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Abstract

Introduction: Despite evidence that Hispanic/Latino populations are 1.5 times more

likely than non-Latino Whites to develop Alzheimer’s disease and related dementias

(ADRD), Latinos are underrepresented in clinical trials testing treatments for ADRD.

Data are neededon facilitators ofADRDclinical trial participation in Latinos.We lever-

aged in-depth qualitativemethods to elucidate barriers and facilitators to participating

in ADRD clinical trials in a large and diverse sample of Latinos; and to provide timely

and actionable strategies to accelerate representation of Latinos in clinical trials on

ADRD.

Methods: Data were collected in California between January 2019 and June 2020

from 25 focus groups (FGs): eight with Latino adults ages 18 to 49 (n = 54), nine

with Latino adults ages 50+ (n = 75), and eight with caregivers of Latino older adults

with ADRD (n = 52). Twelve community-based organization administrators were also

interviewed. Transcripts of FGs and interviews were entered into Atlas.ti software.

Three independent team members analyzed the transcripts with inductive/deductive

qualitative content analysis. We triangulated data from stakeholder groups across

sites, we used collaborative coding, and used the Consolidated Criteria for Reporting

Qualitative Research.

Results: An overarching theme was a tension between wanting to learn more about

ADRDand to participate inADRD research but having limited awareness and opportu-

nity. Five themeswere identified: (1) remaining in limbo, (2) wanting information about

ADRD, (3) wanting information on research about ADRD, (4) clearing researchers

through trusted local organizations, and (5) practicing altruism through engagement

in research opportunities.

Discussion: To increase representation of Latino communities in clinical trials on

ADRD, bilingual information and education on ADRD and clinical trials needs to

be better disseminated. Also, working with trusted local, regional, and national
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organizations can increase participation. Importantly, Latino participation can increase

when research teams demonstrate altruistic actions and inform participants of public

health reasons requiring their involvement.
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HIGHLIGHTS

∙ Participation in clinical trials on Alzheimer’s disease and related dementias (ADRD)

is limited among Latinos/Hispanics.

∙ Knowing the high prevalence of ADRD in Latinos increases willingness to partici-

pate.

∙ Observing altruism from researchers increases willingness to participate.

∙ Invitations frommultiple organizations increases willingness to participate.

∙ Researchers should include public health reasons requiring Latinos’ involvement.

1 BACKGROUND

Hispanics/Latinos are the fastest growing racial/ethnic groups in the

United States,1 and account for 18% of the US population (represent-

ing 62.1 million people).2 However, Latinos account for only 2% of

participants in clinical trials onAlzheimer’s disease and related demen-

tias (ADRD),3 as well as studies on ADRD funded by the National

Institutes of Health.4 Manly and Glymour5 raised concerns about the

recently US Food and Drug Administration–approved aducanamab,

a drug to treat Alzheimer’s disease (AD), as only 3% of participants

in its trials identified as Latino. This underrepresentation is a concern

considering projections that the number of Latinos with AD will

increase 9-fold by 2060, a growth of 832%.6 Emerging evidence also

suggests that Latinos are at increased risk for developing ADRD.

For example, two studies found that Caribbean Latinos in Northern

Manhattanwere twice as likely as non-LatinoWhites to haveADRD.7,8

The Alzheimer’s Association estimated that Latinos are 1.5 times

more likely than non-LatinoWhites using from data from the Health &

Retirement Study.9 However, two other studies do not suggest higher

ADRD incidence among Latinos versus non-LatinoWhites in Northern

California.10,11

The underrepresentation of Latinos in clinical trials on

ADRD reduces the generalizability of research findings because

race/ethnicity may influence the efficacy of tested treatments.

Despite a limited understanding of the biological underpinnings of

race/ethnicity and their relation with ADRD, race/ethnicity is a marker

for risk factors in the development of ADRD.5,8,12,13 For example,

Latinos are at risk of having diabetes and have limited or no health

insurance.14,15 Related, studies done exclusively with Black American

populations might not be extrapolated to Latino populations because

of race-specific biological risk factors. For example, compared to Latino

populations, Black American populations are more at risk for strokes

and hypertension.13 Given that there are 200 clinical trials on ADRD

with a goal of recruiting >70,000 participants,16,17 a public health

issue in the United States is to increase representation of Latinos in

clinical research about ADRD.

Studies on specific barriers and facilitators to participation of Lati-

nos in clinical trials on ADRD have been limited. For example, a review

discussed these barriers and facilitators drawing from research on

cancer or research with people of color.18 Further, a recent system-

atic review of 19 articles noted that 15 studies on the topic focused

exclusively on Black Americans, two on Black Americans and Lati-

nos, and two on Asians.19 The few studies concerned with barriers to

participation in ADRD clinical trials among Latinos focused on brain

donation.20—22

To address these research gaps, the purpose of our study was to

leverage the depth of qualitative methods23 to elucidate barriers and

facilitators to participating in clinical trials on ADRD in a large and

diverse sample of Latinos in California. Specifically, wewanted to learn

from rural and urban Latinos, monolingual Spanish speakers, different

age groups, plus caregivers and administrators of organizations serving

Latino communities.

To facilitate the translation of research results into actionable

strategies for researchers and academic institutions, we applied the

Ford conceptual framework that identifies barriers and facilitators

to enrollment into research.24,25 Initially developed to accelerate the

recruitment of underrepresented populations in cancer research, this

framework identifies three factors (i.e., awareness, opportunity, accep-

tance) related to increasing representation of diverse individuals in

research, as detailed in Figure 1. Building on this framework,24,25 the

goal of our study was to provide timely and actionable strategies to

accelerate representation of Latinos in clinical trials on ADRD, with

an emphasis on facilitators of ADRD research from the perspective of

diverse Latino communities.
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RESEARCH INCONTEXT

1. Systematic Review: The authors reviewed the litera-

ture using traditional (e.g., PubMed) sources. There have

been recent publications describing recruitment of Black

AMericans into Alzheimer’s disease and related demen-

tias (ADRD) research, and one of Hispanics/Latinos,

which has been appropriately cited.

2. Interpretation: Our findings show that Latinos are more

likely to consider participating in clinical trials on ADRD

when they observe altruism from researchers, which is

consistentwith aspects of previous literaturebut expands

participants’ views of altruism.

3. Future Directions: To increase representation of Latino

communities in clinical trials on ADRD, information and

education on ADRD and clinical trials needs to be better

disseminated, and the altruistic actions of the research

team and pressing public health reasons requiring Lati-

nos’ involvement are essential. Actionable recommenda-

tions for researchers and academic institutions to facili-

tate representation of Latinos in ADRD research based

on the Ford framework should be considered.

2 METHODS

2.1 Study design

We used qualitative methods to identify factors that influence partic-

ipation in ADRD research among Latino communities. We examined

the perspectives of four stakeholder groups: Latino adults, Latino

older adults, caregivers of Latinos with ADRD, and administrators of

community-basedorganizations (CBOs).With the first threegroupswe

used focus groups (FGs). To better understand FGs’ narratives, drawing

from prior research,26 we then conducted one-on-one interviews with

CBO administrators.

2.2 Study participants

Inclusion criteria for adults and older adults was self-identifying as

Latino/Hispanic and being aged 18 to 49 and >50, respectively. Inclu-

sion criteria for caregivers included providing or coordinating care

without financial compensation43 to at least one Latino individual with

diagnosed/undiagnosed cognitive impairment over the last year. Inclu-

sion criterion for CBO administrators was working as an administrator

in an organization predominately serving Latino communities and

trusted by FG participants. Criteria were assessed by our researchers.

2.3 Recruitment

We recruited participants in two ways. First, we recruited FG par-

ticipants via the support of local CBOs (e.g., immigration, social,

health-care services, advocacy organizations) serving primarily Latino

communities in three sites with a high representation of Latino resi-

dents in California: Fresno (41% Latino residents), Los Angeles (49%),

and the San Francisco Bay Area (24%). In particular, in each site CBO

administrators disseminated our recruitment flyers (in Appendix in

supporting information), and the CBO administrators solicited partic-

ipation by endorsing our study and sharing recruitment flyers showing

university logos and the name and address of their CBO. Some CBO

administrators also hosted presentations of our team. For their effort,

we initially provided financial compensation ($450) to each CBO. Sec-

ond, we recruited CBOadministrators fromCBOs that FG participants

said that they trusted.

F IGURE 1 The Ford et al. conceptual framework
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2.4 Data collection

Data were collected in California from FGs with Latino adults, older

adults, and caregivers (January 2019–March 2020) plus interviews

withCBOadministrators (April–June 2020). TheCommittee ofHuman

Research of the University of California, San Francisco approved the

study (17-23278).

2.4.1 Methods

The overall goal of the FGs was to understand, in depth, barriers and

facilitators to participating in ADRD research. FGs were facilitated by

bilingual and bicultural Latino researchers, were designed to last ≈90

minutes, and were audio recorded and professionally transcribed. FGs

were held in person in local community centers and CBO facilities. FGs

began with facilitators asserting their intention to learn from partici-

pants. Next, facilitators defined ADRD and then probed participants’

awareness on the fact that Latinos are more likely than Whites to

developADRD (e.g., “Can I get a showof hands, who thinks that Latinos

and White people have the same chance of getting dementia?”). After

gauging participants’ awareness, researchers used the Alzheimer’s

Association report to explain that Latinos are 1.5 times more likely to

develop ADRD, but most participants of ADRD research are White.

Then they explained that the goal of this study was to learn from

them about barriers and facilitators for Latino communities in par-

ticipating in ADRD research. Next, they asked participants about the

characteristics of ADRD research (e.g., “What do you think research

on dementia looks like?”). After participants offered their perspective,

researchers explained different features of ADRD research. Next,

they asked about barriers (e.g., “Is there anything that would hold you

back?”) to participating in ADRD research for themselves (as well as

for person they care for in sessions with caregivers). Afterward, par-

ticipants were asked about barriers for Latino communities in general

to engage in ADRD research. Next, participants were asked whether

trust was important to participate in research and what makes them

trust specific acquaintances or professionals. Researchers then asked

if the invitation of trusted professionals of specific investigations

on ADRD would encourage participants to consider participating in

these investigations. Finally, ending on a positive note, researchers

asked about facilitators for Latino communities to participate in ADRD

research. To supplement findings from the FGs, administrators of

CBOs that were indicated as trusted by older adults and caregivers

were interviewed over the phone because of the coronavirus pan-

demic. Using an interview guide designed to last for 60 minutes,

Latino researchers elicited in-depth administrators’ perspectives

about specific ways to increase representation of Latinos in ADRD

research, with emphasis on specific responsibilities of researchers

toward CBOs and Latino communities. FGs and interview outlines

are in the Appendix. All participants received a $40 gift card for their

time.

2.5 Analysis

After data collection, transcripts of FGs and interviews were entered

into Atlas.ti software. Three independent coders led by the last author

analyzed the transcripts with inductive/deductive qualitative content

analysis.27,28 Transcripts were analyzed line by line29 to understand

what factors might influence the decision to participate, or not, in

clinical trials on ADRD. The deductive analysis was guided by the

Ford framework24,25 whereby coders identified barriers/facilitators

for each factor of the model. First, we focused on identifying themes

and subthemes. Next, we compared narratives from each stakeholder

group to assess whether they corroborated, negated, or expanded one

another, which adds depth to the analysis. To validate the data, we

triangulated data from stakeholder groups across sites, paying partic-

ular attention to discrepancies in the data;29,30 we used collaborative

coding; and used the Consolidated Criteria for Reporting Qualitative

Research.31

3 RESULTS

We conducted 25 FGs (14 in English and 11 in Spanish). We also inter-

viewed 12 CBO administrators. Table 1 details participants’ charac-

teristics. Table 2 provides representative quotes. Whereas narratives

from CBO administrators expanded narratives from participants of

FGs, marked differences in narratives among participants’ groups did

not emerge. An overarching theme was a tension between wanting

to learn more about ADRD and to participate in ADRD research but

having limited awareness and opportunity.

3.1 Remaining in limbo

Most participants noted that Latinos, in general, have limited knowl-

edge about ADRD, the specifics of research, as well as the reasons and

avenues to engage in ADRD research. One FG participant described

it as “remain[ing] in a limbo.” Specifically, most participants were

concerned about their limited ability to detect ADRD. Most FG par-

ticipants were unaware that Latinos were 1.5 times more likely than

Whites to develop ADRD. Furthermore, a generalized lack of talking

about ADRD in Latino communities was noted. Participants agreed

that the inclination of Latino households to be private about personal

matters has deterred Latino communities from realizing the shared

burden brought forth by ADRD, a condition often associated with

being “crazy.” Because of this stigma attached to ADRD, not knowing

was often preferred, and seeking help was considered “embarrass-

ing.” Limited education and health-care access also exacerbated this

condition.

Superimposed on a limited understanding of ADRD was lim-

ited information about ADRD research. The majority of participants

pointed to the lack of understanding of Latino communities on how to
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TABLE 1 Demographic characteristics of participants

9 Focus group Latino

adults ages 50+

8 Focus group Latino

adults ages 18–49

8 Focus group

caregivers

CBO adminis-

trators Total

Age (mean, SD, range)

67 years

(SD= 12.06)

(37–88)a

32 years

(SD= 10.51)

(18–56)a

56 years

(SD= 16.01)

(25–89)

44 years

(SD= 9.78)

(29–58)

49 years

(SD= 12.86)

(18–89)

n (percentage)

Sex, female 56 (75%) 30 (56%) 39 (75%) 8 (67%) 133 (69%)

Race/ethnicity

Hispanic or Latino 70 (93%) 52 (96%) 47 (90%) 12 (100%) 171 (89%)

White or Caucasian 32 (43%) 11 (20%) 17 (33%) 4 (33%) 64 (33%)

Black or African American 0 0 1 (2%) 0 1 (1%)

More than one race 1 (1%) 6 (11%) 3 (6%) 0 10 (5%)

American Indian or AlaskanNative 3 (4%) 3 (6%) 0 0 6 (3%)

Not provided/other 38 (51%) 34 (63%) 31 (60%) 5 (42%) 108 (56%)

High school education or above (%) 32 (43%) 45 (83%) 32 (62%) 11 (92%) 120 (62%)

Location

Rural 15 (20%) 27 (50%) 15 (29%) 9 (75%) 66 (34%)

Urban 60 (80%) 27 (50%) 37 (71%) 3 (25%) 127 (66%)

Monolingual Spanish speakers 36 (48%) 5 (9%) 8 (15%) 0 49 (25%)

Cultural heritage

Mexico 27 (36%) 37 (69%) 31 (60%) 12 (100%) 100 (52%)

Central America 30 (40%) 11 (20%) 11 (21%) 0 52 (27%)

South America 7 (9%) 3 (6%) 2 (4%) 0 12 (6%)

Puerto Rico 1 (1%) 1 (1%) 0 0 2 (1%)

Not provided 10 (13%) 2 (4%) 8 (15%) 0 27 (14%)

Total 75 54 52 12 193

Abbreviations: CBO, community-based organization; SD, standard deviation.
aOne participant came to a FG for Latino adults ages 50+with a 37-year-old friendwhowas eager to participate, another participant came to a FG for Latino

adults ages 18—50with a 56-year-old friend also eager to participate. On both occasions, the researcher included the outliers to pay respect.

participate in ADRD research. Often FG participants, younger cohorts

included, did not know what research on ADRD includes. This lack of

information also fomented distrust. Specifically, fear of participating in

research emerged, especially fear of receiving a diagnosis of ADRD or

other diseases after one’s involvement in research studies.

With regard to research, participants said that they rarely saw invi-

tations to participate in research in English, let alone in Spanish. The

consequences toparticipate in specific studieswerequestioned, aswas

thepurposeof participating in research (e.g., “Howcould ahair or saliva

help Alzheimer’s disease?”). Some participants explained that in their

native countries participating in research was unheard of.

3.2 Wanting information about ADRD

The majority of participants were eager to receive information about

ADRD: “They should inform us,” one noted. One major draw for this

eagerness was hearing from the FG moderators, usually for the first

time, that Latinos aremore at risk for ADRD than non-LatinoWhites.

With regard to wanting information about ADRD, participants

wanted to understand the different types of ADRD, its hereditary

characteristics, the difference between dementia and senescence, and

specific risk factors for Latino communities. “Education” was also

sought about symptoms, prevention strategies, and resources. One

participant stressed the importance of conveying this informationwith

attention to the “Hispanic culture.” Other participants expanded this

point by emphasizing the importance of increasing awareness in Latino

communities about the “statistics” of ADRD and the importance of

learning and openly talking about ADRD. Most participants explained

that this desire to know more about ADRD compelled them to attend

the FG.

When asked about avenues to disseminate information about

ADRD, especially ways to recognize early stages of dementia, and

related research, participants stressed the importance of “informa-

tional campaigns” on Spanish-language television, radio (especially

to reach farmworkers), social media, and health fairs, perhaps with

“prominent” Latinos discussing their experience with ADRD in their

families to dispel stigma. Some suggested that researchers learn from



6 of 11 MARQUEZ ET AL.

TABLE 2 Participants’ quotes by themes identified

Theme Quote

Remaining in limbo Because we don’t know.We’re not informed. It’s not really out there, like hey, you know, if youwant to do this

research or do you know somebody? I didn’t even have..., I had no clue. I don’t think we’re informed of it as much.

Participant 1, FG 10, Latino adults ages 18–50

I don’t think the word is out there. I don’t think, I meanwhen they talk about dementia, I’ve never heard statistics.

I’ve never heard them say anything about the different cultures andwho’s more prone. I mean, you hear it with

everything else, but I’ve never, everything I’ve ever heard, that’s something I’ve never heard. So, I don’t think they

put it out there enough for us to realize it. Hey, where canwe go? How canwe participate?Maybemore people

might be able to go in and participate in forums and research. Participant 6, FG 11, Latino adults ages 50+

I think the reason there is no participation is because we don’t know. The time, when you start it, or we don’t really

know how to take care of it. Because what we know is because old people have dementia, these have dementia,

he died because of dementia. But who knowswhat happened? How canwe help them?Or how canwe help

ourselves to stop that or to get better? Because I don’t know verymuch about it. I just hear about it, but what is

that starts it up? Participant 6, FG 11, Latino adults ages 50+

Wanting information about

ADRD

I would say having a cultural awareness of what’s a myth andwhat is not amyth regarding dementia would be a

great impact on a community level or even on TV or any type of media, just because they are able to seeOK, this

is what I thought but in reality this is what it is. So be able to relate. I’m usually visual, so if I can read it, if I have

something like that and see the difference, that would helpme be aware of dementia. Participant 2, FG 14, Latino
adults ages 18–50

I think it would bemore like talking through our story. By providing our story andwhat we go through they would

bemoremotivated. Saying hey, this really works. They need us out there. Get involved, help find care for us and

stuff. So I think telling them our story. Because a lot of them don’t know. People don’t know like withmy dad,

what a time I’m going through. They go really? Is that what’s going on? Sowhat do you do? So for all them, I think

it’s word of mouth, telling our story. Participant 2, FG 6, Latino adults ages 50+

I would agree with that, but also PSAs in local communities. There’s a lot of outlets that you can use, and some of

them are free resources that you can use to be able to build awareness. Participant 3, FG 14, Latino adults ages
18–50

Wanting information on

research about ADRD

If they could explain tome like, "Oh, we’ve had 200 people in the last 6months donate their brain, here’s what

we’ve been able to find out, here’s what’s been helpful, here’s what we do," and explain the whole process.That

would help. Participant 3, FG 22, Latino adults ages 18–5O

So I think the awareness is a big thing. Being aware, like we said at the very beginning, that’s we’re 1.5 timesmore

likely to have dementia, knowing that alone should be, I would say would be a big catalyst to getting

participation. I think people just don’t even knowwhat dementia is about or don’t even know the likelihood or

the risks or anything like that. So I think the awareness would be a big help in getting participation. Participant 5,
FG 22, Latino adults ages 18–50

Make it well known.Magazines, TV, the radio. Make it well known. That way the community will knowwhat’s out

there for them, not hide it, keep it closed in. So that way they will be coming in. Participant 3, FG 20, Caregivers

Clearing researchers through

trusted local organizations

If (Voto Latino) would find the people and the Red Cross would be in charge of the study and everything. I mean, the

two organizations together—together, everything is more beneficial for the community. Participant 1, FG 2, Latino
adults ages 50+

It would be really just easier to trust someone that’s already like known and recognized. Kind of like #5 said. I mean,

we’ve been to UCSF. But if it was just like some random place, I’d kind of want to think about it. Participant 2, FG 3,
Latino adults ages 18—50

We’remeant to save and to help the community, that’s what we do.We’re servants for the community. But there’s

also things likemilitary school programs, I would trust in things like that. So, anything that kind of tries to help out

the community and kind of uplift everybody else in their success. Participant 1, FG 21, Latino adults ages 18—50

Practicing altruism through

engagement in research

opportunities

If there’s a study and there’s benefit for humanity, it’s magnificent. Participant 2, FG 2, Latino adults ages 50+

I would just say, as I mentioned before, our representation, to give a voice to the ethnic group, in this case the

Hispanics. So how are they going to be represented in a bigger scale? Howmany people are representedwho

don’t participate for one reason or another? So I think if someone toldme "Oh, we’re doing this to provide better

services and better representation for Hispanics, it will bemore like to get me to participate. Participant 4, FG 3,
Latino adults ages 18—50

Yeah, research is important, you know, if you really stop and think about it. Because it’s for the future. Our kids, we

don’t know they’re going to get dementia. Like somebody said right now, it’s like for the future, the people of the

future, the kids of the future. Maybe by the time they get our age there’ll be a cure. If you don’t have research,

nobodywill research it and see if there’s something for us. Participant 5, FG 6, Latino adults ages 50+

(Continues)
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TABLE 2 (Continued)

Theme Quote

Researcher: can you tell me the reasonwhy youwould consider it [donating blood for dementia research]?

Participant: Because I want to know, if they tell memy results, what they find. Participant 3, FG 12, Latino adults
ages 50+

Somake it [participating in research] a benefit for the person. $150 for a survey for somebody to take some blood

and saliva tissue, that doesn’t help the person at all. Freemedical care wherever they’re doing the study.Maybe

you get somebodywith dementia here at [name] hospital and instead of paying them, you give them the

treatment for a year or 2 years free of charge. I bet you you’d get a lot of people in on that. Participant 6, FG 13,
Caregivers

Abbreviations: ADRD, Alzheimer’s disease and related disorders; PSA, public service announcement; UCSF, University of California San Francisco.

informational campaigns in Latino communities about cancer. Oth-

ers suggested ensuring that education about these topics is conveyed

to younger Latino generations in school to “develop that train of

thought from an early age.” Finally, the role of professionals of trusted

organizations was emphasized.

3.3 Wanting information about ADRD research

Most participants were also eager to better understand the character-

istics of research on ADRD as well as opportunities to engage in such

research. Amajor drawwas the realization that Latinos aremore at risk

for ADRD. Another drawwas to better understand their own cognitive

health.

Most participants wanted to understand the overall purpose of

conducting specific studies. Furthermore, they wanted to understand

the “purpose” and “effects” of specific procedures and the knowledge

gained from these procedures. Knowing the risks associated with par-

ticipating in research and the procedures to keep the data confidential

were also stressed, as well as the contingency plans in case of major

adverse events. “Research paperwork” should be “easy to compre-

hend.” Also, participants wanted to understand “how they are going

to use the information that they get from me” and how their data

will benefit research, as well as themselves and their communities.

Some participants wanted to have access to the data that researchers

would learn about them. Others stressed the importance of knowing

the research team and other Latinos participating in specific stud-

ies, as well as the team periodically sharing the results with study

participants.

One participant explained that being able to talk with enrolled par-

ticipants of ADRD studies would help her better understand whether

to participate. In addition, participants wanted to understand the

commitment involved, logistics, and accessibility options.

When asked about avenues to learn about research studies, most

participants pointed to the role of trusted professionals. Further-

more, they suggested teaching the value of participating in research

in schools. Sometimes after our FG ended, participants continued to

ask the researchers for information on how to participate in ADRD

research.

3.4 Clearing researchers through trusted local
organizations

When asked about best strategies to increase the participation of

Latinos in ADRD research, most participants explained that the

endorsement of organizations that are trusted by Latino communi-

ties would increase their trust in specific studies. These organizations

included health centers, immigration centers, organizations supporting

farmworkers and voters, and churches. Also, local and national orga-

nizations “dedicated” to ADRD and public health (e.g., the Red Cross)

were considered with high regard because their mission was to help

others, ranging from humanity to local Latino groups. Regarding pro-

fessionals, physicians and nurses were also mentioned. For example,

one participant mentioned the influence of physicians of Spanish-

language television programs.32 Other professionals included church

leaders and social workers.

Participantsunanimously concurred that the simultaneousendorse-

ment of multiple trusted organizations and professionals would

encourage the participation of Latino communities in ADRD research,

provided that the information about the study would be transparent

and clear. Participants explained that the “significance” of an issue was

amplified by observing different trusted organizations collaborating

toward the same goal, in this case increasing the participation of Latino

communities in clinical trials on ADRD.

An added advantage of local organizations supporting research

studies is their ability to organize local events where researchers

can be introduced to community members by trusted leaders of the

community that are known for their commitment to supporting local

communities.

3.5 Practicing altruism

Altruism, defined as “the practice of thinking of the needs and desires

of other people instead of your own”33 emerged as a key facilitator

in accelerating the participation of Latinos in ADRD research. At a

personal level, participants often mentioned that they felt compelled

to learn about ADRD and to participate in related research to sup-

port family members, Latino individuals, Latina single mothers, future
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TABLE 3 Suggested venues for researchers to engagewith Latino
communities

Health centers

Community centers

Senior centers

Local organizations

Hospitals

Schools

Workplaces (lunch times)

Barbers, coiffeurs

Health fairs

Harvesting fields

Churches

Town halls

Bingo halls

Private homes

Libraries

Parks

“Big Latin supermarkets” (e.g., Superior, El Super)

Grocery stores

Support groups

Centers to support Latinos

Rehabilitation centers

generations of Latinos, as well as “humanity.” Many participants knew

someone with ADRD in their social circle and wanted to support them

as well as finding a way to halt the trend. Participating in ADRD

research was also often referred to as a way to “give a voice” to Lati-

nos. Amotivating factor was the hope that there will be a cure through

participating in research by the time current children are older adults.

Others also noted that participating in research is important because

the disease will only end through research.

Participants unanimously pointed to the role of organizations and

professionalswith altruisticmissions to encourage Latino communities

to consider participating in research studies. Specifically, the commit-

ment toward supporting others of these organizations gave them the

trust and credibility to be considered legitimate.

Participants also suggested that researchers’ selfless concern

toward supporting Latino communities would be manifest in five

ways. First, the clarity and quality of their explanations, materials,

and updates in both English and Spanish would be evidence of altru-

ism. Second, the presence of Latino researchers and Spanish-speaking

researchers would point to the commitment of researchers toward

the health of Latinos. Third, the researchers’ physical and invested

presence in Latino communities would also signal altruism, especially

when this presence creates “a space that makes it safe to ask ques-

tions” and when findings are periodically disseminated (see Table 3

for suggested venues from all participants). Farmworkers and other

Latinos from rural areas were noted as especially isolated, both geo-

graphically and informationally. Fourth, free transportation, available

home visits, accessibility options, and flexible schedules were indi-

cated by participants as strong indicators of the researchers’ selfless

concern toward the specific needs of Latino participants. Finally,

researchers had to offer appropriate incentives. For incentives to

attend informational sessions, participants suggested being creative.

When reflecting on incentives to engage in research, participants sug-

gested supplementing monetary reward with compensation for lost

labor to participate in research, free medical care while engaged in the

study, and freedoctors’ visits. Administrators of organizations also sug-

gested that researchers should financially invest in local organizations

that can facilitate introductionswith Latino communities and helpwith

recruitment with attention to equity.

4 DISCUSSION

The results of this study identified an overarching tension between

Latinos wanting to better understand ADRD and participate in ADRD

research but having limited awareness and opportunities. To increase

representation of Latinos in clinical trials of ADRD, findings pointed

to the importance of the simultaneous invitation from professionals of

local organizations invested in Latino communities. Our findings par-

ticularly emphasized altruism as a key lever for Latinos to participate

in ADRD research, and the importance of having Latino communities

consistently observe researchers’ altruistic behaviors.

One contribution of our study is the importance of increasing the

awareness of ADRD, clinical trials on ADRD, and its prevalence among

Latinos. Almost none of the 181 FG participants were aware that Lati-

nos are particularly at risk to develop ADRD. CBO administrators also

often admitted their limited knowledge about the impact of ADRD

in Latino communities. We also observed the effects this newfound

knowledge had on study participants, which acted as a call to action.

Specifically, participants expressedmarked interest in considering par-

ticipation in ADRD research after learning this news, which confirms

the importance of altruism as a facilitator. Yet another unique facil-

itator identified in our study are testimonials from Latinos already

participating in clinical trials. Perhaps a related successful approach

is to create support groups of Latino participants of specific clinical

trials. Findings also point to the importance of explaining the differ-

ent features of ADRD research. Furthermore, as highlighted in prior

research,18 a facilitator to engage in research was understanding the

purpose and protocols of specific studies. Privacy is critical because

Latino immigrants—and particularly those who are undocumented—

have become increasingly wary of participating in research amidst

anti-immigrant rhetoric.34

Our study also resulted in several avenues for disseminating ADRD

information. A unique finding of our study was the many venues of dis-

semination that participants recommended (see Table 3). Other venues

stated by the participants include radios, social media, and health fairs,

perhaps with “prominent” Latino speakers. Yet another unique find-

ing was the emphasis on teaching the importance of participating in

research in schools. On a related note, some participants suggested

informing younger generations of Latinos about ADRD to start the

conversation with young people.
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TABLE 4 Traditional cultural values of Latino communities

Value Definition

Familismo Interconnectedness with family is valued often to the

point that the needs of the family have priority over

individual needs. Family includes networks

extending beyond the nuclear family, including aunts,

uncles, grandparents, godfathers, and godmothers.

Personalismo Informal, supportive, andwarm interactions are

extremely important. Informal and supportive

interactions are preferred to formal and professional

interactions. As a result, building rapport is essential

in formal and professional interactions.

Confianza
(trust)

Individuals are invested in establishing relationships

that are based on reciprocal trust, with one anothers’

best interest in mind.

Dignidad
(dignity)

Individuals are inherently worthy and should be valued

and respected.

A unique contribution of our study was to broaden the notion of

altruism as a facilitator. As other studies also emphasized,18 participat-

ing in research can be positively interpreted as a personal gratifying

act of selfless service toward present and future generations. Altruism

evokes familismo, personalismo, confianza, and dignidad, all traditional

values of “Hispanic culture”35 defined in Table 4. As a result, recruit-

ment materials should emphasize the altruistic features of engaging in

research. For example, our flyers noted: “Your opinions will help find

better ways to involve Latin Americans in research to improve health.”

Findings also pointed to the importance of potential participants

observing altruistic behavior in researchers over time. Furthermore,

participants characterized the key features of such behavior. A first

marker is receiving incentives that express a reflective consideration

of the needs and priorities of potential study participants. Specifi-

cally, a contribution of this study is to point to the importance of

moving beyond the traditional idea of fixed monetary incentives per

visit to include reimbursement for lost hourly labor, transportation

expenses, and caregiving duties. Additionally, our study pointed to the

importance of providing and explaining lab results and other medi-

cal services (e.g., eyesight checks) as service to participants. At the

Rush Alzheimer’s Disease Center, a major drive of Latinos to partici-

pate in an ongoing study is to receive free blood tests that they would

not receive elsewhere.36 A second marker of researchers’ altruistic

behavior, as evidenced by prior research,6,18 is to support the compet-

ing obligations by offering home visits for data collection, accessibility

options, and flexible schedules. A thirdmarker is observing researchers

partnering with local organizations that have been selflessly serving

Latino communities. Related, a unique contribution of our study is that

simultaneous endorsement of multiple trusted organizations is a key

facilitator to accelerate participation of Latino individuals in ADRD

research. Our group also identified this facilitator within Black Ameri-

can communities.26 A fourthmarker was to have researchers regularly

update participants and connect themwith other Latino participants.

Limitations include having only three sites in one state with a lim-

ited sample of participants andCBOadministrators, which constrained

the generalizability of our findings. Future studies should focus on

specific participants’ groups, aswell as specific levers for CBOadminis-

trators to support recruitment of clinical trial participants. Our sample

included predominantly Latinos ofMexican descent, and not all Latinos

will hold the samebeliefs aboutADRDresearchparticipation.37 Finally,

CBO administrators did not review the recommendations presented

below.

4.1 Recommendations

Guided by the Ford framework,24,25 these findings generated prelimi-

nary actionable recommendations for researchers and academic insti-

tutions to increase representation of Latinos in ADRD research. These

include recommendations for raising awareness, providing opportu-

nity, and increasing acceptance, such as considering incentives that

include free medical care. See Tables 4 and 5 for details. Building on

these findings, our group has spearheaded a new consortium (R24

AG071456) between the National Association of Hispanic Nurses

and the Alzheimer’s Association to increase awareness about the

importance for Latinos to participate in clinical trials on ADRD.

5 CONCLUSION

Findings indicate that to increase representation of Latino commu-

nities in clinical trials on ADRD, bilingual information and education

on ADRD and clinical trials needs to be better disseminated, as Lati-

nos have a great interest in participating. In addition, working with

trusted organizations can increase participation. Perhaps most impor-

tantly,whenLatinosperceive the altruistic actionsof the research team

and pressing public health reasons requiring their involvement, their

participation is likely to increase.
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TABLE 5 Actionable recommendations for researchers and academic institutions to facilitate representation of Latino older adults in ADRD
research based on the Ford framework

Factors of the

Ford

framework

Recommendations for researchers and funding

institutions Theme(s) that inspired the recommendation

Awareness Allocate adequate resources to informHispanic/Latino

communities of research opportunities and

protocols.

•Wanting information on research about ADRD

InformHispanic/Latino communities of benefits and

risks of participating in research.

• Remaining in limbo

•Wanting information about ADRD

•Wanting information on research about ADRD

Make arrangements to support the logistics of

participating in research studies.

•Wanting information on research about ADRD

Take the time to clearly explain protocols and purpose

of their study, the way data are kept private, and how

data will be shared in plain and Spanish language.

•Wanting information about ADRD

•Wanting information on research about ADRD

• Practicing altruism through engagement in research

opportunities

Leverage any opportunity to timely disseminate

findings through local educational presentations,

flyers, and social media.

•Wanting information about ADRD

•Wanting information on research about ADRD

•Clearing researchers through trusted local
organizations

• Practicing altruism through engagement in research

opportunities

Inform younger generations of Latinos about ADRD

and the importance of participating in research from

a young age, in schools.

• Remaining in limbo

•Wanting information about ADRD

•Wanting information on research about ADRD

Have Latino participants of clinical trials talk about

their experience in the clinical trial.

•Wanting information on research about ADRD

Partner withmedia to run “informational campaigns”

on Spanish television (e.g., Telemundo, Univision).

•Wanting information about ADRD

•Wanting information on research about ADRD

• Practicing altruism through engagement in research

opportunities

Include radio, social media (e.g., Facebook, Instagram),

and health fairs, perhaps with “prominent” Latinos

discussing their experience with ADRD in their

families.

•Wanting information about ADRD

•Wanting information on research about ADRD

• Practicing altruism through engagement in research

opportunities

Opportunity Partner withmultiple trusted local organizations can

increase the interest and trust in specific studies.

•Clearing researchers through trusted local
organizations

Research protocols must be culturally relevant:

research staff should speak Spanish and be aware

and respectful of Latino/Hispanic cultures.

• Practicing altruism through engagement in research

opportunities

Acceptance Consider that incentives to participate in research can

includemonetary compensations, as well as

reimbursement for lost employment income,

transportation, and caregiving duties.

• Practicing altruism through engagement in research

opportunities

Consider that incentives can include freemedical care,

blood tests, eye checks, and other health-care

services.

• Practicing altruism through engagement in research

opportunities

Self-reflect onways to express altruism and invest in

Latino/Hispanic communities over time.

• Practicing altruism through engagement in research

opportunities

Promote research that is altruistic and focused on

serving Hispanic/Latino communities.

• Practicing altruism through engagement in research

opportunities

Create groups of Latino participants that are enrolled

in specific trials.

•Wanting information on research about ADRD

• Practicing altruism through engagement in research

opportunities

Abbreviation: ADRD, Alzheimer’s disease and related dementias.
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