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Abstract

Background: Suicide is a leading cause of death for autistic people worldwide, but there is remarkably little
research addressing suicide prevention strategies in this group, and virtually none that asks autistic people what
they need and want.

Methods: Overall, 3962 autistic people and 627 people who supported or were bereaved by the suicide of an
autistic person (>95% UK-based) participated in our online surveys. We garnered their ideas for policies and
interventions to prevent suicide in autistic people (Phase 1). We thematically analyzed 2373 suggestions, distill-
ing these into 63 ideas which an independent sample prioritized (Phase 2). We identified shared and differential
priorities between participants.

Results: Across two samples of autistic and non-autistic people, differences were overshadowed by consensus
on necessary pathways to suicide prevention. Paramount among these were the upskilling and resourcing of
healthcare services to deliver timely, autism-specific support, and the improvement of diagnostic services,
ensuring autistic people not diagnosed in childhood are assessed accurately, quickly, and with sensitive post-
diagnostic care. Other priorities, across phases, emphasized a social, societal response to suicide in autistic
people, one where reducing stigma and providing social support were favored over crisis apps, and where sup-
port should be embedded across the life course in relation to education, employment, and social care in the
community.

Conclusion: While UK-centric, the findings corroborate international calls for autism-specific support for people
in crisis, delivered by those with specialist knowledge. These results also highlight the relationship between suicide
prevention and timely autism diagnosis, and the essential need for post-diagnostic care. Mirroring shifts in national
and international suicide prevention policy, participant priorities extend the focal point of suicide prevention
beyond individuals in crisis, emphasizing the need for coordinated, multisector efforts to address systemic societal
determinants of suicide: a strategic and expansive perspective thus far lacking in an autism context.
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Community Brief
Why is this an important issue?

Suicide is a leading cause of death for autistic people, but there is virtually no research exploring how it can be
prevented. To design approaches that are helpful and relevant to this group, we must understand the ideas, needs,
and desires of autistic people and those who support and/or advocate for them (henceforth “supporters/allies’) with
regard to ways to reduce the number of autistic people who experience suicidal thoughts and die by suicide.

What was the purpose of this study?

We wanted to hear ideas for ways to prevent suicide from autistic people and supporters/allies. We moreover
wanted to identify which of these ideas were community priorities for reducing the suicide rate in autistic people.

What did the researchers do?

We conducted a two-phase study using two online surveys, both designed with feedback from autistic people and sup-
porters/allies. In Phase 1, we asked autistic people and supporters/allies for their ideas for policies and interventions to
prevent suicide in autistic people. We analyzed 2373 free-text responses and distilled these into 63 concrete ideas. In
Phase 2, we asked a larger number of autistic people and supporters/allies to select their priorities. Altogether, 3962 autis-
tic people and 627 supporters/allies participated in the two phases of the study, most (>95%) from the United Kingdom.

What were the results and conclusions of the study?

Across over 4000 people, autistic and non-autistic alike, there was strong agreement about the most important routes
to suicide prevention in both phases of the study. Chiefly, participants highlighted that healthcare professionals should
receive better training to respond quickly and appropriately to autistic people in crisis, and that autism-specific, tai-
lored approaches are needed. Participants also felt that preventing suicide in autistic people depends, in part, on ensur-
ing that undiagnosed autistic people are diagnosed quickly, accurately, and sensitively, and given suitable post-
diagnostic support. Their priorities indicate that thinking about suicide prevention needs to move beyond focusing
exclusively on people who are already in crisis. In addition to crisis measures, suicide prevention requires a broad and
social focus, tackling autism stigma and discrimination, ensuring autistic people are accepted and supported in society,
and that they have equal access to education, employment, health, and social care throughout their lives.

What is new or controversial about these findings?

There is virtually no research on ways to prevent suicide in autistic people, and extremely few published scientific
articles that ask autistic people for their opinions on this matter. We believe ours is the first study to systematically
identify and prioritise autistic people’s ideas for specific policies and practices for suicide prevention.

What are potential weaknesses in the study?

The priorities identified by our samples might not be shared by autistic people with learning disabilities, people
of color, or people from other countries.

How will these findings help autistic adults now or in the future?

The ideas and priorities of autistic people and their supporters/allies offer governments concrete ways to prevent
the development of suicidal crises in autistic people and help those who reach crisis point.

Worldwide, suicide is a leading cause of death for
autistic people without learning disabilities'-"? who
are five times more likely to die by suicide than non-
autistic peers? and who, undiagnosed, may comprise a

1“Learning disability” is also known as “intellectual disability” in
other countries: reduced ability to understand new or complex
information, learn new skills and live independently, characterised
by an IQ of 70 or below (DSM-5).

considerable portion of a/l individuals who die by sui-
cide.? Despite a decade of accelerated knowledge produc-
tion* and recent recognition of autistic people in the UK
suicide prevention strategy,” our practical knowledge
around preventing suicide in autistic people remains
severely underdeveloped.* Accordingly, we lack applied
approaches to help autistic people in crisis, as well as
nationally and internationally applicable policies and prac-
tices to preventatively reduce the number of autistic peo-
ple who consider, attempt, and die by suicide.



COMMUNITY PRIORITIES FOR SUICIDE PREVENTION

Limited research on suicide prevention in autistic people
has thus far focused almost exclusively, to our awareness, on
the narrowest point within the scope of suicide prevention
strategies: effective assessment and treatment of individuals
at crisis point.“ﬁ’7 These constitute “indicated” interventions,
often based in the clinical domain, directed toward those
already experiencing suicidal thoughts and feelings. “Selec-
tive” and “universal” interventions, often preventative and
directed at high-risk groups and whole populations respec-
tively, have received far less attention in an autism context,
although recent calls for whole-of-government approaches
position these as most likely to achieve substantive reduc-
tions in suicide deaths.®° Requiring longer-term commit-
ment, selective and universal approaches typically address
the social determinants of suicide and other serious health
problems, such as poverty and reduced access to health-
care.®? Such societal factors interact with individual-level
risk factors for suicide (e.g., life experiences, neurobiologi-
cal profile), as well as creating inequities which result in dis-
proportionate risk of lifetime adversity, and suicide, in
certain groups.®? Literature informing interventions in the
autism-suicide intersection has largely pertained to risk fac-
tors at the level of individuals and their close networks,*
with less, if any, recognition of societal factors such as the
education and employment inequities which contribute to
financial and residential insecurity,'®!! reduced healthcare
access, or the marginalization of autistic people in society—
factors which autistic people themselves link to suicidal feel-
ings.!>!3 Societal and systemic disadvantages faced by autis-
tic people, including those which reduce access to indicated
interventions in the clinical domain,'# warrant widening our
lens as regards to suicide prevention strategy, considering
more preventative actions in addition to crisis interventions.

Identifying appropriate pathways to suicide prevention in
autistic people requires addressing another notable deficiency
in research, policy, and practice so far: insufficient involve-
ment of autistic people and those who know them well. Aca-
demic  knowledge-production in the autism-suicide
intersection, including the design and delivery of clinical inter-
ventions, has largely occurred without community involve-
ment.*’ Similarly, autistic people and those who support and/
or advocate for them are still excluded from policy decisions
in the spheres that affect suicide rates—for instance, employ-
ment, health, and social care.®° To the best of our knowledge,
a single priority-setting exercise, in 2021,'> attempted to iden-
tify community priorities and through these bridge research
and policy gaps related to autism and suicide. Focusing on
identifying research questions and issues of greatest import to
autistic people and their supporters/allies, participants in the
exercise highlighted the need to find short-term indicated inter-
ventions for those currently in crisis, as well as longer-term
preventative solutions. Recommendations in the subsequent
policy brief, derived by the authors from the experiences of
autistic participants in the exercise, included indicated, selec-
tive, and universal approaches to suicide prevention, ranging
from introducing accreditation and legislation to enable health-
care providers to assess and support autistic people with suici-
dal thoughts, to improving the diagnostic process and the
delivery of person-centered care. The authors highlighted that
partnership with autistic people and their advocates was
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essential, since autistic people may not benefit from
approaches designed for non-autistic people.'>'® Despite pro-
motion of the policy brief to UK policymakers, the vague four-
point action plan within the UK suicide prevention strategy for
autistic people,? which emerged in 2023, lacks targeted actions
by specific parties with measurable outcomes, and does not
clearly demonstrate community engagement in its formulation.

As such, we aimed, herein, to address the dearth of co-
production and practical knowledge around preventing suicide
in autistic people, building on the previous research-focused
priority-setting exercise by identifying specific policies and
practices for suicide prevention from the autism community. In
Phase 1 of our two-phase approach, we invited ideas for sui-
cide prevention (i.e., suggested courses of action to prevent
suicide) from autistic people and those who know them well,
welcoming ideas across the suicide prevention continuum,
from crisis interventions to longer-term prevention of the suici-
dal trajectory. In Phase 2, we identified community priorities
by asking participants to rank the ideas generated in Phase 1,
exploring where priorities differed in relation to participant
characteristics (their status as autistic or non-autistic, alongside,
in autistic people, their gender, age, and diagnostic status). In
doing so, we sought to guide crisis interventions in addition to
preventative measures to address societal and systemic drivers
of suicidal thoughts in autistic people, thus reducing or elimi-
nating the burden of suicidal thoughts and behavior.!”

Methods
Participants

We collected cross-sectional quantitative and qualitative
data from two samples via online surveys (see Fig. 1). In
both instances, we set eligibility criteria that participants
should be autistic people over age 16 (self-identifying or for-
mally diagnosed), individuals who presently supported and/
or advocated for an autistic person, and/or who had been
bereaved by the suicide of an autistic person (henceforth col-
lectively “supporters/allies”). We recruited participants prin-
cipally through social media and through UK charity mailing
lists, including that of Autism Action (previously the Autism
Centre of Excellence at Cambridge).

Following data cleaning (involving automated fraud detec-
tion measures and visual inspection for meaningful qualitative
responses; see Supplementary Data S1), we retained data from
1404 Phase 1 participants (94.7% from the United Kingdom)
and 3167 Phase 2 participants (all UK-based). Phase 1 included
1191 autistic participants and 213 supporters/allies; Phase 2
included 2771 autistic participants and 396 non-autistic support-
ers/allies. Notably, in Phase 1, we did not record if supporters/
allies were themselves autistic, so we refer to these participants
simply as supporters/allies. In Phase 2, we ascertained the neu-
rotype of supporters/allies such that we could principally com-
pare autistic participants and non-autistic supporters/allies; a
small proportion of the autistic group (22.7%) also identified as
supporters/allies of at least one other autistic person, as indi-
cated in Table 1 (Supplementary Data S2).

Procedure

We received ethical approval from the Cambridge Univer-
sity Psychology Research Ethics Committee (PRE.2022.097;
PRE.2024.048).
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FIG. 1. Flowchart of study timeline. Depicts the time course of the two-phase study; researcher activity, including

recruitment periods and analysis of Phase 1 data; and participant activity in the Phases 1 and 2 surveys, including
median completion times for autistic participants and supporters/allies in both phases. Red asterisks mark the sections

which are the focus of this article; other aspects of the data are reported elsewhere.

Phase 1. We advertised the survey as the first in a two-
phase approach to gather suggestions (“ideas”) for suicide
prevention from autistic people and their supporters/allies.
After asking about their sociodemographic characteristics,
experiences with suicide and help-seeking (reported else-
where!>!8), we invited participants to enter three ideas that
could help to prevent suicide in autistic people (200 charac-
ters per idea). We then asked participants to rank their ideas
in relation to three pre-entered ideas, based on feedback from
the design stage: These were included as examples and a
means of engagement for individuals who struggled to gener-
ate their own ideas. These were: (1) “An app specifically for
autistic people which offers ways to stay safe, manage emo-
tions and access support” [henceforth “tailored suicide pre-
vention app”]; (2) “Support existing services, such as the
Samaritans and other suicide prevention services, to become
or be more autism-friendly” [henceforth “autism training for
crisis services”]; and (3) “Invest in paid peer-support roles for
autistic people. Autistic people could be trained, employed,
and supported in roles such as offering post-diagnostic sup-
port; offering mentorship and befriending to other autistic
people” [henceforth “autistic people in support roles”]. After-
ward, we offered participants the opportunity to provide feed-
back on the survey before presenting them with debriefing
information, including support resources.

Phase 2. We initially asked participants to indicate
whether they were autistic, had experience of supporting an
autistic person, and/or had experience of supporting an autis-
tic person who died by suicide. After questions contextualiz-
ing their relationship to suicide, we guided participants
through a four-step process where they prioritized 63 ideas
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about suicide prevention in autistic people, which had been
derived from Phase 1 (see Fig. 1 and Supplementary Data
S3). By the final stage, participants had eliminated all but a
maximum of ten ideas, which they ranked from 1 to 10 in
order of greatest importance. Subsequently, we offered par-
ticipants the opportunity to explain their choices and express
their views on co-production and provision of support to
undiagnosed, possibly autistic individuals (reported else-
where!?). After asking sociodemographic questions and giv-
ing participants the opportunity to provide survey feedback,
we provided debriefing information.

Analysis

Phase 1. Most participants (89.5% of autistic, 93.9% of
supporters/allies) offered ideas for suicide prevention (see
Supplementary Data S3), while the remainder ranked our pre-
entered ideas without entering their own. We computed
descriptive data for how participants ranked the pre-entered
ideas, and analyzed 2373 qualitative responses (2011 from
autistic participants) using a thematic approach.?%-?! For the
autistic data, we followed an inductive approach via the typi-
cal steps of data familiarization, code generation, theme iden-
tification, review, and definition. To stay true to participant
language while achieving data reduction, we refrained from
making high-level abstractions and used participant language
wherever appropriate to do so, which resulted in a greater
number of themes and related subthemes than is typical for
thematic analysis (see Supplementary Data S3 for further
detail and reflexive considerations). We subsequently ana-
lyzed the supporters/allies’ data in a deductive approach,
using codes identified in autistic responses. Having reached
consensus on the themes within both sets of data, we ranked



TABLE 1. PARTICIPANT DEMOGRAPHIC INFORMATION FOR PHASES 1 AND 2 SURVEYS

Autistic Supporters/allies
Demographics Phase 1 Phase 2 Phase 1 Phase 2
Participant
n 1191 2771 213 396
Age (years): M (SD, range) 36.6 (14.8,16-89) 40.3 (14.4, 16-84) — 52,6 (11.7, 16-84)
16-25 (%) 30.2% 18.1% — 2.0%
26-40 (%) 312% 27.7% — 7.3%
14-55 (%) 26.1% 30.2% — 41.4%
256 (%) 12.4% 14.0% — 30.6%
Missing® (%) 0% 10.0% — 18.7%
Gender
Cisgender man (%) 23.7% 13.7% — 7.3%
Cisgender woman (%) 52.6% 58.0% — 71.5%
Trans, gender-divergent or gender questioning (TGD) (%) 23.7% 17.6% — 2.3%
Missing (%) 0% 10.7% — 18.9%
Ethnicity
White (%) 89.7% 78.9% — 70.2%
Non-White, other/missing (%) 7.6/2.7% 8.7/12.4% — 6.1/23.7%
Highest educational achievement
GCSE/high school diploma/equivalent (%) 23.7% 13.2% — 13.6%
AS/A levels/access to HE/equivalent (%) 14.3% 10.5% — 10.6%
Diploma, degree or higher (%) 60.2% 58.0% — 52.5%
Rather not say/missing (%) 1.7/0.8% 1.3/17% — 23.3%
Employment
Any kind of employment (%) 49.2% 49.9% — 52.8%
Studying (%) 18.5% 12.1% — 1.8%
Rather not say/missing (%) 1.7/0.8% 0.9/10% 1.8/18.4%
Diagnostic status (autism)4
Formally diagnosed (%) 64.2% 60.1% — —
Possibly autistic (%) 35.8% 29.1% — —
Missing (%) — 10.8% — —
Average age at diagnosis (years): M (SD, range) — 34.1 (15.1,2-74) — —
Experience of suicidal thoughts/behavior *
Never suicidal (%) 1.9% 2.1% — —
Passing thoughts of suicide (%) 92% 9.5% — —
Suicide ideation (%) 23.1% 19.5% — —
Suicide plans (%) 29.0% 26.3% — —
Attempted suicide at least once 36.8% 42.6% — —
“Supporter/ally” status (i.e., experience of being a supporter/advocate, and/or bereavement)
No, that is, never supported/advocated or bereaved by suicide of autistic person (%) — 717.3% 0% 0%
Yes, that is, currently supporting/advocating and/or bereaved by suicide of autistic person (%) — 22.7% 100% 100%
Relationship to an autistic person and their relationship to suicide (relevant only for those with supporter/ally status)
Support/advocate for someone without known experience of suicidal thoughts/behavior (%) — 28.6% 15.5% 14.1%
As their parent/guardian (%) — 62.8% 66.7% 75.0%
In another kind of relationship (%) — 372% 33.3% 25.0%
Support/advocate for someone known or suspected to have experienced suicidal thoughts/behavior (%) — 68.6% 75.1% 78.5%
As their parent/guardian (%) — 58.6% 77.5% 83.0%
In another kind of relationship (%) — 41.4% 22.5% 17.0%
Bereaved by the suicide of an autistic person (%) — 10.3% 9.4% 8.8%
As their parent/guardian (%) — 18.5% 55.0% 45.7%
In another kind of relationship (%) — 81.5% 45.0% 54.3%

Information about autistic person supported/advocated for (relevant only for those with supporter status)
Age (years): M (SD, range)
<12 (%)
13-18 (%)
19-25 (%)
26-40 (%)
241 (%)
Gender'
Cisgender male (%)
Cisgender female (%)
Trans, gender-divergent or gender questioning (TGD) (%)
Unsure about identity (%)
Could they have participated themselves?
No, due to learning disability (%)
No, due to another disability (%)
Bereaved supporters/Allies
Age of autistic person at their death M (SD, range)

31.8 (15.7,7-73)

24.2(11.72,9-92)
9.9%
31.4%
23.6%
26.7%
8.4%

54.5%
32.4%
9.3%
3.8%

11.3%
52%

19.2 (9.7, 6-60)
26.8%
30.4%
19.6%
21.4%

1.8%

62.5%

23.3%
9%

5.4%

1%
0%

28.9 (16.39, 15-67) 30.9 (14.8, 11-63)

"Placement of demographic questions at the end of the survey, in Phase 2, meant that this data is missing for those who withdrew between the first and fourth stage of prioritisation.
Participants who completed all four stages of prioritisation in Phase 2, who were the focus of inferential statistics in Phase 2 analyses, generally also completed the demographic questions.
Details of attrition and missingness can be found in Supplementary Materials 6, and are discussed in the Limitations section.

2In Phase 1, the possibly autistic group included those who self-identified as autistic (35.9%) and those awaiting assessment (64.1%). In Phase 2, 67.7 % of possibly autistic partici-

pants were awaiting assessment, while the remainder self-identified as autistic.

3Across both phases, autistic participants” experience of suicidal thoughts/behaviour were assessed using question 1 from the Suicide Behaviours Questionnaire-Autism Spectrum
Conditions (SBQ-ASC: Cassidy et al., 2021). Supporters/allies were asked whether, “to the best of their knowledge”, the autistic person they supported/advocated for had experienced sui-
cidal thoughts or feelings (with follow-up questions assessing what led them to believe this, and whether the person had ever attempted suicide to their knowledge); supporters/allies could

also directly assert that they had been bereaved by the suicide of an autistic person.
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these by frequency of occurrence in both groups and present
these in the Results section, juxtaposed against the way in
which participants responded to the survey’s pre-entered ideas.
Our qualitative analysis of Phase 1 data informed the ideas
we prioritized in Phase 2. We were mindful, throughout, of
our positionality and took steps to recognize and minimize
our subjective influence on our analysis (see Supplementary
Data S3) while also acknowledging the role the observer
unavoidably plays in qualitative research analysis. To ensure
fairness in the progression of ideas to Phase 2, we took the
themes that appeared most frequently in the autistic data
as the basis from which to identify recurring specific ideas in
the autistic and supporter data that were associated with
those themes and their subthemes. We identified 63 such
ideas, each re-occurring anywhere between 20 and 200 times
(across autistic participants and supporters/allies). When we
identified specific ideas communicated in slightly different
ways across participants, as much as possible, we formulated
these as succinct ideas that encapsulated these different
exemplars. Independent autistic and non-autistic panels
reviewed these for clarity and accessibility, as well as meth-
odological appropriateness. Our entire research team, who
were privy to examples of how Phase 1 raw data were for-
mulated into ideas for inclusion in the Phase 2 survey (see
Supplementary Data S3), also reviewed these ideas.

Phase 2. We compiled descriptive statistics to reflect
the number of times each idea was endorsed by autistic and
non-autistic participants in the first three stages of prioritiza-
tion, and the frequency with which each idea appeared in the
fourth stage of prioritization, irrespective of rank (see Sup-
plementary Data S5). We focused inferential statistical anal-
ysis on the final stage, involving 2737 participants (see
Supplementary Data S5 and S6 for demographic information
and details of missing data). These were exploratory;
although we expected that priorities might differ between
autistic adults and those who support them (principally
parents of younger individuals), we had no directional
hypotheses concerning specific ideas. Similarly, while we
expected differential priorities across autistic people of dif-
ferent ages, genders, and different diagnostic journeys,'>'3
we made no specific predictions.

For the 21 ideas that occurred with the greatest frequency
in stage four, we created binary variables reflecting whether
each participant endorsed that idea as one of their priorities
for suicide prevention. We modeled these as a within-subject
factor with 21 levels (“Ideas”) in three mixed ANCOVA
(alpha levels corrected to p < 0.017), aimed at identifying
differential weighting of ideas in the following contrasts:

1 With autistic status (autistic/non-autistic) as a
between-subjects variable, we controlled for age (as a
continuous variable), gender identity, educational
attainment, current employment, and ethnicity (levels
as specified in Table 1).

2 With gender identity and age as between-subjects
variables within the autistic group, we compared cis-
gender autistic men, autistic women, and autistic peo-
ple who were trans, gender-divergent, or gender
questioning (henceforth the “TGD” group), and indi-
viduals aged 25 and under, 26-40, 41-55, or 56 and
older. We controlled for educational attainment,
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current employment, ethnicity, diagnostic status (diag-
nosed/possibly autistic), and additional status as a cur-
rent and/or bereaved “supporter/ally”.

3 With diagnostic status as a between-subjects vari-
able within the autistic group, we controlled for gen-
der identity, age group, and additional supporter/ally
status, along with the aforementioned covariates.

We explored significant two-way interactions between
“Ideas” and between subject variables with planned univari-
ate tests of each idea separately, holding covariates constant
and correcting alpha levels at a false discovery rate (FDR) of
p < 0.05. For gender identity and age group, we used cisgen-
der men and the youngest group as reference categories for
simple contrasts. As statistical assumptions of sphericity
were violated for the Ideas factor, we adjusted for this by
reporting Greenhouse-Geisser values throughout.

Positionality and community involvement

We are a neurodiverse team in which several authors are
autistic, have lived experience of suicidal thoughts and/or
behavior, of supporting someone through suicidal thoughts/
behavior, and/or bereavement by suicide. One way that we
attempted to avoid researcher preconceptions of optimal sui-
cide prevention pathways was by seeking and incorporating
feedback from autistic people and their supporters/allies con-
cerning the design of the surveys, data analysis, and the
phrasing of Phase 2 ideas, and our presentation and interpre-
tations of the findings (see Supplementary Data S7).

Results

Across two samples, each comprising autistic and non-
autistic people, participants’ ideas and selected priorities dem-
onstrated strong consensus on essential pathways to suicide
prevention. Chiefly, they championed the need for autism
expertise to be integrated throughout healthcare systems, for
autism-specific offerings for mental health to be delivered in a
timely manner, and for reform of diagnostic pathways, which
should be faster, more accessible, sensitive to lesser-known
presentations of autism and co-occurring conditions, and inclu-
sive of post-diagnostic support. Additional priorities emerged
across the two phases as follows, indicating the need to embed
suicide prevention measures across the life course.

Phase 1

Consistency across participant-generated and pre-
entered ideas. We identified 22 themes in the qualitative
data of Phase 1 participants (Fig. 2A; see Supplementary
Data S4 for thematic table), some of which reflected aspects
of the pre-entered ideas that these participants had ranked
(Fig. 2B). Together with responses to these pre-entered
ideas, the ten most frequent themes (see Table 2) created a
clear picture of this sample’s priorities.

Improvements to professional services were highlighted
by most participants as an utmost priority for suicide preven-
tion, with the training of professionals paramount for both
autistic participants and supporters/allies. Relatively lower
endorsement of “training for crisis workers,” as a pre-
entered idea, was corroborated by relatively few mentions of
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these professionals in the qualitative data, in which partici-
pants predominantly spoke of healthcare (over 100 specific
mentions) and educational professionals (43 specific men-
tions). Comments under this theme typically specified that
training should enable professionals to understand autistic
communication, recognize and respond appropriately to
autistic presentations of suicidal thoughts, mental illness,
burnout, and/or trauma; to “listen” and “take [the person]
seriously.” These individually worded ideas indicate per-
ceived areas where training is particularly needed, and sug-
gest it must be expansive and specific, with some pointing to
the insufficiency of currently mandated training within the
United Kingdom. The insufficiency of current service provi-
sions was also reflected in the second, fourth and seventh
most frequent ideas in qualitative data from autistic partici-
pants: the need for specialist autism services, professionals,
tools, and interventions (beyond the low bar of making exist-
ing pathways “autism-friendly”), for services to be easier
and faster to access, and to focus on improving the mental
health of autistic people.

The role of the social environment in suicide risk and its
importance as a route to suicide prevention was indicated,
first, by the high incidence of ideas related to reducing stigma
and discrimination, and additionally by ideas pertaining to
peer and generic social support. Very few qualitative
responses related to “apps and technology-based approaches”
were mirrored by a lower preference for a “tailored suicide
prevention app” as a pre-entered idea. The most popular of
the pre-entered ideas, “autistic people in support roles,”
appeared largely akin to subthemes within the qualitative
theme concerning “peer support” (the sixth most frequent in
the autistic data). Formal support roles for autistic people
were, in fact, a small proportion of ideas within this theme,
which spoke more broadly about the need to establish “com-
munity.” The high frequency of ideas pertaining to stigma
and to peer and social support, contrasted against the rela-
tively lower frequency of others (e.g., apps and technology),
spoke toward a social response to suicidality, one that priori-
tized peer and social support, and which situated tackling
societal stigma and ill-treatment of autistic people as a fore-
most goal for suicide prevention.

Diverse roads to suicide prevention. Beyond our pre-
entered ideas, several other kinds of idea were highly fre-
quent in the qualitative data of Phase 1. Principal among
these was a focus on autism assessment and diagnosis, which
should be expedited, more accessible, and concerned with
correctly identifying those missed for diagnosis as children.
Other ideas pertained to finding resources to enable autistic
people to cope with suicidal thoughts and improve their
well-being; broader than apps, these might hinge on autistic
passions and meaningful activity. Alongside focus on
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creating supportive, individualized educational systems (the
tenth most frequent idea among autistic people), other highly
frequent themes included ideas focusing on social care,
employment and welfare, and the idea of education for autis-
tic people on issues specific or highly relevant for them (e.g.,
burnout). The latter was frequently mentioned in the context
of post-diagnostic support, which was coded separately only
when expressed in very explicit terms.

Together, participant-generated ideas spanned crisis (indi-
cated) to preventative (selective or universal) approaches.
Frequently, ideas were expressed in the context of helping
autistic people at crisis point, as was often the case for themes
and subthemes pertaining to the training of professionals
(theme 1); the provision of autism-specific services, profes-
sionals and interventions, such as helplines or text-lines
(theme 2, subtheme i), and/or safe retreats (subtheme ii);
improving access to existing services for people in crisis
(theme 4, subtheme i7); providing psychological interventions
(theme 7, subthemes ii, vi); developing strategies for coping
with suicidal thoughts and improving well-being (theme 8);
and identifying undiagnosed autistic people at risk of suicide
and mental illness (theme 5, subtheme 7). Themes were
rarely, however, exclusively concerned with either crisis
point or prevention. Selective or even universal approaches
within these same themes were evident, for instance, in
emphasis on early, preventative, and continuous mental
health support (theme 7, subtheme 7); continuity of health-
care, preventing patients from falling through the cracks and
following up with them (theme 4, subtheme i); and autism
diagnosis in childhood (theme 5). Themes more apparently
weighted toward preventing the suicidal trajectory included
addressing societal stigma and discrimination (theme 3);
facilitating peer support (theme 6), or social support broadly
(theme 9); and improving support in education (theme 10).

Differences and commonalities across participants.  Across
the Phase 1 qualitative data, the frequency of ideas appeared
to differ across autistic people and supporters/allies. Unsur-
prisingly, the idea of supporting and educating those who
support autistic people was more prevalent in the data from
supporters/allies than that of autistic people, and their
increased focus on the education sector reflected the fact that
most supporters/allies were parents of young people.
Broadly, autistic participants more frequently appeared to
express the need for new systems and within-community
support, while supporters/allies tended to emphasize the
need for improvements to existing systems and generic
social support. However, the most frequent kinds of idea
were highly similar across autistic people and supporters/
allies, highlighting the need for better professional under-
standing, autism-specific offerings, and accessible services
to address mental ill-health.

>

FIG. 2. Phase 1 data: Qualitative themes (A) and responses to pre-selected items (B). (A) Depicts the themes identi-
fied in the qualitative data, ordered by their frequency in the autistic data; almost all themes were also present in non-
autistic supporters/allies. For comparability, the bar chart shows frequency of occurrence as a percentage of responses
analyzed from autistic (n = 2011, gold) and non-autistic supporter/ally (n = 362, blue-gray) datasets. Blue italicized
numbers on the bar chart indicate the order of themes by frequency in supporters. (B) Depicts responses to pre-entered
ideas for autistic participants (gold) and non-autistic supporters/allies (gray-blue): the frequency with which each idea
was ranked at #1, #2, #3 and lower (#4-6) is expressed as a percentage of the overall number of participants in each
group who completed the ranking exercise (n = 1191 autistic, 213 non-autistic).



Qualitative themes, ordered by
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1. Train professionals in suicidality, rauma, bumout

and mental health issues in autistic people.

2. Provide autism-specific professionals,
services, interventions and tools.

frequency in autistic participants

3. Tackle societal ignorance, prejudice/discrimination

related to autism, mental health and suicide.

4. Make existing services and support faster
and easier to access.

5. Focus on autism assessment/diagnosis
across the lifespan.

6. Facilitate peer support
7. Focus on mental health.

8. Develop strategies and resources for coping
with suicidal thoughts and improving wellbeing.

9. Provide social support.

10. Improve support/interventions in the education
sector.

11. Improve social care for autistic people.

12. Develop educational resources for autistic
people on autism-specific/relevant issues.

13. Tackle employment-related problems.

14. Change the disability allowance process for
autistic people.

15. Provide education and support for those
who support autistic people.

16. Develop apps/technology-based approaches.
17. Target loneliness/sense of difference.

18. Focus on GP-specific interventions.

19. Provide post-diagnostic support.

20. Government funding and commitment to
tackling the issue.

21. Change policy and practice related to the
criminal justice/legal system.

22. Focus on sensory sensitivities.
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TABLE 2. QUOTATIONS SUPPORTING THE 10 MOST FREQUENT THEMES AND SUBTHEMES IN THE AUTISTIC DATA

Themes, subthemes

Quotations from autistic participants and supporters/allies

1. Train professionals in suicidality, trauma, burnout and
mental health issues in autistic people

i. Clinicians, clinical staff and mental health
professionals
ii. General practitioners (GPs)

iii. Crisis workers

iv. Education professionals

v. Other (e.g., social workers, police)

2. Provide autism-specific professionals, services,
interventions and tools

i. Dedicated helpline/text-line

ii. Dedicated safe spaces for autistic people in crisis

3. Tackle societal ignorance, prejudice and discrimination
related to autism, mental health and suicide

i. Promote autistic-cultural acceptance/respect/
humility; taking autistic people seriously

ii. Address stigma about mental health and/or suicide

iii. Positive representation of autism in media/role
models

4. Make existing services and support faster and easier to
access

i. Ensure continuity of care across services = i.e., same
professionals/care coordinator; services
communicate better, including with waiting list
patients; follow-up with patients

ii. Alternative ways to access support and communicate
needs

5. Focus on autism assessment/diagnosis across the
lifespan

“Being taken seriously and being validated by others esp. as an autistic
woman. Not having my concerns and feelings passed off just as
anxiety” (autistic)

“Taking the young person seriously. Listening to what they are saying
and ensuring they have a support network in place” (supporter/ally)

“Trauma and autism training for ALL NHS staff (especially in mental
health services)” (autistic)

“GP training. They are often very dismissive of expressions of suicidal
ideation” (autistic)

“We can struggle to get across the urgency or intensity of our emotions
and intent due to tone of voice/dumbing down therefore training on
importance of language use for crisis team/similar” (autistic)

“Schools being taught about autism in girls & recognising signs of self-
harm-specifically seeing cutting as a predictor for suicide” (supporter/ally)

“More knowledge. Most social worker’s i met did not understand autism”
(autistic)

“Have access to a service for issues of autism rather making people start
at Gp level & ‘jump through hoops’ before they can get to see
someone with knowledge & expertise in autism” (autistic)

“Autism specialist & accessible CBT-help needs to be delivered by
autism specialists it can’t be generic as precious time is wasted”
(supporter/ally)

“Autistic chatline-for when an autistic person is actively suicidal. Often
emergency helplines like Samaritans or CALM don’t have volunteers
trained in the how autism is and the difficulties” (autistic)

“Safe, supported crisis accommodation” (supporter/ally)

“Make society more accessible to autistic people. Jobs that don’t make
us miserable. Education for non autistic people so we don’t scare
them or anger them” (autistic)

“More education in mainstream schools about autism to help reduce
ignorance and more inclusion in society as a whole” (supporter/ally)

“Better understanding from other people (eg at work) of autistic
communication and ways of being. Accept us. We need to belong”
(autistic)

“A way of advertising the fact that it is ok to not be able to cope
sometimes and that it’s ok to get support and not let shame or guilt
and other negative emotions overwhelm” (supporter/ally)

“Finding/hearing about POSITIVE ROLE MODELS. There are very
few!” (autistic)

“Make healthcare more accessible- sensory friendly small waiting room,
better alternatives to phone appointments, clearer communication for
what to expect” (autistic)

“Make it easy for the person to seek help. If they get to this point they
are usually beyond being able to help themselves” (non-autistic)

“Waiting lists for everything are way too long and nothing is done to
check on people in the meantime” (autistic)

“Have designated mental health contacts for autistic people” (autistic)

“More clarity on what to expect when seeking help, specifics of what to
do” (autistic)

“A holistic approach to try and create joined up care package”
(supporter/ally)

“Apps that allow direct access to a doctor, with no phone call nor
judgement. This would allow people to ask for medication or help
without the anxiety of speaking on the phone or face-to-face contact”
(autistic)

“Adult ADHD/autism assessment and support on the NHS” (autistic)
“modernisation of autism assessment process that isn’t as stressful and
low key dehumanising” (supporter/ally)

(continued)



TABLE 2. (CONTINUED)

Themes, subthemes

Quotations from autistic participants and supporters/allies

i. Actions to detect and help undiagnosed autistic
people

6. Facilitate peer support

i. Remotely (e.g., online forums, etc)

ii. Peer support in person (e.g., Support groups,
activities)

iii. One-to-one peer mentoring/buddy scheme (autistic
or non-autistic)
iv. Autistic people in support/MH roles

. Focus on mental health

i. Mental health support needs to be continuous and
preventative.

ii. Provide specific type of therapy or support (e.g.,
access to emotional support animals)

iii. Address self-esteem/self-worth/self-acceptance
iv. Help with identifying / regulating / and expressing
emotions

v. Provide tools to aid communication
vi. Physical resources to keep around and use when
needed (e.g., crisis/safety plans)

. Develop strategies for coping with suicidal thoughts
and improving well-being

i. Help to find meaningful activities that aren’t
necessarily employment

ii. Ensure autistic people are able and allowed to
retreat, reduce/remove pressures

. Provide social support

i. Someone to talk to non-judgementally; a “safe
space”

“More effort in formal diagnosing those who slipped through the net as

children” (autistic)

“Greater awareness amongst MH practitioners to identify that autism
might lie behind MH symptoms and help with earlier diagnosis”
(supporter/ally)

“Make sure autistic people are correctly diagnosed including other
issues such as sensory, dyspraxia” (autistic)

“Better diagnostic criteria of autism and recognition of common
misdiagnoses + comorbidities (going undiagnosed/misdiagnosed into
adulthood prevented me from getting the correct support/resources/
etc.)” (autistic)

“Some way to speak to other neurodivergent people who feel or have
felt how I feel would be helpful, as I find most of the support seems
targeted at NTs, and doesn’t really help me” (autistic)

“more opportunities for autistic people to come together and not be
alone” (autistic)

“A by autistic/for autistic people online support network™ (supporter/
ally)

“More free/ affordable activity based events for autistic adults including
some for women and non-binary only and men and non-binary onlyj, i.
e craft events, games, a walk, a trip, a discussion” (autistic)

“A buddy system (WhatsApp or similar) with another autistic person”
(autistic)

“Neurodivergent lead support groups and counselling” (supporter/ally)

“Focus on comorbidities like depression” (autistic)

“support with managing anxiety” (supporter/ally)

“Support needs to be available earlier and, as it is a common feeling not
to want to burden others with problems, support needs to be ongoing
until proven not needed, rather than reapplied for” (autistic)

“Preventative medical and mental health support in advance of crisis”
(supporter/ally)

“CBT” (autistic)

“Animal therapy” (autistic)

“trauma informed therapy” (autistic)

“focus on improved self-esteem” (supporter/ally)

“Assistance to learn to understand/manage emotions and express
ourselves, so dont feel or get out of control, and confusing, so that you
are swamped by intense emotion that you don’t know what to do”
(autistic)

“Help Autistics communicate better” (autistic)

“Something to keep to hand to refer to” (autistic)

“Picture guide on immediate steps to ask for help” (autistic)

“Encourage them to try something like knitting to calm the brain”
(autistic)

“time spent outdoors engaged in interesting activities such as bird
watching/photography” (supporter/ally)

“By encouraging autistic people to do the things they love” (autistic)

“Having a purpose in life, something to look forward to” (supporter/
ally)

“Stop pushing! (At work or at school or anywhere else) Stop focusing
on productivity an progress and achieving goals. The pressure is too
much” (autistic)

“Better social support systems and safety nets for people with invisible
disabilities” (autistic)

“Human relationships to help support people in feeling safe enough to
acknowledge/discover their genuine needs” (autistic)

“social connections” (supporter/ally)

“Give autistic people someone kind and safe to talk with-this makes the
biggest difference of all” (autistic)

(continued)
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TABLE 2. (CONTINUED)

Themes, subthemes

Quotations from autistic participants and supporters/allies

ii. Someone to provide emotional support/advice,
empathy

10. Improve support/interventions in the education
sector”

“Provide validation and understanding so we don’t feel like a burden
asking for help.” (autistic)

“More mental health support teams in schools that are PROPERLY
trained and equipped to deal with autistic/neurodiverse students”

(autistic)

“Having autism friendly school environments” (supporter/ally)

“an individual curriculum to find what they are good at and passionate
about” (supporter/ally)

“Flexi-learning for autistic pupils- the school system is so rigid & often
unhelpful for autistic young people” (supporter/ally)

“Note. Themes are listed in Arabic numerals; subthemes of themes are listed in Roman numerals.

Phase 2

Sample priorities across the staged prioritization process.
Having endorsed ideas generated from the Phase 1 sample,
the priorities of our Phase 2 sample are displayed in Table 3,
which lists the 21 ideas that most frequently appeared in
autistic participants’ final-stage priority lists, alongside their
ranking in earlier stages and by non-autistic participants.

Refinement of priorities across stages resulted in the grad-
ual relegation of some initially highly endorsed items, such as
a text-based crisis service, while other items, such as tackling
bullying at school, retained their popularity. Items consis-
tently popular across stages for all participants were the need
for early, preventative mental health support, support specifi-
cally designed for autistic people, improved access to diagno-
sis and post-diagnostic support, and better training for GPs>.

The priorities of Phase 2 participants ultimately spanned
multiple sectors, indicating a complexity corroborated by
their qualitative responses in our accompanying paper.'® The
ways in which participants grappled with considerations
around the practical implementation of these ideas, such as
the extent to which they should be co-produced and who
should receive them, are detailed therein.

Differential priorities across neurotypes. Autistic and
non-autistic participants significantly differed in their prior-
ities, albeit with small effect sizes (p® < 0.02) (see Fig. 3 and
Supplementary Data S8 for statistical notations). As in Phase
1, ideas related to the education sector had greater relative
prevalence in supporters/allies, as did the importance of early,
preventative mental health support; autistic participants, in
contrast, gave more weighting to the ideas of a text-based cri-
sis line, autistic people in supporting roles, identification and
assessment of autistic girls and women, training of mental
health professionals, more financial aid, and enabling with-
drawal from work when needed.

Differential priorities across autistic people. Within the
autistic group, we also observed small (yp?> < 0.02) but

2GPs: General Practitioners, in the United Kingdom, are primary
care doctors who provide general, holistic and preventative
healthcare in the community, within the National Health Service
(NHS). They are typically the first point of contact for all healthcare
needs, including referral to specialist services.

significant differences in priorities in relation to the follow-
ing individual differences (see Supplementary Data S9 for
statistical notations).

Gender identity. These reflected that cisgender autistic
men were more likely than cisgender women, and to some
extent TGD participants, to prioritize tackling bullying in
schools; the other groups were more likely to prioritize safe
crisis spaces, tailored, early and preventative mental health
support, and improved assessment and diagnostic of girls
and women (Fig. 4A).

Age. These reflected that the youngest group was more
likely than older participants to prioritize tailored mental
health support; improving coordination of NHS support; tack-
ling bullying in schools; increasing support in mainstream
education; support with day-to-day living; flexible breaks
from work when needed; and improving autism recognition
by education professionals (Fig. 4B). In contrast, the two old-
est age groups were more interested in training for GPs and
their staff, and peer support in mental health. The 2640 age
group placed a higher priority than other groups on the idea
of a case coordinator or case worker for autistic people, and
greater financial support.

Diagnostic status. These reflected that possibly autistic
participants prioritized items related to obtaining a diagnosis;
formally diagnosed participants were more likely to priori-
tize post-diagnostic support, along with safe spaces, tailored,
early and preventative mental health support, greater finan-
cial aid, support with day-to-day living, and training for GPs
and their staff (Fig. 4C).

Discussion

In a two-phase approach involving over 4000 participants,
we collated and prioritized ideas for suicide prevention from
autistic people and their supporters/allies. Phase 1 and 2 par-
ticipants were highly consistent in their priorities, which,
despite their UK-focus, reflect problems that exist worldwide.
For instance, the need for autism-specific and tailored support
in Phase 1 was mirrored by the high prioritization of support
designed for autistic people in Phase 2, and research demon-
strating reduced efficacy of psychiatric screening tools and
psychological interventions in autistic populations,'>'® along-
side the need for adapted approaches.®*?> The emphasis of



TABLE 3. IDEAS WITH THE GREATEST NUMBER OF SELECTIONS IN EACH ROUND

Stage 4: Ideas in the upper tertile % endorsement per group: ranking (#) | Stage It : Stage 2:

s Hmey by frequency of endorsement per group %M(:;r” %m&’r"
frequency of of
endorsement per group | endorsement per gronp

5 . All autistic  Formal DX Possibly Non- All autistic  Non- All autistic  Non-
autistic autistic ormal autistic ormal autistic
Ranked #1 Ranked 12~ Utcod S :‘; MM P
for frequency for frequency P . " "
fallies fallies pharin Jallies
1. Mental health wreatment, therapy, and support  40.1% 43.6% 33.6% 34.3%

designed for autistic people

31.7%,
2. Mental health support for autistic people 37.4% 38.7% 35.2% 4, 1%, 53.5%, 8.4,
earlier and when they need it, 1o help prevemt Y B
them reaching crisis W
3. Post-diagnostic support when people are 29.5% 3.8% 21.3% 5% 495% M  435%,76 | 29.1%, 88 23.8%, 46
diagnosed as autistic /. 54.1%, . Fid%, '
41.7%, 68 21.7%, '
4. Improve assessmentdiagnosis of autistic 28.5% 26% #1 33.6% 18.4% 49.4%, 84 370%, | 28.5%, [7] 19.2%, .—
girls and women | #6.5%, #3 25.7%, 47
2 35.3%, E X |
5, Train GPs and their staff to understand and %9 #5 28.3% E 24% 27.4% o7l [ 47.8%, 93%. 8 [27.0%4 29% 8
work with autistic people (e.g. basics of O R
autism, communication, increased risk off 49.2%, 27.9%, W
mental health difficulties and suicide, trauma 3770 8 (23.7% W6
|—and bumout) - . —— iy - ——a b ol W LB
36.7% #6 269% #5 26, ; 3%, P, [FRSTET BTN IR |
6. Allow autistic people 10 take a break from 26.6%, #5
work when they need it for their mental O
health =
7. Safe spaces for autistic people to visitandior ~ 25.2%  #7 268%  #6 77.8% 0 [ 386008 355 | 248%, 47 206% 8
stay when they are in crisis 40.7%, #8 26.6%, #5
334t - 22% W7
8. Train staff in NHS" mental health services to 23.%%  #8 24.9%  #8 22.1% #7 23.4% 85. 7%, ._ 86.1%, #7 | 44.4%, #6 44.3%, %5 | 24.2%, #8 23%, #7
understand and work with autistic people
{e.g. basics of autism, communication, a5.0% . e il
inereased risk of mental health difficulties a2 7% N I 416% 8 2019%

and suigide, trauma and burnout)
9, Shorter waiting times for autism 23.6% 19.3% 32.6%
assessment'diagnosis

234%  #T | 884%, . £7.4%, #5 4%, #7 38. 7%, #8

86.5%, #6 0.9%,
91%, 2.5%,
19.6% [WB| 78.2%, 78.5%, Il | 38.6%, 34.5%, Il

10, A service 1o help autistic adults with day-to-  23.1% 24.8% 20%
day living (such as managing bills, coping

with housework. cooking and other everyday TRA, ' I8.8%, .
tasks that people find difficult, and
understanding social expectations from other 75.7%, . 37.1%, -
peaple)
11, Quicker access 10 NHS services for autistic 21.6% 22 1% 21%
people in crisis
12, Reduce bullying in schools 20.6% 2% 20.1%
13, A texi-based (SMS or online chat) service for  20,3% 20.4% 20.3% 50.6%, Il 26.9%, w22

autistic people in crisis

14, More support for autistic and suspected 16.4% 15.3% 18.6% 89.9%, 1§ 44.3%, #5
autistic children in mainstream schools, for
autism-related difficulties such as
friendships, sensory issues, feelings, and

Joadens wok

163% [ 15.1% 86.1%, #6 |

31.2%, Il | 165

15, Train stafl in mental health services 1o
recognise the signs of undiagnosed autism
and what to do next
16. More financial support for autistic people 15.6% 8% 10.6%

[EREN |

25.1%. [

17. Find and test ways to ensure autistic people 15.4% 16.3% 13.6%
do not *fall through the cracks” in the NHS

18, Provide a care coordinator or case worker for  14.6% 15.5% 37.2%, '

autistic people, o support, advocate, and help

__them when passed between services

19, Autistic people trained and pard to support 14.2% 15%

other autistic people with mental health,
suicidal thoughts, and when in erisis

20. Check for autism when people ask for or 13.7% 12.8%
receive memal health services

b

. Suppaort for people waiting for autism 13.6% 12%
assessment'diagnosis

Table displays the 21 ideas which most frequently appeared in autistic participants’ final priority lists (Stage 4), and the percentage of
each group that endorsed that idea in that and previous rounds. The frequency with which each idea was endorsed is expressed as a rank,
color-coded on a rainbow spectrum from red (first priority) to dark purple (21st priority or lower). Note these are not rankings made by
participants.

"National Health Service (NHS), the publicly funded health system of the United Kingdom.
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A text-based crisis service

Quicker access to NHS services
for autistic people in crisis

Safe spaces for autistic
people in crisis

Shorter waiting times for
autism assessment/diagnosis

Check for autism when people ask
for/receive mental health services

Improve assessment/diagnosis of
autistic girls'women

Post-diagnostic support

Mental health treatment/support
designed for autistic people

Mental health support earlier to
prevent reaching crisis

Autistic people trained and paid to
support other autistic people

A care coordinator or case worker
for autistic people

Stop autistic people ‘falling through
cracks’ in the NHS

More support in mainstream
schools

Reduce bullying in school

More financial support for autistic
people

A service to help autistic

adults with day-to-day living

Allow autistic people to take a
break from work when needed
Train mental health services staff to
recognise undiagnosed autism
Train GPs/their staff to work with
autistic people

Train NHS mental health services to
work with autistic people

Train education staff to recognise

mental illness, trauma/suicidality in
autistic people

. Non-autistic

1
'] Autistic
|
1

FIG. 3. Differential prioritization of ideas for suicide prevention between autistic and non-autistic people. Depicts the
percentage of autistic and non-autistic participants who endorsed each idea in their list of up to ten suicide prevention
priorities. Group differences significant at an FDR-corrected threshold of p < 0.05 are marked with asterisks. Error bars

reflect 95% confidence intervals.

Phase 1 participants placed on early, preventative mental
healthcare was similarly reflected in the prioritization of early
preventative support and upskilling of general practitioners
(GPs) and other healthcare professionals in Phase 2. This ech-
oes global problems of over-stretched healthcare serv-
ices,!32%24 insufficient professional understanding of autism
and mental illness in autistic people,>*>7 and unsatisfactory
care for autistic people.'31423:26.28.29 Frequent requests in
Phase 1 for free and easily accessible autism assessment
across the lifespan corroborate well-established relationships
between late diagnosis, mental health difficulties, and sui-
cide,"183% and Phase 2 participants joined academics®'-? in
highlighting psychiatric populations as target groups for iden-
tifying undiagnosed autistic people. In Phase 2, ideas pertain-
ing to autism assessment and post-diagnostic care constituted
three of the final ten most frequently emerging ideas for

suicide prevention—indicating that national crises in autism
assessment>334 and autistic mental health,3! for our partici-
pants, are mirrors of each other.

The staged prioritization process of Phase 2 provided
additional context for Phase 1 responses, which together
appeared to reflect a microcosm of current thinking about
suicide prevention. Emphasis on societal stigma, social sup-
port, and peer support, in Phase 1, was mirrored by strong
endorsement of related ideas in the first stage of the Phase 2
prioritization process (Supplementary Data S5). Support for
more generic ideas (e.g., teaching about neurodiversity in
schools) decreased through the prioritization process, but
more refined manifestations of these same themes from
Phase 1, such as measures to reduce bullying, support every-
day living in the community, and autistic people in paid sup-
port roles, remained popular to the final stage. To some
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FIG. 4. Effects of agender identity (A), age group (B), and diagnostic status (C) on priorities among autistic partici-
pants. Depicts effects of gender identity (A), age group (B), and diagnostic status (C) on the priorities of autistic partic-
ipants. Group differences significant at an FDR-corrected threshold of p < 0.05 are marked with asterisks. Error bars
reflect 95% confidence intervals.
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extent, this process appeared to reflect deliberations!® on the
weighting of indicated, selective, or universal approaches,
the latter of which are typically relegated by governments
given their cost and long-term nature.® While the top ten pri-
oritized ideas in Phase 2 included ideas pertinent to helping
autistic people at a crisis point, they were slightly weighted
toward selective actions intended to prevent autistic people
from reaching a crisis point (as indeed indicated by the quali-
tative responses of these same participants).!® Participants
from Phase 1, given free rein and varied examples, also
tended toward selective or even universal approaches. Indi-
cated approaches are typically situated in the healthcare
domain,® but the priorities of both of our samples clearly sit-
uate suicide in autistic people as a social problem, linked to
exclusion, victimization, insufficient support, and barriers to
equal and self-determined participation in society.'® Accord-
ingly, their priorities align with shifts in national and interna-
tional policy toward coordinated, multisector responses
addressing the societal determinants that give rise to suicidal
distress.>%%-35 This perspective is lacking but urgently needed
in an autism context to address these widespread inequities,
necessitating policy changes in education, employment, wel-
fare, health, and social care, and to ensure social inclusion.

Statistical comparisons of Phase 2 data reflected shared and
differential priorities between autistic people and those who
support them. As in Phase 1, autistic participants were more
inclined than their supporters/allies to prioritize peer support,
and placed greater emphasis on a text-based crisis service for
autistic people, the need for breaks from work, financial sup-
port, and ideas associated with autism identification. Differen-
ces within the autistic group reflected age and gender
differences in the factors that contribute to suicidal feelings
and in help-seeking experiences. Autistic women and gender
minorities, more likely than cisgender men to endorse physical
and mental illness and difficulties accessing services when in
crisis,!>!8 were more likely than men to prioritize tailored and
early mental health support, as well as safe spaces for autistic
people in crisis. Women and possibly autistic people, overlap-
ping groups, prioritized ideas associated with autism assess-
ment and diagnosis, as per historic under-recognition of autism
in people assigned female at birth®®; those with formal diagno-
ses were more likely to prioritize services which might be pre-
sumed to target diagnosed autistic people unless otherwise
stated. Participants’ feelings about the provision of supports
and services across diagnosed and undiagnosed individuals
were, however, complex, as reported elsewhere.!®

Policy implications

There are several policy implications of these findings, and
poignantly, as pertains to a UK context, these have minimal
overlap with the present 4-point action plan for suicide preven-
tion policy.” Two of four actions pertain to reviewing nationally
collected data to “develop a clearer picture” and “identify areas
of improvement to prevent suicide”; the third suggests the
Department of Education “consider opportunities to provide
support” to autistic children, and the fourth suggests that the
Department of Health and Social Care “consider” results from
an (incorrectly described) investigation of safety-planning.® We
focus here on three implications supported by the priorities of
autistic people and of supporters/allies, which move past reflec-
tion to recommended actions that should be coordinated across
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these and additional government departments. It is essential that
any subsequent action be decided, designed and implemented
in partnership with this community,'® ensuring their needs and
priorities are centered and potential harms avoided.?’

First, healthcare professionals, including GPs and those in
mental health sectors, must be upskilled to understand the dis-
tinction between mental health conditions and autism, recog-
nize differential presentations of mental illness, trauma,
burnout, and suicidality, adapt their communication, and offer
tailored interventions. A consistent high priority across phases,
this was equally highlighted in the aforementioned 2021
policy brief,'> which also urged legislation to prevent mental
health services from rejecting referrals from autistic patients—
a common experience among our participants'? and those sur-
veyed elsewhere.?>?*2 While beyond reasonable knowledge
of our participants, there is growing evidence for several meas-
ures to appropriately assess!”-*® and support® autistic people
with suicidal thoughts and behavior. Autism-adapted safety
plans, for instance, are rapid and inexpensive to implement,
but clinicians lack confidence in their use.*® Training and
infrastructure to support implementation of existing tools and
development of additional ones are desperately needed.*!

Second, the capacity of diagnostic services must be
increased to reduce waiting times and make diagnosis freely
available to individuals of all ages, rather than a privilege
related to socioeconomic advantages.>* Focus on ensuring
accurate diagnosis as early as possible is justified by robust
evidence of an association between later age at autism diag-
nosis and mental health problems.3%*%*2 Focus on ensuring
the availability of assessments to undiagnosed autistic people
is similarly justified by evidence that receiving a late-life
diagnosis typically appears to improve well-being in the
longer term, although it can invoke a turbulent period of
adjustment which necessitates support.*>* In additional
qualitative data of our Phases 1 and 2 participants, reported
elsewhere,'?!? participants suggested that accurate diagnosis
can change or even save lives, through opening pathways to
formal and/or informal support, receiving appropriate or
adapted care for co-occurring mental health conditions
(and addressing inappropriate care related to inaccurate
diagnoses), facilitating individual sense-making and self-
compassion, and facilitating connection with peers.'® Con-
sistent with literature describing the challenges of adapting
to a late diagnosis,'>*3*° our data also demonstrates the vital
importance of post-diagnostic support,*® and low-cost solu-
tions to address this need have been proposed.*’—#°

Third, systemic changes are required across education,
employment, health, and social care to tackle marginaliza-
tion of autistic people and embed support continuously
throughout their lives. While UK suicide prevention policy
broadly reflects expert consensus®?® on the need for leveled,
coordinated, and strategic approaches to address societal
determinants of suicide, this kind of perspective is thus far
absent from the startlingly limited policies pertaining to sui-
cide prevention in autistic people, which also lack the tai-
lored specificity highlighted as essential by our participants.
Our participants concurred with academics®® that the great-
est reduction in suicide deaths comes from disrupting the
social determinants that build suicidal trajectories from
childhood onwards,'® including the societal stigma and
insufficient educational support highlighted by Phase 1
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participants.'® The top ten priorities of Phase 2 participants
are indicative of an inaccessible, inflexible, and burnout-
inducing work culture combined with insufficient financial
aid for disabled people;'!>° a rigid and reactive healthcare
system,'31* lacking appropriate spaces and interventions for
people in crisis;>! and a dearth of social care in the commu-
nity.!! The expansiveness of ideas across sectors and at dif-
ferent points in the suicidal trajectory!'® suggests that focus on
any one, two, or three of the ranked priorities, alone, is
unlikely to yield substantive reductions in suicide in autistic
people; nor, as our accompanying paper'® shows, is situating
autistic suicidality as the purview of the mental health sector.

In summary and as elsewhere stated,? it is imperative that
the whole-of-government approach applied to suicide preven-
tion broadly5 is translated to an autism context, and realized
in a strategic plan, appropriately resourced, specific to this
priority group and co-developed in partnership with the same.
Of particular note in a UK context, we highlight that there
exists legislation which should, in theory, include some of the
measures suggested above; our data suggest, however, a sig-
nificant policy-implementation gap, evidenced, for instance,
in the number of Phase 1 participants rejected from healthcare
services'? in contravention of equality laws. Increased sur-
veillance and accountability for the implementation of
autism-related policies, involving community members, may
be essential in ensuring legislation is enacted in society.

Strengths and limitations

Though boasting a large sample and a rigorous two-phase
approach, there are several limitations pertaining to this
work. Methodological decisions by the research group likely
influenced participant decisions at numerous points, from
our inclusion of pre-entered ideas in Phase 1 to our framing
of the prioritization process in Phase 2. We took steps to
minimize the influence of any individual preconceptions
within the coding team, working closely and discussing all
interpretations to consensus (see Supplementary Data S3).
We progressed ideas to Phase 2 based on their frequency and
co-occurrence, irrespective of other criteria such as their per-
ceived feasibility or novelty. Notably, frequency or preva-
lence of themes is not typically construed as equal to their
importance in qualitative analyses,?® and we may have omit-
ted some potentially promising ideas. Unavoidably, given
the nature of the study, Phase 2 participants were constrained
by the priorities of Phase 1 participants as interpreted and
phrased by the research team. We did, however, seek and
analyze the views of Phase 2 participants in a less con-
strained manner elsewhere.' The study was implemented by
a neurodiverse team with autistic individuals in positions of
influence. We attempted to incorporate feedback from non-
academic community members throughout (see Supplemen-
tary Data S7), although our study fell short of optimal stand-
ards of community participation. These findings must not be
interpreted as an exhaustive list of appropriate approaches to
suicide prevention, particularly as specific ideas might have
been difficult to generate, and participants could not be
expected to be aware of emerging and developing
approaches.® The potential benefits, harms, and limitations
of the ideas prioritized here require careful exploration in
partnership with autistic people, alongside consideration of
pathways to implementation and appropriate means of
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evaluation. Future research should explore nuanced relation-
ships between participant priorities and variables likely to be
highly meaningful, such as, in autistic people, age at diagno-
sis and at the peak of suicidal thoughts; in supporters/allies,
the age, diagnostic status, and co-occurring conditions of
supportees; and in those bereaved by suicide, the circumstan-
ces of the bereavement. Given our relatively small but heter-
ogeneous “supporter/ally”” groups in both phases, we suggest
cautious interpretation of the differential weighting of ideas
and priorities between autistic participants and the “support-
ers/allies” of Phases 1 and 2, particularly as we did not ascer-
tain the neurotype of Phase 1 supporters/allies, nor examine
broader influences on participant priorities.

With insufficient representation in our sample, these prior-
ities may not represent those of cisgender autistic men and
gender minorities; individuals diagnosed as children; and
autistic people with minority ethnic, racial, and cultural
backgrounds, who may be disproportionately vulnerable to
suicide and broader health and social inequities.>*>* More-
over, the priorities identified by our participants are unlikely
to reflect the desires and needs of autistic people with learn-
ing disabilities and higher support needs, who are also at
higher risk of suicide and self-harm but underrepresented in
research.>>> Many of these individuals, needing additional
support to share their views,’® would have been implicitly
excluded by our approach. Notably, we may have introduced
sample biases through our statistical focus, in Phase 2, on the
final stage of the prioritization process. This decision, along-
side that of focusing only on the 21 most frequently endorsed
ideas in that stage, aimed to prevent an unwieldy number of
analyses from obfuscating the clarity of findings and their
interpretations. However, as demonstrated by the missing
data in Table 1, a large proportion of participants withdrew
from the survey before completing the fourth stage of prioriti-
zation. Placement of demographic questions at the end of the
survey means little is known about participants who with-
drew, but given the demanding prioritization process, they
might conceivably have had a greater likelihood of co-
occurring neurodivergence (e.g., ADHD or dyslexia, making
concentration and reading more difficult), poorer physical
health, more time pressures, and/or lower computer literacy.

Given that our data were collected in the United Kingdom,
our findings may not be generalizable to other cultures and
settings. Specifically, our findings reflect the infrastructure
of UK services (as explicitly demonstrated in those ideas and
priorities pertaining to “GPs” and the “NHS,” but implicit
elsewhere) and the UK cultural landscape. Nonetheless,
some of the priorities contained herein, and our related pol-
icy recommendations, are likely to be applicable to other
similar or high-income environments, even if necessary to
realize in the context of different public infrastructure: the
need to upskill healthcare professionals and increase the
capacity of mental health and diagnostic services, for
instance, appear highly relevant to concerns raised in other
countries,?3242627 and may be similarly relevant to low- and
middle-income settings.>’” However, other priorities not iden-
tified by us may exist in low- or middle-income settings
where the majority of autistic people reside®® and where,
indeed, the majority of suicide deaths occur.’® In low-
resource settings where data about autism prevalence is not
systematically collected and relatively greater proportions of



COMMUNITY PRIORITIES FOR SUICIDE PREVENTION
the population are undiagnosed,®®! the prevalence of sui-
cide among autistic people is more nebulous than that derived
from research in high-resource settings;* that said, existing
data® are indicative that unrecorded, diagnosed and undiag-
nosed autistic people are likely to constitute a high proportion
of suicide deaths in low- and middle-income settings. In
countries that may lack political strategy for autism and
where suicide prevention is superseded by other health prior-
ities®? participant priorities such as around decreasing waiting
times for autism assessments or providing post-diagnostic
and tailored mental health support, may not reflect the resour-
ces available for autistic adults or the scale of missed diagno-
ses. Specific pathways to and priorities for suicide prevention
will necessarily differ in relation to culture, resources, and
infrastructure across countries. As an initial step, however,
we suggest that efforts to address health and social inequal-
ities for autistic people across the world®® must necessarily
acknowledge that suicide appears to be a global threat.?

Conclusions

Autistic people and their supporters/allies identified many
pathways to suicide prevention. In addition to mental healthcare
for individuals in suicidal distress, Phases 1 and 2 prioritized
prevention through systemic change. Many of these recommen-
dations are consistent with current approaches to suicide preven-
tion (e.g., importance of support systems, prevention as
priority)—approaches which, unfortunately, have been insuffi-
ciently applied in an autism context. Others highlight experien-
ces that are likely to be relatively unique to autistic people (e.g.,
the importance of diagnosis and post-diagnostic support to long-
term outcomes). Our recommendations are generally consistent
with international suicide prevention frameworks, which we
urge policymakers to adopt in an autism context, including
specific nuances that are necessary for directly addressing
increased risk within this priority group. In sum, there is an
urgent need to reconceptualise suicidality in autistic people as
a social problem requiring coordinated, sustained, and sys-
temic effort across government, inclusive of education,
employment, health, and social sectors, as well as commun-
ities, to reduce inequities and tackle marginalization. If acted
on, we expect that these community priorities will ultimately
reduce preventable death by suicide in autistic people.
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