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ABSTRACT

Introduction: Lived experience inclusion is considered best practice in suicide prevention activities. Despite this, research
remains limited exploring how individuals with lived experience actively engage in suicide research and prevention activities.
The current scoping review aimed to map and summarise the existing literature describing the ‘how’ of lived experience
participation in Australia.

Methods: A scoping review according to the methodology of Arksey and O'Malley (2005) was undertaken with descriptive (e.g.,
study aims and methodology) and descriptive analytic data (such as key definitions and participation descriptors) being
extracted from included studies.

Results: A total of 42 studies met the inclusion criteria and were published between 2016 and 2023. There were many gaps in
the data extracted, with participation descriptors and definitions often not reported in the literature. The included studies lacked
clear and consistent definitions and practices when involving people with lived experience.

Conclusion: Current processes for reporting experiences of lived experience participation in suicide prevention lack stan-
dardisation within peer-reviewed publications. This review notes that there are gaps in the literature; however, the evidence
base is growing for research that reports on suicide prevention research and activities that involve people with lived experience.
Patient or Public Contribution: This study was created and undertaken by a PhD candidate with lived experience of thoughts
of suicide, suicide attempt and caring for a loved one through suicide. A further team member has lived experience of being a
suicide attempt survivor, continued thoughts of suicide and carer of family with suicidal thoughts. The study was informed by a
Community Advisory Committee, of which four members have lived experience of suicide, with the remaining two having lived
experience in areas where inclusion is paramount such as disability and suicide research. Ethics approval was not required for
the participation of the Community Advisory Committee as they were providing advice only on the research conduct.

1 | Introduction of personal experience of suicide in suicide prevention research,

planning and policy. Despite this elevation, the literature base is
In Australia, the inclusion of people with lived experience in sparse in the understanding of how people with lived experi-
suicide prevention was highlighted as an important focus, ence use their perspectives in suicide prevention [2], or how
through the National Suicide Prevention Advisers Final Advice they can be included in suicide prevention activities [3].
[1]. The report gave prominence to the inclusion of perspectives Understanding the details of participation of people with lived
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experience in suicide prevention is important to further the
aims of inclusion.

In defining lived experience, academic literature utilises the
catch-all term lived experience of suicide to account for a
range of experiences. Some research is specific to experience
type such as suicide carer roles [4] whereas other research is
broad in its definition to include mental health challenges
alongside suicide [5]. In Australian suicide prevention
practice, organisations engage with a broad view of the term.
For example, Australia's peak body for suicide prevention,
Suicide Prevention Australia, use the all-encompassing def-
inition of “touched by suicide in any way” [6]. Others utilise
a nuanced view, such as the Black Dog Institute's Aboriginal
and/or Torres Strait Islander definition that describes a
holistic cultural view on social and emotional well-being and
suicide [7]. Roses in the Ocean, a lived experience of suicide
organisation, specifies that lived experience of suicide is
‘having experienced suicidal thoughts, survived a suicide
attempt, supported a loved one through suicidal crisis, or
been bereaved by suicide’ [8]. Given the varying definitions
of suicide, it is essential to clarify what experiences consti-
tute a lived experience of suicide.

Lived experience inclusion is also identified in its role in
research activities. In this space, people with personal
experience of suicide have been included as research
participants, to gain an understanding of the suicide ex-
perience such as states of mind preceding a near lethal sui-
cide attempt [9] or how an individual is able to move
from ideation-to-action [10]. A distinction has been drawn
between participation as research subjects, and participation
in research with various levels of control over the direction
or outcomes of the research [11]. There has been pressure to
expand involvement beyond research participation as
research subjects. For example, the Lancet Psychiatry
recently declared that a lack of inclusion beyond participa-
tion in research should be reported as a limitation of
research seeking publication in the journal [12]. Research
involving collaborative methods, such as co-design,
elevate the position of people with lived experience as part-
ners in the research, but still retain them as participants in
the research process [13]. Studies have explored how to
best achieve lived experience inclusion in research by
developing guiding principles [14, 15] although make no
effort to map the scope of ways people with lived experience
are involved.

From an analysis of the peer reviewed evidence, lived experi-
ence inclusion beyond participation in research is fragmented
and narrow. Some areas of inclusion in suicide prevention have
been studied, such as where people with lived experience are
employed as peer workers [16, 17], storytellers [18], or involved
in the delivery of an intervention such as Mental Health First
Aid [19] and the Mates in Construction program [20]. Attempts
have been made to generate frameworks or principles for
inclusion in specific areas such as co-creation [21] or inclusion
in health-care contexts [22]. There have been limited attempts
to understand the ‘how’ of lived experience inclusion, detailing
specifics around who is included, how they are included, and to
what benefit or detriment.

While there have been few attempts to understand the specifics
of lived experience inclusion, one notable example is Wayland
et al. [2], who described the ways in which people with lived
experience participate in suicide prevention generally. They
found that people are often engaged to tell their lived experi-
ence story publicly, which may lead to a wearing down of
resilience as participants relive events that are often traumatic.
While evidence suggests that inclusion can enhance the effec-
tiveness of interventions [23] or facilitate healing [2],
inadequate support can lead to difficulties for individuals with
lived experience working in the sector, as well as for those
working alongside them due to the risk of vicarious trauma
[24]. This highlights the need for a structured approach to un-
derstanding the safety needs of all involved in lived experience
inclusion. Although a recent rapid review explored the
involvement of people with lived experience in the development
of interventions in suicide prevention in the last 10 years [3],
there is a lack of evidence to show that inclusion of lived ex-
perience is undertaken in any systematic way [25]. To the best
of our knowledge, no attempt has been made to systematically
map the current literature on the lived experience inclusion in
suicide prevention and identify any patterns in current practice.

The current review sought to better understand how people
with lived experience of suicide participate in suicide preven-
tion activities. The suicide experience and the way the suicide
prevention sector responds is greatly impacted by social and
cultural factors [26]. Even within defining accepted terminology
in the field of suicidology, there have been reported differences
between low/middle- and high-income countries [27]. As the
objective was exploratory in nature, a scoping review was
appropriate [28] to obtain a broad view of the literature base. To
minimise the impact of differing social and cultural contexts, as
well as terminology used in the literature base, the review fo-
cussed on Australian-specific studies only.

2 | Methods

The scoping review was undertaken following the approach
suggested by Arksey and O'Malley [28] and updated guidance
from authors such as Peters et al. [29]. The following steps were
undertaken: (1) identify the research question, (2) identify rel-
evant studies, (3) study selection, (4) chart the data, (5) collate
and summarise the results. The review approach was informed
by the study's Community Advisory Committee through
biannual meetings where the review plan and activities were
presented and discussed by all members. Members had equal
decision-making power; however, in practice, Committee
members offered suggestions which were then implemented by
the lead author, with the lead author having final decision-
making power.

2.1 | Stage 1: Review Questions

Through a review of the literature, apparent gaps were identi-
fied that, once filled, had the potential to create complete
descriptions of how people with lived experience participate in
suicide prevention. A draft protocol was developed and
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discussed with the study's Community Advisory Committee. It
was decided that the review would seek to map the following
aspects of lived experience inclusion in suicide prevention in
Australia: (1) key definitions of lived experience inclusion, (2)
pathways in and out of participation on suicide prevention, (3)
specific roles of people with lived experience, and (4) impacts
from involvement and safety measures employed.

2.2 | Stage 2: Search Strategy

The Population, Concept and Context approach was used to
guide the review and is presented in Table 1. The search was
initially conducted on 11 June 2022. Due to delays in the review
process, it was unable to be completed in a timely manner and
therefore the search was further updated on 3 March 2023 and
25 November 2023. The search strategy was developed in con-
junction with a discussion with the study Community Advisory
Committee and a health librarian specialist. The search was
pilot-tested in Scopus using the following descriptors: ‘Liv* ex-
perience’ OR ‘direct experience’ OR peer OR consumer OR
patient OR Widow OR ‘Exper* knowledge’ OR client OR sur-
vivor OR bereav* OR famil* OR loss OR ‘person* experience’
OR attempt* OR affect* OR care* OR grie* AND suicid* AND
(prevent* OR interven* OR program* OR framework OR guide*
OR research) AND Australia*. Three target articles were iden-
tified as being relevant for the review [2, 4, 32] and search
results were checked for inclusion of these articles. Several
terms were removed (e.g. client, consumer) as they included
papers less likely to involve people with lived experience of
suicide. Although searches were tested through Google for grey
literature, the searches yielded extensive results and therefore
grey literature was excluded from this study and will be re-
ported elsewhere.

The final searches were conducted in Scopus, PsycINFO
(ProQuest), PubMed and EBSCOhost. The final search strings
are in Table 2.

2.3 | Stage 3: Study Selection

To determine eligibility, a broad approach was taken to ensure a
holistic picture of the literature was captured, and the research

TABLE 1 | Population, concept and context.

questions were answered. Peer-reviewed original research, litera-
ture or case reviews, evaluations and discussion papers were
included. Eligibility criteria were identified as: (1) papers that either
include people with lived experience of suicide or describe how
they can participate in suicide prevention activities, (2) papers that
mention suicide specifically, although can also include topics
related to mental health broadly, (3) papers that are focussed on the
identification or testing of approaches for the prevention of suicide
in Australia but may also consider international approaches (such
as for comparison). This narrows the focus to papers where people
with lived experience are included for the creation or evaluation of
suicide prevention approaches, rather than inclusion as research
subjects for the purpose of describing the suicide experience. Pa-
pers that include people with lived experience for the purpose of
describing the suicide experience only, with no link to practice (e.g.
psychological autopsy studies) were excluded. No publication date
limit was applied to the search as it was suspected that the litera-
ture base would be small and recent.

The review sought to understand the participation of those with
lived experience of suicide, in suicide prevention activities.
Therefore, experiences of non-suicidal self-injury were not
included in the review. As identified in attempts to define sui-
cide [27, 33], the intention to cause death is conceptualised as a
key distinction between suicidal and non-suicidal self-harm.

The search was conducted by the lead author. After removal of
duplicates in Endnote, sources were uploaded to Covidence where
the title and abstract was screened by two independent reviewers,
with conflicts settled by a third reviewer. Full-text review was
conducted by two independent reviewers, with conflicts settled
through discussion. Due to a high level of consensus at each stage
of the review (77% consensus at title and abstract, 76% consensus at
full-text review), full-text review was conducted by only the lead
author for the second and third update of the search.

2.4 | Stage 4: Charting Data

Following instructions by Arksey and O'Malley [28], data charting
occurred in two steps. First, descriptive data such as aims of the
study, methodology and key results were extracted. Second,
descriptive analytical data were extracted such as descriptions of
lived experience, methods of involvement and safety protocols

Question: How do people with lived experience of suicide participate in suicide prevention in Australia?

Population

Lived experience is defined as ‘knowledge gained through direct, first-hand involvement in everyday events,

rather than through assumptions and constructs from other people, research, or media’ [30]. Therefore, as it
applies to suicide, the study defines lived experience as people who have had first-hand experience of suicide.
This could be through experiencing thoughts of suicide, acts of suicide, caring for a person who is suicidal,
being bereaved by suicide, experiencing suicide through work, or other experiences.

Concept

Participation is defined as any type of engagement in suicide prevention or research. Suicide prevention is any

direct activity or document with the aim of reducing the impact of suicide. Suicide research is research that

examines suicide or its prevention.

Context

The suicide experience and the way the suicide prevention sector responds are greatly impacted by social and

cultural factors [31]. To ensure the study is feasible and most accurate for an Australian context, the project
focusses on lived experience engagement in Australia only.
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TABLE 2 |

Search string by database.

Database

Search string

Scopus

PsycINFO

PubMed

EbscoHost

TITLE-ABS-KEY ((suicide) AND (‘Liv* experience’ OR ‘direct experience’ OR peer OR ‘Exper* knowledge’ OR
‘person* experience’) AND (prevent* OR interven* OR program* OR framework OR guide* OR research OR
resource) AND (participa* OR inclu* OR engage*)) AND (LIMIT-TO (AFFILCOUNTRY, ‘Australia’))

ab(suicide AND(‘Liv* experience’ OR ‘direct experience’ OR peer OR ‘Exper* knowledge’ OR ‘person*
experience’) AND (prevent* OR interven* OR program* OR framework OR guide* OR research OR resource)
AND (participa* OR inclu* OR engage*) AND Australia*) OR ti(suicide AND (‘Liv* experience’ OR ‘direct
experience’ OR peer OR ‘Exper* knowledge’ OR ‘person* experience’) AND (prevent* OR interven* OR
program* OR framework OR guide* OR research OR resource) AND (participa* OR inclu* OR engage*) AND
Australia*)

(suicide [Title/Abstract]) AND (‘Lived experience’| Title/Abstract] OR ‘direct experience’[Title/Abstract] OR
peer[Title/Abstract] OR ‘Expert knowledge’[Title/Abstract] OR ‘personal experience’ [Title/Abstract]) AND
(prevent*[Title/Abstract] OR interven*[Title/Abstract] OR program*[Title/Abstract] OR framework|Title/
Abstract] OR guide*[Title/Abstract] OR research[Title/Abstract] OR resource[Title/Abstract]) AND (participa*
[Title/Abstract] OR inclu*[Title/Abstract] OR engage* [Title/Abstract]) AND (Australia*[Title/Abstract])

AB ((suicide) AND (‘Liv* experience’ OR ‘direct experience’ OR peer OR ‘Exper* knowledge’ OR ‘person* experience’)
AND (prevent* OR interven* OR program* OR framework OR guide* OR research OR resource) AND (participa* OR
inclu* OR engage*) AND Australia*) OR TI ((suicide) AND (‘Liv* experience’ OR ‘direct experience’ OR peer OR
‘Exper* knowledge’ OR ‘person* experience’) AND (prevent* OR interven* OR program* OR framework OR guide*

OR research OR resource) AND (participa* OR inclu* OR engage*) AND Australia*)

employed by the studies. A data extraction template was developed
in accordance with Arksey and O'Malley [28] and PRISMA
guidelines [34], to which additional descriptive analytical items
were added. To inform this process, the Community Advisory
Committee was consulted (for data extraction instrument, see
Table 3). Data extracted were checked by a member of the research
team for accuracy and quality.

2.5 | Stage 5: Collating, Summarising and
Reporting Results

The extracted information was reviewed for descriptive themes
according to Arksey and O'Malley [28]. Items recorded through the
data extraction template were descriptively analysed in Microsoft
Excel. This included counting the presence or absence of data ex-
tracted, as suggested by Pollock et al. [35]. The results are struc-
tured according to items extracted using the data extraction tool
(Table 3), to answer the review questions outlined in Stage 1.

3 | Results

Following the searches of the databases, 638 papers were
retrieved. After duplicates were removed and screening was
conducted, 42 articles met inclusion criteria (Figure 1).

3.1 | Characteristics of Sources of Evidence

Papers were published between 2016 and 2023 with 22 of the 42
included studies published since 2022.

The aims and methodologies of the included papers varied, and
there was no clear pattern over time. The most frequent aim of

the published research was the evaluation of a program (15
studies). The aims of included papers are presented in Figure 2.
Methodologies employed by included studies were also varied
with the most frequent methodology employed being mixed
methods (15 studies). All methodologies are presented in
Figure 3. Analysis methods are presented in Figure 4, with a
diverse range of analytic methods employed in 2023. Thematic
analysis was the most common analysis method (16 studies).
Participant characteristics were not examined in the review as
the review sought to understand the participation of people
with lived experience across the research activity. The specific
roles of people with lived experience are described below.

The descriptions of studies are reported in Table 4. Key
descriptors for describing the how’ of participation identified in
the review are reported in Table 5.

3.2 | Key Definitions of Lived Experience

Lived experience was not consistently defined across the studies
with only 12 of the 42 studies making a statement that defined
lived experience (e.g. we define lived experience as...). Definitions
promulgated by two suicide prevention organisations were stated
in some studies, namely Roses in the Ocean and Suicide Prevention
Australia. When lived experience type is identified for study par-
ticipants, studies most frequently engage those who are bereaved
(12 studies). Lived experience identifiers can be found at Table 5.

3.3 | Pathways in and out of Participation of
Suicide Prevention

The main recruitment strategy used is obtaining participants
through an existing organisation or service (24 studies).
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TABLE 3 | Data extraction instrument.

Item Description
# Reference number allocated to resource.
Authors Authors of the publication or document.

Title Title of the resource.

Journal/source Source of the publication or document.

Field of focus

Year of publication

Study population

Intervention details

Study methodology
Representativeness

Outcome measures

Findings

Practice implications

Further research

Definition of lived experience

Role of people with lived experience

Other parties involved

Framework for engagement

Impact on people with lived experience

Impact on project driver

How were people with lived experience

recruited

Pathways
Payment of lived experience
Commitment

Safety

Follow up

Is the publication or document related to policy, research, or practice.

« Policy is defined as principles or guidance for the inclusion of people with
lived experience.

+ Research is defined as activity undertaken in a methodical/systematic
manner to produce evidence or recommendations.

 Practice is defined as resources that are developed or implemented in the
course of direct service provision.

Year the final resource was published.

Includes demographic information about participants, how many were
included, etc.

What type of intervention or activity is the subject of the resource?
What formal or informal methods were used to develop the resource?
Are the findings representative of the Australian population?

What measures were used in the analysis?

What are the high-level findings or messages of the resource?

How can the suicide prevention sector respond to the findings?

What further research or action is suggested by the resource?

How do the authors define lived experience?

What was the role of people with lived experience in the development of the
resource?

What activities were required of people with a lived experience?
Were people with a lived experience given a different role to other participants?
Who else was involved in the development of the resource (excluding authors)?

What frameworks were used to structure engagement with lived experience?
What resources were developed to aid engagement (e.g., terms of reference,
expressions of interest, etc.)?

What were the impacts (positive or negative or neutral) on people with a lived
experience who were engaged in the project?

What were the impacts (positive or negative or neutral) on the organisation, team
or individual who drove the project?

How were people with lived experience recruited and selected for participation?
What were the communication methods used to gather expressions of interest
and how were they assessed?

Were specific skills beyond their lived experience required?

Were there any requirements before participation or pathways to continue
participation after the project/resource development?

Were people with a lived experience reimbursed for their time involved in the
activity

What time and/or resources required of the people with lived experience?
What structures or resources were supplied in supporting people with lived

experience to participate in the activity? (e.g., access to support, trauma-informed
practice, etc.)

What activities were conducted to support people with lived experience after the
conclusion of the activity related to the resource
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Studies from databases/registers (n = 638)
Scopus (n = 374)
PsycINFO (n = 125)
PubMed (n = 85)
Ebsco Host (n = 54))

Identification

References removed (n = 261)
Duplicates identified in EndNote (n = 182)

Duplicates identified by Covidence (n = 79)

Studies screened (n = 377)

Studies excluded (n = 317)

v

Studies sought for retrieval (n = 60)

g

c

:

b Studies assessed for eligibility (n = 60) >

Studies excluded (n = 18)
No lived experience (n = 6)
OQutside Australia(n=7)
Not research (n=2)
Suicide prevention not mentioned (n=1)
Not practice linked [n=2)
V
Studies included in review (n = 42)
FIGURE1 | PRISMA flow diagram of included and excluded studies.

Recruitment strategies are listed in Table 5. Most studies did not
describe any specific requirements of people with lived experience
before participating in the research, except one study where people
with lived experience were asked to prepare a wellness plan [37]
and another study requiring people with lived experience to un-
dertake a readiness exploration process [40].

When it came to exclusion based on recency of experience, six
studies excluded people with lived experience for recent suicide
attempt, three studies for recent bereavement and four studies
for recent thoughts of suicide. Time periods given were con-
sistently ‘6 months ago’ for bereavement but inconsistent for
recent suicide attempt or thoughts of suicide with periods
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FIGURE 3 | Included studies by year of publication and methodology.

ranging from ‘not currently’ [43] to ‘more than 12 months ago’
[37]. Exclusion criteria is listed in Table 5.

3.4 | Specific Roles of People With Lived
Experience Within the Included Studies

When discussing the role of people with lived experience,
almost all studies referred to people with lived experience as
research participants (37 studies) with only five not involving
people with lived experience as study participants. Smaller
numbers of studies included people with lived experience in the
conduct of the research (10 studies), in the delivery of an
intervention (11 studies) or to provide advice on research
activities or findings (five studies). Two studies [3, 49] did not
report including people with lived experience at all, rather they
described ethical considerations when including people with
lived experience and how people with lived experience are
included in the development of suicide interventions respec-
tively. One study [2] engaged a lived experience organisation as
a funding partner. Less than half of these studies involved

people with lived experience in more than one of these ways in
the same project (19 studies). The role of people with lived
experience in each study is listed in Table 5.

3.5 | Impacts From Involvement and Safety
Measures Employed

Only nine studies reported any impact of participation on
people with lived experience. Four studies reported positive
impacts for people with lived experience; however, the positive
impact was only described for participation in the intervention,
not the research activity itself [17, 46, 55, 60]. One study [4]
reported that a few participants experienced negative but
manageable emotions, and two studies reported both positive
and negative impacts from participating in the research [13, 58].
One study [59] reported ‘no negative’ impacts and a further
study [67] reported ‘no impact’. Both the rapid review [3], and
the critical discussion [49] did not mention impacts on people
with lived experience, although both papers did not appear to
include people with lived experience.
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FIGURE 4 | Included studies by year of publication and analysis methods.

When looking at the impact of involving people with lived ex-
perience on others involved in the research, only one study
reported benefits to participants of the intervention who were
not in a lived experience-related role [46]. No studies reported
on any impacts on the research team when involving people
with lived experience of suicide in research.

Almost half of the studies (20 studies) did not report any safety
measures in place for participants. There were 10 studies (of 22)
who employed more than one safety strategy with the most
being six safety measures [39]. Specific safety measures reported
on are listed in Table 5.

4 | Discussion

The scoping review aimed to describe the current literature base
as it relates to lived experience inclusion and participation in
suicide prevention identifying four themes from the analysis:
(1) key definitions of lived experience inclusion, (2) pathways in
and out of participation of suicide prevention, (3) specific roles
of people with lived experience, and (4) impacts from involve-
ment and safety measures employed.

The scoping review did not locate any papers on lived experi-
ence inclusion published before 2016. This is consistent with
the results from an international rapid review, which found that
most papers on this topic were published after 2015 [3]. There
was a sharp increase in research involving people with lived

experience in 2020, followed by a decline to pre-2020 levels in
2022, and then a significant increase in 2023. This may be a
result of increased attention to lived experience-related topics as
part of the Prime Minister's Advice into suicide prevention [1].
It also may be reflective of the emergence of lived experience as
a concept in research and/or practice. To the awareness of the
research team, there has been no review into the emergence of
lived experience as a concept or term in suicide prevention.
Such a review would add to the documented history of the
inclusion of people with direct experience.

It has been posited that the field of suicidology (suicide-related
research) has traditionally limited itself to positivist explana-
tions of suicide, favouring quantitative approaches over person-
centred knowledge generation [69]. The recency of papers
included in this review may reflect changing attitudes towards
experiential knowledge. It may be suggested that the study of
suicide is increasingly turning to qualitative methods with some
arguing that qualitative methods will move suicidology to a
place of understanding rather than explanation of suicide [70].
The current study did not uncover a clear pattern or changes in
methods employed over time, although mixed methods studies
and thematic analysis were identified as common. This may
indicate a lack of consensus on best research methodologies for
lived experience-related topics. It is of interest that in 2023,
there was a broad range of analytic methods employed, with
more collaborative aims including systems dynamic modelling,
user focussed design, co-design, visual matrix, phenomenology
and iterative and shared analysis.
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| (Continued)

TABLE 4

Outcome measures and

Aims and methodology of the

Intervention type and
duration of intervention
Better Off With You, digital

suicide campaign underpinned

results (where relevant)

study

Study populations

Title (Author, Year)

Participants rated the campaign
as highly engaging and relevant

Aim: To test the real-world
experience of seeing a digital suicide

Participants were between
20-65 years of age, had reliable

mobile internet and not have had a

Safety, Acceptability,
and Initial Effectiveness

to local communities. They
reported the campaign as unique,

prevention campaign via staggered
exposure to content, and via viewing

by the Interpersonal Theory of

of a Novel Digital

Suicide Prevention
Campaign Challenging

specific plan, or attempted to end
their life within the last 6 months
(Survey, n = 157; Interview, n = 15).

Suicide.

safe and impactful. Exposure to

on a mobile device.
Methodology: Mixed methods pilot

the campaign did not result in

Perceived
Burdensomeness [67].

any changes to perceived
burdensomeness, psychological

study in two targeted Australian

Some participants reported having

communities. Surveys were
collected at baseline and after
1-week exposure to the campaign

various types of lived experiences
(personally experiencing suicidality

distress or help-seeking
(outcomes of interest). The study
concluded the campaign was safe

or having someone close to them

videos and website. Qualitative

experience suicidality including

for release into the wider

interviews were then conducted

dying by suicide).

community.

with a subset of participants.

There are definitional challenges when it comes to identifying
who is included. Many studies did not define or state-specific
descriptors relating to ‘lived experience’. However, there
appeared to be a preference for involving people with carer or
bereavement perspectives as study participants over those who
had experienced suicide states themselves. Definitional chal-
lenges not only impact retrieval of literature where alternate
terms may be used or terms used inconsistently but also gen-
erate uncertainty with the exact parameters for who has been
included. Recently there has been a growing movement in
critical suicide studies where these definitional challenges are
discussed as continuously evolving [71]. Definitional challenges
in suicide prevention are not new and have been studied and
reported under the International Study of Definitions of
English-Language Terms for Suicidal Behaviours [27], whilst
noting that defining lived experience was not a feature of this
study.

The review identified a lack of reporting of lived experience
inclusion on research teams. This lack of reporting may not
reflect a lack of inclusion, but rather a lack of disclosure. Research
related to nondisclosure of lived experience of suicide in workplaces
has been identified as a clear gap in the literature [72]. In their
Delphi study on lived experience involvement in suicide research,
Krysinska, Ozols, et al. [15] reported that just under half of the
people identifying as researchers also reported having lived ex-
perience. It was not reported whether this lived experience was
disclosed in their work. Research on suicide disclosure highlights
the need to allow individual choice on disclosure. In fields such as
social work, pressure to disclose lived experience may lead a
researcher to feel fear of stigmatisation and a lack of safety [73]. It is
also possible that the boundary between personal/professional is
unclear in the research context as it has been explored elsewhere in
peer work contexts [74]. Other authors argue that while lived ex-
perience may exist and be undisclosed, to be a representative lived
experience voice requires being ‘out’ with disclosure [5]. This has
implications for directives such as that by the Lancet Psychiatry to
disclose lived experience involvement in research requesting pub-
lication [12]. Researchers are encouraged to consider and report on
the ways people with lived experience are involved in their work.
Researchers are also encouraged to consider how people with lived
experience might become involved in the conduct of research or
delivery/design of an intervention.

Researchers, and the ethical review boards to which they are
accountable, can act as key gatekeepers by using inclusion and
exclusion criteria to determine who participates in the genera-
tion of knowledge [75]. The review found that these criteria are
inconsistently applied in suicide research and that studies rarely
explained their reasoning, particularly regarding specific time
periods since the suicide experience. These time periods vary
across studies and rely on self-disclosure of the suicide experi-
ence by participants. Studies without recency exclusion criteria
are not more likely to report adverse outcomes, although it
warrants noting that most studies did not report on the impact
of involvement. One study identified that five individuals were
excluded from the study based on current thoughts of suicide or
a suicide attempt in the previous month, yet it was not
described how these participants were managed following ex-
clusion from the research [43]. Recent research captured the
perspectives of those with lived experience and reported that
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(Continued)

TABLE 5

Suicide-related Role of people with
exclusion criteria

Recruitment

Participant lived

Lived experience

Safety measures

lived experience

strategy
Through
organisation or

experience

definition

Title (Author, Year)

Follow-up contact

Intervention activity,

Specific plan or
attempted to end life

Definition unclear Thought about ending

Safety, Acceptability,

including email or
call, check in at end

participants

own life, considered
acting on thoughts of
suicide, lost someone

and Initial Effectiveness

of a Novel Digital

within last 6 months.

service

of involvement

Suicide Prevention

close to suicide,
someone close to them
has attempted to end

Campaign Challenging

Perceived

Burdensomeness [67].

their life, someone
close to them has or

was having thoughts

of ending their life.

exclusion based on acute symptoms is perceived as related to
stigmatised beliefs about the capacity of people with lived ex-
perience [76]. Further, work has been done to standardise dis-
tress management in sensitive research such as the Qualitative
Research Distress Protocol [77]. Approaches like this, if tested
for effectiveness, may offer a standard and appropriate way for
managing distress over excluding those who may be viewed as a
risk in research activities.

The review mapped specific roles people with lived experience held
in the research process. While this study excluded papers where
people with lived experience were included for knowledge genera-
tion of the suicide experience, most papers still only included people
with lived experience as participants or did not document the
involvement of people with lived experience in the conduct of the
research or intervention. Further, most studies involved people with
lived experience in only one capacity, with a small number of
studies reporting lived experience involvement in multiple roles.
The role of people with lived experience has evolved, with recent
studies involving them in research conduct, advisory roles, or as
members of the intervention activity (e.g., [60]). More recent studies
are also likely to involve people with lived experience in multiple
ways such as advisors on a research steering committee and in the
conduct of the research. These shifts in inclusion, with a move to
deeper involvement of people with lived experience, can be seen in
broader mental health research with more detailed specification of
how and why people with lived experience can be included and
lead research [78].

Understanding the impact of involvement on both people with lived
experience and those without is important. While some studies did
report on the impacts of participation for people with lived ex-
perience, only one study addressed the impact on those without
lived experience [46]. This study included people with lived ex-
perience as part of the intervention and participants in the study
(pharmacy students) were reported to have benefited from the
involvement of people with lived experience. This apparent dis-
connect in safety needs between people with lived experience and
suicide researchers emerged in the Delphi consensus study on
ethical issues to consider in designing suicide prevention studies
[14]. Given the rise in discussions on researcher wellbeing for topics
such as death and dying (e.g., [79]), greater attention to the impact
on all involved in the research journey should be afforded.

5 | Limitations

The review cast a wide net to capture research that directly
described lived experience engagement and studies that
included people with lived experience for suicide prevention
aims. Because of this, it is possible that many included studies
did not see the importance of reporting elements of the
involvement of people with lived experience. Details that were
missing or poorly defined include definitions or boundaries of
what lived experience was, as it related to the study, details
around safety and support for those involved in the research
team and whether there was any impact from participating in
the activity for people with lived experience or others broadly.

There can be argument that the terminology used to identify
people who have direct experience of suicide has changed
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through time. This limits the sensitivity of this scoping
review in identifying papers that have included people with
lived experience but have used different terminology (such
as patient and consumer). This review should not be taken as
a historical account of the inclusion of people with direct
experience of suicide, but rather an analysis of their
involvement under the label of ‘people with lived experience
of suicide’.

The scoping review methodology is also not without limita-
tion. As the approach is designed to be exploratory in nature,
it does not capture the depth of the literature base [80]. This
means that concrete themes are less able to be identified.
The current study should be considered as a broad look at
the literature base to describe the extent, range and nature
[28] of literature describing lived experience participation in
suicide prevention.

While this review did not describe the presence of resources
in the grey literature, there is some evidence that the prac-
ticalities of involving people with lived experience of suicide
are commonly reported in the grey literature, particularly
around frameworks for participation [22] and principles for
engaging with people with lived experience of suicide [8].
Expansion of this review to examine grey literature may
provide a more holistic picture on the ‘how’ of lived ex-
perience inclusion.

Due to the consensus obtained in screening, the two updated
searches were screened by two reviewers for title and abstract,
but only one reviewer for the full text. This may have proved a
limitation in the review.

6 | Key Messages

There are a number of practical considerations arising from this
review that may be of relevance to researchers and policy
makers. To develop the literature base, consistency in reporting
is needed. This includes agreement or specification of assumed
terminology and standardisation in reporting the ‘how’ of
inclusion. As the inclusion of people with lived experience ap-
pears to be growing, identifying the most appropriate mecha-
nisms for inclusion is important to reduce concerns over safety
which result in exclusion of certain groups with lived experi-
ence. Improving reporting on lived experience inclusion will
assist building a literature base from which appropriate stan-
dard practice can be developed.

7 | Conclusions

While there is acknowledgement that involving people with
lived experience in suicide prevention activities is important [1]
and beneficial [2], there is a lack of scientific evidence on how
to best go about this. This scoping review has built on previous
efforts at mapping inclusion [3, 25] through an expanded focus
on inclusion in suicide prevention broadly. The review identi-
fied a changing landscape of research activities including people
with lived experience of suicide with an increase in more
recent years. Despite the growing evidence base, definitional

challenges and safety-related inconsistencies were identified. It
was also found that participation as research subjects is a pri-
mary way people with lived experience of suicide are included
in suicide prevention and research activities; however, there is
some indication that this is changing with the increase of more
qualitative or collaborative research methods. With many gaps
still existing in describing how lived experience is included in
suicide prevention activities, researchers are encouraged to
make any inclusion explicit in their research publications and
translation activities.
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