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Abstract

INTRODUCTION: Past Alzheimer’s disease and related dementias (ADRD) research
has not considered ways to ensure the representation of diverse sexual and gender
minorities. This study used concept mapping (CM) to identify strategies for engaging
and recruiting LGBTQIA+ older adults living with memory loss and their caregivers into
ADRD research.

METHODS: CM, involving brainstorming, thematic analysis, and rating of strategies,
was conducted with 46 members from one national and three local community advi-
sory boards. Data was analyzed using The Concept Systems Global MAX™ web
platform.

RESULTS: One hundred twenty-two solutions were identified from June through
December 2022, and represented five key themes: aging focused, LGBTQIA+ specific,
memory loss and caregiving support focused, physical advertisements, and other
media. Promising strategies included partnering with LGBTQIA+ health centers,
attending social groups for older adults, and increasing community representation in
marketing.

DISCUSSION: Tailored strategies, building trust, and community involvement are
essential for engaging LGBTQIA+ individuals living with memory loss or ADRD and

their caregivers in ADRD-focused research.

KEYWORDS
Alzheimer’s disease, concept mapping, LGBTQIA+, recruitment science

Highlights
* Innovative ways to ensure the inclusion of LGBTQIA+ older adults in Alzheimer’s dis-
ease and related dementias (ADRD) research can be bolstered through collaboration

with key community stakeholders.
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1 | BACKGROUND

It is evident that sexual and gender minorities are a growing segment
of the aging population as it is estimated that by 2030, there will be
nearly six million adults aged > 50 in the United States who identify as
lesbian, gay, bisexual, transgender, queer, intersex, asexual, and/or addi-
tional identities (LGBTQIA+).! Age is the greatest known risk factor
associated with the onset of Alzheimer’s disease and related demen-
tias (ADRD).2 In addition to the risk that aging poses for a person, those
who identify as LGBTQIA+ often experience several health disparities,
including structural-, interpersonal-, and institutional-level discrimi-
nation, associated with the onset of ADRD. These include higher
rates of depression, cardiovascular disease, human immunodeficiency
virus/acquired immunodeficiency syndrome (HIV/AIDS), obesity, alco-
hol and tobacco usage, and lower rates of preventive screenings for
tests such as mammograms, pap tests, and prostate exams.! There are
also disparities seen for health problems associated with ADRD within
the LGBTQIA+ community, such as transgender and/or gender-diverse
adults often facing higher rates of discrimination and victimization and
greater disparities in depression, tobacco usage, heavy drinking, and
cardiovascular disease.®

Moreover, many individuals within the LGBTQIA+ community often
face difficulties in accessing care due to fears of discrimination,
financial limitations, smaller support networks, social isolation, and
stigma.*> Other lived experiences including incongruence between sex
and gender have also been associated with dementia risk.® Previous
research has cited that LGBTQIA+ adults are 29% more likely to report
subjective cognitive decline or memory problems getting worse over
the past year than their cisgender (not transgender) and heterosexual
counterparts.®° This is a significant finding as research suggests that
subjective cognitive decline may be associated with future cognitive
impairment.>’ There are also system-level disparities seen within the
LGBTQIA+ community as transgender and/or gender-diverse adults
are often reluctant to seek out preventative care due to past dis-
crimination but experience greater health challenges.2 Moreover, a
recent study found that nearly 20% of transgender Medicare benefi-
caries aged > 65 had a diagnosis of dementia compared to up to 13%
for cisgender older adults.?

More than 11 million caregivers in the United States provide infor-
mal care to someone living with ADRD, and this care is frequently
associated with mental, physical, social, and financial challenges.”1°
Research rarely considers LGBTQIA+ caregivers of people living with
ADRD.!! Recent research has found that LGBTQIA+ caregivers of peo-

* Promising strategies for recruitment and engagement include partnering with
LGBTQIA+ centers, attending social groups for older adults, and ensuring diverse
representation in marketing.

* Tailored recruitment and engagement strategies are crucial for building trust with

LGBTQIA+ populations to increase participation in ADRD research.

ple living with ADRD face structural-, interpersonal-, and institutional-
level sources of discrimination and unique challenges with perceived
stress, experience discrimination and stigma when accessing support
services, and experience microaggressions that were associated with
worse quality of life and greater depressive symptoms.!

There is limited past research that has explored ways to recruit and
engage LGBTQIA+ persons living with ADRD and LGBTQIA+ care-
givers of people living with ADRD in research. A recent study with
LGBTQIA+ persons living with ADRD and their caregivers highlighted
the need for multifaceted approaches, such as direct referrals,!2
and presentations to community agencies, flyers, and social media.’3
However, the majority of research has not described or determined
effective ways to recruit and engage LGBTQIA+ older adults with
memory loss/ADRD and their caregivers in ADRD research.

Despite increased risk factors for ADRD among LGBTQIA+ older
adults and challenges faced by LGBTQIA+ ADRD caregivers, research
often does not address intersectionality or the complex and inter-
connected social identities of individuals, such as race/ethnicity, class,
gender, sexual orientation, ability, and additional diverse aspects of
identity. The concept of intersectionality highlights how these iden-
tities can result in an additive or synergistic effect, creating unique
experiences of discrimination and/or privilege for individuals who
belong to multiple marginalized groups.'* One’s identity can affect
both one’s exposure to risk factors for ADRD and/or one’s experiences
as a caregiver. It is essential to address the LGBTQIA+ communities’
experiences with ADRD by incorporating their voices and experi-
ences into research. The underrepresentation of LGBTQIA+ people
living with ADRD and their caregivers in research continues to limit
researchers’ understanding of how ADRD impacts the community,
hindering the development of targeted interventions, welcoming sup-
port services, and policies that are inclusive and effective for this
population.

To bolster research participation, the research teams at the Uni-
versity of Nevada, Las Vegas; Emory University; and the University
of Tennessee Knoxville created the first federally funded research
registry (NIH R24AG06659) for LGBTQIA+ communities impacted
by ADRD. The Research Inclusion Supports Equity (“RISE”) Registry
aims to create a network of LGBTQIA+ individuals in ADRD research
through community-focused, inclusive approaches to research engage-
ment, recruitment, and support of caregivers and people living with
memory loss/ADRD. RISE serves to establish a national, integrated
network of LGBTQIA+ people living with memory concerns/ADRD, or

LGBTQIA+ caregivers to someone with memory concerns/ADRD, that
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RESEARCH IN CONTEXT

Systematic review: The literature demonstrates that les-
bian, gay, bisexual, transgender, queer, intersex, asexual, and
additional identity (LGBTQIA+) populations are underrepre-
sented in Alzheimer’s disease and related dementias (ADRD)
research. Recruiting and engaging this underrepresented
population in research will help to ensure that diagnosis,
treatment, and supportive services are welcoming for all
persons with ADRD and their caregivers.

Interpretation: This study used concept mapping (CM), a
participatory process involving brainstorming, thematic anal-
ysis, and ratings, with one national and three local commu-
nity advisory boards (N = 46). Five themes (aging focused,
LGBTQIA+ specific, memory loss and caregiving support
focused, physical advertisements, and other media) were
derived from 122 solutions. Promising strategies included
partnering with LGBTQIA+ centers, attending social groups
for older adults, and ensuring diverse representation in
marketing.

Future directions: Tailored recruitment and engagement
strategies and community involvement are crucial in ADRD
research with LGBTQIA+ populations. Targeting agencies,
organizations, and social groups catering to their needs could

enhance representation.

offers opportunities to participate in research to ensure LGBTQIA+
people are represented in research findings and efforts to identify
effective treatments.

The purpose of this study was to identify ways to recruit and engage
LGBTQIA+ older adults with memory loss/ADRD and their caregivers
in ADRD research by using concept mapping (CM) with key represen-
tatives who possess relevant expertise to generate potential strategies
for recruiting and engaging LGBTQIA+ older adults living with mem-
ory loss/ADRD and their caregivers to participate in the RISE Research
Registry and future ADRD-related research.

2 | METHODS

2.1 | Study population

As part of a community-based participatory research approach to
establishing the RISE Registry, we engaged three local community
advisory boards (Las Vegas, Nevada; Atlanta, Georgia; and Knoxville,
Tennessee) and one national community advisory board in the CM pro-
cess online during our quarterly community advisory board meetings,
which took place remotely via Webex or Zoom. Advisory board mem-
bers were purposively selected by the principal investigators and/or

nominated by previously invited advisory board members based on

Clinical Interventions

their expertise in LGBTQIA+ aging health, lived experiences as an
ADRD caregiver, and/or ADRD. Advisory boards were composed of
non-profit leaders, researchers, caregivers, and LGBTQIA+ commu-
nity members including current and past LGBTQIA+ ADRD caregivers.
They were then formally invited to join the board through a person-
alized invitation letter during the writing of the grant proposal. The
invitation included details about the board’s purpose, expectations,
meeting schedule, honoraria, and any other relevant information. After
notice of funding, community advisors were then contacted and given
background information that outlined the board’s purpose, objec-
tives, expected contributions from advisory board members, meeting
frequency, and annual $1000 honoraria for their time and contribu-
tions. These aspects were clarified to ensure that potential members

understood expectations and to assess their willingness to commit.

2.2 | Study design

CM software from the Concept Systems Global MAX™ web platform
was used to engage advisory board members virtually during our quar-
terly advisory board meetings to identify ways to engage, recruit, and
include LGBTQIA+ individuals in ADRD research. CM also was used
to develop a more comprehensive understanding of the complexi-
ties of ADRD recruitment and ongoing engagement of the LGBTQIA+
community, so that researchers could consider best practices when
recruiting diverse populations for ADRD research. CM is a mixed-
method participatory approach that uses an exploratory sequential
approach in which qualitative data precedes the collection of quantita-
tive data.’>1¢ We conducted the CM over two different advisory board
meetings. The CM process involved three key phases: brainstorm-
ing, thematic analysis, and rating of solutions by level of importance
of strategies (Figure 1). Advisory board members participated in all
phases of the CM process. However, the research team used the CM
software to create the CM after the two advisory board meetings and
then presented the findings in a third meeting to refine the CM and
obtain consensus on the final CM and key themes. All data were col-
lected between June and December 2022 and the research activities
were approved by the University of Nevada Las Vegas Institutional

Review Board.

2.3 | Measures
In addition to completion of three key phases of the CM process, par-
ticipants were asked to complete two background questions developed
by the research team: “Have you ever provided care to an LGBTQIA+
person experiencing memory loss/ADRD?” (Response options: yes, no,
or don’t know); and their area of expertise related to their role on
the RISE advisory board including caregiving, ADRD or memory loss,
long-term care, aging, LGBTQIA+ populations, and additional expertise
areas, with an option to select all that apply.

For the brainstorming phase, advisory board members were asked

a focus prompt, “What are some potential ways that we could recruit
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Phase 1

Brainstorming

Advisory Board members
answered What are some
potential ways that we

Phase 2

Thematic Analysis

Research team grouped
the strategies based on
meaning similarity

Phase 3

Rating of
Importance

Asked to rank potential
strategies from 1 (least

could recruit LGBTQIA+
people who have
memory concerns or who
are helping care for
someone with memory
loss?

important) — 4 (most
important)

FIGURE 1 Concept mapping process.

LGBTQIA+ people who have memory concerns or who are helping care
for someone with memory loss/ADRD?” to generate potential solu-
tions. Advisory board members were asked to write a single-thought
solution in response to the focus prompt but could enter multiple
solutions during the brainstorming phase.

Next, the list of solutions generated from the brainstorming session
was edited for grammar, multiple solutions in a submitted state-
ment were split into separate solutions, and duplicate solutions were
deleted. For the thematic analysis phase, members of our team facil-
itated discussions and then grouped the solutions based on similarity
in meaning and named each group of solutions based on a common
theme or contents. We aimed to develop 5 to 10 thematic groups from
the list of solutions based on past research and guidance from the CM
software.1°-20

For the rating of solutions, participants were asked to rank each
solution by the level of importance from 1 (not at all important) to 4
(extremely important) in terms of how important each solution was
for recruiting LGBTQIA+ people who have memory loss/ADRD or
LGBTQIA+ caregivers of persons with memory loss/ADRD to partic-
ipate in ADRD research. After this phase, each of the four advisory
boards debriefed about the process, reactions to the findings, phases,
and final CMs. This resulted in further refinement of the final the-
matic groups and a CM based on advisory board members’ overall
impressions. This process was used to ensure the trustworthiness and
credibility of the data analyses, ensure saturation of thematic anal-
ysis, as well as ensure findings reflected advisory board members’
perspectives and expertise.

2.4 | Statistical analysis

We used the Concept Systems Global MAX™ web platform to con-
duct the three-step data analysis.?! First, the software assisted with
sorting the data and creating a similarity matrix of size n-by-n, with n
representing the number of ideas. Next, the software used two statisti-
cal approaches to produce the CM: (1) a two-dimensional non-metric
multidimensional scaling analysis?? of the similarity matrix was con-
ducted to determine how each solution fell into a two-dimensional (X,

Y) “point map,” and (2) a hierarchical cluster analysis23 to group the

TABLE 1 Characteristics of advisory board members and areas of
expertise represented in brainstorming discussion (N = 46).

Characteristics N Percentage
Background/expertise

Caregiver for LGBTQIA+ person with 15 32.61
memory loss/ADRD

LGBTQIA+ populations 37 80.43
Aging 27 58.70
Dementia, Alzheimer’s disease, memory 23 50.00
loss, etc.

Caregiving 21 45.65
Long-term care 8 17.39
Other 1 2.17

Note: Participants could select more than one area of expertise.
Abbreviation: ADRD, Alzheimer’s disease and related dementias.

list of ideas into clusters of related statements or “cluster maps,” which
was used to create the final CM. The software also computed a mean
level of importance for each statement. Next, we examined the clus-
ter maps and compared how many clusters best reflected the main
thematic areas. Iterative review and discussion with advisory boards
were then used to develop a final CM that provided the most use-
ful details, in which ideas fell together in the most logical way and in
line with the advisory board members’ expertise. This iterative process
was used to identify the most promising engagement and recruitment
strategies for LGBTQIA+ people living with memory loss/ADRD and
LGBTQIA+ caregivers of persons with memory loss/ADRD to increase
participation in ADRD research.

3 | RESULTS

A demographic breakdown of advisory board members’ expertise can
be found in Table 1. The advisory board members (N = 46) included
LGBTQIA+ ADRD caregivers (n = 15, 33%), and/or professionals with
overall expertise in LGBTQIA+ populations (n = 37,80%), aging (n =27,
59%), ADRD (50%), caregiving (46%), and/or long-term care (17%).
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Aging Focused

FIGURE 2 Concept map with thematic areas and solutions.

3.1 | Brainstorming and concept map

The brainstorming sessions generated a total of 122 solutions provided
by advisory board members. A full list of all the statements can be found
in Appendix SA in supporting information.

In terms of findings from thematic analyses, there were five key
themes (Figure 2), which included aging focused, LGBTQIA+ specific,
memory loss and caregiving support focused, physical advertisements,
and other media. Aging focused recruitment methods represented
targeting agencies and organizations that provide social and health
services to older adults; LGBTQIA+ specific methods represented
places, groups, or organizations that openly welcome members of the
LGBTQIA+ community and focused on the unique needs of this pop-
ulation. For the memory loss and caregiving support theme, solutions
focused on recruitment methods that targeted both people living with
memory loss/ADRD and those providing care to them. The final themes
focused on advertisements and were divided into physical advertise-
ments and other media. Physical advertisements included in-person
efforts such as partnering with community organizations at in-person
events and providing community presentations, advertising in maga-
zine or newspaper ads, billboards, posters, flyers, and direct mailings
while other media included advertisements displayed through tech-
nological media such as television, social media, radio, podcasts, and
search engine ads.

3.2 | Importance

Mean scores represented the average ratings by advisory board mem-
bers for the 122 solutions, rated from 1 (not at all important) to 4
(extremely important). As displayed in Table 2, the top five overall
strategies by importance included: (1) recruiting through LGBTQIA+

LGBTQIA+ Specific

(7" Clinical Interventions

Other Media

TABLE 2 Ten mostimportant recruitment strategies organized by
mean score rating.

Most cited outreach

solutions Mean (SD) Thematic area

1. LGBTQ+ health centers 3.76 (0.43) LGBTIQA+ focused
2. Partnering with the local 3.76(0.51) LGBTIQA+ focused
Alzheimer’s Association

chapters for LGBTQ+ forums

3.LGBTQ+ social groups for 3.72(0.45) LGBTIQA+ focused
older adults

4. Information sessions at 3.67 (0.67) LGBTIQA+ focused
LGBTQ+ centers

5. Marketing that shows 3.56 (0.64) Other media
diverse community

representation

6. Working with LGBTQ+ 3.54(0.64) LGBTIQA+ Focused
senior housing locations

7.LGBTQ+ caregiver center 3.52(0.75) LGBTIQA+ Focused
8. Calling all LGBTQ+ centers 3.52(0.75) LGBTIQA+ Focused
and advertising via their

groups and newsletters

9. Connect with LGBTQ+ 3.48(0.81) LGBTIQA+ Focused
health providers

10. Alzheimer’s Association 3.48 (0.50) Memory Loss &

caregiver support groups Caregiving Support

Abbreviation: SD, standard deviation.

health centers (mean = 3.76), (2) partnering with the local Alzheimer’s
Association chapters (mean = 3.76), (3) attending LGBTQIA+ social
groups for older adults (mean = 3.72), (4) providing information ses-
sions at LGBTQIA+ centers (mean = 3.67), and (5) marketing that
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TABLE 3 Mostimportant recruitment strategies by thematic area.

Outreach solutions

1. Having a visible presence at memory loss or memory concern clinics within

local institutions

2. Workshops for folks working directly with elder patients
3. Memory care units at Assisted Living

4. Mental health/wellness providers

5. Partnering with home care services

1. LGBTQ health centers

2. Partnering with the local Alzheimer’s Association chapters for LGBTQ+ forums

3.LGBTQ social groups for older adults

4. Information sessions at LGBTQIA+ centers

5. Working with LGBTQ+ senior housing locations

1. Alzheimer’s Association caregiver support groups

2. Caregiver support programs

3. Alzheimer’s Association affinity groups

4. Partnering with aging organizations

5. Partnering with senior day care facilities

1. Marketing that shows diverse community representation

2. Recruit through Facebook pages geared toward LGBTQIA+/cognitive
impairments/dementia/Alzheimer’s

3. Spanish media

4. Ask current participants to share with their networks

5. Make sure to advertise/network outside of social media for those who do not

have it
1. Support groups

2. Affirming faith communities

3. Having free health care information and brief health screenings at Pride events

4. Partnering with Meals on Wheels programs

5. Conduct presentations at atypical places in rural areas that are largely invisible

Abbreviation: SD, standard deviation.

shows community representation (mean = 3.56). Additionally, the five
most important recruitment strategies by thematic area are displayed
in Table 3.

4 | DISCUSSION

By using CM with community advisory board members with diverse
expertise in LGBTQIA+ populations, aging, ADRD, and caregiving, we
identified five promising areas (aging focused, LGBTQIA+ specific,
memory loss and caregiving support focused, physical advertise-
ments, and other media) for engaging and recruiting LGBTQIA+ older
adults experiencing memory loss/ADRD and their caregivers to par-
ticipate in ADRD research. Some promising recruitment strategies to
consider included recruiting and partnering with LGBTQIA+-related
centers and providing information sessions, partnering with the local

Alzheimer’s Association chapters, attending LGBTQIA+ social groups

Mean score (SD) Thematic area

3.33(0.75) Aging focused

3.24(0.91) Aging focused

3.22(0.78) Aging focused

3.2(0.75) Aging focused

3.15(0.91) Aging focused

3.76(0.51) LGBTQIA+ specific

3.72(0.45) LGBTQIA+ specific

3.67(0.67) LGBTQIA+ specific

3.54(0.64) LGBTQIA+ specific

3.52(0.75) LGBTQIA+ specific

3.48(0.49) Memory loss & caregiving support
3.42(0.57) Memory loss & caregiving support
3.38(0.79) Memory loss & caregiving support
3.37(0.62) Memory loss & caregiving support
3.28(0.72) Memory loss & caregiving support
3.56 (0.64) Other media

3.36(0.79) Other media

3.35(0.63) Other media

3.33(0.79) Other media

3.28(0.83) Other media

3.15(0.80) Physical advertisement
3.12(0.59) Physical advertisement
3.12(0.71) Physical advertisement
3.08(0.82) Physical advertisement
3.04(0.87) Physical advertisement

for older adults, and using marketing that is tailored and ensures
diverse community representation.

Similar to an intervention study, Innovations in Dementia Empower-
ment and Action (IDEA), conducted with LGBTQIA+ persons living with
subjective cognitive decline and their caregivers that highlighted the
need for multifaceted approaches, we identified that partnership with
community agencies and the use of physical advertisements and social
media hold promise for recruitment.'213 However, additional efforts
focused on leveraging memory loss and caregiving support groups may
also hold promise for recruitment and engagement of LGBTQIA+ per-
sons living with memory loss/ADRD and their caregivers into ADRD
research.

The inclusion of LGBTQIA+ individuals into ADRD research is of
paramount importance as indicated by previous research citing the
importance of inclusion of this population in research to formulate
a stronger understanding of the various ways marginalization has

impacted their health, ADRD risk, and ways to promote and improve
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care for everyone.?* It is clear that it is crucial and urgent to address
the disparities and challenges faced by marginalized communities as
health disparities are longstanding and continue to impact these com-
munities’ risk for ADRD into older age. It also is important to note
the ways in which intersectionality plays a significant role in shaping
experiences and challenges. For instance, LGBTQIA+ adults may face
discrimination not only based on their sexual orientation and/or gen-
der identity but also related to their age, race/ethnicity, socioeconomic
status, HIV status, and/or ability. These multiple social identities can
be sources of discrimination and marginalization that can exacerbate
barriers related to health-care access, social support, and economic
stability. These barriers can make caring for someone with ADRD or
experiencing memory loss even more challenging due to health and
social inequities, hesitancy to access care, social isolation, and lack of
legal protections.

The efforts conducted during the CM activity aim to pave the way
for more targeted and sensitive care approaches for future ADRD
research. The RISE Registry provides not only an opportunity for
researchers to connect with registrants who are LGBTQIA+ caregivers
and people living with memory loss/ADRD but also the possibility to
access tailored recruitment strategies and assess their effectiveness.

A noteworthy finding of the CM activity was the emphasis on the
importance of identifying LGBTQIA+ community-specific organiza-
tions to engage this population in ADRD research. The significance
of using LGBTQIA+ organizations for recruitment extends beyond
this study as prior research has highlighted the importance of tar-
geting community-specific and affirming resources as a means to
recruit and engage hard-to-reach and underrepresented populations.
For example, by targeting LGBTQIA+ community organizations to
recruit older adults, one study was able to obtain a 70% response rate
to their survey.2> By engaging with organizations and agencies that
LGBTQIA+ people trust, there may be unique opportunities to engage
LGBTQIA+ people with memory loss/ADRD and their caregivers in
ADRD research. Additionally, partnership with community organiza-
tions can help researchers mitigate the distrust often felt by marginal-
ized members of the LGBTQIA+ community including racial/ethnic
minorities, people from lower socioeconomic backgrounds, transgen-
der older adults, persons aging with HIV/AIDS, those in rural communi-
ties, and those with intersectional backgrounds. Moreover, LGBTQIA+
people have cited community and interpersonal connections as an
effective recruitment strategy.?® Additionally, the incorporation of
marketing strategies and communication that represent intersectional
identities of those who are often not included in research may promote
more trust among diverse and underrepresented LGBTQIA+ groups.2’

Another important method of recruitment may involve tapping
into social groups for LGBTQIA+ older adults to ensure interper-
sonal connections and aging supports are considered. Research has
described the benefits of using social networks as it can allow inter-
actions with participants who are not involved in support groups or
have not actively disclosed their identity and may otherwise choose
to ignore research advertisements that recruit LGBTQIA+ people.28
This recruitment method may also be useful when reaching small sub-

groups of an already underrepresented population, though it should be

Clinical Interventions

noted that there are risks of biases when tapping into smaller social
networks or using snowball sampling techniques as these groups may
not be representative of the general LGBTQIA+ aging population.??
This may limit the generalizability of your study findings as this partic-
ular subset of individuals may not represent the broader LGBTQIA+
community. Additionally, it should be noted that because snowball
sampling relies on social ties, referrals and networks, and word of
mouth for recruitment, the data obtained may be less representative
of those with diverse backgrounds and experiences, as well as those
who are unwilling to participate in the research. Additionally, we may
not be able to reach those who are socially isolated, possess more dis-
trust of the scientific community, or who are hesitant to use available
resources, which could lead to gaps in understanding of experiences.
While our study used snowball sampling in terms of recruitment of
advisory board members to promote the inclusion of LGBTQIA+ older
adults impacted by ADRD, it required us to prioritize inclusivity over
the representativeness of the data and related findings from this study.

Responses obtained from the advisory board members also sug-
gested using caregiver-focused organizations or support groups as a
useful recruitment method. However, prior research has cited chal-
lenges with this recruitment strategy as it has proven to be cumber-
some due to the time and resources required to build trust and offer
support to diverse caregivers.?? Furthermore, it can be difficult to
ensure those disseminating the information within the caregiving agen-
cies have a firm understanding of the research project, can prioritize
promoting the study while providing needed support to caregivers,
and that support group facilitators are convinced it will be beneficial
to the caregivers they serve. Future research seeking to use care-
giver support groups in promoting diverse representation in ADRD
research should consider partnerships that provide mutual support
and resources, account for the time it takes for research teams to build
rapport and trust with the staff within these caregiver organizations
and support group members, and gain entrée to recruit and engage
with LGBTQIA+ caregivers of persons with ADRD.

The importance of using physical and online advertisement mate-
rials to recruit LGBTQIA+ individuals in research has been echoed
and shown to be effective in prior studies. Researchers who used the
Every Door Direct Mail (EDDM) program, by the US Postal Service
as well as Google and Facebook advertisements to obtain survey data
from rural LGBTQIA+ residents with a 62% response rate.3! However,
while this study demonstrates the effectiveness of online and physi-
cal advertisements, there was less participation from LGBTQIA+ older
adults, with 85% of respondents being between 21 and 40 years old.
Due to the large number of rural residing LGBTQIA+ community mem-
bers (15%-20% of the LGBTQIA+ community or 3+ million),?2 future
research should consider tailoring advertising methods to promote
their representation in ADRD research.

By ensuring representation through the use of the recruitment
methods identified above, we can gain a more comprehensive under-
standing of the impact of ADRD on LGBTQIA+ older adults and their
caregivers, identify specific risk and protective factors, tailor inter-
ventions to meet their needs, and ultimately advance equitable and

inclusive health-care practices for an often-underrepresented group.
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4.1 | Limitations

The present study, despite its valuable contributions, is not without
limitations. One of the primary limitations lies in its use of cross-
sectional data, which provide only a snapshot of the participants’
experiences at a particular moment in time. As aresult, the findings may
not fully capture the dynamic nature of recruitment and engagement
strategies that may be most effective for recruiting LGBTQIA+ per-
sons with memory loss/ADRD and caregivers. Additionally, while the
involvement of community advisory board members from LGBTQIA+
organizations brought significant expertise and insights, it is cru-
cial to acknowledge that their perspectives might not represent the
entirety of those well versed in the recruitment and engagement of
LGBTQIA+ populations impacted by ADRD. Other community mem-
bers, researchers, and professionals in the field may hold differing
viewpoints and expertise, underscoring the need for future research
and a diverse range of perspectives to ensure broader generalizabil-
ity. Despite these limitations, this research serves as a crucial stepping
stone in shedding light on potential strategies for recruiting and engag-
ing LGBTQIA+ individuals with memory loss/ADRD and caregivers, and
it underscores the importance of continued efforts to foster inclusiv-
ity and representation in ADRD research. The collaborative approach
taken to obtain these recruitment strategies, which included obtain-
ing feedback from experts in relevant areas about possible recruitment
strategies, reporting findings for review and reflection from the advi-
sory board demonstrates ways in which to build trust, identifying best
practices in engaging community members and groups traditionally
underrepresented in research, and can help to ensure collaboration
among the community and the research team.

5 | CONCLUSION

The strategies discussed within this paper offer valuable insights and
actionable recommendations for researchers, institutions, and policy
makers seeking to bridge the gap in LGBTQIA+ representation in
ADRD research. The suggestions brought forth by the advisory board
members highlight the need for tailored outreach efforts that res-
onate with the LGBTQIA+ community’s unique needs and concerns.
The strategies presented amplify the need for collective and collab-
orative efforts that address the underrepresentation of LGBTQIA+
communities in research participation. Future research should lever-
age these strategies to amplify outreach efforts and provide a space
for open dialogue and raise awareness about the importance of ADRD

research within LGBTQIA+ communities.
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