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Abstract
Background  Engaging people with lived/living experience and caregivers (PLLEX-C) in mental health and substance 
use health research has many advantages for scientists, research staff, and PLLEX-C. However, research teams must be 
cognizant of the wide spectrum of human diversity. As such, engagement settings that are inclusive and reflect the 
diversity of the populations being served are essential to meaningful and impactful research.

Objective  The aim of this qualitative descriptive study was to understand the perspectives of PLLEX-C on how to 
build inclusive and diverse research spaces when engaging PLLEX-C in mental health and substance use health 
research.

Methods  We recruited 20 PLLEX-C with experience engaging in mental health and substance use health research 
to participate in one of five focus group discussions. The focus groups were audio recorded and transcribed, with 
codebook thematic analysis conducted using a deductive and inductive approach. This study team included a Lived 
and Living Experience and Caregiver Working Group throughout all phases of the research project.

Results  Four themes were identified across the five focus group discussions: 1) Acknowledge that diversity is 
inclusive of different factors and this needs to be reflected in the recruitment process to improve the research. 2) 
Remove barriers of entry into the research space. 3) Ensure that the scientists and staff are trained and skilled in 
inclusive and diverse engagement. 4) Build a safe and equitable engagement space. Within these themes, subthemes 
were also identified and described with illustrative quotes.

Conclusions  Identifying ways to ensure research engagement settings are inclusive and diverse for all those involved 
requires an intentional and active effort at all stages of the research process. This includes not only employing various 
recruitment strategies to identify more diverse PLLEX-C, but also continuous, ongoing training for researchers to 
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Introduction
In recent years, it has become increasingly common to 
engage people with lived and living experience and care-
givers (PLLEX-C) in mental health and substance use 
health research, also known as patient-oriented research 
or lived experience engagement in research [1]. PLLEX-
C function in a variety of roles such as advisors (provid-
ing advice or guidance while often sitting on an advisory 
group), co-researchers (equal partnership with academic 
researchers to engage in some or all research activi-
ties), collaborators (ongoing partnership providing help 
on different project activities), and co-producers (shar-
ing power and responsibility with academic researchers 
from the start to end of a project) bringing with them a 
wealth of knowledge, skills, and experiences that make 
them valuable members of the research team [2–7]. This 
leads to significant contributions from PLLEX-C, such 
as guiding research questions, co-developing research 
design and methodology, analyzing data and interpret-
ing results, and co-authoring research papers and other 
knowledge translation products [4, 8]. Meaningful 
engagement where PLLEX-C perspectives are sought 
after and included in every step of the research process 
leads to data that is purposeful, relevant, and more reflec-
tive of their unique lived/living experiences [7, 9].

An important aspect of engagement in mental health 
and substance use health research is the effective recruit-
ment and retention of an inclusive, diverse set of PLLEX-
C team members. However, common barriers and 
facilitators emerge in relation to logistics of recruitment 
and retention, such as technological barriers [10], intrap-
ersonal factors [11–13], team dynamics [12–14], commu-
nication [13–16], knowledge and attitudes [17], planning 
and implementation [13, 15], and institutional factors 

[12, 14, 15, 18, 19]. A lack of diversity among PLLEX-C 
team members has also been highlighted as a barrier to 
successful engagement at the planning and implemen-
tation phase [7, 13, 14, 20]. Moreover, a recent scop-
ing review found diversity and inclusivity to be a major 
research and implementation gap in engaging PLLEX-C 
in mental health and substance use health research [21]. 
This has led some researchers to express concern that 
PLLEX-C engagement does not reflect the diversity of 
the populations their research aims to serve, and instead 
represents members of the population that are easier to 
engage with—thus leading to further marginalization 
[22–25]. To advance the understanding of successful and 
productive engagement, it is essential to address barri-
ers and gaps in research evidence and implementation 
related to diversity and inclusivity at all levels of research.

Researchers and PLLEX-C involved in research empha-
size the need to increase the diversity of perspectives 
among PLLEX-C team members by engaging individu-
als with a broader range of lived experiences. While dif-
ferent descriptions for diversity exist, the current article 
focuses on “variety diversity”, which considers differ-
ences in group population based on specific categorical 
variables [26]. This includes age, race and ethnicity, dis-
ability, Indigeneity, gender identity, and sexual orienta-
tion, among other factors that shape health equity [15, 
27–30]. Engaging these communities will foster a greater 
understanding of the perspectives of equity-owed popu-
lations by reconceptualizing the approach of the research 
being conducted [31, 32]. Furthermore, it helps sup-
port equitable opportunities and centres the voices of 
the individuals who are targeted by the research and are 
therefore most affected by the research being conducted 
[33]. While some research suggests actively working to 

ensure engagement is culturally sensitive, anti-discriminatory, and bias-free. Prioritizing research teams that are 
inclusive and diverse can foster an engagement experience that is more meaningful, authentic, and empowering.

Plain English summary
In mental health and substance use health research, we see many benefits when people with mental health and/
or substance use health experiences and challenges are included on research teams. They are referred to as ‘people 
with lived/living experience and caregivers’ (PLLEX-C). We wanted to understand how to create a more inclusive, 
diverse space for the people engaged in these roles. We held five group discussions with PLLEX-C who have 
previously been members of mental health and substance use health research teams. They were asked to share 
their thoughts on how research teams can include PLLEX-C from more diverse backgrounds. Participants said that 
diversity is made up of different characteristics that should be included on teams; that research spaces need to 
be free of barriers that prevent individuals from taking part in the research; that scientists and research staff must 
receive diversity and inclusion training; and that the research space must make everyone feel safe and equal to 
others. Mental health and substance use health research teams need to make an active effort to include PLLEX-C 
from more diverse backgrounds as people’s health and their care experiences will vary across socioeconomic 
factors, ethnicity, gender, age, and other identity factors. This will lead to more people being included in the 
research process, and will lead to higher quality research.

Keywords  Patient-oriented research, Patient engagement, Lived experience, Diversity, Inclusivity
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minimize power imbalances [15] and allowing flexible 
ways to engage [23, 24] to achieve more diversity, little 
is known about how PLLEX-C view efforts to increase 
diversity and inclusivity, particularly in mental health 
and substance use health research spaces, where PLLEX-
C voices have historically, persistently, and systemically 
been excluded [34]. Rich descriptions of how PLLEX-C 
experience diversity and inclusivity within the research 
engagement space, including barriers and facilitators, is 
an area that requires further exploration.

Objective
To understand the perspectives of PLLEX-C regarding 
how to build an inclusive and diverse space when engag-
ing people with lived/living experience and caregivers in 
mental health and substance use health research.

Method
We engaged PLLEX-C throughout all phases of this study 
utilizing the Patient Engagement in Research framework 
[35]. The overall study is described using the Standards 
for Reporting Qualitative Research (SRQR) reporting 
guidelines found in Appendix A [36], while the engage-
ment process is described in Appendix C using the 
Guidance for Reporting Involvement of Patients and the 
Public-2 (GRIPP-2) Checklist [37]. Finally, a pragmatist 
paradigm was employed, which has previously been iden-
tified as an optimal guiding approach to use in patient-
oriented research [33].

Participants & recruitment
PLLEX-C from across Canada were recruited using pur-
posive sampling [38] to participate in one of five focus 
groups. Eligibility criteria included individuals aged 16 
years of age and older, who were residents of Canada, and 
who had been previously engaged in mental health and/
or substance use health research as a person with lived or 
living experience or family/caregiver as advisors, collabo-
rators, co-researchers or in another similar role that did 
not involve only being a past research participant.

All study procedures were conducted at the Cen-
tre for Addiction and Mental Health, a mental health 
teaching hospital and research centre with an organi-
zational commitment to embracing PLLEX-C engage-
ment. We recruited participants by inviting individuals 
from across Canada who previously participated in any of 
four engagement-related online research projects led out 
of the same institution. We also posted our study flyer 
nationally on the institutional social media (X) account, 
which was shared by engagement-related organizations. 
By using the database of previous participants from 
across Canada, we were able to target potential partici-
pants representing diverse populations.

Procedure
Research staff screened and obtained informed consent 
from interested prospective participants. Upon providing 
signed consent, participants completed a demographic 
form on REDCap [39], a web application hosted on a 
secure server. Participants were then invited to the next 
scheduled focus group. The focus group discussions were 
held from January 23rd to February 19th, 2025, virtually 
on the WebEx video conferencing platform, hosted on 
our secure institutional server. The focus group meet-
ings were audio recorded using WebEx and a handheld 
recorder; discussions were transcribed by the WebEx 
transcription system, and subsequently cleaned by 
research staff members. The five focus groups were co-
facilitated by one research staff member and one research 
placement student, and lasted between 71 and 96 min. 
In total, 20 people participated in the focus group dis-
cussions, ranging from 2 to 6 participants in each of the 
five groups. To facilitate use of the WebEx platform and 
address accessibility needs, research staff helped trou-
bleshoot any issues related to connectivity and oriented 
participants to WebEx features (e.g., mute/unmute, hand 
raise function, etc.). They also enabled the chat function 
to provide participants with alternative ways to contrib-
ute to the discussions based on their preference and com-
fort level. We provided a $50 gift card to participants. 
This study received institutional Research Ethics Board 
approval from the Centre for Addiction and Mental 
Health.

Data collection tools
The demographic form contained personal information 
related to identity (i.e., age, gender, ethnicity, language, 
country of birth, and education), as well as items related 
to level of experience engaging in research. A semi-struc-
tured interview guide was developed for the focus groups 
and included a range of discussion points on diversity and 
inclusivity in spaces engaging PLLEX-C in mental health 
and substance use health research. A sample question 
included in the interview guide was, “People with lived 
experience and family members tell us that it’s important 
for research teams to be inclusive. Based on your lived 
experience, what does inclusivity mean to you?” A copy of 
this guide is included in Appendix B. The demographic 
form and interview guide were drafted by the scientists 
and staff and refined by a Lived/Living Experience and 
Caregiver Working Group (PLLEX-C Working Group) 
consisting of five PLLEX-C team members on the study.

Data analysis
Codebook thematic analysis was conducted, using a 
deductive and inductive approach involving preliminary 
code development [40]. A meeting was held with one co-
facilitator, a research staff member who would be doing 
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the data analysis, one PLLEX-C Working Group member, 
and the lead researcher to guide the initial creation of a 
codebook through an in-depth discussion of the focus 
group findings. The data analyst then entered the codes 
into NVivo12 [41], and coded the focus group transcripts. 
Codes were iteratively discussed and refined through bi-
weekly meetings with the scientist, research staff, and 
PLLEX-C Working Group as coding progressed. To 
enhance accuracy and fidelity, two subsequent meetings 
were held with the PLLEX-C Working Group to review 
focus group quotes, and continue to iteratively refine 
the codebook through open discussion. The group col-
lectively identified specific quotes that are used below to 
illustrate themes and sub-themes.

Lived/living experience and caregiver engagement
This project was supported by a PLLEX-C Working 
Group. A description of the engagement process using 
the Guidance for Reporting Involvement of Patients and 
the Public-2 (GRIPP-2) Checklist [37] was completed col-
laboratively with the Working Group, and is described 
below and in Appendix C.

Engagement aim
The PLLEX-C team members were engaged in this study 
to draw on their lived/living expertise, learned expertise, 
and knowledge base. Their perspectives helped to close 
the gap between the research and their experiences of 
mental health and substance use health, which helped 
inform our study on how to make research engagement 
spaces more inclusive and diverse.

Engagement methods
A PLLEX-C Working Group was recruited from the 
institutional network of PLLEX-C interested in research 
engagement. The Working Group consisted of three to six 
members, depending on the project stage. At study ini-
tiation, the research team developed a terms of reference 
agreement, and a consensus meeting time was decided by 
poll. We launched the virtual Working Group meetings 
in April 2024 and concluded them in July 2025. There 
were 20 meetings held from the design of the overarching 
study to the finalization of the current manuscript. Meet-
ings were initially 1  h in duration; however, they were 
extended to 2  h based on need. They were held either 
monthly or semi-monthly, with the team working on this 
project and other related sub-projects. Compensation 
was provided at an hourly rate for meeting attendance 
and study-related tasks completed outside of meeting 
times based on a flexible pre-specified allotment of time 
for activities. PLLEX-C also indicated their method to 
receive honoraria. Several accessibility supports were 
provided, including alternative software options, basic 
training of the WebEx system, troubleshooting technical 

difficulties, allowing multiple ways to contribute (e.g., 
chat, email, or verbal communication/feedback), and 
allowing Working Group members to participate with 
their camera off during team meetings.

Engagement results
PLLEX-C were engaged at all levels of the research pro-
cess, from design to knowledge translation. PLLEX-C 
reviewed research ethics materials (e.g., the interview 
guide and study flyer). One member helped develop 
the codebook. All members analyzed initial codes and 
themes, chose quotes for inclusion, co-authored the 
manuscript, helped with grant and conference applica-
tions/submissions, and suggested relevant research ques-
tions for future exploration.

Discussion and conclusions of the engagement process
The PLLEX-C engagement approach promoted trust 
and collaboration. The research was rooted in real-world 
experience, equity, diversity, and inclusivity. Strategies for 
recruitment and study tools had greater relevance to the 
participants. Meetings were initially held on the WebEx 
system, but were moved to Zoom to accommodate 
Working Group familiarity and preference. We also held 
ongoing informal conversations about how engagement 
was going, which supported iterative improvements to 
our engagement approach. Engagement was formally 
evaluated using the Patient Engagement in Research 
Scale near the end of the project period [42].

Reflections and critical perspective on engagement
PLLEX-C were able to build personal and professional 
skills through their involvement in the Working Group. 
This included a better understanding of qualitative 
research methods, as well as learning how to address the 
needs of the project and interpersonal interactions in a 
group environment. Their lived and living experiences 
were respected and valued and their experiences and 
perspectives were affirmed. Scientists and research staff 
on the team grew their understanding of the structural 
components of the work, which facilitated reflection and 
co-learning.

Research team reflexivity
The data analyst (AA) is a black woman with master’s 
degrees in public health and social work, and is also a 
Registered Social Worker. This interdisciplinary lens 
guided her approach to the research process with an 
emphasis on understanding the importance of cultural 
context, power dynamics, and the meaning of safe and 
equitable research spaces. The scientific lead (LDH) 
is a white woman with a Ph.D. in psychology and a 
research focus on lived/living experience and caregiver 
engagement in research. The current study supported 
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a pragmatic approach to informing her commitment to 
improve diversity and inclusivity in all research spaces 
engaging PLLEX-C in mental health/substance use health 
research. The work in this study was also strengthened by 
the active involvement of co-authors with lived experi-
ence, whose perspectives shaped the study design, inter-
pretation, and dissemination. Specifically, the PLLEX-C 
Working Group consists of experts with a diversity of 
education, professional experiences, life stories, lived/
living and caregiver expertise in mental health and/or 

substance use, as well as diversity across age, racial/eth-
nic background, and geographical location. The Working 
Group members all had experience engaging in research 
and together with the research staff and scientific lead 
are dedicated to enhancing the theory and application of 
engagement research.

Results
Table  1 presents the characteristics of the focus group 
participants. Most of the sample were women (65%); 
however, a diverse mix of participants were seen across 
age, country of birth, racial/ethnic background, and type 
of research engagement experience. There were four 
themes and 14 sub-themes identified from the focus 
group discussions that are presented in Table 2.

Acknowledge that diversity is inclusive of different factors 
and this should be reflected in the recruitment process to 
improve the research
Participant discussions highlighted that there is no one 
definition of diversity, and that it holds different mean-
ings for different people (subtheme 1a and 1b). This 
includes participants describing the diversity of their past 
research teams as being a mix of different disciplines, 
professional roles, and educational backgrounds, as well 
as race, ethnicity, age, and other social identity factors, 
and lived/living experiences.

One participant raised this point in the context of 
feeling like a comfortable member of the team within a 
diverse disciplinary space, stating:

I find there’s a diverse group of people on those 
teams. Some of them are medical professions, 
some you know have other backgrounds, master’s 
[degrees], and whatever. And they always make you 
feel like you are part of the group. (Participant 01)

Table 1  Sociodemographic and engagement experience of 
participants
Characteristic N (%)
Age 16–29 7 (35.0)

30–59 6 (30.0)
60+ 1 (5.0)
Missing 6 (30.0)

Gender Woman 13 (65.0)
Man 5 (25.0)
Transgender/gender diverse 2 (10.0)

Born in Canada Yes 8 (40.0)
No 12 (60.0)

Racial /ethnic 
background

South Asian 7 (35.0)
White 6 (30.0)
Black 4 (20.0)
East/Southeast Asian 2 (10.0)
Multiple ethnicities 1 (5.0)

Population of 
focus of the re-
search engaged 
on

Child-focused research 5 (25.0)
Youth-focused research 16 (80.0)
Adult-focused research 12 (60.0)
Geriatrics-focused research 5 (25.0)

Engagement 
role

PLLEX 11 (55.0)
Family/Caregiver 4 (20.0)
Both 5 (25.0)

Note: PLLEX = people with lived or living experiences and challenges of mental 
health and/or substance use health

Table 2  Themes and sub-themes generated from data collected
Theme Subtheme
1. Acknowledge that diversity is inclusive of different factors and this needs to be reflected 
in the recruitment process to improve the research.

1a) Different disciplines, job titles, and skill sets
1b) Race, ethnicity, age, and other identity factors
1c) Lived/living experiences
1d) Intentionally recruit diversity to improve research

2. Remove barriers of entry into the research engagement space. 2a) Technology barriers
2b) Flexible methods to contribute to the research
2c) Fair and flexible compensation
2d) Transparency

3. Ensure that the scientists and staff are trained and skilled in inclusive and diverse 
engagement.

3a) Apply best practices in engagement
3b) Avoid tokenistic engagement

4. Build a safe and equitable engagement space. 4a) Avoid stigmatizing language, labels, and behaviour
4b) Use culturally sensitive engagement approaches
4c) Create an equitable space where everyone is com-
fortable speaking up
4d) Communicate clearly
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Although some highlighted this diversity specifically 
while describing scientists and staff, one participant pro-
vided an important reminder that this diversity of disci-
plines and educational backgrounds also exists amongst 
PLLEX-C, who can contribute to the research in multiple 
ways, not just in terms of their lived/living experience: 
“There’s a certain reductive attitude of you’re here as a 
person with [lived/living] experience, and hence that is all 
that you can contribute” (Participant 02).

For many participants, diversity in the research space 
meant ensuring that there is representation from dif-
ferent social identities (subtheme 1b). One participant 
reflected on how diverse identities can positively impact 
the research:

Whenever I think about diversity in the research 
space, I tend to see the different identities such as 
age, gender, race, and (…) how it influences the 
research. And I think that if everyone looked the 
same or acted the same or had the same beliefs, the 
research wouldn’t be as fruitful. (Participant 03)

With that said, some participants highlighted that, in the 
context of virtual meetings, it was not always possible 
to see how diverse a team was with respect to more vis-
ible identities (e.g., race, age, gender) if cameras were off. 
However, a variety of lived/living experiences around the 
research table still helped contribute to a feeling of diver-
sity and richness of perspectives (subtheme 1c), with one 
participant stating:

…humans are wired for storytelling, right? And when 
you include a diverse group of people, you can get a 
range of stories to whatever concern you’re talking 
about. And I feel like when you don’t have those dif-
ferent perspectives, you may have the data, but (…) 
it’s hard for you to know the reality of that condition 
and the impact it has on people. (Participant 04)

Finally, there was a general acknowledgement of the 
complexities of creating diverse research spaces due to a 
variety of barriers. Participants stressed the importance 
of needing to be intentional when recruiting for diversity 
(subtheme 1d). One participant highlighted this inten-
tionality when discussing their own experience:

I got a chance to basically learn about how the data 
was going to be analyzed and whether we were over-
represented compared to the general population (…) 
we discussed plans to approach organizations that 
could help us target some of the populations that we 
were lacking in our initial recruitment effort. (Par-
ticipant 04)

Remove barriers of entry into the research engagement 
space
A common theme raised by participants was the exis-
tence of barriers that could differentially impact cer-
tain groups and make it harder for them to engage in 
research. Participants discussed removing technology 
barriers, providing flexible methods to contribute to 
the research, ensuring transparency, and providing fair 
and flexible compensation for all to ease entry into the 
research engagement space.

One barrier in particular—technology—was frequently 
raised (subtheme 2a). While virtual meetings can remove 
barriers for those with difficulties travelling to a meeting, 
for some individuals this can be an added barrier to par-
ticipation. One participant highlighted the importance 
of being adaptable when trying to meet with PLLEX-C, 
stating:

Are you (…) going to where they are at to get the 
authentic answers? And that can be applied to so 
many different communities that don’t have acces-
sible technology. (Participant 05)

This need for flexibility also extended to the ways in 
which PLLEX-C can contribute to the research process 
(subtheme 2b). Participants appreciated having different 
methods to provide input. One person noted the inclu-
sive nature of this approach when participating in online 
meetings:

In some of my studies that I’ve participated in, we’ve 
had different ways to participate. For example, just 
even being able to use the chat (…) I think just being 
able to have different opportunities to be able to 
share our thinking and ideas for me (…) that is also 
part of inclusion. (Participant 06)

Fair and flexible compensation was also raised as an 
important way to remove barriers of entry to the research 
engagement space (subtheme 2c). Regarding compensa-
tion, participants emphasized the need for teams to be 
flexible with compensation methods, as highlighted by 
this participant:

…you know sometimes engagement also has to do 
with how do you pay the participants? Like some 
participants need to be compensated by cash and 
that’s ok, some people prefer gift cards (…) and some 
people it’s [gift cards] just not an option. (Partici-
pant 09)

In addition to flexible compensation, fair compensation 
was also stressed. One participant expressed the lack 
of inclusivity: “I really feel not included when I’m in the 
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room with university staff, professors, doctors … but [the] 
cleaning lady makes much more than I do in that hour”. 
(Participant 08).

Lastly, a lack of transparency was also raised as a bar-
rier that was preventing some individuals from wanting 
to initiate or continue engaging in research (subtheme 
2d). This was particularly seen as an issue in the context 
of addressing accessibility concerns. One participant 
spoke of an experience where a visually impaired lived 
experience partner left their advisory group due to a 
lack of inclusive engagement by the scientists and staff. 
Another participant highlighted the need for transparent 
documentation of this issue:

…ideally there should be a way to document this, as 
in people should know that this happened at least, 
so then there’s ways to improve. Because otherwise 
the whole thing is just kind of removed from record. 
It’s almost as if this whole challenge of not being 
accessible or inclusive never existed. (Participant 07)

Further strengthening transparency, one participant 
expressed the value of receiving meeting transcripts to 
ensure important discussion points are always captured 
on record. They stated “It’s verifying to me. It’s showing 
transparency and respect” (Participant 05), indicating 
that this created a more inclusive environment.

Ensure that scientists and staff are trained and skilled in 
inclusive and diverse engagement
Participants shared that to best foster inclusive and 
diverse research spaces, scientists and staff need to be 
knowledgeable and well-versed in engagement practices. 
They must also be skilled at applying best practices in 
engagement, while avoiding tokenistic engagement of 
PLLEX-C team members.

Among the best practices in inclusive and diverse 
engagement (subtheme 3a), participants highlighted the 
importance of training in effective communication, par-
ticularly as it relates to how best to effectively communi-
cate with a diverse range of people.

One participant expressed this as follows:

How do you effectively talk to a caregiver? What is 
trauma informed language? What kind of perspec-
tive do you need to come from — with great respect 
to these people that have lived that [experience]. [A]
nd what’s an appropriate way to be asking the ques-
tions? (Participant 05)

Tokenistic engagement was also a frequent discussion 
point (subtheme 3b). Participants underscored the need 
for PLLEX-C to be meaningfully engaged in the research 
process, and that scientists and staff must go beyond a 

superficial level of engagement. A common sentiment 
was the notion that it may be better to not do engage-
ment than to do poor engagement, with one participant 
stating:

[Y]ou do want to avoid (…) tokenism and not 
including people just for the sake of including people, 
because what makes me feel worse — or maybe just 
as bad as not being included is being put on some-
thing and you’re just there to check a box. (Partici-
pant 11)

This shows that researcher training and readiness to 
engage diverse people authentically is important, but 
equally important is an explicit effort to avoid tokenism 
to build inclusive and diverse engagement spaces.

Build a safe and equitable engagement space
Participants described a key belief that if the research 
engagement of PLLEX-C is to be inclusive, then scientists 
and staff must cultivate a safe and equitable space where 
people are comfortable being themselves and speaking 
freely. This involved a variety of factors, such as avoiding 
stigmatizing language, labels and behavior, using cultur-
ally sensitive engagement approaches, creating an equi-
table space where everyone is comfortable speaking up, 
and communicating clearly.

One way to cultivate a safe and equitable space is to 
create a space free of stigmatizing language, labels, and 
behaviours—a space where PLLEX-C members do not 
feel othered (subtheme 4a). One participant stated this 
desire to “break through those walls of stigma” (Par-
ticipant 10) in the research space. Another participant 
described the feeling as:

…people with lived experience as an outgroup to the 
research team while being within the research team 
(…) As in there is a very ‘us and them’ narrative 
(…) you have to prove yourself to be taken seriously. 
(Participant 02)

Participants also emphasized the need to use culturally 
sensitive engagement approaches (subtheme 4b). This 
takes into consideration how intersecting social identities 
such as race, gender, and disability shape PLLEX-C expe-
riences of marginalization and their engagement with 
research. These identities do not exist in isolation; rather, 
they interact with broader structures of power, privilege, 
and oppression, influencing how persons are included, 
excluded, or positioned in research processes. One par-
ticipant underscored the importance of applying this lens 
to inclusive engagement practices, saying:
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I feel that inclusivity requires an active effort to 
ensure that perspectives are viewed from an inter-
sectional lens. (Participant 12)

Furthermore, this view and understanding of cultur-
ally sensitive engagement approaches was seen as cru-
cial even before engaging with particular populations 
to avoid potential conflict. Using alcohol research as an 
example, one participant stressed being mindful when 
reaching out to certain community groups to increase 
your diversity, as many people may not consume alcohol 
for cultural reasons: “[I]f you’re not aware of the popula-
tions that you’re reaching out to in terms of the research, it 
can (…) cause conflict or tension.” (Participant 13).

In addition, participants shared that it was not enough 
to just bring PLLEX-C to the table, but that they must be 
given the “tools that they need in order to be on the same 
playing field as everyone else” (Participant 14) in order to 
feel comfortable sharing their opinions in the group in an 
inclusive manner (subtheme 4c).

It was also important that this feeling be created early 
in the engagement process:

You are not the accessory or the add-on as some-
one with lived experience. You’re a contributor from 
the get go and you’re treated equal to everyone else 
around the table. (Participant 01)

Lastly, clear communication was highly valued as a 
means of fostering a safe and equitable engagement 
space that fosters inclusivity (subtheme 4d). Participants 
encouraged scientists and staff to avoid using jargon and 
acronyms, and to also include and invite PLLEX-C into 
the conversation as stated by one participant:

[Y]ou have different providers or researchers or peo-
ple that are there and they’re having all these con-
versations at a higher level and totally ignoring you 
(…) They’re not talking to you, they’re talking at you 
and around you and over you. (Participant 05)

This shows that building a safe and equitable engagement 
space can help foster inclusivity and diversity in a num-
ber of ways, helping to make sure that the PLLEX-C at 
the table can contribute authentically from their unique 
perspective.

Discussion
This qualitative descriptive study examined PLLEX-C 
perspectives on how to build an inclusive and diverse 
space in the context of lived/living experience and care-
giver engagement in mental health and substance use 
health research. Participants emphasized the importance 
of recognizing that diversity encompasses a range of 

factors, and that this should be intentionally reflected in 
the recruitment process to enhance the quality and rel-
evance of the research. They also underscored the impor-
tance of removing barriers of entry into the research 
engagement space, and ensuring that research teams 
receive appropriate training in inclusive, equity-oriented, 
and culturally sensitive engagement practices. In addi-
tion, participants highlighted the need to cultivate safe 
and equitable environments that support inclusive and 
diverse engagement. Collectively, these recommenda-
tions are essential to advancing more inclusive and 
diverse research engagement.

When thinking about inclusion and diversity, research-
ers should think broadly about the wide range of fac-
tors that make people unique and the range of voices 
they want at the table, then intentionally work to recruit 
PLLEX-C representing those voices to the table. One way 
to do this is for researchers to consider asking PLLEX-
C of diverse backgrounds to help identify other diverse 
PLLEX-C for their research teams. PLLEX-C might be 
connected to other people in their networks and can help 
identify those with different characteristics than those 
already at the table. Research has shown that this form 
of participant recruitment, known as snowball sampling, 
has been successful in recruiting harder to reach popu-
lations to research [43, 44], and might also be extended 
to the recruitment of PLLEX-C team members. Another 
important strategy is outreach to organizations and other 
community stakeholders that represent specific equity-
owed populations [25, 45].

In doing so, it is important for researchers to discuss 
what PLLEX-C need to be meaningfully engaged in a col-
laborative way, as this might help them identify barriers 
that may hinder full inclusivity. By addressing a range 
of barriers to entry into the engagement space, it is pos-
sible to create more inclusive and diverse engagement 
settings, which stands to improve the research process 
and outputs. For example, technology-related challenges 
can be addressed proactively through early identification 
of access needs, accessibility supports and thoughtful 
budgeting [46]. This includes being prepared to adapt to 
technological challenges, or offering alternative options 
like in-person or telephone call if videoconferencing is 
not possible for the participant [46]. This approach helps 
ensure that engagement is not only inclusive, but also 
equitable and accessible.

Moreover, understanding the structural barriers that 
exist in engaging with mental health and substance use 
health services more broadly is also critical. Certain 
equity-owed groups experience intersecting forms of 
oppression, including racism, colonialism, sanism, able-
ism, and economic marginalization, that shape how 
they access and are treated within mental health and 
substance use health systems [47–49]. Among those 
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who have engaged in research, suspicion and distrust of 
researchers due to unethical practices, lack of transpar-
ency, or other negative experiences have historically been 
reported amongst people with mental health and sub-
stance use health experiences and challenges, racial/eth-
nic minority communities, and Indigenous populations 
[50–55]. As a result, these experiences can influence 
PLLEX-C’s willingness to engage in research. 

It is important to consider these barriers before recruit-
ing new PLLEX-C, including prior to reaching out to 
community groups and organizations. Some mitigating 
strategies that have been suggested include establish-
ing trust at the start of the research process by holding 
in-person meetings for those who find it supportive [24, 
56, 57], allowing flexible ways to engage [8, 23, 24], and 
providing clear role definition for PLLEX-C [57, 58]. 
Additional strategies derived from literature focused 
on recruiting diverse research participants, and may be 
applicable to identifying more diverse PLLEX-C, include 
research staff exercising cultural humility and safety, staff 
who are bi- or multilingual, offering financial support 
and honoraria, employing targeted recruitment strate-
gies, and providing clear and thorough explanations of 
research procedures [53]. Research teams must also be 
disability informed and gender competent. By addressing 
these barriers internally before doing active outreach, it 
might be possible to make the space more inclusive and 
welcoming to diverse PLLEX-C.

In this study, participants identified researcher training 
as an important factor to ensure diversity and inclusiv-
ity. Institutions might consider requiring that researchers 
obtain training around engagement, including guiding 
principles and benefits, skills and how to apply best prac-
tices, as well as diversity before beginning the engage-
ment process [59–61]. Co-developed training modules 
that reflect the expertise and needs of PLLEX-C should 
also be made available to researchers and research staff. 
A scoping review on patient-oriented research compe-
tencies identified the need for researchers to be knowl-
edgeable of the communities they engage with, and to 
understand how to conduct research within the cul-
tural perspectives of these groups [61]. Therefore, train-
ing modules should go beyond basic introductions to 
research engagement, and include modules on trauma-
informed engagement, using non-stigmatizing lan-
guage, cultural sensitivity, anti-oppression, anti-stigma, 
diversity, and inclusion. Furthermore, researcher train-
ing that identifies and addresses unconscious biases is 
extremely important, as researchers might be unaware of 
the biases they hold towards issues related to PLLEX-C, 
mental illness, substance use health, social and structural 
determinants of health, and specific cultural and eth-
nic backgrounds. Importantly, the training should be a 

continuous, ongoing process, rather than a one-time or 
ad hoc training.

Lastly, focus group participants emphasized the need 
to build a safe and equitable space for inclusive and 
diverse engagement. As teams diversify, an increase 
in various perspectives might lead to more challeng-
ing interactions. It is important to note that conflict or 
misunderstandings do occasionally occur in interper-
sonal spaces and this will inevitably occur in engage-
ment processes periodically [12–14, 30]. Building a safe 
and equitable space for diverse and inclusive engagement 
therefore requires providing a space where PLLEX-C can 
raise concerns and mitigate challenges in a constructive 
and transparent way. Establishing a process to address 
challenges may include having a neutral third party avail-
able to provide support and troubleshooting. Other co-
produced mitigation strategies might be considered. In 
addition, tokenism, in which PLLEX-C are superficially 
engaged by researchers for optics (i.e., “ticking a box”) 
should be avoided to not only foster a safe and equitable 
space, but to maximize meaningful contributions [12, 15, 
19]. This is particularly important when engaging indi-
viduals facing systemic forms of oppression that already 
function as a barrier to engaging in research [62]. Power 
differences can also exist amongst PLLEX-C who bring 
a wealth of experience, knowledge, skills, and perspec-
tives to research teams [63]. Researchers should be mind-
ful of any implicit biases they may hold towards certain 
viewpoints, and maintain a research space that values all 
PLLEX-C contributions.

This study has strengths and limitations to keep in 
mind.

Strengths
Strengths of this study include co-production with a 
PLLEX-C working group as part of the research team. 
The regular frequency of meetings and in-depth engage-
ment in the study was a strength. The research team was 
diverse in terms of age, lived experience, and ethnic/
cultural diversity, dis/ability, although all were women. 
The study sample contained substantial ethnic and cul-
tural diversity. However, certain subgroups of the popu-
lation were either unrepresented, under-represented, 
or unknown as the identity factor was not asked about, 
such as Indigenous Peoples, homeless or under-housed 
people, transgender individuals, and substance use health 
specific populations.

Limitations
Limitations include a majority of women participants, 
reflecting a diversity gap. We did not collect data on 
whether participants were engaged in mental health 
versus substance use health research, which might 
have left some unanswered questions. Future research 
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should examine the needs of specific groups, or engage 
in larger data collection with case analysis across differ-
ent diversity groups. Limited study funding prevented 
us from pursuing more of this work. Due to challenges 
with recruitment, we gathered a smaller number of par-
ticipants for each of our five focus groups (i.e., median: 
5 participants per group). This is described in the lit-
erature as “mini focus groups” consisting of two to five 
participants [64]. While small focus group sizes risks 
limiting the depth of qualitative data collected [65], other 
researchers believe smaller groups are easier to manage 
and can lead to greater interaction and discussion [66, 
67].

Conclusions
This study identified PLLEX-C perspectives on ways to 
ensure that PLLEX-C research engagement spaces are 
inclusive for all those involved, across a wide range of 
diversity factors, by breaking down the barriers of entry 
into engagement, training the researchers and research 
staff on authentic engagement, and building a safe and 
equitable space. Building an inclusive and diverse space 
requires an intentional and active effort. Research team 
members are called on to advance their ongoing training; 
to move past any preconceived notions of mental health, 
substance use health, lived/living experience, and of the 
population of interest; and to do active outreach to maxi-
mize inclusivity and diversity in engagement spaces.

Abbreviation
PLLEX-C	� People with lived/living experience and caregivers
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