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Summary
What is already known on this topic?

Community advisory boards are crucial to ensure that community pref-
erences and needs are accounted for in research studies involving un-
derresourced populations such as Latino communities.

What is added by this report?

We provide specific examples of how to engage Latino older adults in
a community advisory board using diverse methods of communication
to ensure inclusive participation in meetings. We describe the pro-
cesses that have resulted in a collaboration that spans multiple
projects.

What are the implications for public health practice?

The strategies outlined in this report can ensure that public health ef-
forts are culturally relevant, equitable, and have a lasting impact on
health equity.

Abstract

We outline a practical approach to engaging Latino communities
in dementia care research by establishing a community advisory
board (CAB). Acknowledging the historical underrepresentation
of Latinos in health research, we aimed to ensure that Latino per-
spectives and concerns were central to our research endeavors. As

an initial step we adapted the Patient Advisor Toolkit 1:

Orientation for Patient Advisory Committees (PAT-1) created by

the Wisconsin Network for Research Support at the University of
Wisconsin — Madison School of Nursing to the needs of Latino/a/
e/x populations. We describe the CAB formation process, from
initial outreach to community members and organizations to the
recruitment, engagement, and retention of CAB members. CAB
members provided guidance on the legibility and clarity of study
materials and assisted with strategic planning for outreach initiat-
ives related to healthy aging, brain health, and dementia risk re-
duction. Our enduring connections with CAB members and com-
munity partners have ensured that our research activities address
community needs, provide benefits to the community, and inform
our approach to connecting with Latinos in a culturally appropri-
ate way. To foster successful CAB engagement and retention, we
recommend 1) building trust with partners, 2) establishing clear
expectations, 3) ensuring inclusive communication formats, 4)
maintaining open communication, 5) offering honoraria and re-
cognition, 6) affirming CAB members’ contributions, 7) under-
standing power dynamics between the academic institution and the
community, and 8) ensuring adequate staff and programmatic sup-
port. This approach fosters trust-based relationships and meaning-
ful engagement that advances health equity.

Background

Latino/a/e/x individuals represent 18% of the US population but
less than 1% of the participants in clinical trials for Alzheimer’s
disease and related dementia (ADRD) (1). The underrepresenta-
tion of Latino/a/e/x populations in clinical research limits our abil-
ity to effectively address health disparities among the fastest-
growing demographic in the US. Meaningful progress in ADRD
research requires the engagement of Latino/a/e/x communities in
research to gain a deep understanding of the community’s needs,
leverage existing resources, and develop innovative, sustainable
solutions to improve health equity for all (2,3).
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Community engagement is usually described as a continuum, with
varying levels of involvement and collaboration that include in-
forming, consulting, involving, collaborating with, and empower-
ing the community (4). This progression reflects the deepening of
relationships and increasing levels of shared leadership, demon-
strating flexibility for partners to decide in which level of work or
engagement they wish to invest. For some communities, shared
leadership is the goal, while for others, an advisory role is prefer-
able (5). Fundamental principles of community engagement in-
clude being clear about goals, understanding the community,
building trust, partnering with the community, respecting di-
versity, providing information and feedback, being flexible and
adaptable, and committing to long-term engagement. These prin-
ciples ensure that the engagement is meaningful, respectful, and
beneficial for all parties involved. Similarly, community-based
participatory research (CBPR) (2,3,6) refers to a specific ap-
proach to research that involves community members as equal
partners in all aspects of the research process. Although these are
similar concepts, not all community engagement is CBPR, but all
CBPR should include community engagement.

Implementing and sustaining community engagement and CBPR
requires overcoming various challenges, including lack of re-
sources, institutional constraints, lack of trust, power dynamics,
and finding partners from community organizations (2,3,7). The
development of infrastructure, such as community advisory boards
(CABs), to engage the community and community organizations
can help to overcome such challenges. CABs help formalize col-
laborations with academic institutions and researchers to provide
action steps that can be implemented to dismantle barriers to en-
gagement and research participation (8,9).

CABs are defined as groups of community representatives as-
sembled to provide guidance and feedback on various aspects of
research studies or programs. CABs typically consist of people
with common interests, experiences, or cultural backgrounds re-
lated to the research topic (10). They serve as a bridge between re-
searchers and the community, ensuring that research is culturally
appropriate, ethically sound, and relevant to community needs
(11). While CABs are increasingly recognized as valuable com-
ponents of CBPR, there is limited information on how to adapt
current recommendations for older Latino communities; in partic-
ular, with regard to member selection and recruitment, strategies
for reducing barriers to participation, practical methods for estab-
lishing shared expectations, and approaches to maintaining en-
gagement (11). We describe processes to establish a CAB of
Latino/a/e/x older adults to ensure that Latino voices and priorit-
ies drive research efforts and produce culturally relevant ap-
proaches. In this article, the term Latino/a/e/x is intentionally used
to reflect the range of identities within the Latin American com-
munity and might be used interchangeably with the word Latino.

Community Advisory Board Goals and
Ideal Membership

The main criteria for becoming an advisor were identifying as
Latino/a/e/x or Hispanic, being an older adult or caregiver, and be-
ing willing to share ideas and opinions with the University of Wis-
consin — Madison researchers. CAB members were not required
to have prior experience related to ADRD; this decision was a res-
ult of ADRD being underdiagnosed in the Latino community. Less
than 50% of those with the condition receive a diagnosis (12);
thus, requiring experience based on a formal diagnosis would have
limited participation of people who otherwise have the lived ex-
perience.

Recruitment and Formation

We initiated this process through strategic outreach to local
community-based organizations (CBOs) with established credibil-
ity (13) and extensive experience serving the Latino population in
Madison, Wisconsin: 1) NewBridge, a senior center with over 25
years of experience in Latino senior programming and 2) The
Latino Health Council of Dane County, an umbrella organization
facilitating collaboration among Latino-focused services.

We implemented a multifaceted engagement strategy emphasiz-
ing learning from and with the community to deepen our under-
standing of Latino/a/e/x needs and challenges (2). Since 2018, we
have actively participated in events hosted by the CBOs (eg,
health fairs, educational lectures), co-hosted educational work-
shops focused on health issues, and had ongoing consultations
with CBO leadership about incoming initiatives or research
projects. These engagement efforts enhanced our cultural compet-
ence and demonstrated our commitment to the community’s well-
being beyond our research objectives.

After these foundational relationships were firmly established, we
created the CAB. This deliberate sequencing aligns with best com-
munity engagement practices, emphasizing building trust before
formal collaborations (14). The CBOs played a pivotal role in
helping us identify potential CAB members who reflected the di-
versity of the local Latino population and possessed the com-
munity insights needed to serve on the board. Through discus-
sions with these CBOs about forming the CAB, we were intro-
duced to a highly respected community leader with 25 years of ex-
perience developing programs and services for Latino adults, who
became the first advisor of this CAB. This community leader iden-
tified and invited 4 well-connected community people who were
known for providing candid opinions and constructive feedback.
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Additionally, the research team shared a flyer through community
groups, which helped to identify and recruit another person who
served as a caregiver for someone with dementia.

The recruiting activities took approximately 4 months, and the res-
ulting CAB comprised 6 advisors from diverse Latino nationalit-
ies, ranging in age from late 60s to early 80s. The board’s compos-
ition was intentionally varied, including retirees, community activ-
ists, and former educators, ensuring a broad spectrum of experi-
ences and perspectives.

Meeting Planning

With the CAB membership established, the focus shifted to
thoughtfully planning the first meeting to ensure that it was effect-
ive and inclusive. The first step was individually consulting with
the advisors regarding their meeting format preferences. This con-
sultation served multiple purposes: it addressed potential safety
concerns related to the COVID-19 pandemic, acknowledged the
transportation limitations faced by some members that could
hinder consistent attendance at in-person meetings, and demon-
strated the team’s commitment to inclusive decision making from
the outset. We presented options for meeting formats, including
in-person gatherings with safety protocols, hybrid meetings, and
entirely virtual sessions. Unanimously, the advisors preferred vir-
tual meetings, a choice that aligned well with the prevailing pub-
lic health recommendations at the time that were related to the
COVID-19 pandemic and addressed both safety and accessibility
concerns. To ensure that all the advisors were present, the first
meeting was set up approximately 2 months after membership was
defined; this was a result of advisor’s limited availability because
of travel or work commitments.

Recognizing the wealth of information to be shared and the im-
portance of thorough engagement, we used the Patient Advisor
Toolkit 1: Orientation for Patient Advisory Committees (PAT-1)
(15) to guide the engagement strategies for the initial meetings.
Developed by the Wisconsin Network for Research Support
(WINRS) at the University of Wisconsin — Madison School of
Nursing, this toolkit is designed to orient new patient advisors to
their roles on advisory committees. PAT-1 facilitates the creation
of tailored orientation sessions for community and patient ad-
visors, a crucial step in establishing effective advisory meetings
(15). This approach ensures that community members are ad-
equately prepared for meaningful participation in research advis-
ory roles, ensuring a solid foundation for collaborative engage-
ment.

In adapting the PAT-1 toolkit for the Latino community, several
vital modifications were made to ensure cultural and linguistic rel-
evance. The toolkit was partially translated into Spanish, and the

language was simplified to a high school reading level to enhance
accessibility. Activities were modified to better align with cultural
norms and expectations, such as omitting detailed explanations
about institutional review boards and related compliance activities
that might be unfamiliar or overwhelming to community members.
The activities described in the PAT-1 toolkit as recommended for
the initial meeting were spread across 2 meetings to accommodate
a more relaxed pace and allow for ample discussion, providing ad-
visors with additional time for questions and comments. This was
key to building a shared understanding among advisors and foster-
ing an environment where everyone felt comfortable contributing.
Collaboration with experts from WINRS was maintained
throughout the adaptation process to ensure that the modified
activities remained consistent with the toolkit’s original goals
while being culturally appropriate for Latino participants.

Initial Meeting and Initial Agreement

The inaugural CAB meeting was held in July 2022 and was a 2-
hour session formatted following the principles of the PAT-1
toolkit. It laid the foundation for collaborative work and set the
tone for future interactions. Some of the topics discussed in that
meeting:

» Decision-making. The group unanimously agreed to seek consensus
among themselves, with the understanding that they would have an op-
portunity to ask questions of the principal investigator and research team
for clarification or further inquiry about other options or opportunities.

» Meeting planning. Selecting a virtual meeting format required a more nu-
anced and detailed planning process compared with traditional in-per-
son meetings. CAB members were asked about their preference for or-
ganizing and defining future meetings and were provided with some
ideas, including 1) advisors defining the agenda and sharing it with the
research team, 2) the research team organizing the agenda, or 3) a co-
design process at each meeting. The consensus of the CAB was that the
last 10 minutes of each meeting would be used to co-design the agenda
for the following meeting. Furthermore, it was agreed that the research
team would print and personally distribute meeting agendas, presenta-
tion materials, and discussion documents at least 1 week before each
meeting to ensure all advisors had sufficient time to review and engage
with the materials regardless of their technologic proficiency or access.

+ Scope of the work. Advisors had the following questions about the work:
Will you provide services to the community? Can this group decide on
the allocation of funds? Can this group develop new initiatives? After a
discussion on the limitations of funding and resources (eg, not being
able to provide direct services, limited funding for activities with the in-
tention of seeking additional funding for research that meets the com-
munity’s needs), the CAB members decided that there was still a benefit
to participating. They saw this as an opportunity to learn about ADRD in
a way that they could share with others while also providing their
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thoughts on what would be effective strategies and benefits for future re-
search projects.

» Terminology used by the CAB to describe the scope. Because ADRD is
considered part of normal aging in the Latino community, it was decided
that using terms about health, prevention, and healthy aging to describe
the group would be better accepted by the community. This terminology
would also help the group to have a broader impact, by not only talking
about topics of interest to those that have a diagnosis but also talking to
everyone that might be at risk or caring for someone at risk.

An essential activity in the initial meeting was to review the flyer
previously used to recruit CAB members. Advisors were encour-
aged to provide candid feedback on the flyer’s content, design,
and overall message. This exercise allowed advisors to reflect on
their recruitment experience and offer insights into the effective-
ness of the outreach strategies, and it allowed the research team to
assess the alignment between initial communications goals and the
congruency with the experience of serving on the CAB. This re-
view process served as a practical exercise in collaborative de-
cision making, helping to build trust and establish a culture of
open communication within the CAB.

Functioning of the Community Advisory
Board

As of July 2024, the CAB had met 14 times, approximately every
2 to 4 months, depending on the availability of the advisors. One
of these meetings was an in-person celebration; there were 2 hy-
brid meetings (a mix of in-person and virtual attendance), and the
rest were virtual. All meetings were conducted in Spanish because
this was the preferred language of all CAB members. The Figure
shows the process of convening and facilitating the meetings, with
the roles of the people involved. All advisors were compensated
for their time and expertise. The rate changed depending on the
project (because of different funding sources) and varied between
$50 and $75 per hour of meeting. This rate is on par with market
rates (16) and did not include additional stipends provided, such as
transportation or childcare expenses, which were addressed on a
case-by-case basis.
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Figure. The process of scheduling and facilitating meetings of the
community advisory board (CAB) for dementia care in Latino communities,
Madison, Wisconsin.

To maintain a strong rapport and collaborative dynamic, we prior-
itized ongoing communication and personal interactions outside
meetings, including sending small gifts or cards for their birth-
days and holidays. A cornerstone of the engagement has been the
delivery of printed materials to members’ homes before each
meeting (as agreed). These interactions allowed the research team
to address any questions or concerns the advisors had about up-
coming meetings or materials, fostering open communication and
strengthening personal connections with CAB members. Through
these interactions, we identified instances of lack of clarity on
their role as advisors, which originated from a perception that their
recommendations had no value within the research or community
engagement process. These were addressed at the time of those
conversations and in subsequent meetings.

One aspect that was underestimated when the virtual format was
decided was the need for a proactive and personalized approach to
technological support. Research staff conducted additional in-
home visits to CAB members who expressed difficulties with the
virtual meeting platform to ensure that advisors’ computers were
equipped with the necessary software for seamless participation in
virtual sessions, and we provided support over the phone on the
day of the meeting. Additionally, to support consistent participa-
tion, maintain inclusivity, and ensure all voices are heard and val-
ued in the research process (17), the research staff established a
multichannel reminder system that included email reminders 1
week prior and on the day of meetings, and shared meeting links
via WhatsApp, a platform many members were comfortable using.

The CAB’s tasks and impact varied according to the project (Table
1). Overall, the principal investigator presented projects or initiat-
ives to the CAB related to healthy aging and reducing risk factors
for Alzheimer’s disease or other dementias. The CAB decided by
consensus what topics or projects to get involved in. When feed-
back about specific materials was requested, the process was struc-
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tured to ensure that we gathered their thoughts about relevance
(which includes cultural relevance), readability, and usefulness.
For our work, cultural relevance refers to ensuring that the inform-
ation provided is relatable to Latinos by displaying or acknow-
ledging traditions (eg, Dia de los Muertos), values (eg, family or
community), or experiences (migration stories).

To request feedback on specific materials, the CAB members were
presented with the materials and the facilitator asked general ques-
tions (eg, What do you think? What calls your attention? Is the in-
formation easy to understand?), followed by revision of each sec-
tion of the materials with similar questions (eg, facilitator said,
“Let’s look at the first paragraph. What do you think?”’). Specific
questions were modified according to the project, and we reques-
ted comments only on elements that were modifiable. For ex-
ample, in one of the projects, the wording on the informed con-
sent could not be modified, so this was not presented to the CAB
for review. The PAT-1 toolkit provides additional examples of
how to collaborate with CAB members in these types of processes.

Implications of Engaging the Community

Engaging with a CAB extends beyond formal meetings and struc-
tured activities; it involves actively participating in initiatives that
resonate with the advisors’ interests and the community’s needs.
For example, because of the research team’s work with the CAB,
they have been contacted by public health agencies and nonprofit
service organizations requesting input on upcoming initiatives,
have received invitations to synergize efforts, and have received
requests to facilitate other community engagement activities that
sought to improve the quality and accessibility of services. These
activities enhanced the team’s understanding of community needs
and demonstrated our commitment to actionable outcomes,
strengthening the trust and reciprocity between our research team
and the CAB members. This approach ensured that our collabora-
tion extended beyond the confines of research, contributing to tan-
gible community benefits and reinforcing the value of community-
engaged research practices.

Lessons Learned and Recommendations

Considering the principles of community engagement, and based
on our experiences, we have outlined recommendations for future
community engagement work (Table 2). As the advisors engaged
with external investigators, our team established some standards to
ensure that the culture and level of the relationship were not af-
fected. One of our first decisions was that all contacts and commu-
nications with the CAB members would go through the research
team. This allowed us to ensure that these communications were
written in plain language and that the CAB members received all
the information in a format that they preferred while also minimiz-

ing confusion about who was the right person to contact. Addition-
ally, we established the culture of our collaboration and held other
investigators to the same standards, rejecting participation in
projects that would not commit to these (eg, projects that wanted
to use the CAB as research participants rather than advisors or col-
laborators).

Conclusion

CABs are crucial in fostering strong collaboration between re-
searchers and the community, leading to the creation of culturally
relevant and effective solutions. By involving community mem-
bers who have direct experience with the Latino community,
CABs help ensure that research questions, methodologies, and in-
terventions are aligned with real-world needs and cultural nuances.
Furthermore, when community members are involved in shaping
research and interventions, they are more likely to support and en-
gage with the resulting programs, increasing the likelihood of sus-
tained positive outcomes. This collaborative model not only ad-
vances scientific understanding but also ensures that this know-
ledge translates into meaningful improvements in the quality of
life for those affected by dementia.
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Tables

Table 1. Role and Recommendations Provided by Community Advisory Board (CAB) Members According to Project and Impact of Research Activities for
Latino Communities in Madison, Wisconsin

Project title

Description of role of CAB members or tasks performed by
the CAB

Impact

Recordando Juntos
en Salud — dementia
outreach initiative

» Guidance and feedback: provided input on outreach
strategies, indicating which places and conferences were
the proper places for doing outreach. For example, the
CAB said that participating in community events such as
independence celebrations or other events not related to
health topics was not useful because people do not attend
these events to receive this information. The CAB advised
that when discussing topics such as Alzheimer’s disease
and related dementia it is better to create events for small
groups or personalized activities that help to erase stigma
around the condition. The CAB also emphasized the
importance of education about mental health to raise
awareness.

+ Outreach and engagement: advisors participated in
community events, sharing resources, and raising
awareness about dementia and available support in the
community.

Participated in the “Ayudando con Carifio” Conference in
Waukesha, which was focused on caregivers for people with
dementia, for 2 consecutive years and reached approximately
100 people. The research staff offered professional talks and
educational content in Spanish.

Participated in a local health fair for 2 consecutive years,
providing services such as memory screenings and A, tests and
sharing educational materials, reaching over 200 people.
Collaborated with 2 local Latino nonprofit organizations serving
caregivers. After listening to their needs, the research staff
agreed to implement a 6-week stress management workshop for
community members. Additionally, 6 health talks were conducted,
focusing on brain and mental health and offering practical,
evidence-based strategies for daily life. Overall, these activities
reached over 150 people.

Created content for social media on the main topics identified as
a need, which has been seen by 15,712 people between July 1,
2023, and December 13, 2024.

grain HealthR Guidance and feedback: provided feedback on the Enroliment forms were simplified as follows:
ommunity Registry |recruitment and intake materials to ensure that they were . . : S :
engaging and that the information on them was appropriate. Eem?‘ved qzehstlonshrelgt'ed to C|tt|)zensh|p, ﬁl'g'b'“ty for pupgc g
The CAB also reviewed the intake form and went through all enefits, and household income because these were considere
the demographic questions looking at language, cultural sensitive and potentially diminishing the trust in the study.
appropriateness, and length. A notable example was their ; ; : ;
input on questions related to sex and sexual orientation. Added guestions about language access, including questions
While CAB members did not fully understand these regarding comfort with using interpreters, how they navigate
uestions, they did not find them offensive. However, they language access at the doctor’s office, and understanding health
q ! Yy .
emphasized that such questions should be clearly marked as materials.
optional to avoid participants’ feeling obligated to answer. ) W o W N
» Removed confusing terms such as “cognitive” and “caregiver.
The CAB’s insights led to broader recommendations for more
accessible language throughout the form, such as “brain health”
and “caring for or providing assistance,” respectively.
TeleOjo Guidance and feedback: CAB members played a key role in | The Appendix shows the flyer before and after review by the CAB

shaping bilingual materials that explain teleophthalmology
services, focusing on accessibility and clarity for Latino
communities with elevated risks of diabetes and dementia.
Through 3 meetings, CAB members reviewed 1 flyer
(including text and images), provided feedback to ensure that
the materials were engaging and easy to understand, and
prioritized implementation strategies to facilitate access to
teleophthalmology.

members, which had a few specific changes:

Added a definition of retinography

Modified the order of the sections, to provide information about
the cost and process later in the flyer.

Modified language to be easier to read and minimized the use of
words that are not commonly used.

Swallowing in ADRD

+ Relevance and feedback: The CAB assessed the
relevance of the swallowing topic for the Latino/a/e/x senior
community. They provided feedback to the speech-
language pathologist speaker by asking questions and
offering comments and suggestions on how to present the
information in community settings.

In July 2024, the research team in conjunction with other subject
matter experts from the university held the first “Swallowing Talk”
for Latino seniors in Madison, in collaboration with the Swallowing
and Salivary Bioscience Lab at University of Wisconsin —
Madison. The event welcomed 40 Latino older adults and
provided transportation and food for all participants.

(continued on next page)
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(continued)

Table 1. Role and Recommendations Provided by Community Advisory Board (CAB) Members According to Project and Impact of Research Activities for
Latino Communities in Madison, Wisconsin

Project title

Description of role of CAB members or tasks performed by
the CAB

Impact

+ Outreach and engagement: advisors participated in
community events and invited people to attend and shared
resources.

» From the swallowing talk, we learned that personal invitations to
community members have better reception and are more
meaningful compared with broad invitations. The event was open
to the entire community, promoted through community partners
and social media. Despite these efforts, no participants registered
through these channels. All registrations came from personal
invitations based on the approach suggested by the CAB
members.

Alzheimer’s disease
and related dementia
educational tool

Guidance and feedback: Provided feedback on an
educational tool to reduce misconceptions about Alzheimer’s
disease and related dementia in the Latino community. The
CAB reviewed the materials and provided feedback on the
feasibility of use, content (attitudes about it and knowledge),
language, thoroughness, and complexity.

Feedback from the CAB was used to modify the educational tool.
Some modifications included clarifying instructions for community
health workers who would be the primary users of the tool,
differentiating the terms Alzheimer’s and dementia, and adding a
section on early detection and stigma.
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Table 2. Recommendations for Practical Implementation of Community Advisory Board (CAB) Engagement Principles with Latino Communities in Madison,

Wisconsin

Principle of community engagement
and recommendation

Description

Go to the community, establish relationships, build trust.

1. Build trust with partners

Partner with organizations who are already trusted in the community, who can advocate on your behalf, and who
can provide credibility and recognition when recruiting advisors.

The research team should mirror the diversity of the community at every level (not only the outreach staff). This
ensures that the team will have a better understanding of cultural nuances that can impact interactions and
outcomes. Furthermore, having multiple people ensures sustainability even if there is staff turnover.

Be clear about the purposes or goals o

f the engagement effort.

2. Establish clear expectations

During the first meeting, the research team and CAB members should discuss how they want this space to
function, set group agreements (eg, communication preferences, meeting preferences), and ensure a shared
vision or idea of what success will look like.

Ideas should primarily come from CAB members, and the research team can guide conversations and help when
needed. Consider using a brainstorming session to encourage dialogue and active participation of all members.
Capture ideas in real-time on a whiteboard or shared digital document. This creates a visible record that
members can reference and build upon, while also showing that all voices are heard and ideas are thoroughly
explored.

The individual and group expectations should be reviewed regularly, particularly when reevaluating goals based
on achievements and challenges.

Recognize and respect the diversity of

the community in all aspects of community engagement. Awareness of the various cultures of a community and
other factors affecting diversity must be paramount in planning, designing, and implementing approaches to engaging a community.

3. Ensure inclusive communication

If the community’s preferred language is Spanish: ensure the presence of staff who are native or heritage
Spanish speakers, as this ensures smooth conversations without the need for interpretation. When
communication occurs in one’s native language, it enhances comfort and reduces the cognitive load associated
with translating complex ideas, thereby improving engagement and understanding. Additionally, native speakers
are better at recognizing culturally specific nonverbal cues, ensuring more accurate communication and
response.

Be aware of different cultural preferences or experiences between countries of origin, which is crucial for tailoring
messages to ensure relevancy and understanding.

Use the community’s preferred forms of communication and provide comprehensive technical assistance to
overcome barriers to participation (eg, updating software, troubleshooting any technical issues, providing devices
or internet services). Consider tools that advisors are already using in daily communications (eg, WhatsApp, a
messaging application widely used by the Hispanic community).

4. Maintain open communication

Use bidirectional channels of communication that provide multiple options for advisors to ask questions or
provide suggestions (eg, phone, SMS text message). Ensure that all the advisors understand the different
channels available, monitor communications regularly, and understand that there will be different preferences
across advisors.

Be open to input and show that their opinions are valuable. This promotes an environment where they are not
afraid to speak up about the concerns that they might have.

Foster an environment of transparency and honesty, where the limitations of the work or administrative or

organizational restrictions are shared candidly with a commitment to find solutions within the established
parameters.

5. Offer honoraria and recognition

Advisors should be fairly compensated for their time, expertise, and other expenses associated with participation
(eg, parking, transportation, childcare). When determining compensation, consider not only meeting time but also
preparation time.

(continued on next page)
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(continued)

Table 2. Recommendations for Practical Implementation of Community Advisory Board (CAB) Engagement Principles with Latino Communities in Madison,
Wisconsin

Principle of community engagement
and recommendation Description

» Learn about barriers that advisors may experience, such as lack of banking access, cash payment needs, or
concerns of jeopardizing social security benefits or Medicaid eligibility. Understanding institutional regulations
and sharing those with CAB advisors during preliminary stages is essential to explore alternatives.

» Advisors should be recognized or acknowledged in any manuscript or presentations related to the work.

6. Affirm CAB members’ contributions |.  Consistently remind the CAB members that their lived experiences and perspectives are invaluable to the
research process. Particularly in the Latino community, research has shown that Latino older adults often exhibit
a high level of humility and respect for authority figures, including health care providers, which translates into the
need for affirming their contributions. This is also key in avoiding power dynamics between the CAB members
and the research team.

+ Communicate through concrete examples how the advisors’ input shapes research decisions, influences study

designs, and ultimately contributes to community well-being. This ongoing validation boosts advisors’ confidence
in sharing their views and enhances their engagement in CAB activities.

7. Understand power dynamics  Agree on a decision-making process. Consider adopting a consensus-based decision-making process, allowing
t)heév(\;g?nmﬁi%cademlc institution and all CAB members to have equal say in discussions and decisions.
» Use plain and accessible terminology for all communications and presentations to ensure that everyone
understands the information that is being presented.
» Reflect about the meetings as a team, and individually with each CAB member, including what could have been
better, or what could be improved. These reflections offer additional opportunities to voice any suggestions or
concerns, ensuring continuous improvement and fostering an inclusive and equitable environment.

Identify and mobilize community assets and strengths and develop the community’s capacity and resources.

8. Ensure adequate staff and + Ensure that all team members understand the importance of maintaining trust and engagement with the

programmatic support community and are committed to cultural humility and applying the principles of community engagement. This is
a key aspect for consideration during the hiring and onboarding of new team members.

» Ensure an equitable distribution of tasks and prevent overburdening any members. This includes having more
than 1 person in the team with the cultural awareness and language skills necessary to perform the work in case
of planned or unplanned absences.

» Consider training and expertise necessary to perform the work and develop training plans to facilitate
incorporation of new team members. In the case of changes in roles or staffing, doing a warm handoff of CAB
and community members is necessary to foster informal connections and ensure sustainability of the
relationships.

The opinions expressed by authors contributing to this journal do not necessarily reflect the opinions of the U.S. Department of Health and Human Services,
the Public Health Service, the Centers for Disease Control and Prevention, or the authors’ affiliated institutions.

www.cdc.gov/pcd/issues/2025/24 _0381.htm « Centers for Disease Control and Prevention 11



PREVENTING CHRONIC DISEASE

PUBLIC HEALTH RESEARCH, PRACTICE, AND POLICY

VOLUME 22, E21
MAY 2025

Appendix

LA IMPORTANCIA DE HACERSE UN EXAMEN DE LA VISTA CON
DILATACION DE LOS 0JOS ANUALMENTE

Todas las personas diabéticas estan a riesgo de una enfermedad
ocular diabética llamada retinopatia diabética. La deteccién de esta
enfermedad es clave para reducir el riesgo de la pérdida de la vista y
hasta la ceguera. Por lo cual los examenes anuales de los ojos son una

parte normal del cuidado diabético.

Chequeos anuales de Los ojos con dilatacion son recomendados por

la Asociacién Americana de la Diabetes. Los chequeos pueden ser
ejecutados por tu oftalmélogoe regular o puedes ir a cualquier clinica de
Mile Bluff para que te tomen una fotografia ocular de La retina conocida
como retinografias.

¢QUE ES LA ENFERMEDAD OCULAR DIABETICA?
Cuando los niveles de azticar en la sangre no estan controlados los vasos
sanguineos en la retina pueden ser danados. Estos vasos sanguineos
pueden hincharse y tener fugas de liquido. Esta hinchazon y fuga
de liquido es conocido como una enfermedad ocular diabética. Sin
diagnosticar y tratar esta condicion cambios en vision y ceguera es posible.

Diabetic Eye Disease

;CUANTO CUESTA UNA RETINOGRAFIA?
Una retinografia es mas barata que hacerse un examen de ojos con
dilatacién de las pupilas con un oftalméloge.

La mayoria de los planes de segura cubren el gasto de esta fotografia.
Si tu plan de seguro no cubre la foto, pacientes tendran que pagar $30.

:COMO HAGO LA CITA?
Necesitaras una referencia de tu médico general para recibir una
fotografia ocular. Si ya estas en a clinica puedes hablar con tu médico
general y pedir que te tomen una retinografia ese mismo dia, una cita
no sera necesaria. También puedes hablar por teléfono a cualquier
clinica de Mile Bluff para programar una cita.

LA IMPORTANCIA DE HACERSE UN EXAMEN DE LA
VISTA DE LOS OJOS ANUALMENTE

Todas las personas con diabetes tienen el riesgo de desamoliar
problemas en los ojos, a esto se le llama retinopatia

diabética. Esla enfermedad puede causar pérdida de la vista
hasta tener ceguera completa. Hacerse un examen de la vista
una vez al afio ayuda a proleger sus ojos. Estos exdmenes se
laman retinografias, y son una parte normal del cuidado de las
personas con diabetes.

La refinopatia diabética es muy comin, y la causa mas
importante de ceguera en la Comunidad Latina. Uno de cada
tres latinos con diabetes tiene esta enfermedad.

¢QUEES LA RETINOPATIA DIABETICA?

La diabetes dafia los vasos sanguineos que estdn en la parte
posterior del ojo, esta drea del ojo se llama la retina. La diabetes
hace que estas arterias y venas goteen y sangren, lo que causa
la pérdida de vision si no se trata a tiempo.

tormal Enfarmedad Ocular Diabética

<QUE ES UNA RETINOGRAFIA?
Padientes dicen que el examen es "fadil, rapido y sin dolor.”
+ El examen toma un par de minutos.

* No requiere dilatacién de los ojos.

= Lamayoria de las personas pueden leer y manejar después de el
examen.

ZQUE SUCEDE DURANTE LA CITA?

« Tesentaras en unasilla,
colocaras tu barbilla y
enfocaras tu vista en una luz
verde.

Miraras un “flash” de luz,
similar al flash de una
camara,

Tomaran retinografias

de ambos ojos, esto
normalmente tardara solo
unos minutos

:COMO TE SENTIRAS DESPUES DEL EXAMEN?
- Pacientes dicen que el examen es facil, rapido y que no causa dolor.

+ Yaque el examen no requiere dilatacion de los ojos, la mayoria
de las personas se sienten capaces de leer y manejar después de
haber recibido una retinografia.

: ;COMO RECIBO LOS RESULTADOS DE LAS RETINOGRAFIAS?

Las fotos de tus ojos seran
examinadas por doctores de

la Universidad de Wisconsin-
Madison. Ellos mandaran los
resultados a tu médico general
Luego los resultados seran
enviados a tu casa por correo.

Si tienes resultados anormales
recibiras una lista de
oftalmélogos en tu drea con
quien podras consultar. Hay mas
de una opcién para tratamientos
de enfermedades oculares
diabéticas, incluyendo cirugia
con rayos laser y medicamentos
para proteger tu vision.

¢COMO HAGO LA CITA PARA LA RETINOGRAFIA?

Puedes hacer una cita con tu proveedor de atencién primaria.
Si ya estas en la clinica para ofra cita o consulta, puede solicitar
que se le haga el examen el mismo dia

{QUE SUCEDE DURANTE LA RETINOGRAFiA?
Tomaran fotos de cada ojo
usando una cdmara especial.
Usted hard lo siguiente:

» Sentarse en una silla,

« Colocar su barbilla en la
maquina y enfocar su vista
en una luz verde.

Cuando se toma la fotografia,
usted vera un “flash” de luz,
similar al flash de una cémara.

¢CUANTO CUESTA UNA
RETINOGRAFIA?
Para las personas con diabetes,

los exdmenes de 0jos son gratis
en las clinicas de Access.

£COMO RECIBO LOS RESULTADOS
DE LARETINOGRAFIA?

Las fotos de sus ojos serdn
examinadas por doctores
de la Universidad de
Wisconsin Madison. Ellos
mandaran los resultados a
sumédico general. Luego
los resuftados seran
enviados a su casa por
cofmeo o a través de
MyChart,

by

Sample of a flyer in Spanish modified by the community advisory board for project TeleOjo. Panel A is the original flyer, a version of what was already
being used in English. Panel B is the flyer after modifications by community advisory board members. The English translation of this flyer appears below
the flyer in Spanish.
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WHAT HAPPENS DURING MY EYE PHOTO?
‘We will take photos of each
eye using a special camera.

* You will sitin a chair,
place your chinon a chin
rest, and look at a green
light.

You will see a quick flash

of light, similar to the flash

from a camera.

.

HOW WILL | FEEL DURING AND AFTER MY EYE PHOTO?
Patients who had this test describe it as “easy, quick, and painless.”
« Eye photos typically take just a few minutes.
+ Dilating eye drops usually are not needed. Following the test, most
WHAT IS DIABETIC EYE DISEASE? people are comfortable reading and driving afterwards.
This condition occurs when diabetes affects small blood
vessels, damaging the part of the eye calledthe retina, It can
cause the blood vessels in the retina to leak and bleed. If it is HOW DO | GET RESULTS FROM MY EYE PHOTO TEST?
not treated early, then it can lead to serious vision loss.

IHabetic Eye Discase

HOW MUCH DOES ITCOST?

A diabetic eye pholo is often more affordable than a dilated eye
exam with an eye doclor. At Access, a diabetic eye photo is zero
charge.

HOW DO | MAKE AN APPOINTMENT?

If you are already at an Access clinic for an appointment, you
can be tested the same day.

WHY ITIS IMPORTANT TO GET YOUR EYES CHECKED HOW DO | MAKE AN APPOINTMENT?

ONCEA YEAR. If you are already at an Access clinic for an appointment,
Every person that has diabetes is al risk of developing you can be tested the same day.

problems in their eyes, this is known as Diabetic retinopathy.

This disease can cause vision loss to the point of total

blindness. Screening once a year can help to protect your WHAT HAPPENS DURING MY EYE PHOTO?

eyes. These lests are called Retinography, and they part of the We will take photos of
normal care received by people with diabetes. each eye using a special

Diabetic retinopathy is very common, and it is the most camera. ‘
common cause of blindness in the Latino community. One of * You will sitin a chair,
every three Latinos with Diabetes has this disease. « Place your chin on a

WHAT IS DIABETIC EYE DISEASE? S e, e ek et a

green light.
This condition occurs when diabetes affects small blood . i I
vessels, damaging the part of the eye called the retina. It :::hﬁlm as‘%:g: 1o
can cause the blood vessels in the retina to leak and the Slash from a camera
bleed. If it is not treated early, then it can lead to serious ’
vision loss.

- 2 HOW MUCH DOES ITCOST?
Diabetic Eye

Discase At Access, a diabetic eye
photo is zero charge.

HOW DO | GET RESULTS
FROM MY EYE PHOTO TEST?

Your eye photos will be
reviewed by eye doctors at

WHAT IS A RETINOGRAPHY?

Patients who had this test describe it as “easy, quick,
and painless.” the University of Wisconsin-
Madison who will send your
results to your primary care
provider. We will also mail
your results to you.

* Eye photos typically take just a few minutes
= Dilating eye drops are not needed

+ Following the test, most people are comfortable
reading and driving afterwards
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