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Abstract

Introduction: Researchers have traditionally engaged Community Advisory Boards (CABs) to
meaningfully involve community members in the research process. However, CABs are often
formed only after a grant is funded, leading to criticisms of functioning merely as “ethical
approvers.” For substance use researchers, the inclusion of people with living experience
(PWLE; current experience with drug use) across all stages of research is especially important as
they have historically been the experts in the needs of their community. Methods: In response to
this need for community engagement in research, the University of Kentucky, in partnership
with a local recovery community center (RCC; Voices of Hope), established the Survivors
Union of the Bluegrass (SUB). The SUB is a stand-alone CAB (i.e., not tied to any particular
research study) comprised of PWLE. Biannually, the SUB leadership team conducts quality
improvement process evaluation focus groups with SUB members. Results: The SUB has held 33
monthly meetings with 52 university substance use research teams, all unanimously approved
by members to attend. Members identified benefits to participating in the SUB, felt researchers
treated them as experts, and supported other institutions establishing similar boards. Members
also described feelings of belonging and empowerment, and valued being viewed as experts.
Conclusion: To our knowledge, the SUB is one of the first CABs comprised of PWLE housed ata
university that is not tied to a specific study or project. The SUB’s high retention rate and
member feedback demonstrate the benefit of meaningfully involving PWLE throughout the
research process.

Introduction

Drug overdose death rates have increased dramatically from 2018 to 2022 [1]. Therefore, it is
imperative to engage people with living experience (PWLE; current experience with drug use) with
drug use meaningfully in the research process. PWLE implemented what we now consider
mainstay evidence-based harm reduction strategies (e.g., peer-distributed naloxone and syringe
exchange) prior to public health recognition or legal protections around the practices [2,3]. Further,
the illicit drug market in the United States is evolving and highly variable, necessitating rapid
responses to prevent related harms. PWLE are uniquely positioned to offer relevant expertise.

To incorporate community feedback, researchers often form community advisory boards
(CABs) for studies. CABs provide both a platform for members to give feedback on the study
and for researchers to build trust with the community [4]. These CABs frequently offer valuable
feedback on survey questions, data collection methods, and interpretation of results [5,6].
However, there are often several challenges that limit their effectiveness. Crucially, study-
specific CABs are typically established after funding, meaning the research agenda has already
been established. This greatly reduces the possibility of any input on major decisions related to
agenda setting, study direction, and study design, which could risk turning CAB members into
merely “ethical approvers” [7]. While there is growing support for including input early in the
process [8], researchers are often challenged to form and compensate board members prior to
their projects receiving funding. In ideal situations, a board comprised of PWLE could be
consulted outside of a specific study to advise researchers across all phases of research, including
idea generation and study design [2].

Additionally, due to the inherent power imbalance between researchers and community
members during academic collaboration, study-specific CABs may also perpetuate tokenism in
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Table 1. Survivors Union of the Bluegrass structure: community-facing and university-facing activities

Supporting entity

Community-facing activities

University-facing activities

University Promote the SUB through press releases and internal Provide financial support for SUB member payments and
communications, host online application for prospective SUB SUB Liaison salary, host website for faculty applications for
members board consultation

Recovery Advertise board member application process, communicate about Provide financial support for SUB member payments

Community Center

research through social media

SUB Liaison Elicit content from visiting researchers for social media posts to be ~ Organize SUB meetings and prep meeting consultations with
(university made by recovery community center, support SUB Chairperson’s visiting researchers, record notes, track attendance, send
employee) speaking opportunities meeting reminders and calendar invites to researchers and
members, assist with verifying payments, lead quality
improvement assessments, screen new member applicants
SUB Principal Seek community partners to advertise SUB membership Oversee the general conduct of the SUB including adherence
Investigator opportunities, share information about the SUB in community with IRB requirements, provide feedback in premeeting
(Faculty) meetings, invite guests for speaking and training opportunities consultation with researchers, assist with meeting facilitation

aligned with SUB mission and research interests

alongside the Chairperson as needed, invite university
researchers aligned with SUB member research priorities to

apply

SUB Chairperson

Represent the SUB at community-led events (e.g., the Kentucky
Recovery Summit), share opportunities for membership

Provide feedback in premeeting consultation with
researchers, assist the researchers with meeting facilitation

University N/A
Leadership Team
(Faculty)

Review of policy; feedback on major decisions; support
academic dissemination efforts

Legend: IRB = Institutional Review Board; N/A = Not Applicable; SUB = Survivors Union of the Bluegrass.

which the involvement of PWLE appears positive at face value,
with little power given to members, perpetuating representation
without influence [2,8]. Further, additional power imbalances may
exist within CABs that include both individuals with and without
experience with drug use [5,6,9]. Therefore, researchers must be
aware of these dynamics, as PWLE may then not feel comfortable
providing honest feedback [10]. Finally, some CABs may include
only people with lived experience (past experience with drugs use),
rather than PWLE. In some cases, researchers report choosing to
exclude potential board members who actively use drugs to avoid
perceived challenges (e.g., may not meet participation expect-
ations), which could lead to researchers missing crucial per-
spectives [11].

As a result, few CABs are led by PWLE and are independent of
specific research projects. To address these gaps, University of
Kentucky (UK) researchers partnered with Voices of Hope, a local
recovery community center (RCC), to establish the Survivors
Union of the Bluegrass (SUB). The SUB is a CAB which provides a
forum for PWLE to consider ethical and practical issues of pro-
posed, ongoing, and future research. Any researcher at UK can
consult the SUB during any stage of their research process, thus
involving PWLE in the development, design, and dissemination of
research. The aims of this paper are to (1) describe the develop-
ment and operations of the SUB; (2) summarize board member-
ship, attendance, and activities to date; and (3) describe members’
perceptions of the impacts of their participation in the SUB.

Methods
SUB development

The SUB was established as a partnership between the University
of Kentucky Substance Use Research Priority Area (SUPRA; a
defined research organizational unit that includes substance use
researchers across the university and receives recurring fiscal
support from the Office of the Vice President for Research), the

Center for Clinical and Translational Science (CCTS; a research
unit funded within the university by the National Center for
Advancing Translational Sciences [NCATS, see below]) and
Voices of Hope (Table 1).

This partnership is aligned with the goals of all three entities.
Research funders and academic journals [12,13] are increasingly
emphasizing the importance of the involvement of people with
lived experience [14,15], including the NCATS, which recognizes
the importance of including patients and communities in the
research process to accelerate translation [16]. To that end,
NCATS supports the adoption of community-and patient-engaged
research strategies. As an RCC, Voices of Hope is a non-profit that
is led and governed by people in recovery, with a mission to
promote lifelong recovery through recovery support services,
advocacy, research, and education. VOH has extensive experience
partnering with researchers and has demonstrated a commitment
to following ethical research practices (e.g., all VOH staff complete
training on protections of human subjects in research). Partnering
with the SUB allows VOH to contribute to a platform for PWLE to
provide direct feedback to researchers on projects, elevating their
voices and the VOH core value that people are the experts in their
own lives and the needs of their community. Additionally, RCCs
traditionally aim to reduce substance use-related stigma [17].
Toward this aim, the SUB provides an opportunity for UK
researchers at all levels (students, trainees, faculty) to interact
directly with PWLE in a setting where they can have in-depth
discussion that enhances their understanding of substance use
disorder, treatment, recovery, and harm reduction, and thus, likely
reduces stigma around drug use.

Building initial SUB membership started with the identification
of a SUB Chair. An individual identifying as a PWLE with expe-
rience working with university researchers and Voices of Hope was
contacted by SUB leadership (the UK Leadership Team) and
agreed to serve as the first SUB chair. The local RCC and the SUB
chair assisted with the community-facing language that described
“people with living experience” by recommending using terms
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with which people self-identify versus overly academic terms.
“People who use drugs” and “people in non-abstinence-based
recovery” were suggested. It was also important to VOH to include
“people in non-abstinence-based recovery” to clarify that the SUB
was open to individuals with this often-marginalized pathway of
recovery. Therefore, all recruitment materials and the language
used during meetings specifies that the SUB is made up of “people
who use drugs and people in non-abstinence-based recovery.”
Additionally, the UK Leadership Team and VOH agreed on
compensating members $50 per meeting in order to compensate
members for their expertise as generously as possible within
budgetary constraints.

The initial members were recruited through word-of-mouth
and distribution of flyers by VOH, the initial SUB Chair, and UK
researchers with existing partnerships with harm reduction
organizations and study-specific advisory boards. At an initial SUB
meeting, the members brainstormed and voted on the name (the
SUB), to be in line with other organizations that they perceived to
be similar [18-20].

SUB structure (Table 1)

The SUB meetings are led by a Chair, who is a PWLE. In addition
to being a SUB member and providing their feedback and expe-
riences to visiting researchers, the Chair is expected to help
facilitate the conversation, including opening and closing each
meeting. The SUB chair is compensated with a $100 gift card
monthly because of the extra work associated with their role; in
addition to attending all SUB meetings, they spend roughly two
additional hours per month (i.e., double that of SUB members).
These extra duties include meeting with the SUB leadership team
once per month, facilitating the visiting researcher discussions,
contributing to dissemination efforts, and collaborating on agenda
setting for SUB meetings, such as trainings and guest speakers. The
Chair also disseminates information about the SUB within the
community and assists with recruitment when a SUB member slot
becomes vacant.

A SUB liaison position was also created for a UK employee to
support the SUB’s operations. The SUB liaison provides logistical
assistance to the SUB by sending calendar invitations and
reminders for SUB members and visiting researchers, scheduling
preparation meetings with visiting researchers prior to the SUB
meeting, and providing tracking data to funding bodies (e.g.,
number of visiting research teams attended in the past year). The
SUB liaison screens all interested members via phone (see Table 2),
sends text reminders about meetings, answers any member
questions that arise outside of the scheduled meeting time, and
takes detailed notes provided to researcher post-meeting. After
each meeting, the liaison coordinates with VOH to provide an
attendance log for payments. Finally, the liaison collaborates with
the SUB principal investigator (PI) for general oversight and to
create annual reports which outline the SUB’s activities and dis-
semination efforts from the past year.

SUB operations

A draft of the initial charter was originally created by the UK
Leadership Team as the proposal for the SUB, drawing on best
practices from available examples [9,21-24]. In the initial SUB
meetings, different components of the charter were discussed with
SUB members for feedback and voting on changes. For example,
the initial SUB charter outlined quarterly meetings as a
conservative estimate, but allowed members to vote on the

frequency of meetings up to every other month. During the initial
meeting in August 2022, members unanimously voted to meet
every other month and chose a standing meeting time and day of
the month. By the end of 2022, UK researchers requested to
increase the frequency to monthly to meet demand. Since January
2023, the SUB has met monthly for two hours over Zoom on the
last Tuesday of each month. It should be noted that meeting
virtually rather than in person was decided in the initial charter due
to ongoing COVID restrictions. However, the group mutually
agreed once restrictions were lifted that the virtual format removed
multiple barriers that disproportionately affect PWLE including
transportation challenges, stigma concerns, geographic limi-
tations, and safety fears tied to criminalization.

The 2-hour meetings are split into two 45-minute blocks,
allowing 15 minutes to open and close each meeting. Each block is
typically filled by a visiting research team who is given the full 45-
minute block to discuss their work and ask questions of the board.
Researchers are encouraged to bring 2-3 discussion questions to
provide enough time for engaged conversation and must attend a
brief preparation meeting with SUB leadership (see Visiting
Researchers). Quarterly, there is an option for the SUB to opt to use
one 45-minute block to host a guest speaker (typically from outside
UK) or training discussion on a topic relevant to the members.

SUB members have expectations they must meet to be com-
pensated, all of which were co-created between the UK SUB
Leadership team, the SUB Chair, and SUB members across
multiple meetings. These expectations have evolved over time, as
new potential issues for consideration arose. Once guidelines are
established and agreed upon by the SUB members, they are then
reviewed with all new members during screening by the SUB
Liaison. Members must have appear on camera, be in a private
space or use headphones (to respect the privacy of other SUB
members who may be overheard), be an active participant in the
conversation and/or Zoom chat, and not be engaging in activities
that may jeopardize their safety (e.g., driving a car). Members who
are driving are removed from the meeting by the SUB liaison.
Members earn $25 for each 45-minute block they actively attend
(up to $50/meeting) and are compensated with Amazon gift cards
or a physical check. Payment is sent promptly by VOH, which then
submits to UK for reimbursement. Board members expressed that
prompt delivery of payment was important, particularly for those
who may have urgent needs. Some members also appreciate not
having to submit paperwork for payment to the university due to
concerns related to privacy. Therefore, the university’s partnership
with VOH is critical as the RCC is well-positioned to disburse
compensation efficiently, ensuring members are paid quickly
(typically within 1-2 days).

Visiting researchers

University researchers (see Fig. 1 for process) apply to visit the SUB
through a REDCap service request form hosted by the UK CCTS
(https://www.ccts.uky.edu/). The form (see Table 3) collects basic
information about the study (e.g., funding source, grant mecha-
nism, project name) and three proposed discussion questions.
Each researcher that would like to attend the meeting (up to three)
must be unanimously voted in to the Zoom meeting by the SUB
members in attendance. SUB members can vote against the
researcher’s admittance for any reason (e.g., researcher may be a
member’s healthcare provider, neighbor, etc.). This ensures that
members are comfortable with interacting with and potential
recognition by the researcher(s). We also emphasize to visiting
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Table 2. Screening questions for potential survivors union of the bluegrass members

Table 1. Two-part screening process for potential SUB Members

Screening Survey (Self-administered by the potential member via Qualtrics)

Thank you for considering becoming a member of our Advisory Board! The goal of this Board is to make research at the University of Kentucky more
responsive to community needs. This Advisory Board will be made up of members who identify as people who use drugs and/or people in non-abstinence-
based recovery. We will ask members to advise researchers on community needs, provide feedback on research, and learn about research findings. Board
members will be paid $50 per meeting, and we are hoping to meet at least four times per year.

We want you to know up front that we will have strict guidelines around confidentiality, but we ultimately will have no control over whether Board
members will share information with others outside of the group.

To apply, please respond to the following questions to help us understand more about your background and interests. Contact [SUB Liaison] at [email] or
[phone number] if you have questions.

Questions related to eligibility As a reminder, this advisory board is specifically for individuals who use drugs and/or are in non-abstinence-
based recovery. Have you used any drugs in the past 6 months (including marijuana/cannabis)? (Yes/no; if no-
the participant is not eligible)

Age (if less than 18, the participant is not eligible)

« First name and last initial

« City (where you slept most in the last six months)

« Phone number/alternative phone number

« Email

» Permission to reach out via Facebook messenger (if yes, provide Facebook name)

Basic information

Reason for being interested in the Board Why do you want to become a member of the Board?

Commitment Are you able to commit to the following: attendance (monthly meetings), orientation (30 minute discussion
with a UK staff member), participation (members should use their expertise and lived experience to actively
participate at meetings), commitments (members should follow through with commitments made to the
Board), respect and confidentiality (members should participate in a respectful manner and treat information

shared in meetings and other members’ identities as strictly confidential)

Demographic information

How do you identify (women, man, transgender woman/trans feminine, transgender man/trans masculine,
nonbinary/gender queer/gender fluid, prefer to self-describe)

Sex assigned at birth (female, male, intersex)

Sexual orientation (heterosexual/straight, gay, lesbian, bisexual, queer, prefer to self-describe)

Race (White, Black, or African-American, American Indian or Alaska Native, Asian, Native Hawaiian or Pacific
Islander, prefer to self-describe)

Ethnicity (Non-Hispanic/Latino, Hispanic/Latino)

Do you have a history of criminal justice involvement (e.g., community custody, Probation & Parole,
incarceration)

Phone Screening Administered to Eligible Potential Members by the SUB Liaison

Candidate # The SUB Liaison assigns a confidential candidate # to all potential members who screen

Drug use information (lifetime and past
six months)

What drugs have you used in your lifetime to get high/intoxicated? In the last six months? (alcohol, marijuana/
cannabis, heroin, fentanyl, synthetics like U47700, U4, or “pink,” opiate painkillers such as oxycodone,
Percocet, Percodan, OxyContin, hydrocodone, Vicodin, Lorcet, Lortab, Norco, morphine, Ultram, Dilaudid,
Opana, T3s, fentanyl patch, etc.); buprenorphine [e.g., suboxone], methadone, prescription anxiety drugs like
Xanax, Valium, Klonopin, etc.; Cocaine; Crack; Methamphetamine, crystal meth, ice; prescription stimulants
[amphetamine, Adderall, Vyvanse, Ritalin, Dexedrine, etc.], Gabapentin [e.g., Neurontin]; Bath salts; Clonidine;
Xylazine [“trang” or “tranq dope”]; other

Prescribed medications to help with
substance use disorder

Which medications have you been prescribed to help with your substance use in your lifetime? In the past six
months? (methadone, buprenorphine, naltrexone, disulfiram) (Antabuse), other

Drug use behaviors « Have you ever injected drugs? (no/yes)
« Have you injected drugs in the last six months? (no/yes)

« Have you ever been incarcerated? (no/yes)

SUB Liaison recommendation Do you recommend this person for the SUB?

Legend: SUB = Survivors Union of the Bluegrass; UK = University of Kentucky.

researchers the importance of maintaining confidentiality from
SUB meetings to keep membership private, a crucial component of
building trust with members. Researchers are encouraged to order
their discussion questions based on importance in case the dis-
cussion runs long. However, the chair also helps guide and redirect
conversations back to discussion questions in hopes that all
questions will be sufficiently addressed.

After the visiting researchers have applied, but before they
attend a SUB meeting, the research team must attend a “SUB
Researcher Prep Meeting” with the chair, liaison, and PI. During

this meeting, the researchers are given an overview of the SUB,
including meeting logistics (e.g., logging into the meeting, pre-
sentation, and facilitation tips). Researchers are encouraged to
refrain from academic-style presentations or slideshows other than
when necessary and instead present their work in a conversational
manner, as with an interested family member. Researchers are also
given feedback on the wording of discussion questions to be
received and understood by members. During the prep meeting, it
is critical that the SUB chair, liaison, and PI become familiar with
the discussion questions, because if the researchers are not voted in
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Steps to Visiting Survivors Union of the
Bluegrass

During SUB Meeting

«Introduce self and project

*Explain benefits of the
research to the PWLE
community

Application

«Visiting Researcher
completes online
application to attend SUB

Project title
Type of re:

After Meeting

*Encouraged to
acknowledge SUB in
study dissemination

+Encouraged to return and
discuss how SUB
feedback was
incorporated into project

Prior to SUB Meeting
+Attend prep meeting to
orient to the SUB )
S 5 Researchers
*Refine discussion attendance

4 ded af e +Lead conversation
estions as needed afte voted on at x 5
questions as needed after e around discussion

meeting questions
*Answer SUB member
questions about the
project as they arise

Liaison
contacts
researcher to
schedule prep
meeting and
SUB visit

Liaison sends
summary

notes within 1
week of SUB
meeting

Fundin;

Who will be visiting
the SUB

2-3 discussion
questions

prep meeting

Figure 1. Process for interested researchers to visit the SUB. Legend: PWLE = people with living experience of substance use, SUB = survivors union of the bluegrass.

Table 3. Service request form items for researchers

CCTS Service Request Form Items

Principal investigator
information

PI Institutional Affiliation (UK or other)

Pl first and last name

Credentials

Job title

College/Center assignment

Department/Division

Contact information

Optional (contact information for a different point of contact)

Study information

Full study title

Short study title

Summary of study

Request to upload protocol/research description

IRB number/protocol and approval letter

Mentor (for early career investigators)

Enrollment goal (for studies with human participants)
Project funding source

Evaluation and
tracking information

Translational phase of the project (T0-T4)

Health disparity priority areas targeted by this project (cancer, diabetes/obesity, cardiovascular disease/stroke, substance use
disorder, neurological disorders, diversity and inclusion, energy, none)

Special populations targeted by this project (no special population, aging/elderly, pediatric, rural/Appalachia, NIH defined
underrepresented racial and ethnic groups, NIH defined individuals with disadvantageous backgrounds, LGBTQ)

COVID-19 Whether the project is related to COVID-19

Selection of service
needed

Selection of CCTS services, including consultation with the Survivors Union of the Bluegrass

Survivors Union of the
Bluegrass (displayed if
the “SUB” is selected

as the desired service)

Which of the following best describes your request? (Feedback on project design, feedback on recruitment, feedback on
intervention design, feedback on interpretation of results, share findings from research, other)

Is a member of your team requesting attendance at the SUB meeting? Your research team can request to attend the SUB meeting, or
questions can be asked via a SUB liaison. SUB members must unanimously approve any visitor’s attendance. If the SUB votes to
discuss your research questions privately, the SUB liaison will facilitate the discussion and send you detailed feedback (Yes/No)
Contact information for up to three team members who would like to attend the SUB

Please provide up to three specific questions for the SUB. You will be allotted at least 45 minutes during the session for Q&A.
We recommend submitting the 2-3 questions to allow for rich discussion. Please provide sufficient detail such that the SUB Liaison
can facilitate the discussion on your behalf if the SUB members vote to discuss your questions privately.

Legend: CCTS = Center for Clinical and Translational Science; IRB = Institutional Review Board; LGBTQ = Lesbian, Gay, Bisexual, Transgender, and/or Queer; Q&A = Question and Answer;
SUB = Survivors Union of the Bluegrass; UK = University of Kentucky.

by SUB members, then they would present the researchers” work
and discussion questions.

Visiting researchers are given latitude on how to spend the 45-
minute block. Typically, researchers briefly introduce themselves
and their project or, if earlier in the process, present an idea, and then
transition to discussion. Researchers are encouraged to ask follow-up
questions and probes throughout the conversation and can facilitate
the conversation with as much assistance from the SUB chair as

desired. To allow visiting researchers to stay focused during the
conversation, the SUB PI monitors the chat log and will share
comments throughout the meeting. The SUB liaison also copies,
deidentifies, and forwards the chat log to all visiting researchers in
addition to detailed summary notes from the conversation.
Researchers are provided with these materials within one-week post-
visit and encouraged to make future visits updating the SUB on how
their feedback, if at all, was incorporated into the study.
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Focus group

Twice per year, the SUB Liaison leads a Quality Improvement
focus group during one of the monthly meeting blocks to elicit
feedback on member experiences. Example questions include
“What has been the most memorable experience during your time
on the SUB?,” “Are there topics we have not talked about that you
would like to discuss?,” and “How could SUB leadership improve
your experience as a SUB member?” Prior to beginning each focus
group, members are asked for permission to keep an audio
recording and transcript for quality improvement purposes that
may be used for future research. As with visiting researchers, the
SUB must unanimously approve before the focus group proceeds.
Disseminating findings from the quality improvement focus
groups, along with the general operation of the SUB, was approved
by the University of Kentucky Institutional Review Board.

This manuscript presents findings from a brief qualitative
analysis of member experiences described in quality improvement
focus groups conducted with the SUB in October 2023 and April
2024. Because the focus group was part of our regular quality
improvement activities, no demographic data was collected.
However, a table of demographic data from current SUB members
at the time of their screening is presented in the results section.
Each focus group audio recording was transcribed for analysis with
permission from all attending SUB members. After reviewing the
transcripts for familiarity, a codebook was created collaboratively
between the SUB PI (AFB), the SUB Liaison (TM), the SUB Chair,
and two SUB interns (BH, JC). Once the codebook was created and
agreed upon, transcripts were coded separately by three UK SUB
team members (TM, BH, JC). The group then met to discuss
disagreements and code to consensus using best practice methods
from thematic analysis [25]. The team reviewed the codes and
discussed themes to be created by combining codes across the two
focus groups, utilizing the flexibility thematic analysis provides
[26]. Reflexivity among coders was managed by having the SUB
interns be included in the codebook creation and coding process,
thus including perspectives of people who did not hold leadership
positions or similar power differentials with the SUB as the PI and
Liaison [27]. All coding was performed on deidentified transcripts
in Microsoft Word.

Results
Membership, attendance, and activities to date

From August 2022 through June 2025, the SUB held 33 meetings
with an average attendance of 11 members (average 74% atten-
dance). The SUB currently has 14 members (see Table 4), 9 of
whom have been members since December 2022. Across all
meetings, 30 people have attended at least one meeting. To date, 52
teams have visited the SUB to discuss their work. This includes five
doctoral students who discussed their dissertation work at varying
points of their project, with one student visiting twice in one year.
Ten researchers have returned at least once and were encouraged
to provide updates on how their work was impacted by the SUB’s
feedback. The SUB had four trainings on topics of interest to the
members, including measuring recovery in research, activities, and
goals of survivor’s unions, the power of language around substance
use, and current research on medication therapy for stimulant use
disorder. Additionally, four guest speakers have attended the SUB
and shared their work on advocacy for PWLE, drug checking, and
drug trend surveillance. Ten members attended the October 2023
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Table 4. Survivors Union of the Bluegrass member demographics

Demographic Mean or n (%)

Age 42.83
Race
White 10 (72)
Black or African-American 2 (14)
American Indian or Alaskan Native 1(7)
Other 1(7)
Ethnicity
Non-Hispanic/Latino 11 (79)
Latino 1(7)
Did not specify 2 (14)
Gender
Man 6 (43)
Woman 6 (43)
Non-binary/gender queer/gender fluid 1(7)
Other 1(7)
Sexual orientation
Heterosexual/Straight 10 (72)
Gay 2 (14)
Bisexual 1(7)
Other 1(7)

Note: all demographic data is from the time of screening.

focus group, and 11 members attended the April 2024 focus
groups. Results from both focus groups are presented below.

Perceived impacts of participation in the SUB

Contributions to research

Members shared that they believed SUB feedback helped
researchers understand the subject matter (e.g., drug use, addic-
tion, etc.). One member shared that, “our expertise has allowed
them to refine their understanding of addiction.” Others agreed
that researcher understanding of drug use could only go so far
without talking to someone with lived experience (“...you can’t
read it out of the book and get it. You got to really feel our
experience wholeheartedly.”). Members assumed that without the
SUB, researchers would have no one else to provide the lived
experience perspective (“...if it really wasn’t for us, who would
they have to talk to? They wouldn’t be able to have that infor-
mation”). Additionally, members believed SUB feedback “can help
[researchers] eliminate some challenges or barriers to their
research project” like advising what kind of compensation should
be expected or where to recruit participants.

A chance to help other PWLE

Several described a perceived positive impact of the SUB on other
PWLE and their community. In some instances, this impact was
described as functioning through SUB members sharing what they
have learned: “I had a couple of girls who were pregnant at the
same time, and instead of using, they went down to the Needle
Exchange and got test strips... they actually got clean... they
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wouldn’t have known how to do that, I wouldn’t have known how
to do that, without coming through the Survivors Union.” Another
member mentioned they could use what they learned through the
SUB to inform other PWLE about treatment options and other
health services interventions to help change lives. Members also
said they had been able to share information regarding rallies,
movements, and events with each other and other PWLE to involve
them in the harm reduction movement. Additionally, members
described the SUB’s impact as functioning through influence on the
research. One member characterized their sharing during SUB
meetings as potential for “[change] for our future generations and
maybe save some people from addiction, or maybe even prevent
[overdose death].” Another member shared that influencing the
visiting researcher’s work was an opportunity to have a broad
impact: “and you know, what they’re writing for grants is only
going to, you know, help other people as well as it’s helping us.”

Being treated as the expert

Throughout both focus groups, members shared a sense of being
treated as the expert by visiting researchers and characterized the
sense in positive terms (“It feels good to be looked at as an expert”).
The idea of being treated as experts was contrasted with how
members feel they are typically treated (along with PWLE at large).
One member shared that this experience, “feels good to . . . have an
extensive experience in a subject matter and not be thought of as a
POS, or a convict, or a drug addict, or a junkie . . . the bubble gum
on the bottom of your shoe.” Unlike other spaces in members’ lives,
within the SUB they, “have a voice that makes people not think of
us like the unwanted or the undesirables.” Members perceived the
researchers’ interest in their expertise as genuine (“they actually
wanna talk to us”) and believed their expertise “refined [visiting
researchers’] way of investigating.” This relationship with visiting
researchers is also contrary to what one member described as the
typical experience with researchers: “a lot of times ... [PWLE] are
studied in... a demeaning type manner, but everybody that’s
come here has been very respectful and has honest interest in what
we have to say.”

Feeling empowered

Members mentioned their SUB participation made them feel
empowered and specifically mentioned becoming more confident
in sharing their thoughts and experiences. One member shared,
“[The SUB has] really given me a lot of confidence to speak up
about my understanding of addiction.” Another member men-
tioned that being a part of the SUB and research had made them
feel their experiences were not, “for nothing.” One member
explained that being part of the SUB made them feel valued saying,
“I think [sharing expertise with researchers], to me, gives me a
sense of being valued in our community.”

Hope and belonging

Members described the SUB as a place where they belong and are
understood. One member summarized a conversation stating,
“you found a place where you can be you and you can be honest,
and you can be a person who is in recovery that uses drugs and not-
you’re accepted rather than pushed out like some of the other
spaces we've navigated.” Members had also mentioned that the
SUB made them feel hopeful: “Like that hope or whatever. I think
you guys add a lot of motivation and fuel to my cup. I do not feel
alone in this battle all the time.” There had been a mention of hope
regarding future treatment options. Members mentioned that
some modalities of treatment (e.g., “rehab”), “don’t work for the

majority.” Members went on to mention that being a part of the
SUB had given them hope that there will be a change in treatment
options with one member stating, “I think a big part of it for me has
just been how much hope it’s given me that maybe drug addiction
will finally be treated in a way that like works.”

Support for expanding the model

Members also voiced encouragement of other institutions to
pursue a similar structure for representation of PWLE (“It’s an
awesome idea”; “they could really benefit from having a group like
this”). Members shared that having a SUB would be beneficial to
both PWLE and researchers at other institutions. If a university is
“able to start something like [the SUB], it will be beneficial for the
people who are part of the group ... [which will] benefit all the
people around them, too. So, it’s a wave that goes outward.” For
researchers, the SUB can serve as a way for researchers “to know that
[their work] is meaningful, it was important... we actually help
validate [visiting researchers], too.” Members also had specific
recommendations for other institutions. One member recom-
mended that institutions prioritize diversity among their group
members, similar to the SUB’s diversity in lived experiences (“they
really could benefit from having a group like this that is very
diverse”). Another member encouraged future groups to, like the
SUB, not be “attached to any particular research study” which helps
the SUB “to have a wider net, if you will, or a much bigger on-ramp.”

Conclusions

The SUB, to our knowledge, is one of the first CABs comprised of
PWLE housed at a university that is not tied to a specific study or
project. Since its inception in August 2022, the SUB has met
regularly to inform visiting researchers, welcome guest speakers,
and participate in training. The SUB’s high rate of retention (at the
end of 2024, 92% of the current members had attended meetings
for at least one year) commitment to the SUB’s goals and impact.
Further, members characterized their involvement in the SUB as
an opportunity to share their expertise and affect change for other
PWLE. These characterizations and members’ commitment to
participate all point to the SUB being a meaningful model for
PWLE to participate in the research process.

The SUB model is an ongoing commitment by both the uni-
versity and the local RCC to bringing PWLE into the research
process. Creating an advisory board that exists outside of a single
study or project enabled the SUB to involve PWLE more mean-
ingfully in the research process, an essential collaboration for all
substance use researchers [2]. SUB members advised researchers
across the research process, from idea creation to interpretation of
results, and, in doing so, may have been involved differently than
some other community boards where members may serve as token
voices or mere ethical approvers [8]. Further, SUB members
themselves characterized this involvement as meaningful for both
researchers (“our expertise has allowed [researchers] to refine their
understanding of addiction”) and themselves (“I like the idea that I
can help girls who were like me growing up”). Thus, the SUB serves
as both a service for researchers and a way for the university to
collaborate with and support the community of PWLE.

The structure of the SUB, which is supported by the local RCC
and two units from the university (SUPRA and the CCTS), could
serve as a model for expansion in other states. Currently, the NIH’s
NCAT (2025) funds a network of 60 medical institutions with
Clinical and Translational Science Awards, and many universities
have centers or institutes focused on substance use research. Further,
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there are approximately 250 RCCs located around the country that
are led by the recovery community and embrace all pathways of
recovery, including non-abstinence-based recovery [17].

Through experience with SUB development and operation, we
have identified areas in need of additional consideration related to
longstanding CABs comprised of PWLE. For example, while our
screening criteria (drug use in the past 6 months) does well to
screen out individuals in long-term, abstinence-based recovery
from all substances, it does not account for individuals who may
enter abstinence-based recovery during their SUB membership.
We have had some current members of the SUB who have shared
during meetings that they have stopped using substances. Based on
consultation with the members and our own desire to treat SUB
members as partners and advisors (rather than research partic-
ipants), we made the decision to forgo periodic screening of
members for substance use. We do, however, regularly review the
overall purpose of the SUB, including that members should self-
identify as a person who uses drugs and/or a person in non-
abstinence-based recovery. Future organizers of similar CABs
should consider whether ongoing screening or rotating member-
ship would be beneficial to the group’s dynamic.

Limitations

First, we acknowledge challenges inherent in power differential
between researchers and community members. The SUB is an
imperfect effort to address this differential by including PWLE
across several phases of research and different studies. Still, uni-
versities should find ways to promote a shared leadership model
between researchers and PWLE. We agree with Salazar, Vincent,
Figgatt, Gilbert, and Dasgupta [2] that institutions and researchers
should work for systemic changes that would enable PWLE to
participate as equals in research, such as eliminating requirements
for drug testing for university employment. Further, it is also
important for researchers to address societal issues that are barriers
for PWLE to access higher education, such as the War on Drugs,
which criminalizes drug use. Academia should recognize the value
of lived experience as at least equal to learned experience; an
expertise our members felt is rarely valued by the academic
community, outside of their experience on the SUB.

Several additional limitations apply to our work. The focus
group facilitator was the organizer of SUB meetings, which could
have resulted in more positive feedback than would have been
obtained from an outside facilitator. Similarly, one of the three data
analysts was on the SUB leadership team, which could have
resulted in a more positive interpretation of findings. However, this
limitation was mitigated through a coding process that involved
discussion of themes and coding to consensus. We are considering
anonymous feedback through surveys in the future so members do
not feel pressure to provide overly positive feedback. While there
are many advantages of having a sustained, stand-alone board
independent of specific research projects, there are also limitations.
Members may not have as direct experience with the research topic
or geographic area of interest as they would in a board formed for a
specific project and time for consultation may be more limited. It is
also unclear the extent to which the SUB is impacting visiting
researchers’ work. While visiting researchers are encouraged to
return to the SUB to share how they incorporated SUB members’
feedback, not all researchers have been able to make additional
visits. To address this, SUB leadership team plans to collect
qualitative data from past visitors to describe the impact of SUB
input on research. Finally, although the SUB is designed to be a
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statewide initiative, we currently lack membership from com-
munities in Western and Northern Kentucky, and there may be
regional differences in substance use patterns [28]. We plan to
continue providing SUB application materials to partner with
harm reduction organizations in underrepresented regions.

Reflections and recommendations

To conclude, we believe the SUB is making a significant transla-
tional impact on the university’s research portfolio. Feedback from
our members informs work from preclinical and animal studies
(e.g., managing opioid withdrawal symptoms in mice) to clinical
practice (e.g., Hepatitis C screening in the emergency department)
to population health (e.g., designing and testing a harm reduction
vending machine). The SUB also reduces stigma by positioning
PWLE as experts based on their own experiences. We offer several
recommendations for those interested in establishing an advisory
board of PWLE. First and foremost, a strong, authentic relation-
ship between university partners and local RCCs is essential. RCCs
are typically well-integrated into their communities and serve as
trusted resources. Establishing a mutually beneficial partnership
with RCCs can facilitate meaningful connections with PWLE and
create a foundation of trust. Relationship-building is not trivial - it
requires time, consistency, and a genuine commitment to showing
up - but the investment is critical to the success of building trust
and buy-in with the community.

Second, timely and appropriate compensation is vital.
University systems often pose logistical challenges, such as sig-
nificant delays between participation and payment. Moreover,
requirements like bank accounts may exclude some PWLE. To
address these barriers, we partnered with our local RCC to issue
payments, enabling CAB members to receive compensation within
1-2 days rather than waiting several weeks. Additionally, com-
pensation must be adequate in both form and amount. For
instance, checks may be impractical for members without bank
access, so offering flexible payment options is important.

Third, we found that monthly meetings worked well for our
CAB. Although we originally planned a bimonthly schedule, we
shifted to monthly meetings based on member interest and the
number of requests for input from presenting researchers. Holding
the meeting at the same time each month seems to have helped
members with planning and attendance. While many lessons were
learned through this process, we hope that these core reflections
provide a useful starting point for others seeking to establish a CAB
of PWLE.

Author contributions. Trevor Moffitt: Conceptualization, Formal analysis,
Methodology, Visualization, Writing-original draft, Writing-review and edit-
ing, Bryson Henson: Formal analysis, Project administration, Writing-original
draft, Writing-review and editing, April Young: Conceptualization,
Supervision, Writing-original draft, Writing-review and editing, Sharon L.
Walsh: Conceptualization, Supervision, Writing-original draft, Writing-review
and editing, Rachel Vickers-Smith: Conceptualization, Supervision, Writing-
original draft, Writing-review and editing, Junior Cruz: Formal analysis,
Writing-original draft, Writing-review and editing, Jeremy Byard: Project
administration, Writing-review and editing, Brook West: Project administration,
Writing-original draft, Writing-review and editing, Amanda Fallin-Bennett:
Conceptualization, Formal analysis, Investigation, Methodology, Project
administration, Supervision, Writing-original draft, Writing-review and editing.

Funding statement. The Survivors Union of the Bluegrass is funded by the
University of Kentucky Substance Use Priority Research Area (SUPRA),
National Center for Advancing Translational Sciences through grant number
UL1TR001998, and Voices of Hope.

Downloaded from https://www.cambridge.org/core. Transylvania University Library, on 20 Apr 2026 at 16:03:20, subject to the Cambridge Core terms of use, available at
https://www.cambridge.org/core/terms. https://doi.org/10.1017/cts.2026.10242


https://www.cambridge.org/core/terms
https://doi.org/10.1017/cts.2026.10242
https://www.cambridge.org/core

Journal of Clinical and Translational Science

Competing interests. Amanda Fallin-Bennett, PhD, RN is a co-founder of
Voices of Hope.

References

1.

10.

11.

12.

Spencer MR, Garnett MF, Minino AM. Drug Overdose Deaths in the
United States, 2002-2022, Vol. 491. NCHS Data Brief, 2024.

. Salazar ZR, Vincent L, Figgatt MC, Gilbert MK, Dasgupta N. Research

led by people who use drugs: Centering the expertise of lived experience.
Subst Abuse Treat Prev Policy. 2021;16:70. doi: 10.1186/s13011-021-00406-6.

. Zibbell JE, Peiper NC, Duhart Clarke SE, et al. Consumer discernment of

fentanyl in illicit opioids confirmed by fentanyl test strips: Lessons from a
syringe services program in North Carolina. Int ] Drug Policy.
2021;93:103128. doi: 10.1016/j.drugpo.2021.103128.

. Bosak J, Drainoni ML, Christopher M, et al. Community advisory board

members’ perspectives on their contributions to a large multistate cluster
RCT: A mixed methods study. J Clin Transl Sci. 2024;8:e1. doi: 10.1017/cts.
2023.673.

. Aronson ID, Bennett AS, Ardouin-Guerrier MA, Rivera-Castellar GJ,

Gibson BE, Vargas-Estrella B. Using the participatory education and
research into lived experience (PEARLE) methodology to localize content
and target specific populations. Front Digit Health. 2022;4:992519. doi: 10.
3389/fdgth.2022.992519.

. Shaw A, Lazarus L, Pantalone T, et al. Risk environments facing potential

users of a supervised injection site in Ottawa, Canada. Harm Reduct ].
2015;12:49. doi: 10.1186/s12954-015-0083-9.

. Sanchez-Youngman S, Boursaw B, Oetzel J, et al. Structural community

governance: Importance for community-academic research partnerships.
Am ] Community Psychol. 2021;67:271-283. doi: 10.1002/ajcp.12505.

. Pratt B. Achieving inclusive research priority-setting: What do people with

lived experience and the public think is essential? BMC Med Ethics.
2021;22:1-14.

. Lazarus L, Shaw A, LeBlanc S, et al. Establishing a community-based

participatory research partnership among people who use drugs in Ottawa:
The PROUD cohort study. Harm Reduct J. 2014;11:26. doi: 10.1186/1477-
7517-11-26.

Travers R, Pyne ], Bauer G, et al. Community control in CBPR: Challenges
experienced and questions raised from the Trans PULSE project. Action
Res-LONDON. 2013;11:403-422. doi: 10.1177/1476750313507093.
Souleymanov R, Kuzmanovi¢ D, Marshall Z, et al. The ethics of com-
munity-based research with people who use drugs: Results of a scoping
review. BMC Med Ethics. 2016;17:25. doi: 10.1186/s12910-016-0108-2.
Sheikhan NY, Kuluski K, Hiebert M, et al. Co-authoring and reporting on
lived experience engagement in mental health and/or substance research: A
qualitative study and guidance document. Health Expect. 2025;28:¢70198.
doi: 10.1111/hex.70198.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

Davis S, Pinfold V, Catchpole J, Lovelock C, Senthi B, Kenny A.
Reporting lived experience work. Lancet Psychiat. 2024;11:8-9. doi: 10.
1016/S2215-0366(23)00402-9.

Selby JV, Beal AC, Frank L. The Patient-Centered Outcomes Research
Institute (PCORI) national priorities for research and initial research
agenda. JAMA. 2012;307:1583-1584. doi: 10.1001/jama.2012.500.
National Institute for Health and Care Research. Involve patients,
(https://www.nihr.ac.uk/career-development/health-and-care-research-
introduction/involve-patients) Accessed March 28, 2025.

National Center for Advancing Translational Sciences. About transla-
tional science principles, (https://ncats.nih.gov/about/about-translational-
science/principles) Accessed March 28, 2025.

Hoeppner BB, Simpson HV, Weerts C, et al. A nationwide survey
study of recovery community centers supporting people in recovery
from substance use disorder. | Addict Med. 2024;18:274-281. doi: 10.
1097/ADM.0000000000001285.

Brothers S, Simon C, Vincent L. Community-driven research with people
who use drugs: A virtual project during multiple epidemics. Sociol
Methodol. 2025;55:155-181.

National Survivors Union. Updated June, 2020 (https://www.nationalsu
rvivorsunion.com/) Accessed December 2, 2025.

North Carolina Survivors Union. Updated, 2022 (https://www.ncsurvivo
rsunion.org/), Accessed December 2, 2025.

International AIDS Vaccine Initiative. Updated, 2025 (https://www.iavi.org/),
Accessed December 2, 2025.

Switzer S, Chan Carusone S, Guta A, Strike C. A seat at the table:
Designing an activity-based community advisory committee with people
living with HIV who use drugs. Qual Health Res. 2019;29:1029-1042.
Morin SF, Maiorana A, Koester KA, Sheon NM, Richards AT.
Community consultation in HIV prevention research: A study of com-
munity advisory boards at 6 research sites. JAIDS J Acquir Immune Defic
Syndr. 2003;33:513-520.

Greer AM, Amlani A, Pauly B, Burmeister C, Buxton JA. Participant,
peer and PEEP: Considerations and strategies for involving people who
have used illicit substances as assistants and advisors in research. BMC
Public Health. 2018;18:834.

Braun V, Clarke V. Using thematic analysis in psychology. Qual Res
Psychol. 2006;3:77-101. doi: 10.1191/1478088706qp0630a.

Clarke V, Braun V. Thematic analysis. ] Posit Psychol. 2017;12:297-298.
doi: 10.1080/17439760.2016.1262613.

Olmos-Vega FM, Stalmeijer RE, Varpio L, et al. A practical guide to
reflexivity in qualitative research: AMEE Guide No. 149. Med Teach.
2022;45:241-251. doi: 10.1080/0142159X.2022.2057287

Luu H, Slavova S, Freeman PR, Lofwall M, Browning S, Bush H. Trends
and Patterns of opioid analgesic prescribing: Regional and rural-urban
variations in Kentucky from 2012 to 2015. ] Rural Health. 2019;35:97-107.
doi: 10.1111/jrh.12300

Downloaded from https://www.cambridge.org/core. Transylvania University Library, on 20 Apr 2026 at 16:03:20, subject to the Cambridge Core terms of use, available at
https://www.cambridge.org/core/terms. https://doi.org/10.1017/cts.2026.10242


https://doi.org/10.1186/s13011-021-00406-6
https://doi.org/10.1016/j.drugpo.2021.103128
https://doi.org/10.1017/cts.2023.673
https://doi.org/10.1017/cts.2023.673
https://doi.org/10.3389/fdgth.2022.992519
https://doi.org/10.3389/fdgth.2022.992519
https://doi.org/10.1186/s12954-015-0083-9
https://doi.org/10.1002/ajcp.12505
https://doi.org/10.1186/1477-7517-11-26
https://doi.org/10.1186/1477-7517-11-26
https://doi.org/10.1177/1476750313507093
https://doi.org/10.1186/s12910-016-0108-2
https://doi.org/10.1111/hex.70198
https://doi.org/10.1016/S2215-0366(23)00402-9
https://doi.org/10.1016/S2215-0366(23)00402-9
https://doi.org/10.1001/jama.2012.500
https://www.nihr.ac.uk/career-development/health-and-care-research-introduction/involve-patients
https://www.nihr.ac.uk/career-development/health-and-care-research-introduction/involve-patients
https://ncats.nih.gov/about/about-translational-science/principles
https://ncats.nih.gov/about/about-translational-science/principles
https://doi.org/10.1097/ADM.0000000000001285
https://doi.org/10.1097/ADM.0000000000001285
https://www.nationalsurvivorsunion.com/
https://www.nationalsurvivorsunion.com/
https://www.ncsurvivorsunion.org/
https://www.ncsurvivorsunion.org/
https://www.iavi.org/
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1080/17439760.2016.1262613
https://doi.org/10.1080/0142159X.2022.2057287
https://doi.org/10.1111/jrh.12300
https://www.cambridge.org/core/terms
https://doi.org/10.1017/cts.2026.10242
https://www.cambridge.org/core

	``Being treated as the expert:'' A blueprint for a community advisory board approach to elevate the voice of people with living experience with substance use in academic research
	Introduction
	Methods
	SUB development
	SUB structure (Table 1)
	SUB operations
	Visiting researchers
	Focus group

	Results
	Membership, attendance, and activities to date
	Perceived impacts of participation in the SUB
	Contributions to research
	A chance to help other PWLE
	Being treated as the expert
	Feeling empowered
	Hope and belonging
	Support for expanding the model


	Conclusions
	Limitations
	Reflections and recommendations

	References


