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ABSTRACT (ENGLISH)

Background

There is growing evidence demonstrating the impact of engaging people with lived experience (PWLE) in health
research. However, it remains unclear what evidence is available regarding the impact of engagement specific to
mental health and substance use research.

Methods

A scoping review of three databases and thematic analysis were conducted. Sixty-one articles that described the
impact of engagement in mental health and substance use research on either individual experiences or the research
process were included.

Results

Key topics include (a) the impact of engagement on individual experiences; (b) the impact of engagement on the
research process; and (c) facilitators and barriers to impactful engagement. Studies largely focused on the perceived
positive impact of engagement on PWLE (e.g., personal and professional growth, empowering and rewarding
experience, feeling heard and valued), researchers (e.g., rewarding experience, deeper understanding of research
topic, changes to practice), and study participants (e.g., added value, fostered a safe space). Engagement activities
were perceived to improve facets of the research process, such as improvements to research quality (e.g., rigour,
trustworthiness, relevance to the community), research components (e.g., recruitment), and the research
environment (e.g., shifted power dynamics). Facilitators and barriers were mapped onto the lived experience,
researcher, team, and institutional levels. Commonly used terminologies for engagement and PWLE were
discussed.

Conclusion

Engaging PWLE—from consultation to co-creation throughout the research cycle—is perceived as having a positive
impact on both the research process and individual experiences. Future research is needed to bring consistency to
engagement, leverage the facilitators to engagement, and address the barriers, and in turn generate research
findings that have value not only to the scientific community, but also to the people impacted by the science.

Patient or Public Contribution

PWLE were engaged throughout the scoping review process, including the screening phase, analysis phase, and
write-up phase.
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INTRODUCTION

The past two decades have demonstrated a shift towards engaging people with lived experience (PWLE) in health
research as collaborators, rather than as study participants.” Often referred to as patient engagement, consumer
engagement, patient and public involvement, or co-production, engagement in research involves authentic and
ongoing collaboration with PWLE across the research cycle, from conceptualization to dissemination.? PWLE can be
engaged on a continuum, ranging from consultation and advisory roles to equal partnerships, leadership, and
decision-making roles.’ Engagement in research has been framed as a way to improve research quality and
relevance of study findings to the community, in addition to being an ethical imperative.*

Funding bodies are increasingly interested in supporting researchers who engage PWLE throughout the research
process to improve the impact, quality, and relevance of the research they fund.®” For instance, institutions such as
the Centre for Engagement and Dissemination in the United Kingdom,® Patient-Centered Outcomes Research
Institute in the United States,® and the Canadian Institutes of Health Research Strategy for Patient-Oriented
Research in Canada’ have set guidelines and policies around engagement in health research. As institutions
continue to set national standards around engagement, efforts should be made to mitigate potential harms from
tokenistic and inequitable practices.9 This is especially important as engagement in research is often critiqued for
having limited representation of socially marginalized groups (e.g., racialization, low income) among collaborators.
10,11

The shift from passive recipients to active experts, researchers, and leaders has fueled an expanding body of
democratic research in the mental health and substance use field. The moral obligation of engagement is especially
relevant to this field given the historical oppression and coercive practices in psychiatry that have left patients
silenced, without power, and as passive recipients of care.'” Grassroots movements in the late twentieth century
played a key role in dismantling power dynamics and challenging current practices in psychiatry, along with
advocating for the involvement of PWLE as key knowledgemakers within systems restructuring and research.'*"
Yet, there is work to do to continue unpacking past practices, especially as ongoing progress is often overshadowed
by research priorities rather than challenging power structures within institutions.

There is growing evidence demonstrating the impact of engagement in health research. Previous engagement
research suggests that the way impact is measured and reported is inconsistent and limited to subjective accounts

of impacts.”"’

Evidence from reviews that assess impact varies regarding the impact on who, such as the impact on
individuals (e.g., PWLE and researchers)'® or what, such as the impact on research design and delivery (e.g.,
recruitment rates in clinical trials)."**° Similar to how evidence-based medicine is viewed as the gold standard in
health research, current practices in health research largely focused on measuring the impact of engagement on the
research process.’ However, especially in the mental health field, framing engagement as solely valuable to the
research itself risks undermining the ethical imperative behind engagement activities.””

182022 however, it remains unclear what

Recent reviews have described the impact of engagement in health research;
evidence is available regarding the impact of engagement specific to mental health and substance use research.
Indeed, the assumptions underlying impact in health research may not apply to a mental health and substance use
context given the abundant presence of power imbalances, the perceived vulnerability of PWLE, and the stigma

around the capacity of PWLE to consult in research projects.’*™

Therefore, this scoping review aims to map the
literature on how the impact of engagement is conceived in mental health and substance use research. A scoping
review is ideal for this study as the topic is an emerging field, with a wide range of designs across studies, allowing
for a flexible approach—an important feature as the state of the evidence and methods is unclear.”® The specific
objectives of this review are to map the impact of engagement on both individual experience and the research
process and identify key barriers and facilitators to impactful engagement. The following research questions are
identified:

1.

What is known from the existing empirical literature about the impact of engagement in mental health and



substance use research?

2.

What are the barriers and facilitators to impactful engagement in mental health and substance use research?

METHODS

The present scoping review was guided by Arksey and O'Malley's framework® and the enhanced framework by
Levac and colleagues.” The Preferred Reporting ltems for Systematic Reviews and Meta-Analyses Extension for
Scoping Reviews checklist was followed to ensure methodological and reporting quality.”® This review follows the
Canadian Institutes of Health Research (CIHR) definition of patient engagement in research, which is defined as
‘meaningful and active collaboration in governance, priority setting, conducting research and knowledge translation’.?
The term ‘patient engagement’ is only used for clarity purposes as it is commonly used in health research. In
response to the expressed preferences of our lived experience panel, we refer to people with lived experience
engaged in research projects as PWLE instead of the term ‘patient’—this is for clarity purposes; it should be noted
that researchers can also identify as PWLE and apply their lived experience to research.”?

Patient and public involvement

The scoping review process involved PWLE during the screening phase, analysis phase, and write-up phase. As
detailed in Section 2.4, the screening phase involved two PWLE. During the analysis phase, the results were
presented to the Lived Experience Advisory Group at the Centre for Complex Interventions within CAMH. Based on
the feedback from the first meeting, the results were refined to replace ‘patient’ with ‘people with lived experience,’ in
addition to examining terminology in the analysis. The refined results were brought back to the group in the second
meeting during the write-up phase. Lastly, multiple manuscript versions were further refined by two PWLE, who are
also included as co-authors.

Eligibility criteria

Eligibility criteria are shown in Table 1. The Population, Concept, and Context (PCC) framework by the Joanna
Briggs Institute was used to identify relevant studies for this scoping review.”® For the population, this review
includes studies that focus on PWLE of mental health or substance use challenges (any age group), and have been
engaged or involved in mental health or substance use research as collaborators (e.g., advisors, co-researchers).
The concept of the scoping review is the impact of engagement, including reported outcomes on individual
experiences and the research process. The context of the review is limited to engagement in mental health and
substance use research in the past decade to capture the impacts related to the current state of engagement
practices. Articles that look at engagement outside of a research context, for example only in the context of health
care policy and governance work, were excluded as the justification, processes, and impact may differ. There were
no limitations for the geographical location.

Table 1 Search criteria for the scoping review.

Sear
ch
term
S

Concept 1: Engagement Concept 2: Mental Health Concept 3: Impact




Patient participation/OR (patient*
or client* or public or ‘service
user*’ or youth or consumer* or
citizen*) adj2 (participat* or engag*
or invol*) OR ‘liv* expertise’ or
‘lived experience’ or ‘peer*
researcher® or ‘co-researcher* or
‘expert* by experience® or
‘patient* partner* or ‘patient*
advisor* or ‘co-produc*’ or ‘co-
design’

Mental Health/OR (mental* or
psychiatr* or psycholog*) adj2
(health* or ill* or hygiene or
disorder* or distress*) OR (drug
or substance™* or alcohol*) adj2
(abus* or addict* or depend* or
misus™ or use* or dependen* or
disorder*)

*

(improv* or strength* or inform* or
increase™* or impact* or facilitat* or
support*) adj3 (research* or
method* or design or outcome* or
recruit* or study or team*)

Data
base Medline (Ovid), CINAHL (EBSCO), and PsycINFO (ProQuest)
]
. (a)
Inclu academic journal articles, including full-length original research (e.g., qualitative, quantitative, mixed or
sion multi-methods, case studies), brief reports, or commentaries/viewpoints that provide an overview of the
engagement process in a project
. (b)
focused on ‘patient engagement’ in a research context
. (c)
specific to mental health or substance use research
. (d)
published in English
. (e)
published between 2012 and 2022
Excl |+ (a)
usio defined ‘patient engagement’ as patient retention or engagement in clinical decisions (e.g., patient care
n and shared decision-making)

(b)

did not include a research context (e.g., studies looking at engagement in non-research government

setting)

(c)

did not describe the impact of engagement

(d)

focused primarily on neurological, developmental, or physical disorders




. (e)

reviews, protocols, conference abstracts

. (f)

focused only on family engagement

. (9)

commentaries/viewpoints that did not provide a description of the engagement process in a project

The scoping review was conducted in June 2022 and included studies published between the period of

Time
January 2012 and June 2022.

Note: An asterisk is used to represent a ‘wildcard’ or unknown character.

Information sources and search strategy

The search strategy was developed in consultation with a health sciences librarian. The following electronic
databases were searched in June 2022: Medline (Ovid), CINAHL (EBSCO), and PsycINFO (ProQuest). Academic
articles were limited to after 2012 due to engagement in mental health and substance use research growing
substantially in the past decade; it also maximized relevance to current engagement frameworks.

A full description of search terms and strategies is shown in Table 1. As ‘patient engagement’ is broadly defined,
without consistent terminology, multiple search strategies were piloted to identify appropriate keywords. After an
initial search was conducted to determine which terms reflect the phenomena in the research question, the following
combination of search terms were used to broadly define PWLE, such as patient*, client*, public, service user?,
youth, consumer®, and citizen*. To capture engagement, search terms such as engag?, participat®, and invol* were
used adjacent to the term for PWLE, in addition to other terms such as co-researcher®, co-design*, and co-produc™.
Search terms such as mental, psychiatr®, psycholog*, substance* were used adjacent to health*, use*, disorder*to
situate the search in the field of mental health and substance use. Lastly, search terms such as impact*, support*,
and improv* were included to capture studies that discussed the impact. The search terms were adapted for each
database concerning the proximity operators, truncations, and wildcard symbols.

Selecting sources of evidence

All articles identified in each database search were imported to Covidence (www.covidence.org), a systematic
review software. Upon uploading the search results from each database, duplicates were removed. Titles and
abstracts were screened by three reviewers (including two PWLE) for relevance to the PCC eligibility criteria.
Following this step, two reviewers screened 20 of the 160 articles selected for full-text review, yielding a k value of 1.
Given the perfect agreement, one reviewer screened the remaining articles to further validate eligibility and identify
relevant publications from the listed sources. A total of 61 articles were deemed eligible for data extraction.

Data charting and analyses

Informed by Arksey and O'Malley and Levac and colleagues,*?

a data charting tool was developed iteratively by
NYS and LDH to extract information from the 61 articles. The data charting form was created on Microsoft Excel and
initially piloted on 20 articles, enabling the refinement of the charting tool before its use in this study. The tool
included article characteristics, key variables relevant to the PCC criteria, and findings related to the research
questions. The following data were abstracted: (1) general information (authors, title, publication year, journal,
country, article type); (2) study design (population, setting, methods, objectives, whether a reporting guideline is

used); (3) engagement context (level of engagement, whether sociodemographics for PWLE such as gender and



race/ethnicity were reported, the term used to describe engagement, whether PWLE were included as co-authors);
(4) concepts (outcomes, focus on individual experiences or research process); and (5) key findings (impacts,
facilitators, barriers). Note, data on PWLE as co-authors were removed due to the subjectivity and uncertainty of
accurately identifying their lived experience status in the authorship list. Facilitators and barriers were added as data
items during the pilot data charting process due to the dominance of these factors in the selected articles and the
richness of information they provided.

In addition to the data charting tool, the 61 articles were uploaded to NVivo 12 and analysed by a single coder (NYS)
using the codebook approach to thematic analysis.*® Here, themes are conceptualized as topic summaries.*® An
initial coding framework was developed by NYS based on the piloted data charting process. Throughout the
process, additional codes and themes were developed inductively and refined through weekly meetings with two of
the authors (NYS, LDH). The codes and themes were further refined through feedback from a larger research team
within the same unit, of which many team members identified as having lived experience, in addition to the unit's
Lived Experience Advisory Group. Lastly, using the text frequency option on NVivo 12, we explored the most
commonly used terminologies for ‘engagement’ and ‘people with lived experience’. This was added at a later phase
as a separate analysis from the thematic analysis and was based on the feedback from the Lived Experience
Advisory Group.

Synthesis of results

The extracted data from Excel and NVivo were collated and summarized in a narrated format according to the key
outcomes related to the research questions: impact on individuals, impact on the research process, and facilitators
and barriers to impactful engagement. The evidence is also presented through tables and a diagram. The tables
include the study characteristics, findings related to the facilitators and barriers, and commonly used terminologies.
A figure is used to summarize the impact of engagement on PWLE, researchers, study participants, and the
research process.

RESULTS

The search strategy yielded 2879 citations after removing 986 duplicates. After reviewing 2879 titles and abstracts,
followed by 160 full-text records, 61 articles were included in the scoping review (Figure 1). The majority of studies
were published in 2019-2022 and came from the United Kingdom, Australia, or Canada (Table 2). The 61 articles
consist of 21 reflection/description of process papers, 20 qualitative studies, 5 quantitative studies, 4
viewpoints/commentaries, 3 case studies, and 1 priority-setting paper. Key topics include (a) the impact of
engagement on individual experiences; (b) the impact of engagement on the research process; and (c) facilitators
and barriers to impactful engagement. All 61 articles described the impact of engagement on either individual
experiences or the research process (Figure 2).

Figure 1. PRISMA-ScR flow diagram of article selection. PRISMA-ScR, Preferred Reporting ltems for Systematic
Reviews and Meta-Analyses Extension for Scoping Reviews.

Table 2 Study characteristics (total = 61 studies).

Characteristic Count

Study type

Reflection or description of the process 21




Qualitative 20
Mixed or multi-method 7
Quantitative 5
Viewpoint or commentary 4
Case study 3
Priority setting 1
Country

Canada 12
United States 7
United Kingdom 23
Australia 13
New Zealand 1
Ireland 1
Germany 1
Norway 1
Sweden 1
Year of publication

2019-2022 36
2015-2018 18
2012-2014 7
Guidelines followed

Followed GRIPP or GRIPP2 8

Did not follow GRIPP or GRIPP2

53




Abbreviations: GRIPP, Guidance for Reporting Involvement of Patients and the Public.

Figure 2. The impact of engagement on individuals and the research process in mental health and substance use
research. LE, Lived experience.

Impact of engagement on individual experiences (N = 48)

Perceived impacts related to individual experiences were described in 48 articles (Figure 2). Here, 35 articles
described the impact of PWLE, 26 articles described the impact on researchers, and 11 articles described the
impact on study participants.

Impact on people with lived experience (N = 35)

The impact of engagement on PWLE was described in 35 articles. Engagement activities were seen as providing

31-41

positive opportunities for PWLE, including personal and professional growth, in addition to building knowledge

32-35,37-40,42-51

and skills. Many studies noted that PWLE found engagement to be a meaningful, empowering, and

rewarding experience.********2%% Moreover, PWLE described the impact of engagement on the self, such as feeling

3132,35,:36,3843,45.49-515459 1y jilding confidence,? 3739414254803 fagling less alone in their experiences,

31,34,39,41,43,49,50,54

heard and valued,

39,64

transforming their narrative (e.g., new self-understanding), and having a positive impact on their

36,39,41,42,562,65

mental health and recovery. Lastly, PWLE reported feeling a sense of strengthened agency and control,

including their ability to influence and change research.®"3+%%4146:65.66

Impact on researchers (N = 26)

Despite 26 articles reporting on the impact of engagement on researchers, the findings are less extensive compared

to PWLE. Several studies noted that researchers found engagement to be valuable and rewarding,>%" 424445656769

giving them a deeper understanding of the research topic and lived experience perspectives.*#+4754%70

35,44,47,62,71-74

Researchers also found that engagement added value to their research, brought a new perspective to the

38,44,49,65,69

research project, and was a valuable means of bringing about change in research.” In three studies,

44,51,69

researchers reported finding lived experience as an irreplaceable expertise. Engagement resulted in changes

to their research practice,*”****%%%7¢ in addition to strengthening their commitment to engagement going forward.

37,47,67

Impact on study participants (N = 11)
Although the evidence is limited, some studies reported that engagement had a positive impact on the experiences

of participants in a research project. Including PWLE in the research process was seen as an added value to

32,39,68 63,77

participants, was considered to have made a positive difference to participants, and was found to create a

57,78

safe space for participants.””’® Moreover, two studies noted that engagement increased the retention of study

participants.**’” Overall, engagement helped ensure that the research was accessible, acceptable, and relevant to

50,65,77 51,59

participants and that study materials were appropriate for participants.

Impact on the research process (N = 50)

Fifty studies described the impact of engagement on the research process (Figure 2). The impact was threefold:
engagement positively influenced research quality, research components, and the research environment.
Research quality (N = 42)

Forty-two studies reported that engagement improved the quality and rigour of the research.*?44°7:00:69.72.77.79,80

Many

studies reported perceived improvements to the data and findings, including improvements to data interpretation and

32,37,42,70,80 69,81 38,57,82

trustworthiness and credibility of data,
36,37,57,80,85,86

analysis, reflexivity, authenticity and accuracy of findings,

65,69,79,83 32,36,44,51,56,57,60,63,66,68,69,80,83,84

depth and richness of data, and validity. Engagement also

32,34,39,43,57,66-68,71,77,83,87

strengthened study design and methods. For example, this included improvements to data

36,37,56,63,68,69

collection for qualitative studies, such as enhanced rapport with participants and improved interview



32,37,44,48,51,56,68,80

guides. Although only reported in a limited number of quantitative studies, authors considered that

engagement can lead to the development of a clinically appropriate psychometric assessment,® inform the selection

49,67,87

of quantitative measures and/or analysis plan for trials, and inform eligibility criteria for trials.?” Most importantly,

engagement was seen to increase relevance to the community and service users, %" #44547,50,5156-59,65,68-70,77,80,8285-69

Research components (N = 32)

PWLE was considered to improve research components by informing a range of ideas and outcomes;**3+4%6-68.71.77.80

42,43,51,68,77 50,55,66,68

this included defining and refining research questions, identifying relevant research areas, and

improving the ethics review process by further highlighting ethical issues that may have otherwise been overlooked.

%44 Several studies reported that engagement increased the recruitment of study participants. %4244 57.69.72.77.80

However, one study reported no impact on trial recruitment.”® Engagement was reported to inform and improve

3237:485160.6388.80 and service design.®”**® Overall, engagement was seen as an

33,34,41,43,58,59,65,67,69,71,83,89

knowledge dissemination activities

added value to the research project
33,37,44,61,67,88

and was considered to contribute to study success.

Research environment (N = 20)
Engagement was considered to impact both the research team and the broader research environment. In terms of

the team environment, PWLE improved decision-making and communication,*****®"#® fostered reciprocal learning

44,47,49,57,58,61,89 56,76

between PWLE and researchers, enabled a positive change in the organizational culture, and

35,44,69

added diverse perspectives to the research teams. In terms of the broader environment, PLWE engagement

36,40,43,70 54,89

challenged stigma and shifted power dynamics.
Facilitators and barriers to impactful engagement

The majority (N = 51) of the studies identified facilitators and barriers to impactful engagement in mental health and
substance use research (Table 3). The studies were categorized into four levels of barriers and facilitators: lived
experience level, researcher level, team level, and institutional level.

Table 3 Barriers and facilitators to impactful engagement in mental health research.

Barriers to impactful engagement Facilitators to impactful engagement

Lived experience level

Feeling anxious or nervous;****** feeling

isolated from other community partners;* ,
Feeling accepted and

feeling disconneCted1 unsupported’ or Valued_32,34,35,37,38,41,48,51,56,59,65,80 trust,35,49,51,58,60
Intrapersonal factors | disengaged;*****%**%"% skepticism, mistrust, ’ o , ’
, 49576062 ) self-awareness;™ seeing their feedback
or perceived risks;" """ negative , 32 36-38.45.87
incorporated™ """

experiences;” attendance issues;*** varying
levels of interest and availability*****®




Roles and
responsibilities

Having their other identities ignored;*® given
limited information;*® not compensated;*
learning curve;®’

Contributions are formally recognized;*"*"®"#

continuity with roles;***"*"*"#° given time to
contribute;***° having supports and
resources available;>"#%%055:59.616576.80
included in consensus-building or decision-

making;*"****"%7° co_chairing
meetings;****®* expertise in addition to lived
experience;****%

Logistical

Technological barriers;* language barriers;*

travel and geographical barriers;****°""®

4

Fair Compensation .39,40,45,48,50,53,57-59,61,80

training and/or
wentorship32,33,35,39,42,44,50,56,57,59,61 ,62,65,68,71,80,84,87,

Researcher level

Knowledge

Limited awareness of engagement
opportunities;65 limited understanding of
patient experiences;’® not knowing how to

o Listening and open to feedback;*"®
properly engage;” pushback from . , 65.80.85
i 516172 . recognizing power differences;”""
Attitudes and researchers;” ” "' only participating in ) 4551 58.75 ,
. - L advocating for engagement;™>">>" valuing
perceptions engagement activities because it is , , . 38454961
. 77 . lived experience as an expertise;™ ™"
required;’’ valuing institutional knowledge erceived subbort from colleaques™
over lived experience; %575 researcher | © PP 9
identity®; paternalistic attitudes (e.g.,
patronizing)’®
- Engagement training and/or mentorship for
Logistical .40,47,72,77.91

researchers;

Team level

Communication

34,40,46,48,50

Poor communication; use of

jargon; 84927818580 not integrating feedback

from PWLE®*®°

Pre- and de-briefs;>"%*49%>57818778 jistaning to
each other;*"***'* clearly defined
roles;***%%9°7%1% honest and open
conversations;*"****® transparent and clear
communication; " """ plain

t 49,57,60,61,80,87 I
language;***""** understanding different
preferences; strong support and values
set as early as possible;*****" reciprocity
31,33

between researchers and patients.

49,59,80




Team
dynamics/interaction
s

Differing or conflicting views;®%"4950:6567.76.85

. .33,36,42,53,61,65,67,71,72,77,80,85
tokenism;

and/or prejudice

stigma
36,40,42,47,49-51,75,76

.37,49,57,70,85

Building trust;
relationships or rapport early on;

inclusive, safe, and non-judgmental team

enVi rOnment;37,38,42,45,49,58,59,61 ,64,67,85 inVeSti ng

in team relationships;>"%4:%6-9960.70.76.85

reciprocity and mutual

learning;>®4"4%°86376858% ghared values;”
.34,35,41-43,49,55-

supportive and respectful team;

59,61,63,67,71,72,77,84,85 :
38,46,47,49,53,56-58,63,67,';?)8&%9r Sharlng

established
37,40,46,58,67

34,36-

Planning and
implementation

Lack of diversity/representativeness;*>***"®

missing or limited engagement in early
stages;****® transactional/superficial

involvement;*** disorganized;* lack of
72,80

continuity with roles

Anti-oppressive and/or trauma-informed
lens;****%%°1% strong commitment to
engagement;****’> engagement at early
Stages;40,50,59,76,77,80,84,85,87,89 engagement
throughout the research process;***>""#%
diverse representation of lived
experiences;>"***>*® flexibility throughout
the research
process;32,37,40,45—47,49,57,59—61,70,76,77,80,87 prOVIdII’Ig
a range of opportunities;*>*® having an
engagement coordinator;***%" 2% well-
planned engagement;**®* ongoing reflective

practice®”®

5,55

Institutional level

Time constrai nts_37,42,53,62,65—67,71 ,72,76,80,87,92

limited funding and financial

35,43,48,50,54,55,57 networks

External partnerships;
and more resources available;**'

establishing a lived-experience researcher

versus ‘them’ culture (e.g., having their lived
experience ignored, not disclosing their lived
experience);***® lack of community
accountability for researchers®

Resources resources; > #857.62.65-67.7275771.8091 raliance on | group;”™ support from organization;***>%

one organization®® support from funders;**’"*! incentives for

engagement’’

Competitive nature of research

environment; *?*%%087 71727877 ragaarch

culture;***"**" resistance to Organization's readiness for change; lived

change;*"*"">*" hierarchies within experience representation at the leadership
Institutional research;***"" bureaucratic level;*** institutional requirements for
structures and requirements;**""® ethics board;******"" | engagement;” expectations set by funders
culture power differences;*?404%47495157100727591 ;o0 | or institutions for high levels of

engagement;62,70,72,74,91

hospital structures;

flexibility within

32,33

Lived experience level (N = 35 studies)

The literature related to facilitators and barriers at the level of PWLE included personal factors that influence

engagement, such as emotions and perceptions, roles and responsibilities, and others. Most common facilitators




32,33,35,39,42,44,50,56,57,59,61,62,65,68,71,80,84,87,91 feeling accepted and valued ,

37,49,50,55,59,61,65,76,80

included training and/or mentorship,

32,34,35,37,38,41,48,51,56,59,65,80

having supports and resources available, and fair compensation.

39,40,45,48,50, 34,36,49,50,67,80

5357598180 Gommon barriers included PWLE feeling disconnected, unsupported, or disengaged,

in addition to skepticism, mistrust, or perceived risks.***"%%%

Researcher level (N = 18 studies)
Researcher-level facilitators and barriers were less frequently reported compared to other levels and largely related

to researchers' knowledge, attitudes, and perceptions regarding engagement. Some studies noted facilitators such

65,80,85 45,51,58,75

as recognizing power differences,

38,45,49,61

advocating for engagement, and valuing lived experience as

expertise. Engagement training and mentorship was also seen as an important facilitator for researchers.

47,50,61,65,75

10477277191 Gommon barriers included researchers valuing institutional knowledge over lived experience, and

pushback from researchers.”"®""

Team level (N = 45 studies)
Team-level facilitators and barriers are the most frequently reported, described across 45 studies. Facilitators and
barriers related to planning and implementation, communication, and team interactions. Critical facilitators for the

planning and implementation of successful engagement include engaging PWLE at early stages in the research

40,50,59,76,77,80,84,85,87,89

process and flexibility throughout the research process.>>?"4045-47:49,57,53-61,70.76.77.8087

Barriers

50,65,87

include a lack of diversity among PWLE and limited engagement in early stages.*****"* Common

37,39,49,55,57,61,67,78

communication facilitators include holding pre- and de-briefs, ensuring transparent and clear

49,57,60,61,80,87 45,48,50,57,61,80

communication, and clearly defining roles.

38,49,57,61,

Barriers at the team level include the use of jargon

%280 geveral studies referenced facilitators regarding team interactions, such as

34,35,41-43,49,55-59,61,63,67,71,72,77,84,85

among team members.

supportive and respectful teams. The current literature also suggests the importance of

inclusive, safe, and non-judgmental team environments for successful engagement activities.*’284%4°:49:58,59.6164.67,85

33,36,42,53,61,65,67,71,72,77,80,85 36,37,49,50,65,67,76,85

However, tokenism and conflicting views are frequent barriers to the successful

engagement of PWLE.

Institutional level (N = 37 studies)

Barriers and facilitators to engagement at the institutional level are described across 37 studies. These relate to the
institution's culture and structures, in addition to the resources provided by institutions (e.g., resources from
organizations, and funding bodies). For the institution's culture and structure, the expectations set by institutions for

high levels of engagement®’*">"*%" facilitated impactful engagement. However, commonly cited barriers included

36,40,43,47,49,51,57,60,72,75,91

power differences, the competitive nature of the research environment (e.g., fast-paced, heavy

42,59,66,67,71,72,76,77

focus on outputs), and the research culture itself.***"**"®"" |n terms of resources, external

35,43,48,50,54,55,57 62,77,91

partnerships

37,42,53,62,65-67,71,72,76,80,87,92

and support from funding bodies were seen as critical facilitators, while time

constraints 32,37,48,57,62,65-67,72,75,77,80,91

and limited funding were major barriers.

Commonly used terminologies

The most commonly used terminologies for engagement and PWLE are shown in Table 4. Out of 61 studies,
commonly used terminology for engagement across the included studies was ‘participatory research’ (31.1%),
‘patient and public involvement’ (29.5%), ‘coproduction’ (27.9%), and ‘service user involvement’ (23.0%). Commonly
used terminology for people with lived experience included ‘patient’ (59.0%), ‘service user’ (52.5%), and ‘consumer’
(34.4%).

Table 4 Most commonly used terminology related to engagement across studies (N = 61).



Frequency®

%

a

Most commonly used term for “engagement” in each study

Participatory research 19 31.1
Co-production 17 27.9
Patient and public involvement 18 29.5
Service user involvement 14 23.0
Consumer involvement 8 13.1
Co-design 8 13.1
Patient engagement 7 115
Consumer research 7 11.5
Youth engagement 4 6.6
Youth participation 4 6.6
Youth involvement 4 6.6
Lived experience involvement 3 4.9
Lived experience research 3 4.9
Involvement of people with lived experience 2 3.3
Peer co-facilitation 1 1.6
Expert by experience involvement 1 1.6
Most commonly used term for “people with lived experience” in each study

Patient 36 59.0
Service user 32 52.5
Consumer 21 34.4
Co-researcher 19 31.1




Peer 15 24.6
Youth 16 26.2
People with lived experience 13 21.3
Young people 12 19.7
Experiential expert 9 14.8
Consumer researcher 8 131
Service user researcher 8 13.1
Peer researcher 4 6.6
Individuals with lived experience 4 6.6
Expert by experience 3 4.9
Peer worker 2 3.3
Community partner 1 1.6
Patient researcher 1 1.6
Lived experience researcher 1 1.6
Individual with lived expertise 1 1.6

Note: (a) Excludes reference list. (b) Frequency refers to occurrence of term across the included studies.
DISCUSSION

This scoping review identified 61 articles that discuss the impact of engagement in mental health and substance use
research between 2012 and 2022 and provides an overall picture of the available evidence on engagement in the
mental health and substance use field. Overall, engagement was considered to have a positive impact on individual
experiences and the research process. Most studies focused on subjective accounts when reporting on impact; this
included a range of positive impacts on PWLE, researchers, and study participants. Engagement activities were
commonly reported to improve facets of the research process, such as research quality, research components, and
the research environment. As the review additionally synthesizes facilitators and barriers to engagement at the lived
experience, researcher, team, and institutional levels, it can serve as a foundation for future research aiming to
engage PWLE in mental health and substance use research.

Epistemic versus ethical justification for impact

Our findings indicate similarities between mental health, substance use, and other health research fields regarding

the perceived impacts on the research process. For instance, reviews in health research have reported the positive



impact of engagement on research design, study recruitment,® and data collection.®****

These findings demonstrate
an emphasis on epistemic benefits, such as the 3R's of research—rigour (e.g., rigour related to study design),
relevance (e.g., relevance to population needs), and reach (e.g., dissemination and knowledge translation).*® Note,
engagement in mental health research is critiqued for overemphasizing epistemic benefits rather than ethical ones.”'
If research teams focus solely on impacts related to epistemic benefits while neglecting ethical imperatives, the
justification for engagement risks being treated as a means to an end of achieving better research, rather than being
an intrinsically good and democratic process.”

Much like the studies included in our review, the broader health literature focuses on process indicators and the
perceived impact of engagement rather than empirical outcomes.®*° For example, a recent systematic review by
Wiles et al.?° found that measures for the effect of engagement in randomized controlled trials are limited to process
indicators such as recruitment. Moreover, Forsythe et al.’ note in their review that the subjective nature of study
descriptions, as well as the lack of experimental studies, make it difficult to measure the magnitude of engagement
impacts. Reviews have additionally highlighted the need for quantitative and experimental studies that measure

empirical outcomes of engagement, including the costs and benefits of engagement.®”*

However, others argue that
quantitative approaches are less useful for evaluating the impact of engagement given its complex and context-
dependent nature.*

Evidence-based medicine and power

The understanding of impact within academic institutions remains heavily influenced by evidence-based medicine,
which at times can be counterintuitive to engagement as it undervalues the needs of PWLE.* Traditionally,
evidence-based medicine has been considered to devalue lived-experience knowledge by perpetuating evidence
hierarchies and failing to address power imbalances (especially apparent in the mental health field).'”® Several
barriers in our review reflect the prioritization of evidence-based medicine over lived-experience knowledge. Barriers
such as valuing institutional knowledge over lived experience, hierarchies within research, and power imbalances
retain a hierarchical view of the evidence, and ultimately, limited engagement impacts. Reflecting on our findings,
recognizing power imbalances and the importance of power-sharing should be a priority for engagement activities in
mental health and substance use research.”

Evidence related to the impact of engagement on power differences is rarely cited in health research.’ However, this
is less of the case for mental health and substance use research. In our review, several articles reported power-
related impacts on the research environment (e.g., challenged stigma, shifted power dynamics) and on PWLE (e.g.,
empowerment, strengthened agency, and control). While these findings suggest a shift away from epistemic
justifications for engagement, whether and how power shifts occur across socially marginalized groups in mental
health and substance use research remains unclear. For instance, applying an anti-oppressive lens to engagement
activities was only mentioned in a few studies.***** Additionally, the impact of institutional changes on diffusing
power imbalances in mental health and substance use research should be further explored. This could include
processes such as embedding PWLE in research leadership roles such as voting members on executive
committees (as demonstrated in the ACCESS Open Minds network®) and as co-chairs (as illustrated in the
PARTNERS2 research program*® and DeStress study®).

Individual experiences

Discussion of the impact on individual experiences is emerging, yet remains limited in mental health and substance
use research. Evidence from this review indicates the perceived value of engagement to PWLE, researchers, and
study participants. Almost a decade ago, a review by Brett et al."® examined the impact of engagement in health

research on individuals, including PWLE and researchers. Reflecting on the present review, Brett et al.'® identified



empowerment and skill-building as the impact on PWLE, and a deepened understanding of their research for

researchers. Other studies, such as one by Staley et al.,’”

discuss how greater focus is needed on how
engagement impacts researchers. Our review revealed limited evidence on the impact of engagement on
researchers compared to PWLE—this remains a major gap in mental health and substance use research. Our
findings also reveal a paucity of research on facilitators to engagement at the researcher level. These gaps should
be further investigated as the positive impact on researchers could potentially shift attitudes toward engagement
within institutions, lifting a barrier to engagement.”’

Inconsistent reporting

At the same time as the debates on the justification for evaluating impact, researchers have also highlighted
inconsistent reporting of engagement in health research.’® Our findings demonstrate a similar case for mental
health and substance use research. Across the included studies, there were inconsistencies with terminologies used
for engagement, and considerable variation in the details provided on engagement activities, characteristics of
PWLE involved, and impact on the research. Reporting guidelines such as the GRIPP2 checklist can promote
transparency and consistency when reporting on the impact of engagement in a study.'®'® However, the GRIPP2
checklist is not specific to mental health and substance use research, which may explain why it was followed in only
8 of the 61 articles included in this review. The use of reporting guidelines for engagement in mental health and
substance use research should be further explored, including the development of a guideline specifically tailored to
the unique characteristics and challenges of this field. Without consistent reporting, a fulsome understanding of the
impact of engagement in mental health and substance use research—whether on individuals or the research
process—will remain unclear.

Strengths and limitations

The strengths of this study include the use of multiple databases, a comprehensive search strategy, and thematic
analysis, in addition to engaging with PWLE throughout the scoping review process. However, several limitations
warrant consideration. First, the review was limited to academic journal articles; it is possible that the grey literature
could include facets missing in the academic press related to impact. Future reviews may benefit from expanding the
search strategy to include the grey literature. Second, the articles came from high-income countries and were only in
English; therefore, they may not be generalizable to other settings. Third, the review may have missed relevant
articles given the wide range of terminology related to engagement in mental health and substance use research.
Similarly, articles with PWLE as researchers were not explored (e.g., survivor-led research), which is an important
topic for future research. Fourth, the inconsistent and largely subjective impacts reported across the literature may
have influenced the study findings. Future research may benefit from standardized reporting of engagement impacts
for reproducibility; however, this should not overshadow the ethical imperatives for engagement. Lastly, no
assessment of the risk of bias or critical appraisal was conducted for this review, although this is not required for
scoping reviews.”®

CONCLUSION

This scoping review presents a comprehensive overview of the current literature on engagement impacts in mental
health and substance use research. Additionally, facilitators and barriers to impactful engagement were identified at
the lived experience, researcher, team, and institutional levels, which can be leveraged to improve engagement
practices. Engaging PWLE throughout the research cycle—from consultation to co-creation—was perceived as
having a positive impact on both the research process and individual experiences. Future research is needed to
bring consistency to engagement, leverage the facilitators to engagement, and address the barriers such as power

differences. This would in turn generate research findings that have value to the scientific community, but also to the



people impacted by the science.
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ABSTRACT (ENGLISH)

Introduction

There is a growing acknowledgement of the value of creating partnerships between those delivering and those
accessing health services. Less is known about this in the context of clinical psychology doctoral training
programmes. This study explores the models of involvement of experts by experience (EbEs) in teaching on a
DClinPsych course in England; the impact of this both for EbEs and trainee clinical psychologists and whether
improvements are required to better meet their needs.

Methods

An audit of current involvement was conducted by reviewing course records. Two survey questionnaires designed
around commonly used frameworks of participation and reflective learning were completed by EbEs and trainees.
Thematic Analysis was used to evaluate the written feedback from the surveys.

Results

Records of current EbE involvement were found to be lacking in detail and sometimes missing. Key themes
extrapolated from the surveys highlighted the importance of EbE involvement in supporting the wellbeing of EbEs
and the learning experiences of trainees.

Conclusions

Recommendations with regard to the processes for future involvement of EbEs in teaching are put forward.
Patient or Public Contribution

A carer of a service user was consulted about the design of the participant information sheet, consent form and the
survey questionnaire which was sent to the EbEs. A trainee clinical psychologist was also consulted to provide a
trainee perspective on the above forms and the survey questionnaire that was sent to trainees. Further to this, the
first author's supervisor identifies as a user of physical and mental health services and provided continued
supervision and support regarding the direction of the study including the research questions, design, methodology
and interpretation of results.

FULL TEXT

INTRODUCTION

Experts by experience (EbEs) are people with lived experience of using or caring for someone who uses health or
social care services.' EbEs are thought to bring invaluable insights and perspectives, via their personal expertise, to
the training of health practitioners.” The importance of encouraging patient participation and co-production has been
emphasised in statutory guidance,’ and there is growing recognition of the value of EbE involvement in NHS training
programmes such as the Doctorate in Clinical Psychology (DClinPsych).

Impact of involvement for EbEs

Closer partnerships between EbEs and organisations involved in their care can bring about a sense of
empowerment, confidence and wellbeing for EbEs.*® This is thought to in part be due to a breaking down of
stigmatising power differentials through greater contact between EbEs and professionals, in the context of equal
status.®” The redistribution of power hierarchies is central to the Ladder of Participation®; an eight-step model that
provides a benchmark for understanding different levels of involvement, ranging from ‘manipulation’ to ‘citizen
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control’ (Figure 1).2 It measures the extent to which EbEs are provided with opportunities to exert influence and
power in the health system and their own care,’ taking account of their personal ‘choice’ over the position they wish
to hold."® Despite national guidelines, research studies show that there can be a gap between what is recommended
and what is delivered with regard to EbE involvement in healthcare training settings.”’12 Therefore, there is an
ongoing need to evaluate the level of EbE involvement in clinical psychology training, to ensure that it remains
beneficial and meaningful, rather than tokenistic, for those involved.™
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The impact of involvement for students
Studies show that students, including clinical psychology doctorate trainees, feel that EbE involvement in their
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education, can improve their clinical practice by helping them reflect on their therapeutic relationships.'*'® The

16,17

process of learning is promoted by experiences of reflection that occur within a social context. In line with Kolb's

reflective cycle (Figure 2), EbE involvement in teaching may offer greater opportunities for learning by reaching
students on an emotional level and supporting the transformation of experience into learning and new behaviour.""®
Kolb's reflective cycle has been used to conceptualise the process by which EbE involvement in social work training
can promote trainee learning by building greater reflective awareness that can then be taken into their practice.' As
yet, this model has not been used to evaluate the impact of EbE involvement in the training of trainee clinical

psychologists.
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co-production (Appendix A), this study aimed to explore the following research questions:
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1.

How are EbEs currently involved in teaching on a DCIlinPsych course?

2.

How are EbEs and trainees impacted by EbE involvement in teaching?

3.

What do EbEs and trainees think could be improved with regard to EbE involvement in teaching?

METHODSDesign

The study employed a qualitative survey design that was approved as a service improvement project by the local
NHS Trust. It was guided by the Model for improvement and aimed to gather the information required to generate
change ideas and recommendations for EbE involvement in teaching on a DClinPsych course.”® The survey
approach was chosen to allow for a broader range of perspectives to be collected, compared to an interview
approach which may not reach as many participants.

Participants

Two participant groups were recruited by email via a DClinPsych course in the United Kingdom; EbEs and first-year
trainee clinical psychologists. The trainees were all in the first year of a 3-year Doctorate in Clinical Psychology
(DClinPsych) which is a course that incorporates academic teaching, research and clinical placements for trainee
clinical psychologists.

The EbEs were recruited from a ‘People's Experience Group' (PEG) that was affiliated with the specific DclinPsych
course under assessment in this study. This group included representatives with personal experience accessing
services or caring for people accessing services that clinical psychologists work in. The role of the EbEs in this
group was to provide lived experience perspectives across a range of areas of the course, including teaching.
Procedure

An initial audit of the record of EbE involvement in teaching was conducted by requesting information by email from
13 course teaching leads regarding the number of teaching sessions that included EbEs, and details of the format of
involvement.

The online survey platform, Qualtrics, was used to create and store answers from two separate survey
questionnaires that were provided to the PEG and trainees respectively. Each survey began with an initial participant
information sheet and consent form that participants were required to complete before progressing to the full survey.
The PEG survey included a demographics questionnaire which was followed by 15 questions that were underpinned
by the Ladder of Participation.?’ Therefore, questions targeted the broad themes of ‘level of involvement’ (e.g., ‘what
kind of way were you involved in teaching?’), ‘impact’ (e.g., ‘How might PEG involvement in teaching impact PEG
members?’) and ‘improvement’ (e.g., ‘how would you like PEG involvement in teaching to change?’) (Appendix B).
The trainee survey included 10 questions that were underpinned by Kolb's Learning Cycle."” In this way, the
questions targeted the different stages of Kolb's reflective learning cycle, for example, ‘Please explain how EbE
have been involved in teaching’ (concrete experience), ‘How have you found the experience?’ (reflective
observation), ‘What have you learnt about your own practice from EbEs in teaching?’ (abstract conceptualisation),
and ‘How has EbE involvement changed your attitude, behaviour and practice?’ (active experimentation) (Appendix
C).

Data analysis

The thematic analysis procedure described by Braun and Clarke® was used to manually code and analyse key



themes in survey responses. The PEG and trainee surveys were analysed separately.

The free text for each survey was read and reread to ensure familiarisation. Key words or phrases were highlighted,
and the ‘comment’ function in Word was used to develop initial codes alongside the text data. These codes were
then organised into categories of repeated patterns, or themes. An inductive approach to analysis was taken, to
ensure that the themes would closely reflect participants’ experiences rather than be driven by specific research
questions. Provisional themes were reviewed to check that they (a) reflected the codes, and (b) reflected the
semantic content of the data set as a whole. Interpretations and conclusions were reviewed and discussed in
meetings with the research team. The research team was made up of a trainee, PEG member and course tutor. It
was therefore important for them each to reflect on their own positions in relation to the topic and how this might
influence their interpretation of the data. Where possible, the words used by participants were included in the theme
title. Quantitative data derived from the two surveys were summarised by descriptive statistics.

RESULTS

The initial audit of EbE involvement in teaching revealed that 9 out of the 13 teaching streams involved EbEs in
teaching in some way. The teaching areas covered were: ‘Equality, Diversity and Inclusion’, ‘Working Age Adult’,
‘Research’, ‘Older Adult’, ‘Neuropsychology’, ‘Health’, ‘Forensic’, ‘Intellectual Disability’ and ‘Advanced Therapeutic
Interventions’. Types of involvement included: (1) EbEs talking about their experiences of certain conditions, and the
processes of receiving diagnoses and psychology involvement, (2) EbEs co-designing and co-facilitating the
teaching sessions and (3) EbEs facilitating small group discussions. Two of the 13 teaching leads contacted were
not able to provide any data due to recently being appointed to the post and therefore not having access to previous
records of EbE involvement.

Overall, the audit demonstrated that there was no current centralised or agreed upon method for recording data
about EbE involvement, and the level and detail of data recorded varied across teaching.

PEG survey

Of the 14 PEG members who were provided information about the study, 12 (83%) consented to complete the
survey. Two of these 12 did not continue past the initial consent stage, leaving 10 participants who completed the
survey in full. The majority were female (60%), aged 36+ (90%) and identified as white (80%). Seven had been PEG
members for 1-2 years and three for 10 years. Eight considered themselves to have a mental health difficulty, seven
a physical health difficulty and three stated they were caring for someone with a mental health difficulty. Five had
completed a bachelor's degree and one a doctorate degree. Four were retired, three were working part-time, one
was self-employed and one was a student. The majority identified with a religion (six Christianity, two Islam) and five
of these were actively practising.

The initial questions on the survey asked about their level of involvement in teaching in the 2020 academic year.
Seven PEG members stated that they had been directly involved in teaching, with the majority having heard about
involvement through a course email or PEG meeting. They identified types of involvement as ‘talking about lived
experience in large or small groups’, ‘co-presenting’ and ‘leading small group discussions’. Three PEG members
stated that they had not been made aware of the opportunities available for involvement.

Thematic analysis yielded four themes: (1) ‘informing change’, (2) ‘bringing purpose to experiences’, (3) ‘educating
by ‘making it real’ and (4) ‘ensuring empowerment’. The fourth theme encapsulated three subthemes: ‘flexible
opportunities’, ‘keeping EbEs informed’ and ‘potential for distress or discomfort’. These themes are presented below
and supported by excerpts from the survey.

Informing change

Eight (80%) of the PEG members surveyed, commented on a motivation to bring about change in themselves, the



trainees, and future clients. Two EbEs also named specific clinical areas in which they hoped to influence through
involvement.

| hoped that, by discussing good and bad experiences, we could influence future outcomes for clients in a similar
position to us. (EbE 3)

Bringing purpose to experiences

All 10 PEG members wrote about the process of making sense of their lived experiences through participation in
teaching, and how this creates purpose and builds their self-confidence.

This teaching helps me both to appreciate the journey | have been on, the extent of my knowledge, gives me
confidence... (EbE 1)

Four PEG members wrote about the role of involvement in developing their own interests and knowledge.

... | personally have benefited from being involved...helping my own research. (EbE 6)

Educating by ‘making it real’

Seven PEG members (70%) felt that involvement helped trainees reflect on lived experiences, to a greater extent
than in other more theory-based lectures.

Lived experience says more than just reading from a book, people can relate. (EbE 10)

A couple of PEG members also commented on the value of the interactions between trainees and EbEs in lectures.
Clinical psychologist trainees can learn a lot from people with experience and ask questions. (EbE 8)

Ensuring empowerment

All 10 PEG members commented on the importance of considering steps to ensure EbEs feel empowered in
teaching. Within this overarching theme, three subthemes highlighted factors that PEG members felt influenced this
sense of empowering.

Flexible opportunities

Several PEG members felt that further training in teaching delivery, including training in using ‘Zoom’, would support
them and their future careers.

Getting more training and certificates that may help us getting into employment or education in the future. (EbE 10)
The ability to join teaching sessions online was also thought to be an important factor for increasing access, for one
PEG member:

Virtual access has enabled me to be involved, without concern about accessibility issues and travel. (EbE 6)
Keeping EbEs informed

Three PEG members commented on the importance of having information about the teaching session beforehand
and a space to debrief afterwards.

It is helpful to always have a pre-meeting to meet the tutor and discuss and plan how you are going to be involved.
(EbE 4)

Potential for distress or discomfort

All PEG members felt there was potential for discomfort or distress for the EbEs involved in teaching, due to the
nature of the content or the questions asked.

...although there may be slightly uncomfortable moments when boundaries are challenged and pushed. However,
that generally means one is learning. (EbE 1)

One PEG member felt that the responses of trainees and co-facilitators during teaching had an impact on their
experience.

If the students and tutors seemed uninterested, there was no positive feed-back from them. (EbE 2)

Trainee survey



Of the 30 trainees who were provided with information about the study, 27 (90%) consented to complete the survey,
and 20 of these continued with the survey after consenting. Nineteen completed the survey in full, and one trainee
partially completed the survey.

Thematic analysis yielded five themes: (1) ‘Connecting with “lived realities™, (2) ‘How to be a better clinical
psychologist’, (3) ‘Involvement consolidates learning’, (4) ‘Emotional impact’ and (5) ‘Integrating EbEs into teaching’.
Each theme encapsulated several subthemes which are described below and supported by excerpts from the
survey.

Connecting with ‘lived realities’

Most of the trainees (75%) commented on their gained insight and understanding of experiences from hearing about
the ‘lived realities’ of EbEs in teaching. They emphasised the value of connecting on an emotional level with EBEs,
in a way that is less possible in other teaching. They also reflected on how this influenced them and built their
confidence as professionals.

Hearing from a carer &a person with learning disabilities was a really important moment in teaching for me, as this is
an area that | don't know well and felt intimidated by. Hearing from EBE normalised and humanised what had up
until that point had felt theoretical and distant, and made me more confident going forward. (T7)

The whole journey

A number of trainees emphasised the value of hearing about the ‘journey’ of the EbE, in terms of the onset and
development of difficulties, rather than just focusing on the here and now.

It has made me more appreciative of people's journeys before they come to see psychology, for example have they
got a child with a learning disability, did they go through a mental health crisis in a different country, have they had a
life changing injury? (T21)

Permission to be curious

Trainees valued the opportunity to speak more informally with EbEs in small groups and have permission to ask
questions.

They are so powerful and insightful and it's such a privilege to hear people's narratives and be able to ask
questions... They're often the things that would be difficult to ask someone in session so the chance to have this is
really valuable. (T14)

How to be a better clinical psychologist

Fifteen Trainees (75%) identified a range of ways in which EbE involvement in teaching supported them to develop
their skills as clinical psychologists.

Putting learning into practice

They wrote about the importance of EbEs in giving them knowledge that can be translated into the clinical setting.

| also found it helpful to hear some of their more negative experiences of services, as | have tried to bear those in
mind and avoid similar practice on placement. (T3)

Specific and nonspecific skills

Trainees felt that EbEs helped them build an understanding of developing comprehensive assessments and
formulations of clients.

It has highlighted some of my blindspots in assessments (what | don't think to ask), enhanced my formulation
skills... particularly in terms of relationship to help for people who have had negative experiences of services. (T18)
At the same time, a number of trainees emphasised their learning around the importance of nonspecific skills such
as empathy and listening, which they felt was less present in other lectures.

It reminds me to be a human. With all the complex formulation and evidence bases we learn, it is sometimes easy to



forget the softer skills of compassion, empathy and kindness, which are arguably more important than the theory...
(T9)

Systems

Trainees commented on their growing understanding of the importance of working with systems around clients, as a
result of the EbE involvement in teaching. Five trainees felt they had gained insight into the role of carers and the
importance of supporting them as well as the clients.

Hearing from carers as well as the EbE themselves has encouraged me to think about how to support not just
individuals, but whole families which may be impacted. (T2)

A greater understanding of organisational issues was also named by trainees who felt they had learned more about
how these systems can be a barrier to care.

... | have learned more about the difficulties and barriers that people face with regards to our national health service,
which is depressing at times. (T4)

Involvement consolidates learning

Forty percent of trainees wrote about the impact that EbE involvement had on the quality of their learning and
memory for the information discussed.

Emotional learning

Eight trainees talked about the role of emotional learning in promoting their ability to remember and act on teaching
that had involved EDbEs.

It is often an emotional interaction to hear from EbEs. It has been difficult to listen to some of them, but they are the
teaching sessions that stand out in my mind as being the most powerful and we have the most to learn from. (T21)
Reflecting on assumptions

Three trainees shared that hearing from EbEs had helped them reflect on their own assumptions about different
client groups, influencing their approach in clinical settings.

Having one EbE discussing their experience of dementia hugely challenged my preconceptions of individuals living
with dementia...I really tried to bear this learning in mind when delivering post-diagnostic groups for people with a
recent diagnosis of dementia, and felt it enabled me to instill hope with more conviction... (T3)

Emotional impact

Sixty-five percent of trainees recognised the impact of the emotional content of lectures involving EbEs on
themselves, both personally and professionally.

Reigniting passion and striving for change

Nine trainees spoke about having their passion for the clinical psychology role reignited after hearing from EbEs.
They linked this to a desire to bring about positive change as professionals, and to the systems they work in.

It has reminded my why we do the job that we do. | find after sessions with EbEs | have a real fire in my belly again!
(T21)

...often the stories told by EbEs makes me feel sad about the state of our health service, the barriers and obstacles
faced by our clients. These are however important issues to highlight, and as young trainees it facilitates an attitude
of striving and hoping for implementing change within these systems. (T4)

Support for trainees

Six trainees wrote about finding some EbE teaching sessions emotionally challenging to ‘sit with’. One trainee
suggested a need to support trainees following these sessions, and another felt it was helpful when lecturers
prepared them for emotional content and gave them time to process it following lectures.

...I think sometimes stories can be harrowing, and it's really useful for the session leader to name this, and make



sure we take time out for ourselves after meeting them (i.e. by putting the stories just before lunch, etc). (T9)

While being exposed to these feelings of distress was felt to be crucial by one trainee, they also recognised the
limits of online teaching in ensuring trainees connect with these experiences.

... it can be hard to sit with that emotion on Zoom vs in the room, although | think it is important for us as trainees to
be exposed to these discussions early in training. (T15)

Integrating EbEs into teaching

There was an overarching theme of trainees (70%) considering the process in which EbEs were involved in teaching
sessions.

Disparity of involvement

Ten trainees made reference to a disparity in level and type of involvement across streams and client groups, stating
hopes of hearing more wide-ranging perspectives.

Would be nice to hear from some children and young people... (T4)

...it would have been really helpful to hear from individuals with lived experience who may not quite fit v specific
diagnostic criteria, or who may have had alternative reflections on diagnoses. (T3)

Tokenism and power

Trainees reflected on the power balance between EbEs and the other facilitators in teaching. While some trainees
noted strengths in co-delivery, others felt more could be done to ensure the roles were shared more evenly between
facilitators.

The lecturers always placed a great emphasis on them being co-deliverers with an even power dynamic. (T7)
...wondered why they couldn't be involved in delivering material, rather than only being able to speak about their
direct experiences?... Sometimes | felt like they were being exhibited, for us to ask nosy questions. (T13)

Ensuring time for reflection

An important aspect of integrating EbEs into teaching, noted by five trainees, was the need to ensure trainees had
time to reflect on and process what they had heard.

... it would be useful if more tasks ask us to take account of what we have learned from an EbE/ask us to reflect on
what we might do differently after listening to an EbE share their experiences. (T18)

Support for EbEs

Eight trainees considered ways of supporting EbEs to ensure they had a helpful experience of teaching. They
recognised the possibility of EbEs feeling uncomfortable when asked certain questions, and therefore the
importance of trainees and EbEs agreeing on how to navigate challenging questions.

...it was always helpful to navigate this discussion with some ‘ground rules’ (e.g. saying that they can simply choose
not to answer any questions that feel too personal/uncomfortable). (T15)

One trainee felt that EbEs needed further support with online tech support during teaching sessions.

... a little more time needed to be given to supporting EBEs with the tech required for online teaching...it would have
been useful for session leaders to have a practice run with them to make sure the tech is working smoothly, as
sometimes we got less time with the EBEs due to tech issues. (T9)

DISCUSSION

This study aimed to examine the level and impact of EbE involvement on a UK DClinPsych course to ensure a
meaningful process for those involved. The findings below are discussed in relation to the three research questions;
(1) ‘How are EbEs currently involved in teaching on a DClinPsych course?’, (2) ‘How are EbEs and trainees
impacted by EbE involvement in teaching?’ and (3) ‘What do EbEs and trainees think could be improved with regard

to EbE involvement in teaching?’



The initial audit revealed that records of involvement varied in quality across teaching, with some gaps in evidence
regarding whether EbEs were involved at all in some teaching areas. The lack of consistent record keeping meant
that it was not possible to report on the number of lectures that involved EbEs, however, nine of the 13 teaching
streams were found to involve EbEs in some way. Levels of involvement varied, with some EbEs choosing to talk
about their personal experiences, and others co-presenting teaching material or being more actively involved in the
design and production of a lecture. At the same time, some EbEs reported to have not been made aware of their
options for involvement. Therefore, the degree to which power was shared, and therefore the level of participation,®
appeared to vary across teaching and EbE.

The PEG survey showed that involvement such as sharing personal experiences or answering trainee questions
promoted self-confidence and a sense of purpose from creating positive change for others. The PEG survey also
highlighted the need for EbEs to be fully informed and supported in teaching, through the provision of information,
debrief meetings and further training where appropriate. Therefore, while these findings are consistent with other
studies showing that service user involvement in mental health systems has therapeutic benefits for EbEs,” there is
also a need to ensure they are properly supported to ensure their involvement lands higher on the ladder of

participation.® These results align with similar studies of EbE involvement in health education®?°

which emphasise
the importance of sensitively involving EbEs in teaching processes to ensure the processes are purposeful and not
tokenistic.

The trainee survey indicated that EbE involvement in teaching promoted a Kolb reflective learning process (1984) by
firstly exposing trainees to personal experiences which they then reflected on, through discussion and personal
reflection, to guide their future practice. The trainees felt they gained insights into the skills and knowledge required
for practicing as clinical psychologists, including assessment and formulation skills, systemic working and
nonspecific skills such as empathy, normalising and validation. Additionally, trainees reflected on having actively
made changes to their clinical approach (Active Experimentation)'’; following teaching with EbEs. In line with
research,”® the trainees felt they remembered more from teaching involving EbEs due to having a greater emotional
connection with the material covered. Similar to the PEG responses, trainees felt that EbE involvement could be
distressing and that both EbEs and trainees should be better supported by creating clear ‘ground rules’ for EbE
sessions, and incorporating more time for reflection. In line with the audit, trainees felt there was some disparity in
level of involvement from different patient groups across teaching, and felt this was an area for improvement, to
move closer to co-production.

Limitations

The survey methodology, while chosen purposely to allow access to a greater number of participants, was limited
with regard to the level of exploration afforded around each question. Additionally, recruitment of EbEs through the
PEG is likely to have reduced the heterogeneity of the sample, as many of them were highly educated and
interested in research. There is therefore scope for future research to incorporate wider recruitment strategies and
utilise interview methods to enhance the current findings.

The analysis and interpretation of the results are likely to have been influenced by the positions and perspectives of
the researchers. The team worked closely to ensure that the codes and themes closely matched the extracts to
ensure that important aspects of the data were not overlooked.”® Finally, the attrition from consent to completion may
have been the result of the participants forgetting to finish the survey once started. This therefore could have been
minimised had the researcher provided further prompts to encourage completion.

Clinical implications and future directions

The lack of recorded data with regard to EbE involvement in teaching, suggests a centralised and agreed up system



be created for inputting data related EbE involvement. This should include both what is offered and what is taken up.
This would ensure that EbEs are afforded choice over the position and role they wish to hold.

Based on the survey feedback, it is recommended that the service consider ways of increasing the variety of EbE
perspectives included in teaching, to encourage richer reflections and learning. Steps to promote the wellbeing of
EbEs and trainees should include planning and debriefing meetings for EbEs and greater time for reflection for
trainees. It is also recommended that trainees be made aware of EbE involvement and appropriate areas for
discussion in advance. It may be appropriate to consult the PEG group about opportunities for training, such as in
technical support if necessary.

CONCLUSION

PEG members and trainees showed considerable agreement with regard to the impact of EbE involvement in
teaching. Issues around methodology and sampling have guided suggestions for future research.
Recommendations for the service are hoped to enhance the training of clinical psychologists and therefore benefit
future clients and services they work with.

ACKNOWLEDGEMENTS

| would like to acknowledge the contribution and participation of the group of people with lived experience who were
generous with giving their time to shaping the design of this study, and for providing me with such invaluable
feedback and encouragement throughout the process. | would also like to thank my two supervisors Jason Gunn
and Dr Nicola Collett for their ongoing support and guidance.

CONFLICT OF INTEREST STATEMENT

The authors declare no conflict of interest.

DATA AVAILABILITY STATEMENT

The data that support the findings of this study are available from the corresponding author upon reasonable
request.

ETHICS STATEMENT

According to the HRA decision tool, this project falls into the category of service evaluation/audit. Therefore, NHS
approval was not required. Service evaluation approval will be sought before commencing the project.
AAppendixPEG 3-YEAR PLAN

The People's Experience Group 3 Year phase Plan

Year 1—2020/2021 Year 2—2021/2022 Year 3—2022/2023

Maintaining and continue move

Design and embedding Improving towards co-production




The PEG aims to develop a selection
process for new membership, with
the aim of increasing diversity and
experience within the group. The
course will run an open day for
interested parties to hear more about
the role. An information sheet and
role specification will be developed
and shared with interested parties.
Following this, a one-to-one meeting
will be held and if it's felt by both
parties that joining the PEG would be
of benefit, a 3-year term of office will
begin. This includes an induction
training session and induction pack.
New members will be allocated a
mentor (who will initially be a course
staff member but as the PEG is
further established, experienced
PEG members will be mentors).

The PEG will meet quarterly and will
comprise:

Approximately 8 people with
personal experiences

2 course staff

one trainee from each year
(minimum)

There will be PEG representation in
all streams. Academic (co-facilitating
teaching), clinical (attendance at the
practice and placement committee)
and research (attendance at PAS,
consulting on trainee research
projects and attendance at the
research committee). A PEG
member will be represented on each
course committee (including
admissions) and will feedback to the
PEG group quarterly. A PEG
member will also attend GTiCP.

The second year of the PEG
implementation will focus on building
on the initial progress from year one.
This includes:

Research

PEG members with an interest
and/or experience in research will
act as collaborators/co-supervisors
(as appropriate) for trainee research
projects. This will include training for
PEG members interested. The PEG
will have greater involvement with
trainee research through informal
lunches following PEG meetings.
Trainees can join the lunch to
discuss their project and research
ideas in a less formal setting with
members, to share ideas and
promote collaboration.

Academic

A PEG member will be linked in with
each stream lead to provide input
when reviewing the content of
teaching for the following year, and
to review trainee's feedback on
teaching for each stream.

Admissions

The aim by this stage is to include a
PEG member in the video task
design and production. In addition,
we plan to have a PEG member
available each day at interviews to
welcome applicants and to be
involved in invigilating the video task.

Further aims for the final phase
include an increase in PEG presence
for admissions, with a PEG member
on each panel for clinical interviews
and a member working with the
video task team. PEG members will
also sit on interview panels for new
course staff.

In addition, the formation of a young
person's PEG will begin. The aim is
to establish a small (3—4 person)
group who meet biannually
comprising young people and young
carers. The remit of this group will be
much smaller than the original PEG.

By this phase the aim is to recognise
and measure the impact of the
existing PEG group through a PEG
annual report and research project.
PEG members who were recruited in
2020 will be reaching the end of their
term of office and future recruitment
and signposting will be considered.
Finally, future aims will include a
PEG conference and publication of
any research projects.

PEG members will be paid for their
time in accordance with Oxford
Health FT guidelines.

BAppendixPEG SURVEY QUESTIONS




Identifying levels of participation

Were you made aware of opportunities available to you for getting involved with teaching on the DCIlinPsych
course in 2020-20217?

If applicable, how did you hear about the types of opportunities available? (please state ‘n/a’ if not applicable)

Were you involved in teaching in the 2020-2021 academic year?

If yes to q 3: In what capacity were you involved?

Please can you expand on your answer (we want to understand more about your individual experience)

What made you decide to get involved?

If you were not involved, please state your reason for this

Is there anything else that you feel would be important to share with us about any reasons for or barriers to getting
involved with teaching?

Impact

Do you think it is important for PEG members to be involved in some way with teaching prospective clinical
psychologists?

How do you think PEG members can help improve the teaching experience for prospective clinical psychologists?

What do you think is the positive impact for PEG members specifically, for being involved in teaching?

What do you think is the negative impact for PEG members specifically, for being involved in teaching?

Improvement

Would you like to be involved in teaching in a different kind of way than is available to you now?

If applicable, please explain how would you like PEG involvement in teaching to change and what difference this
would make to you?

What else might improve the way PEG members are involved in teaching? Please explain your answer

CAppendixTRAINEE SURVEY QUESTIONS

Concrete experience

How were experts by experience involved in your teaching?




Reflective observation

How have you found the experience of experts by experience being involved in teaching?

Overall, how satisfied were you with the involvement of experts by experience in teaching?

Overall, how much would you say you have benefitted from experts by experience being involved in teaching?

What worked with regard to experts by experience being involved in teaching?

What didn't work with regard to experts by experience being involved in teaching?

How are you impacted emotionally by expert by experience involvement in teaching?

Abstract conceptualisation

What have you learnt about your own practice from expert by experience involvement?

What could be improved with regard to EbE involvement in teaching?

What would be the impact of these changes, for you as a trainee?

Active experimentation

How has EbE involvement in teaching changed your attitude, behaviour or practice?
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INTRODUCTION

There is a growing emphasis in academic research on engaging people with lived experience (PWLE) of mental
health and/or substance use challenges in research projects.' People and communities with lived experience can be
included in all aspects of research processes, which is increasingly encouraged by funding bodies and institutions.
While engagement has grown rapidly in recent years,” the movement is built upon decades of progressive
experience in decentring academic work across disciplines through key informant collaboration. Lived experience
engagement in research, also known as ‘patient engagement’ or ‘patient and public involvement’, provides many
benefits to the research process, as PWLE are subject-matter experts and key stakeholders. PWLE engagement
occurs across the health disciplines, in a wide variety of research designs, including an extensive body of mental
health and substance use research.” Engaging PWLE promotes the inclusion of perspectives that matter, and
stimulates the healing of the injustices of past and current imbalances and inequities in health care and research
settings. To ensure that engagement is meaningful and not tokenistic, and thus remains ethically conscious, it is
important to reflect on the conceptualization of engagement: what is engagement, who is engaged, and why?®
Amongst definitions of PWLE, family members or caregivers of people with mental health or substance use
challenges are often included.* Families can offer a holistic view of a person's life, observing long-term trends in
behaviour, as well as baselines, relationships and a historical synopsis of attempted treatment and self-management
strategies and interventions, helping to bridge the gaps in self-reported measures of their loved ones. Family
members can provide insights about the experience of living with someone with mental health or substance use
challenges, caring for them, advocating for them, amplifying their voices and supporting them in their service-
seeking journeys, and about their own roles in family-centred care. Supportive families can contribute to recovery
and may play an important role in system navigation. Engaging family members in research gives them the
opportunity to have their voices heard and to help make changes for other families. In areas of health in which the
caregiving role is substantial or PWLE inputs may sometimes be limited, such as infant or early childhood mental
health, or dementia, family members are often the primary engagement target and informants. However, across
mental health and substance use more broadly, family members are often secondary to the engagement of people
with direct, personal lived experience, even though they may fill a primary caregiving role.

While the general principles of engagement are similar across areas of health,* there are considerations specific to
mental health and substance use, and particular considerations when engaging families. Engagement in research
can have many positive impacts.? However it can also have negative impacts when conducted tokenistically or
otherwise inappropriately, through erasure, marginalization, and stigmatization. Family members, who may feel
marginalized, excluded, and even traumatized as they navigate the mental healthcare system with their loved one,
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can be further marginalized, excluded, and traumatized if they are engaged tokenistically,” doing more harm than
good as they relive their traumas. Other factors important to consider in family engagement include complex family
dynamics and the impact of stigma and marginalization, alongside the many barriers to effective lived experience
engagement.” For family members, as for PWLE, it is important to conduct engagement in ways that are genuine,
accessible, inclusive, destigmatizing, empathetic and trauma-informed.® However, there is a dearth of literature
specific to family engagement in mental health and substance use research.

Given the complexities of family engagement in mental health and substance use research and the potential for
tokenistic and unhelpful engagement, researchers are encouraged to reflect upon their motivations to engage
families. Rather than engaging without reflection, because engagement represents a growing movement, they are
advised to carefully consider the characteristics of their study and their target population to determine whether family
engagement is appropriate for a given study. To aid in this decision, we propose a number of reflection points,
described below and represented in Table 1. Key considerations include: (1) the relevance of the research question
and study design to family members, (2) the representativeness of families and (3) whether family engagement is
welcomed by all stakeholders. These reflections can guide a researcher's decision about when and whether to
engage families, within the context of the study at hand. The decision points are not fast rules, but general reflection
points and suggestions. A single response in the ‘Consider not engaging families’ category (Table 1) does not
definitively preclude family engagement, but signals the need to reflect carefully on whether, why, and how family
engagement might be appropriate, or inappropriate, for the study at hand. Multiple such responses suggest that
family engagement may not be appropriate for the study. However, if formal family engagement is opted against in a
given study, researchers might consider other creative ways to access family perspectives as part of their work.
Table 1 Areas of reflection when deciding whether to engage families in mental health and substance use research.

C
on
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de
r
no
Consider t
Aspect of the research and engagement context to consider engaging en
families ga
gi
ng
fa
mi
lie

The research is about family experiences
Relevance of the research ) )

. . or perspectives, or family-centred care,
question and study design to ) ) Yes v
families or care that was codesigned with

]

families.

No v

Families are participants in the study. Yes v




No v

PWLE are able to represent themselves
fully in response to the research Yes v
question.

No v

The supportive families available for
Representativeness of families engagement are representative of the Yes v
target population.

No v

The target population is highly affected
by family violence, family trauma, or high | Yes v
levels of family conflict.

No v
Researchers have reflected on any
Family is welcomed by all biases they may have against families Yes 7
stakeholders and recognize a genuine benefit of
having family members at the table.
No v
The research team has specific
questions for family members and is
. . . . Yes v
willing to directly incorporate their
feedback.
No v
The PWLE engaged support a family
Yes v
engagement component.
No v

Abbreviation: PWLE, people with lived experience of mental health or substance use challenges.

RELEVANCE OF THE RESEARCH QUESTION AND STUDY DESIGN TO FAMILY MEMBERS

Consistent with the purposes of authentic engagement, family members can be productively engaged when the
research is directly relevant to them, in a manner that creates a shared purpose of work on the topic of the research.
While some research in the mental health and substance use sphere directly addresses the experiences and
perspectives of families or caregivers, such as family-centred treatment research and family-centred research
designs, much of it does not. If a research question directly addresses family or caregiver experiences or roles, the
research is testing an intervention for or with family members, it includes family members as study participants or it



addresses an intervention that was codesigned with family members, the engagement of families is immediately
relevant. In these cases, family members can productively advise on the research questions, processes and
findings. However, if a study is addressing the experiences of PWLE, without a family component, or if PWLE can
fully represent their experiences without the need for family perspectives, the relevance of engaging family members
is not as immediately apparent. It is important to recognize that family members invest considerable personal time,
effort, and emotional labour into the engagement process.” It is therefore essential to focus engagement efforts on
projects in which family voices are appropriate, needed, welcomed, and valued.

REPRESENTATIVENESS OF FAMILIES

Across engagement, it is important that the people engaged are representative of the target population. Definitions
of families are diverse, including chosen families, family structures beyond the nuclear household, and families with
diverse gender and sexual characteristics. It is important to consider the representativeness of families engaged
across equity, diversity, and inclusion considerations, with trauma-informed approaches.® Many people with mental
health or substance use challenges have supportive families of origin or families of choice who wish to be engaged
in both their care and their lives. The families who come forward to be engaged often fit this profile and are
enthusiastic contributors to our work. However, this profile is not representative of all people with mental health or
substance use challenges. Indeed, family-based violence, trauma and family conflict are directly associated with
mental illness. Conflictual versus nonconflictual family dynamics are not a binary concept, but rather a complex
reality among the population in general, including people with mental health or substance use challenges.
Researchers working clinically may be very aware of complex family histories among their patients and may
therefore inadvertently bring bias and stigma into engagement spaces. The family members who come forward to be
engaged can feel stigmatized, blamed, and shamed, despite their wish to help; after first experiencing this as they
help their loved ones navigate the healthcare system, they can re-experience it in engagement processes. To avoid
restigmatizing family members, researchers are called on to recognize them as supportive families who want to help,
while acknowledging the stigma that comes with conflictual family dynamics. If supportive family dynamics are not
representative of at least some of target population, family engagement might not be appropriate for a study.
FAMILY IS WELCOMED BY ALL STAKEHOLDERS

To experience research engagement as positive, family members need to be welcomed in the research space by all
stakeholders. Researchers must be willing to establish equitable partnerships with them and a shared sense of
purpose, using a family-centred approach to engagement. Researchers have to be trained in strong engagement
practices and be open to family feedback on their research, even if it does not align with their immediate goals and
perspectives; they also have to be willing to negotiate a shared understanding and perspective, all within the context
of sometimes rigid scholarly, institutional, funding, and approval contexts. In addition, if the study team is engaging
PWLE, it is important that the PWLE want families to be engaged and consider their input helpful. This might not
always be the case, for example, in contexts of family violence and conflict, or in key developmental stages such as
adolescence. Despite the caregiving burden, PWLE may not always wish for family input. PWLE may sometimes
feel that family voices overshadow their own, undermining their contributions to the research and their sense of
autonomy in their own lives. To create a safe engagement space for family members, it is important that all team
members, including research teams and PWLE, reflect on any biases they have that may be a barrier to authentic
family engagement, that they truly want and need families around the table to address study issues relevant to them,
that they welcome them there, and that they value their direct contributions to the relevant aspects of the study.
CONCLUSION

In a climate of increasing emphasis on engaging PWLE/F in research, some researchers may embark on family
engagement processes because they believe family engagement is generally considered desirable. This can occur
without due consideration of the circumstances and context of their specific research project and of the PWLE and
family members they plan to engage. However, it is important to conceptualize this engagement in a thoughtful
manner.® When engagement is not thoughtful and reflective, there is a high risk of tokenization, leaving family
members wondering why they are present and what their contributions might be. This can create unequal power



dynamics and limited capacity for meaningful change, reflecting tokenistic engagement that advances neither the
research nor the goal of authentic and antioppressive practice. Unauthentic engagement stands the risk of
restigmatizing and retraumatizing families, creating environments that detract from authentic engagement and losing
family members in the engagement process. By reflecting on the aim, purpose and goals of family engagement, as
well as the engagement context, researchers can avoid engaging tokenistically and move towards the authentic,
meaningful engagement of families, in the appropriate studies, enhancing research and creating positive
experiences for all involved.
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ABSTRACT (ENGLISH)

Meaningful community engagement process involves focusing on the community needs, building community
capacity and employing culturally tailored and community-specific strategies. In the current practices of community-
engaged health and wellness research, generally, community engagement activities commence with the beginning
of a particular research project on a specific topic and end with the completion of the project. The outcomes of the
community engagement, including the trust, partnership and contribution of the community to research, thus remain
limited to that specific project and are not generally transferred and fostered further to the following project on a
different topic. In this viewpoint article, we discussed a philosophical approach to community engagement that
proposes to juxtapose community engagement for the specific short-term research project and the overarching long-
term programme of research with the finite game and infinite game concepts, respectively. A finite game is a
concept of a game where the players are known, rules are fixed and when the agreed-upon goal is achieved, the
game ends. On the other hand, in infinite games, the players may be both known and unknown, have no externally
fixed rules and have the objective of continuing the game beyond a particular research project. We believe
community engagement needs to be conducted as an infinite game that is, at the programme of research level,
where the goal of the respective activities is not to complete a research project but to successfully engage the
community itself is the goal. While conducting various research projects, that is, finite games, the researchers need
to keep an infinite game mindset throughout, which includes working with the community for a just cause, building
trust and community capacity to maximise their contribution to research, prioritising community needs and having
the courage to lead the community if need be.

Patient or Public Contribution: While preparing this manuscript, we have partnered actively with community
champions, activists, community scholars and citizen researchers at the community level from the very beginning.
We had regular interactions with them to get their valuable and insightful inputs in shaping our reflections. Their
involvement as coauthors in this paper also provided a learning opportunity for them and facilitated them to gain
insight on knowledge engagement. All authors support greater community/citizen/public involvement in research in
an equitable manner.

FULL TEXT

INTRODUCTION

Community engagement is an umbrella term that encompasses a wide range of definitions. However, in simplistic
terminology, community engagement seeks to collaborate with the community in an equitable and empowering
manner to achieve sustainable outcomes." There is a multitude of benefits when it comes to community
engagement. This process empowers the community to participate in the decision-making process around different
aspects of research, directly contributing to the concern at hand from their lived experience and relevant expertise.
This promotes personal agency, well-being and self-confidence for the members of the community and opens up
opportunities to act as community enablers for public health, injustice or indeed any other concern that is of
importance to the community.”® The fundamental approach to community engagement is to allow the fostering of
impactful relationships between different stakeholders including with the community to where they belong. As
community researchers, we encountered challenges when attempting to configure community engagement solely
within the confines of a single research project. We found that our efforts to foster desired engagement and
relationship building were falling short. However, once we shifted our perspective and began conceptualising
community engagement as an integral part of a broader programme of research encompassing multiple projects, we
started to experience greater success in terms of community trust, buy-in and involvement. In this viewpoint article,
we discussed a logical approach to community engagement that proposes juxtaposing community engagement for
specific short-term research projects and overarching long-term programmes of research.

PRINCIPLES OF COMMUNITY ENGAGEMENT

The engagement process with the community is a continuous and long-term endeavour. Atlee et al.* identified seven
principles as a way to govern community engagement. ‘Openness and Learning’ allows stakeholders to engage with
the community by actively listening to their concerns, feedback and ideas. The principle of ‘Careful Planning and



Preparation’ embodies the concept of creating a model of community engagement that is inclusive and has a clearly
defined shared purpose. Actively involving members of the diverse community is another principle that Atlee et al.*
termed ‘Inclusion and Demographic Diversity’. Community engagement by definition is a collaborative process,
however, the principle—'Collaboration and Shared Purpose’ ensures that the collaboration is built on a purpose that
interests and benefits both researchers and the communities. This is also key to the sustainability of the
engagement; which was further reinforced by the ‘Sustained Engagement and Participatory Culture’ principle.
Transparency is a crucial element between partners to establish a long, enriching and trusting relationship between
the organisations, researchers and participants of the community—coined the ‘Transparency and Trust’ principle.
Finally, the ‘Impact and Action’ principle underscores the importance of translating community engagement and the
associated research into action to create real change and have an impact on the community in a positive manner.
COMMUNITY ENGAGEMENT THROUGH A STRATEGIC APPROACH

There are a number of community engagement strategies proposed and applied through various studies.”® For
meaningful community engagement, it has been universally emphasised to focus on developing equitable
partnerships with the community, taking a community-centred approach and employing culturally sensitive and
community-specific strategies.® In health and wellness research, which is commonly driven by a time-bound and
target-focused culture,” developing a meaningful and long-term research partnership with the community through
continuous community engagement is often not stressed and therefore overlooked. This drives the researchers to
focus on specific project-based community member involvement strategies to have community representation in the
projects. The participation ends with the duration of the research project.® The success of the reach of community
engagement remains limited to those participants who are probably only interested in a particular topic, incentives or
other personal/professional gain as opposed to developing a genuine interest in engaging in the research. In
addition, the funding and resources for community engagement are also mostly limited to a specific research project,
thereby restraining researchers and the community from continuing the engagement beyond the project. Therefore,
a strategy for community engagement needs to be tailored to the programme of research. A programme of research
encompasses multiple interlinked research projects that cover a wide range of issues and concerns of the involved
community. This approach enables the researchers and the community in question to carry out the achieved
community engagement, outreach and outcomes over another related project.

TOWARD A COMMUNITY-ENGAGED PROGRAMME OF RESEARCH

In the context of research, community engagement can be seen as a fundamental step toward community-based
participatory research or community-engaged research (CEnR) because it builds the basis of a mutual partnership
between researchers, organisations and members of the community.>*"" This process provides a window for
researchers to truly understand the community context and ecosystem, leading to research that is relevant and
appropriate to the community. Researchers are able to strive toward an approach that best serves the needs and
wants of the community and inspires citizen research, thus empowering members of the community in a
collaborative manner. In this way, participants can shift the power dynamics in the researcher—participant

relationship from observed to engaged.
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We conducted a number of research projects on equitable access to care,
18-20

community health and wellness,
as well as job market integration and resettlement issues as part of our CEnR programme for
immigrant/ethnic-minority communities in Canada. This research examined the barriers to healthcare access and
unmet healthcare needs encountered by Bangladeshi Canadians.'" Through our community conversations,™* we
investigated potential solutions to these barriers and challenges that the community struggles with when accessing
care. We also sought community input for issue prioritisation'® which guided our research approach and strategies
and led us to focus on health literacy.”' We interacted with a variety of community groups and organisations during
these studies and recognised that each community group and organisation has its own viewpoints, expectations,
advantages and constraints. We developed plans for the purposeful and active participation of community members
and organisations serving immigrant/ethnic-minority groups in research, priority-setting, cocreation of knowledge

products and knowledge translation or mobilisation activities.



As our work progressed, we realised that we need to conceptualise community engagement at the programme level,
not at the project level. Community engagement needs to be strategized as an approach to doing things inside the
community and to explain the nature of our work to a wide range of the public and/or community members. It should
not be conceptualised at a single research project level, because a single project level approach might lead to a
parachute in and out scenario rather than maintaining a consistent presence. Our research programme-level
community engagement efforts paid off by achieving the participation of members of the community in our research
projects (both problem identification and solution development). Our community engagement efforts contributed to
building interpersonal trust and led to active collaboration across all the steps of the research process of
brainstorming, planning, executing and disseminating results.

INFINITE AND FINITE GAME

For a better comprehension of our community engagement strategy, we draw on the concept of ‘infinite and finite
games’.?? According to this concept, there are two types of games we engage in that are applicable in many aspects
of our lives. These include education and career goals, work, business and essentially any social situation and
activity where there are multiple participants and social, individual and systemic factors involved. Individuals need to
follow certain rules, make decisions based on interactions with other individuals and consider multiple factors while
striving to obtain certain outcomes. Finite games are set by specific objectives, timeframes, rules and boundaries.

Finite players can either win or lose in this type of game.”**

On the other hand, infinite games are continuous
activities without any designated beginning or end. In infinite games, the players are always learning and growing to
advance a cause through building trusting teams while experiencing flexible growth.?>** The objective of the players
in finite games is to win, and the winning or losing ends the game. In infinite games, the objective is not winning but
rather ensuring the continuation of play, thus the game never ends. Similar to this concept, our community
engagement efforts are centred around building trusting and collaborative relationships with communities.?*** An
infinite player is motivated to keep the game going for as long as possible rather than looking for any immediate
‘win’.?® As such, community engagement needs to be seen as an infinite game and therefore needs to be played
with an infinite mindset. When infinite games are approached by using a finite mindset, the outcomes lead to
decreased participation, trust, innovation and engagement which is not the goal of community engagement efforts.
This, ultimately, leads to increased frustration from both the research and community sides.

FACTORS SHAPING AN INFINITE MINDSET FOR COMMUNITY ENGAGEMENT

As mentioned earlier, we need to conceptualise community engagement at the programme level, not at the project
level. When meaningful community engagement for a programme of research is achieved, specific research projects
requiring active participation of the community subsequently follow. Hence, we need to approach community

engagement through an infinite game mindset,* as illustrated in Figure 1.



Enlarge this image.
Community engagement toward 