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Co-occurring conditions

Adults (%) Developmental
60 disabilities
B with
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Medication Use
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Most commonly prescribed medications

Medication by class

Cathartics and laxatives
(constipation)

ACE inhibitors
(high blood pressure)

Carboxamide derivatives
(anticonvulsants)

Hypothyroidism therapy

Valproic acid derivatives
(anticonvulsants)

Antilipemics
(cholesterol)

Proton pump inhibitors
(reflux)

SSRIs
(antidepressants)

Benzodiazepine
derivatives (sedative)

Antipsychotics

0 5 10 15 20
Adults (26)

Mote: The categories displayed are not mutually exclusive. Some individuals were dispensed medications from multiple classes.
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Antipsychotics common for adults with @
intellectual and developmental disabilities S

Six-year Canadian study shows prescriptions often occur in adults with no psychiatric
diagnosis
Study looked at healthcare  : 3994 ¢ Ontario adults with IDD were

data of 51,881 adults 18to 64 : . s : Sl
years of age with intellectual dispensed antipsychotic medication.

and developmental disabilities Among them:
(IDD) from 2010 to 2016.

Almost 1/3 did nothave

IDRncades sandsopssuehies. § a documented psychiatric diagnosis.

Down syndrome, fetal alcohol
syndrome and autism.

Researchers say more scrutiny is needed in how
: antipsychotics are prescribed for this vulnerable population.

Lunsky Y et al. Can J Psychiatry. 2017.

Institute for Clinical Evaluative Sciences O DPRN 2017

ices.on.ca
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Half of young adults with autism have a
psychiatric diagnosis

People with ASD have deficits
in socio-communicative ability
and behaviour. They experience
difficulties with health, mental
health and challenging
behaviours, which canlead to
increased service use.

<=
Research shows mental health care and prevention should be prioritized for those with
autism spectrum disorder (ASD) and other developmental disabilities (DD) in Ontario

Study compared 5,095 young
adults 18 to 24 years of age
with ASD to peers with and
without other forms of DD.

% OF YOUNG ADULTS WITH

60% AT LEAST ONE PSYCHIATRIC DIAGNOSIS

-

I Young adults with ASD

50% B Young adults with other DD
40% . Young adults with no ASD/DD

(i =
30%
20%

10%

Weiss J et al. J Autism Dev Disord. 2017.

0%

Institute for Clinical Evaluative Sciences

lces.on.ca
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MENTAL HEALTH

YOUR HEALTH

) ) Young adults with autism more likely
Many Young Adults With Autism Also Have to have psychiatric problems: study

Mental Health Issues

October 1,2017 - 5:00 AMET individuals with autism spectrum disorder
.’/ . e - i ,!’ ~
EN = !

4 i

Researcher suggests findings highlight a need to focus on mental health care for

By Tara Haelle

Young adults on the autism spectrum are more likely to l :
also have been diagnosed with a psychiatric condition,
such as depression, anxiety and attention deficit
hyperactivity disorder (ADHD) than are typically
developing people or those with other developmental
disabilities, a study finds. And managing those multiple

conditions can make the transition to young adulthood ~

especially difficult.

Copyright © 2017, CAMH



Addressing Gaps in the Health
Care Services Used by Adults with
Developmental Disabilities in Ontario

February 2019

=
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Health Care Gaps for Adults with DD

6 Year Period (FY 2010-2015)

30-DAY REPEAT
ED VISITS

Likelihood of having
atleastonereturn
visit to an ED within
30 days of an earlier
visit or
hospitalization.

Nearly

2X

higher

34 5% vs. 19.6%
no DD

30-DAY REPEAT
HOSPITALIZATIONS

Likelihood of
having arepeat
hospitalization

within 30 days of a
previous discharge.

More than

3X

higher

y 4% vs. 2.3%
no DD

ALTERNATE LEVEL
OF CARE

Likelihood of
having to remain
in hospital
despite being
recovered enough
for discharge.

6.5X

higher

4, 6% vs. 0.7%
no DD

LONG-TERM
CARE

Likelihood of
livingina
long-term care
facility.

17.5X

higher

3 5% vs. 0.2%
no DD

PREMATURE
MORTALITY

Likelihood of
dying before the
age of 75 years.

Nearly

4X

higher

6. 1% vs. 1.6%
no DD

Lin E, Balogh RS, Durbin A, Holder L, Gupta N, Volpe T, Isaacs BJ, Weiss JA, Lunsky Y. Addressing Gaps in
the Health Care Services Used by Adults with Developmental Disabilities in Ontario. Toronto, ON: ICES; 2019.
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Outcomes by DD and Psychiatric Disorder

Adults, 2% = DD-only = DD-and-MHA = MHA-only
50 —

30-Dayrepeat emergency 3o0-Day repeat hospitalizations Alternate level of care Lomg-term care Premature mortality
department visits

Dutcome

Lin, E., et al.. (2021). Looking across health and healthcare outcomes for people with intellectual and developmental disabilities and
psychiatric disorders: Population-based longitudinal study. The British Journal of Psychiatry, 218(1), 51-57. doi:10.1192/bjp.2020.202
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Autistic Adults - Health conditions, service use, and mortality

. aen
§ AUTISM RESEARCH INSAR

RESEARCH ARTICLE

Premature mortality in a population-based cohort of autistic
adults in Canada

Yona Lunsky B4 Meng-Chuan Lai, Robert Balogh, Hannah Chung, Anna Durbin, Patrick Jachyra, Ami Tint,

Jonathan Weiss, Elizabeth Lin
First published: 28 May 2022 | https://doi.org/10.1002/aur.2741

Funding information: Canadian Institutes of Health Research, Grant/Award Number: PHE103973

Original Article

¥ autism

Health conditions and service use of
autistic women and men: A retrospective
population-based case-control study

Ami Tint'", Hannah Chung?, Meng-Chuan Lai'?*5¢ Robert :
Balogh’, Elizabeth Lin'?, Anna Durbin??# and Yona Lunsky'23(

Autism
1-17
© The Author(s) 2023
(D)
Article reuse guidelines:
sagepub comfjournals-permissions
DO 10.1177/13623613221144353
journals sagepub. com/home/aut

®SAGE

https://doi.org/10.1002/aur.2741
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Partnerships in Knowledge Exchange

Research Summary A Research Summary

) B Autistic adults over three times as L

service use of Autistic women . . . Autistic adults and non-Autistic
and men in Ontario likely to die early, Ontario study finds adults in Ontario, Canada

By Louise Kinross

What did we learn?

Autistic adults in Ontario were more than three times as likely to die early as people of the same
age and sex in the general population, according to a population-based ICES study believed to What dld we Iearn? ~N U

We found differences in the types be the first of its kind in Canada.

health care services used We looked at people who were the same age

— “We need to start asking questions about whether there are things we're doing in our health and sex and we learned:

Compared to adults without developmental system that contribute to why a group of people is more likely to die young,” says lead 1 Autistic adults were three times more
disabilities Autistic adults got more help for investigator Dr. Yona Lunsky, director of the Health Care Access Research and Developmental likely to die early than people without

mental and physical health problems. i apilit
Py P Disability Program at CAMH. The study was published in Autism Research. developmental disabilities.

Autistic men and women used @
most psychiatric services

more often. 2) People with other developmental
disabilities were more likely to die than
Autistic people.

used most health care services

f.\oo

more often.

0 Autistic men and women also
-
ne

) Males and females died of different
causes, ® ®
(|

https://hollandbloorview.ca/stories-news-events/BLOOM-Blog/autistic-adults-over-three-times-likely-die-early-ontario-study

Copyright © 2017, CAMH
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“When all is said and done,
a lot more is said than done”



Sample: About My Health

Name ; | [ miethaay ] 1 like o be called
Julie Gresn 1965 |11 06 He @ She They
|Mern:n | |Mr phone number |
62 Sandringform St, Hamilton ON L3k 4T4 | |905232-5555
My health card number | [Expiry date:
55443333 T4 Jan 28, 2024
1we (check allthat apply) |
Alonc With ity Witk parcris ¥ Withracmmatcs F )
With spauscipariner 0 Withfriends [ Ina group hame o suppartcdindependent lving. I flo0r, triplex

18 Things | want you to know about me (Note= think sbout whaowill be soeing the form whon you decd

My interests and what | like todo | Difficult life experiences | have had that

Twant you to know

| ‘hwﬂ.mtmnieinn!li:
I love ginging, meeting pecple, my mom, my brother, Josie my My dad died and | miss him a

dancing, geing to folk dancing staff lot. My mom can't walk very well
on Thursdays anymaore

) My emergency contact

Name Relatianship t me
Frank Gresn my little brother
Address [ Phone number |

25 Raund Strest, Buriington |on |L4r3s2| 905 4435540

0 Do | have someone who | want to help ma make my health care decislons? Yez WMo

Mame Relaticaship to me

Frank Green my litte brother

Address [ Phone number [
SEE ABOVE |

8 Is there someone | want to be told about my health care appointments? Yes HE Mo
[ Mame ] [ Retationshin to me

|Kermry Ann Brown my worker

[ Phene nameer

Same as me

CEVELOPHDIY: Sy P, Drvriopmert Dottt Primory Caee Progeam PAGE 1243

Addiress

same as my address

1@ Important things about my health

[ Thingz1am allergic to and what happens to me (i known) |

Medical histery and conditions.

| have arthritis in my knee

| used to have sezures when | was litle but not now

| used to take medicatiens o help me feel calm (risperidone)
but now | don't. It made me tired and | gained some weight
on them_

Mow when | am upsat | take some space

| am starting to wear glasses because | can't read or see the
TV well

| had some testh pulled and | s== a special dentist because
brushing is hard and | get nervous when | go

10 My family doctor (or nurse practitioner)

| am not allergic to anything

Name _ Phene numb-sr

\irginia Walker 905 334-5732

Address i i Fax number |

35 Family Doctor Lane Ontario 905 334-5735

Name Fhone number

Appleton Pharmacy G905 336-4439

Address Fan number |

334 Main Street East, Hamilfion ON

© My medications {please attach or bring medication list)

Dol have drug coverage? | | My drugs are paid for

# Yes | Ma & Ontaria Disability Suppart Program (ODSP) | Ontaric Drug Benefit {008) | Other | 1 't ko

Haw dol take my medications? [
Whalc | & Crushed | Miocd with Food | Other | don't swallow plls very well so my staff crush e plls for me

 scared, or ing the
I don't ke surprises and | dn ik 1o get touchad snywhens near my private ansa. | aiso get scansd about bicod or my teas

Iflam.. Ishowitby: Youcanhelpme by:

Searedinervous 53y | am scaned, Somelimes | lzugh when | am nervous  expiaining what you are doing, asking my stafl, making jokes
Urcomfortable/overstimulated (10500 know

In pain/hurting o e e e oy _— [ ———
sad - [ — Tp— e
Angry ""“"“"""""“'b"'""'*“""““"""“-g-'emespauemnnmemmﬂmueammn

https://ddprimarycare.surreyplace.ca/tools-2/general-health/about-my-health/



Sample: My Health Care Visit

FILL OUT BEFORE GOING TO THE VISIT BY ME AMD PERSON SUPPORTING ME

zre Program

© Appointment information

My Mame

Julie | Green
Name of person supporting me

Kerry Ann | Brown

Appointment type

# Family Doctor Walk-in Clinic DOther o £ dentist, ove doctor, specialist, ¥oray, cic):
Hospital Visit Emcrpenoy Room Visit
Things to bring with me
# OHIP card

# Comfort itcms foe., snacks, books, games, cic)

# Anymedications | nood to bring with me

ODEP card (# poing to the dentist or cye doctor}

B 'Why am | going to the appointment? Mokt the doctor know if you've dready had anappaintment for this reason)

EXAMPLES: Focling sick, | pot hurt, | nocd a dheck up, something hurts in my body, illncss, injury, need more medication, medication changes or concems,
stress with Family or fricnds, noed Forms filled out, ch.

My stomach has been hurting me a lot

lused toeat more at dinner but sometimes now | fiesl sick

) Have any of these been bothering me in the last week for longer)?

Istherea

Mealth Concerm: problem? | Whatistheizzue? d:nlzll‘:::i::d?
Fain . mry stomach

Eating B I'don't like to eat dinner sometimes ‘
Bathroom or toileting - It hurts when | try togo to the bathroom :
Enargy o tired o slesp v |.am feeling more tired, | don't like to get upin the morming :
Emations or fealings : |.am a bit grouchy

Relationships.
Sexual health
Other (=g, faliz,
hearing, vision)
Medication

Surrey Place D
Diabilit:

velapmental
rimary Cars Program

During My Health Care Visit
FILLOUT WITH A HEALTH CARE FROVIDER

© Appointment summary [ th health cane provider docs not fill out this soction, 2 copy of Eheir nate from the appaintmot or a better

cnt, plcase dhock this box: W)

sammarizing the reguired information can be attached I attaching 2 do

What did we talk about and do?

'We did a physical exam to check Julie's stomach
‘We also talked about changing eating habits so that Julie is eating more fibre

et steps (Things like: tests ar cxams | necd to da ke %-ray or bload work, appaintments toscs adiffcrent dector os health prafessional, mecd to come
Back tosco the doctar | saw today, things | ar the poopke supgerting me can da to b healthier at hame)

Start taking metamucil and come back to see the doctor if | don't start tofieel better

6 Medications (Were thoe danges b my modications?) Yes HNo

Mew Medications (f any)
Modication Mamc Why dol nced to take this medication?
1. Metamucil To increase fibre intake
2

3.

Things to remember to do before leave

Dot forget to:

# Miakz surc this page is complcted
# Schedule any upcoming appeintma s with the frant desk Appointmart date:

Rrformalk

I there is arcferral, make sure | knowsshothor |nced to call to followup

[DoctrsName: ==~
After My Health Care Visit

FILLOUT AFTER THE VISIT WITH THE PERSON SUPPORTING ME

| |§m:turr.

| [pate: artzna

Comments about the visit:

The doctor was nice and explained things well |liks tallang to him. Mext time we will remember | also need my hospital card
and | will probably have towait because the hospital is very busy. | will bring a drink because it is 3 long time and | get thirsty.

https://ddprimarycare.surreyplace.ca/tools-2/general-health/todays-visit/



Training Videos & Toolkits

Commonly Missed Diagnoses: Head-to-Toe Assessment

H Headache and other pain, or Hydrocephalus related issue (ex. Shunt blockage)
E Epilepsy
A  Aspiration pneumonia or dysphagia

D Drugs! Patients are at high risk for adverse effects or polypharmacy.

Have a follow up plan if prescribing psychotropics!

. Teeth! Dental abscesses or impacted teeth can cause pain, aggressive behavior,
food refusal

Ocular or Otolaryngology issue - Vision problem, Hearing issue, Obstructive
Sleep Apnea (up to 80%)

e Tummy - GERD, Constipation, Bowel obstruction and volvulus
@ Osteoporosis and atypical fractures, pressure sores
H-CARDD Best

Practice Series for
Clinicians >

@ Etiology or cause of IDD - is it known? - some genetic syndromes have important acute presentations
(ex. Calcium disturbance in William's Syndrome)

@ Serious iliness can present atypically - ask caregivers how this patient expresses pain.

Is there a subtle sign that they are very ill?
e Screen for abuse

All Behaviour is Communication!




Processing

Physical

https://doi.org/10.12968/hmed.2023.0006

Copyright © 2017, CAMH

Emotional

https://www.boingboing.org.uk/more _than wor

MORE THAN WORDS:
SUPPORTING EFFECTIVE

COMMUNICATION WITH AUTISTIC
PEOPLE IN HEALTH CARE SETTINGS

IV TeE University & s
S[INAIH of Brighton bolngbolng
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The AM-HelLP Guide

AM-HeLP Animated Video Series

AM-HelP - 1/12

> ~,

= 3

Introduction to Mental Health

| AM-HelP

Autism and Diversity
S AM-HelLP

w

Mental Health in
L people

Understanding Supports for
Autistic Mental Health

AM-HelP

COMPRENDRE LA LITTERATIE
EN SANTE MENTALE

AM-HelP

INTRODUCTION A LA SANTE
MENTALE

AM-HelP

AUTISME ET DIVERSITE
AM-HelP

Social factors

The big picture: growing up Autistic in a non-Autistic society

The four components of mental health literacy®

~

Mental Health
Literacy Guide for Autism

Written by the Autism Mental Health Literacy
Project (AM-HeLP) Group

Literacy

COMPRENDRE LA SANTE
MENTALE POUR LES...
AM-HelP

https://www.yorku.ca/health/lab/ddmh/am-help/
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Depresson and
Autlsm
A youth-to-youth

camh|Stinmae kil camh! -

coping and getting heip

Coping Strategies i ote to Gareghers”

) 1 /7 )/ "\ Doyourbest to be part of the care team and
gu& 'to codm ay\d Mental Health Tips from youth to youth: ( &V/ ) lsten o your loved one. You know your loved
Different strategies will help different people when they are \h \\/ one well, alow them 10 lead as autcnomy
experiencing depression. Here are some ideas of strategies % matters to youth and It is relationship buiding.
¢tﬂm mb that worked for some autistic youth: “7};1 Ask for what you need. , ’

L Make sure you're eating and Find creative ways to R
ol drinking enough. Keep 3 . communicate what youre Goping with depression is difficult for youth, and it's also extremely
T T supply close by of ‘safe* foad &% thinking without words challenging for other family members too. Here are some tips and
[N Y YU koW pou £a \0\7\ ) ks e ant resources from other caregivers of autistic youth experiencing depression
1 il e who have offered some of their reflections and lessons learmed

about the process
social batterie: accomplish or routine to aEy
Know what activities are follow every day =
draining and what e, i Shirt, merke

activities give you energy @ y e

g rself time o rest and n

Take time to recharge your Have a simple goal to Education is key.
batt: 3 Oe

Py, Myou see depressive symptoms, trust your instincts.

Spend time ina B Find someone to be your

safe and comfortable ' *\ “safe person’

envirenment. \ ) mg., soma
comf

1t's not their fault. It's not your fault. It's not personal S ‘ \ I v I E

Haning a plant, just a small thing to
take care of and that I'm in charge of,

* In this tip sheet, we ‘car support and
helps me to get my butt out of bed in s caring for an autistic transition aged youth struggling with mental health, this could
the moming , , include: parents, siblings, grandparents, chasen family, etc.

A Note il
to Mental
Health
Professionals

v P A s o,

https://www.camh.ca/-/media/files/cundill-centre/depression-and-autism-full-pdf.pdf

Copyright © 2017, CAMH
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Intervention partnerships
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Individual



Critical Ingredients across programs

e Co-created and co-delivered
e Currency
e Community building

e Core team behind the scenes



0}.1.
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Provider

Individual



Reducing Distress in Mothers of Children With Autism
and Other Disabilities: A Randomized Trial

I ™

WHAT'S KNOWN OM THIS SUBJECT: Mathers of children with
neurodevelopmental disabilities often experience poor heslth,
high stress, aniety, and depression. Highly stressed parents are
less effective in their parenting rabes, risking their childrents
developmental progress

WHAT THIS STUDY ADDS: Evidence based intervantions in
mindfulness and positive psychology significantly reduce distress
in mothers of children with disabilities. Well-trained peer-mentors
are efiective interventionists. Adult-oriented services are needed
for these mothers to imprave their mental health and sustain
their caregiving over the long-term.

BACKEROUND: Compared with other parents, mathers of children with
autism snectrum disarder or other neurodevelomentl disabilities ex-
perience mare siress, illness, and psychiatric probiems. Ahough the
cumlative stress and disease burden of these mothers is exceptianally
high, and assaciated with paorer outcomes in children, policies and
practices primarily serve the identified child with disabilities
METHODS: A total of 243 mothers of children with disabilities were con-
sered and randomized into either Mindfulness Based Stress Reduction
{mindfuiness practice) or Positve Adult Development (pasitive psychology
practice). Welltrained, supervised peer mentors led & weeks of
group treatments in 1.5-hour weekly sessions, assessing mothers 6
times hefore, during, and up to § months after treatment. Mathers
had children with sutism (E5%) or other disabilities (S5%). At
haseling, BS% of this community sample had significantly elevated
stress, 45% were clinically depressed. and 41% had andety disorders.
RESULTS: Using slopes-asoutcames, mixed random effects models, bath
treatments led to significant reductions in stress, depression. and ariety
and impraved sleep and life satisfaction, with large effects in depression
and anxiety. Mothers in MindfuinessBased Stress Reduction versus Postive
Adult Development had greater improvements in anxiety. depression, sleep,
and wellbeing Mothers of chidren with autism specirum  disorder
improverdless in aety, but did not ofherwise difer from their counterparts.
CONCLUSIONS: Future studies are warranted on how trained mentors and
professionals can atidress the unmet mental health needs of mothers of
children with developmental disahilities. Doing sa impraves maternal well-
heing and furthers their lang4erm caregiving of children with camplex
developmental, physical, and behaviaral needs. Pedfatrics 2014;134:2454-
465

o454 OFEENS et o

AUTHORS: Elisabeth b Dykens Philsocs Marisa H Fisher,
P Julie Lounds Taylor. PRD,== Warren Lambert, PRD
ard Nancy M

Cattarnic
KEY WORDS

autism spectrum disarders, deveiopeestal dissbiktess, maternal
ind mental heatth, mindfuless hased strass reducton
e payehalgy

pos
ASBREVITIONS
AS0—autem spectrum gisarders

BOI—Ber Oepressian inventary
B effect sue

t—Mincfulness Sased Stress Aedection
FAD—Pasitive Akt Deveos
PSi—Farenting Stress iedex Short form

br Oykens deveicped the shady ratonale, ams. and design, led
and supervesed the implemantation of the shasy, and drafted

nuscript; Or Fesher managed data entry
and quality. candected prelimanary desoratae =
campleted §igure I's Cansoi dated Standards of
flow diagram, and

oritscaily reviewed
data analysas by u
and sta

eal mamsseript; br lambert condacted

he final manascript and all suthars
approwss the fAinal manuscrpt as sumtsed

Thiz trial has Been reistened 3t www.cknicatirisis fov
ertitier NETOI 105431

(Continua on Arst page)

Downloaded from pediatrics.asppublications.org al Michigan State Univ on August 20, 2014

Dykens, E. M., Fisher, M. H., Taylor, J. L., Lambert, W., & Miodrag, N. (2014). Reducing distress in mothers of children with
autism and other disabilities: a randomized trial. Pediatrics, 134(2), e454-e463. https://doi.org/10.1542/peds.2013-3164

Copyright © 2017, CAMH
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Journal of Autism and Developmental Disorders (2021) 51:3959-3969
https://doi.org/10.1007/510803-020-04835-3

ORIGINAL PAPER 1')

Check for
updates

Group Virtual Mindfulness-Based Intervention for Parents of Autistic
Adolescents and Adults

Y. Lunsky'?® . C. Albaum3- A. Baskin' - R. P. Hastings** - 5. Hutton' - L. Steel - W. Wang® - J. Weiss?

Accepted: 8 December 2020 / Published online: 9 January 2021
© The Author(s), under exclusive licence to Springer Science+Business Media, LLC part of Springer Nature 2021

Abstract

Mindfulness-based approaches have been shown to be effective in improving the mental health of parents of youth and adults
with autism and other developmental disabilities, but prior work suggests that geography and caregiving demands can make
in-person attendance challenging. The purpose of this study was to evaluate the feasibility, acceptability and preliminary
outcomes of a mindfulness-based group intervention delivered to parents virtually. It was feasible to deliver this manualized
intervention. Twenty-one of 39 parents completed the intervention and completers reported high satisfaction ratings. Parents
reported reduced levels of distress, maintained at 3-month follow-up, and increased mindfulness. Changes reported follow-
ing intervention were similar to changes reported in a prior study of parents competing an in person mindfulness group.

Keywords Mindfulness - Parents - Autism - Virtual intervention

Mindfulness
for Caregivers

camh | RZie i mmena cenre

Mindfulness for Caregivers

Azrieli Adult Neurodevelopmental Centre

P Latest Episode

Join Sue Hutton and Lee Steel for a mindfulness podcast
series for caregivers.

Mental Health - Updated Monthly

Episodes

Making mindfulness work for you as a caregiver
In this episode Sue and Lee discl practical v S




Acceptance and Commitment Training
(ACT) for Family Caregivers of People

with Developmental Disabilities

Kenneth Po-Lun Fung
Josephine Pui-Hing Wong
Lee Steel

Johanna Lake

Kelly Bryce

Yona Lunsky

camh

s ®SAGE

© The Author(s) 2023, Article Reuse Guidelines

https://doi.org/10.1177/13623613231172241 JOU rnals

Original Article

Parent, child, and family outcomes following
Acceptance And Commitment Therapy for parents of autistic
children: A randomized controlled trial

Andrea L Maughan () !, Yona Lunsky () 2, Johanna Lake () %, Jennifer S Mills!, Kenneth
Fungs, Lee Steel®, and Jonathan A Weiss ® 1

https://journals.sagepub.com/doi/full/10.1177/13623613231172241

https://www.camh.ca/en/health-info/guides-
and-publications/acceptance-and-commitment-
training-for-family-caregivers

Copyright © 2017, CAMH

Acceptance and Commitment Training

CARING FOR THE CAREGIVER

https://actforcaregivers.com/



https://www.camh.ca/en/health-info/guides-and-publications/acceptance-and-commitment-training-for-family-caregivers
https://www.camh.ca/en/health-info/guides-and-publications/acceptance-and-commitment-training-for-family-caregivers
https://www.camh.ca/en/health-info/guides-and-publications/acceptance-and-commitment-training-for-family-caregivers
https://actforcaregivers.com/
https://journals.sagepub.com/doi/full/10.1177/13623613231172241

ACT joint facilitation model

| feel that the co-facilitation team of a
caregiver and a clinician effectively
meets the needs of participants to
support them in their ability to
empathize and connect with
facilitators. It's a broad spectrum
approach to understanding!

or facilitator

Facilitator Perspective

- Benefits
* Unique Skills
* Lived experience & Clinical training
* Empowered
* Personal growth
* Appreciation of caregiver
experience

Copyright © 2017, CAMH

"I like that the caregiver facilitator had
lived-experience. This provided both
a sense of trust and safety and also

validated the material as being
personally relevant rather than simply
‘peer-reviewed scholarly content’
directed at us.”

- workshop participant

It was incredibly valuable to facilitate
with a caregiver, | think it made a huge
difference in the overall experience for
caregiver participants. Our caregiver co-
facilitator brought a very warm, genuine
and engaging energy that seemed to
put participants in the group at ease. |
believe this model really changes the
dynamic and allows for more authentic
sharing and openness.

clinician f

Benefits

Workshop Participant Perspective

‘I loved that caregivers and clinicians
co-facilitated the workshop . It

demonstrated collaboration and a

feeling of focus on the participants. Felt

multiple perspectives were considered
and included.”

- workshop participant

* Balance of perspectives

* Inclusive

* Relatable, Lived experience

* Supported, Validated

* Vulnerable
* Trust

100%

of facilitators reported
that it was valuable and
essential to co-facilitate
with a caregiver/clinician

96%

of participants reported that there
was a benefit of having other
caregivers as co-facilitators
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Virtual Group-Based Mindfulness Intervention for Autistic Adults:

a Feasibility Study

Yona Lunsky'?(® . Brianne Redquest' - Carly Albaum® - Sue Hutton' - Maxine Share' - Daniel Share-Strom' -

Jonathan Weiss®

Accepted: 17 May 2022 / Published online; 13 June 2022
© The Author(s), under exclusive licence to Springer Science+Business Media, LLC, part of Springer Na

Abstract

Objectives Although mindfulness-based interventions have been shown to be he
in autistic adults, limited research has explored virtual delivery in the autism con
group-based mindfulness intervention, based on input from autistic adults, and evi
acceptability, implementation, practicality, adaptation, and limited efficacy testing
Methods Informed by an online needs assessment survey of 77 autistic adults, 37
informed manualized course delivered virtually. Participants completed pre, post, 4
qualitative feedback.

Results There was a demand for the course, adaptations were successful, and parti¢
intervention. Open-ended feedback highlighted advantages and challenges with th
with other autistic adults, and unique aspects of the mindfulness instruction. Parti¢
which were maintained at three-month follow-up, and increased mindfulness, and
Conclusions Autism-informed adaptations to standard mindfulness-based interve
ments in mindfulness, self-compassion, and distress by autistic adults. Continued |
toward autistic adults will be important, during and post-pandemic.

Keywords Autism - Adulthood - Mindfulness - Telehealth - Feasibility - COVID- 14

What did we do?

We made a virtual group mindfulness
course for Autistic adults.

Autistic adults did a survey to help researchers make
a group mindfulness course for Autistic adults.

Our team of Autistic adults and clipicians made a six-
week course.

50 Autistic adults signed up for the course.
The group met on a 60-minute video call every week.

They learned and practiced new mindfulness skills
each session.

https://pubmed.ncbi.nlm.nih.gov/35729967/

https://journals.sagepub.com/doi/full/10.1177/17455057221142369
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The Health of Autistic Women: State of the Field and Future Diractions - -m
Original Research Article @ :

Virtual group-based mindfulness program for autistic
women: A feasibility study

Brianne Redquest 1'2’3, Ami TinlJ, Laura St. JohnsT Sue Hulton’, Pamela Palmera, and Yona

Lunsky 34

Background: Autistic women experience life differently than autistic men. For example, autistic
women tend to be diagnosed significantly later than autistic men, they experience a higher number of
traumas, and are at increased risk for mental health conditions. Given gender-specific life experiences.
autistic women may benefit from gender-specific group-based supports. Virtual mindfulness has been
shown to be helpful in improving well-being among autistic adults; however, limited research has
explored the impact of virtual mindfulness when it is delivered to a group of autistic women only.

Objectives: The aim of this article is to describe a preliminary evaluation of a virtual mindfulness
group piloted for autistic women. Five key areas of feasibility were assessed in the current study:
demand, implementation, acceptability, practicality, and limited efficacy testing.

Methods: Twenty-eight women participated in a 6-week virtual autism-informed mindfulness program
and were asked to complete measures assessing psychological distress, self-compassion, and
mindfulness at pre and post. Participants were also asked to complete a satisfaction survey after the
program.

Results: Results showed that the program was feasible in terms of demand. implementation,
practicality, and ptability. While 1 e results showed there were no changes in psychological
distress, self-compassion. and mindfulness from pre- to post-program. qualitative results showed some
benefits.

Conclusion: Given the unique challenges that some autistic women experience. offering groups to
autistic women may have some value and it would be important to continue exploring this topic area.

Keywords
autistic women, feasibility, virtual mindfulness
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way that aims to meet the needs of
neurodivergent adults.

Mindfulness is a practice we can do
regularly to assist with our well-being in




CAMH Patient and Family Learning Space

Home / Your Care / Programs & Services / The RBC Patient and Family Learning Space / Recorded Webinars

The RBC Patient and Family Learning Space Upcoming Events Recorded Webinars

ump to N .
Jump You may also be interested in

Mental Health Challenges Faced by Autistic People
Autism, Neurodiversity and Models of Disability Patient and Family Learning Space Event calendar
10 Tips for Enhancing Mental Health: Autism & Mental Health Webinar Series

Socializing & Masking: Autism & Mental Health Webinar Series

Autistic Adults and Mental Health: Caregiver Lunch and Unlearn with Dr. Amanda Sawyer
What is ‘Al’ and what is it doing in psychiatry?

Caregiver Lunch and Unlearn: Autistic Adults & Mental Health: Unlearning Autism

Video: What is ‘Al’ and what is it doing in psychiatry?

Family Resource Centre

g 3 Patient and Family Engagement at CAMH
Lost and found: Queer selves, stay-at-Home orders, and the Covid19 pandemic

Sex, gender, and cannabis use our Rights

https://www.camh.ca/en/your-care/programs-and-services/patient-and-family-learning-space/recorded-webinars
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Project ECHO

Project ECHO is a “hub and spoke” technology
enabled education and capacity building model

ECHO Core Principles:

» Use technology to leverage scarce resources
» Share best practices

» Utilize case-based learning

» Improve and monitor outcomes

» “All teach, all learn”

Copyright © 2017, CAMH

Subject Matter
Experts

Community of
Q Practice
7 ~

N I

-
7/

People Reached

Figure 1. Project ECHO Model. From University
of New Mexico School of Medicine.



Studies on ECHO AIDD
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2023, VOL. 16, NO. 1, 23-36 é Routledge
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L] Chockmnpdataa'

The Development and Pilot Evaluation of ECHO Mental
Health for Adults with Intellectual and Developmental
Disabilities

Yona Lunsky(*®, Nicole Bobbette®<, Janet Durbin®"4, Angela Gonzales®,

Elizabeth Grier!, Renisha Iruthayanathan?, Nadia Mia®, Cheryl Pereira?, Lee Steel?,
Anupam Thakur®®<, Kendra Thomson®", and Sanjeev Sockalingam (-
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Canada; "Department of Psychiatry, Temerty Faculty of Medicine, University of Toronto, Toronto,
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9Provincial System Support Program, Centre for Addiction and Mental Health, Toronto, Ontario, Canada;
Surrey Place, Toronto, Ontario, Canada; ‘Department of Family Medicine, Queen's University, Kingston,
Ontario, Canada; 9Virtual Mental Health, ECHO and Outreach, Centre for Addiction and Mental Health,
Toronto, Ontario, Canada; "Department of Applied Disability Studies, Brock University, St. Catharine’s,
Ontario, Canada; 'Department of Education, Centre for Addiction and Mental Health, Toronto, Ontario,
Canada

ABSTRACT Keywords
Introduction: Health and social service providers have limited intellectual disability;
expertise with regard to assessing and treating psychiatric dis-  developmental disability;
orders in adults with intellectual and developmental disabilities. ~ [nterprofessional education;
The aim of this study was to describe the development and pilot ~ ™ental health; virtual
evaluation of a virtual capacity-building program (Project ECHO)

focused on supporting the mental health of adults with these

disabilities in Ontario, Canada.

JMIR MENTAL HEALTH Thalkur et al
Original Paper
Virtual Education Program to Support Providers Caring for People

With Intellectual and Developmental Disabilities During the
CQOVID-19 Pandemic: Rapid Development and Evaluation Study

Anupam Thakur!, MBBS, MSe, MD; Cheryl Percira', MPH; Jenny Hardy', OT Reg Ont; Nicole Bobhette?, OT Reg
Ont, PhD; Sanjecy Sockalingam', MHPE, MD; Yona Lunsky', PhD

"Centre for Addiction and Mental Health, Department of Psychiairy, University of Tarontn, Taronto, ON, Canada
*schoal of Rehabilitation Therapy, Queen's University, Kingsion, ON, Canada

Corresponding Author:
Anupam Thakur, MBBS, MSc, MD
Ceatre for Addiction and Mental Healih
Department of Psychiatry

University of Toronio

1025 Queen Street West

Toronto, ON, MéJ 1HI

Canada

Phone: | 6476185764
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Abstract

People with i and isabilities are at increased healii-related risk due o the COVID-19
pandemic. Virtual training programs that support providers in caring for the physical and mental healih needs of this population,
as well provide psychological support io the providers themselves, are needed during the pandemic

Objective: This paper describes the design, delivery, and evaluation of a virtual educational COVID-19—focused Extension for
Community Healtheare Ouicomes peogram 1o support providers during the COVID-19 pandermic incaring foe the meetal healih
of peaple with intellctual and devel

Methods: A rapid design thinking approach was used to develop a f-session program that incorporates mindfulness practice,
a wellness check, COVID-19-related research and policy updates, a didactic presentation on a combination mental healih and
COVID-19 reltad opic. il 4 cose basm dmusmm 1o encourage practical leaming, We used the first 5 outcome levels of
Moare's eval i ion, Iearning, self-cfficacy, and change in practice—which
were rated (out of 5) by care pmldm from headh and disability service sevtors, as well as additional refleciion measures bout
innavations fo the program. Qualitative feedback from open-text responses from participants were analyzed using modified
manifiest content analysis.

Resulis: A total of 104 care providers from health and disability serviee sectors participated in the program. High levels of
engagement (8] participants per session on average) and satisfaction overall satisfaction score: mean 431, 8D 0.17) were
abserved. Self-cflicacy {score improvement: 19.8%), support, and coping improved. Participants also rated the newly developed
COVID-19 program and its isnovative components highly. Open text feedback showed participants felt that the Extension for
Community Healtheare Outcomes program expanded their knowledge and competency and created a sense of being part of a
community of practice; provided value for the COVID-19 innovations; supported resource-sharing within and beyond progeam
participants; and facilitated changes to participants' approaches to client care in practice and incressed pasticipants’ confidence
in supporting clicnts and familics.

Lunsky et al., 2022 https://www.tandfonline.com/doi/abs/10.1080/19315864.2022.2148789

Thakur et al., 2021 https://mental.imir.org/2021/10/e28933/
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ECHO Autistic mental health in adulthood (ECHO-AIDD)

Hub: Psychiatrist, Psychologist, Family
Physician, Social Worker, Occupational
Therapist, Behaviour Therapist, Nurse,
Autistic and Family Advisors

Spokes: Healthcare providers and
developmental disability service providers
who support autistic with mental health
concerns

Part of Project ECHO Ontario Mental Health
at CAMH and the University of Toronto

(camh.echoontario.ca)

Piloted in Spring 2023, funded by the Open to service providers who work in primary
Ontario Ministry of Health

care, mental health, and social services

Copyright © 2017, CAMH
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9 lessons on partnerships

—_—

Don't just look good - be good and do good

We are not all equal - We are not all the same

Pay people what they are worth (in the right currency)
It takes time & resource

Strength in numbers

Cultivate a brave space
Make the implicit explicit

Don't get too comfortable

O 0 N O Uk WN

Don't wait to get all your ducks in a row (Sue Robins)



It takes a team

Family Caregivers

Adeen Fogle

Amy Baskin

Lianne

Elliette Stanley

Lee Steel

Nathan Dawthorne
Jodie Siu

I *l Public Health
Agency of Canada
Agence de la santé
publique du Canada
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Autistic Adults

Alex Echowitz
Mirella B

Joel Ashton-Fogle
Jan Wozniak
Riley Goldsmith
Megan Pilatzke

i Kids
%TASY brain health C\‘
.l"" network

Clinicians/Scientists

Ami Tint
Johanna Lake
Yona Lunsky
Sue Hutton
Kenneth Fung
Anupam Thakur
Nadia Mia
Angela Gonzales
Liz Grier

Nicole Bobbette
Jonathan Weiss

Ontario @

Fondation
Brain Canada
Foundation

Staff/Trainees

Yousef Safar
Tiziana Volpe
Afrooz Ghadimi
Teresa Kelly
Sabrina Campanella
Frances Routledge
Avery Chua
Munazzah Ambreen
Soumya Mishra

G2

Ministry of Health Tt )Afggkd;ith "



Connect with us!

Autism and Mental Health Series
Peer Support Program

All about
WEB: Welcome
WEB: Welcome EveryBody
Peer Support for Autistic Adults EveryBs;dy.f Peer Support é h
for Autistic Adults o
WHEN?  5:30-6:30 p.m. EDT weekly for 7 Starts Tuesday, May 30, o
weeks starting Tuesday, May 30, 2023 2023' 5:30-6:30 PM EDT for
WHERE? Online videoconferencing (WebEx) .
ot e WHO?  Autistic adults (18+) living in Canada 7 Weekly sessions.
Aari Ac wuar e mcied pessoionggs  These Autisticled groups @HCARDD www.hcardd.ca
Camh Neuro E!p!r\er\gzs with other Autistic adults will be a pla(e to connect
ALT. CAMH Azrieli Adult lopmental Centre redtapur.?ir:ﬁgfﬁ\%re\gggﬁppnrt and Share. e)}periences with ~ d
other Autistic adults.
~
LEARN ABOUT UPCOMING EVENJ::EF(’;T\?E(;RSAMS FOR AUTISTIC ADULTS AND okammore shoucupcoming venssondprogams TiS program is free and '
eniathenth o comarvve e eoriseamnisor | OPen to Autistic adults 18 hcardd@camh.ca
e years of age or older.
camh &
What's on this page?
Register Here (416) 535-8501 ext. 37813
Upcoming Events \ y

Autistic Adults Autism and Mental Health Webinar Series

Learn more about Welcome EveryBody (WEB) in this recorded

Caregiver Lunch and Unlearn Series webinar from AIDE Canada and Autism Ontario Tw|

scientists and three Autistic self-advocates from the

Neurodevelopmental Centre share their experience
facilitating, and evaluating WEB.

SCAN ME SCAN ME

Mindfulness Video Series for Autistic Adults

Resources
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