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LISA MORGAN

SPECIAL GUEST SPEECH

Transcript Special Guest Speaker: Lisa Morgan (USA), certified
autism specialist and autistic author of “Living Through Suicide
Loss with an Autistic Spectrum Disorder.”

Hello. Thank you for inviting me to speak today. I appreciate
the opportunity to be here and share my story. So, today I'm
going to talk about autism and suicide through the lens of
autism and lived experience. Suicide has made a significant
impact on my life. I attempted to end my life. My husband

of 29 years, self-diagnosed as autistic, died by suicide. My
nephew died by suicide. A young 24-year-old autistic man
who I had known since he was two years old died by suicide.
Suicide has also changed the trajectory of my career and
started me on a journey of advocating for crisis supports and
suicide prevention resources for autistic people.

So, first, with autism, being an inherent difference in brain structure, we autistic people
experience the world differently. We communicate differently, which, I suppose, can be
strange to non-autistic people. I've learned throughout my life that the majority of people are
not comfortable with strange, weird or inherently different people. So much so that autistic
people are continually feeling pressured to fit into a society that makes little sense to us
most of the time. We live in an environment that can be too loud, exceptionally bright, with
overbearing smells and disagreeable colours.

We are misunderstood, alienated, fired, not hired, rejected, and know that we must mask who
we are to be accepted. Autism is a different way of being with its own strengths, challenges,
and way of communicating, but, because we are different and can't conform to mainstream’s
social expectations, many autistic people come to think of themselves as less than, or not
good enough, or even failures.

We eventually accept what society continues to think about us, until we live with internalised
ableism and just torture ourselves into perfectionism, trying to do everything right. We
become more than overwhelmed. We have unmet needs, experience thwarted longing, mask
our true selves. Many of us succumb to autism burnout. So, there are a lot of autistic people
who can think of no other way to just make it stop than to escape through death.

Suicidality is a crisis in the autism community. It's the leading cause of death for us. The
leading cause of premature death for us. Autism-specific suicide prevention resources can
help professionals to better support autistic people in crisis. Resources can help professionals
to know how to communicate with autistic people, to be more culturally competent and
understand the unique risk factors and warning signs in autistic people.

Resources could also prevent unintentional harm through either mistakenly believing and
autistic person is suicidal and then acting upon that belief and further traumatising them in
an effort to help, or not understanding that an autistic person is suicidal and dismissing the
warning signs, because they are different than what most other suicidal people exhibit.

Very often we reach out for support, we don’t get our needs met. Not because people don't
care, but because they likely can't see the autistic person in front of them, or they do not
understand the unique ways that autistic people communicate and experience the world. Or,
when we reach out for support, we are unintentionally harmed by well-meaning professionals
who believe they are helping but are not, which is why they must let us help them help us.

tw

Autistic people must be part of the solution. So, let me tell you some of my personal
experiences to help you see what I mean. For me, my lived experience with suicidal ideation
started when I was in my teens. To my teenage brain, suicidal ideation brought a sense of
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relief. Knowing, if the emotional pain and overwhelm got too bad, I had a way to stop it.

That relief, in some way, helped me to keep trying, to keep going, to not get to that point of no
return. I honestly do not know exactly when it started. For me, suicidal ideation was a gradual
big idea that solidified into a thought over time. Again, it was a comfort to know I could stop
the emotional pain I lived with, if it got too bad. Looking back, the best year of my life was
kindergarten.

I can remember just being a kid in [Mrs Rose’s] kindergarten like every other kid. I was
accepted, I didn't feel different. My memories are playing and learning and having fun.

My class got to go on a local television show where I was one of the kids chosen from the
audience to play a game. At the end of the year, we sat for silhouettes of our profiles by casting
our shadows onto white paper that our teachers traced with pencil and then transferred to
black paper.

I was excited and fascinated by that whole process. The bullying, rejection and socially
traumatic realisation that I was somehow inherently, intrinsically different from my peers
started the very next year in first grade and has continued throughout my life, even up to now.
My lived experience with suicide started in 2014. I was in a really rough place and had been
for several years.

I had been experiencing abuse due to a mental illness my husband suffered from, which
caused him to rapidly deteriorate into a stranger. I was raising my two youngest children
basically alone, although completely alone would have been easier. I was working outside of
the home, and I was just very much alone. I did not know how to reach out to other people for
help.

Past experiences had taught me to struggle through difficult circumstances alone. [I did not
know] how to ask for help, and I did not know who to ask for help, but I did get to the point of
trying. I was continually reminded that I don't see things like most other people. First, I tried
telling our primary care physician, who my husband and I both saw, and with whom I had
permission to share my husband’s medical information, that I was concerned my husband
was suffering and possibly suicidal.

I thought I was clear in reporting his symptoms. But, after talking to my husband, our
physician came back and told me my husband was fine and I just needed to be a better wife.
AsI'd often heard in my life, the problem was me. During the same time period, I also found
an organisation called the Hope Centre that helped women in situations like mine. l made an
appointment to talk to someone there.

But, haunted by past experiences of being misunderstood, bullied, and rejected for me being
me, I stood outside that building on the day of my appointment, very unnerved, afraid, and
just willing myself to go inside. I eventually did, and soon found myself sitting in front of a
lady, telling her of my situation. It felt completely uncomfortable and extremely risky. I felt
confused afraid, embarrassed, and vulnerable.

It was really the first time I went that far into detail. I will never forget what happened when I
was done reporting my situation. She laughed. She laughed, and she started asking me more
questions, not to understand or help me though. It seems like her questions were to catch
me in a lie. She didn't believe me. She kept saying she’d never heard of a situation like mine
before. I left before she or anyone else could see me start to cry. I was completely alone.

Then, in October of 2014, I moved out of my marital home with my two young boys for safety
purposes. The only place I could find by myself was horrid. It was infested with fleas, there
were cockroaches, it smelled sour, was in a bad part of a city, and came with its very own rat.
It was not a place of peace and safety. Although I eventually fixed all of those problems, I still
felt like my whole life was a failure, and, in my effort to keep my boys safe, I brought them to a
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place none of us felt okay living in.

It seemed the more I tried the harder things got, the worse my situation became, and night
after night after night I was consumed by emotional pain, guilt, and confusion. I could not
sleep until one night in December, convinced my kids would be better off without me, I could
only think about how to make all of the pain, all of the confusion, all of the struggling to just
stop. I survived, but things only got even more difficult, again, as I reached out for help.

I was judged harshly by the professionals in the hospital the day after my attempt. I was
asked questions like, why did I ever have children, why did I stay with my husband for so
long? Instead of them trying to figure out why I wanted to leave this world and then help me
to stay, I was misunderstood, accused, ignored, patronised by the professionals to whom I
reached out for help.

After being there for five days, somebody came up to me and said, oh, is this your first day?
I felt invisible. No one could see me, no one could help me. I could not get anyone to listen
to me. I couldn'’t find the right words to say. People were asking me why I had reached out
for help or told anyone. I thought I finally was reaching out for help and telling people. But
remember, a big part of autism is difficulty in the area of social communication.

So - both externally and internally. So, I couldn’t externally communicate what I couldn't
internally understand. I was in mental anguish and confused, scared - couldn'’t sort out my
intense emotions, completely worried about my boys, and then the help I was getting only
exacerbated it all. What I felt at the time, that no one cared, was more likely about no one
being able to understand me.

Then, when my husband died by suicide in 2015, just about six months after that, my life got
exponentially more difficult than I could have ever imagined, and I was thrust into a world of
social communication challenges in the aftermath of my husband’s suicide. I had confusing
conversations and was misunderstood by so many different people in the settling of his
estate.

Like insurance people, the human resources department at his place of employment, lawyers,
the mortgage company, the coroner, the police, the people repairing my marital home, the
realtor, my boss, bankers, creditors, neighbours, and even family who were still in deep grief
from my nephew’s suicide. I had no support. People I did know before my husband died had
stepped out of my life.

They just did not know what to say or what to do. I knew things had to change for the
better. I didn't want other autistic people to have the same experience asIdid. So, I wrote
my first book in 2016 about living through suicide loss as an autistic person. Then, out

of the continuing necessity of supporting myself and wanting to support other autistic
people, I started a conversation with a suicide prevention organisation called the American
Association of Suicidology, AAS, about autism and suicide.

I eventually led the development of autism-specific resources written directly from research
findings in collaboration with the autism and suicide committee I founded in 2018 at AAS. The
crisis supports for the autism community toolkit was originally written to help crisis centre
workers identify and communicate with autistic people who call or text for help.

I had texted a crisis centre one night, feeling very, very alone in the world. Only after a brief
conversation, to be put on hold and then have the person end the call. I felt more alone

after the call ended than I did before. I knew the person I had communicated with did not
understand me. That in itself conjures up a deep sense of loneliness. It was after that call that
I made the decision to write the crisis tool kit.

Being diagnosed later in life, at the age of 47, was a factor in my not having the social skills
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needed to reach out for help. But stil], if the professionals I interacted with knew more about
autism through autism-specific resources written in collaboration with autistic adults,
perhaps I could have had a better change of receiving the help I needed.

Maybe my primary care physician would have listened and understood more when I confided
in him about my fear that my husband was suicidal, instead of telling me I just needed to

be a better wife. Maybe my nephew or my young autistic friend could have also been heard
as they struggled. Looking back, I think my calm demeanour, or masking, my literal way of
communicating and not using any excess words to elaborate did not convey the urgency of
our situation to our primary care physician.

Also, although I had been diagnosed as autistic at the time, I still didn't know enough about
autism to self-advocate. Perhaps the lady at the Hope Centre would have reacted differently
than with laughter, if she knew more about how to communicate with autistic people and
more about autistic people in general. Maybe my experience at the hospital I ended up in after
my attempt could have been supportive and helpful instead of traumatising, alienating and
confusing.

I don't know. What I do know is autistic people are in need of being understood for who they
are as well as how they communicate and experience the world. The autism community
needs people who are open to learning new ways to communicate and who are capable of
changing things up in order to help us, not in the typical way, but in the way we need to be
helped, as autistic people.

For example, we need professionals to slow down and let us process situations, words,
directions, and whatever environment we're in, when we're receiving help, and figurative
language is confusing, so use literal speech. Social nuances are difficult, so communicate in a
straightforward way, using as few words as possible. The more honest you can get, the better
it is for us.

Understanding that masking may cause us to look calm, even while in a crisis is imperative.
If we say we are emotionally distraught with a straight face, no tears, no apparent anxiety,
and with a calm demeanour, listen to our words, knowing that we may be making or shutting
down or completely overwhelmed. Learn about ableism. Just try to remember who you are
helping, when you're working with autistic people.

I know it's possible to do that, because I have lived experience around the fact that it can
work. It takes a humble soul, a heart for helping people, and a mind that's open to new ideas.
Someone who can see beyond themselves and know the differences of people from minority
groups are just as valid, important, and worth understanding as the sameness of the people
from mainstream society.

Someone who understands a person’s worth and potential are not depended on how well they
conform or fit in with the majority of society. I was fortunate to have met that someone in real
life a little over three years ago. Someone who is helping me change my story from striving to
thriving. I've slowly been meeting more supportive understanding people like her through my
advocacy work.

Still, in the thousands of people I have met in my lifetime, I can name only a few who get
it. As an aside, keep in mind that I also know people who work or volunteer in associations
specifically mean to help autistic people and still only a few people I know have taken the
time to truly understand me and other autistic people. I have a few people in my life that
support me and I trust.

As many as I can count one hand. I'm one of the lucky ones, to have that many. But know this.
Learning to help autistic people is not difficult. Although I'm sure it takes effort. It's about
being not only culturally aware, but culturally humble. It's about accepting people for who
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they are, not who is most convenient for them to be, and about seeing the potential and the
value and the strength in the differences.

Finally, again, let us help you help us. We know autism. We are autistic. We know more about
the reality of living with autism in today’s society that people who have worked with autistic
people for any number of years. No amount of education, work experience, knowledge about

autism or even research findings can measure up or compare to lived experience.

Again, let us help you help us. Thank you for being here today. I hope your interest in this
subject will continue and contribute to some really helpful changes for autistic people in
need.

KEYNOTE SPEECHES

Transcript Keynote Speech: Dr Brenna Maddox (USA), PhD, Deputy
Editor for the journal Autism in Adulthood.

“Recognizing and reducing suicide risk in autistic
people.”

Hello, I'm so honoured to be here today with you all, virtually, and
I want to thank the conference organisers for putting together
this incredibly important and timely event. Thank you for
inviting me to be part of it. Wish that I were there with you all in-
person, but we will make the most out of this virtual experience
and I'm excited to answer your questions live during the Q&A
period.

First, a quick note about the language that I will be using in this
presentation today. Personally I was trained in graduate school to use person-first language,
or person-with-autism, as the most respectful and preferred way to refer to individuals on
the spectrum. So I used person-first language for many years. Then more recently, my close
autistic collaborators, and the people that I work with on several projects, some of which
you'll hear about today, express their preference for identity-first language, or autistic person.
There have been several articles published in the last few years that highlight the preference
for many people on the spectrum of identity-first language.

So I just want to note before I jump into all my slides today, that I will be using identity-first
language to respect that preference. For anyone who's interested in reading more about this
use of language and how to avoid ableist language, I would highly recommend checking out
this article published in Autism in Adulthood last year.

So why are we all here today at a conference focused on suicide prevention for autistic
people? As you all know, we're focused on this topic because there is a growing awareness
that suicide is a leading cause of early death in the autistic community. The prevalence of
suicidal thoughts and behaviours are significantly elevated in autistic children, adolescents,
and adults, compared to the general population.

This new article just came out a couple of months ago, by the time of this conference; it's
already getting a lot of press, which I think is good again to increase that awareness. This
paper is a systematic review in meta-analysis of 31 studies, and it finds that the odds of
self-harm in people on the spectrum is more than three times the odds in people not on the
spectrum. This article is really, as I mentioned, raising awareness, again that both children
and adults on the spectrum are at this increased risk for self-harm and suicidality.
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So knowing the elevated prevalence [estimates], I think a natural next question is why? Right?
What makes autistic individuals more likely to think about, attempt or die by suicide? We
know that factors known to increase the risk of suicide in the general population are more
common in autistic individuals, and I've listed just a few examples up here on the slide.

However, in studies that have had comparable rates of some of these factors in the two groups
— on an autistic group and a non-autistic group, even when these factors are similar across
the two groups, the autistic individuals still show an increased risk of suicidal thoughts and
behaviours. Of course this suggests that we need to consider additional factors, and some
may be more specific to autistic individuals.

So this list of risk factors of suicidality is in no way an exhaustive list, but some of these risk
factors are the most studied, and the most afforded as risk factors, and also some that may be
specific to autism. This first one, I'm sure is not a surprise to anyone listening, co-occurring
psychiatric conditions in autistic individuals is a significant risk factor for suicidal thoughts
and behaviours. There was a large national study out of Denmark earlier this year, and the
research team found that of that group of autistic adults, either attempted or died by suicidal,
more than 90 per cent of them had a co-occurring psychiatric condition.

We also know that a lack of social support and similarly, or more generally, unmet support
needs, can be a risk factor for suicidality in autistic people. Dr Hedley and Dr Cassidy and
their teams have done some really wonderful work to show, and to highlight how these risk
factors need to be better understood. Camouflaging or masking is somewhat newer in the
literature in getting attention as a potential risk factor for suicidality.

The next one up here is a late diagnosis. So we know that individuals who receive their first-
time autism diagnosis in adulthood are at an increased risk of suicidality. Several studies
suggest that autistic females are at a particularly increased risk for suicidal thoughts and
behaviours. Then this last one, autistic burnout — again this is a somewhat newer term in the
field and it's defined as a syndrome conceptualised as resulting from chronic life stress and a
mismatch of expectations and abilities without adequate supports.

If you're interested in learning more about autistic burnout, Dr Raymaker and colleagues
published this excellent article in the Journal Autism in Adulthood last year and they really
describe, define and summarise the potential negative consequences of autistic burnout,
including suicidality.

So we were just talking about risk factors which are characteristics or conditions that make it
more likely that individuals will think about, attempt, or die by suicide. Warning signs, on the
other hand, indicate a more immediate risk of suicide, and unfortunately there is much less
research in the autism field right now on suicide warning signs compared to risk factors.

To hopefully start to close this gap in the research, and particularly in terms of practical
guides, Lisa Morgan, whom you're about to hear from in this conference, had a brilliant idea to
develop a proposed set of warning signs for autistic people. As I'll show on the next slide, she
invited a small group of us to work on this guide. This was just recently published — I have
the link there on the slide. That is Lisa's website, and this new Warning Signs of Suicide in
Autistic People resource is featured on the main page of the website.

As you can see here, this is a resource that's based on research findings and expert
consensus. Our motivation to develop this resources was that warning signs of imminent
suicidal behaviour in the general public do not always represent unique needs of the autism
community. So as I mentioned, Lisa had this wonderful idea to pull together an international
group, and brought us together to work on this resource, the development of this resource,
from July 2020 all the way until August 2021.

10
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So you can see the co-authors are pictured up here, Dr Teal Benevides, Dr Mary Donahue, Dr
Sarah Cassidy, Mirabel Pelton, and myself — all worked closely with Lisa Morgan to develop
this resource. One thing I really admire about this team is that we cover a wide range of
experiences. Many of us have multiple experiences and roles, including autistic people,
researchers, practitioners, and those with lived experience of suicide loss and suicidality.

This guide is designed to enhance discussions about suicide risk with autistic people; we
want to make clear that it's not a substitute for professional support or professional risk
assessment. The goal is to improve individual's understanding. So this could be mental
health professionals, or physicians, it could be family members and friends — improving their
understanding about these potentially unique warning signs of suicidal behaviour in autistic
people.

I think Lisa will touch on this more in her presentation, but we really went into this work
together, wanting to prevent both kind of sides of these devastating consequences that can
occur when someone does not understand warning signs of suicide in autistic people. So
misunderstanding a suicide, a warning sign, in an autistic individual who lead to someone
reacting and intervening without really understanding that what the autistic person is
experiencing can be traumatic and can lead to unintentional harm.

Then, on the other side of things, if we don't recognise something as a warning sign, and we
don't act or we don't intervene, that can of course have devastating consequences as well. So
our hope is that this resource will get into the hands of more people and help the improve that
understanding.

A little bit of information about the structure of the resource. We proposed, again based

on research and expert consensus, a set of 10 warning signs — so those are listed, followed

by brief scenarios or case examples explaining them. Emerging research findings, where
available, because like I mentioned there is not as much research in this area, unfortunately.
We also have a few pages of additional resources about autism and suicide prevention. Then a
one-page summary to use in real time.

So you may be wondering, what are these warning signs? I do not have enough time today to
go through all of these in-dept, but I will list the 10 warning signs here on the slide. I do want
to note that the warning signs are contingent upon a marked increase, or a change of specific
experiences or behaviours that are different than usual for the individual. So this really
highlights how important it is to get a good understanding of the individual’s baseline. I also
want to note that, for many autistic individuals at imminent risk of suicide, more than one of
these warning signs would be present.

The first is sudden or increased withdrawal from typical activities, or from social interactions.
No words to communicate acute distress. So we're hearing this from more and more

autistic individuals as an experience that they've encountered. They want to communicate
that they need help but they are at a loss of words to do so. A current traumatic event. A
marked increase in the rate and/or the severity of self-harm. A worsening of anxiety and/or
depression.

A new focus on death-related topics that are not an intense interest for an individual. So

we recognise that, for some individuals on the spectrum, one of their intense interests may
be related to death. I remember working with an individual who was really interested in
researching the cause of death of celebrities and that was something that we would talk
about in most of our sessions together. It was not a new focus, and it was an intense interest.
So we're trying to distinguish in this resource that you need to be looking for that new focus
on death-related topics that are not an intense interest.

We know that suicidal thoughts and ruminations can take a perseverative quality in
individuals on the spectrum, and this is definitely something to look out for. Seeking means

11
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or making plans for suicide, or suicide rehearsal. Statements about no reason for living or no
sense of purpose in life. Then finally, hopelessness.

So I encourage you all to read more about these warning signs from the free publicly available
resource, and I want to thank the co-authors again for making this resource available. It was
really, really inspiring to get to work with this group, and we're all excited to disseminate

this resource more, so thank you for the opportunity to talk about it today on behalf of this
wonderful team.

Before moving on, I do want to provide one example of a case scenario from this resource. So
this is the case scenario from sudden or increased withdrawal, and I'll read this to you now.
Lucia routinely withdraws for self-care. Her family and friends understand the need she has
for alone time. They know Lucia will be spending time in her room for a while after schoo],
work, and social events, and then will immerse herself in making clay animals.

Suddenly, Lucia’s family and friends noticed she was spending more and more time in her
room. Lucia goes straight to her room when she gets home, only coming out for meals. She
continues to participate in her usual activities, although she doesn’t want to, and takes longer
to regulate afterwards. Lucia is no longer interested in making her clay animals, and she has
not replaced that passion with another.

So a few things to note about this scenario. Lucia, like many autistic people, values alone
time to recover after intense social events. However, sudden or increased social withdrawal,
which is unusual for Lucia, could indicate a mental health problem such as depression. It is
particularly concerning here that Lucia’s increased social withdrawal is coupled with her
reduced interest and pleasure in a previously intense interest, making her clay animals.

Dr Cassidy and colleagues have recently published some research that suggest that, together,
these are unique warning signs for depression in autistic people. We know that depression
can come with suicidal thoughts.

Before wrapping up, I do want to highlight a few crisis supports and resources, while

we're talking about this topic of suicide prevention. Lisa Morgan, in collaboration with the
American Association of Suicidology, or AAS, the Autism in Suicide Committee, published
this Crisis Supports for the Autism Community, which is another free publicly available
resource. The link is up here on the AAS website, and the purpose of this toolkit is to help
crisis centre workers, and other professionals, in identifying and supporting autistic callers or
texters who are in crisis.

Autistica also recently collaborated with researchers, clinicians and community members to
create a new mental health resource for professionals supporting autistic children and young
adults at risk for suicide.

Another resource, or intervention, that I want to note here is the Safety Planning Intervention.
Dr Shari Jager-Hyman from the University of Pennsylvania and I received some funding

from the FAR fund a few years back to adapt the Safety Planning Intervention for Autistic
Adolescents and Adults, based on stakeholder feedback and based on the established
modifications to cognitive behavioural therapy for individuals on the spectrum. Because the
Safety Planning Intervention is a cognitive behavioural intervention.

For anyone not as familiar with the Safety Planning Intervention, or SPJ, it's an evidence-
based suicide prevention intervention in the general population, so it has not been rigorously
tested for autistic individuals in the past. It's a brief individually tailored intervention, and
that individually tailored piece is a nice strength when working with autistic individuals. We
can really tailor it to match that individual's interest and strengths and needs. The version of
the safety plan that Shari and I modified is the Stanley and Brown version.

12
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So as we were wrapping up our Farfund study, PCOR], or the Patient-Centred Outcomes
Research Institute, released a funding announcement focused on brief interventions for
suicide prevention in youth, and they were specifically interested in tailored versions, or
culturally-adapted versions for at-risk sub-groups. Shari and I were delighted to see that
PCORI recognised that individuals with developmental disabilities are an at-risk group for
suicide.

So with a truly amazing team, that I will highlight here in a moment, we proposed a large-
scare comparative effectiveness study, and we are very excited that we will be launching
this study next month with the support of PCORI. So I want to end by sharing a little bit of
information about that study, and I'm happy to answer any questions during our QA time.

So this is a five-year study, and we are very fortunate to have the opportunity to partner with
four different health systems here in the United States — University of North Carolina at
Chapel Hill, where I work, Kennedy Krieger Institute, the Children’s Hospital Philadelphia, and
Nationwide Children’s Hospital. The main focus of this study is to compare the effectiveness
of that tailored safety planning intervention, with and without a structured follow-up
component. The interventions will be delivered as standard care.

So what's exciting is that these heath systems have agreed to adopt a tailored safety planning
intervention as part of routine clinical practice and will be embedding the research activities
into their routine clinical practice.

The thing I'm perhaps most excited about is this community-based participatory research
design. One of the biggest honours of my career was when the co-lead of the Autistic Adults
and Other Stakeholders Engage Together, or AASET group, reached out to see if I would be
interested in partnering with AASET on this PCORI proposal. Of course, I said yes — this is an
amazing group. I'm co-led by Dr Stephen Shore, pictured here, and Dr Teal Benevides, pictured
here. Lisa Morgan is also part of AASET, along with many other autistic adults and other
stakeholders.

AASET was created through a PCORI stakeholder engagement award back in 2017, and they
had funding for two years to work on this goal. To meaningfully include and engage autistic
stakeholders in identifying priorities and methods to support patient-centred outcomes
research, in true collaboration with autistic people. So we talk a lot about authentic autistic
alliance and meaningful involvement.

During that time they established a Community Council, and what I think is so impressive
is, even after the PCORI engagement award funding ended, this group has continued to work
together, to publish, to present together, and to drive this mission forward. So it's again such
an honour to be able to partner with them on this PCORI study.

So this is my last slide — there’s a lot going on on this slide [laughs] — it’s a little visually
overwhelming, so I apologise. I'm not going to go through all of it, but I just want to highlight
what a big strong team we have for this PCORI study on Suicide Prevention in Autistic
Individuals. As you will note here, we have a strong stakeholder engagement core that really
is at the core of our team, co-led by Drs Shore and Benevides, and the AASET Community
Council is a big part of that as well as a multi-stakeholder advisory board.

We also are excited and really fortunate to have autistic adults be part of our clinician training
team and our implementation outcome evaluation team. You may notice or recognise Lisa’s
name here; Lisa will be co-leading the clinician training team with us. So getting into those
health systems, we're going to be able to train a large number of clinicians on how to best
screen for, assess and manage suicidality in autistic individuals.

So we are really looking forward to getting started, and hopefully at some point soon we
can come back and share some of those results with you all. So thank you so much for
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your attention today. I want to acknowledge the wonderful community partners, as well as
academic collaborators who make this work possible and from whom I continue to learn so
much every day.

Of course, thanking the research participants who agree to participate in these studies, and
the funding sources. Also, again, thank you to everyone in this audience for your attention,

and I'm looking forward to answering your questions and hearing your thoughts during the
discussion period.

Take care.

Transcript Keynote Speech: Associate Professor Jo Robinson,
University of Melbourne, Head of Suicide Prevention Research at
Youth Mental Health Service Orygen.

Hi everybody, and thanks so much for having me here today.
I'm Jo Robinson and I lead the Youth Suicide Prevention
Research Group at Orygen, which is part of the University of
Melbourne.

Before I get going, I would like to acknowledge the traditional
owners of the lands that I'm joining you from here today,

the lands of the Yalukit-Willam people of the Boonwurrung,
and pay my respects to Elders past, present and emerging. I'd like to extend that
acknowledgement and respect to the traditional elders of the lands that others are joining us
from today, and to any Aboriginal or Torres Strait Islander people in our audience. So thank
you and welcome.

So today I'm going to be talking a little bit about some of the work we're doing in my team

in youth suicide prevention. This is what we'll try and get through and we'll see how I go

for time. But I'll give you a little bit of an overview around what’s happening in terms of the
epidemiology of suicide and self-harm in young Australians, and some of the risk factors
that we're seeing. Then what I'll do is give a bit of a snapshot of some of the work we're doing
around youth suicide prevention in different settings, and I'll talk a bit about online settings,
school settings, and then in the clinic.

I'd like to finish, if time permitting, with just a couple of words really about youth participation
in suicide prevention, and specifically actually suicide prevention research. Okay, so let’s get
into it.

So in terms of background, unfortunately suicide is the leading cause of death amongst young
people here in Australia. What you can see from the graph here is that suicide rates have been
steadily increasing in young people over the last 10-year period. So yeah, as you can see — so
this graph here, this line here is for young males aged 20 to 24, steady increase. Same for
young males aged 15 to 19. We're also seeing lower numbers and lower rates, but also a similar
trend in young females, in particular females between the aged of 15 and 19. In fact we're also
starting to see increases in suicides in females even younger.

That means that suicide is the leading cause of death here in Australia, and as I said, rates
have been rising over time. If you look at the rates here, what you can see is, overall, in 2020
there was just over 3000 deaths, suicide deaths across Australia, across the age range. Three
hundred and eighty-one of those were by young people. So what we see is a rate of 12 — just
over 12 per 100,000 population across the age range. But when you look at young people, and
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in particular young males, what you see is a rate of nearly 25 per 100,000, so significantly
higher rates in that younger cohort, particularly young males.

Rates are higher generally in regional areas compared to the capital cities, with the exception
of South Australia I think. Tragically, twice as many First Nation Australians die by suicide,
compared to their non-Indigenous counterparts. So we definitely need to be doing a better job
of looking after our Aboriginal and Torres Strait Islander young people. We also see high rates
in young people who identify as LGBTQIA+, although I have to say that the quality of data
collected around mortality in this population is pretty limited. Again, we could do with doing
a bit of a better job of recording what's happening across different sectors of the population.

Just finally on this, I'd just like to note that youth suicides are over twice as likely to occur
as part of a suicide cluster than adult suicide. So that’s from some work that we did here in
Australia, [the MAP] suicide clusters across Australia a few years ago, and youth suicides
accounted for over five per cent of suicide deaths, compared to 2.5 per cent in adult suicides.

So here we're looking at self-harm. We know self-harm is one of the biggest risk factors for
future suicide, and young people do have the highest rates of hospitalisation for self-harm
across the population. So here what we start to see are these really — these higher rates
amongst young females. So as [ was saying before, rates of suicide tend to be highest in young
males, although rates in females are increasing. What we're seeing here is sort of the reverse
of that where we see higher rates of self-harm in young females, but actually increasing rates
of self-harm in young males, and I'll show you a couple of graphs in a second that show what'’s
been happening over time.

But as you can see here, around a quarter of young women report self-harming at some
point in their lifetime, and this is young women up to the age of 24. In males, lifetime rates
are around 18 per cent in the 20 to 24 year old age bracket, and 11.6 per cent in the slightly
younger age bracket. We do see particularly high rates of self-harm in our clinical samples,
and self-harm typically onsets around that period of early adolescence, so around the time
associated with puberty.

Although for many people it does remit with age, it is distressing, in its own right, and
associated with a whole range of other negative outcomes, including subsequent self-harm,
but also subsequent death by suicide. So it is a behaviour or a problem that we need to be
taking seriously when it does occur.

We've also heard reports, and I'm sure many of you will have heard these too, certainly across
the media, significant rise in rates of young people presenting to the emergency department
with self-harm during the course of the pandemic. Also some evidence to indicate increased
use of mental health services, increased psychological distress, and to a certain extent,
particularly in these younger populations in young males, increased rates of youth suicide as
well.

So this gives a little bit of a snapshot of what's been happening over time. So these are
ambulance attendances, from the period of 2018 up to 2021, so it’s just this last couple of years
across the age range, and again you can see here, this is young males, steady increases. But
quite striking increases in young females. So these are ambulance attendances for self-harm;
we've got similar data that’s also for suicidal ideation and suicide attempt, and the same
pattern is seen. So these really striking increases in young females under the age of 24.

This next chart here talks about hospitalisations for self-harm. So again this is the graph for
young males, or for males across the age range actually. This is the graph for females, and
again quite striking that the highest proportion of hospitalisations for self-harm are occurring
in young females. This is the age group [under] 15 to 19, so particularly high. This is the group
for the 20 to 24 year olds.
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So what you can see here, we've got this problem basically with increasing rates of distress,
increasing rates of self-harm, high rates of presentation to hospital and hospitalisation for
self-harm, and high rates, or increasing rates of suicide amongst young people.

So in terms of some of the risk factors, what you can see here, and as I just said, a history of
self-harm or previous suicide attempt is the strongest predictor of subsequent risk of suicide
across the population and including in young people. I think what I always take away from
this, is that as you've seen from the previous slide, a lot of these young people are seeking
help but unfortunately what we know is when they do seek help they don't always get the
help that they need.

So one of the take home messages for me always is if we're seeing young people presenting
with self-harm or suicide risk to any clinical service, or in fact to any source of health, we
need to be taking that behaviour seriously and then providing them with the support that
they need. Whether that’s clinical support or social support or what have you. We also know
that the other most common risk factor for suicide and self-harm is mental disorder, most
commonly depression, and that's often mediated by a sense of hopelessness.

You can see that there’s all sorts of other traits here that are also associated with suicide risk
and self-harm risk in young people, including behavioural things, like poor problem-solving
skills, coping skills, exposure to suicide or suicidal behaviour in others. So that’s that point

I was making before about suicide clusters. Then there’s issues around childhood adversity
and lack of social support and conflict.

The thing that I would say about all of these, although I always feel mindful that I tend to
kind of be presenting this picture of hopelessness, this kind of story of doom and gloom, but
actually what all of these do is provide an opportunity for intervention. So we can intervene
effectively when people present with self-harm. We can treat most mental health problems.
We can kind of relieve the sense of hopelessness through good clinical care.

We can teach people and engage them in problem-solving skills, coping skills. We can help
them manage some of the difficulties associated with some of these other factors. So it's not a
story of doom and gloom - I think all of these risk factors actually present an opportunity for
intervention.

So what might a framework for intervention or prevention look like in suicide prevention?
So probably this framework will be familiar to most people. It's a framework that's commonly
applied to mental health promotion and prevention and we use it a lot in suicide prevention
as well.

So here what we've got, at the bottom of our pyramid are universal approaches that really
target the general population regardless of risk. So the appeal of a universal intervention

is that you can target a whole population group, so you can reach large numbers of people
and potentially reduce suicide at that population level. Typical kind of suicide prevention
approaches that sit in this universal category include things like restricting access to
[means], which has been shown to be an effective suicide prevention strategy. Implementing
media guidelines to promote safe communication about suicide.

Public education and media campaigns to raise awareness and promote help-seeking, and
educational workshops, often delivered in school settings when we're talking about young
people. Then as you move up your pyramid you get to these sort of selective interventions
which start to target groups that might be at elevated risk of suicide. So they might be the
people I was speaking about before, people who are presenting with mental health problems,
or people who have been exposed to the suicide of a friend or family member.

So with these sorts of interventions, we're obviously reaching a smaller sector of the
population, but our responses are getting a little bit targeted to those people who we know
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might be at risk. These typically include screening or case detection kind of interventions
and things like gatekeeper training to better equip people to identify and support people who
might be at risk.

Then we get to the very top of our pyramid, this sort of pointy end, where we're delivering
indicated interventions to those people who are already showing signs of being at risk of
suicide. So they might be presenting with suicide attempt or suicidal ideation. These typically
involve referral for clinical services, psychological and pharmacological treatment and so on.

In young people what we tend to see are a lot of these universal interventions are

often delivered at school settings, as I was saying. They might be universal education
programs delivered to cohorts of school students. They might be combined with screening
interventions or case detection interventions to identify those young people who might be at
risk. These are interventions that we've tested ourselves, and I'll talk a little bit more about,
that have been shown to be safe and effective with young people.

AsIsaid gatekeeper training is often seen to be effective, but I would argue strongly that it
shouldn't just focus — typically this would focus on teachers or school wellbeing staff, but we
should be certainly thinking about including other young people and family members in here.
We do know that online treatment can be safe and effective when delivered to young people
at risk of suicide. But what we also know is those interventions are most effective when
delivered together and across settings.

So we did a big systematic review and meta-analysis a few years ago now which kind of
underpins a lot of the work that we're doing in my team. We looked at interventions that

were delivered across community settings. Here you can see that there were 16 of those
studies, none of them were randomised controlled trials. But what we did see was that those
multimodal, or place-based interventions, did seem to have positive effects. What we mean by
multimodal is those sorts of interventions that were applying all the different strategies that
I was talking about in that framework. They did appear to be having some effect on reduced
suicide rates.

We looked at interventions in education and workplace settings and again found that school-
based psychoeducation and screening interventions did appear to be showing promise. Many
of the clinical interventions we looked at too also appeared to show promise in terms of
reducing the frequency of both self-harm and suicidal ideation. But there were some gaps.

So there was no studies that we identified that were conducted in primary care settings. There
were very few studies conducted in tertiary education or workplace settings. There were very
few studies conducted online, which given the amount of time young people spend online,

we thought was a bit counterintuitive. There were very few studies that were conducted with
vulnerable populations, so I'm thinking now back to the groups that  mentioned at the very
beginning. So First Nations young people, LGBTQI+ young people, and that also included
young people on the autism spectrum disorder.

So very few studies targeting those populations. Very few studies were designed by or for
young people. A lot of these studies were designed for adults, or a lot of the interventions
being tested were designed for adults, and just being adapted or applied to young people.

So I'm going to give you a little bit of a snapshot, and it will be a whistle-stop tour, of some of
the work we're doing across these different settings. So the first example I'm going to give you
is some work we're doing in social media, so it sits in that universal category. It's targeting
whole populations, regardless of risk, and really designed to mitigate some of the risks that
are associated with talking about suicide on social media platforms but maximising some of
the benefits.

So you can see here there are lots of benefits that young people talk about when it comes
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to communicating about suicide online, the 24 hour/7 nature of social media - they find it
accessible and appropriate and acceptable. You can read large numbers of young people
quite quickly at relatively low costs. So lots of benefits. But we also know that there are some
challenges and we know that there are certain types of communication that might occur on
social media that might be unhelpful.

Particularly when it's exposure to harmful or negative content that might lead to that
possibility of what we refer to as contagion, that might increase the risk of suicide and
subsequent suicide death in clusters. But what we were hearing from young people, and the
suicide prevention sector, were that positives outweighed the negatives when it did come to
social media. So young people told us loud and clear that social media needed to be part of
the suicide prevention landscape going forwards. So we worked, in partnership with young
people and the suicide prevention professionals, to develop the chatsafe guidelines.

I suspect many of you are familiar with these now but they were developed using an expert,
Delphi Expert Consensus process a few years ago. They really are designed to help young
people feel better equipped to talk about suicide safely on social media platforms. They're
designed around the ways young people told us they did use social media to talk about this
subject. So there’s sections here on how to share your own thoughts or feelings in a safe way.
There's sections on how to respond to somebody else that might be suicidal. And sections on
how to memorialise, or talk about somebody who's died by suicide, in a safe way.

The guidelines are freely available, so by all means have a look at them - freely available on
the Orygen website. But we also know, even though they were quite innovative at that time
and designed very much in partnership with young people, they're probably not that youth
friendly. So we then worked with young people from across Australia to co-design a national
social media campaign that we then rolled out in partnership with young people across
various social media platforms.

So I think Snapchat was our best performing channel but Facebook, Instagram, YouTube,
Twitter, Tumblr and so on. This just gives you a little bit of a flavour — I haven't got time to

go into all the content now, but this gives you a bit of a flavour of what the Instagram page
looks like, and what the content looks and feels like. But we were quite concerned, and this
was some of the feedback we got from young people, very concerned to make sure that young
people gained knowledge from the content. It wasn't just an awareness campaign; it was
actually very much an education campaign.

We also did some evaluation of it, so you can see here it reached lots of young people -

it reached about five million young people — so guidelines themselves and some of the
associated resources we developed for adults have been downloaded over 100,000 times.

The chatsafe intervention did appear to improve young people’s willingness to intervene
against suicide online, so help them feel better equipped and able to support their friends.

It also helped improve their self-efficacy and confidence and safety when it came to online
communication about suicide. They also reported being less likely to share harmful content —
more likely to monitor their posts.

So that all presented a promising picture for the acceptability and potential impact of a
universal social media campaign about suicide for young people. So we're currently doing a
little bit of work now to update the guidelines and also to include self-harm. We're trialling
them, so I presented just then some pilot data from a universal study, but we're able to launch
a randomised control trial, and we'll also be testing them in more vulnerable populations as
well. So thinking about using them as a selective and indicated intervention, and we're able to
expand our work into school settings as well.

So that gives me the perfect segue to talk very quickly about some of our work in school

settings, which is the study called the MAP Study which is a multimodal approach to
preventing suicide in schools. So as I explained a little bit earlier, the systematic review we
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did really showed that school-based studies seemed to be effective when we were combining
things like large-scale psychoeducation programs with case detection programs to identify
those students at risk. Then be able to refer them on and make sure those students got the
treatment and care they needed.

So we piloted — we did a pilot study in Central Australia a few years ago now of the safeTALK
program. So for those of you that don't know safeTALK, it's part of the LivingWorks suite of
programs, it’s like the baby sibling to ASIST training. It's a half-day workshop that's delivered
by Lifeline trainers to Year 10 students, and it’s really designed to help young people feel
better able to identify suicide risk in themselves and their friends, and to respond.

So we partnered up with Lifeline Australia; they were delivering the training and we were
evaluating it for them. We also developed a screening measure and built that into the
evaluation, to make sure that delivering training to young people in school settings didn't
cause harm. What we found was that it didn’t cause harm, there was no evidence of an
iatrogenic effect. Young people liked it and they found it acceptable, and it also increased
their knowledge, their confidence, and their willingness to support others.

As part of the screening measure, we were also able to identify quite a significant portion of
young people who needed support, and we were able to refer them on to the school counsellor
and the local headspace centre for help. So we piloted all of that a couple of years ago now.
We also piloted an online cognitive behavioural therapy program called Reframe-IT, which we
developed at Orygen and, as I say, we piloted this in a couple of different schools in our local
area, in North-West Melbourne, and again found positive effects.

SoIcan't go into the details but it's an eight module 15 minute video based CBT program. What
we found here was that there were no negative effects, again as per before, and we found that
suicidal ideation, depressive symptoms and hopelessness decreased as a result of receiving
the intervention. Problem-solving and coping skills increased.

So, aligned with what the evidence is telling us is best practice, we've now combined all of
those interventions into one large-scale study where again we've partnered up with Lifeline
and LivingWorks, we're delivery safeTALK training to all Year 10 students, or we're offering it
to all Year 10 students in schools across the North-West Melbourne. We'll be screening all of
those students to identify any students at risk and referring them on to make sure they get
the help that they need. We'll also be then feeding those young people, who are at risk and
who consent, into a trial of the Reframe-IT program that will be delivered to around 200 school
students across the region.

In addition to that, and because this is a really important part of the puzzle, we're also offering
ASIST training for nominated school staff members and start training to parents of students,
and we've trained about 200 parents so far. So taking a very holistic approach to building
capacity across school settings in our region. Again, that was a whistle-stop tour of what
we're doing in schools, and I'm obviously happy to take any questions about that if people
have them.

But I just wanted to sort of start to wrap-up a little bit by talking just briefly about a piece

of work that one of my post-docs has been supporting a Master student to do. Which is a
qualitative study, looking at their experience of suicidal — of feeling suicidal and self-harm
with young autistic people who have come through Orygen’s clinical services. So this is sort
of very hot off the press. Linda’s still writing up her thesis as we speak.

But the aims of this study were really again to — you know we were hearing very much
from our clinicians that this was a population who were very much in need of support and
perhaps where suicidal behaviour and self-harm looked and felt a little bit different to other
young people that were coming through the clinics. So we aimed to set out to examine
what young people’s experience was of these behaviours or these feelings, the relationship
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between suicidal ideation and self-harm. Their experience of seeking help, and whether those
experiences were influenced by gender, either their own gender or the clinician’s gender.

So we did some qualitative interviews with five young people who had come through our
clinic. I'll just give you a real snapshot of some of the high-level findings. So what you can
see here is some of — these were some of the key themes that emerged from the study,
that interpersonal and intrapersonal understanding facilitated that connection to both the
individual themselves, and to others, including their clinician.

Suicide and self-harm both arise from that real intolerance — or inability to tolerate difficult
or intense emotions. Suicidal or self-harm actions tended to be quite quick and impulsive, but
also led to a level of meta-distress, or they were distressing in and of their own right. I have

to say this probably isn't exclusive to young autistic people, but possibly more pronounced or
harder to process for this population.

The other high-level theme that Linda identified was this duality of relating to others. The
connection within that therapeutic relationship really tended to be slow and complex, and
really tended to impact on the therapeutic experience. So some of the takeaways from this
study were that suicide and self-harm were really used as emotion-regulation tools to escape
really unbearable situations. There's this idea of kind of really increasing interpersonal and
intrapersonal understanding could protect against self-harm and suicide.

We really need to be flexible and think about what the needs are of young autistic people
when we're delivering services or mental health based interventions across our clinics. We
really need to be including these young people in co-designing what some of the solutions
might be for them.

I think that brings me just to the final point I want to make, which is about youth involvement
in suicide research. So look, I think we've done a really good job in suicide prevention over
recent years, of involving people with lived experience in the sector. I think probably more
and more across mental health services, we're also doing a good job of partnering up with
young people when we're co-designing services and mental health interventions. But I don't
know that we've done a very good job of partnering with young people when we've been doing
suicide prevention research. I think that that would extent to young people on the autism
spectrum.

So we're doing some work now where we're trying to redress that. We think that young people
have got a lot to contribute and I think as long as we put the correct safety mechanisms in
place, and look after their wellbeing, we think that actually it’s critical that we are partnering
up in a better way with young people going forward. I also think that — I showed you at the
very beginning some of those graphs that were showing these increasing rates of suicide

and self-harm in young people — we've had a lot of investment over recent years in suicide
prevention efforts, but I'm not sure that they're really hitting the mark with young people.

I suspect that’s because we're not partnering with them in designing the solutions and
strategies for them.

So in this study here, we're really aiming to develop and distribute a set of best practice
guidelines, to help guide youth partnerships in suicide prevention research. We're again using
a Delphi Expert Consensus methodology and we’ll have a couple of panels of experts which
will include suicide researchers and young people. Hopefully those activities will lead to a
suite of outputs, including guidelines and supporting resources, partly for researchers to help
us feel better equipped or have some guidelines or frameworks around how we might include
young people as partners in our research.

We'll have some guidance for young people around what they should expect, and how to help

them advocate for themselves when it comes to partnering up in research projects. And some
guidance for ethics committees who I think get terribly nervous about the wellbeing of young
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people when it comes to suicide prevention research. So hopefully that will be reassuring for
them as well.

We hope that those guidelines will really help facilitate the design of more effective and
youth-friendly suicide prevention activities, or research, and ultimately achieve better
outcomes for young people. I just left these two studies here, just because these are some
examples from our work of how poorly we do partner with young people when it comes to
suicide prevention research, so far.

So just to wrap all of that up, as I said unfortunately rates of suicide and self-harm are
increasing here in Australia. They're also increasing elsewhere in the world. So we're not on
our own with this problem, but we do need to do a better job of redressing it. Evidence does
suggest that there’s a number of interventions that can be effective when it comes to reducing
risk, but we do need more high-quality studies, and possibly a more systematic approach

and strategic approach to suicide research. So really investing where we need research to be
conducted.

I think interventions really need to be delivered across settings, and as I've said, universal
selected and indicated interventions, delivered in combination, seem to yield the best
results. But we do know that there are a lot of settings and a lot of populations that are so far
underserved when it comes to suicide prevention research. So I do think we need to be filling
some of those gaps.

We've also learnt that it can be safe and beneficial to involve young people as active partners
in suicide prevention, and so young people do need to be part of a solution going forward. I
think if we can do that, we will start to do a better job of reducing some of the rates of suicide
and self-harm that we're currently seeing.

And on that, I would say thank you very much for your attention. I'm sorry that was a bit of

a whistle-stop tour. But I'd like to, as I say, say thank you for listening. Thank you very much
to our funders, and also thank you to all of the young people that have taken part in all of our
studies.

Thank you.
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“Understanding and preventing suicidal behaviour in the
general population.”

Hi, my name is Phil Batterham, I'm from the Australian National
University and today I'm presenting on [Ngunnawal] country and

I pay my respects to Elders past, present and emerging. I'm going
to be talking today about research we've done to better understand
and to prevent suicidal behaviour in the general community. A
brief summary of what I'm going to talk about today, first I'm going
to give a bit of background about suicide in Australia, defining
what suicidal distress is and what it looks like.

I'm talking a bit about some suicide statistics, some of the risk
factors for suicide. I'm then going to be talking about some of the research we've done to
better understand suicidal behaviour in the adult population and looking at the specific
theory around why people engaging in suicidal behaviour. Then I'll talk a bit about preventing
suicidal behaviour which is a fairly broad topic but I'm going to be focusing specifically on
research we've done around stigma and its relationship to help-seeking among people who
are experiencing suicidal thoughts and behaviours and then I'll finish with some conclusions.

Starting with some background. Suicidal distress occurs on a spectrum, so you can see on the
right here there’s people might encounter suicidal thinking or suicidal ideation, they might
progress to having a suicidal plan or preparation for a suicide attempt, and then suicidal
behaviour such as suicide attempts, and unfortunately for about 3000 Australians per year,
ending with suicidal death. People don't always move along this spectrum in the sequence
shown here, there are some people who don't plan suicide attempt but do have a suicide
attempt, so people can move back and forth along this spectrum.

There are a range of different indications of suicidal thinking and suicidal behaviour along
the spectrum from suicidal thoughts, and this can be passive thoughts thinking about death
or more active thoughts thinking about suicide, all the way down to suicidal behaviour. It's
important to note that there are different risk factors that influence each of these things, so
there are a different range of risk factors that influence whether somebody develops suicidal
thinking compared to those risk factors that are associated with suicide attempt.

There are some risk factors obviously that overlap between those two things, but there are
also a number of differences there. As you can see here, it’s a bit like an iceberg. At the tip

of the iceberg, what we see in the community and in health services are suicide deaths.
Those are fairly accessible in terms of how many there are per year. There are about 3000
suicide attempts per year and this is tracked through coronial reports. It's not always easy
to ascertain whether a death has been suicide or not, so for that reason it sometimes takes a
while to ascertain how many suicide deaths there have been in a year.

In terms of suicide attempts, so some of these occur in the community so they’re not seen

in medical settings, they're not - people don't always end up in hospital or end up at their GP
when they do attempt suicide, but we do know that there’s somewhere between 60,000 and
80,000 suicide attempts per year in Australia. Then further down we see suicidal ideation
much more common, approximately 600,000 people per year in Australia experience suicidal
ideation, although again, depending on how you define suicidal ideation, those numbers can
vary quite a bit.
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What we see in the community are suicide deaths and medically treated suicide attempts.
They're quite countable because we know how many people present to hospital and how
many people die. It's much harder to get a handle on how many people attempt suicide in the
community and how many people experience suicidal thoughts. So these data come from
the National Survey for Mental Health and Wellbeing, which was last conducted in 2007 in
Australia.

In terms of suicide deaths, we can see there’s the pattern over the past 15 years is shown in
this graph here. You can see from this that males have a much higher rate of suicide deaths
than females. So about 75 per cent of suicide deaths are accounted for by males, but if you
look at suicide attempts and suicidal ideation, the prevalence is actually higher in females so
we see a reversal of this trend. But these are data for Australia so it’s the annual rate of suicide
deaths per 100,000 people.

For males, you can see that’s fluctuated between about 15 and 20 per 100,000 per males -
annual suicide deaths per 100,000 males over the last 15 years, and for females that number
has been around five deaths per 100,000 females annually over the last 15 years. You can see
there's a slight upwards trend that follows from, back in the 1990s the levels were higher than
they are currently. That decreased down to around - in 2000 but has been - had a slight steady
increase since then.

The age groups for the highest rates of suicide death are those aged between 30 and 34, and
40 and 44. These are around 18 per 100,000 of the population so it does vary over age groups.
But if you look at the proportion of deaths accounted for by suicide, that'’s highest in the 20 to
24 year old age group, where over one-third of all deaths are due to suicide. It's partly because
people aged in - who are younger, are younger adults, don't tend to die from other causes as
often, such as heart attacks or cancer, but we do see a large proportion of suicides in younger
adults, a large proportion of deaths being suicide in younger adults. Suicide is the most
common cause of death for Australians aged 15 to 44 years old.

My focus today is talking mostly about data from the general population and most of my work
is in adults - looking at suicide risk in adults. I've also tried to draw a little bit on some of the
implications for suicidal distress in people with autism, although that's not my specialty
area. I'm going to talk a bit more about understanding suicidal behaviour and why suicidal
behaviour happens. It's a very complex picture, there’s a whole constellation of risk factors
that influence whether somebody experiences suicidal thoughts or engages in a suicide
attempt, and I've roughly clustered those in here.

There are social factors that influence suicidal behaviour such as isolation, and also
relationship breakdown, which is also a life event - a difficult life event. Other life events
such as trauma, violence, unemployment or financial pressures can also influence suicidal
thinking and suicidal behaviours. There are demographic features, we've already shown
you that age and gender are associated with suicidal behaviours. There are a range of
psychological factors that influence suicidal thinking in particular, but also suicidal
behaviour.

So things like rumination, which is not being able to stop thinking about the same things
over and over again, and mastery, feeling like you can enact change in your life, as well as
personality factors and feelings of hopelessness that things won't change. Obviously there's

a strong mental health component in suicidal behaviour, not just confined to depression but
also to anxiety, other mood disorders, as well as substance use and psychosis. Physical health
problems are also - may be associated with suicidal behaviour, as is limited access to health
services.

Previous suicidal experiences is one of the strongest risk factors for suicidal behaviour, so
having previous suicidal ideation not surprisingly, and having previous history of suicide
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attempt greatly increases the risk of future suicidal behaviour. It's very complex trying to
understand why people attempt suicide. There are a range of different interacting risk factors.
Suicidal ideation is much more common that suicide attempt, as I've shown you with that
iceberg picture. It should be noted that most people with suicidal thoughts don't go on to

have a suicide attempt, so even if they have a range of risk factors such as previous suicide
attempt, in most cases people won't go on to die by suicide.

It's important to develop better theories and better understanding though, of the process
which therefore lead people from going from having thoughts about suicide to action it

and enacting a suicide attempt. So a lot of the theory and research in the area is trying to
understand that process of why people go from thinking about suicide to then going and
attempting suicide. One of the more prominent theories over the past 10 to 20 years has been
the interpersonal psychological theory of suicidal behaviour.

This was developed by Thomas Joiner, who's a psychologist and researcher from Florida. He
suggested that there are these interpersonal risk factors which have a very psychological
component as well that influence whether somebody’s going to experience suicidal thoughts,
and because he's a psychologist he liked to use big names for these constructs that he
wanted to focus on in his theory. One of these is thwarted belongingness, which is a sense of
isolation or an unmet need to connect with broader community, and the other is perceived
burdensomeness, which is this idea that you're a burden on others, that you don't feel valued
by other people or that you're a liability to other people.

His theory was that people who had both of these characteristics or feelings, thwarted
belongingness and perceived burdensomeness, were much more likely to have a desire for
suicide or suicidal thoughts. However, it's only in the presence of this third construct which
is called suicide capability or capability for suicide that is more likely to see a suicide attempt
occurring. You can this capture that idea that suicide attempts are much less likely than
suicidal ideation because it's only that small sliver of the circle where people have all three

of these things - thwarted belongingness, perceived burdensomeness and suicide capability
that you are actually likely to see somebody wanting to - having a suicide attempt.

Suicide capability arises, according to Thomas Joiner, from a mixture of increased pain
tolerance and a low fear of death, among other things. This theory actually fits quite nicely

in explaining why there are so many different risk factors for suicide and potentially how
these interpersonal constructs might influence suicidal behaviour. So we've looked at this

in a few research articles and a few different studies to look at where these different risk
factors for suicide fit in to the interpersonal psychological theory, and we found that things
like relationship breakdown, isolation, perceived lack of social support, not surprisingly, these
things are closely associated with thwarted belongingness.

Whereas some of the psychosocial risk factors relate to financial pressure and then health
problems, substance use and some of those psychological variables such as rumination or
hopelessness, are more associated with perceived burdensomeness, so feeling like you're a
burden on other people. Then in terms of capability for suicide, there’s a range of other factors
that might fit into that, such as exposure to trauma or violence and being in a high-risk
occupation, and males tend to have higher levels of capability for suicide than females.

You might also notice there that high mastery is associated with higher capability for suicide
whereas low mastery is associated with higher perceived burdensomeness. So there might
be these opponent or different processes that happen with some of these psychological
constructs where in some cases that can be protective against suicide, and in other cases
they can be risk factors for increased risk of suicidal thoughts or suicidal behaviours. This is
an interesting model and it's useful for explaining in some cases why people might engage in
suicidal behaviour.

We've actually looked at the evidence for this theory in a large systematic review that was
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published back in 2016 led by one of my PhD students, [Jennifer Maher]. She looked at the
evidence for each of these constructs and whether the interactions between constructs were
associated with the outcomes of ideation attempt along the lines of what the model or the
theory would hypothesize, and she actually found there wasn’t a whole lot of evidence for
the effects of thwarted belongingness by itself on suicidal ideation. Only 40 per cent of the
studies found a significant relationship between thwarted belongingness and ideation.

The evidence for perceived burdensomeness was much more compelling. So you can see
there's almost 70 studies looking at the effects of perceived burdensomeness on suicidal
thinking, and 83 per cent of those found a significant relationship there, so very strong and
consistent relationships between perceived burdensomeness and suicidal ideation. When
you look at capability for suicide, only about nine studies had looked at that and about half of
them found that capability was associated with a suicide attempt.

When you look at that critical interaction between thwarted belongingness and perceived
burdensomeness on suicidal ideation, there haven't actually been many studies that have
fully tested the theory, because the idea is that you need both of these to be present for
ideation to occur. From the 12 studies that have looked at that back in 2016, we found that
about two-thirds of those studies found the significant interaction effect, suggesting that both
thwarted belongingness and perceived burdensomeness needed to be present for a suicidal
ideation to occur.

It's actually quite hard to find a three-way interaction between thwarted belongingness,
perceived burdensomeness and capability or required capability for suicide, which is what
the theory proposes, is that it's only when all three of these occurred at a suicidal attempt will
happen. So there were only about eight studies or seven studies that looked at this three-

way interaction, this relationship, and fewer than half of those studies found a significant
relationship. That's partly because you need a really large study to find that effect but it also
suggests there might be some issues with the theory with how these constructs are measured
and with how the constructs relate to suicidal behaviours and suicidal thoughts.

I'd just like to briefly touch on some research that's been conducted not by myself but by other
groups in the UK, looking at whether interpersonal risk is associated with suicide in people
with autism. This study by [Pelton] and colleagues is quite recent - it was published last

year - found that people with autism experienced higher levels of thwarted loneliness and
perceived burdensomeness. However, that interaction effect which I was just talking about
was only associated with suicidal ideation in the group without autism, it had no significant
association among those with autism.

So it suggests that maybe these interpersonal risk factors might be less pernicious among
people with autism. However, autistic traits also did influence suicidal ideation through their
connection with these interpersonal risk factors of burdensomeness and belongingness. The
authors from this study suggested that promoting self-worth and social inclusion may be
important approaches for suicide prevention and this is a case for people with autism as well
as people without autism.

There are a range of other theories, I won't go into detail about these other theories but they
all have a similar component to them, is that they're trying to - they suggest that there are
different factors - so I've got them in blue and purple and orange here - different factors
associated with going from being healthy to experiencing distress and defeat, and then going
from that to going - transitioning into suicidal ideation and then transitioning from suicidal
ideation to attempt. There are different risk factors that underlie those different transitions
over time.

A couple of the prominent theories are listed there, the integrated motivational-volitional
model, which is a very - another long term for a model by Rory O’Connor and colleagues, and
a couple of other theories there which have a similar focus on trying to differentiate between
the processes involved with people who develop suicidal thoughts compared to those who

develop suicide attempt. 05
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Summarising this research. There are a range of diverse risk factors for suicide and there
are different processes that underlie the development of suicidal thinking versus suicide
attempts, but a consistent finding in the literature is that unmet needs for social connection,
as well as not feeling valued, may explain suicidal distress in many people. In the next
section, I'm going to talk a bit about what we can do to prevent suicidal behaviour. So first

a brief summary of some of the approaches that have been shown to be highly effective in
previous research.

Firstly, access to treatment. Obviously psychological therapies and anti-depressants have
been shown to markedly reduce risk for suicide. This work comes from - this summary comes
from a study which looked at suicide deaths specifically, and they found that based on all

the literature to date there is evidence that psychological therapy and anti-depressants are
effective for reducing suicide deaths.

Similarly, means restriction, so restricting people’s access to the common methods of suicide
reduces suicidal deaths and suicide behaviours.

Prevention training for frontline health workers particularly, including GPs, has a positive
effect on reducing suicide. There’s some evidence that school based programs that support
young people through education and connection to trusted adults can reduce suicidal
behaviour in young people as well.

Continuity of care after a suicide attempt. After people have a suicide attempt, that's a

really high-risk time. There's much higher risk of suicidal behaviour after a suicide crisis,
so ensuring that people after they have a suicide attempt go into an emergency department
or see their GP. It's important that they have strong continuity of care and are appropriate
supported after that suicide attempt because all too often in hospital departments, in
emergency departments, they just focus primarily on the physical needs of people who have
attempted suicide and less on connecting and to care and their mental health needs.

There’s a range of other possibilities which have been shown to, in many studies, reduce
ideation and potentially reduce suicide attempts, but there’s limited evidence for their effect
on suicide deaths. Things like screening for suicide thinking - suicidal thinking, educational
programs for the general public, the incorporation of media guidelines so that reporting

of suicide in the media is responsible and follows appropriate guidelines to reduce the
likelihood of copycat suicide attempts.

Gatekeeper training, so training key people within an organisation to support people who
might be suicidal. Then internet intervention, so it's only over the last 10/15 years that
internet-based therapies have been made available and tested in terms of whether they
reduce suicidal thinking, and there's mixed evidence for this. I've been involved in a number
of trials looking at the effects of internet programs, internet-based therapy on suicidal
ideation, and it's difficult to demonstrate that effect, though there is some evidence that they
can be beneficial for reducing suicidal ideation, and a lot of evidence that they can reduce
depression and anxiety symptoms as well.

I'm going to focus a bit on the access to treatment side of things, how people engage with
treatment and some of the work we've done around stigma. There are a number of reasons
that people find it difficult to access care. There are a number of structural barriers such

as the time and the cost it takes to engage in professional care, the availability of services
and access to transport, people in rural areas find it more difficult to access care. There's

also a range of personal barriers, such as previous experience, which might be negative
experience of health services. Perceived need, whether somebody feels like they need to have
professional support. Self-reliance, which is the idea that you can take care of problems by
yourself, which, a certain level of self-reliance is helpful that you can take care of things by
yourself, but very high levels of self-reliance may mean that people don'’t go and seek help
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when they need it.

Two other areas are stigma and literacy, which is an area where we've done quite a bit of
research. Stigma refers to negative attitudes or behaviours towards a group of people which is
based on negative stereotypes, and we've looked at suicide stigma specifically in our research.
Mental health literacy is public knowledge so it's basically just knowledge, knowing about
facts about things like risk factors, causes, signs or symptoms and treatments for mental
health problems. That’s also been applied to understanding about suicide prevention, so
knowledge about suicide prevention.

A few years ago we developed the Stigma of Suicide Scale. This is the short form of the
Stigma of Suicide Scale. It's got 16 items which measure a range of different attitudes. There's
stigma - items about stigma, there's items about attribution of suicide to isolation and there’s
items about the glorification of suicide. People are asked to rate each of these items on a

five point scale based on how much they agree with whether a person who dies by suicide
meets these descriptors, and in that way we can get a brief and fairly useful indication of how
much stigma they have and how much attitudes they have around isolation and glorification
towards suicide.

We also developed the Literacy of Suicide Scale to measure mental health literacy related to
suicide prevention. There’s 12 items in the short form of this scale. You can see here those
items clustered around risk factors for suicide, the nature of suicidality and some of the signs
or symptoms of suicidal behaviour and treatments or preventions for suicidal behaviour. So
the ones in yellow here are the ones which are false, and the ones in white are classified as
true.

Our research has shown that high levels of stigma and low levels of suicide literacy lead to
both poorer attitudes to professional services and lower intentions of seeking help. So high
stigma and low literacy can be quite pernicious with people being less likely to engage in
professional help-seeking. There'’s been a bit of research as well around service use in people
with autism specifically. Less stigma and less social comparison are associated with greater
levels of service use. So as we see in suicidality, lower stigma is good in terms of help-seeking
and the authors of this study suggest 10there are benefits in improving public attitudes, both
towards people with mental ill health and towards people with autism, and overall, as with
the suicide literature, reducing barriers to seeking professional help does lead to better health
outcomes overall.

Wrapping up now with some of the conclusions of my talk today. Firstly, take home messages
- five take home messages. Firstly, there are many factors underlying suicide, it's a complex
area. It's important to differentiate between suicidal thoughts and suicidal behaviours. There
are different factors underlying those two different things. I went over the interpersonal
psychological theory and some of the evidence for that theory that we've shown from our
research, and that suggests that there’s an unmet need for social connection which underlies
a lot of suicidal distress.

I summarise some of the effective approaches to preventing suicide and there are many of
those, some of which need more evidence, but there'’s a lot of effective approaches, and it's like
that a combination of different approaches is needed to prevent suicide in the community.
Getting professional support early is important and our research shows that, but there are a
number of different influences around whether people do seek help, and these include suicide
stigma and suicide literacy.

So I'd like to thank my many collaborators in the research that I've presented today, and thank
you for the Society for inviting me to talk today, particularly to Darren and I acknowledge

my funding from the National Health and Medical Research Council. I'm happy to take any
questions.
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Autistic people continue to report, on average, lower quality of life (QoL) than
non-autistic people. Self-determination Theory may partly explain this disparity.
Self-determination (SD) is loosely defined as being in control of one’s life and de-
velops through satisfaction of three psychological needs: autonomy (perceived
free choice), competence (perceived ability to succeed) and relatedness (per-
ceived connectedness to others). Autistic people tend to report lower SD than
non-autistic people. This study found that SD partly explains the relationship
between autism traits and quality of life. Supporting development of self-deter-
mination may lead to improved QoL for autistic people.

Background:

Autistic people report poorer quality of life (QoL) than non-autistic people. One
factor associated with QoL is self-determination (SD), which is defined as experi-
encing causal agency and results from satisfaction of three psychological needs:
autonomy (perceived free choice), competence (perceived ability to succeed)
and relatedness (perceived connectedness to others). SD develops within social
contexts and difficulty in this area is a diagnostic criterion for autism. Further,
autistic people tend to report lower self-determination than non-autistic people
and autism traits are normally distributed throughout the population, indicating
QoL implications for the broader autism phenotype.

Objectives:

This study tested a mediation model where self-determination (represented by
satisfaction of the psychological needs for autonomy/competence/relatedness)
mediated the relationship between autism traits and four domains of QoL (physi-
cal/psychological/social/environmental).

Methods:
General population participants (n = 262) 18 to 71 years (M, . = 37.6,SD = 11.92
years; 167 women) completed online questionnaires. Results were analysed

using the SPSS PROCESS macro (Model 4).

Results:

Satisfying the need for competence mediated the relationships between AT and
all QoL domains; relatedness mediated between AT and environmental/social/
psychological QoL; and autonomy mediated between AT and physical/environ-
ment QoL, indicating AT may impact QoL through thwarting of psychological
needs.

Conclusions:

As self-determination was found to mediate between autism traits and quality
of life, Self-determination Theory may present an opportunity to discover some
of the mechanisms underlying quality of life for autistic people, and to design
tailored supports and interventions to empower autistic people to improve their
self-determination and quality of life.
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Co-occurring mental health conditions are disproportionately high among
autistic adults. Compared to non-autistic adults’ autistic people have increased
rates of suicide attempts, psychiatric disorders and, experience several barriers
accessing psychological services. This research conducted interviews to
understand the experiences of autistic adults in working with psychologists

in Australia. Overall, participants provided a consistent narrative, indicating
that they experienced challenges accessing and benefiting from psychological
services and felt their mental health care needs were not met.

Background:

Autistic adults are more likely to experience several mental health conditions
compared to non-autistic adults. When accessing psychological treatment,
autistic adults’ encounter many barriers, negatively impacting their experiences
and have reported their needs are not being met. To our knowledge, no research
has investigated the experiences of autistic adults when interacting with
psychologists in Australia.

Objectives:

The study aimed to explore the experience of autistic adults in working with
psychologists in Australia. We hoped to identify a) what autistic people feel that
psychologists are doing well and areas for improvement when working with
autistic clients, and b) what psychologists need to know about autism to work
with autistic clients effectively

Methods:
This qualitative study used semi-structured interviews developed in
collaboration with autistic advisors.

Results:

Reflexive thematic analysis identified five primary themes across the data. (1)
What you see is not what you get, (2) Not being heard and validated, (3) The
importance of building rapport, (4) How psychologists help autistic people and
(5) Autistic people need support, not fixing.

Conclusions:

Participants in this study provided a consistent narrative of challenges in
accessing and working with psychologists. Together, these findings imply a need
for improvement in what psychologists know about autism to work with autistic
clients effectively.
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During 2020, the COVID-19 lockdown restrictions changed most people’s day-
to-day life. We asked autistic and non-autistic adults about their wellbeing, and
measured symptoms of stress each month from June to November 2020. We
then compared this to information we collected before the pandemic. We found
that autistic adults experienced more stress, and worse personal wellbeing than
non-autistic adults. However, we also found that personal wellbeing and stress
levels were better than in 2019, before the pandemic began. This helps us to
understand the types of support that autistic adults will benefit from to reduce
stress and improve wellbeing.

Background:

In 2020, COVID-19 restrictions introduced by the Victorian and Australian gov-
ernments impacted most people’s typical daily life. It is currently unclear what
implications restrictions had for the mental health and wellbeing of Autistic
adults, who are known to experience disproportionately high rates of mental
health concerns.

Objectives:

We aimed to measure mental health and wellbeing across the Victorian second
wave of the COVID-19 pandemic and compared these data to 2019 baseline,
pre-COVID levels.

Methods:

We recruited 391 Australian adults, comprised of 199 autistic (Mage=43.71,
SD=14.40) and 192 non-autistic participants (Mage=38.38, SD=9.92). Severity of
depression, anxiety, stress, eating disorder symptoms (DASS-21 & EDE-QS) and
personal wellbeing (PWI) data were collected in two discrete phases. Phase 1:
2019 baseline levels; and Phase 2: at monthly intervals from June to November
2020.

Results:

We found that autistic traits were associated with lower personal wellbeing and
increased mental health symptom severity. However, relative to 2019 baseline
levels, aggregate severity of depression, anxiety and stress decreased among
autistic adults across the Victorian second wave of the COVID-19 pandemic

in Australia. We also found that stress significantly mediated the relationship
between autistic traits and personal wellbeing at all time points.

Conclusions:

The results show personal wellbeing and mental health symptoms were not
worsened by the government restrictions. In fact, they appear to have had a
somewhat protective effect. These results provide some insight into the diffi-
culty autistic individuals experience in many daily situations, and suggest paths
toward supportive measures that may be undertaken in future.
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To better support the mental health of autistic employees, autism specific
workplace mental health training was developed, with targeted content for
supervisors, colleagues, and autistic employees. This poster describes the
process of consultations and co-design with autistic employees with lived
experience of mental health, that better ensured the usefulness and appropri-
ateness of the training package. Autistic people were included at the design
stage and reviewing each of the modules. Amongst other important improve-
ments, consultation led to improvements to the language of the training (e.g.,
more strengths-based language), greater emphasis on creating autism friendly
work environments, as well improvement to structure.

Background:

Autistic adults have poorer employment and well-being outcomes. Impor-
tantly, workplace well-being is integral for sustainable employment. Our
recent research on the DXC Dandelion Program reported positive outcomes
from employment for autistic employees (e.g., sense of purpose). However,
expected improvements in mental well-being were not observed (Hedley et
al., 2019), and support staff were unable to identify autism specific mental
health resources. To fill this gap, we developed a mental health training toolkit
(Bury et al., 2020) drawing on psychoeducation approaches to support general
(Kitchener & Jorm, 2002) and workplace mental health (Gayed et al., 2018),
and designed to upskill supervisors, colleagues, and autistic employees to
improve mental well-being at work.

Objectives:
To detail the stakeholder and co-design processes, as well as their impact on
the development of a workplace autism well-being toolkit.

Methods:

Amongst a range of stakeholders (e.g., employers), autistic workers with lived
experience of mental health challenges were recruited to help design and
refine content for the toolkit. Involvement was at the content planning stage,
and through review of all modules, utilising various communication tech-
niques (e.g., zoom, survey, chat).

Results:

Co-design practices resulted in changes to language and clarity; a focus on
strength-based language; greater emphasis on creating autism friendly envi-
ronments (e.g., diversity, culture); and changes in structure to ensure equal
access to tailored stakeholder strategies.

Conclusions:

Balanced within the broader stakeholder engagement, co-design led to signifi-
cant improvements in the content and structure of the toolkit. Future research
will test the effectiveness of this training within workplaces.
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Behaviours such as aggression, severe tantrums, and head-banging are com-
mon in children with autism traits and are often one of the first reasons that
parents of children with autism traits seek out assessment and intervention
services. Often parents seek professional assistance well before an autism
diagnosis is received. This study assessed the effectiveness and intervention
known as Parent-Child Interaction Therapy for Toddlers (PCIT-T) in reducing
such behaviours in a young child with autism traits.

Background:

Externalising behaviors are often the first reason that parents of children on
the autism spectrum disorder seek professional assessment and treatment.
Parent-Child Interaction Therapy for Toddlers (PCIT-T) is an attachment and
behavioural based parent training program targeted at reducing externalising
behaviours in toddlers aged 12 to 24 months by improving the parent-child
attachment relationship and child and parent emotion regulation

Objectives:

This study assessed the effectiveness of PCIT-T in improving emotional regu-
lation and the parent-child attachment relationship and reducing externalising
behaviour in a child presenting with moderate-to-severe autism traits, low in-
tellectual and adaptive functioning, externalising behaviours within the clinical
range, and a disorganised/insecure mother-child attachment relationship.

Methods:

The intervention took place over a 12-week period and focused on improving
positive parenting skills, parent emotional regulation, and child emotional
regulation.

Results:

Study results provide preliminary support for the use of PCIT-T in treating ex-
ternalising behaviour, improving the parent-child attachment relationship and
child emotional regulation in a toddler with autism traits.

Conclusions:

These results indicate that PCIT-T can be beneficial for children with autism
traits and externalising behaviour, however, further research with a larger sam-
ple size is needed to strength these findings.
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Sensory Processing: From Autism to Mental Health
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Sensory processing is an important feature of autism. Growing evidence is
also showing that sensory processing is a factor involved in mental health
conditions such as anxiety and depression. As autistic researchers and clini-
cians, we recommend that sensory processing be taken into consideration in
inpatient mental healthcare facilities.

A literature review was undertaken to explore relationships between autism,
sensory processing, and mental health, and to examine existing evidence for
sensory-informed care in inpatient mental healthcare facilities.

There is mounting evidence highlighting the key role of sensory processing in
cognitive processes and psychological phenomena. Indeed, sensory pro-
cessing patterns have been associated with creativity and emotional lability,
as well as a range of mental health conditions, including depression, anxiety,
and psychosis. While sensory environments influence everyone’s wellbeing,
autistics are more vulnerable to experiencing distress due to over or under
stimulation. This is due to an atypical sensory processing pattern at base-
line, involving both interoception and exteroception. As a result, autistics
vitally need to engage alternatively in sensory-seeking and sensory-avoiding
activities according to contextual factors. This allows for self-regulation of
emotions, sensory overwhelm, and attention. Recent investigations have also
demonstrated the risk reduction and de-escalation benefits of accommodat-
ing sensory needs. Unfortunately, inpatient mental health settings are not ap-
propriately designed to accommodate sensory needs. Mental health clinicians
also often lack awareness in relation to the importance of sensory processing
in emotional self-regulation, which can manifest in the provision of counter-
productive interventions. As autistic researchers, we believe that all mental
health patients should have a sensory assessment undertaken at admission,
and that individual sensory needs should inform care. We also propose that
inpatient mental healthcare facilities take sensory processing into consider-
ation more thoroughly and train its clinicians accordingly, as the benefits are
likely to extend beyond autism. In addition, both sensory-seeking and senso-
ry-avoiding needs should be accommodated by designing purpose-built rooms
within the ward.

33



Poster title
Author(s)

Author affiliation(s)

Presenting author
Conflict(s) of interest
Funding

Lay abstract

Abstract
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In this study, we examined the prevalence, risk factors, and outcomes asso-
ciated with interpersonal violence among autistic individuals. A total of 45
studies were included in this review. Age, gender, and autism severity were
identified as key risk factors for various forms of victimisation. Victimisation
was also associated with negative mental health outcomes and suicidality.
The importance of these findings and the lack of research on this topic war-
rants further research on the nature of interpersonal violence in autism and
appropriate interventions to improve the safety of autistic individuals.

Background:

Current research demonstrates that autistic individuals experience heightened
levels of risk for interpersonal violence. Hence, interpersonal violence is a
matter of importance in Autism Spectrum Conditions (hereafter ‘autism’). Re-
search also indicates that when experiencing this violence, their outcomes are
relatively worse than that of the general population. Within the framework of
the multiple minority stress model, it is highly likely that gender minorities such
as female and non-binary groups may experience even further increased risk.

Objectives:
Our study undertook a comprehensive systematic review of published litera-
ture addressing interpersonal violence in autism.

Methods:

We undertook a systematic database search identifying studies assessing
exposure to interpersonal violence. We defined interpersonal violence as any
act resulting in physical, sexual, or psychological violence between individu-
als. From the search, 45 studies of varying methodologies and designs were
identified as meeting inclusion criteria.

Results:

From the synthesis, we identified multiple risk factors for interpersonal vio-
lence associated with autistic individuals. Gender variance was associated
with increased risk. Poorer mental health outcomes were apparent in the data,
again, emphasized by membership of a gender minority, or female gender.
Further, age was identified as a relevant factor, as was autism severity.

Conclusions:

There are multiple areas of concern that would benefit from intervention.
These include age, gender, and autism severity. We also found that violence
exposure adversely impacted mental health and was associated with suicidal-
ity. The severity of outcomes, and the absence of relevant research reveals a
need for additional research both into the nature of the problem and interven-
tions to support those experiencing this.
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Suicidal thoughts and behaviour, are over-represented in autistic people
when compared to the general population. However, autistic adults often
have difficulty accessing appropriate mental health support in Australia. We
interviewed 17 autistic adults, to learn about their experiences of seeking and
receiving mental health support. Participants highlighted some key barriers
to accessing mental health services and identified limitations to the mental
health support provided. We will use the findings from this study to make rec-
ommendations for how mental health services in Australia can be improved
for autistic adults.
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Abstract

Background:

Suicidal ideation and behaviour, including deaths, are over-represented in
autistic people when compared to the general population, with up to a ninefold
increase in premature death by suicide being reported in the literature [1-2].
Despite this, autistic adults have difficulty accessing appropriate mental
health supports in Australia [3]. There is currently insufficient research eval-
uating access to, and gaps in mental health service provision related to risk
assessment and suicide prevention in autism.

Objectives:
To explore autistic adult’s perspectives on their use of, and barriers to mental
healthcare access and services in Australia.

Methods:

Seventeen autistic adults (59% women, M, . = 43.71, SD = 11.66) with a histo-
ry of at least one verified suicide attempt participated in this qualitative study.
Based in phenomenology, semi-structured interviews were conducted, using
an interview schedule that was developed collaboratively with autistic people.
Data analysis was based on a thematic analysis approach.

Results:

Participants identified barriers to service access. Key mental health support
quality indicators and limitations of service provision in these areas were also
discussed.

Conclusions:
The findings from this study highlight the need for improvements in both
access to and provision of mental health services for autistic adults.

References:
1. Zahid S, Upthegrove R. Suicidality in autistic spectrum disorders: a system-
atic review. Crisis. 2017;38:237-46.

2. Hirvikoski T, Mittendorfer-Rutz E, Boman M, Larsson H, Lichtenstein P,
Bolte S. Premature mortality in autism spectrum disorder. Br J Psychiatry.
2016;208:232-8.

3. Trollor, JN. Management of mental ill health in people with autism spectrum
disorder. Aust Fam Physician. 2015;44:784-90.
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Camouflaging has been shown to have a significant impact on autistic people’s
mental health and wellbeing. This study explored the mental health impacts

of camouflaging behaviour in autistic people as experienced during job inter-
views. During job interviews, autistic participants reported engaging in cam-
ouflaging behaviour, which they noted required significant effort. This resulted
in negative consequences including increased stress, anxiety, exhaustion,

and led to burnout. Implementing changes to the job interview can improve au-
tistic people’s wellbeing by relieving pressure to hide their autistic traits. Based
on these findings, specific suggestions for improving autistic people’s mental
health are provided.

Background:

Camouflaging has been shown to have a significant impact on autistic people’s
mental health and wellbeing [1-2]. Due to communication differences, autistic
people may feel pressure during job interviews to hide their autistic traits by
mimicking non-autistic people’s behaviour to secure employment [3-4]. To date,
limited research has investigated the impacts of camouflaging behaviour on au-
tistic people’s mental health, and current investigations have yielded conflicting
findings [1-2]. This study provides insights into the toll that trying to “act normal”
and “fit in” has on autistic people’s mental health.

Objectives:
To examine the mental health impacts of camouflaging behaviour in autistic
people as experienced during job interviews.

Methods:

This qualitative study included ten autistic adults (50% women, 20% men,

30% other, Mage = 34.10, SD = 8.90) with job interview experiences. Based in
phenomenology, semi-structured interviews were conducted, using an interview
guide developed in collaboration with autistic advisors. Thematic analysis was
used to analyse the data, and interpretation was discussed with an autistic
advisor.

Results:

During job interviews, autistic participants reported engaging in camouflag-
ing behaviour, which they noted required significant effort. This resulted in neg-
ative consequences including increased stress, anxiety, exhaustion, and led

to burnout. These impacts were felt prior to, during, and after the job interview,
with potential long-term effects on their wellbeing.

Conclusions:

Implementing changes to the job interview can improve autistic people’s well-
being by relieving pressure to hide their autistic traits. Based on these findings,
specific suggestions for improving autistic people’s mental health are provided.
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Autistic and LGBTIQA+ individuals were consulted to review and change an
existing evidence-based community suicide prevention tool. The aim was to,
through co-design, ensure the tool was inclusive to ensure the community are
educated on how to detect and respond to suicide risk in others, including autis-
tic and LGBTIQA+ individuals. The co-design significantly improved the current
tool to become ‘The Suicide Response Project’. The next steps are to examine
the efficacy and usability of an online version of the tool in large, communi-
ty-based samples.
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Background:

There is significant intersectionality of autism and LGBTIQA+ identities; howev-
er, this intersectionality is rarely addressed by researchers from either field. Giv-
en high suicide rates among autistic and LGBTIQA+ people, there is a need for
suicide prevention tools that consider this intersectionality. Here, we describe
the co-design with autistic and LGBTIQA+ people of a new community-based
suicide prevention education resource, the Suicide Response Project (SRP). SRP
draws from the Bystander Intervention Model (Darley & Latané, 1968) and aims
to educate the community on detecting and responding to suicide risk. Our pre-
liminary research with the SRP modules found them to be effective in increasing
readiness, confidence, intent and skill to detect and respond to suicide risk (Hill,
Somerset, Schwarzer, & Chan, 2020).

Objectives:
To describe the co-design process and outcomes for a new evidence-based
suicide prevention education tool.

Methods:

Following guidelines for participatory research and co-design (Nicolaidis et
al., 2019; Staniszewska et al., 2017), autistic and LGBTIQA+ people with lived
experience of suicide ideation and behaviour were engaged in refining the SRP
modules to include content that was specifically relevant to them.

Results

This process led to: 1) use of strength-based language; 2) emphasis on commu-
nity advocacy and peer support; and 3) concerns related to stigma and stereo-
typing. This information was incorporated into the modules.

Conclusions:

The co-design process with autistic/LGBTIQA+ people led to clear improve-
ments to SRP modules. The next steps are to examine the efficacy and usability
of the online version of SRP in large, community-based samples.

References:
Darley, J. M., & Latané, B. (1968). Bystander intervention in emergencies: Diffu-
sion of responsibility. Journal of Personality and Social Psychology, 8(4p1), 377.
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nity’s ability to detect and respond to suicide risk through an online Bystander
Intervention Model-informed tool: A Randomised Controlled Trial. Crisis: The
Journal of Crisis Intervention and Suicide Prevention. doi: 10.1027/0227- 5910/
a000708.

Nicolaidis, C., Raymaker, D., Kapp, S. K., Baggs, A., Ashkenazy, E., McDon-
ald, K., Weiner, M., Maslak, J., Hunter, M., & Joyce, A. (2019). The AASPIRE
practice-based guidelines for the inclusion of autistic adults in research as
co-researchers and study participants. Autism, 23(8), 2007-2019. https://doi.
org/10.1177/1362361319830523
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Trait anxiety refers to general tendency towards anxiousness. Its measurement
may allow exploration of impairing anxiety symptoms that don't meet cut-offs
for anxiety disorder diagnosis. This review gathered research that has been
completed on trait anxiety in individuals on the autism spectrum, to investigate
the characteristics, methods, quality, and findings of these studies. It was found
that individuals on the autism spectrum score higher on standardised meas-
ures of trait anxiety. However, these measures were designed for neurotypical
individuals, and research is still needed to check if they are also appropriate to
assess trait anxiety in individuals on the autism spectrum.

Background:

Anxiety is a highly prevalent co-occurring mental health condition in individuals
on the autism spectrum, associated with poor long-term outcomes and de-
creased quality of life. Trait anxiety describes a relatively stable personality trait
of anxiety proneness and increased threat perception. Although the state-trait
model of anxiety is well described in neurotypical literature, its study in autism
research is ill-defined.

Objectives:

This systematic review aimed to summarise the characteristics, methods, out-
comes, and quality of research that has investigated trait anxiety in individuals
on the autism spectrum.

Methods:
Systematic electronic searches yielded 1099 records, and 23 studies met crite-
ria for inclusion in the review.

Results:

Overall, study participants were mainly males from western countries, with

no representation of older adults (>60 years) or individuals with intellectual
disability. Trait anxiety was measured using self-report subjective questionnaire
measures in all articles, with two including additional parent-report meas-
ures. Most studies gave no psychometric details of their chosen trait anxiety
measure and 21 studies used standardised subjective measures that have

not yet been validated for use in participants on the autism spectrum. Assess-
ment using STROBE and CONSORT checklists indicated areas of strength and
weakness in reporting. Eighteen studies compared individuals on the autism
spectrum with control groups of participants without an autism diagnosis, and
most reported significantly higher trait anxiety scores in participants on the
autism spectrum.
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This study is about autistic adults’ experiences of grief and bereavement.
Suicidal ideation may be a response to grief that is experienced by autistic
adults when death is anticipated, it serves as an effective coping strate-

gy and is used as a means of emotional expression and/or problem solving.
Autistic adults bereaved by suicide perceived the suicide as a form of social
rejection and an unnatural cause of death. Suicidal ideation as a response to
grief may be minimised through strategies such as decreasing the number of
unknown variables surrounding death, preparing for grief when possible and
actively increasing support networks.

Background:

Autistic adults’ experiences of grief and bereavement have largely been over-
looked by researchers, healthcare services and mental health practitioners.
This qualitative study sought to explore autistic adults’ experiences of being
bereaved and adjusting to grief.

Methods:

A total of 42 semi-structured in-depth interviews were conducted with be-
reaved autistic adults (n=20) and healthcare professionals (n=22) across palli-
ative care, funeral and bereavement service contexts. The data were analysed
using grounded theory.

Results:

Five themes relating to suicidal ideation emerged. Autistic adults described
suicidal ideation as an automated response to anticipatory grief, an effective
coping strategy, a solution when problem solving and a means of emotional
expression. Autistic adults bereaved by suicide reported their grief response
as notably ‘different’ to other losses, perceiving suicide as a form of social
rejection and an ‘unnatural’ cause of death. Given the ‘Public Health Model of
Bereavement Support’ identifies those bereaved by suicide at higher risk of de-
veloping prolonged grief disorder, autistic adults bereaved by suicide are more
likely to require formal support from mental health or grief professionals.

Conclusion:

Bereaved autistic adults and healthcare professionals suggest suicidal ide-
ation as a response to grief or bereavement can be minimised using simple
strategies. These include decreasing the number of unknown variables
surrounding death, preparing for grief and bereavement when possible and
actively increasing the autistic adults’ support network. Informal supports
such as family members or friends are considered just as effective, and in
some cases more effective, than formal supports such as qualified mental
health practitioners.
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Even though we have many evidence-based intervention and support strate-
gies for autistic people, by standardised measure autistic people have some
of the poorest quality of life outcomes in the world. Due to differences in
communication and sensory profiles, autistic people can have a very differ-
ent subject experience compared to the non-autistic population. This poster
focuses on the difference between what autistic people say about their quality
of life vs what other people measure their quality of life. To see if intervention
strategies were improving wellbeing quality of life outcomes across time was
also documented.

Background:

Quiality of life is a subjective measure designed to measure an individual’s
wellbeing. Differences in autistic development can mean their subjective
experience is different to non-autistic people. Autistic people experience some
of the world’s poorest quality of life outcomes. One theory is that there is a
difference between proxy and self-report and how those outcomes are used to
develop supports.

Objectives:
Investigate the differences between proxy and self reported outcomes.

To see if there is a difference in qol over time.
To investigate differences in proxy and self reported outcomes

Methods:

A literature review was conducted to find qol papers that used the Who-

QOL Bref or the PedsQL to measure well-being in the autistic population
between 2009 and 2020. Outcome data was divided between adult and child
outcomes as well as proxy or self-report find differences between the groups.
The data was also compared to see if there was an improvement in wellbeing
overtime

Results:

Trends in overestimating autistic wellbeing by proxy report were consistent

in both child and adult assessment, across all domains except social wellbe-
ing, where children self-reported their wellbeing as higher than their par-

ents did. Quality of life remains consistent across time. There are inconsisten-
cies between self/proxy and adult/child wellbeing indicators

Conclusions:

Understanding the differences in proxy and self reported outcomes, using
wellbeing as a measure of program success, and using adult self-report-

ed data as a framework for program development may lead to better supports
and interventions for autistic people.

42



Poster title

Author(s)

Author affiliation(s)
Presenting author
Conflict(s) of interest
Funding

Lay abstract

Abstract

Autistic wellbeing and how it can be supported - Can we really homogenise
a heterogeneous, non-homogeneous group and expect good wellbeing out-
comes?

Melanie Martinelli

Melanie Martinelli - Melaniemartinelli@hotmail.com
N/A
N/A

Whilst autistic people share a series of traits, due to the difference in the au-
tistic neurological profile, co-occurring conditions, sensory experience and the
environment they grew up in, each autistic person is so unique that one can
not be reliably measured against the other.

High-quality research relies on large randomised control trials, with general-
ised outcomes and literature reviews that further dilute the individual nature of
autistic people. This poster investigates if generalising a subjective experi-
ence, like quality of life, is the right approach to improving wellbeing in such a
diverse population.

Background:

The autistic population is a heterogeneous, non homogeneous group of indi-
viduals, made up of core autistic features and multiple, varying co-occurring
conditions. Should we be relying on proxy-reported studies, or large homoge-
nised studies to understand individual wellbeing?

Objectives:

What increases, decreases or has not impact on autistic wellbeing,

How are outcomes measured to understand program success, and lastly,
Develop a framework for support or intervention based on these results

Methods:

A literature review was conducted compile data on

What increases, decreases and has no effect on autistic quality of life
Reporter type

If the paper was a general measure of Qol or if it was reporting on an interven-
tion

These results were synthesized into a framework designed around the out-
comes of autistic voices

Results:
There is discordance between what autistic people say improve their wellbe-
ing and the support strategies used in intervention.

Improved wellbeing should be how program success should be measured
yet programs rarely collect this data. Few programs provide an individualised
approach, many rely on proxy reported data to draw conclusion to program
success, self-reported data we do have on what improves wellbeing for autis-
tic people is rarely the focus of intervention.

Individuals with a co-occurring intellectual disability or communication disor-
der are often left out of research, which leaves their experiences unaccounted
for.

Conclusions:

An urgent and radical re-think of how wellbeing in the autistic population is
measured and understood is required. Smaller studies, that allow for individu-
alised outcomes should deliver more reliable data on how to support wellbe-

ing.
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Autistic people working in autism research are exposed to a dehumanising
narrative about themselves and the community with which they identify. As
a result, they can feel stigmatised, isolated and undervalued, often leading to
challenges with their mental health. Therefore, it is essential to understand
what is occurring in the field by looking at the emerging literature in this area
to make adjustments that will assist the mental well-being of autistic autism
researchers.

Background:

Autistic people have a higher likelihood of mental health difficulties than non-
autistic people. Stigmatised by the dehumanising and inaccurate narrative
about autism can make autistic people feel isolated and traumatised. Autism
research has long perpetuated this negative perception of autism, and
working in the field as an autistic researcher can be detrimental to mental
health. Autistic researchers are passionate and highly skilled people and offer
their own lived experiences and insider insight into the priorities of the autistic
community. However, due to the difficulties researchers such as Botha (2021)
feel, many autistic people are concerned academia is not a safe space for
them and thus leave the profession. Therefore, it is crucial to find out what

is occurring in the field to infer what changes we can make to retain these
excellent researchers and protect their mental well-being.

Objectives:

The objective was to identify literature relating to particular difficulties autistic
autism researchers face and investigate what is currently occurring for
autistic autism researchers.

Methods:
The author conducted a literature review on the topic, utilising academic
literature written by autistic autism researchers.

Results:
The two primary themes uncovered as part of this review are: (1) Deficit-Based
Autism Narrative and (2) Structural Barriers.

Conclusions:

Suggestions for adjustments are presented, which, if implemented, will assist
the mental health of autistic autism researchers and ensure it is easier to
retain their skills.
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Theories explaining suicide are important for identifying individuals at risk and
highlighting potential avenues for intervention. Suicide ideation, suicide at-
tempts and deaths are very common in the autistic community, but are poorly
understood. The present study investigated whether one very popular theory,
the interpersonal theory of suicide, was also relevant for autistic people.

The findings suggest that the theory is relevant to a point, but that suicide in
autistic people differs from suicide in non-autistic people. Feelings of being a
burden to others seem especially toxic, and reduced fear of death also seems
connected to suicide attempts.

Background:

While there are known risk factors for suicidality in autism, these are often
unconnected from theoretical frameworks that might explain how risk is ele-
vated and guide clinical interventions.

Objectives:

The present study investigated the relevance of constructs from the Interper-
sonal Theory of Suicide (ITS), including perceived burdensomeness, thwarted
belongingness and acquired capability for suicide, and explored mechanisms
through which certain risk factors (relationship status, age at diagnosis, and
co-occurring ADHD) elevate suicide risk.

Methods:

Autistic adults (n = 314) completed an online survey, following which linear
and multinomial regression was used to disentangle contributions of ITS
variables from those of depression and anxiety for past-year suicide ideation,
past-year and lifetime suicide attempts.

Results:

Past-year suicide ideation was associated with burdensomeness, mental
rehearsal of suicide plans (a facet of acquired capability), and depression.
Burdensomeness and reduced fear of death differentiated those who had
attempted suicide from those who had (and had not) experienced suicidal
ideation in the past year. Mediation analyses revealed that relationship status
and co-occurring ADHD were associated with past-year suicide ideation via
burdensomeness, depression and anxiety. ADHD co-occurrence was also
associated with lifetime suicide attempts via feelings of burdensomeness.

Conclusions:

Burdensomeness and acquired capability appear potentially important to
suicide in autistic people, but future research requires longitudinal designs to
explore the temporal dynamics in suicide trajectories.
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Stress and Wellbeing in Autistic Adults: Exploring the Moderating Role of
Coping

Melanie Muniandy'?, Amanda Richdale'? & Lauren Lawson'?
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The stress literature suggests that high stress is related to low wellbeing.
This research explored how coping strategies might influence (i.e., weaken or
amplify) this relationship between stress and wellbeing in autistic adults. We
found that higher use of engagement coping strategies appeared to weaken
the relationship between stress and wellbeing, especially at high levels of
stress. Supporting the development and use of engagement coping strategies
in autistic adults may be useful in the promotion of wellbeing in this popula-
tion.

Background:

The wider stress literature suggests negative associations between stress
and psychological wellbeing. Similarly, the use of adaptive (e.g., engagement
coping) and maladaptive (e.g., disengagement coping) coping strategies have
been related to improved and reduced wellbeing respectively. However, the
extent to which coping strategies may also moderate the relationship between
stress and wellbeing is less known.

Objectives:
To examine the potential moderating (i.e., buffering or exacerbating) role of
coping in the relationship between stress and wellbeing in autistic adults.

Methods:

Sample consisted of 86 autistic adults, aged 19-74 years, recruited through
an online study. Using two moderation models, we explored whether the
relationship between stress (stress composite using PSS and DSl scores)
and wellbeing (WEMWBS) was moderated by use of engagement coping and
disengagement coping strategies (Brief COPE).

Results:

Engagement coping had a significant effect on wellbeing directly (b: 0.57, p <
0.01) and indirectly, through an interaction with stress (b: 0.21, p = 0.02).
Disengagement coping only had a significant direct effect on wellbeing (b:
-0.76, p < 0.01), with its indirect effect not reaching statistical significance (b:
-0.02,p = 0.86).

Conclusions:

Our findings suggest differential mechanisms under which engagement and
disengagement coping strategies operate in the stress-wellbeing relationship.
Specifically, engagement coping has both a promotive (direct) and buffering
(indirect) role, while disengagement coping has a risk (direct) role only. We
highlight the importance of honing engagement coping strategies in autistic
adults, where its potential stress-buffering role may be especially beneficial in
the context of high stress.
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Women seeking an autism diagnosis in Australia: What helps and what hin-
ders?
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Accessing an autism diagnosis, though important, can be difficult for autistic
women. We explored what things made getting an autism diagnosis easier
and harder by interviewing ten autistic women. It helped when women recog-
nised their autism, saw value in being diagnosed, prepared for assessment,
unmasked, and were persistent. Their experience depended on whether pro-
viders were accommodating and knowledgeable, and whether providers were
dismissive. The diagnosis cost, time requirements, and criteria and tools also
impacted women's experiences. Education for providers, and resources for
women, are needed to make autism diagnosis more accessible for women.

Background:

There is currently limited research into the barriers and facilitators women en-
counter when seeking an autism diagnosis in Australia. Given an adulthood au-
tism diagnosis can increase women's self-compassion and inform appropriate
psychological support, it is important for women to have access to diagnostic
services with as many facilitators and as few barriers as possible.

Objectives:
This study aimed to comprehensively explore what helped and hindered autis-
tic women during the adulthood autism diagnostic process.

Methods:

Ten autistic women who were diagnosed after the age of 18 in the past five
years participated in a semi-structured interview about what made their diag-
nostic process easier and harder.

Results:

Analysis revealed a model with barriers and facilitators on person-, provider-,
and system-levels. System-level factors included requirements placed on

those seeking diagnosis and the nature of assessment tools and criteria. That
system provided the context in which person-level and provider-levels operated
and interacted. Person-level barriers and facilitators related to the woman’s mo-
tivation, preparation, support, and approach during assessment. Provider-level
barriers and facilitators included providers’ knowledge and skill in working
appropriately with autistic women, and providers dismissing and misattributing
autistic traits

Conclusions:

The results of this study highlight areas for improvement so women can
access autism diagnosis and the associated wellbeing benefits more easily.
Training is needed to improve provider knowledge of the heterogeneity of
autism, the role of gender in autism, and the significance of communication ac-
commodations and personal validation. Advisory resources for autistic women
and healthcare providers would also be helpful.
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Autistic people show concerningly high rates of suicide. We aimed to
characterise suicidal behaviour in autistic people including: age of first
attempt; rate of non-suicidal self-injury vs suicidal attempts; lethality of

suicide attempts. We found that over 60% of autistic people engaged in self-
harming behaviour. The youngest age of first suicide attempt was 7 years, with
adolescence shown to be a particularly vulnerable period for young autistic
people. Our findings highlight the need for research to focus on developing and
validating appropriate interventions, as well as improved methods for detecting
young autistic people who may be experiencing suicidal thoughts.
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Abstract Background:
Autistic people show concerningly high rates of suicide. This study used the
Columbia Suicide Severity Rating Scale (C SSRS) to characterise suicidal
behaviour in autistic people including: age of first attempt; rate of non-suicidal
self-injury vs suicidal attempts; lethality of suicide attempts in autistic people

Objectives:
To examine the nature of suicidal behaviour in younger (Study 1: Canada) and
older (Study 2: Australia) autistic people.

Methods:

In Study 1, caregivers (91% female, M, ., = 41.25, SD = 6.7) of 33 young autistic
people (male = 78.8%; M, . = 13.28, SD = 4.42 years), completed a caregiver-
report version of the C-SSRS. In Study 2, 98 autistic adults (women = 58.2%,
non-binary = 7.1%; M, ,, = 41.65, SD = 12.96 years) completed the C-SSRS

interview version.

Results:

For Study 1, children with a history of suicide attempts reported from 1 to 4
attempts. For Study 2, autistic adults with a history of suicide attempts reported
from 1 to 26 attempts across their lifespan. Age of first suicide attempt tended
to be in mid adolescence.

Conclusions:

Over 60% of both samples reported engaging in self-harming behaviour. The
youngest age of first suicide attempt was 7 years, indicated across both
samples. Adolescence is a particularly vulnerable period young autistic people.
Given the young age at which autistic youth are attempting suicide, and high
rates of self-harm, research needs to focus on developing and validating
appropriate interventions, as well as improved methods for detecting young
autistic people who may be experiencing suicidal thoughts.
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The global burden of suicide among people on the autism spectrum
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Our objective was to estimate the deaths and years of life lost due

to suicide for autistic persons to inform policy makers and service

planners. We analysed data sources reporting the risk of suicide for autistic
persons and estimated that autistic persons were three times more likely to
die by suicide than non-autistic persons. With this estimate, and estimates

of suicide and autism spectrum prevalence, we estimated 12,500 suicides
globally in 2019 were autistic persons. These findings will bring the burden of
suicide experienced by autistic persons to the attention of policy makers with
the means to target this burden.
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Abstract

Background:

Health metrics, such as deaths and years of life lost (YLLs) have major
influence and are widely used by policy makers and service planners globally.
However, available health metrics do not capture the whole picture of service
needs for autistic persons. Previous work suggests autistic persons are

at elevated risk of mortality due to suicide, which is not reflected by the
estimates currently available to service planners and policy makers.

Objectives:
To estimate the number of deaths and YLLs of suicide for people on the
autism spectrum.

Methods:

We conducted a systematic literature review searching electronic

databases for studies reporting the relative risk (RR) of death by suicide or
suicide attempt for autistic persons. Estimates were pooled via meta-
regression. Pooled RRs, and the prevalence of the autism spectrum and
suicides from the Global Burden of Disease Study were then used to estimate
the deaths by suicide and YLLs among autistic persons.

Results:

The pooled RR for suicide for autistic persons was 3.2 (95% Ul: 2.0-5.5). The
estimated number of autistic suicides globally in 2019 was 12,500 (4,968-
24,535), representing 1.6% (0.7%-3.2%) of all suicide deaths globally. This
corresponded to 629,774 YLLs (269,760-1,221,462).

Conclusions:

Autistic persons are at a substantially higher risk of suicide compared

to non-autistic persons and there is substantial loss of life and YLLs due to
suicide among autistic persons. These findings will bring the fatal burden
of suicide experienced by autistic persons to the attention of policy makers
with the means to target this burden.
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“l was done with the volcanoes in me”:
Exploring the perspectives of young autistic people with lived experience of
suicidal ideation/behaviour and self-harm
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Autistic young people have a high risk of suicidal behaviour and likely experi-
ence it differently to non-autistic people. However, no research has explored
their experiences, so this is poorly understood. This project interviewed five
young autistic people to understand how they experience suicidal behaviour.
The interviews were analysed to describe three main themes. 1) Interpersonal
and Intrapersonal Understanding Facilitates Connection to Self and Others;

2) Suicide and Self-Harm Arise from the Intolerability of Emotions, and 3) The
Duality of Relating to Others. These findings suggest mental health servic-

es need to be flexible to meet the needs of autistic young people.

Background:

Autistic young people experience high rates of suicidal ideation/behaviour,
with risk factors including being female and camouflaging autistic traits. Evi-
dence suggests that current clinical practices and theories of suicidality may
not adequately serve these young people due to differing needs and experi-
ences, however this has not yet been qualitatively explored.

Objectives:

This project aimed to explore how autistic young people experience suicidal
behaviour, the relationship between self-harm and suicide for autistic young
people, their experience of seeking help from mental health services; and
whether their experiences are influenced by their gender.

Methods:

Five young people (four female including one transfemale; one male) aged 15-
25 (M = 17.6) with diagnoses of autism or self-identifying as autistic were re-
cruited from the Orygen Youth Health Clinical Program and headspace centres
in Melbourne, Australia. Data were collected from semi-structured interviews
and analysed using reflexive thematic analysis.

Results:

Three main themes and three subordinate themes were described: 1) Inter-
personal and Intrapersonal Understanding Facilitates Connection to the Self
and Others; 2) Suicide and Self-Harm Arise from the Intolerability of Emo-
tions (with subordinate themes: 2.1) Suicidal or self-harm actions tend to be
quick and impulsive; 2.2) Suicide and self-harm can cause meta-distress); and
3) The Duality of Relating to Others (with subordinate theme 3.1) Connection
within the therapeutic relationship tends to be slow and complex).

Conclusions:

These findings have implications for clinical practice that broadly relate to
mental health services understanding, and flexibly adapting to, the needs of
autistic young people.
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BRENNA MADDOX

INTERVIEW TRANSCRIPTS

Brenna: | am Brenna Maddox. | am an assistant professor at
the University of North Carolina at Chapel Hill. | am the implementation
scientist for the University of North Carolina TEACCH Autism program.

Interviewer: Okay. What does the TEACCH Autism program entail?

Brenna: It is a program at the University of North Carolina at
Chapel Hill. We have seven outpatient clinics across the state of North
Carolina. So TEACCH really focuses on clinical services, research and
training. So, a three part mission.

Interviewer: How does that background inform your perspective on
some of the issues that are being discussed at this conference in terms of wellbeing, suicidality,
what sort of things have you learned?

Brenna: That's a great question. So, my background is in clinical psychology. So, | have

a background in assessing cooccurring psychiatric conditions in people on the spectrum along
with assessing suicide risk in people on the spectrum. So, it was really through a lot of my clinical
interactions that | first learned about how many people on the spectrum do experience suicidal
thoughts and behaviours and then...

Interviewer: Did that shock you?

Brenna: At TEACCH, at the TEACCH Autism program, we are really focused on how we can
disseminate evidence based practices into people’s home communities. That has also informed
my work quite a bit because | want to be able to get helpful practices to people where they can
access them. Recognising that not everyone will be able to access treatment or access supports
in a university based setting or an academic medical centre. We are really working on getting those
evidence based supports out to all communities.

Interviewer: When you say all communities, | assume you mean the people around the autistic
person as well. Why do you think that it's so important to get this information out there?

Brenna: | think it's very important to get information about suicide risk and suicide
management out there because first of all many people are not even aware that individuals on
the spectrum are at an increased risk for suicide. | know at least here in the United States, many
clinicians, this was not part of their clinical training. So, it's not really on their radar when they are
working with an individual on the spectrum.

Interviewer: What was different about you that it got on your radar? Why are you different?

Brenna: I think from my direct experiences, | think working directly with individuals on the
spectrum and hearing them talk about their stories, hearing them talk about their lived experience
both from my clinical work and also from my research. So, when | was a postdoctoral fellow at the
University of Pennsylvania | led an interview study where | was interviewing autistic adults about
their experiences with mental health services. Even though | was not directly asking about their
experiences with suicidality, that came up quite a bit. Many people shared how they had really
struggled with suicidal thoughts and behaviours. So just listening to those stories and recognising
what an unmet need it is out there inspired me to want to research that more.

Interviewer: Can you tell me,