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Background

Why did we do this study?

Adults with autism often have complex health
care needs.

Ideally, these needs can be met in the
community through proactive healthcare (e.g.,
family doctors, psychiatrists). For some
individuals, however, there are times when these
needs extend beyond community resources and
require unplanned care, or emergency service
use (e.g., emergency department, police).

There are significant financial costs associated
with high rates of emergency service use among
individuals with autism. We know little, however,
about the emergency service patterns and what
might lead to this use in adults with autism.



Objectives

This project aimed to
better understand the
emergency service use of
adults with autism from
across Ontario, from their
perspective.

We aimed to describe the rates of emergency service use and the
experiences of adults with autism in using emergency services,
from their own perspective.

Findings from this study can inform people with autism, emergency
service providers, and policy makers of the relevant variables that
need to be taken into account to improve service provision for this
population.

This study is the second part of a study we
completed focusing on emergency service use in
individuals with autism from the family
perspective. To see the results from that study,
click [here]



Survey methods

Participants were recruited through flyers and We included data from 40 adults in this report
email lists associated with Ontario autism who were living independently. Participants were
advocacy and service organizations. We also over the age of 17, did not report a diagnosis of
conducted a series of public engagement intellectual disability, completed their surveys
sessions through Autism Ontario to explain the within 12-18 months, and met the cut-off score
project to potential participants. on an autism screener (Autism Quotient; Baron-

Cohen, Wheelwright, Skinner, Martin, & Clubley,
Between 2012-2013, 66 adults with autism 2001).

volunteered to complete an initial baseline

survey, five brief bi-monthly surveys, and a Most participants (97.5%) completed the

longer final survey a year to 18 months later. surveys online; a minority completed the surveys
via mail or telephone interview.



Who we studied
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Self advocates

Who were the self-advocates
who completed the survey?

Although autism is more prevalent in males,
the majority of adults with autism who
completed our surveys were female.

Age
18-61 years old
(Mean age = 36 years)

Sex/Gender

= Male = Female



Self advocates

Where did participants live?

100

80

60

40

% of sample

20

Urban

Rural

10% of participants resided in rural
areas, which is comparable to
overall provincial rates.



Self advocates

Marital Status Neighborhood income Co-occurring psychiatric diagnosis
= 60.0% single/never married = $39,160 to $97,706 (Mean = = 75% reported a co-occurring
$70,068.35) mental health condition
Education Daytime activity Co-occurring medical diagnosis
= 62.5% obtained a college = 82.5% participated in a = 75% reported a co-occurring
diploma or higher structured day time activity (e.g., medical health condition

school, work)
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Emergency

What happened.in the ED?

department

Main messages



Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (early online). Emergency service experiences of adults with Autism Spectrum Disorder without Intellectual disability.

Autism, [click here to read]

Who visited the ED and why?

Approximately 43% of
individuals with autism
went to the ED at least
once during the follow-up
period.

11 individuals who went to the ED provided
details about a total 25 ED visits:

Over half (n = 14, 56%) of ED visits were due
to individuals presenting as danger to
themselves.

= |n a minority of cases, individuals went to the
ED because they were a danger to others (n =
2, 8%)

= One ED visit was due to an individual requiring
psychiatric medication

= The remaining reasons for ED visits were
medical in nature (32% e.g., allergic reactions,
food poisoning).


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34457/Tint%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=4&isAllowed=y

Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (early online). Emergency service experiences of adults with Autism Spectrum Disorder without Intellectual disability.
Autism, [click here to read]

What happened in the ED?

Individual was taken to a

Chemical restraints

were used
48

Physical restraints
were used

14


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34457/Tint%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=4&isAllowed=y

Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (early online). Emergency service experiences of adults with Autism Spectrum Disorder without Intellectual disability.
Autism, [click here to read]

Satisfaction with ED

They should have put me in the secluded area
sooner. | was a disruption to others in the
waiting room because of my state of my mind.

-Individual who visited the ED for psychiatric
concerns

How did adults with autism feel about
their ED experiences?

Participants were asked to rate their satisfaction
with their ED visit on a scale from 1 (very The medical outcomes were fine and

dissatisfied) to 5 (very satisfied): appropriate. The attitudinal interview approach
of the physician was problematic to me. He only
gave me two options for responding to his

= Responses ranged from 1 to 5, with an questions and seemed unable to entertain the
average score of somewhat dissatisfied possibility of my description of symptoms as
(Median = 2.50; Mean = 2.73) being different fromt(\;vlzzgirve wanted or needed

-Individual who visited the ED for medical concerns



https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34457/Tint%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=4&isAllowed=y

Main messages

Adults with autism may go to the ED at » Several ED visits were due to individuals
high rates and for a number of different Indicating that they were a danger to
themselves.
reasons.
= (Click here

= Qverall, participants were somewhat
dissatisfied with their ED experiences.


https://link.springer.com/article/10.1007/s41252-017-0018-4

|
PO | I C e Who interacted with police and why?

What happened when police were involved?

Satisfaction with police

Main messages




Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (early online). Emergency service experiences of adults with Autism Spectrum Disorder without Intellectual disability.

Autism, [click here to read]

Who interacted with police and why?

Approximately 33% of
adults with autism
interacted with police at
least once during the 12-
18 month follow-up
period.

# of encounters

4.5

3.5

2.5

1.5

0.5

10 individuals with police involvement
provided details about 16 incidents

presenting concerns

Breaches of
court orders

Care for
other
individuals

Psychiatric
crisis

Other

Victim of
verbal
aggression

Unknown

18


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34457/Tint%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=4&isAllowed=y

Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (early online). Emergency service experiences of adults with Autism Spectrum Disorder without Intellectual disability.
Autism, [click here to read]

What happened when police
were |nVOlvedr) Police assessed the

/ situation and left

63"

Other disposition

e.g., someone other than the
individual with autism was
taken to the ED or into police
custody

Individual taken to
ED

No Incidents resulted in criminal charges 6%


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34457/Tint%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=4&isAllowed=y

Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (early online). Emergency service experiences of adults with Autism Spectrum Disorder without Intellectual disability.
Autism, [click here to read]

Satisfaction with police

How did adults with autism feel about
their interactions with police?

There were no issues with responding
Individuals were asked to rate their satisfaction services, although the incident was very

with their interaction with police on a scale from stressful for me.
1 (very dissatisfied) to 5 (very satisfied):
- Individual with police involvement

«  Responses ranged from 1 to 5, with an regarding care needs of another individual

average score of somewhat satisfied
(Median = 4.0; Mean = 3.68).


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34457/Tint%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=4&isAllowed=y

Main messages

= Police officers play many different roles in the
i t high rat df I community, and it is important to understand
police at high rates andfor severa that they may interact with adults with autism

different reasons. in a variety of situations.

Adults with autism may interact with

= Qverall, participants were somewhat satisfied
with their police interactions.

= |t will important for future research to better
understand predictors of police satisfaction
among adults with autism across a range of
situations.



Predictors of emergency service use

Individuals who used either ED or police services
at least once during the follow up period were not
significantly different from those who did not use
emergency services with respect to:

= Age

= Sex/gender S :
These results highlight the importance of general

preparedness and wide spread prevention efforts
in the autism community and among emergency
service providers.

= Autism symptom severity

= Presence of co-occurring medical or
psychiatric diagnoses

= Education

= Service affordability

= Structured day activity

22
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Resources for service providers

How can ED clinicians prepare to care
for individuals with autism?

Click on the links below to view resources developed by
different organizations to educate ED clinicians about
providing care for individuals with autism (and other
developmental disabilities):

H-CARDD’s Emergency Toolkit

. HCARDD’s Autism & The Hospital Emergency Room
Guide

= Autism Society’s Information for Paramedics and

Emergency Room Staff

=  AASPIRE healthcare tool kit (click on Health care
providers)

How can police officers prepare to
interact with individuals with autism?

Click on the links below to view resources developed by
different organizations to educate police about
interacting with individuals with autism:

= Dennis Debbaudt’s Law Enforcement Response Tips

» The National Autistic Society’s Guide for Police and
Staff

Ae——
section 04


https://www.porticonetwork.ca/documents/38160/99698/Emergency+Dept+Toolkit+FINAL.pdf/aeb7ef45-2ff1-4121-bdab-3abb817e3e6d
http://card-usf.fmhi.usf.edu/docs/resources/CARD_HospitalSupport.pdf
http://card-usf.fmhi.usf.edu/docs/resources/CARD_HospitalSupport.pdf
https://www.autism-society.org/wp-content/uploads/2014/04/Paramedics_and_Emergency_Room_Staff.pdf
https://www.autism-society.org/wp-content/uploads/2014/04/Paramedics_and_Emergency_Room_Staff.pdf
https://autismandhealth.org/
http://www.autismriskmanagement.com/wp-content/uploads/2016/07/Law_Enforcement.pdf
http://www.autism.org.uk/products/core-nas-publications/autism-a-guide-for-criminal-justice-professionals.aspx
http://www.autism.org.uk/products/core-nas-publications/autism-a-guide-for-criminal-justice-professionals.aspx

Resources for adults with autism

How can individuals with autism
prepare for ED visits?

Click on the links below to view resources developed by
different organizations to assist people in preparing for ED
visits:

CAMH’s Dr. Yona Lunsky discusses what to expect when

you go to the ED

H-CARDD’s Going to the Hospital Health Handout

AASPIRE healthcare tool kit (click on patients and
supporters)

MedicAlert Autism Program

How can individuals with autism
prepare for police interactions?

Click on the links below to view resources developed by
different organizations to assist people in preparing for
police interactions:

= National Autism Society’'s Meet the Police Toolkit

= Autism Speaks’ Interacting with Law Enforcement



https://www.youtube.com/watch?v=ChpElet6ENs
https://www.youtube.com/watch?v=ChpElet6ENs
https://www.porticonetwork.ca/documents/38160/99698/Going+to+the+Hospital.pdf/3878d538-a764-480a-8be8-399cf26d5c29
https://autismandhealth.org/
https://www.medicalert.ca/autism
http://nationalautismassociation.org/store/#!/NAAs-Meet-the-Police-Toolkit/p/83636367/category=2416355
https://www.autismspeaks.org/family-services/autism-safety-project/community/law-enforcement

|
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Background

We learned a lot from the self-advocates In this section, we will highlight other findings

who participated in our study. from the adult self-advocate study about:
= health service use
= suicidality

= negative life events



Health service use

Contents lists available a1 Scoencelirect
Disability and Health Journal .
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tesearch paper
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VRTICLE INFO ABSTRACT

#ticie Matory: Bockground: Adubts with Autism Spectrum Disorder (ASD) encounter mamy difficulties finding ar
rerhed 79 Novessber 2015 accessing health care services. Despite this, few studies have considered the health service use patters
;‘:‘;f_‘:‘"m form of adults with ASD without intellecual disabiliry (ID).

Ojectives: The current siudy examines 3 diverse range of medical and mental health services ar

SupPOrts, a5 well a8 adulty’ personal experiences accessing and using these services, barriers to servic
use, and reported unmet service needs.

o Watvors ekt Methods: Forty adults (ages 1861 years) with ASD without ID completed surveys every two montl

ity about their health service use for 2 total of 12-18 months. Bivariste analyses were conducted to w

Joalkt service use derstand the individual demographic and clinical facton assoctated with rate of service use, satisfactic

with services, and barriers to health care.

woepeed 14 November 2016

= Click here to read the abstract of our
article on health service use published
in the Disability and Health Journal.

» Click here to read a research snapshot
of this article from the ASD Mental

Health Blog.

What is this research about?

Adults with autism encounter many difficulties finding
and accessing health care services. To better
understand their needs, this study looked at what
medical and mental heath services 40 adults (ages 18-
61 years) with autism without intellectual disability used
over a 12-18 month period, as well as adults' personal
experiences accessing and using these services,
barriers to service use, and reported unmet service
needs. Our results showed that beyond a family doctor,
the most commonly used services were dentistry,
individual counseling, and psychiatry. Adults with autism
who had medical problems experienced significantly
more barriers to service use than those who did not,
and those who had medical and mental health
problems were less satisfied with services.


http://www.sciencedirect.com/science/article/pii/S1936657416301753
http://asdmentalhealth.blog.yorku.ca/files/2017/09/Vogan-et-al-2016-tracking-service-use-lay-summary-final.pdf
http://asdmentalhealth.blog.yorku.ca/
http://asdmentalhealth.blog.yorku.ca/

Emergency service use

Short Report

[!_autism

Emergency service experiences of adults 5 o

Reprints and permsucn

with autism spectrum disorder without coukowmiParmsoncas
i . re fourrals sagepub comhome
intellectual disability oy

Ami Tint'2, Anna M Palucka??, Elspeth Bradley?,

Jonathan A Weiss' and Yona Lunsky®?

Abstract

This study aimed to describe patterns of emergency department use and police as well as

with emergency services of 40 adults with autism spectrum disorder without intellectual disability over 12-18months.
Approximately 42.5% of the sample reported visiting the emergency department and 31.5% reported interactions with
police during the study period. Presenting concerns for emergency department use and police interactions varied widely,
highlighting the heterogs needs of this population. On average, participants reported being dissatisfied with care
received in the emergency department while police interactions were rated relatively more favourably.

Keywords
adults, autism spectrum disorder, emergency department. police, service use

Click here to our article on emergency
service use published in Autism.

Click here to read a research snapshot
of this article from the ASD Mental

Health Blog.

What is this research about?

This study looked at ED and police interactions in adults
with autism that do not have intellectual disabilities. In
the 12-18 month observation period, 43% of the
sample reported visiting the emergency department at
least once and 32.5% of the sample reported at least
one interaction with police. The presenting issues for ED
and police visits varied widely. Generally, participants
reported greater satisfaction with police services than
with ED visits.


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34457/Tint%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=4&isAllowed=y
http://asdmentalhealth.blog.yorku.ca/files/2018/04/Tint-et-al.-Emergency-service-experiences-of-adults-with-autism-without-intellectual-disability.pdf
http://asdmentalhealth.blog.yorku.ca/
http://asdmentalhealth.blog.yorku.ca/

Suicidality

Short Report

History of Suicide Attempts in Adults
With Asperger Syndrome

Melissa Paquette-Smith?, Jonathan Weiss?, and Yona Lunsky®

*Centre for Addiction and Mental Health, Toronto, Canada
‘Department of Psychology, York University, Toronto, Canada
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fews distreascd than the gervral population with AS. Comelusion The sicide e rae in our samph is much higher (an the 4 675 bictme
provalonce scon in the pomeral populatson. These fisdngs heghhizht 2 noed for mone spociasdined services o help provont futues scompts and o
suppoe this vulncrabie prosp

Krrwords: umndality deprovson. Asperger syodrome. sstim

Click here to read our article on
suicidality published in Crisis: The
Journal of Crisis Intervention and
Suicide Prevention.

Click here to read a research snapshot
of this article from the ASD Mental
Health Blog.

What is this research about?

This study examined the issue of suicidality in adults
with Asperger Syndrome (AS). Fifty adults with AS from
across Ontario completed an online survey. Over 35% of
individuals with AS reported that they had attempted
suicide in the past. Individuals who attempted suicide
were more likely to have a history of depression and
self-reported more severe autism symptomatology. The
suicide attempt rate in this sample is much higher than
the 4.6% lifetime prevalence seen in the general
population. These findings highlight a need for more
specialized services to help prevent future attempts and
to support this vulnerable group.


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/28479/Paquette-Smith,%20Weiss%20&%20Lunsky%20(2014)%20-%20PREPRINT.pdf?sequence=1
http://asdmentalhealth.blog.yorku.ca/files/2015/08/Paquette-Smith.-Suicide-attempts-and-symptom-severity-for-adults-with-Asperger-syndrome.pdf
http://asdmentalhealth.blog.yorku.ca/
http://asdmentalhealth.blog.yorku.ca/

Negative life events

] et v Deriugrind Dfpuldilen

Volume 19, Number 2, 2013

Authors

Alexander Milovanov,'

Melissa Paquette-Smith,!

Yona Lunsky,'

Jonathan Weiss®

! Centre for Addiction
and Mental Health,
Toronto, ON

: Dezartm

BRIEF REPORT: Prevalence and Impact
of Significant Life Events for Adults
with Asperger Syndrome

Abstract

Little is knoum about the significant life events experienced by
adults with Asperger syndrome (AS), though these may result in
psyciiatric illness. Ths study looks at the prevalence and types
of significant life experiences among 51 adults with AS, the
largesi-available-to-date sample of adults with AS in Ontario,
The moslfm?um.ﬂy reported life events (in the last hwo mam'fl]
included: y ; financial prob

disruptions in |r=rn-prmm\r relations; dwrrgr in an-g arrange-

menls; and disruptions of routine at work or school. The major-

ity of respondents had at least one significant life event, 58.8%
had experienced af least fwo, and 41.2% had at least tree. A sig-
nificant relationship was found between the number of life events
and reported levels of distress. The results suggest that adults
with AS may experience significant life events more frequently
than adults with other types of developmental disabilities.

Click here to read our article on

negative life events published in the
Journal of Developmental Disabilities.

Click here to read a research snapshot

of this article from the ASD Mental

Health Blog.

What is this research about?

This study looked at how often individuals with Asperger
Syndrome (AS) experience different types of negative
life events over a two-month period. The most frequently
reported life events included: unemployment; financial
problems; mistreatment; disruptions in interpersonal
relations; change in living arrangements; and
disruptions of routine at work or school. The majority of
respondents had at least one significant life event,
58.8% had experienced at least two, and 41.2% had at
least three. A significant relationship was found
between the number of life events and reported levels
of distress.


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/27193/Pages_from_41016_JoDD_19-2_50-54_Milovanov_et_al.pdf?sequence=1&isAllowed=y
http://asdmentalhealth.blog.yorku.ca/files/2017/09/Milovanov-et-al-2013-negative-life-events-final.pdf
http://asdmentalhealth.blog.yorku.ca/
http://asdmentalhealth.blog.yorku.ca/
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