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“The best way we can stop suicides is by making lives worth
living”: a mixed-methods survey in the UK of perspectives on
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Summary eClinicalMedicine
Background Autistic people are at higher risk of dying by suicide than are non-autistic people, but research 2026;=: 103793
focused on suicide prevention in autistic individuals is lacking. We aimed to understand, from autistic people PvPlished Online XX
and those who support them, the pathways to suicide prevention, the balance of crisis measures vs. longer- ?gtlpg/ /edc(l);ﬁi:g; 3)2‘6
term prevention, the importance of formal diagnosis, and the role of co-design and co-production in suicide 1037;'3 B
prevention activities.

Methods We undertook a mixed-methods, two-phase online survey focused on the priorities, views and perspectives
of autistic people and their supporters/allies on approaches and strategies to prevent suicide. In Phase 1 (Jan
10-July 31, 2024), via the first survey, we collected and thematically analysed ideas for suicide prevention from
almost 1200 autistic people and more than 200 people who identified as supporters and/or allies of autistic
people. In Phase 2 (reported herein), a larger group of participants rated and ranked these ideas via a second
online survey, during which we collected qualitative and quantitative data. Participants were UK residents aged
>16 years who self-identified as being in one or more of the following groups: autistic; someone with experience
supporting an autistic person of any age or ability; and/or someone with experience of bereavement by the
suicide of an autistic person they supported. The online survey included closed-ended and open-ended
(qualitative) questions. We thematically analysed free-text responses, and computed descriptive statistics for
closed-ended questions.

Findings Between Nov 1, 2024, and Jan 31, 2025, 2778 individuals responded to the online survey (Phase 2),
comprising 2463 autistic people and 315 non-autistic people who identified as supporters/allies of autistic
people, some of whom had been bereaved by the suicide of an autistic person. Although some participants
reported that crisis interventions (eg, dedicated helplines) were most urgent, a greater number prioritised
larger-scale preventative measures (eg, improving support in schools) to address systemic inequalities, which
some participants perceived as the root of suicidal thoughts. Across their qualitative and quantitative
responses, most participants recommended providing support to people awaiting autism assessment, but
some were less supportive of providing dedicated autism supports to people who self-diagnose or who are
questioning a possible autistic identity. The qualitative and quantitative data suggested that most participants
viewed co-design and co-production of interventions and initiatives to prevent suicide as vital for ensuring
these reflect the expertise and empathy that autistic people could bring to individuals struggling with similar
experiences.
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Interpretation This qualitative work with experts by experience supports that suicide in autistic people should be
viewed in the context of pervasive and systemic injustices, rather than individualistic psychopathology. Accord-
ingly, the extent to which crisis interventions can reduce suicide rates is contingent on additional systemic,
preventative, and coordinated actions to tackle the social determinants of suicide and support enduring wellbeing
in this group. Support should be produced in partnership with autistic people and their advocates, and be needs-
based rather than diagnosis-based. In future research, researchers, practitioners, and policymakers should
develop community partnerships to facilitate co-development of strategic, multi-level action plans and

initiatives for suicide prevention.

Funding Autism Action (previously the Autism Centre of Excellence at Cambridge).

Copyright © 2026 The Authors. Published by Elsevier Ltd. This is an open access article under the CC BY license
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Research in context

Evidence before this study

Autistic people are at significantly increased risk of suicide
compared with the general population. Consultation with
experts by experience is essential to designing acceptable,
appropriate approaches to prevent suicide in specific
populations. We aimed to understand whether the
perspectives of autistic people had ever been sought with
regards suicide prevention. Using search terms “autis*” AND
“suicid*”, OR "“Asperger*” AND “suicid*” for relevant work
published between database inception and May 2025, we
identified relevant titles on PubMed (175 hits), Scopus (191
hits) and PsychINFO (119 hits). We also scrutinised UK policy
documents. With very few research articles pertinent to
suicide prevention specifically (11.6%), none consulted
autistic people about their views on strategies for suicide
prevention. A single UK policy brief (2021) sought the views
of autistic people on knowledge gaps related to autism and
suicide, highlighting the paucity of our understanding
around acceptable actions to prevent suicide in this group.

Added value of this study

The present study adds essential context to a recent online
survey of autism and suicide, the largest to date, which forms
Phase 1 of this work and involved over 3000 autistic
participants and over 600 people who support, advocate
and/or were bereaved by the suicide of an autistic person.
Having collected and prioritised ideas for suicide prevention,
in this Phase 2 mixed-methods online survey, we sought
participants’ views on the direction of suicide prevention
efforts across the lifecourse, the provision of support to
undiagnosed, possibly autistic individuals, and the
importance of community co-production of suicide

Introduction

Autistic people live shorter lives in poorer health on
average, with suicide a leading cause of death in those
without learning disabilities (i.e. intellectual

prevention strategies. Participant responses challenged
traditional intrapersonal and pathologising accounts of
autistic suicidality—dominant in existing literature on this
topic—conceptualising this instead in response to systemic
injustices, requiring coordinated, preventative and
multisector responses to make lives worth living. Most
participants felt strongly that support should be offered to
those waiting for autism assessment, since undiagnosed
individuals may constitute a large portion of annual suicide
deaths. Participants validated the fundamental importance of
community partnerships for effective, acceptable and
emphatic responses to suicide in this group.

Implications of all the available evidence

Our findings from this mixed-methods survey of experts by
experience highlight the need for suicide prevention efforts
for autistic people to be expansive, preventative, and
coordinated. While crisis interventions are desperately
needed, they are likely to be insufficient if systemic
inequalities continue “setting the seeds” of suicide deaths
from childhood onwards. To be effective, it is vital that
autistic people and their supporters/allies hold at least equal
power in designing and implementing approaches. Herein,
community members identified a need for identifying and
supporting undiagnosed, yet possibly autistic people, and for
needs-based support rather than diagnosis-based support. In
future research, researchers, practitioners, and policymakers
should develop effective partnerships with autistic people
and their supporters/allies in order to co-design strategic
plans for suicide prevention initiatives across multiple sectors
and settings.

developmental disorder,' or ‘intellectual disability’).? A
recent review of child deaths in the UK identified sui-
cide as the most common cause of death in children
known to be autistic,’ and other reports corroborate the
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early emergence of suicidal thoughts and behaviour in
autistic people and their persistence into midlife and
old age.”* Environmental and structural contributions
to suicidality are prodigious,*® with premature and
preventable suicide deaths linked by autistic people
themselves to ostracism, victimisation, and social in-
equities in education, employment, health and social
care.”"" In the United Kingdom, recognition of autistic
people as a priority group for suicide prevention' and
review of the Autism Act 2009 (a law to improve the
lives of autistic adults) present opportunities for
changes that might save lives. Progress in this area is
impeded, however, by the dearth of research on
actionable practices and policies to reduce the number
of autistic people living with the burden of suicidal
thoughts and behaviours,” as well as reduce suicide
deaths."

In devising suicide prevention strategy, collabora-
tion with priority groups is fundamental to developing
acceptable, efficacious and tailored approaches®; this
may be especially pertinent for autistic people, who are
less likely to benefit from standard psychological in-
terventions for mental illnesses associated with sui-
cide.’*”” While autistic people and those who know
them best (i.e. those who support and/or advocate for
autistic people, henceforth ‘supporters/allies’) are
seldom involved in decisions concerning their lives,
health and wellbeing, there have been efforts to redress
this. A 2021 priority-seeking exercise,® identifying
research gaps in the autism and suicide field alongside
issues of greatest importance to this community,
emphasised the need to collaboratively identify autism-
specific pathways to suicide prevention, including
“stopgap (i.e. short-term) solutions” and “longer term”
approaches. The paucity of strategic actions within the
2023-2028 UK suicide prevention policy for autistic
people” underscores this need. Of the present four-
point action plan, two points pertain to “develop [ing]
a clearer picture” of suicide deaths in autistic people
from statutory child mortality records’ and the non-
statutory, under-resourced and incomplete equivalent
for autistic adults and people with learning disabil-
ities.”® The two remaining actions request that un-
specified parties within the Department of Education
and the Department of Health and Social Care
“consider” additional support for autistic children and
results from an (incorrectly described) investigation of
safety-planning,' respectively. With no evidence for the
involvement of autistic people and supporters/allies in
this proposed strategy, there was little evidence that
community priorities'® had been heard.

This lack of strategic actions, sans clear evidence of
community involvement, motivated our decision to
undertake a two-phase survey which, building on the
previous research-focused priority-setting exercise,
focused on the priorities, views and perspectives of
autistic people and their supporters/allies concerning
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practical approaches and strategies to prevent suicide.”
In Phase 1, we collected and thematically analysed 2373
ideas for suicide prevention from almost 1200 autistic
people and just over 200 people who identified as
supporters and/or allies of autistic people.” We distilled
these into 63 re-occurring concrete ideas for pathways
to suicide prevention, and in Phase 2, almost 2800
autistic people, and almost 400 non-autistic supporters/
allies of autistic people, rated and ranked these ideas.
Across the two phases of the survey, and across both
autistic and non-autistic participants, there was
consistent emphasis on the need to: upskill healthcare
professionals; offer autism-specific mental health in-
terventions; expedite diagnosis; provide post-diagnostic
support; challenge stigma and discrimination; increase
access to financial aid and community-based social
care. Though many of our findings echoed the com-
munity priorities identified in 2021 — such as
improving healthcare and access to diagnosis — our
participants also prioritised change in sectors which
might appear less immediately apparent to suicide
prevention, such as education and employment.

While participant selections were indicative of their
priorities, Phase 2 participants were relatively con-
strained by the ideas of Phase 1, and their selections did
not clearly address three overarching questions, distinct
but interrelated and strongly pertinent to the imple-
mentation of suicide prevention strategies for autistic
people. The first pertains to whether suicide prevention
efforts should focus on crisis interventions, the longer-
term solutions, or both.”?' Indicated interventions,
typically situated within mental health services and
traditionally prioritised by governments, target in-
dividuals already exhibiting suicidal thoughts or be-
haviours”; problematically, their availability to the
people who need them is often subject to structural
barriers, such as access to a diagnosis and/or to
healthcare, which disproportionately affect certain
groups within the autistic (and non-autistic) commu-
nity.”> Universal interventions decrease the risk of sui-
cidal thoughts developing in the entire population,
through for instance ensuring population health and
financial security, but might not help specific groups at
higher risk.” Selective interventions might apply simi-
larly broad-stroke measures, but specifically target in-
dividuals or groups at risk of future suicidal thoughts
and behaviour.”” While Phase 2 participants had
selected Dboth crisis interventions and preventative
measures as high priorities, the fact that participants in
both phases identified far broader measures pertaining
to societal stigma, education and employment as within
the scope of ‘suicide prevention’ appeared to corrobo-
rate academic consensus that substantive and sustain-
able reductions in the burden of suicidal thoughts and
behaviour require addressing the societal determinants
of suicide, such as social injustice and poverty.'?!
Aspiring to better understand participant views from
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their qualitative data, our first objective was as such to
understand the perspectives of autistic people and their
supporters/allies towards the question: Where should
suicide prevention efforts be targeted, across the trajectory
from autistic individuals who are pre-suicidal to those at
crisis point? (research question [RQ] 1).

The extent that suicide prevention efforts be proac-
tive vs. reactive to present need has ramifications for the
potential beneficiaries of these actions. Long-term uni-
versal and selective approaches, which aspire to prevent
the development of suicidal thoughts and behaviour, are
likely to be of greatest value to the youngest (and future)
generations of autistic children, who are growing up in
an era where appropriate recognition and diagnosis as
autistic, although by no means straight-forward, is
more obtainable than ever before.””** Perhaps least
served by such approaches are the many autistic adults,
worldwide, who are undiagnosed,” already at greater
risk of lifetime adversity, mental illness, self-harm,
suicidal thoughts and behaviour,” and excluded from
many types of autism-specific support (such as exists).
With highly frequent endorsement of ideas related to
diagnosis,” our Phase 1 and Phase 2 samples appeared
to make the connection between the issue of suicidal
thoughts and behaviour in autistic people and the
‘crisis’” facing overstretched diagnostic services in the
UK, and proposed improvements in diagnostic path-
ways as a means of longer-term suicide prevention via
early identification and support.”” They recommended
proactive screening as a means of identifying adults
unaware of their autism,” but otherwise, their re-
sponses were inconclusive as to whether and how cur-
rent services and approaches to support should respond
to the ‘lost generation’,”* who presently appear to
constitute a significant proportion of suicide deaths per
annum.” Undiagnosed individuals who are aware they
are autistic-including individuals awaiting formal
assessment, those wondering if they might be autistic,
and those who self-diagnose (ak.a. self-identify) as
autistic’'—could feasibly be included in interventions
targeted at autistic people in crisis. To our knowledge,
however, the autism community have never been con-
sulted regards the appropriateness of this approach.
Our second objective was therefore to address a ques-
tion thus far unanswered in autism research: What were
the views of autistic people and their supporters/allies to-
wards making dedicated autism supports and services
available to undiagnosed people who think they might be
autistic? (RQ2).

In so much as we desired to learn views of the
community regarding these two issues, we also sought
to understand their views regarding the importance and
added value of community involvement itself. While co-
production of suicide prevention efforts was emphas-
ised in the aforementioned 2021 priority-setting exer-
cise,'® participants did not expound on the underlying
reasons for this need, and co-production has been

rarely implemented in practice. Partnership with
diverse community members, including those who
support autistic children and those not (yet) formally
diagnosed as autistic, may present itself as a means of
expanding perspectives on suicide prevention for
autistic people, ensuring that preventative, universal
approaches are considered to disrupt the trajectory to
suicidal thoughts, alongside needs-based crisis sup-
port not contingent on diagnosis. With this in mind, to
better understand and advocate for the importance of
community partnerships, our third objective was
therefore to explore the question: What were the atti-
tudes of participants towards autistic involvement in co-
designing and co-producing actions for suicide preven-
tion? (RQ3) In addressing these three questions, our
study aimed to provide the necessary contextualising
information to translate the community’s ideas into
reality.”

Methods

Study design and ethics

We conducted a two-phase suicide prevention study
involving two online surveys (see Fig. 1). The first
was active between Jan 10, 2024 and July 31, 2024
(Phase 1), and the second, from which the data herein
originate, between Nov 1, 2024 and Jan 31, 2025
(Phase 2).

The two-phase study was approved by the Cam-
bridge University Psychology Research Ethics Com-
mittee (PRE.2022.097; PRE.2024.048) and sponsored by
the same institution. Participants all provided electronic
consent to participate and for their data to be included
anonymously in publications.

Participants

Participants (n = 2778) were included in the present
study if they had completed the relevant section of the
second phase of our survey on suicide prevention”
(see Fig. 1; Supplementary Materials 1 provides addi-
tional information on quality control checks and in-
clusion criteria for participant datasets), which
involved both closed-ended and open-ended (qualita-
tive) questions. Participants were UK residents who
were aged at least 16 years and belonged to one or
more of the following groups a) autistic b) someone
with experience supporting an autistic person of any
age or ability, and/or c) someone with experience of
bereavement by the suicide of an autistic person they
supported. We differentiate in this paper between non-
autistic people with experience of supporting and/or
bereavement (henceforth “non-autistic supporters/
allies”, n = 315) and autistic participants (n = 2463,
some of whom also had experience of supporting and/
or bereavement). Participants were required to be
residing in the UK, given many ideas referred to UK
services.
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b e 4

@ Median completion time: 21.6 min (autistic), 25.3 min (supporters/allies)

@ Median completion time: 19.2 min (autistic), 20.3 min (supporters/allies)

Fig. 1: Situation of the present data within the two-phase study. Note. Fig. 1 depicts the time course of the two-phase study; researcher activity,
including recruitment, analysis of Phase 1 data, and design of Phase 2; and participant activity in the Phase 1 and Phase 2 surveys. Red
asterisks and text mark the sections which are the focus of this paper; other aspects of the data are reported elsewhere.

Procedures

The Phase 2 data analysed herein were fundamentally
shaped by Phase 1, where, among other information,*'
we collected ideas for suicide prevention (i.e. suggested
courses of action) from autistic people and their sup-
porters/allies (Fig. 1, Supplementary Materials, 3). In
the Phase 2 survey, the participants of this paper
selected which of these ideas were their priorities for
suicide prevention.”” The survey items analysed herein
were immediately after the ranking exercise in the
following order:

A closed-ended question on the importance of co-design and
co-production

In a question specifically pertaining to RQ3, we asked
participants to indicate the importance of autistic peo-
ple being “involved in the design and running of sup-
port, services and products for autistic people”,
explaining this was also known as co-production and
co-design. Response options were ‘very important’,
‘moderately important’, ‘slightly important’, ‘not
important at all’, or ‘unsure or prefer not to say’.

Six closed-ended questions concerning provision of autism-
specific support to people who think they might be autistic
In relation to RQ2, we asked participants whether their
prioritised ideas for suicide prevention should be
available to ‘people awaiting an autism assessment’,
‘people who self-diagnose as autistic’, ‘people who think
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they might be autistic’ or ‘all of these groups’. In five
following questions, we posed the same question
regarding support in education, employment, social
care, health care (specifically the ‘National Health Ser-
vice’ [NHS], the publicly-funded health system of the
UK), and criminal justice sectors.

Two opportunities for free-text responses

Participants were subsequently offered a free-text op-
portunity to explain their choices in the ranking exer-
cise they had just completed. Another free-text
opportunity followed, after some brief demographic
questions, and offered participants the chance to share
any remaining thoughts or opinions. Responses to each
question were limited to 200 characters, could be rele-
vant to any of the three RQ, and were combined in
thematic analysis.

Qualitative analysis

Our analyses pertained to 1) the staging or direction of
suicide prevention efforts towards crisis intervention vs.
prevention (RQ1), 2) the provision of autism-specific
support to people awaiting autism diagnosis, those
who self-diagnose and those who believe they may be
autistic (RQ2), and 3) the involvement of autistic people
in co-designing and co-producing suicide prevention
efforts (RQ3). Findings in relation to these topics were
chiefly informed by qualitative analyses in an inductive
thematic approach albeit with pre-defined questions.*
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Of 859 responses to the first qualitative question, 773
(90%) were from autistic participants. Most (73.7%)
responses constituted attitudes about suicide preven-
tion, ranging from reiteration of the importance of
certain ideas; reference to participants’ own suicidal
experiences (or those of the person they supported/
advocated for); and explicit reflections on the staging of
suicide prevention efforts as pertaining to RQ1. The
remaining responses included or pertained to provision
of autism-specific support to people who may be
autistic (26.9%, RQ2), and/or to co-design and co-
production (13.3%, RQ3). We excluded from qualita-
tive analyses responses to the first question which did
not clearly pertain to any of these topics, were difficult
to interpret, and/or very specifically described how in-
dividual participants completed or experienced the
ranking exercise (for instance, “I found the ranking
difficult because the sentences didn’t stay in my head
long enough”)—altogether 8.1% of responses.

Of 700 responses to the second qualitative item,
604 (86.3%) were from autistic participants: the ma-
jority (62%) pertained to attitudes about suicide pre-
vention and/or personal experiences (RQ1), while a
small proportion included or solely reflected attitudes
about provision of autism-specific supports to people
who may be autistic (1.6%, RQ2) and/or co-design
and co-production (2.1%, RQ3). We excluded from
analysis responses to the second question which were
remarks on the design and/or implementation of the
survey (eg “Thank you for asking us what we
need”)—these constituted 42.7% of responses to this
question.

Having initially coded the perceived relevance of
responses to the three topics above, the first author
identified more fine-grained codes in each category of
response. Following iterative review and refinement,
they interpreted higher-order themes and subthemes
related to these three topics, which are presented
sequentially in the Results section. Please see
Supplementary Materials (4) for steps taken the ensure
trustworthiness of the data, and Supplementary
Materials (5) for full thematic tables, in which are
included the percentages of autistic (formally diagnosed
and possibly autistic) and non-autistic participants who
contributed to each theme and subtheme. All analyses
were planned (i.e. pre-specified).

Statistical analysis

For additional insights related specifically to provision
of autism-specific support to people not formally diag-
nosed as autistic (RQ2), and to co-design and co-
production (RQ3), we computed descriptive statistics
from the closed-ended items with pre-entered answers.
From the six questions assessing provision of autism-
specific support in different sectors, we calculated the
percentage of autistic participants and supporters/allies

who endorsed availability of support to people awaiting
autism assessment, those who self-diagnose, and those
who thought they might be autistic (combining in-
stances where participants selected each group specif-
ically and where they selected ‘all of these groups’).
Using the question about co-design and co-production,
we calculated the percentage of autistic people and
supporters/allies who endorsed these as ‘very’ to ‘not
important at all’. These descriptive analyses are dis-
played alongside qualitative findings pertaining to pro-
vision of autism-specific support to people not formally
diagnosed as autistic and to those pertaining to co-
design and co-production. As the principal focus of
analyses was qualitative, we performed no additional
statistical analyses, sensitivity analyses or post-hoc an-
alyses related to our research questions.

Community involvement

While the research team incorporates autistic in-
dividuals, those with lived experience of suicidal
thoughts and/or behaviour, of supporting someone
through suicidal thoughts/behaviour, and/or bereave-
ment by suicide, we endeavoured to embed community
participation throughout the two-phase study. We
sought the views of autistic people and their sup-
porters/allies as pertains to the design and analyses of
Phase 1 and Phase 2, and invited community members
from both groups to read the manuscript for accept-
ability. Community involvement is detailed in
Supplementary Materials (6).

Role of the funding source

Online promotion of both survey phases was funded by
the charity Autism Action (previously the Autism
Centre of Excellence at Cambridge [ACE]). Authors TAP
and JC (current and past employees of Autism Action)
and SBC, IH and LO (trustees of Autism Action)
contributed to the design of the study, but not data
analysis (while not being precluded from the data); they
reviewed the written manuscript, agreed to and accept
responsibility for publication.

Results

Study population

Between Nov 1, 2024, and Jan 31, 2025, 2778 partici-
pants responded to the online survey (Phase 2) and met
quality control criteria so as to be included in present
analyses (see Supplementary Materials, 1). These 2778
respondents included 2463 autistic people and 315 non-
autistic supporters/allies. Demographic data from these
autistic and non-autistic participants are presented in
Table 1. Not all participants who completed this section
of the survey took up the opportunity to provide quali-
tative data in response to open-ended questions; Table 1
therefore also reflects information about those
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Autistic participants

Non-autistic supporters/allies

Whole sample
(n = 2463)

Qualitative sample
(n = 989)

Whole sample
(n = 315)

Qualitative sample
(n = 130)

Average age (SD, range)
% Missing data
Gender
% Cisgender men
% Cisgender woman
% Trans, gender-divergent or gender-questioning
Within this group
% Transgender men
% Transgender women
% Non-binary identities (including agender, genderfluid)
% Unsure right now
% Missing data
Sex
% Male
% Female
% Intersex or other
% Missing
Ethnicity
% White
% Person of colour [POC]/Missing
Highest educational attainment
% GCSE/high school diploma/equivalent or lower
% AS/A Levels/Access to HE/equivalent
% Diploma, degree or higher
% Rather not say/Missing
Employment/occupation
% Any kind of employment
% Studying
% Rather not say/Missing
Self-reported autistic status
% Formally diagnosed
Average age at diagnosis (SD, range)
% Did not provide age at diagnosis
% Possibly autistic (awaiting assessment or self-diagnosed)
% Missing data
Experience of suicidal thoughts/behaviour
% Never suicidal
% Passing thoughts of suicide
% Suicide ideation
% Suicide plans
% Attempted suicide at least once
Recency of suicidal ideation/attempts if relevant
% Within past 12 months
% Within past 5 years
% Over 5 years ago
% Missing
% Without “supporter” status (experience of supporting an

autistic person and/or bereavement by the suvicide of autistic
person)

% With “supporter” status

Contextualising information for participants with supporter/
ally status

% Supporting/advocating for an autistic person without known
experience of suicidality

% As their parent/guardian

% In another familial relationship

% As a friend or partner

402 (14.4, 16-89)
0.3%

15%
64.4%
19.7%

14%
3.9%
57.6%
24.5%
0.9%

17.9%
80.8%
0.6%
0.7%

89.8%
9.7%/0.5%

8.9%

11.1%
66.3%
13.5%/0.3%

55.4%
13.4%
0.9%/0.1%

66.6%

34.2 (15.1, 2-74)
34.8%

32.4%

1%

2.0%
9.2%
19.3%
26.6%
42.9%

73.2%/19.8%
13.4%/31.9%
11.4%/48.2%
2%/0.01%
75.7%

24.3%

25.9%

62.5%
18.7%
16.8%

427 (141, 16-89)
0.1%

16%
62.9%
20.0%

12.6%
5.1%
56%
26.3%
11%

18.9%
79.8%
0.6%
0.7%

88.5%
11.2%/0.4%

72%

10.6%
69.3%
12.6%/0.3%

54.2%
10.2%
0.8%/0.1%

68.7%

36.3 (15, 2-70)
32.5%

31.2%

0.1%

1.6%

10.6%
17.7%
28.1%
42.0%

70.5%/17.3%
14.8%/28%
13.1%/54.7%
1.6%/0%
74.3%

25.7%

22%

64.3%
14.3%
21.4%

52.5 (11.7, 16-89)
0.6%

8.6%
87.3%
2.9%

33.3%
11.1%
222%
33.3%
1.3%

8.9%
88.3%
0.6%
2.2%

94.0%
4.4%/1.6%

8.9%

11.7%
65.1%
13.7%/0.6%

64.4%

2.2%
2.2%/0%

0%

100%

13.3%

76.2%
11.9%
4.8%

(Table 1 continues on next page)

54.2 (10.9, 20-86)
0.8%

6.9%
90.0%
1.5%

0%
0%
50%
50%
1.5%

6.9%
91.5%
0.6%
0.9%

94.6%
3.8%/1.6%

6.2%

12.3%
68.5%
12.3%/0.8%

65.4%

0.8%
2.3%/0%

0%

100%

10.8%

71.4%
7.1%
7.1%
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Autistic participants

Non-autistic supporters/allies

Whole sample
(n = 2463)

Qualitative sample
(n = 989)

Whole sample
(n = 315)

Qualitative sample
(n = 130)

(Continued from previous page)

% In another kind of relationship
Average age of autistic person (SD, range)

Gender identity of autistic person

1.9%
23.8 (18.6, 1-64)

0%
22.7 (15.4, 5-88)

71%
18.2 (8.2, 6-38)

14.3%
19.7 (7.8, 9-35)

% Cisgender male/% Cisgender female 51.6%/31% 57.1%/28.6% 59.9%/26.2% 64.3%/21.4%
% Transgender or gender-divergent 3.9% 12.5% 7.1% 0%
% Not sure how they identify/% Missing 6.5/0% 1.8%/0% 7.1%/0% 14.3%/0%
Diagnostic status of the autistic person
% Formally diagnosed 70.3% 67.9% 95.2% 100%
Average age at diagnosis (SD, range) 11.5 (10.9, 1-64) 13.1 (13.2, 2-58) 8.8 (4.8, 2-22) 8.5 (6.1, 2-22)
% Believed by participant to be autistic 7.7% 5.4% 2.4% 0%
% On the waiting list for assessment 10.2% 10.8% 0% 0%
% Self-identifies as autistic and/or in the process of seeking ~ 11.8%/0 15.9% 2.4% 0%
assessment (not yet on waiting list)
% Supporting/advocating for an autistic person known or 64.1% 65.3% 74.6% 71.5%
suspected to have experienced suicidal thoughts/behaviour
% As their parent/guardian 58.3% 54.2% 100% 100%
% In another familial relationship 13.8% 16.9% 0% 0%
% As a friend or partner 22.7% 24.1% 0% 0%
% In another kind of relationship 5.2% 4.8% 0% 0%

Average age of autistic person (SD, range)

Gender identity of autistic person

24.9 (13, 6-85)

26.1 (13.8, 6-85)

24.5 (11.8, 8-72)

25.9 (12.9, 8-68)

% Cisgender male/% Cisgender female 44.8%/32.6% 48.2%/29.5% 44%(37.1% 46.5%/37.4%
% Transgender or gender-divergent 14.8% 12% 12.9% 11.1%
% Not sure how they identify/% Missing 2.6%/5.2% 5.4%/4.8% 3.2%/2.8% 4%(1%
Diagnostic status of the autistic person
% Formally diagnosed 78.1% 77.1% 83.9% 87.9%
Average age at diagnosis (SD, range) 16 (11.2, 2-64) 17 (13.2, 2-64) 15.3 (8.7, 2-50) 15.7 (9.1, 4-50)

% Believed by participant to be autistic 2.9% 3% 2.8% 4%
% On the waiting list for assessment 7.9% 6.6% 6.4% 5%
% Self-identifies as autistic and/or in the process of seeking ~ 11.1% 13.3% 6.9% 3.1%
assessment (not yet on waiting list)

% Bereaved by the suicide of an autistic person 9.7% 11.8% 9.5% 13.9%
% As their parent/guardian 17.2% 16.7% 46.7% 55.6%
% In another familial relationship 24.1% 3% 16.7% 16.7%
% As a friend or partner 51.7% 46.7% 33.3% 27.8%
% In another kind of relationship 6.9% 6.7% 3.3% 0%

Average age of autistic person when they died (SD, range)

Gender identity of autistic person

32.3 (16.4, 7-73)

36.2 (17.1, 7-73)

32.1 (14.7, 11-63)

31.1 (15.8, 11-63)

% Cisgender male/% Cisgender female 56.9%/24.1% 66.7%/20% 60%/30% 50%/33.3%
% Transgender or gender-divergent 10.3% 10% 6.6% 11.2%

% Not sure how they identified/% Missing 3.4%/5.2% 3.3%/0% 0%/0% 0%/5.6%
Diagnostic status of the individual who died

% Formally diagnosed 31% 16.7% 50% 61.1%

Average age at diagnosis (SD, range)
% Believed by participant to be autistic
% On the waiting list for assessment when they died

% Self-identified as autistic and/or was in the process of
seeking assessment when they died (not yet on waiting list)

16 (11.1, 1-50)
431%

3.4%

22.5%

22.5 (19.1, 6-50)
53.3%

33%

26.7%

20.4 (16.7, 6-63)
233%
9.9%
16.8%

20.3 (16.7, 6-63)
22.2%

16.8%

0%

Note. Demographic information of autistic participants and non-autistic supporters/allies. For descriptive purposes, we utilised questions on sex assigned at birth and
gender identity to categorise participants as per the groups in the table; in the qualitative data, participant quotations are accompanied by their own preferred terms.
Notably, with a single question assessing identification with different ethnic groups, the survey did not enquire about race and ethnicity as distinct constructs. More
detail of our assessment of sex and gender, ethnicity, and self-reported autistic status is provided in Supplementary Materials 2, along with sample details related to these
variables.

Table 1: Participant demographic information.
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participants who did. Additional information is given in
Supplementary Materials (2).

RQ1: attitudes about the staging of suicide
prevention

We interpreted two higher-order themes in the quali-
tative data related to this topic (Table 2; Supplementary
Materials, 5). The first reflected explicit consideration of
balancing indicated interventions with selective or even
universal approaches. The second, reflecting need for
systemic change, implicitly speaks to the necessity of
expansive, preventative approaches.

Theme 1: the “urgent” vs. the “root causes”

This theme reflected comments where participants
deliberated between prioritisation of indicated vs. selec-
tive or universal approaches. Many participants stated
the difficulty of choosing between crisis and preventative
measures, recognising as the former as important to “the
lost generation” who require immediate support, and the
latter to the younger generation not yet “far up Stress
and Desperation mountain”. While 14.8% of these
comments reflected more balanced prioritisation of
these approaches, two subthemes represented seemingly
more confident preferences:

“The seed of all autistic suicide death is in childhood
and early adulthood”. Most comments within Theme 1
(68.9%) were from participants expressing a preference
for long-term actions which would prevent suicide in
future. Many explained that irreparable harm caused by
bullying and unmet needs in their formative years had
set the “seeds” of suicidal thoughts: suicide prevention
therefore necessitated breaking the trajectory of trauma,
every-day struggles and hopelessness which would
otherwise render crisis interventions ineffective. Other
participants framed long-term actions in relation to
increasing resilience in young autistic people and
increasing their opportunities to access things that
“makle] life worth living”.

“Crisis 1st, preventing crisis 2nd, quality meaning-
ful satisfying life 3rd”. Relatively fewer participants
(16.4%) expressed clear preference for indicated in-
terventions, relegating preventative actions until those
in crisis had been helped. They often mentioned in-
terventions which had helped them, including non-
verbal crisis support and safe retreats.

Theme 2: “brutalised, broken systems”—the logic of suicide
and the need for “radical social change”

The diverse comments interpreted within this super-
ordinate theme bore similarities to experiences and
ideas reported by participants from Phase 1 of the
survey,”'*? but this larger sample’s completion of the
ranking exercise afforded them different opportunities
for reflection. Comments represented in this theme
conveyed the scale of societal change needed to prevent
suicide, highlighting failures of “the system”,
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“structures”, “infrastructure”, “services”, “the world”
and “society”. Suicide was frequently positioned as a
logical, rational and inevitable consequence to these
circumstances; some participants expressed apparent
hopelessness, anger at government inaction and hy-
pocrisy. While they did not explicitly weigh indicated,
selective or universal approaches, these comments are
implicitly supportive of actions beyond the mental
health sector which target autistic people broadly and
conceptualise their suicide in relation to social in-
equities rather than psychopathology.

In addition to reflections on the ‘system’ broadly
(14.2%), the remaining comments under this theme
(85.8%) mentioned one or more specific supports, ser-
vices or needs. These were interpreted as subthemes
reflecting presently unmet needs: for acceptance,
belonging and community; accessible, appropriate and
trustworthy healthcare and crisis services; access to
diagnosis and post-diagnostic care; suitable educational
provision and transition support; suitable employment
and social care in the community; financial security;
safety from victimisation and equity within the criminal
justice system; and equality for diverse identities and
needs, such as those of autistic girls, women and
gender-divergent individuals, people of colour, and
people with co-occurring ADHD (Attention Deficit
Hyperactivity Disorder). Within these subthemes were
responses which emphasised that support and services
must be proactive, flexible, accessible (particularly without
speech), and specific for autistic people.

RQ2: attitudes towards provision of autism-
specific support to people who think they might be
autistic
While participants typically endorsed provision of
autism-specific forms of support to individuals awaiting
autism assessment, they were more divided in relation
to individuals who self-diagnosed as autistic or thought
they might be autistic (see Fig. 2, Part A).

Diverse opinions in the qualitative data were interpreted
as two themes (see Table 3; Supplementary Materials, 5).

Theme 1: “until access to diagnosis is universal,
discrimination against self-diagnosis is unethical”
Approximately one third of comments on this topic
(36.6%) stated the need to make support designed for
autistic people available on a needs-basis, inclusive of
people at all stages of the journey to a formal autism
diagnosis, including self-diagnosis. Inclusivity was
necessitated by long wait times, barriers to diagnoses
affecting certain groups, fears that might prevent in-
dividuals seeking diagnoses, and the lifetime struggles
and suicide risk of undiagnosed autistic people.

Theme 2: “a diagnosis should be the gateway to services”
Remaining (63.4%) comments related to this issue
were from participants expressing views that
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Themes, subthemes

Quotations from autistic participants and non-autistic supporters/allies

1. The “urgent” vs. the “root causes”

This theme reflected participants’ deliberations on the staging of suicide prevention
efforts between indicated interventions, helping people already experiencing suicidal
thoughts and/or behaviour, and selective and/or universal approaches focused on
preventing the development of suicidal thoughts and/or behaviour. Some participants
explicitly reflected on the difficulty of the choice between approaches.

i. “The seed of all autistic suicide death is in childhood and early adulthood”
This subtheme reflected comments from participants who prioritised longer-term,
preventative (universal or selective) approaches to suicide prevention over those for
people in crisis.

“Some proposals addressed root causes of mental ill health, whereas others were more
‘urgent’ (e.g. crisis support). | struggled to choose between most effective and most
urgent” (autistic cisgender woman, 35, undiagnosed, England)

"Difficult to prioritise between measures which are of broad benefit & will mean fewer
people go far up Stress and Desperation Mountain, and those which ... stop people
jumping off!” (autistic cisgender man, 62, undiagnosed, England)

“I tended to prioritise crisis services, while recognising that prevention (in various ways
and at different life-stages) is at least as important” (autistic cisgender woman, 70,
diagnosed, Wales)

“I prioritised early intervention over crisis care because | was going for ideals. However
crisis care may be more important primarily until better systems are established” (autistic
cisgender woman, 31, undiagnosed, England)

“Some of these are really important for supporting autistic people who are actively
suicidal, but it’s also important to achieve wider societal change to prevent people
reaching that point” (autistic non-binary individual, 22, diagnosed, England)

“Short term the lost generation are still being let down by long waiting lists, lack of pre
and post dx [diagnostic] support. Long term, education and awareness and
understanding across the population is key” (autistic gender-questioning individual, 42,
diagnosed, England)

“Lack of support in childhood set me up for problems for rest of my life. Support with
education and career is vital. Those of us that is too late for understanding and safe place
are vital” (autistic cisgender woman, 43, diagnosed, England)

“I'am part of the lost generation of autistic women and | suspect that what we need may
be different from younger women who have not had a lifetime of trauma and masking.
Different solutions needed” (autistic cisgender woman, 61, undiagnosed, England)
“Although | believe the peak age for suicide is the 30s, the greatest waste of life and the
seed of all autistic suicide death, is in childhood and early adulthood. Hence my
emphasising schools & unis” (autistic cisgender man, 54, diagnosed, England)

“I feel school is where it all starts. there needs to be better support for autistic people in
schools, all staff should have mandatory training and support needs to be so much better
than it is now” (autistic cisgender woman, 38, diagnosed, England)

“I'have worked in the NHS for over 25 years. My work has shown that early intervention
is overlooked and crisis management is prioritised. It starts in childhood, we must start
from the beginning” (autistic non-binary individual, 51, diagnosed, England)

“It begins with bullying in schools. Interestingly it takes many years for a ‘professional’ to
identify that you're autistic, but a child of 7 can spot you and start making your life hell
from then on” (autistic cisgender woman, 60, diagnosed, England)

“Bullying in school first as if children hadn't bullied and shunned him and understood
autism my son would not have felt suicidal in the first place. He was a happy boy before
he went to school” (non-autistic supporter/ally, cisgender woman, 53, England)

“I'am a broken person & acutely suffering because of not having special needs support, or
intervention, especially in early childhood, teens or adulthood” (autistic cisgender
woman, 55, diagnosed, England)

“Children and teenagers need to understand themselves and their brains. | spent my
childhood feeling alone, like a freak. | wasted my life. We need support earlier for young
people” (autistic cisgender woman, 41, diagnosed, England)

“Reduce suicide by reducing trauma. That starts in society b4 MH [mental health]
services needed” (autistic cisgender woman, 49, diagnosed, England)

“Address the root problem: Education, bullying/school life, diagnosis-reduce the number
of autistics traumatised before they reach adulthood, and ill-equipped for independent
life. Financial help” (autistic gender-questioning individual, 31, diagnosed, England)
“Mental health support will fall short if an autistic’s financial, material or physical needs
remain unmet. We must ensure autistic’s have a foundation of safety, addressing the
causes of despair” (autistic cisgender woman, 25, undiagnosed, England)

“The priority should be to helping them in their normal life. These day-to-day struggles
are what accumulates to the major feeling of loss of hope & desire to continue living.
And parents need this too” (non-autistic supporter/ally, cisgender woman, 20, England)
“All these ideas were good. It was very difficult to choose what to prioritise. In an ideal
world | would rather prioritise improving everyone’s quality of life to help prevent mental
illness” (autistic cisgender woman, 34, diagnosed, England)

“I feel like the route to stopping people getting to crisis is helping them understand
themselves and their reactions/emotions better earlier in life so the bad stuff doesn’t add
up” (autistic cisgender woman, 50, undiagnosed, England)

“Autistic children need skills to thrive that take them to adulthood, especially Asperger
children. They are clever but not socially which leads to social isolation and suicide”
(autistic cisgender woman, 51, diagnostic status not provided, England)

“The best way we can stop suicides is by making lives worth living-friends, lovers,
community, financial security via adapting the world of work to accommodate autism”
(autistic non-binary individual, 29, undiagnosed, England)

(Table 2 continues on next page)
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Themes, subthemes

Quotations from autistic participants and non-autistic supporters/allies

(Continued from previous page)

ii. “Crisis 1st, preventing crisis 2nd, quality meaningful satisfying life 3rd”
This subtheme reflected comments from participants who prioritised indicated crisis
measures foremost, relegating longer-term preventative approaches to a later point in
time.

2. “Brutalised, broken systems”—the logic of suicide and the need for “radical social
change”

This theme incorporated comments where participants remarked on the scale and
breadth of efforts needed to address the problem of suicide with and for autistic people.
In some quotations, participants expressed a sense that suicide was a logical or rational
response to systemic inequalities.

i. Acceptance, belonging and community
This subtheme reflected unmet needs for social contact, reciprocal accepting
relationships and (in several participants’ words) ‘community’. Some quotations within
this subtheme reflected on the contributions of alienation, loneliness, and
unbelonging, alongside instances of explicit rejection and exclusion, to suicidal
thoughts and behaviours. Others explicitly pointed to the importance of measures
combatting stigma and social ostracism of autistic people as a priority for suicide
prevention.

“Crisis 1st. Preventing crisis 2nd. Quality Meaningful Satisfying Life 3rd” (autistic
transgender woman, 68, undiagnosed, England)

“1. Immediate help for those most at risk. 2. Help that is designed for autistics (with
possible alexithymia). 3. GP Support for all autistics [author note: GPs, General
Practitioners, are primary care doctors who are typically the first point of patient contact for
all services within the NHS]. 4. Better life experience for upcoming generations” (autistic
cisgender woman, 45, undiagnosed, England)

“1 Helping person in crisis. 2 foundations to prevent crisis (breaks from education, help w
benefits). Less important: clubs, self-advocacy classes, help in small way but don't address
core issues” (autistic non-binary individual, 24, diagnosed, England)

“As someone who has made attempts many times-the vital component is quicker access
to MH [mental health] care. 6-24 month wait lists are insane and causing deaths. Crisis
care is also very poor/barely existent” (autistic cisgender woman, 34, diagnosed, England)
“I chose the autism-friendly safe space and helpline during suicidal crisis as particularly
important because being able to stay at the Edinburgh Crisis Centre has saved my life on
several occasions” (autistic transgender man, 44, undiagnosed, England)

"When you are suicidal, quick help is needed, hence being able to contact someone
without speaking or battling a GP receptionist, who does not think your case is urgent
enough if vital” (autistic cisgender woman, 45, diagnosed, England)

“There are so many gaps in understanding and provision that even the ten | picked are
the tip of a very large iceberg of need” (autistic cisgender woman, 46, diagnosed,
England)

“Until we change the system, which wasn't built for us, we're stuck playing whack-a-
mole” (autistic cisgender man, 23, diagnosed, England)

“The world needs to get a lot better about not crushing the souls out of autistic folk”
(autistic non-binary individual, 36, undiagnosed, England)

“School and the NHS have done irreparable harm to me and they can never be trusted
again. | hope that these brutalised, broken systems are improved but | do not foresee this
happening in my lifetime” (autistic gendervoid individual, 34, diagnosed, Scotland)
“The current system isn't fit for purpose. My son went into crisis and was high risk of
suicide we had no help. | had to get him through it myself” (non-autistic supporter/ally,
cisgender woman, 40, England)

“I lost my sister, and the cracks in the systems were very noticeable” (non-autistic
bereaved supporter/ally, cisgender woman, 23, Scotland)

“Adults with autism who need only support with day to day tasks are not supported in
any way only by family” (non-autistic supporter/ally, cisgender woman, 57, England)
“This is so relevant for my daughter at the moment. She is quite often suicidal and her
life is so limited that | totally understand why. She is 17 and has no friends. She struggles
to go out” (non-autistic supporter/ally, cisgender woman, 57, England)

"My suicide attempt wasn't a mental health crisis. It was just | knew | couldn’t be who
society wanted me to be. | suspect there’s a lot of suicides like my attempt, where no
crisis is involved” (autistic cisgender woman, 50, undiagnosed, Wales)

“I now fear for the future and how | would cope if my partner died ... There is no other
support available so | have an exit plan” (autistic cisgender woman, 65, diagnosed,
Wales)

“I'work in schools ... | see it every day. | hear about early intervention every day ... but it
doesn’t happen. My kids were failed. | was failed. Suicide in autistic people is logical.
Living is hard” (autistic cisgender woman, 42, undiagnosed, Scotland)

“Suicidal ideation/intent must be recognised as a rational response to an existence of
suffering &struggle” (autistic cisgender woman, 45, diagnosed, England)

"Every time the government says we're lying | get a bit closer to the edge. This world
isn't for us. We can't be different, but they don't believe us, what's the point?” (autistic
cisgender woman, 62, diagnosed, England)

"Why protect us from suicide when we are made actively vulnerable by NHS Policy and
Government politics?” (autistic cisgender woman, 53, diagnosed, Scotland)

“Suicide ‘prevention’ must go hand in hand with respecting autonomy and validating
chronic suicidal ideation without resorting to carceral measures” (autistic non-binary
individual, 28, diagnosed, England)

"I believe isolation and loneliness to be the greatest hardships suffered by my son who
has autism” (non-autistic supporter/ally, cisgender woman, 73, England)

“My choice was primarily based on my personal experience. Finding a peer group was the
most profound support for my suicidal ideation and losing that peer Group was the most
profound knock back” (autistic cisgender man, 42, diagnosed, England)

“To reduce suicide ideation, autistics need to feel much less alienated. We need help to
allow us to function more fully as part of society. Isolation is the hardest thing ...”
(autistic cisgender woman, 72, diagnosed, England)

(Table 2 continues on next page)
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Themes, subthemes

Quotations from autistic participants and non-autistic supporters/allies

(Continued from previous page)

ii. Accessible, appropriate and trustworthy healthcare and crisis services
This subtheme reflects comments pertaining to the UK's National Health Service (NHS)
and to crisis services. Participants frequently commented on insufficient understanding
of autism in healthcare professionals, some positioning the NHS as ‘actively harmful’
for autistic people. Others spoke of barriers to healthcare access (e.g. phoning for a GP
appointment); lack of adapted services and approaches for autistic people; and of
experiences of being rejected due to being autistic and/or too ‘complex’. Some quotes
also mentioned insufficiency of state and charity sector crisis services. Some directly
called for specialist services for neurodivergent people, or at the least, the need for
existing services to ‘gear up’ to work appropriately with and be accessible for autistic
people.

iii. Access to diagnosis and post-diagnostic care
This subtheme reflected numerous comments where participants reflected on the
detrimental impacts of being undiagnosed, and/or the contributions of being missed
for diagnosis to their suicidal experiences; or, conversely, the ameliorative or beneficial
effects of finally being diagnosed or realising an autistic identity. Some also reflected
on the inadequacy of post-diagnostic support and emphasised how sorely they had
needed it to recover from suicidal thoughts and/or behaviour. The subtheme also
included direct calls to improve and increase the capacity of diagnostic pathways, focus
on early identification, and identify undiagnosed, missed adults.

iv. Suitable educational provision and transition support
This subtheme reflected comments from participants who attributed their suicidal
experiences, at least in part, to a lack of support and accessibility within the education
system. Some noted that with children unable to attend school, punitive measures
taken towards parents and families by the education system resulted in a desperate,
helpless situation. Others particularly highlighted the insufficiency of support at
transition points, such as the end of formal education. This subtheme also included
quotations calling for reform of the education system, which participants suggested
needed to become fundamentally more flexible and individual-centred, responsive to
and respectful of neurodivergent needs.

=

Suitable employment and social care in the community

This subtheme reflected comments from participants highlighting the inadequacy of
current social care provision and/or community-based support ‘beyond’ the healthcare
system. Some participants highlighted their need for regular support with daily life
tasks and participation in the community. Some spoke about challenges obtaining and
maintaining employment, with some speaking of inaccessibility and bullying in the
workplace. Some participants explicitly highlighted need for better resourcing and
training in the social care sector such that would translate to ‘helping them [autistic
people] in their normal life”. Others directly called for employment-focused support,
increasing awareness among employers, and for law to make workplaces fairer and
accessible.

vi. Financial security

This subtheme reflected comments from participants pertaining to poverty and/or
financial insecurity as a contributing factor to suicidal thoughts and/or behaviour.
Some participants highlighted that financial insecurity forced them into untenable or
unbearable employment and/or residential circumstances. Some participants
highlighted the inaccessibility of the processes necessary to claim disability benefits,
the insufficient knowledge and/or negative attitudes of benefits assessors. This
subtheme also contained direct calls for reform of the disability benefits assessment
process and training for its staff, measures to tackle poverty and increase financial aid
for autistic people.

vii. Safety from victimisation and equity within the criminal justice system (CJS)
This subtheme reflected comments from participants reflecting pervasive victimisation
('bullying’) -during school, in the workplace, from society generally, and/or perpetrated
by authorities (such as health- and social care professionals)-as a contributing factor to
suicidal thoughts and behaviour. Others reflected on harmful encounters with and
persecution by the criminal justice system, and/or highlighted insufficient autism
awareness in police. Some participants explicitly called for stricter legal sanctions to
protect autistic people from victimisation and penalise those who perpetrate it. Others
called for improved training and processes within the criminal justice system, such that
would benefit autistic people who have contact with the police and those who are
incarcerated.

“It is appalling to me that | can be sectioned for being autistic under the MHact [Mental
Health Act], but the clinicians responsible have no idea how to help in a crisis. They make
it worse, make you feel no one can help” (autistic cisgender woman, 33, diagnosed,
Wales)

“A phone line is only helpful if it actually helps, endless signposting contributes to
suicide. Current ‘help’ is fractured, unco-ordinated smoke and mirrors, none of it is
autism or carer friendly” (autistic cisgender woman, 50, undiagnosed, England)

“At the moment, the NHS is actively harmful to autistic people looking for mental health
support. Early intervention and genuine support needs to happen” (autistic cisgender
woman, 54, diagnosed, England)

"I was diagnosed at 44 but have had no follow up support. | think if you're ‘good’ at
managing your own mental health and suicidal ideation then the NHS lets you get on
with it on your own” (autistic cisgender woman, 48, diagnosed, England)

“I never had any support or help to understand my Autism. And this led inpart to suicide
attempts. Finding information has been near impossible and | have learnt to cope or not
most of the time” (autistic cisgender woman, 65, diagnosed, England)

“Every turn is difficult when trying to get a diagnosis and support. As a parent, you have
to fight for everything and you shouldn’t have to. | was told to keep my child away from
anything sharp” (non-autistic supporter/ally, cisgender woman, 54, England)

“Me and so many autistic people | know feel absolutely useless and without hope at this
age (I'm 21, my friends are 17-22) because we feel burnt out and lost after leaving
school/college” (autistic transgender man, 21, undiagnosed, England)

"Autistic children’s families are being threatened with fines and prison because they've
made mainstream school inaccessible for autistic children” (autistic cisgender woman,
44, diagnosed, England)

“We need an education system that is flexible and can meet the needs of autistic kids
without requiring them to exhibit severe signs of trauma before providing
accommodations and alternative routes” (autistic cisgender woman, 42, diagnosed,
England)

“I think the most important thing is to improve the ability for autistic people to
participate in society and use their skills to benefit their community while still allowing
for rest” (autistic cisgender woman, 25, diagnosed, England)

“I feel it is important to ensure neurodivergent individuals are recruited into different job
roles aligned to capability and clear process have to be followed support positive work
placements” (autistic cisgender woman, 62, diagnosed, England)

“I'ranked it based on what | would need to live a healthy and fulfilling life. I'm waiting on
a social worker and | barely make it through day to day” (autistic transmasculine
genderqueer individual, 24, diagnosed, Scotland)

“I ranked financial support #1 because too many are stuck in a cycle of recurring autistic
burnout (often with suicidality) because of pushing themselves past their limits to make
enough money to live” (autistic cisgender woman, 38, diagnosed, England)

“Many kill themselves after losing their support network and financial support. They
struggle to work or pay rent. The fear is overwhelming. Most live with others and don't
work. They need money” (autistic cisgender woman, 28, diagnosed, England)

“The DWP [author note: Department of Work and Pensions, the UK Government department
responsible for policies concerning financial support—'benefits—for those with disabilities or
health conditions] and the benefits system has been one of the biggest causes of my
mental decline, as well as the current demonisation of mental health and benefits”
(autistic cisgender woman, 40, diagnosed, England)

“My son has a 2:1 Law degree and is experiencing huge and extensive disability
discrimination in the workplace which has lead to his second attempt at suicide” (non-
autistic supporter/ally, cisgender woman, 57, England)

“The (JS needs serious work as well. | was accused of being a gifted hacker & stalker ..
[redacted locality] police said because i can talk I'm not a vulnerable person. Apparently it
was reasonable” (autistic cisgender man, 37, diagnosed, England)

“Bullying wrecks lives and autistic people are a target for this. Autistic people can only
reach their full potential if bullying is stamped out at school and work” (autistic cisgender
woman, 50, diagnosed, England)

(Table 2 continues on next page)

12

www.thelancet.com Vol m m, 2026


http://www.thelancet.com

Articles

Themes, subthemes

Quotations from autistic participants and non-autistic supporters/allies

(Continued from previous page)

viii. Equality for diverse identities and needs

This subtheme reflected comments pertaining to differing intersectional needs that are
insufficiently catered for in services and support. The frequency of missed and
misdiagnoses for girls, women and people assigned female at birth, and poorer
understanding and support for the same, was the most commonly mentioned area of
need. However, some participants also highlighted the unmet needs of autistic people
of colour, those with co-occurring ADHD and/or varying profiles of support needs,
those who are trans or with other non-binary and/or non-heterosexual identities, and
those from poorer backgrounds. This subtheme also included comments calling for
changes to specifically help these groups, or draw attention to their needs.

“For suicide prevention we need radical social change with a redistribution of resources
and disability, racial, queer, climate and all other forms of justice” (autistic gender-

questioning individual, 24, undiagnosed, England)

England)

“Access to diagnosis more available and awareness to marginalised groups (POC,
immigrants, high functioning [sic], women)” (autistic cisgender woman, 18, diagnosed,

“So many people go undiagnosed for too long-especially females and ethnic minorities.
Going through life undiagnosed is mentally, emotionally, physically exhausting and
traumatising = suicidal” (autistic cisgender woman, 45, undiagnosed, England)

Note. Quotations from autistic participants and non-autistic supporters/allies as pertaining to the staging of suicide prevention efforts. Quotations from autistic participants are inclusive of formally
diagnosed and possibly autistic individuals. Acronyms used by participants are explained by italicised author notes.

Table 2: Themes and subthemes related to the staging of suicide prevention efforts.

diagnosis should remain the point of access to
autism-specific support. Frequently, participants
extended access to individuals awaiting diagnostic
assessment, with some indicating that professional
referrals bestowed some legitimacy to their suspected
autism. Three subthemes reflected different reasons
for preventing access to those who self-diagnosed or
thought they might be autistic.

“Nobody should be in a position where they can’t
obtain a formal diagnosis”. Approximately a quarter
(26.6%) of comments within Theme 2 were from par-
ticipants who prioritised “radical improvjement]” and
expedition of autism assessments over extension of
services to undiagnosed people. Some expressed that
self-diagnosis was valid but less than ideal, with one
suggesting that formal diagnoses helped society better
understand autistic people. Others suggested that
improved assessment would remove the need for self-
diagnosis completely.

“Services are already stretched”. Comments in this
subtheme (14.3% of comments within Theme 2) re-
flected concerns about service capacity, often while
expressing “mixed” or “conflicted” feelings about
setting limits. Some noted that provision of support to
undiagnosed people would detract from that available
for diagnosed individuals.

Self-diagnosis “muddies the water”. The remaining
(59.1%) comments within Theme 2 were those
expressing anxiety or scepticism towards the validity of
self-diagnosis. Some expressed fear that self-diagnosis
might facilitate exploitation or abuse, which could also
smear public perceptions of autism and autistic people.
Others worried that the “fashionable” claiming of
autistic identities might obscure and minimise the
challenges of diagnosed individuals; and that inclusion
of self-diagnosing individuals would detract from the
benefit of autistic spaces and resources. Inherent in
many responses was the perception of “a/the process”
(formal diagnosis) which self-diagnosing individuals
should “be prepared to go through”. A small number of
participants expressed concerns for self-diagnosing
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individuals who might receive inappropriate support
because of “mis-diagnosing”.

RQ3: attitudes towards co-design and co-
production

The quantitative and qualitative data indicated that
most participants felt co-design and co-production were
very important (see Fig. 2B). We interpreted two
themes in comments related this topic (see Table 4;
Supplementary Materials, 5).

Theme 1: “nothing about us without us”

Most comments about co-design and co-production
(92.3%) spoke strongly of the importance of both,
highlighting the need to involve diverse representatives
of the autistic community and avoid tokenism. Some
comments indicated the nature of the benefits yielded
by co-design and co-production, such as feelings of
trust and investment in the support, services or inter-
vention. Two kinds of benefits were present in the data
as two subthemes:

“Nobody knows better than we do about ourselves”.
The most frequently mentioned strength of co-
production was the knowledge and understanding of
autistic people, sometimes framed in contrast to a lack
of knowledge and understanding in non-autistic people,
sometimes framed in relation to advantages bestowed
by autistic thinking styles and shared experiences.

“We need to feel understood in crisis”. Less
frequently, participants identified socioemotional
connection and empathy afforded by autistic involve-
ment in suicide prevention efforts, reflected in expres-
sions that participants would “feel heard”, “feel
understood” and be able to identify with autistic people
involved in service delivery.

Theme 2: “caution”—the need for diverse representation

The remaining comments related to co-design and co-
production (7.7%) raised concerns that outcomes
might not reflect the needs of subgroups who are often
excluded from co-production, such as autistic people
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A Attitudes about provision of autism-specific forms of support to people who might
be autistic: Quantitative data

[ T T % of participants who endorsed
. Autistic . Non-autistic : provision of support/services
0 10 20 30 40 50 60 70 80 90 100

- - i ; 83.8%
Support indicated in ideas for suicide prevention I 76.7%

: 92.3%
People Education support s  00.7%
awaiting Employment SUpport  p— 55 3%
autism Social care support - —— 7%
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Healthcare (NHS) support s — 01.3%
Criminal justice system SUPPOTt e ——— 0S4
- - - . 59.7%
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Education support [ 50%
PeoPl_e who Employment support  p— 23‘;‘3/;;
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as autistic Social care sUPPOrt  p——— 55.6%
Healthcare (NHS) support . gg'ﬂz%
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; Employment support 50.4%
think they ploy PPOT N 53.7%
might be Social care SUPPOT e —— 55 4,
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Healthcare (NHS) support  p— o1 5%
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B Attitudes about co-design and co-production: Quantitative data

E Autistic [l Non-autistici % endorsement by participants
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; ; 1.4%
Slightly important
gntly Imp | 0.3%
Not at all important  9-2%
0%
0.4%
Not sure
| 0.6%

Fig. 2: Attitudes about provision of autism-specific support to people who might be autistic (A), and co-design and co-production (B). Note. Fig. 2
Part A depicts participant responses to closed-ended questions about provision of autism-specific support to people awaiting autism
assessment, people who self-diagnose as autistic, and people who think they might be autistic. Note that to obtain endorsement for each
category, percentages include the opinions of participants who selected ‘all of these groups’ (a response choice was chosen by almost 50%
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with substantial support needs, those who are non-
speaking and/or have learning disabilities. Two partic-
ipants expressed concerns about the capacity for insight
in people experiencing mental health and/or suicidal
crises, and/or the objectivity of those with personal
experience of suicide. One pointed out that affected
family members should also have a voice.

Discussion

Since suicide prevention strategies should be informed
by the needs and desires of the priority groups they aim
to serve,” we sought to understand the attitudes of
autistic people and their supporters/allies with regards
the balance of crisis interventions to preventative
measures (RQ1); provision of autism-specific supports
to people without formal diagnoses (RQ2); and the
importance of co-design and co-production (RQ3). We
contextualise their responses in relation to data pre-
sented in our accompanying paper” and other pub-
lished work.

Participants had been exposed to diverse ideas for
suicide prevention, spanning universal (eg tackling
mental health stigma) to indicated approaches (eg safe
retreats for autistic people in crisis).”® Our first research
question (RQ1) pertained to their preferences with
regards to suicide prevention actions along this con-
tinuum of approaches. Crisis interventions of the
‘indicated’ type have traditionally been the mainstay of
government approaches to suicide prevention,”’ but
systemic inequalities and structural barriers may pre-
vent their reaching people who need them. This is
particularly pertinent in an autism context, given bar-
riers to healthcare and diagnosis faced by women,
gender and ethnic minority groups.””** Perhaps in
relation to such experiences, the selected priorities of
our participants appeared to be slightly weighted to-
wards longer-term ‘selective’ interventions spanning
education, employment and social care, aimed at dis-
rupting the early origins of suicidal thoughts and feel-
ings. While their qualitative data confirmed the
necessity of crisis interventions, preference for longer-
term actions was corroborated and explained in rela-
tion to the “irreparable harm” accrued from childhood
into emerging adulthood, for instance, through
bullying at school, insufficient educational and
employment support, and growing up undiagnosed.
Many placed particular weight on childhood, corrobo-
rating the early emergence of suicidal thoughts and

behaviour in this group.** Where autistic and non-
autistic participants alike linked suicidal thoughts and
behaviour to well-documented, life-long social and
economic inequalities faced by autistic people,*"” their
responses mirrored those of autistic participants in our
earlier work,*'* as well as autistic people interviewed by
other research groups.' Our participants’ focus on pre-
suicidal stages in the suicidal trajectory was also
consistent with the emphasis participants in the 2021
priority-setting exercise'® placed on identifying risk and
protective factors across the lifespan. Our findings
expand these concordant notes with a specific focus on
policy and practice. While recognising the necessity of
indicated approaches for people in crisis, both autistic
and non-autistic participants ultimately corroborated
public health approaches*' with regards the need to
focus suicide prevention efforts upstream from crisis
point, addressing the systemic inequalities which
contribute to suicide and excess morbidity in this
population.®*"

A shift towards longer-term preventative actions is
already realised in national and international policy,'**
but is thus far lacking in an autism context. In UK
suicide prevention policy for autistic people,”? for
instance, the most focal and concrete action concerns
one indicated intervention for safety planning," without
implications for policies affecting broader aspects of
autistic lives. This highlights a fundamental need to
challenge prevailing narratives about mental illness and
suicide in autistic people, which have traditionally been
“individualised, ‘internalised’, pathologised [and] depo-
liticised”.” In contrast, this and the earlier Phase 1
sample”'® both situated suicidal thoughts and behaviour
in the context of chronic societal exclusion, injustice
and inequality. Some participants in the present anal-
ysis, moreover, explicitly asserted that suicide was
rational in the context of their or their autistic loved
one’s lives. This perspective is not new. Suicidal
thoughts and behaviour outside of the context of mental
illness was a strong theme of the 2021 priority-setting
exercise with autistic people and their supporters/
allies.’® Other disabled and lived experience voices
similarly challenge the automatic assumption that sui-
cidal thoughts and behaviour occur in circumstances of
diminished mental capacity.*

This message provides an opportunity to do pre-
cisely what participants in the 2021'® and our own
priority-setting exercise” requested: listen to autistic
people. Only by acknowledging this strong, consistent

[47.9%)] of autistic and 32% of non-autistic participants in relation to ideas for suicide prevention; by 55.6% of autistic and 51.9% of non-
autistic participants in relation to education; by 44.5% of autistic and 43.8% of non-autistic participants in relation to employment; by 47.6%
of autistic and 48.4% of non-autistic people in relation to social care; by 53.9% of autistic and 51.9% of non-autistic people in relation to
healthcare; and by 47.3% of autistic and 48.8% of non-autistic participants in relation to the criminal justice system). In the instance of ideas
for suicide prevention, an additional option, expressing uncertainty or preference not to disclose, was chosen by 4.2% of autistic and 6.5% of
non-autistic participants. Part B depicts responses to the closed-answer question about co-design and co-production.
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1. “Until access to diagnosis is universal, discrimination against self-diagnosis is
unethical ”

This theme reflected statements endorsing the need to make all supports and services for
autistic people inclusive of those at every stage of the diagnostic process (including those
querying an autistic identity and/or self-identifying as autistic).

2. "A diagnosis should be the gateway to services”
This theme reflected statements wherein participants recommended that formal diagnoses
remain the point of access to receiving any support or services designed for autistic people.

i. “Nobody should be in a position where they can’t obtain a formal diagnosis”
This subtheme reflected comments where participants prioritised quick and accurate
identification, assessment and diagnosis of individuals missed for diagnosis in childhood
(and subsequently supporting them), rather than providing support to undiagnosed
individuals who might or might not be autistic.

ii. “Services are already stretched”
This subtheme reflected comments where participants expressed concerns over service
capacity as a reason for limit support to individuals without formal autism diagnoses.

“I chose all, ‘cos “thinks they might be autistic, self diagnosed, awaiting assessment,
diagnosed” is a natural sequence followed by any adults who end up diagnosed” (autistic
non-binary individual, 58, diagnosed, England)

“Until access to diagnosis is universal discrimination against self diagnosis is unethical”
(autistic cisgender man, 49, diagnosed, England)

“I think support should be available on symptoms basis, not just diagnosis basis. Do you
have these symptoms, and would this service help? Then you should be entitled to help”
(autistic cisgender woman, 26, undiagnosed, Scotland)

“I think having some things available to anyone who may need it is infinitely better than
not having them at all. Accessibility can help everyone (like the drop curb effect)” (autistic
cisgender woman, 26, undiagnosed, England)

“I know undiagnosed autistics not on a waiting list. A lot of them are (eg) scared of
doctors, or were denied being put on a list, or fear it would affect child custody so avoid
diagnosis” (autistic cisgender woman, 50, diagnosed, England)

“Because of delays in diagnosis and lack of diagnoses in women and minority groups,
anyone who thinks they have autism and that it is impacting their ability to cope must be
able to access resources” (autistic cisgender woman, 44, diagnosed, England)

“I understand clinical diagnosis confirms presentation. ADULTS that receive late diagnosis
late are born autistic and have faced many difficulties without the right support. Neuro
diverse needs shared” (autistic cisgender woman, 47, diagnosed, England)

“We can know we are autistic, whether formally diagnosed or not. We can’t make people
wait 4 years for a certificate That wait can change functioning to actively suicidal simply
due to lack of support” (autistic cisgender woman, 56, diagnosed, England)

“I believe too much emphasis is placed on a piece of paper to prove diagnosis. My brother
told mental health services that he thought he may be autistic but this was simply
ignored” (non-autistic bereaved supporter/ally, cisgender woman, 44, England)

“With diagnosis or on waiting list assumes a definite or potential ASD [author note: autism
spectrum disorder]. Other folks could have other conditions that would not necessarily be
helped the same” (autistic genderqueer individual, 64, diagnosed, Scotland)

“If someone meets the criteria to be referred then they should be seen as on a waiting list if
their GP takes them seriously or not. Self diagnosis could be dangerous” (autistic
genderfluid individual, 35, diagnosed, England)

“A lot of these questions relate to the slow NHS diagnose of autism. A diagnose should be
the gateway to these services, if only older people could get one” (autistic cisgender man,
69, undiagnosed, England)

“Better access to diagnosis [would] remove need for self diagnosis” (autistic intersex
individual, 71, diagnosed, England)

“Self diagnosis is valid, but for society to understand we need more diagnoses. Disabled
people are so often vilified so | have little faith we can make a difference unless it's
strategic” (autistic cisgender woman, 31, undiagnosed England)

“I think we should focus on radically improving diagnostic processes rather than
redesigning entire institutions to accommodate undiagnosed people” (autistic gender-
questioning individual, 33, diagnosed, England)

“Focus on reducing waiting times for diagnosis, rather than stretching support for all the
above to everyone who thinks they MIGHT be autistic” (autistic cisgender woman, 42,
diagnosed, England)

“I think access should be restricted to provide focus and make sure it is available for those
with a diagnosis, rather than trying to do it for too many and services getting
overwhelmed” (autistic cisgender male, 53, diagnosed, England)

“Conflicted about question referring to whether services should be available to those not
formally dx'd [author note: diagnosed]. With limited resources | put formal DX only, but
recognise there are barriers to formal DX” (autistic cisgender woman, 68, diagnostic
information not provided, England)

“I believe that given limited resources (Either NHS, Education, Work, etc) people who are
formally diagnosed or are awaiting a diagnosis should be prioritised. Otherwise systems
could get overwhelmed” (autistic cisgender man, 25, diagnosed, England)

“The ONLY reason | think self-diagnosed/“might be” shouldnt get Employment/CJS
support is saturation would stop those who DO need it getting it” (autistic transgender
woman, 50, diagnosed, England)

“Formal diagnosis more likely to happen when someone is really struggling. | was
diagnosed via nhs. There is however a lot of misinformation on social media about ND
[author note: neurodivergent] & services are already stretched” (autistic cisgender woman,
40, diagnosed, England)

(Table 3 continues on next page)
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(Continued from previous page)

iii. Self-diagnosis “muddies the water”
This subtheme reflected comments where participants expressed anxiety and scepticism
towards the practice of self-identifying as autistic, for instance due to fears of
exploitation, or that the needs of diagnosed autistic people might be underestimated.

“I just feel there are people who will and have abused the system claiming ASD to behave
inappropriately and get away with things. So | believe it's a delicate area” (autistic
cisgender woman, 39, diagnosed, England)

“Self diagnosis ... makes those of us with a diagnosis seen as skivers because we “made it
up” Yes | have been told that, many times” (autistic cisgender woman, 59, diagnosed,
England)

“People should not be allowed to self diagnose it muddies the water and makes it more
difficult for those of us who are diagnosed” (autistic cisgender woman, 59, diagnosed
England)

‘I feel the term autistic is becoming meaningless, or at least no longer represents people
with severe autism. The very people that need the most help are not having their needs
considered” (non-autistic supporter/ally, cisgender woman, 50, England)

“As someone who waited 3 years for my diagnosis through the NHS I've also noticed some
people believe autism is fashionable. | do not like the idea of self diagnosis. There is a

process !” (autistic cisgender man, 42, diagnosed England)

Note. Quotations from autistic participants and non-autistic supporters/allies as pertaining to provision of support for undiagnosed individuals. Quotations from autistic participants are inclusive of
formally diagnosed and possibly autistic individuals. Acronyms used by participants are explained by italicised author notes.

Table 3: Themes and subthemes related to provision of support to undiagnosed individuals.

and disquieting message can we adopt more effective
mindsets and approaches to the burden of suicidal
thoughts and behaviour in this group. In fact, where
our participants explicitly linked the “logic” of suicide to
systemic inequalities, this highlights the relevance of
critical suicide frameworks,**” which call attention to
the sociocultural and economic conditions under which
suicide disproportionately affects marginalised com-
munities. Critical suicide scholars®’ concur with those
in public health?' that indicated interventions in the
clinical-psychiatric domain are unlikely to yield the
most significant reductions in suicide deaths, given
insufficient capacity of services and access barriers
affecting the marginalised groups at highest risk. Re-
sponses from participants in our study similarly sug-
gest that automatically situating suicidal thoughts and
behaviour in autistic people in the associated context of
individual mental health crises, perhaps as per historic
medicalisation of autism,” unfairly robs them of their
socioeconomic and political context, and may preserve
the status quo of “playing whack-a-mole” (reacting to
crises when they occur, rather than preventing them).
Indubitably, the varied circumstances of autistic people
who experience suicidal thoughts and behaviour mean
that a focus on mental illness will be appropriate for
some. However, even this demands scrutiny of their
circumstances and environment,*” so moving past
narratives of individual psychopathology, and narrow
focus on indicated approaches, is vital.

In our second RQ, we sought to understand the
perspectives of our participants as regards the avail-
ability of support and resources to people who think
they might be autistic. In light of “devastating”** waiting
times for assessment and the possibility of over one
million undiagnosed individuals in England alone,” the
case for extending autism-specific support to in-
dividuals who think they might be autistic had appeared
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to us unassailable. Personal narratives are indicative of
extreme distress in undiagnosed individuals,” who are
over-represented in populations who consider, attempt
or die by suicide.*** Self-diagnosis is a common step on
the trajectory to an adult diagnosis,”’ and exclusion of
these individuals would perpetuate inequalities for
those less likely to receive diagnosis.” As such, we were
initially surprised, in the quantitative data, that while
autistic and non-autistic participants generally endorsed
providing autism-specific supports to individuals
awaiting diagnostic assessment, both groups were far
more divided regarding extending this provision to self-
diagnosing individuals and those querying possible
autism.

This finding appears contradictory to the solidarity
undiagnosed individuals report in autistic spaces,” and
the role of undiagnosed autism in the suicidal experi-
ences of the present and the Phase 1 sample.’** The
qualitative data revealed that while just over a third of
participants asserted the aforementioned reasons for
supporting people who self-diagnose or think they
might be autistic, just over one quarter (27%) preferred
expediting diagnosis for these individuals, viewing this
as the appropriate route through which they should
receive help. Problematically, keeping support contin-
gent on diagnosis would exclude individuals with
different, valid reasons for avoiding formal assessment,
as well as those who face barriers to diagnosis.”>*!

Other attitudes about self-diagnosis, expressed by
autistic and non-autistic people alike, appear similarly
driven by fear and anxiety, sometimes overt in relation
to service capacity or abuse, sometimes implicit in
perceptions of personal detriment to participants’ own
identities and needs (or those of their loved ones). As
per recent findings about self-diagnosis of mental
health conditions,*' some participants felt that “fash-
ionable” self-diagnosis “invalidated” their own reality
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1. “Nothing about us without us”

This theme reflected comments where participants highlighted the importance of
co-design and co-production in straight-forward terms, without necessarily
expounding on why these were important.

i. “Nobody knows better than we do about ourselves”
This subtheme reflected comments where participants highlighted that the
knowledge and ‘insider perspective’ of autistic people was an essential ingredient
in suicide prevention strategies.

ii. “We need to feel understood in crisis”
This subtheme reflected comments where participants highlighted that autistic
people could offer a level of emotional understanding and empathy which non-
autistic people might not otherwise be able to provide.

2. "Caution"—the need for diverse representation

This theme reflected comments where participants expressed limits to the principles
of co-design and co-production, and/or expressed concerns about the same. The
majority of concerns related to certain views and needs being prioritised over others.
Some pointed out the added value of, and need for, non-autistic perspectives.

“I am aware of the power of peer support. | believe autistic people should be
involved at every stage including design and running services. This is genuine co-
production not tokenistic involvement” (autistic cisgender woman, 58,
undiagnosed, England)

“Autistic people should be involved in the creation of improvements and creation of
services for autistic people at every step” (autistic transgender man, 26,
undiagnosed, England)

“Being autistic | need to be involved in design of anything that is going to affect
how I do something, it enables me to process the information better, allows me to
do in a way | understand” (autistic cisgender woman, 50, diagnosed, England)
“The autistic experience varies between individuals, having an input from all reaches
of the spectrum would help develop more holistic strategies” (autistic non-binary
individual, 27, diagnosed, England)

“NT [author note: neurotypical] people have no idea what life is like for an autistic or
ND person can they understand and develop things that can work for a ND person.
Systems need to be made by the users or it just won't work” (non-autistic bereaved
supporter/ally, cisgender woman, 45, England)

“Absolutely no point a NT person giving NT advice to a ND person ... our brains
don’t work the same way” (autistic cisgender woman, 47, diagnosed, Scotland)
"You need autistic people involved else how do neurotpicals know they are doing it
right? They may understand the theory, the practical is very different” (autistic
cisgender man, 54, undiagnosed, England)

“Even those who are neurotypical and have a son who is autistic are not ever going
to be entirely tuned into daily experience of being autistic and will always have an
outsider’s perspective” (autistic non-binary individual, 24, diagnosed, England)
“Autistic individuals are extremely good with understanding complex needs and
situations and should be involved at every level about deciding what happens next”
(autistic cisgender man, 64, diagnosed, England)

“I don't really feel you can understand Autism unless you experience a lifetime of
discrimination, not heard, seen or noticed” (autistic cisgender woman, 63,
undiagnosed, England)

“I want help from people who get it. Last year | got bullied by someone from
[specific service redacted]. It was meant to be a triage interview he made my
situation worse due to lack of understanding” (autistic cisgender woman, 31,
diagnosed, Wales)

“Non-autistic people will never understand despite training, we need autistic people
trained to help so we really feel heard” (autistic cisgender woman, 55, diagnosed,
England)

“It takes one to know one-who better to deal with our complex needs than our own
kind? We need to feel understood in crisis” (autistic cisgender woman, 60,
diagnosed, England)

“We need the empathy and understanding we can only really get from other
neurodivergent people” (autistic cisgender woman, 34, undiagnosed, England)

“It is important to provide support from those that autistic people identify most
with” (autistic cisgender woman female, 36, undiagnosed, England)

“Having a great input from autistic people in the design and running of the support
is inevitably going to result in it being geared towards more higher functioning [sic]
individuals” (non-autistic supporter/ally, cisgender woman, 50, England)

“I' have limited my support for co-production and peer-mentoring because ‘activists’
who get involved in this may not always represent other autistic people well”
(autistic cisgender woman, 45, diagnosed, England)

“I think that those who have experience are the best sources of information,
however caution. Because there are many who only seek their own benefits, we
must support our community needs wisely.” (autistic cisgender woman, 37,
diagnosed, England)

“There is such a wide range o [f] autism severity and experiences that in fact
professionals who have seen a wider range of autistic expressions and challenges
might be more helpful to design” (autistic cisgender woman, 42, undiagnosed,
England)

“Having a suicidal person with autism affects everyone in family. | feel that everyone
who is affected should have a say. My son is very ill and it's hard for him to have
insight” (non-autistic supporter/ally, cisgender woman, 52, England)

“I think things shouldn't always be led by those close to it. | also had to have IVF.
You couldn't trust infertile people to run the ethics committees-they're just too
close to it to step back” (autistic cisgender woman, 51, diagnosed, England)

Note. Quotations from autistic participants and non-autistic supporters/allies as pertaining to co-design and co-production of suicide prevention efforts Quotations from autistic participants are
inclusive of formally diagnosed and possibly autistic individuals. Acronyms used by participants are explained by italicised author notes.

Table 4: Themes and subthemes related to co-design and co-production of suicide prevention efforts
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and affected how others treated them. These attitudes
also appear reflective of internationally-expressed anxi-
eties which have, among other consequences, led to
proposed divisions like ‘profound autism’.

These findings are the first, to our knowledge, con-
cerning community attitudes towards people who self-
diagnose. It is essential that they are contextualised by
sample demographics and participant experiences:
those who self-identified were a minority here. The
majority of our ‘possibly autistic’ group were on the
diagnostic pathway, and the majority of formally diag-
nosed autistic people were diagnosed in adulthood,
having presumably traversed this often lengthy and
challenging route. The majority of supporters/allies,
too, were associated with formally diagnosed autistic
people (though formal diagnoses were, sadly, consid-
erably lower in the individuals described by those
bereaved by suicide). This may partially explain partic-
ipants’ adherence to formal pathways for diagnosis. As
such, these views may not be wholly representative of
the wider autism community.

Beyond the issue of representativeness, the divisions
we observed among our participants must also be vitally
contextualised by resource scarcity. Responses seem
clearly reflective of the hypervigilance of a marginalised
group against individual and resource threat in the
context of limited resources, and may demonstrate the
circumstances under which community solidarity frays.
Participants acknowledged that, given high risk of sui-
cide in undiagnosed individuals,**** suicide prevention
measures targeting people at different stages of the
diagnostic journey are imperative, and must go beyond
bestowing an autism diagnosis to providing post-
diagnostic (or post-realisation) support.””’ Extension of
autism-related support to undiagnosed individuals
must be sensitively implemented to avoid real and
perceived detriments within the community, and is
another argument for partnership with the community.

Our third RQ pertained to the role of co-design and
co-production in interventions and initiatives to prevent
suicide in autistic people. Given that actions within the
continuum of approaches to suicide prevention will
differentially benefit subgroups within the autistic
community, inclusion of diverse viewpoints appears
imperative to ensure consideration of expansive,
multilayered strategies. In the first phase of this survey,
a key role for the autistic community in suicide pre-
vention was indeed indicated by prioritisation of formal
and informal peer support over other strategies.”” The
present, Phase 2 participants almost unanimously
agreed the importance of autistic involvement in efforts
towards suicide prevention, corroborating broader calls
for co-produced health interventions for autistic peo-
ple.” Our third RQ pertained to understanding their
attitudes towards community involvement in greater
depth, and revealed diverse opinions about the extent to
which power should be balanced between community

www.thelancet.com Vol = m, 2026

and non-community members: some spoke of more
minor “consultation” with autistic people, others to ef-
forts being “led by” autistic people. Nevertheless, some
participants noted valid concerns, voiced elsewhere,*
that warrant inclusion of non-autistic perspectives and
thoughtful planning to ensure representation of diverse
needs.

Given that misunderstood and unmet needs affect
the mental health of autistic people in education,
employment, social care and healthcare settings,*'""”
our participants highlighted the value of unparalleled
knowledge through experience, coupled with an
empathic relatedness perhaps akin to that autistic
people find from autistic peers.” Co-produced or
community-led approaches may also facilitate social
connectedness and belonging in individuals via identi-
fication with the community.* This suggests that
authentic autistic experiences of suicidal thoughts and
behaviour must be at the heart of service delivery and
adapted interventions.

There are a number of important limitations or ca-
veats to this work. Participants’ attitudes inherently
reflect UK culture and may not reflect international,
and particularly low-resource, contexts. Even in high-
income settings, they may not reflect the perspectives
or opinions of autistic people with minority and/or
disadvantaged racial, ethnic, socioeconomic and cul-
tural backgrounds; autistic cisgender men, sexual and
gender minorities; autistic samples with lower educa-
tional attainment and employment rates; and those
with learning disabilities, who are often excluded from
efforts towards co-design and co-production.**** Indeed,
the situation of the questions relevant to this analysis at
the end of an otherwise complex task?” may have biased
our sample: certain participants, such as those with
lower computer literacy and/or reading levels, poorer
physical health, and/or co-occurring forms of neuro-
divergence (like ADHD and dyslexia), may have been
less likely to reach and complete this part of the survey.
In that most of our participants were indeed highly-
educated individuals diagnosed in adulthood, these
facts are strongly pertinent to their experiences of cur-
rent services and systems, and their perspectives
regarding each of our RQ. Many would have navigated
education, employment, and health and social care
while undiagnosed; while these environments appear
inhospitable to diagnosed and undiagnosed autistic
people alike, the experiences of diagnosed and undi-
agnosed individuals are likely to differ in significant
ways. Moreover, seeking diagnosis in adulthood, par-
ticipants may have needed to navigate a more complex,
individually demanding process, and had greater
awareness of its deficiencies; at the same time, the
likely value of such diagnoses, and the challenge of
seeking them, may, as mentioned, have influenced
views on provision of services and support to undiag-
nosed people who might be autistic. As such, on this
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and other issues, the perspectives of formally diagnosed
participants herein may not be shared by other formally
diagnosed autistic people, such as those diagnosed in
early childhood.

As pertains to the supporters/allies in this study,
this group was fairly homogeneous—predominantly
parents, almost all describing relationships with
formally diagnosed autistic people without learning
disabilities. With few representatives of individuals
bereaved by suicide and specific stakeholder groups,
like professionals, friends and partners, their perspec-
tives are therefore likewise unlikely to be shared by all
who identify as supporters and/or allies of autistic
people. The relative smallness of the supporter/ally
group prevented differentiation of autistic and non-
autistic views, and nor did we systematically or statis-
tically investigate, in autistic people or supporters/
allies, factors likely to have influenced attitudes towards
the topics of our RQ. For example, educational attain-
ment, socioeconomic and employment status could
plausibly influence attitudes surrounding fears of
resource scarcity (pertaining to undiagnosed people
who might be autistic), as could the age and gender of
the participant, in addition to their own diagnostic
experience (or that of the person they advocated for).
Similarly, participant exposure to different services and
their experiences of the same likely influenced their
views in ways not captured here: for example, negative
experiences of crisis interventions may have driven our
participants’ preference for longer-term preventative
actions. This underscores the need for caution as
regards the transferability of these findings to other
autistic people and supporters/allies, as well as high-
lighting important considerations for further study of
these issues.

Participant views were sought within the constraints
of a longer survey, where participants had thus already
been exposed to diverse ideas spanning indicated to
universal approaches.”” We inferred their attitudes
about the staging of prevention efforts through com-
ments influenced by these ideas; relatively greater ease
of identifying longer-term preventative actions vs. spe-
cific indicated approaches may have influenced the
weighting of their responses towards the former. While
we asked directly about provision of autism-specific
support to people who might be autistic, and about
co-design and co-production, additional content might
have been yielded by separate qualitative questions
addressing the three topics. There is need for more
nuanced research that explores the ideal roles of com-
munity and non-community members in specific ac-
tions, as well as optimal means of monitoring and
evaluating these.

Finally, while trying to ensure data integrity, we
were unable to ratify information provided herein. Our
anonymous survey facilitated openness about poten-
tially contentious issues, but varied approaches should

be taken to hear views from individuals less likely or
able to respond to online surveys.*

These limitations notwithstanding, we conclude our
work with its implications for policy and practice. The
high incidence of suicidal thoughts and behaviour in
our participants, against the backdrop of previous
empirical work and population data,>**1014161826:50
demonstrate incontestable need for urgent action.

Chiefly, our findings indicate the need for policy-
makers to understand and address autistic suicide risk
in a broader, de-individualised context. Participants
highlighted known social determinants to suicide
which are highly relevant in an autism context,
including poverty, marginalisation, and insufficient
health and social care.®'*” They also highlighted fac-
tors more specific to neurodivergent and disabled
people, including inaccessible workplaces, the “dehu-
manising” benefits system, barriers to diagnosis and
lack of post-diagnostic support'®*—factors which
justify tailored approaches to this and other priority
groups.

Specific, actionable strategies for suicide prevention,
as identified by this sample, are detailed in our
accompanying paper” and other forthcoming work.*
With the present paper offering a more detailed quali-
tative investigation of participant priorities, it is clear
that they deemed both crisis interventions and longer-
term preventative measures imperative. Specifically,
participants highlighted that crisis measures are needed
for individuals in or approaching crisis, many of whom
will be late- or undiagnosed. Rather than specialised
services contingent on diagnosis, increasing the confi-
dence and capacity of mental health professionals to
recognise and work in a needs-based way with autistic
people, undiagnosed autistic people (regardless of
awareness of their autism), people with autistic traits
and broader sociocommunicative differences could
effectively support those without formal diagnoses
while addressing community anxieties about service
resources.

Notwithstanding the necessity of such measures, the
longer-term preventative actions favoured by partici-
pants demand long-term vision, committed resources,
and expansive, coordinated responses across sectors to
quickly identify autistic children and provide sustained,
appropriate support across their lives, reducing excess
morbidity and mortality in this population.” From a
different perspective, participants’ ideas and reflections
challenge key decision-makers to create conditions in
which autistic people can live equally rewarding,
meaningful and dignified lives. The present paper, and
the accompanying paper documenting participants’
ideas,” demonstrate the inarguable competency and
readiness of the autism community to contribute to
problem-solving in this area. We urge researchers,
practitioners and policymakers to take next steps to-
wards developing partnerships in which diverse
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community members, including those often excluded
from co-production activities, can take leading roles in
developing specific action plans for suicide prevention.
Accessible and expansive approaches to co-production
are imperative to ensure as diverse a range of contrib-
utors as possible, and thus develop multilayered
strategies.*>*

In conclusion, a sea change in thinking is required
to achieve substantial reductions in the number of
autistic people who consider and die by suicide; a de-
individualising and recontextualising recognition of
suicidal distress in the context of systemic injustices,
and a related shift towards coordinated, preventative
measures, properly resourced, which disrupt the tra-
jectory to suicide across the lifespan. Partnership with
the community is vital to ensure that needs-based
support is enriched by insider knowledge and
empathy, and that measures and approaches are
appropriate for autistic individuals.
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