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SGM Population Estimates

SGM people at all age groups.

SGM identity is not unique to a 

particular race/ethnicity, income 

bracket, or education level.

SGM identity has not been collected 

on US Census (or ACS).

~7.6%

SGM (i.e., LGBTQIA+) people 

represent ~7.6% of the US.







Why Community Engagement?

It’s time to start (re)building relationships.





Community Engagement

•Activities that excite and involve SGM people in a research project

•Based on a set of values and principles

Transactional Transformational

“Do this for me.” “Let’s create something 

new and better together.”

PRIDEnet
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App Community Forum

11

The PRIDE Study: Community Forum (Research Agenda Setting)



3,544 Conversations

5,063 Replies

60,522 Votes

Nominate research 

questions to the 

community

The PRIDE Study: Community Forum (Research Agenda Setting)



Early Community Engagement

What kind(s) of community engagement do you need (or want)?

• Research agenda setting?

• Methods advisors?

• Community-based organizations trusted by communities?

• Recruitment efforts?

• Implementers?

What kind(s) of community engagement can you fund?

$



Planning for Community Engagement

Seed Grants
CE-Specific 

Funding

Integrating CE 

into “Traditional” 

Funding Sources

Smaller amounts

Sufficient for CE “start-up”

Rare (except for PCORI)

Enable rapid CE growth

Integrate into an Aim

CE as its own Aim = risky 
(but hopefully changing…)

We do all of these!
(with intentionality)



PRIDEnet Structure

PRIDEnet Components

1. Participant Advisory Committee

2. Community Partner Consortium

3. Ambassadors

4. The PRIDE Study Participants

Guiding Principles

Main Research Projects

… and many others











Meeting Participants Where They Are

SGM people have experienced transgressions, stigma, and 

discrimination from the medical & research communities.

This turns people away… sometimes forever.

Kaiser Family Foundation, “LGBT+ People’s Health and Experiences Accessing Care,” 2021.

National Center for Transgender Equality, “The Report of the 2015 US Transgender Survey,” 2017.



Meeting Participants Where They Are

Online experience provides ease, convenience, and safety.

Do we really need 

participants to 

participate in-person?

Considerations

•Taking time off work

•Child care

•Transportation

•Parking

•Discrimination



Community Listening Sessions

•Conduct community listening sessions with SGM people 
from across the country

•We listen to opinions and experiences of SGM people:

•Importance of health research

•Health issues facing the community and possible 
solutions to these problems

•Barriers to research participation

•Sources of health information
Impact

• Provides us with on-the-ground insights 

from LGBTQIA+ community members

• Enables us to adjust our engagement 

approaches

• Helps us understand barriers that we 

need to counter



Hire Staff from the Community







Research Dissemination Plan

  
 

Closing the Loop: A Plan for Disseminating The PRIDE Study Research Results 
Back to LGBTQ+ Communities 

[December 6, 2019] 

 
The PRIDE Study as Community-Engaged Research 
For community engagement to be successful with diverse LGBTQ+ people – most of whom have experienced 
rejection and discrimination in their personal lives and in healthcare, how we do our work is very important. We 
convey respect and engender trust when we listen carefully, provide transparency, and follow-through with 
promises. Because of negative experiences in the past, when it comes to research dissemination, we know 
that LGBTQ+ community members tend to be skeptical. Many LGBTQ+ community members doubt that 
research teams will “close the loop” about their research project by telling them what has been learned at the 
end of a long process of organizing and analyzing the information they collect.  
 
Selected comments from PRIDEnet Community Listening Session attendees support this perspective: 

 
People come to SAGE Bronx and ask us to participate in these different research projects, and we just 
often wonder what is being done with this information.  
 
…With these research studies, just making sure that they get out to enough people. If you only go to a 
bisexual website or a bisexual Facebook group, those people are already self-selected. So, it’s not 
really like getting out to the Bi+ people who maybe don’t really know about the Bi+ community. 
 
I'm in the field of research and I encourage other folks to participate, especially trans and non-binary 
folks, but I feel like the issue is that we have all this funding and then they support trans people 
throughout the study, but once they find the research findings...there's no community feedback about 
what the findings were…we feel uh, very disconnected from the researchers. 

 
We know that we have to do better than what many research teams have done in the past. We know that we 
have to be consistent and innovative in how we communicate what we are learning. Transparency is vital: we 
want participants and partners to be informed about what we do, how we do it, and what we learn.  
 
This plan articulates The PRIDE Study’s and PRIDEnet’s commitment to LGBTQ+ communities including our 
participants. It provides details about how all members of the PRIDE Team will contribute to getting research 
results to the people who made the research possible, want to learn about findings, and can use research 
findings to improve health care and create policy. It also provides accountability to the PRIDEnet Participant 
Advisory Committee (PAC), whose top priority is to ensure appropriate and impactful LGBTQ+ health research. 
 

The PRIDE Study’s Commitment to LGBTQ+ Communities 
Over the life of The PRIDE Study, we have endeavored to adhere 
to the values noted here (See Figure 1) in our research and 
engagement activities. Those activities include The PRIDE Study 
participant recruitment, enrollment, and retention; developing and 
updating The PRIDE Study’s Annual Questionnaire (AQ); 
conducting digital communications campaigns and in-person 
outreach, presentations, and other engagement conversations; 
developing and refining The PRIDE Study’s Ancillary Study process 
(i.e., a mechanism for external investigators to conduct high-quality 
community-engaged research in collaboration with The PRIDE 
Study); supporting and facilitating input from PRIDEnet members 
(PAC, Community Partner Consortium, Ambassadors).   
 

Figure 1: PRIDEnet Values 

Why Community Engagement?

• Community members have been 

marginalized

• Community members have been 

disrespected

• Community members have been 

“researched” and used

• Communication about results usually 

never happens 

• Public (transparent!) plan that articulates your 

commitment to community members

• Details how you communicate research results, 

why you do it that way, and who does it





Community-Friendly Summary of Findings

• What did we do?

• What was new, innovative, or notable?

• What did we learn?

• What does this mean for our 

communities?

• What’s next?

Plain language, 12th grade reading level 

PPT slides for partners, PAC, etc.

  

   

Subject:Subject: [PRIDEnet Ambassadors] New research findings from The PRIDE Study – Chronic Pelvic Pain among
Transgender Men and Gender Diverse Adults Assigned Female at Birth

Date:Date: Tuesday, July 16, 2024 at 13:49:22 Pacific Daylight Time
From:From: ambassadors@pridestudy.org on behalf of Alex Armira
To:To: ambassadors@pridestudy.org
Attachments:Attachments: The PRIDE Study - Community Summary of Findings -TordoX (Andrology) Chronic Pelvic Pain among

Transgender Men and Gender Diverse Adults Assigned Female at Birth.pptx

Hello Ambassadors,

We hope this update finds you well. The journal Andrology just published the latest findings from

The PRIDE Study. This study is important because it is the largest study in research literature

focused on chronic pelvic pain among transgender and gender diverse adults who were assigned

female at birth. The findings can help providers have a more complex understanding of chronic

pelvic pain in connection to testosterone.

Publication Title:

Chronic Pelvic Pain among Transgender Men and Gender Diverse Adults Assigned Female at

Birth

Community Title:

Chronic Pelvic Pain among Transgender Men and Gender Diverse Adults Assigned Female at

Birth

What Did We Do?

Chronic pelvic pain describes pain in the lower abdomen, pelvis, or genitals that lasts 3 months

or more. In our study, we looked at how common chronic pelvic pain was among transgender

men and gender diverse people assigned female at birth (AFAB). We also wanted to understand

how testosterone use may or may not impact chronic pelvic pain. To do this, we used 3 years of

data from The PRIDE Study participants (Annual Questionnaires from 2020, 2021, and 2022).

We looked at patterns of chronic pelvic pain overall. We also looked at how starting testosterone

therapy impacted chronic pelvic pain over time.

What Was New, Innovative, or Notable?

This is the largest published study conducted on chronic pelvic pain among transgender and

gender diverse people, a topic on which little is known.

pridestudy.org/research



The PRIDE Study: “Impact” Section [coming soon]

Listing of specific studies 

in which the participant’s 

data were used

Valuing participants enables them 

to serve as study recruiters

Participants can 

share their 

contributions publicly
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