand theNational Institute onAging (NIA)’s

National Strategy7 for Clinical Research Recruitment,8 diversifying

AD clinical trial cohorts is not only essential but achievable.

Forging partnerships with community nurse leaders and

community-based organizations to recruit participants for clinical

research is emerging as a novel approach, increasing the efficacy of

outreach initiatives within minoritized communities.9,10 Nurses have a

strong foundation for understandingmedical science and communicat-

ing effectively with patients and families, making themwell positioned

to implement educational interventions to improve research recruit-

ment. This is particularly impactful when nurses share the cultural

backgrounds of underrepresented communities, which strengthens

trust building.11 Emerging research increasingly recognizes the critical

role of nurses as community gatekeepers, who are instrumental in

navigating barriers and spearheading research activities in primary

care settings.12 Nonetheless, there remains a notable dearth of studies

focused on examining the extensive capabilities of nurses in enhancing

community recruitment to research, especially with regard to clinical

trials in investigational treatments.

In the context of AD, this innovative approach of utilizing nurses in

research recruitment becomes particularly relevant. The focus in AD

research has shifted toward secondary prevention, enrolling individ-

uals in the early stages of the disease before the onset of symptoms.

These so-called preclinical AD trials aim to enroll older individuals who

are cognitively unimpaired but exhibit AD biomarkers and, thus, face

a higher risk of cognitive impairment.13 However, challenges persist in

participant enrollment. Studies have shown a lower willingness among

African American older adults to participate in preclinical AD trials14

and a reduced inclination toward engaging in study procedures typi-

cal of these trials amongHispanics/Latino, Asian, andAfricanAmerican

older adults compared to their non-HispanicWhite counterparts.15

Among the few preclinical AD trials performed to date, represen-

tation of these groups has been suboptimal.16,17 Limited available

evidence on dementia incidence among Asian American communi-

ties suggests they have a lower dementia risk than White American

individuals,18,19 and incidence varies across subgroups.20 However,

representation in AD research participation is low among Asian Amer-

ican communities. Asian Americans and Hispanic/Latino communities

include immigrants and their descendants from various countries, each

with its own unique history, culture, traditions, and languages. Key

barriers to participation include a lack of knowledge about AD and

AD research, as well as a general mistrust in the healthcare system.21

Nurses, particularly those sharing a similar cultural background with

these communities, could play a pivotal role in overcoming these

barriers.

In this study, guided by the principles of Community-Based Partic-

ipatory Research (CBPR)22 and the PRECEDE-PROCEED model,23,24

we describe a novel intervention that leverages collaborations with

nursing organizations to bolster the recruitment of Hispanic/Latino

and Asian participants for the ongoing AHEAD Study.25 This clinical

trial is testing the efficacy of lecanemab, an anti-amyloid monoclonal

antibody treatment.26,27 The study enrolls cognitively unimpaired indi-

viduals aged 55 to 80 years who, upon meeting eligibility criteria,

undergo amyloid biomarker testing. Based on their amyloid levels (“not

detected,” “intermediate,” or “elevated”), participants are allocated to

one of two trials examining different dosing protocols of lecanemab.

A unique aspect of the AHEAD study but typical of every pre-

clinical AD trial is the requirement for participants to enroll with a

study partner. They must also commit to monthly or bimonthly intra-

venous administrations of lecanemab and participate in various study

assessments, including multiple safety magnetic resonance imaging

(MRI) scans at a designated study site over a period of 4 years. Here,

we report on our experiences and insights gained from collaborating

with three nursing organizations toward trial recruitment. These part-

nerships aimed to recruit Filipino, Hispanic/Latino, and Korean older

adults from local communities of Southern California into the AHEAD

study.We describe the recruitment outcomes and the valuable lessons

learned from this innovative recruitment strategy.

2 METHODS

2.1 Study design

Through the Alzheimer’s Clinical Trials Consortium (ACTC)/

Alzheimer’s Association AHEAD diversity initiative project fund-

ing (July 2022 to June 2023), we aimed at enhancing the recruitment

of underrepresented groups at our AHEAD study site, located at the

University of California, Irvine Alzheimer’s Disease Research Center

(UCI ADRC). We identified three populations from our local communi-

ties (Filipino, Hispanic/Latino, and Korean adults) who are considered
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RESEARCH INCONTEXT

1. Systematic review: Our literature review focused on

recruitment strategies for preclinical Alzheimer’s disease

(AD) trials, particularly targeting historically underrep-

resented populations. We found limited articles on such

strategies and no specific studies on recruiting racial and

ethnic minoritized groups into preclinical AD trials.

2. Interpretation: Our study highlights the pivotal role of

community partners in successfully recruiting under-

represented groups for preclinical AD trials. It empha-

sizes the importance of early engagement with these

partners, advocating for equal power sharing in line

with Community-Based Participatory Research (CBPR)

principles. Transparent communication and collabora-

tive recruitment planningwere essential and significantly

enhanced participant diversity in AD preclinical trials.

3. Future directions: To advance recruitment science,

further research should evaluate the efficacy of our

community-based strategy in broader contexts. Future

studies should aim to extend this approach to increase

the participation of diverse underrepresented groups in

preclinical AD trials, addressing critical gaps in current

recruitment practices.

underrepresented for AHEAD and therefore appropriate for this

funding. Our objective was to establish partnerships with community

nurse leaders and three professional nursing organizations (described

below) and utilize their broad community networks to recruit Filipino,

Hispanic/Latino, and Korean older adults from Southern California

into the AHEAD study.

This recruitment project was guided by CBPR principles and the

PRECEDE-PROCEED model. The PRECEDE-PROCEED model helped

us systematically assess the needs of the community, plan and imple-

ment the educational intervention, and evaluate its impact. The project

was executed in two distinct phases. In the initial phase, we con-

ducted in-person stakeholder interviews with 20 nurses from each

organization. These interviews were designed to yield insights into

the perceived barriers and facilitators regarding biomarker testing and

clinical trial participation within the interviewees’ communities. Find-

ings from these interviews will be reported in a subsequent paper.

The second phase involved the development and cultural adaptation

of educational interventions. These interventions were integrated into

community engagement events involvingHispanic/Latino, Filipino, and

Korean communities within Southern California. Seven community

events were planned by each nurse organization, and funds were allo-

cated equally among the organizations toward this effort. Nurse and

community leaders were the decision makers on the selection of event

venues, coordination of events, and implementation of the customized

materials to meet the needs of each community.

2.2 Diversity, equity, and inclusion (DEI)
statement

Our study is firmly grounded in the principles of DEI.We recognize the

importance of diverse representation in preclinical AD trials to ensure

that findings are generalizable and beneficial to all populations. To this

end, we made concerted efforts to include underrepresented groups,

specifically those of Hispanic/Latino, Filipino, and Korean racial and

ethnic backgrounds.

2.3 Key partner organizations

During the pre-award period (January to June 2022) we lever-

aged existing relationships with nurse leaders who had pre-existing

affiliations with their professional nurse organizations conducting

community-engaged work. This approach ensured that we would

partner with organizations that were already trusted within their

communities and had the capacity to support our study’s recruit-

ment and engagement activities. The principal investigators (PIs) of

the study already had established connections with leaders of these

organizations. Utilizing these pre-existing collegial relationships, we

aimed to both deepen these partnerships and enhance the likelihood

of project success through strengthened collaborative efforts. The

underrepresented populations under study were chosen based on the

working relationship with these leaders. The nursing organizations we

partneredwith were as follows:

∙ The Philippine Nurses Association of Southern California (PNASC)

is an organization that unites 155 Filipino nurses and 15 nurs-

ing trainees in Southern California, championing the positive image

and welfare of its members while promoting professional excel-

lence. Through strategic collaborations with professional entities

and agencies, PNASC actively develops and implements programs

pertinent to nursing practice, education, and research, thereby

contributing significantly to its constituents.

∙ The National Association of Hispanic Nurses-Orange County

(NAHN-OC), with 45 active nurses, three retired nurses, and six

nursing trainees, is dedicated to enhancing the health of His-

panic/Latino communities. By leading, promoting, and advocating

for educational, professional, and leadership opportunities, NAHN-

OCsubstantially contributes to the advancement ofHispanic/Latino

nurses.

∙ Somang Society/Korean American Nurses Association of Southern

California (KANASC) is a partnership that was pivotal in providing

reliable health information to the Korean American community in

Southern California, particularly engaging it in aging and demen-

tia research and education. Somang Society, founded in 2007, is

a non-profit organization dedicated to serving Korean American

seniors in California and various other states across the United

States. Its primary mission involves imparting knowledge and sup-

port in critical areas such as end-of-life matters, including advanced

healthcare directives and dementia and dementia caregiving. The
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majority of Somang Society’s dedicated volunteers comprise retired

nurses who are members of KANASC. Somang Society closely col-

laborates with KANASC, an organization established in 1969 with

approximately 1000 members. KANASC is committed to offering

professional development opportunities to its members, advocat-

ing for their rights and interests, fostering professional camaraderie,

and contributing significantly to the well-being of communities and

society at large.

2.4 Participant recruitment strategy

Utilizing established community networks, the three partner organiza-

tions (PNASC, NAHN-OC, and Somang Society/KANASC) were tasked

with the identification of appropriate venues for community engage-

ment events in which members of the research team could perform

partnered outreach and education related to the AHEAD study. Each

organization was responsible for the selection of locations within their

respective communities to host a series of seven events. Recruitment

of participants from the communities proximal to these event loca-

tions was conducted through a multifaceted approach. This approach

included the distribution of culturally appropriate informational fly-

ers, person-to-person communication, and the leveraging of both social

and professional networks to extend invitations to potential partici-

pants. The Institutional Review Board at UCI approved this study, and

participants were provided with a study information sheet with basic

elements of informed consent.

We adopted a culturally sensitive approach to our recruitment

strategy. To facilitate this, we included bilingual/bicultural staff of Fil-

ipino, Korean, and Hispanic/Latino backgrounds to communicate in

the participants’ preferred languages. This created a comfortable envi-

ronment for participants, allowing for effective communication and a

better understanding of their questions and concerns. All recruitment

events incorporated cultural elements such as food and activities to

honor participants’ heritage, fostering a welcoming atmosphere and

demonstrating our respect for cultural diversity.

2.5 Educational intervention

Education was chosen as a key intervention based on formative

research, including stakeholder interviewswith nurses and assessment

of community needs, which identified a significant gap in knowledge

about AD and clinical trial participation among our underrepresented

local communities. Moreover, previous studies showed that culturally

and linguistically tailored educational interventions could effectively

increase awareness and willingness to participate in clinical trials.28,29

Our educational intervention was designed to address specific infor-

mational needs, dispel myths, and build trust within the community.

During the first 3 months of the study (July to September 2022),

together with our nurse partners, we collaboratively and systemati-

cally developed an educational intervention. This structured program

aimed to disseminate knowledge and improve awareness regarding the

AHEAD study to our local communities. The educational component

was delivered through a PowerPoint presentation by the co-PIs (CRS,

MT, HWS) and associated staff.

The PowerPoint slides, originally designed for community engage-

ment by the AHEAD Recruitment and Retention Workgroup,30 were

adapted by our local site recruitment team to meet our specific needs

as described below. The PowerPoint presentations included three

slides describing dementia and AD, four slides articulating the spec-

trum of risk factors – both modifiable and non-modifiable – and three

slides on strategies for the reduction of risk through lifestyle modi-

fication. The core elements of the educational content also included

a primer on clinical trials in five slides and an in-depth exposition

of the AHEAD study in eight slides, elucidating its scientific objec-

tives, methodological framework, and participant eligibility criteria.

The intervention also described community resources accessible to

families affected by dementia.

To address the linguistic and cultural nuances of the three demo-

graphic cohorts, the presentations were culturally and linguistically

adapted. The Filipino and Korean community presentations were

initially developed in English; however, for the Korean audience, a

bilingual presenter delivered the material in Korean to ensure lin-

guistic congruence and cultural resonance. For the Hispanic/Latino

community, the presentation materials and delivery were conducted

entirely in Spanish to meet the audience’s linguistic preferences.

The translation and adaptation of all outreach materials and ques-

tionnaires/study instruments into Spanish followed a six-stage stan-

dard process adapted from the World Health Organization’s process

of translation and adaptation of instruments31: forward translation

(Stage 1), back-translation (Stage 2), discussion to reach consensus

on the translations (Stage 3), independent and consensus verifica-

tion by members of our Hispanic Community Advisory Board, NAHN

nurse partners, and recruitment staff (Stage 4), pilot testing (Stage 5),

and development of the final version (Stage 6). This process ensured

that the materials were conceptually and cross-culturally appropriate

rather thanmerely literal translations of the English versions.

Despite these cultural adjustments, the core educational content

was consistent across the three cohorts in the information provided.

This involved ensuring uniformity in describing dementia and AD, risk

factors, risk reduction strategies, and the AHEAD study’s objectives,

methods, and eligibility criteria. Each educational session was struc-

tured to span 1.5 h and made accessible through both in-person and

virtualmodalities, accommodating thediversepreferences andcircum-

stances of the participants. Participant feedback was systematically

collected through informal discussions during community events. This

feedback was essential in refining the educational content to achieve

cultural relevance and effectiveness.

Attendeeswhowere interested in participating in theAHEADstudy

underwent a prescreening process. This involved a brief evaluation of

their eligibility either in-person or via telephone, capturing sociodemo-

graphic information including age and years of education, followed by a

referral for comprehensive screening at the study site.
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2.6 Measures

Structured questionnaireswere collected before and after each educa-

tional intervention anonymously. Data collectionwas conducted either

digitally via a quick-response (QR) code displayed on a slide during

an educational event, linked to a REDCap database, or through tra-

ditional paper and pencil methods. The vast majority of attendees

(>95%) opted for paper and pencil. The pre-intervention questionnaire

gathered sociodemographic characteristics including age, sex at birth,

gender identity, education, race, ethnicity, primary language, nativ-

ity status, duration of US residence, and marital status. To assess the

factors that influenced attendees to join the community event, we

inquired about their motivations for their attendance. Respondents

could select any of the following seven responses: (1) because of a fam-

ily history of AD, (2) because they are caring for someone with AD, (3)

they received a recommendation to attend the event from a friend or

family, (4) they received a recommendation to attend the event from

a nurse, (5) they learned how they can contribute to science and/or

medical research, (6) they had concerns about memory loss for them-

selves or family members, (7) they desire to gain new information from

researchers/scientists.

To provide geographical context for the community event locations,

we used the Area Deprivation Index (ADI)32 to assess neighborhood

deprivation. The ADI, which comprises 17 indicators from the US

Census, ranks and describes the socioeconomic conditions of Cen-

sus block groups. For neighborhood mapping, we utilized state decile

ranks of the ADI, with higher scores denoting greater neighborhood

disadvantage.

2.7 Outcome assessments

Success for the project was defined and operationalized through

several metrics: (1) engagement, as measured by the number of

community members attending the events; (2) knowledge increase

and research attitude improvement, as measured by pre- and post-

intervention surveys assessing changes in knowledge about the

AHEAD study and research attitudes (described in a subsequent pub-

lication); (3) willingness to participate, as measured by the proportion

of attendees expressing willingness to prescreen for the trial; and (4)

diversity of enrollment, as measured by the number of participants

from underrepresented groups who enrolled in the trial.

3 RESULTS

3.1 Community-engaged events

Of the 21 community events planned, three (14%) were conducted

virtually via Zoom and 18 were held in-person in various locales

within Southern California as depicted in Figure 1. The venues of

the in-person events ranged from large community centers to events

hosted by nurses in their homes (Table 1). The nurses leveraged

their extensive social and professional networks to recruit individuals

from their local communities to these events. A predominant portion

of the events involving the Hispanic/Latino demographic were situ-

ated in neighborhoods experiencing higher levels of socioeconomic

deprivation (higher ADI scores) and were notably closer to the med-

ical center at UCI compared to events held for the other groups

(Table 1).

3.2 Community event attendees

Atotal of 654communitymembers attended theeducational events, as

shown in Figure 2. Of these, 105 participants (16.1%) did not complete

the pre-intervention surveys and 39 (6.0%) had missing data regard-

ing race or ethnicity. After the aforementioned exclusions, a total of

510 participants were grouped into four racial and ethnic categories:

Hispanic/Latino (n = 187), Filipino (n = 149), Korean (n = 147), and

other (n = 27). The “Other” category consisted of individuals who self-

identified as non-Hispanic White (n = 10), non-Hispanic Black (n = 1),

Vietnamese (n = 4), Japanese (n = 2), Chinese (n = 2), and Asian not

otherwise specified (n= 8).

The distribution of characteristics for the community attendees is

depicted in Table 2. The average age of the overall sample was 59

years. Notably, Korean individuals had a higher average age, compared

to the Filipino and Hispanic/Latino groups. The proportion of atten-

dees aged 55 or older varied between groups, ranging from 33.7%

among Hispanic/Latino adults to 81.6% among Korean adults. Sex

and gender distributions revealed that 77.1% of the attendees were

female; the sample included five transgender individuals. Among the

Hispanic/Latino participants, a majority (82.4%) identified as Mexican

American. Over 80% of attendees reported being born outside of the

United States. For this immigrant population, the average duration of

residence in the United States was 33 years, with an average age of

immigration of 27 years. Differences in educational attainment were

evident between the groups. Over a third of Hispanic/Latino atten-

dees (37%) had an education level below high school, a contrast to

other racial and ethnic groups, in which less than 3% reported having

an education below the high school level. Additionally, 51% of Filipino

attendees reported full-time employment, a percentage higher than

the other groups.

3.3 Reasons for attending the community events

Participants were surveyed regarding their motivations for attend-

ing the community events. Figure 3 presents the distribution of these

motivations stratified by race and ethnicity. The predominant rea-

sons across all groups were (1) concerns about memory loss, either

personally or in family members, and (2) an interest in acquiring

new information from researchers or scientists. Korean adults more

frequently reported caregiving for an individual with AD as a rea-

son for attendance (25.2%) compared to Filipino (10.1%) and His-

panic/Latino (4.3%) adults. No other major differences in reasons
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F IGURE 1 Geographical distribution of 18 community events and Area Deprivation Index (ADI) overlays in Southern California. Each dot
represents the location of a community event involving various racial and ethnic groups. The ADI overlays are based on 2020 Census block data,
categorized into state deciles. Higher deciles indicate greater neighborhood deprivation.

for attending were observed among these three main populations of

interest.

3.4 Recruitment outcomes

A total of 71 adults, representing 10.9% of those who received the

education, were successfully recruited to prescreen for the AHEAD

study. Of these, 11.2% were Hispanic/Latino adults, 21.1% were Fil-

ipino adults, and 67.6% were Korean adults. Among Hispanic/Latino

adults who prescreened, 50% were deemed ineligible primarily due

to age requirements. Approximately 47% of the Filipino adults who

prescreened did not proceed to in-person screening, with the primary

reasons being withdrawn interest and loss to follow-up. Of the Korean

adultswhoprescreened, 69%were found ineligible, predominantly due

to challenges with English fluency and loss to follow-up.

In sensitivity analyses comparing age and education distribu-

tions between community event attendees who completed the pre-

intervention survey and those who prescreened for the AHEAD study

(Supplementary Table), we observed significant differences. Filipino

adults who prescreened were significantly older than those who com-

pleted the pre-intervention survey (68.9 vs 57.8 years, p < 0.001).

In addition, Hispanic/Latino adults who prescreened were signifi-

cantly more likely to have higher levels of education than those who

completed the survey.

Of the individuals reached through community engagement, 25

participants (3.8%) were successfully enrolled. The breakdown of

enrollees included two Hispanic/Latino adults (1.1% of those reached

within their demographic), eight Filipino adults (5.3% of their demo-

graphic reached), and 15 Korean adults (10.2% of their demographic

reached). Notably, a single Filipino family contributed five of the eight

Filipino participants. This recruitment was initiated by the elder sister,
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TABLE 1 Characteristics of community events held by each nurse organization.

Venue No. attendees Attendee description

Event type

(in-person or virtual)

Approximate distance

frommedical centera

Philippine Nursing Association of Southern California (PNASC)

PNASC hotel event 90 Active and retired Filipino/a nurses In-person 69.2 km

Philippine consulate event 30 Staff members In-person 74.8 km

Catholic Church event 30 Communitymembers (congregation) In-person 56.5 km

Two restaurant events 50 Business owners and professional

network

In-person 54.9 km

PNASC home event 25 Communitymembers (professional

network)

In-person 62.9 km

PNASC networking event 25 Communitymembers (professional

network)

Virtual N/A

National Association of Hispanic Nurses (NAHN) –Orange County chapter

NAHN general meeting 30 Active and retired Hispanic nurses Virtual N/A

Two family center events 45 Communitymembers (families) In-person 24.0 km

Local senior center event 60 Communitymembers (older adults) In-person 15.1 km

Restaurant event 25 Cancer survivor group attendees In-person 29.3 km

NAHNnetworking event 30 Communitymembers (professional

network)

Virtual N/A

Korean American Nurse Association (KANA)/Somang Society

TwoKANA events 31 Active and retired Korean nurses In-person 55.5 km

TwoKorean church events 39 Senior ministrymembers In-person 24.3 km

Two Somang events 55 Somang staff and volunteers In-person 51.5 km

Local senior center event 59 Communitymembers (older adult) In-person 74.7 km

Restaurant event 30 Communitymembers (professional

network)

In-person 7.9 km

aDistance inmiles to UCI Health GottschalkMedical Plaza. Distances are averaged for multiple events.

who learned of the trial through a friend that attended a community

event hosted by a nurse.

3.5 Lessons learned

Key insights from our study implementation, as summarized in Table 3,

include the following:

1. Partnership dynamics: A critical factor contributing to the success

of the study was the existing trust and rapport established with

leaders of the nursing and community-based organizations. To

maintain and grow the partnerships, study investigators developed

methods and systems to ensure consistent opportunities for com-

munication and troubleshooting (see Table 4 for a full description).

These pre-existing relationships facilitated effective collaboration,

with the nurse leaders playing a pivotal role in operational deci-

sions. They provided valuable insights into culturally appropriate

activities, suitable food distribution, and forms of entertainment

that resonated with the community members, thereby enhancing

engagement. Moreover, their coordination with local venues, such

as churches and senior and family facilities, was instrumental in

the smooth execution of the events. Early involvement of these

leaders in the recruitment strategy was vital, as it allowed for effi-

cient problem-solving and further strengthened the trust in these

partnerships.

2. Feedback-driven content refinement: Participant feedback was indis-

pensable for achieving cultural relevance and effectiveness in

educational content. For instance, in Hispanic/Latino commu-

nity events, there was a preference for including more infor-

mation on specific risk factors such as diabetes and cardio-

vascular risks, as well as on lifestyle and behavioral modifica-

tions. While the core elements of the intervention were main-

tained, these targeted adjustments resulted in a more perti-

nent and engaging educational program. This process demon-

strated a responsive and community-centric approach to health

education.

3. Interest and eligibility in research participation: The disparity between

community interest in research participation and the constraints

imposed by eligibility criteria was a notable challenge. For exam-

ple, younger Hispanic/Latino attendees often did not meet the age

criterion for the AHEAD study despite their enthusiasm. Similarly,
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F IGURE 2 Flow schematic of participant recruitment to AHEAD3-45 trial. The “other” category encompasses adults who self-identified under
various race and ethnic groups: non-HispanicWhite (n= 10), non-Hispanic Black (n= 1), Vietnamese (n= 4), Japanese (n= 2), Chinese (n= 2), and
Asian not otherwise specified (n= 8).

older Korean adults showed a keen interest in participation but

faced language barriers that made them ineligible. These limita-

tions highlighted the need for alternative research participation

options to sustain community engagement and avoid potential

disenfranchisement.

4. Navigational challenges with academic–community partnerships: Inte-

grating nursing and community-based partners into the study

framework presented bureaucratic challenges. The onboarding

process was encumbered by extensive paperwork, resulting in

delayed reimbursements for their services. This complexity posed

a risk to the trust established with our community partners. These

experiences underscore the need for universities to develop poli-

cies attuned to the operational realities of community-based orga-

nizations. Streamlining these processes and adoptingmore efficient

financial practices for onboarding new partners are essential steps

to ensure timely and effective collaboration.

5. Cultural considerations in recruitment: Our recruitment strat-

egy required a culturally sensitive approach, or “recruitment

etiquette,”33 anchored in respect, compassion, and cultural

awareness. Bilingual/bicultural staff from Filipino, Korean, and His-

panic/Latino backgrounds facilitated comfortable environments

for participants, allowing effective communication and deeper

understanding of their questions and concerns. Recruitment events

also incorporated cultural elements, including food and activities,

to celebrate and honor participants’ heritage, creating a welcom-

ing atmosphere and demonstrating our commitment to cultural

diversity.

6. Operational challenges in data collection: We encountered opera-

tional challenges related to data collection, with attendees for

traditional methods like paper-based surveys over digital means.

This suggested a need for support mechanisms for individuals

with limited digital literacy to avoid excluding certain population

segments. Staffing constraints also affected our ability to man-

age the recruitment process, particularly from prescreening to

screening stages, resulting in gaps in data collection on reasons for

non-continuation. Adequate staffing is critical to ensure thorough

data collection and understanding of participant experiences and

barriers in the recruitment process.
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TABLE 2 Distribution of participant characteristics according to racial and ethnic background.

Overall sample Hispanic/Latinoa Filipino Korean Otherb

TotalN 510 187 149 147 27

Age, mean (SD) 58.6 (16.1) 52.8 (18.4) 57.8 (13.4) 67.4 (10.1) 45.9 (20.2)

≥ 55 years, n (%) 278 (54.5%) 63 (33.7%) 88 (59.1%) 120 (81.6%) 7 (25.9%)

Prefer not to answer ormissing 74 (14.5%) 56 (30.0%) 3 (2.0%) 13 (8.8%) 2 (7.4%)

Sex at birth, n (%)

Male 113 (22.2%) 24 (12.8%) 42 (28.2%) 36 (24.5%) 11 (40.7%)

Female 393 (77.1%) 161 (86.1%) 106 (71.1%) 110 (74.8%) 16 (59.3%)

Intersex 1 (< 1%) 1 (< 1%) 0 0 0

Prefer not to answer ormissing 3 (< 1%) 1 (< 1%) 1 (< 1%) 1 (< 1%) 0

Gender identity, n (%)

Man 107 (21.0%) 20 (10.7%) 41 (27.5%) 35 (23.8%) 11 (40.7%)

Woman 380 (74.5%) 157 (84.0%) 105 (70.5%) 102 (69.4%) 16 (59.3%)

Transgenderman 0 0 0 0 0

Transgender woman 5 (1.0%) 3 (1.6%) 1 (< 1%) 1 (< 1%) 0

Gender queer 0 0 0 0 0

Gender non-binary 0 0 0 0 0

Another gender 0 0 0 0 0

Prefer not to answer ormissing 18 (3.5%) 7 (3.7%) 2 (1.3%) 9 (6.1%) 0

Primary language spoken, n (%)

English 147 (28.8%) 40 (21.4%) 68 (45.6%) 15 (10.2%) 24 (88.9%)

Spanish 142 (27.8%) 142 (75.9%) 0 0 0

Korean 132 (25.9%) 1 (< 1%) 0 131 (89.1%) 0

Tagalog 73 (14.3%) 0 73 (49.0%) 0 0

Other 11 (2.2%) 0 7 (4.7%) 1 (< 1%) 3 (11.1%)

Prefer not to answer ormissing 5 (1.0%) 4 (2.1%) 1 (< 1%) 0 0

Hispanic/Latino heritage, n (%)

Mexican — 154 (82.4%) — — —

Central American — 13 (7.0%) — — —

Cuban — 2 (1.1%) — — —

Dominican — 1 (< 1%) — — —

Puerto Rican — 3 (1.6%) — — —

South American — 3 (1.6%) — — —

More than one heritage — 3 (1.6%) — — —

Other — 5 (2.7%) — — —

Prefer not to answer ormissing — 3 (1.6%)

Born outside of United States, n (%) 409 (80.2%) 134 (71.7%) 129 (86.6%) 137 (93.2%) 9 (33.3%)

Prefer not to answer ormissing 23 (4.5%) 11 (5.9%) 5 (3.4%) 7 (4.8%) 0

Years in the United States, mean (SD) 33.3 (14.4) 32.5 (13.9) 32.2 (15.3) 38.6 (11.7) 11.0 (11.1)

Age at migration, mean (SD) 26.9 (12.2) 24.2 (13.4) 27.1 (11.2) 30.3 (12.5) 25.7 (2.1)

Missing, n (%) 180 (44.0%) 45 (11.0%) 38 (9.3%) 91 (22.3%) 6 (1.5%)

Educational attainment, n (%)

Less than high school 75 (14.7%) 70 (37.4%) 2 (1.3%) 3 (2.0%) 0

High school 19 (3.7%) 17 (9.1%) 0 2 (1.4%) 0

Some college 81 (15.9%) 29 (15.5%) 23 (15.4%) 22 (15.0%) 7 (25.9%)

College/University 179 (35.1%) 21 (11.2%) 67 (45.0%) 78 (53.1%) 13 (48.2%)

(Continues)
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TABLE 2 (Continued)

Overall sample Hispanic/Latinoa Filipino Korean Otherb

Postgraduate 97 (19.0%) 10 (5.4%) 51 (34.2%) 31 (21.1%) 5 (18.5%)

Prefer not to answer ormissing 59 (11.6%) 40 (21.4%) 6 (4.0%) 11 (7.5%) 2 (7.4%)

Employment status, n (%)

Full-time 149 (29.2%) 40 (21.4%) 77 (51.7%) 21 (14.3%) 11 (40.7%)

Part-time 78 (15.3%) 36 (19.3%) 18 (12.1%) 15 (10.2%) 9 (33.3%)

Retired 230 (45.1%) 65 (34.8%) 52 (34.9%) 107 (72.8%) 6 (22.2%)

Prefer not to answer ormissing 53 (10.4%) 46 (24.6%) 2 (1.3%) 4 (2.7%) 1 (3.7%)

aFour percent of individuals with Hispanic/Latino heritage additionally self-identified as Filipino (n= 6), Korean (n= 1), and Native Hawaiian (n= 1).
bThe “Other” category encompasses adultswho self-identified under various race and ethnic groups: non-HispanicWhite (n=10), non-Hispanic Black (n=1),

Vietnamese (n= 4), Japanese (n= 2), Chinese (n= 2), and Asian not otherwise specified (n= 8).

F IGURE 3 Reason for attending community events by race and ethnicity.

4 DISCUSSION

Efforts to improve recruitment of underrepresented groups into AD

trials have historically posed a challenge. In this study, we shared

our experiences, outcomes, and lessons learned from recruiting local

populations ofHispanic/Latino, Korean, and Filipino origin from South-

ern California into the AHEAD study through a novel initiative. We

successfully engaged a large population of diverse community mem-

bers through innovative partnerships with professional nursing and

community-based organizations, resulting in an additional 25 enrollees
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TABLE 3 Thematic summary of lessons learned from community recruitment.

Theme Key lessons learned Implications/recommendations

Community partnership ∙ Importance of prior relationships with keymembers
∙ Engagement with partners early in recruitment process
∙ Emphasis on collaborative effort

Foster and build on strong relationships with

community partners

Participant feedback ∙ Valuable insights for tailoring content
∙ Interest in specific health topics

Continuously adapt educational content

Research inclusivity ∙ Interest in research engagement is high
∙ Disappointment from ineligible participants due to age or

language

∙ Develop alternative research opportunities
∙ Bilingual and bicultural research teams are key

Academic-Community based

organization collaboration

∙ Need for supportive policies
∙ Streamlining financial practices

Implement policies for effective collaborations

Cultural considerations ∙ Importance of culturally appropriate outreachmaterials
∙ Use of food and entertainment as cultural bridges and

social engagement

Incorporate cultural elements in interventions

Operational challenges ∙ Preference for traditional data collectionmethods
∙ Process for navigating interest to enrollment is needed
∙ Capacity concerns with staff

Improve recruitment systems and data collection

TABLE 4 Systems andmethods used for sustaining partnerships.

System/method Description

Initial project training Conductedwith all three partner organizations to align goals, expectations, and protocols

Monthly Zoommeetings Regular virtual meetings to discuss progress, address challenges, and ensure continuous engagement

Frequent emails and phone calls Ongoing communication between principal investigators and partners to provide updates,

troubleshoot issues, andmaintain strong relationships

Feedbackmechanisms Established processes for nurse partners to provide feedback on study processes and suggest

improvements

Collaborative planning sessions Joint sessions with partner organizations to plan recruitment strategies and tailor interventions to

community needs

Resource sharing Providing partner organizations with necessary resources, such as educational materials and training

sessions, to support their involvement in study

in a high-burden interventional drug trial. Our findings indicate that

while the support and partnership of key nursing community-based

organizationswere vital for such engagement,more research is needed

to understand how to translate engagement into actual enrollment,

particularly among groups that may face additional barriers and chal-

lenges.

The total number of screens (n = 25) resulting from this study

was relatively small compared to the overall AHEAD study, which

screened more than 20,000 individuals to achieve a total sample

size of 1400 randomized individuals. The yield of our efforts was

high, however, compared to some previous recruitment efforts,34 with

4% of those reached enrolling and 14% willing to prescreen for the

trial. Moreover, the site-level expectation in the AHEAD study was

to randomize 20 participants, with at least 30% being from a racial,

ethnic, or other underrepresented group. Therefore, these additional

participants represented a meaningful increase in our overall site

enrollment diversity. Extrapolating these findings to all sites would

result in nearly 2000 additional screens from underrepresented back-

grounds and an approximately 10% increase in the overall diversity of

screening.

We observed differences in consent rates among ethnic and racial

groups, with Hispanic/Latino participants constituting only two of the

25 consenting individuals. This low representation may be partially

explained by the underrepresentation of Hispanic/Latino adults aged

55 to 80 at our community events, a key inclusion criterion for the

AHEAD study. Enhancing the participation of age-appropriate His-

panic/Latino populations could improve outcomes. However, adopting

a more family-centric approach to recruitment, which acknowledges

the role of familism in decision-making, may be particularly effective

in AD and related dementias (ADRD) studies.35,36 Our findings also
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highlighted a significant interest in participation among younger His-

panic/Latino attendees andolderKorean adults, butmanydid notmeet

the eligibility criteria due to age and language barriers, respectively.

Our findings revealed a distinct preference for Spanish-language

materials among Hispanic/Latino participants. This preference, cou-

pled with generally lower levels of educational attainment, may lead to

challenges in health literacy.37–39 Such challenges are often associated

with increasedmedicalmistrust,40,41 which could be a contributing fac-

tor to the observed lower rates of prescreening and consent in this

group. Indeed, our sensitivity analyses indicated that Hispanic/Latino

adults with lower education levels were less likely to prescreen. More-

over, there was a notable discrepancy in data completeness, with

a disproportionately higher amount of missing information, partic-

ularly regarding age, education, and employment status, from His-

panic/Latino attendees. This lack of comprehensive data presents

a barrier to fully understanding the engagement and participation

dynamics within the Hispanic/Latino community.

Another potential factor affecting the Hispanic/Latino community’s

enrollment in the AHEAD study is concern regarding undocumented

status.42 California has approximately two million undocumented

immigrants. The fear of deportation, often underaddressed in research

settings, may heighten mistrust and reluctance to engage in clinical

trials.43 Future recruitment strategies must thoughtfully incorporate

these insights,44 considering both cultural sensitivities and the unique

challenges faced by the Hispanic/Latino community, to enhance their

engagement in preclinical trials.

The Filipino community’s participation in our community recruit-

ment provided valuable cultural perspectives on trial decision-making.

We found that a significant number of AHEAD study consents were

concentrated within a single family unit, reflecting the communal

decision-making practices ingrained in Filipino culture. Collective ori-

entation and familial solidarity are Filipino cultural traits that under-

score the emphasis on unity, deference to family hierarchy, and shared

decision-making in health-related matters.45,46 The proactive involve-

ment of an entire family in the study highlights the role of familial

endorsement and collective agreement in making informed choices

about trial participation. These findings further advocate for the

incorporation of family-centered approaches in research recruitment

strategies andunderscore theneed for further research to comprehen-

sively understand the role of culture in clinical trial decision-making.47

Korean older adults represented the largest proportion of con-

sents for the AHEAD study among the groups studied. This may be

attributed to a higher proportion of individuals who met the study’s

age criterion, coupled with a greater likelihood of these individu-

als providing care for older adults with AD. The partnership with

Somang Society, known for its dementia caregiving education, enabled

retired Korean nurses to effectively reach a demographic with a

significant proportion of AD caregivers. Nonetheless, English lan-

guage proficiency emerged as a significant barrier to participation in

the AHEAD study within the Korean community. This finding aligns

with existing literature indicating that Asian immigrants with limited

English proficiency face substantial obstacles in accessing health-

care services due to language barriers.48 Further research is war-

ranted to explore these challenges within the context of clinical trial

participation.

Our recruitment strategy emphasized the importance of adhering

to CBPR principles,22 which promote collaborative partnerships with

community members and leaders. These partnerships foster mutual

learning, shared resources, and collective decision-making, benefiting

both academic researchers and community stakeholders. We engaged

community partners in designing our intervention and recruiting par-

ticipants for our educational events. Additionally, communitymembers

played a crucial role in both the initial design and subsequent refine-

ment of our educational interventions, positioning them as essential

contributors to the success and impact of our efforts. Community

nursing organizations emerged as invaluable partners, offering unique

insights and established connections to our diverse communities,

thereby enhancing the effectiveness of our recruitment approach.

To further strengthen our approach and guide future efforts, we

will continue to apply and expand upon CBPR principles. This includes

maintaining regular communication with our nurse partners to ensure

that interventions remain relevant and effective. We will emphasize

capacity building by providing training to our nurse partners, empow-

ering them to take on leadership roles in future recruitment efforts.

Developing long-term partnerships and securing fundingwill be essen-

tial to sustaining community engagement efforts beyond the initial

study period. Furthermore, we will continuously evaluate the effec-

tiveness of our strategies and make necessary adjustments based on

community feedback and changing needs. By integrating these CBPR

principles and actions into our framework, we aim to create a more

inclusive and participatory research environment that can adapt to the

evolving needs of our diverse communities.

While the study demonstrated notable strengths, there were also

limitations. Our recruitment efforts were concentrated on three spe-

cific underrepresented groups – Filipino, Hispanic/Latino, and Korean

– driven by convenience and pre-existing connections with nurse

leaders belonging to these ethnicities. This focus might not compre-

hensively reflect the vast diversity inherent in the Southern California

region. In addition, the majority of attendees (77%) were female,

which could affect the generalizability of the findings. Moreover, the

applicability of these findings to other underrepresented communities

remains uncertain.

To increase the inclusion of men, several strategies could be imple-

mented. A recent systematic review identified key facilitators for male

recruitment and retention in longitudinal studies, such as clear com-

munication and tailoring recruitment methods to men’s interests.49

Leveraging health service provider referralsmay enhance participation

among underrepresented older adults. In addition, fostering positive

relationships between staff and participants and providing ongoing

health monitoring may further motivate male participation. More

research into evidence-based strategies is needed to address the gen-

der imbalance in our recruitment efforts and improve overall diversity

and representativeness in AD trials.

Another limitation of this study was the challenge of achieving

sustained engagement throughout the recruitment process. In particu-

lar, the recruitment of underrepresented groups who encounter more
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structural barriers may need a continuous engagement approach.50,51

Recognizing this, our future plans include investing additional effort

to focus on training nurses to conduct community-based educational

interventions. Such training is anticipated to not only enhance their

capacity to engage these communities effectively but also contribute

to the long-term sustainability of the project.

5 CONCLUSION

This study demonstrates the critical role of community partners, par-

ticularly nursing community organizations, in effectively recruiting

underrepresented groups for preclinical AD trials. Our findings high-

light the necessity of engaging these partners from the very beginning

and ensuring equal power sharing in accordance with CBPR princi-

ples. A novel aspect of our approach was the involvement of nursing

community organizations, which played a pivotal role in building trust

and facilitating recruitment. Key to this collaborative approach is the

establishment of transparent communication channels and the joint

development of a recruitment plan. As demonstrated in our research,

this strategy is instrumental in enhancing the diversity of participant

representation in AD preclinical trials.
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