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Background

Why did we do this study?

People with autism and their families often have
complex health care needs.

Ideally, these needs can be met in the
community through proactive healthcare
services (e.g., family doctors, psychiatrists). For
some families, however, there are times when
these needs extend beyond community
resources and require unplanned care, or
emergency service use (e.g., emergency
department, police).
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There are significant financial costs associated
with high rates of emergency service use among
people with autism. More importantly, parents of
children with autism have reported stressful
experiences and significant emotional costs of
emergency service use. We know little, however,
about the emergency service patterns and what
might lead to this use in teens and adults with
autism.



Objectives

This project aimed to
better understand the
emergency service use of
teens and adults with
autism from across
Ontario.
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We aimed to describe rates of emergency service use, associated
clinical and family predictors of service use, and the related
experiences of people with autism and their family members.

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



Survey methods

What did we do?

Participants were recruited through flyers and
email lists associated with Ontario autism
advocacy and service organizations. We also
conducted a series of public engagement
sessions through Autism Ontario to explain the
project to potential participants.

Between 2012-2013, 396 family caregivers
volunteered to complete an initial baseline
survey, five brief bi-monthly surveys, and a
longer final survey a year to 18 months later.
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We included data from 284 families in this report.
Included families completed their surveys within
12-18 months, and had a child over the age of
11 who met the cut-off score on an autism
screener (Social Communication Questionnaire;
Rutter, Bailey, & Lord, 2003).

Most participants (78.5%) completed the
surveys online; a small portion completed the
surveys via mail or telephone interview.



Who we studied e

Individuals with autism




Family caregivers

Who were the
caregivers who
completed the survey?

Sex/Gender
= Female (94%)

Marital Status

= 76.4% married/common
law

Age

« 31.79 years (M= 49.5) Immigrant status

= 23.6% were not born in
Canada
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Education

= 73.6% obtained a college diploma
or higher

Neighborhood income

» $33,030-%$107,742
(Mean = $65,597)



Family caregivers

Where did participants live?
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Approximately 10% of participants
resided in rural areas, which is
comparable to overall provincial
rates.



Individuals with autism

Who were the individuals
with autism?

As is commonly seen in autism
research, the sample was largely
comprised of males.

Individuals with autism ranged in
age from 12 to 56 years
(Median age = 17 years).
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Sex/Gender

21.50%

= Male

Female
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% of sample

60
50
40
30
20
10

0]

Age

12 to 17 years

18+ years



Individuals with autism

Intellectual disability (ID) status

= 47.5% were reported to have ID

Co-occurring conditions

34.5% were reported to have a medical
condition

46.5% were reported to have a
psychiatric condition

ree——
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Place of residence

= 91.7% lived with their families at baseline

Daytime activities

=  86.3% participated in a structured day
time activity (e.g., school, job, day
program)



Overview of the section
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Emergency
department
ED

Who visited the ED?

Psychiatric vs. medical ED visits

What happened.in the ED?

Satisfaction with ED

Main messages




Lunsky ,Y., Weiss, J.A., Paquette-Smith, M., Durbin, A., Tint, A., Paulcka, A.M., & Bradley, E. (2017). Predictors of emergency department use by adolescents and adults with
Autism Spectrum Disorder: A prospective cohort study. BMJ Open, 7(7), e017377. [click here to read]

Lunsky ,Y., Tint, A., Weiss, J.A., Paulcka, A.M., & Bradley, E. (2018). A review of emergency department visits made by youth and adults with autism spectrum disorder from the
parent perspective. Advances in Autism, 4(1), 10 -18. [click here to read]

Who visited the ED?

Approximately 22% of Significant predictors of ED use included:
people with autism went

to the ED at least once
during a 12-month period = reporting 2 or more negative life events at baseline

= having an ED visit in the year prior to the study

family distress

A combination of clinical need and contextual
variables predicted ED use.
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http://bmjopen.bmj.com/content/bmjopen/7/7/e017377.full.pdf
https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34458/Lunsky%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=3&isAllowed=y

Lunsky ,Y., Weiss, J.A., Paquette-Smith, M., Durbin, A., Tint, A., Paulcka, A.M., & Bradley, E. (2017). Predictors of emergency department use by adolescents and adults with
Autism Spectrum Disorder: A prospective cohort study. BMJ Open, 7(7), e017377. [click here to read]

Lunsky ,Y., Tint, A., Weiss, J.A., Paulcka, A.M., & Bradley, E. (2018). A review of emergency department visits made by youth and adults with autism spectrum disorder from the
parent perspective. Advances in Autism, 4(1), 10 -18. [click here to read]

Psychiatric vs. medical ED visits

Why did individuals go to the ED? 31 Medical ED visits:

We asked family caregivers to provide details =  Most common reasons: injury,
about their family member’s ED visit to better gastrointestinal issues, infection
understand why individuals went to the ED. We

included descriptions from 49 ED visits. 18 Psychiatric ED visits:

=  Most common reasons: self harm and/or
suicidality, physical assault towards family,
danger to self and others
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http://bmjopen.bmj.com/content/bmjopen/7/7/e017377.full.pdf
https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34458/Lunsky%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=3&isAllowed=y

Lunsky ,Y., Weiss, J.A., Paquette-Smith, M., Durbin, A., Tint, A., Paulcka, A.M., & Bradley, E. (2017). Predictors of emergency department use by adolescents and adults with
Autism Spectrum Disorder: A prospective cohort study. BMJ Open, 7(7), e017377. [click here to read]

Psychiatric vs. medical ED visits

We found distinet medical ED visit psychiatric ED visit

predictors of psychiatric _ _
vs. medical ED visits. parent Immigrant

neighborhood income

Being on medication, family distress,

and negative life events were urban-rural residence
associated with both medical and L .
psychiatric ED visits. ED visit in prior year

history of aggression

Low neighborhood income, living in a
rural area, and having visited the ED
during the previous year were

associated with medical but not fa m||y distress famlly distress

psychiatric emergencies.

on medication on medication

2+ negative life events 2+ negative life events
Having a history of aggression, as well
as being from a family that immigrated
to Canada were associated with
psychiatric but not medical ED visits.
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http://bmjopen.bmj.com/content/bmjopen/7/7/e017377.full.pdf

Lunsky ,Y., Tint, A., Weiss, J.A., Paulcka, A.M., & Bradley, E. (2018). A review of emergency department visits made by youth and adults with autism spectrum disorder from the
parent perspective. Advances in Autism, 4(1), 10 -18. [click here to read]

What happened in the ED? ndiidualwas takento
/—qulgLamL

Chemical restraints

were used 5 1%

Physical restraints

/ were used

18%

A——
section 03 17


https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34458/Lunsky%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=3&isAllowed=y

Lunsky ,Y., Tint, A., Weiss, J.A., Paulcka, A.M., & Bradley, E. (2018). A review of emergency department visits made by youth and adults with autism spectrum disorder from the

parent perspective. Advances in Autism, 4(1), 10 -18. [click here to read]

Satisfaction with ED

How did parents feel about their
family member’s ED visit?

Parents were asked to rate their satisfaction with
their son/daughter’s ED visit on a scale from 1
(very dissatisfied) to 5 (very satisfied):

= Parents’ responses ranged from 1to 5
(Mean = 3.42)

=  Approximately 51% of individuals indicated
that they were very dissatisfied to somewhat
dissatisfied.
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[My daughter] swallowed a piece of her
necklace...stating she wanted to die, threatening
to kill herself no matter what it takes. Nobody
takes her seriously because of her autism. All
autistic kids are put into one basket, and
whatever they do is blamed on autism and
doctors wash their hands and walk away.

- Mother of individual brought to ED for psychiatric
emergency

He handled it well. The staff at urgent care were
amazing - kind, soft-spoken, very understanding and
so helpful.

- Mother of individual brought to ED for medical
emergency

The wait time was too long, only to find out that
there were no crisis team resources available at
that time. [We] would have had to wait longer, but
having waited three hours, with no dinner, and a
stressful afternoon with the police, we finally gave
up and went home.

- Mother of individual brought to ED for psychiatric
emergency



https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/34458/Lunsky%20et%20al%20(2018)%20-%20PRE-PRINT.pdf?sequence=3&isAllowed=y

We need much more than writing a prescription and saying
goodbye. How about suggestions for treatment?
Observation at the hospital? Services for families in crisis
when a child can no longer safely stay in the home for the
sake of both the child and the family?

Mother of individual with autism brought to ED for psychiatric emergency



Main messages

Teens and adults with autism and their
families may experience emergencies at

high rates.
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Certain families may be at a greater risk of
visiting the ED than others.

= Red flags for ED visits may include: previous
ED visits, stressful life events, and significant
family distress.

= One size does not fit all. Different families may
be at greater risk for different types of ED
visits.



Police

Who interacted with police?

Why were police involved?

What happened when police were involved?

Satisfaction with police

Main messages




Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (Online First). Correlates of police involvement among adolescents and adults with Autism Spectrum Disorder. Journal of

Autism and Developmental Disorders. [click here to read]

Who interacted with police?

Approximately 16% of
individuals with autism
interacted with police at
least once duringa 12 to
18 month period.

Compared to those without police interactions, individuals who
interacted with police were more likely to:

be older

= |ive outside the family home

= have a history of aggression

= have no structured day time activity

= have parents with high caregiver strain

=  have families who were unable to afford services

ae———
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http://rdcu.be/trNf

Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (Online First). Correlates of police involvement among adolescents and adults with Autism Spectrum Disorder. Journal of
Autism and Developmental Disorders. [click here to read]

Why were police involved?

Family caregivers of half of those presenting concerns

with police involvement provided

. . 16
details about combined total of
14 -
[
§ 12
5 10
e
s 8
5 6
Aggressive behaviors were the primary *
concern requiring police involvement. 4 I l
i N
O T T T T T -_\
Aggression Aggression Victim of  Elopement Other Medical
in in family aggression
community home
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http://rdcu.be/trNf

Each time police have been involved it’s when [daughter]
threatens to harm herself or harm myself or others - her
emotion of anger is extreme and unyielding. There is
concern for safety of all involved and of property. Calming
tactics are always attempted first but often fail.

Mother of individual with autism and police involvement



Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (Online First). Correlates of police involvement among adolescents and adults with Autism Spectrum Disorder. Journal of
Autism and Developmental Disorders. [click here to read]

Police assessed the

What happened when police/ ituation and et
were involved?

Police escorted

individual to ED 0
45%

Other disposition

o/ e.g., police escorted

individual to shelter

Individual taken into 199

police custody \"

6%
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http://rdcu.be/trNf

Tint, A., Palucka, A.M., Bradley, E., Weiss, J.A. & Lunsky, Y. (Online First). Correlates of police involvement among adolescents and adults with Autism Spectrum Disorder. Journal of

Autism and Developmental Disorders. [click here to read]

Satisfaction

How did parents feel about their
family member’s interactions with
police?

Parents were asked to rate their satisfaction with
their son/daughter’s interaction with police on a
scale from 1 (very dissatisfied) to 5 (very
satisfied):

» Parents’ satisfaction ratings ranged from 1
to 5 (Mean = 3.85)

= Majority of parents (63%) reported being
satisfied to very satisfied.
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[She] is registered with the police in a program
for ASD people. They treated her carefully every
time.

- Mother of individual with police involvement due to
aggression

The police are getting better at dealing with autism.
They're listening more.

- Mother of individual with police involvement due to
aggression

I did not appreciate that the police didn’t let me
ride in the back of the police car with my son.
Police let me ride in the police car when [son]

was younger but now that he is 14 years old, he
...can ride alone. However, my son has autism
and this makes him younger than he really is...

- Mother of individual with police involvement due to
aggression



http://rdcu.be/trNf

Main messages

Teens and adults with autism may interact Certain families may be at a greater risk of

= Red flags for police interactions may include:

A——
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Sharing our results




What do these results mean?

= Nearly 1in 4 teens and adults went to These results tell us that we need to work
the ED on:

= 1.in 6 interacted with police over the = Preventing emergency situations for
course of the study. people with autism and their families

= Preparing for emergency situations

A——
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Sharing our results

This report is based on the results of two
peer reviewed publications:

= Click here to read our article on ED use
published in BMJ Open.

BM] Open Predictors of emergency department us«
by adolescents and adults with autism
spectrum disorder: a prospective
cohort study

= Click hereto read a CAMH news
article about the paper

»= Click here to read our article on police
interactions published in the Journal of
Autism and Developmental Disorders.

Correlates of Police Invelvement Among Adobescents and Adults
with Autism Spectrum Disorder

o T M. i Kt B Bt . W'

= (Click hereto read a CBC article
= IEETIEERSL about the paper

=  Click hereto read a CAMH news
article about the paper

Dr. Yona Lunsky talked about the project and
what findings mean for families and health care
practitioners in these videos:

»  Finding your way through the healthcare
maze: Lessons from research on health
services and autism

59:58
=  What's the Big Emergency? Improving

healthcare access | Yona Lunsky |
TEDxYorkUSalon

8:28


http://bmjopen.bmj.com/content/7/7/e017377
https://www.camh.ca/en/camh-news-and-stories/what-happens-when-people-with-autism-go-to-emergency
https://www.camh.ca/en/camh-news-and-stories/what-happens-when-people-with-autism-go-to-emergency
http://rdcu.be/trNf
http://www.cbc.ca/news/canada/toronto/autism-police-study-camh-1.4158684
http://www.camh.ca/en/camh-news-and-stories/what-happens-when-people-with-autism-interact-with-police
https://vimeo.com/146177256
https://vimeo.com/146177256
https://vimeo.com/146177256
https://www.youtube.com/watch?v=2a-Ue8X1u5g
https://www.youtube.com/watch?v=2a-Ue8X1u5g
https://www.youtube.com/watch?v=2a-Ue8X1u5g
https://www.youtube.com/watch?v=2a-Ue8X1u5g
https://www.youtube.com/watch?v=2a-Ue8X1u5g
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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

. H-CARDD'’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

= Developmental Disabilities Justice Tool Kit

Ae——
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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
http://www.community-networks.ca/services/developmental-disabilities-justice-toolkit/

Resources for families and individuals
with autism

How can families and individuals Tools for ED visits

prepare for ED visits?
= H-CARDD’s About Me patient tool provides ED staff with important

information about the patient

Click on the links below to view resources developed by

different organizations to assist families in preparing for = H-CARDD's My exit interview helps to transfer important

ED visits: information about visits to caregivers and medical professionals
* H-CARDD'’s Going to the Hospital Health Handout » AASPIRE healthcare tool kit for patients and caregivers
= Developmental Disabilities Primary Care Initiative’'s = MedicAlert Autism Program

Guidance about Emergencies for Caregivers

Stories/Videos about ED visits

= Story about visiting the emerge for individuals with

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

= Magnus Mode’s Emergency Room Digital Card Deck go to the ED
(click on health)

= A story about ED visits from the perspective of a parent
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https://www.porticonetwork.ca/documents/38160/99698/Going+to+the+Hospital.pdf/3878d538-a764-480a-8be8-399cf26d5c29
http://www.surreyplace.ca/documents/Primary%20Care/Guidance%20about%20Emergencies%20for%20Caregivers.pdf
http://www.surreyplace.ca/documents/Primary%20Care/Guidance%20about%20Emergencies%20for%20Caregivers.pdf
https://www.porticonetwork.ca/documents/38160/869447/ED_Social+Story_ED.pdf/f627bd55-17f9-4cfb-be15-3f5b560612db
https://magnusmode.com/user/auth/login
https://magnusmode.com/user/auth/login
https://www.youtube.com/watch?v=ChpElet6ENs
https://www.youtube.com/watch?v=ChpElet6ENs
https://www.camh.ca/en/camh-news-and-stories/bringing-a-child-with-autism-to-emergency-a-parents-perspective
https://www.porticonetwork.ca/documents/38160/869447/ED_AboutMe_APP.pdf/4278c94a-1971-4bb6-88e6-84a40edcab7d
https://www.porticonetwork.ca/documents/38160/869447/ED_Exit_APP.pdf/5c0d0435-df70-4488-b5a8-8d2884532d4d
https://autismandhealth.org/
https://www.medicalert.ca/autism

Resources for families and individuals
with autism

How can families and individuals Stories about Police visits
prepare for police interactions?

= A story about a family’s experience with police

Click on the links below to view resources developed by
different organizations to assist families in preparing for

police interactions: Videos about Police visits

= CAMH’s Jillian Carlyle discusses how to provide police = Autism Ontario Webinar about engaging local first

with premise warnings and de-escalation techniques responders

= National Autism Society’s Meet the Police Toolkit

= Autism Speaks’ Interacting with Law Enforcement

se———
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https://www.youtube.com/watch?v=E46nj1rI0-s
https://www.youtube.com/watch?v=E46nj1rI0-s
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
https://event.on24.com/eventRegistration/EventLobbyServlet?target=reg20.jsp&referrer=&eventid=1633062&sessionid=1&key=23194A3A7374D6AB22492EFA1A8A5911&regTag=&sourcepage=register
https://www.camh.ca/en/camh-news-and-stories/the-autism-community-and-police-a-case-study

Published
Papers

Overview of the section
Background

Emergency service use
Parent self-efficacy
Caregiver burden
Medication use
Sex/gender differences
Involvement with police




Background

We learned a lot from the families who
participated in our study.

In this section, we provide summaries of all the
papers we've published in connection with this
project. Topics include:

= emergency service use

= parent self-efficacy

= caregiver burden

= medication use

= sex/gender differences

_
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Emergency service use

Predictors of emergency service use in adolescents
and adults with autism spectrum disorder living

with family

Yona Lunsky,! Melissa Paquette-Smith,? Jonathan A Weiss,? Jacques Lee*

ABSTRACT

Introduction The use of emergency senvices amang

adolescents and adults with autism spectrum disceder

{ASD) transitioning into adult heaith senvices has not

Ibeen well desaribed

Objectives To describe emergency service use indluding
dh (EDs). dics, and police

invohvement amang adolescents and adults with ASD and
1o examine peediciors of using emergency services.
Methods Caregivers of 396 adolescents and adults
with ASD were recruited through autism advocacy
agencies and support programmes in Ontario to complete
a survey about their child's health service use, Surveys
were completed online, by mail and over the phone
Ibetween December 2010 and October 2012. Parents
were asked to describe their child's emergency senvice use

Click here to read our article on

emergency service use published in
Emergency Medicine Journal.

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

Health Blog.

What is this research about?

In this paper, we examined factors that contributed to
emergency service use over a two-month period. We
found that a combination of need and enabling
variables predicted emergency service use. The
strongest predictors were previous ED use in the last
year, a history of hurting others and having no
structured daytime activities.
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https://yorkspace.library.yorku.ca/xmlui/bitstream/handle/10315/33235/Lunsky%20et%20al%202015%20BMJ%20EMJ%20post%20print.pdf?sequence=1&isAllowed=y
http://asdmentalhealth.blog.yorku.ca/files/2015/06/Lunsky.Predictors-of-emergency-service-use-in-adolescents-and-adults-with-autism-spectrum-disorder-living-with-family.pdf
http://asdmentalhealth.blog.yorku.ca/
http://asdmentalhealth.blog.yorku.ca/

Predictors of emergency department
VISItS

Open Access Research

BM) Open Predictors of emergency department use
by adolescents and adults with autism
spectrum disorder: a prospective
cohort study

Yona Lunsky,'? Jonathan A Waiss,* Melissa Paquette-Smith,* Anna Durbin,"#*
Ami Tint,'* Anna M Palucka,'” Elspeth Bradley”

To eltw: Lunsey ¥ Weizs JA, ABSTRACT
Pagustte-Smith M, #f al Objectives To determing prediciors of emerpency

Strengths and limitations of this study

Precficons of emengency depart :
nepinirpb msmﬂmmmimﬁmm " > Th Iy e of e Ik publted skl I dule.
and 20uls wih actsm & s to compare e profiles of indwiduals with sutism
speckum disseger arospectie  DeSHgN Prospaciive cohort study. spectrum disoeder who did and did not visit the
coron study, BRL Gpen Setting Community-based study from Ontario, Canada. ‘emorgency department
WPTR0ITIT. doe10. 1136 Participants Parenis reported on thew adul sons and » A comenience sample in @ sefting with universal
bmjopen-2017-017377 daughters with ASD living in the community {n=284). Lo 1

Main outcome measures ED visits for amy reason, ED t
» Prepublication history for N generaisability.
s paper s avalabl oning, Y11 0r medical reasons and ED) visis for pychiatic » Data were based on paren salf-raport rather than
To view these fles, please vish 15350015 OVEY 1 year on chart ab 1 and 50 may be o
0 jousreal ool fittp g go. oesults Among individuals with ASD., those with ED biases. i

Click here to read our article on
emergency service use published in
BMJ Open.

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

Health Blog.

What is this research about?

In this paper, we examined factors that contributed to
the use of hospital emergency departments (ED) over
the course of one year. Individuals who visited the ED in
the one year time period were more likely to have used
the ED in the year prior. They also were more likely to
report high levels of family distress and negative life
events at baseline. Considering the link between
previous and future ED visits, effective care plans need
to be in place following the first ED visit to help deal
with future emergencies when they arise.
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http://bmjopen.bmj.com/content/bmjopen/7/7/e017377.full.pdf
http://asdmentalhealth.blog.yorku.ca/files/2017/09/Lunsky-et-al.-2017-Predictors-of-ED-use-lay-summary-final.pdf
http://asdmentalhealth.blog.yorku.ca/2017/09/research-summaries-health-care-service-use-among-youth-and-adults-with-asd/
http://asdmentalhealth.blog.yorku.ca/2017/09/research-summaries-health-care-service-use-among-youth-and-adults-with-asd/

Experiences in using the emergency

department

A review of emergency department visits
made by youth and adults with autism
spectrum disorder from the parent

perspective

Yona Lunsky, Ami Tint, Jonathan A. Weiss, Anna Palucka and Elspeth Bradley

‘Yona Lunsky is based at the Abstract

Cantre for Addiction and Purpose - Past research has shown inchictals with aufism spectnum disorgier (ASD) vist hospodal
Mental Health, Toronto, ‘emargency departmants ([ED) af high rates. in ordiar 10 assist indhiduals with ASD, thesr famides and heath
Canada and is &t Department care providers fo improve ED care, it is important fo undorstand these encounters in groator dotad. The
o of acklascents and ackats
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Click here to our article on families’
experiences in using the ED published

in Advances in Autism.

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

Health Blog.

What is this research about?

This paper describes the experiences that families of
adolescents and adults with autism had in using the
emergency department (ED). Individuals visited the ED for
a variety of medical reasons (e.g., injury) and mental heath
reasons (i.e., being at risk to themselves). Although, overall
parents reported that they were satisfied with the care
received in the ED, they provided recommendations to
improve the ED experiences of their family members with
autism. Parent’s recommendations included, specific
accommodations for their child, greater empathy from ED
staff and a need for more autism services at the hospital
and in the community.
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Parent self-efficacy

,‘uutism
Original Arice

Perceived self-efficacy in parents of :”@_.mn s
adolescents and adults with autism S A
spectrum disorder b

Jonathan A Weiss', Ami Tint!, Melissa Paquette-Smith? and
Yona Lunsky?

Abstract

Many parents of adolescents and adults with autism spectrum disorder experience difficulty accessing appropriate
services for their children, and may report low levels of parent self-efficacy. In an effort to identify the factors that
contribute to the difficulties these families face, this study ined the role of ographic, systemic, and clinkcal
need varfables as they relate to parents’ experience of sell-efficacy. Participants included 324 parents of individuals
with autism spectrum disorder, 12-25 years of age. Results suggest that parent self-efficacy is related to a number
of variables and not simply a child's clinical situation, including child age, parent immigrant status, barriers to service

» Click here to read our article on parent
self efficacy published in the journal
Autism.

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

Health Blog.

What is this research about?

Many parents of adolescents and adults with autism
report feeling unsure about how to access services and
find the right kind of care. This study looked at how well
324 parents thought they were able to access and
provide care (i.e. their perceived ‘self-efficacy’) to their
sons or daughters with autism (between 12-25 years of
age). Our results showed that lower self-efficacy was
related to having an older child, being born outside
Canada, experiencing more barriers to service access,
and caregiver burden. Given the crucial role that
parents often play in the lives of individuals with autism
across the lifespan, it is important that service providers
support the efforts of parents to provide and access
care.
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Caregiver burden

Family Relations

Vanessa Vocan  Ceatre for Addiction and Mental Health and Ontario Institutes for Studies
in Education

Jonanma K. Lake  Centre for Addiction and Mental Health and Universi iry of Torone®
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Yosa Lussky  Centre for Addiction and Mental Health and University of Toronto™*

Factors Associated with Caregiver Burden Among
Parents of Individuals with ASD: Differences

Across Intellectual Functioning

Symptoms of autism spectrum disorder (ASD) 297 parents sampled, ASD severity, externaliz-
persist into adolescence and adulthood, when ing beh medical bidiry, and parent
access to health services and supports become  age predicted burden in parents of adolescents
difficulr. Consequently, most adolescents and  and young adults with ASD and an intellectual
adults with ASD remain reliant on their fam- dizabiliry (ID), whereas an inability to pay for

= Click here to read our article on
caregiver burden published in Family
Relations.

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

Health Blog.

What is this research about?

As health services and supports become increasingly
difficult for adolescents and adults with autism to
access, these individuals rely on their families for
support, often resulting in caregiver burden among
parents. This study investigated factors associated with
burden in parents of adolescents and young adults with
autism to understand how these factors differ across
varying levels of their child’s intellectual functioning. Of
the 297 parents sampled, autism severity, externalizing
behaviours, medical comorbidity, and parent age
predicted burden in parents of adolescents and young
adults with autism and an intellectual disability (D),
while inability to pay for services predicted burden in
parents of individuals with autism and no ID.
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Medication use
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Psychotropic Medication Use Among Adolescents
and Young Adults with an Autism Spectrum Disorder:
Parent Views About Medication Use
and Healthcare Services

Johanna K. Lake, PhD.® Vanessa Vogan, MA'® Amanda Sawyer, MD!#
Jonathan A. Weiss, PhD, CPsych" and Yona Lunsky, PhD, CPsych'?

Abstract

Psych ic medi used 1o treat d behavioral issues in ind adults
mmu utis) mspu[nllnsl\ﬂillﬂ rA\])] Although parents of individuals with ASD frequently take on ion man-

|gemr||l IMIIK:( child, there is limited literature on parent perspectives of their child's medication use or their views about

they receive, i in
and of young adults wi ith ASD ding their child's p

. The cument s:udy examined and compared parents of adolesc

L the
ents

son use and their views about healthcare services.

Methods: One hundred parents of adolescents and ye mns u!u]:- with ASD (ages 12-30 years) completed an online survey

about their experience with their child's bealthcare services and medication use.
Results: Parents of ts were less likely to use t 4 services before using

than

= Click here to read our article on
medication use published in the
Journal of Child and Adolescent
Psychopharmacology.

» Click here to read a research snapshot

of this article from the ASD Mental
Health Blog.

What is this research about?

Psychotropic medications are frequently used to treat
mental health and behavioral issues in adolescents
and adults with autism. In this study, the research
team found that parents of young adults (18-30 year
olds) with autism were less likely to try non-
pharmacological approaches before using
psychotropic medication compared to parents of
adolescents (12-17 year olds). Also, parents of young
adults were less satisfied with the perceived
expertise and monitoring of medication use than
parents of adolescents.
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Sex/gender differences

Identifying the Clinical Needs and Patterns of Health Service Use of
Adolescent Girls and Women With Autism Spectrum Disorder

Ami Tint @, Jonathan A. Weiss, and Yona Lunsky

Introduction

Inidividuals with Autism Spectrum Disorder (ASD) often

Click here to read our article on
sex/gender differences in service use
published in Autism Research.

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

Health Blog.

What is this research about?

We know very little about the service use patterns of girls
and women with autism. In this study, caregivers of 61
adolescent girls and women with autism and 223 boys and
men completed an online survey. Many adolescent girls
and women with autism were reported to have mental and
physical conditions and their parents reported high levels
of caregiver strain. Overall, few differences were found
between males and females, although a greater proportion
of girls and women used psychiatry and ED services
compared to boys and men. These results suggests that
girls and women with autism may share many of the same
high clinical needs and patterns of services use as boys
and men with autism.
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Involvement with police
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Abstract  This study aimed to describe police interac-  Arrigo 1999), Individuals with swtism spectrum disor-
tions, satisfaction with police engagement, as well as exam-  der (ASD) may interact with police in different situations,
ine correlates of police involvement among 284 adolescents  including s a result of co-occurring psychiatric and medi-
and adults with autism spectrum disorder (ASD) followed  cal comorbidities l(_!wn El .AJ 2015; Lev vy o al ‘illil}
over a 12- 1o 18-month period. Approximately 16% of indi-  frequent problem beh (e

viduals were reported to have some form of police involve: Anderson et al. 2012 \hfuNL o nl 2013), and victimi-
ment during the study period, Nq:rc siv vc bclw zation (Brown-Lavose et al, 2 reing e al. 2002),
the nrimare concern Recessitating nalice invnlvement Tndeed it is rotimaind that snnevimatele W of wth

Click here to read our article on
families experiences in using the ED
published in Journal of Autism and
Developmental Disorders.

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

What is this research about?

This study described the interactions that individuals with
autism and their families had with police and their
satisfaction with police services. Approximately 16% of
individuals reported having some form of police
involvement over the course of the year. Individuals with
autism that used police services were more likely to be
older, have a history of aggression, live outside the family
home, and have parents with higher rates of caregiver
stress and greater financial difficulties. Most parents
reported being satisfied (or very satisfied) with their child’s
encounters with police.
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What's next?

In this report, we highlighted results from our

in which families of
individuals with autism shared their experiences
with emergency service use. To better
understand the experiences of individuals
across the spectrum, we also conducted a
similar survey with adults with autism who live
independently. Click here to read about our

For more information about autism research,
visit the ASD Mental Health Blog.

For more information about health care research
and developmental disabilities, including health
care resources, visit the H-CARDD website.

e——
section 06


http://asdmentalhealth.blog.yorku.ca/files/2018/06/Autism-Self-advocate-study.pdf
http://asdmentalhealth.blog.yorku.ca/
https://www.porticonetwork.ca/web/hcardd

We thank all of the families for their
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