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Language

• Recent research showed that the autism community
use a range of terms to describe themselves:

– Autistic

– Aspie

– On the spectrum

– Person with autism

• On the whole, ‘autistic person’ was most preferred
by the autism community, and ‘person with autism’
was preferred by professionals (Kenny et al. 2016)



What brings us here today



What brings us here today

Growing number of ‘counting’ studies

Not enough about Why
No validated tools

What should the priorities be?



Autism Community “Top 10” Priorities

Autism Community Priorities

What barriers do autistic people experience  when seeking help which may put them at
greater risk of suicide?

What are the risk and protective factors for suicide in autism across the lifespan?

To what extent are autistic people not believed about the severity of their distress?

How can we further understand suicide where mental health is not a factor, across the
lifespan?
How can we best identify and assess suicidal thoughts and suicidal behaviours in
autistic people, in research and clinical practice?

How should interventions be adapted for autistic people and individual presentations?

What is the experience of suicidality in autistic people? Is this experience different to the
general population?

How do autistic people seek help when they are in a crisis?

How well do existing models of understanding suicide apply to autistic people?

What is the impact of poor sleep on suicide risk in autistic people, and how can this be
measured?

In association with
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Assessment / Measurement

Evidence for measurement properties of tools in
autistic people

Adapting suicidality assessment in partnership
with autistic adults



Challenge of Measurement in Autism

• Alexythymia: under reporting of suicidality?

• Theory of Mind, literal interpretation: over
reporting of suicidal feelings?

• Unique aspects of suicidality in Autism?

Involve autistic community in development
of Qs …



• No suicidality assessment tools developed or
validated in autistic adults

• SBQ-R could be useful candidate tool to
adapt for research



Research Questions

• Does the SBQ-R capture the same thing in
autistic and non-autistic adults?

• Do autistic adults interpret the SBQ-R
questions as expected?

• If not, can we adapt the questions in
partnership with autistic adults?

• Does this make the tool more appropriate for
future suicide in autism research?



Does the SBQ-R capture the same thing?

Cassidy, S. A., Bradley, L., Bowen, E., Wigham, S., & Rodgers, J. (2018). Measurement properties of
tools used to assess suicidality in autistic and general population adults: A systematic
review. Clinical Psychology Review.

1. Lifetime experience of
suicidal ideation and/or
attempt.

2. frequency of suicidal
ideation over the past twelve
months.

3. Threat of a suicide attempt
– communication of suicide
intent to others.

4. Self-reported likelihood of
suicidal behavior in the
future.



How do autistic adults interpret the SBQ-R items?

“Something missing” between a
brief passing thought and plan.

“Am I really bad?”

“Does not capture the intensity of
the thought or the length or time”

“Who would you tell?”

But an important question!

“It’s a future question and you don’t
know what’s going to happen”

Important, but “impossible to
answer”



Adapting the SBQ-R with autistic adults

Added in a stage between a brief passing
thought and a plan
Simplified language
Follow up Q’s: impulsivity, plans, and
access to means

Full range of frequency of suicidal thoughts
captured in the past year
Capture perseverative thoughts

Made question a little less abstract.
~50% find the visual useful.

Include communication of intent and past
attempts.
Simplified response options.
Follow up Qs: Who did you tell? Why have
you never told anyone?



Is the adapted tool more appropriate?

• Evidence for capturing a similar construct in
autistic and non-autistic adults

• Tool adapted in partnership with autistic
people better for research involving BOTH
autistic and non-autistic people!

• Tool is validated for use in research

• Brief assessment tools should not be used to
inform treatment decisions – poor predictors
of future suicide attempts (Quinlivan et al, 2019,

2017).



Holistic Assessments …



Risk / Protective Factors

How applicable are existing models?

What risk markers may be unique or shared
between autism and the gen pop?





Results

• Autistic traits associated with lifetime suicidality,
through thwarted belonging and perceived burden.

• 163 General population young adults (18-30
years) completed online survey



Potential for IPTS to explain increased
suicidality in autism …

BUT, could it be expanded?

Important to ask autistic people about their
experience ….



Method

Literature
search

Focus
groups

Feedback
on survey

Identified
and
proposed
topics

Prioritised
topics

To ensure
content
validity

• Mental Health in Autism (MHAutism):
Participatory research project to increase
understanding of mental health, self-injury and
suicidality in autism



• Predictors of SBQ-R
scores:

1. Autism diagnosis
(4.5%)

2. Autistic traits in the
gen pop (3.2%)

• Autistic adults:
1. ‘Camouflaging’ (3.5%)
2. Unmet support needs

(3.1%)
3. NSSI (4%)



Camouflaging, autistic traits and IPTS

• 160 undergraduate students (86.9% female)

• CAT-Q (Hull et al, 2019):

• Compensation (for autism-related difficulties in social
situations)

• Assimilation (to fit in with others/not stand out from
the crowd)

• Associated with poor mental health (Hull et al, 2019).

• Do people with high autistic traits try to camouflage
these traits to try and fit in, leading to feelings of
thwarted belonging, and suicidality?





• IPTS could have
relevance to autism and
autistic traits in
explaining increased risk
of suicidality in this group

• Important not to
inadvertently encourage
camouflaging autistic
traits



Implications for Prevention

“What works, not what’s on offer"







Implications for prevention

• Timely access to support – Autistic pathway
needed

• Training developed in partnership with autistic
people – otherwise unhelpful stereotypes can be
reinforced

• Continuity of care, more sessions

• Sensory environments (quiet, natural light)

• Alternative access (other than phone, e.g. online,
text or web based support)

• Adapted therapies in partnership with autistic
people



Overall Summary

• Suicidal thoughts and behaviours in autism significantly
higher than psychiatric groups

• Late diagnosed / undiagnosed adults without ID appear
most at risk

• Increased vulnerability to known risk factors:

• Reduced sense of belonging, isolation

• Difficulty accessing support and treatment for mental
health conditions and suicidality

• Suicidality in autism beyond co-morbidities:

• Camouflaging, social support?

Access to appropriate treatment and support live saving,
but difficult to access …
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