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Opening questions
1. What have you heard about community advisory boards (CABs)?

2. What are the advantages of CABs for research and clinical applications?

3. What have you heard are some of the challenges associated with recruiting and maintaining CABs?



Before forming a cab
▪ Consider:
- What is the purpose of the CAB?
- What will be the expected level of involvement of the CAB in the project?
- What is the paradigm of this project? What are the power structures? To 

what extent are CAB members involved in 
research/program/intervention design and decision-making?



Source: Morales L. (2012). The role of community engagement in translational research. Group Health Research Institute. 



Source: Green LW & Mercer SL. (2001). Can public health researchers and agencies reconcile the push from funding bodies and the pull from 
communities?. AJPH. 91: 1926-1929. 

“Participatory research 
should not be required 
of every project, but 
when results are to be 
used for, in, and by 
communities, those 
communities should 
collaborate not only in 
applying findings but 
also in determining the 
ways in which the 
findings are produced 
and interpreted.”



Criticism of cabs

- Success depends on relationship between research/project team and 
the CAB

- Limited budgets, first to get cut

- Limited literature on the effectiveness of CABs

Source: Strauss et al. (2001). The role of community advisory boards: Involving communities in the informed consent process. AJPH. 91:1938-
1943. 



CASE STUDY



The role of YCABs in HIV Research

 Community advisory boards (CAB) are central to the 
design of culturally competent HIV prevention 
interventions 

 Researchers are often challenged to engage 
adolescent youth, particularly sexual and gender 
minority youth, in CABs 

- LGBTQ youth may not self-identify and those who do 
are likely a biased group



Developing tools to 
engage adolescent MSM 

and transgender youth



Research questions
1. Effective methods and venues of recruitment into research and prevention activities

2. Fundamental aspects of sexual identity, sexual behavior, and protective factors

3. Acceptability of HIV prevention strategies

4. Differences across demographic groups (including racial/ethnic groups and SES)



Project overview

HIV Prevention Tools 
and Strategies

YCAB

Survey

Focus 
Groups



Adult stakeholder discussions
▪ 4 sets of adult participants

▪ Adolescent Medicine Providers
▪ School Nurses
▪ Youth Workers
▪ School Educators and Administrators

▪ Methodology:
▪ - Online using InsideHeads, synchronous, up to 2 hours



thefenwayinstitute.org

Youth focus groups
▪ Online

1. MSM, national, urban/suburban, 13-18 yrs
2. MSM, national, rural, 13-18 yrs
3. Transgender Youth, national, 13-17 yrs
4. Transgender Youth, national, 18-24 yrs

▪ In-Person
1. MSM in Philadelphia, 14-17 yrs
2. MSM in Boston, 14-17 yrs



Ycab Recruitment

▪ 17 youth organizations
▪ 10 community-based coalitions 

and research studies
▪ 20 school gay-straight alliances 

(GSA)
▪ 4 health centers
▪ Social media recruitment
▪ Individual referrals



Ycab Membership

 Between January 2016 and July 2018, 28 youth attended at 
least one meeting
 Average monthly attendance of ~5 members
 Attendance ranged from 1 to 9 members per meeting



Demographics
- Gender identities

- transgender men (6), transgender women (8), gender non-
conforming/genderqueer (2), and cisgender men (12) 

- Sexual orientation identities
- Many identified as queer

- Racial/ethnic identities
- Black (11), Latino/a/x (5), Black/Latino (2), Asian (1), and White (9)



Attendance
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Group activity
▪ Imagine that you are yourself at age 15…
 What would have motivated you to regularly attend a YCAB?
 What do you believe are key elements of a successful YCAB?



YCAB facilitation
 Flexibility on time and location

 Rotating location introduced members to new resources

 Ongoing communication with members
 3 meeting reminders (1 week, 1 day, same day)
 Using members’ preferred modality
 Continued contact, despite no response

 Group agreements developed by members
 Youth voice in the design of the group





YCAB Curriculum

▪ Skills Development
 Introduction to the project
 Survey design
 Research ethics
 IPV and HIV risk
 Prevention & screening
 Adolescent treatment cascade
 Sexual health education in schools
 National HIV/AIDS Strategy



YCAB Curriculum

Project Feedback
 Recruitment ad design

 Focus group questions

 Survey name brainstorm

 Gender term brainstorm

 Logo design

 Tool development brainstorm 

 HIV prevention card game

 Survey and focus group reports



SAMPLE LESSON: Recruitment ad design

 Started with stack of stock photos
 Voted on favorites
 Selected language and colors
 Meme-making workshop
 Attached text to funny/eye-catching images



We are interested in your thoughts about sexual and gender identity, 
relationships, and HIV prevention. 

Eligible participants will receive a $75 gift card. 
Click to learn more about being in an online focus group!

Who is eligible to participate?

Transgender youth ages 13-24
&

Young men ages 13 to 18 who are attracted to guys



Who is eligible to participate?

Transgender youth ages 13-24
&

Young men ages 13 to 18 who are 
attracted to guys

We are interested in your thoughts about sexual and gender 
identity, relationships, and HIV prevention. 

Eligible participants will receive a $75 gift card. 
Click to learn more about being in an online focus 

group!



We need superheroes like you to help inform the 
fight for an HIV-free generation! 
Eligible participants will receive a $75 gift card. 

Click to learn more about being in an online focus group!

Who is eligible to participate?

Young men age 13-18 who are attracted to guys
& 

transgender youth ages 13-24



We are interested in your thoughts about sexual identity, 
relationships, and HIV prevention. 

Eligible participants will receive a $75 gift card. 
Click to learn more about being in an online focus group!

Who is eligible to 
participate?

Young men ages 13 to 
18 who are attracted to 

guys



We are interested in your thoughts about sexual identity, 
relationships,

and HIV prevention. 
Eligible participants will receive a $75 gift card. 

Click to learn more about being in an online focus 
group!

Who is eligible to 
participate?

Young men ages 13 
to 18 who are 

attracted to guys



RIGHT MEOW

HIV PREVENTION NEEDS OUR 
GENERATION’S ATTENTION We are interested in your 

thoughts about sexual 
identity, relationships,
and HIV prevention. 

Eligible participants will 
receive a $75 gift card. 

Click to learn more about 
being in an online focus 

group!



That look you give when…

Bey doesn’t want to 
practice safe sex. 

We are interested in your 
thoughts about sexual 
identity, relationships,
and HIV prevention. 

Eligible participants will 
receive a $75 gift card. 

Click to learn more about 
being in an online focus 

group!



Feedback from ycab
▪ What first made you interested in the YCAB?
• “Working behind the scenes of a focus groups project and creating the content/areas of focus that would be 

discussed”
• “My friend is part of the YCAB, the money”
• “[staff at youth organization] told me about it and it sounded cool! The fact that they accepted me as a trans guy 

despite them not being the focus was awesome.”
• “The food, my friend told me about it.”



Feedback from ycab
▪ What keeps you coming back to YCAB meetings?
• “The food!”
• “I feel as if I’m making a difference, even if it might be an insignificant one.”
• “Incentive and the really good conversations!”
• “The facilitator, learning about health.”



Feedback from ycab
▪ What do you like most about the YCAB? How is it different than other 

activities you participate in?
• “YCAB is different in the way it has youth participation because I feel like we are all working and learning 

together.”
• “Facilitator is very personable.”
• “I like the conversations and the feedback we’re able to give, it feels like we’re being listened to and making a 

difference. I also love when people come in to talk about their research jobs.”
• “I enjoy the discussions during YCAB. It’s different because YCAB gives us a directed yet open platform to speak 

on.”



Feedback from ycab
▪ What changes could be made to the YCAB to make it better?
• “A brief summary of what we talked about at the end of the meeting.”
• “We once mentioned going on a field trop and I think doing that still would be awesome.”
• “More organized.”
• “More days? That’s it.”



Maintaining a ycab: lessons learned
 Meet members where they are!
 Compensate them for their very valuable time
 Participation should benefit both the project and the YCAB member

 Let members know that their voices are heard and valued



Legitimacy of CABs
- Write CABs into grants, advocate for CABs in your setting!

- Include CAB recruitment and facilitation in staff job descriptions

- Collect data on the process of forming a CAB and track the impact the 
CAB has on the project



TAKE home messages

- CABs take considerable effort to run successfully and cannot be 
incorporated into research or programming as an after-thought

- But it CAN be done!
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