Designed by Aiden Lee. Aiden is on the autism spectrum and enjoys expressing himself through his paintings.
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THE AUTISM PARENT RESOURCE KIT

The goals for this Parent Resource Kit are:

1) To increase the understanding of parents and caregivers
of children with autism spectrum disorder (ASD) and
introduce the range of programs and supports available
across Ontario.

2) To increase the capacities of parents and families to
support their child’s development by helping them plan
for and access needed programs and supports by directing
them to useful and credible resources, information, and
supports across the province.

3) To provide the above assistance through a parent-centered
perspective and help parents know they are not alone,
through the voices of other parents, autism service
providers, educators, health care providers, researchers,
and other professionals.

No kit will ever be a completely exhaustive resource, and the

autism sector in Ontario and around the world has already

developed many excellent tools and resources that can be of
immediate use to parents of children with ASD. By compiling
and directing parents to many of those resources, this Parent

Resource Kit will fill a need in the sector that has not yet

been met to date. At the same time, this kit is not meant to be

the last word on any of the issues or challenges parents may
encounter. It is a beginning, not an end.

ONTARTO AUTISM PROGRAMS

The Ministry of Children and Youth Services (MCYS)
provides a range of services and supports for children and
youth with ASD. These services provide various supports
for young people to meet their needs at every stage of
development from the time of diagnosis, right through their
school years. These programs and services funded and/or
provided by the Ministry include:

* Autism Intervention Program

* Applied Behaviour Analysis (ABA)-Based Services and
Supports

 Connections for Students

* School Support Program

e ASD Summer Camp

e March Break Camp

* ASD Respite Services

* Potential Programme

¢ Transitions Supports

Autism Intervention Program (AIP)

The Ministry of Children and Youth provides funding for the
Autism Intervention Program (AIP). The Autism Intervention
Program provides Intensive Behavioural Intervention (IBI) for

children and youth who have a diagnosis (from a physician or
psychologist) towards the severe end of the autism spectrum.

All families of children who meet the eligibility requirements
for the program will be offered support services while waiting
for IBI to start. This will focus on preparing the child for IBI,
to promoting skill development, and encouraging integration
into small groups. Building on the best practices that already
exist across the province, these services promote positive
outcomes and may include the following:

* Overview on autism: providing parents with a general
overview of autism and related developmental delays and
disorders; helping build an understanding of effective
interventions and other approaches;

* Behavioural principles and techniques: basic information
on theory supporting behavioural techniques; principles
of reinforcement; effective reinforcement strategies;
strategies for more easily teaching children how to complete
tasks; handling problematic behaviour; promoting social
interaction and communication.

More information on the Autism Intervention Program is
located under the Gaining Access to Services heading in

the ASD Diagnosis and Treatment’ Section of this Parent
Resource Kit. You can also visit the Ministry of Children and
Youth Services’ website at www.children.gov.on.ca.

Applied Behaviour Analysis (ABA)-Based
Services and Supports

The Ministry of Children and Youth Services provides
funding for Applied Behaviour Analysis (ABA)-based services
and supports.

ABA-based services and supports provide time-limited

skill building services to all children and youth with ASD

to improve communication, social and interpersonal, daily
living, and behavioural/ emotional skills, with relevant parent
support. Funding is provided to agencies located throughout
the province to provide services on behalf of the Ministry.

All children and youth with a diagnosis of ASD are
eligible to receive these services up to their 18th birthday,
including those who are on the waiting list for the Autism
Intervention Program or who have completed Intensive
Behavioural Intervention.

More information on ABA-based services and supports is
located under the Interventions heading in the ASD Diagnosis
and Treatment’ Section of this kit. You can also visit the
Ministry of Children and Youth Services’ website at
www.children.gov.on.ca.

Connections for Students

Connections for Students supports children leaving the
Autism Intervention Program and starting or continuing in
the publicly funded school system. A transition team made up
of educational and teaching professionals, expert(s) in ABA



and ASD, other service providers as needed, and parents is
established at least 6 months before the child is leaving the
Autism Intervention Program. This team continues to support
and provide assistance to the child for at least 6 months
following their exit from the Autism Intervention Program.

More information on the Connections for Students program
is located under the Connections for Students heading in the
‘Educational Transitions’ Section of this kit.

School Support Program

Through the School Support Program, Autism Spectrum
Disorder (ASD) consultants provide a variety of consulting
services within school boards and schools that assist
educators to better understand how children and youth with
ASD learn and how the principles of Applied Behaviour
Analysis can be used to help improve their learning. Children
and youth with autism can face particular challenges during
their school years. Teachers and other educators can play a
critical role in helping them succeed at school. This program
connects school boards with Autism Spectrum Disorder
consultants to help school staff support the learning and
social needs of students with autism.

The Autism Spectrum Disorder consultants:

* Provide training and instructional workshops to principals,
teachers, teaching assistants and other educational
support staft

* Consult with individual educators regarding student
specific outcomes

* Provide in-school consultations

* Attend school team meetings

¢ Identify other community supports available to teachers,
students, and families

¢ Participate as members of the Connections for
Students teams

More information on the School Support Program is

located under the School Support Program heading in the
‘Educational Transitions’ Section of this kit. You can also talk
to your school principal, your school board, regional autism
service provider, or visit the Ministry of Children and Youth
Services” website at www.children.gov.on.ca.

ASD Summer Camps

Summer camps allow children/youth with ASD to maintain
and generalize the skills learned during the school year,
promotes social development through peer interaction and
provides respite for families. Parents can access Summer
Camp programs by contacting their local Ministry of Children
and Youth Services regional office or through their local
Autism Ontario Chapter.

More information on Summer Camp programs is located
under the Camp Programs heading in the ‘Common
Transitions’ Section of this kit. You can also talk to your school
principal, your school board, regional autism service provider

or visit the Ministry of Children and Youth Services’ website at
www.children.gov.on.ca.

March Break Camps

Ontario provides ongoing funding for March break camps
so children and youth with ASD can have the opportunity
to benefit from this unique learning experience. This
support is available to Ontario families who either retain the
services of a one-to-one support worker or pay for a March
break camp/program.

More information on March break camp programs is
located under the Camp Programs heading in the ‘Common
Transitions Section of this Parent Resource Kit. You can also
visit Autism Ontario’s website at www.autismontario.ca.

ASD Respite Services

ASD Respite Services provide temporary relief for families
from the stress of caring for a child or youth with ASD. More
information on Respite Services is located under the New
Caregiver/Babysitter heading in the ‘Common Transitions’
Section and under the Respite Care heading in the Family
Support’ Section of this Parent Resource Kit. You can also visit
Autism Ontarios website at www.autismontario.ca or
www.respiteservices.com.

Potential Programme

Funded by the Ministry of Children and Youth Services and
delivered by Autism Ontario to directly support families,
parents, and children with ASD. The program works to
increase greater access to ASD experts in their communities,
and to provide supportive community-based learning
opportunities for children with ASD.

The Potential Programme can provide families with:

* Assistance to help connect to resources in their community,
support in establishing community partnerships and
developing family support plans

o Access to expert speakers and workshops related to Autism
Spectrum Disorder

* Social skills groups, family support groups, and
community events

* A library of resources, materials and computer software that
can be used in chapter offices

More information on the Potential Programme is located
under the Post-Diagnosis heading in the ‘ASD Diagnosis
and Treatment’ Section of this kit. You can also visit Autism
Ontario’s website at www.autismontario.ca.

Transition Supports

Transition Supports for Adolescents provide crisis
intervention, behavioural supports and skill-based training.
These supports are available for all youth with ASD across
the province.



KEGTONAL OFFICES

The Ministry of Children and Youth Services operates in five regions. For services and supports available in your area,

contact the office nearest you.

CENTRAL

6733 Mississauga Road, Suite 200
Mississauga, Ontario L5N 6]5
Tel.: (905) 567-7177

Fax: (905) 567-3215

Toll Free: 1-877-832-2818

WEST

217 York Street, Suite 203
P.O. Box 5217

London, Ontario N6A 5R1
Tel.: (519) 438-5111

Fax: (519) 672-9510

Toll Free: 1-800-265-4197
TTY: (519) 663-5276

LAST

347 Preston Street, 3rd Floor
Ottawa, Ontario K1S 3H8
Tel.: 1-613-234-1188

Fax: 613-783-5958

Toll Free: 1-800-267-5111

17310 Yonge Street
Newmarket, Ontario L3Y 7R8
Tel.: (905) 868-8900

Fax: (905) 895-4330

Toll Free: 1-877-669-6658
TTY: (905) 715-7759

119 King Street West
Hamilton, Ontario L8P 4Y7
Tel.: (905) 521-7280

Fax: (905) 546-8277

Toll Free: 1-866-221-2229
TTY: (905) 546-8276

11 Beechgrove Lane
Kingston, Ontario K7M 9A6
Tel.: (613) 545-0539

Fax: (613) 536-7272

Toll Free: 1-800-646-3209
TTY: (613) 536-7304

NORTH

199 Larch Street, 10th Floor
Suite 1002

Sudbury, Ontario P3E 5P9
Tel.: (705) 564-6699

Fax: (705) 564-3099

Toll Free: 1-800-265-1222
TTY: (705) 564-3233

10RONTO

621 Main Street West

North Bay, Ontario P1B 2V6
Tel.: (705) 474-3540

Fax: (705) 474-5815

Toll Free: 1-800-461-6977
TTY: (705) 474-7665

375 University Avenue

5th Floor

Toronto, Ontario M7A 1G1
Tel: (416) 325-0500

Fax: (416) 325-0565

TTY: (416) 325-3600



AOW THE PARENT RESOURLE
GIT TS ORGANTIED

Overall

This kit is designed to act as a starting point or gateway to
help parents of children with ASD find useful and credible
resources. Therefore, this kit is organized according to
parents’ potential information needs at key phases and
transitions of a child’s life. Each section of the kit addresses
a particular set of issues and transitions parents may
encounter. For instance, the first section addresses ASD
diagnosis and treatment from the point of a parent’s first
suspicion onwards. The second section addresses Everyday
Living and the transitions that parents of children with ASD
often encounter on a day-to-day basis.

Individual Sections
Each section of the kit has the following parts:

o Introduction - An introduction to the section, some of
the key issues it identifies, and why they are important.
¢ Topics Covered - A list of topics covered in the section.
¢ Individual Topics - A short discussion of each topic.
* Learn More - A list of resources and available tools to
help you support your child in a variety of contexts.

AOW T0-USE ThTS K1

There is no one right way to use the kit as each child

is unique and parents/caregivers will have varying
information and resource needs at different phases of
their child’s life. As such, this kit takes the view that, “If
you’ve met one child with autism, you’ve met one child
with autism,” and therefore, not everything in this kit
will be useful to every parent, or useful in the same way.
Depending on your needs, you may wish to:

* Read the entire document - To get a broad picture of the
issues you may encounter and the programs and supports
available to you.

* Read a section - If you have encountered a particular
issue or set of issues, you may wish to read just that
section to learn more and
find appropriate resources.

* Read about a topic - You may have encountered one very
specific issue and want to quickly learn more about it. In
this case, you may wish to look for the topic in the index
at the back of this document, which will direct you to the
relevant page(s).

COMMONLY CTTED ORGANTIATIONS

The delivery of programs, services and supports for
children with ASD and their parents, and research into
new therapies, involves many organizations throughout
Ontario. The list below is not an exhaustive list of ASD-
related organizations in Ontario, but it contains some of the
more frequently cited organizations within this kit. All are
accessible to individuals across Ontario, either physically
or electronically.

Ministry of Children and
Youth Services

Ministry of Education

Ministry of Community
and Social Services

Ministry of Health and
Long-Term Care

Ministry of Training,
Colleges and Universities

Health Canada

Canada Revenue Agency

Asperger’s Society of
Ontario

Autism Ontario

Autism Society of Canada

Autism Speaks Canada

Regional Autism Providers
of Ontario

ABACUS
SPIRALE

CALYPSO

The National Autistic
Society (UK)

Monash University
The Geneva Centre for
Autism

Kerry’s Place Autism
Services

ORGANTZATION WEBSTTE

www.children.gov.on.ca

www.edu.gov.on.ca

WWW.INCSS.gOV.0n.ca
www.health.gov.on.ca
www.tcu.gov.on.ca

www.hc-sc.ge.ca/
WWW.cra-arc.gc.ca/
disability/

www.aspergers.ca

www.autismontario.com

www.autismsocietycanada.
ca

www.autismspeaks.ca

www.rapon.ca

www.abacuslist.ca
www.autismontario.com/
spirale
www.autismontario.com/
calypso

www.autism.org.uk

www.med.monash.edu.au

www.autism.net

www.kerrysplace.org



CREATING A BINDER 10
STAT ORGANTIED

If you're like most parents, staying organized amidst

the often chaotic atmosphere of daily family life can be
difficult. This can be problematic when you need to find
your child’s medical or education records, government-
issued documents, or simply recall the day’s activities and
appointments. For the parents of a child with ASD, the
pure volume of paperwork and number of appointments
and contact information for various specialists can be
overwhelming and leave you asking how you will keep
everything straight and prevent something from ‘slipping
through the cracks.

Throughout this Parent Resource Kit there are multiple
suggestions to create a binder to help you stay organized
and store critical information. Some parents who use
binders to stay organized create a single binder with
sections for critical information; others divide information
between multiple binders (education, health care, etc.),
while others still create binders that contain tools and
templates (such as visual schedules) for a wide range of
daily activities. How you decide to stay organized will
depend on your personality, what works well for you, and
the level of planning you need to do for your

child’s needs.

In general, you may want to start by using a large folder,
binder or filing system to store the following types of
information as your child grows:

¢ A critical information section that includes a profile of
your child and recent pictures

* Copies of all government-issued identification: birth
certificate, Ontario Health Insurance Card (OHIP card),
passport, etc.

* Medical information: diagnosis details (including who
made a diagnosis and the date it was made), medications
(who prescribed them and when, dosages), details on any
surgeries or hospitalizations

¢ Education information: copies of your child’s
Individual Education Plan (IEP) and any assessments/
progress reports

* Contact information for: medical providers, therapy
providers, financial planner, lawyer, school principal, and
school board

* Your current schedule: therapy appointments,
extracurricular activities, etc.

* Financial and legal information: banking and other account
information including numbers, records of debts or regular
bills, insurance policies, copy of your will, tax returns, and
space to store information to claim tax deductions/benefits,
passwords associated with online accounts.

For privacy and security reasons, you may wish to store
financial and legal information separately in a safe place.

There are a number of websites and parenting magazines
that can be helpful for creating a parenting “binder” Autism
Ontarios Knowledge Base website also contains some
suggestions on what you may want to include in the file,
folder or binder. Finally, you can also speak with other
parents of children with ASD to help you make sure you
don’t miss anything.



@ 15D DTAGNOSTS AND TREATMENT

Introduction

Suspecting or learning that your child has ASD or another
developmental disability can be a difficult, unsettling, and sad
experience. It is common for concerns and questions to race
through your mind, and parents can struggle to find accurate
information and supportive resources at this critical time. There is
so much to learn, and it can be hard to know whether you can trust
certain sources of information, what the terminology you encounter
means, and whom you can turn to for help.



THIS SECTION PROVIDES AN OVERVIEW OF ASD AND WILL
HELP YOU to discover some of the resources and supports
available in Ontario. At this stage, it is important to
recognize that you:

® do not need to become an expert on ASD, but you will
find it helpful if you

v begin to develop expertise about your own child’s specific
diagnosis, circumstances, and needs

Why is it important that you become an expert on your own
child? Because you know your child best, and you will be
your child’s voice, advocate, and guide in the years to come.

Topics Covered

This section contains information you may find useful if
you suspect your child may have ASD, or if your child has
been recently diagnosed with ASD. Depending on whether
you are concerned about certain aspects of your child’s
development, are awaiting a diagnosis or have recently
received an ASD diagnosis for your child, you will have very
specific information needs. This section is an entry point to
the available information on ASD and includes the
following topics:

v What is ASD?

v Pre-diagnosis

% Diagnosis

v Post-diagnosis

v Determining services needed/navigating multiple systems

v Dual diagnosis

v Medications and responses

v Learning about ASD and your own child’s specific
characteristics

@ Interventions

v Gaining access to services

WHATTS ASD!I

Autism Spectrum Disorder (ASD) refers to a group of
complex developmental brain disorders that affect the way the
brain works. People with ASD experience difficulties in

three areas:”

o)
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7% 1 L
LANGUAGE AND STRONG INTERESTS AND

SOCTAL INTERACTION COMMUNTCATION REPETLTLVE BERAVIOURS

ASD is a lifelong disability, with symptoms usually appearing
at an early age. While there is no cure for ASD, people’s
symptoms, abilities, and experiences can improve over time
with the help of evidence-based therapies and interventions.’

What causes ASD?

While the exact cause of ASD is still unknown, researchers
have linked ASD to biological or neurological differences
in the brain.* There may be a physical cause that affects the
development of parts of the brain.

There are many theories as to why this might happen.
Theories include genetics, viruses, poor immune system,
chromosome abnormalities, and pollutants.

We do know that autism is not caused by the way a child

is raised. The best evidence to date also indicates that ASD
is not the result of infections, contagions, or vaccines.’
Misconceptions exist about a link between vaccines and
ASD. The reality is that vaccines are among the safest
medical products available and no vaccine, including the
MMR (measles, mumps and rubella) vaccine, is responsible
for causing ASD.® Nor is thimerosal (a preservative

used in some vaccines) linked to autism or any other
neurodevelopmental disorder. This is a finding supported
by the Canadian National Advisory Committee on
Immunization and shared by international bodies including
the World Health Organization, US Food and Drug
Administration and Institute of Medicine in the US.

How common is ASD?

As the parent or primary caregiver of a young child or
adolescent with ASD, you are not alone in your search

for information and answers. ASD is one of the most
common developmental disabilities.® Previously, it was
estimated that 1 in 150 children were affected by ASD,
with the majority being boys. This rate is an estimate of
the prevalence of children with ASD based on American
research published by the Centers for Disease Control and
Prevention (CDC) in 2007. Recent research by the CDC
suggests that the prevalence of autism is increasing. Please
refer to the following link for more information about the
prevalence of autism at www.cdc.gov/ncbddd/autism/data.
html.

Are there different kinds of autism?

The term “spectrum” is used to highlight how individual
experiences with the social, communication, and
behavioural challenges of autism can be very different.
Individuals with ASD will experience differences

related to:"

v The number of, types, and severity of symptoms
v Levels of functioning

v Age of diagnosis

v Challenges associated with social situations

Until recently, children with ASD were typically (though
not exclusively) diagnosed with one of three types of ASD:

v Autistic Disorder (usually referred to as autism and
considered to be at the more severe end of the spectrum)



v Asperger’s Syndrome
v Pervasive Development Disorder — Not Otherwise
Specified (PDD-NOS)

These categories come from a manual produced by the
American Psychiatric Association called the Diagnostic

and Statistical Manual of Mental Disorders IV (DSM-

IV), a tool used by mental health professionals, service
providers, and others to classify mental health, intellectual
and developmental disorders. The DSM-V, which was
released in May 2013", has a new definition of autism. This
definition eliminates these subcategories and includes them
all under the broad term Autism Spectrum Disorder.

There is an increasingly large volume of reference
materials on the subject of ASD, and it can be very difficult
to find “my child” and your specific needs, in all the
information. The “Learn More” at the end of this section
highlights some credible sources that can help explain the
differences among specific diagnoses of ASD and
characteristics of the condition.

PRE-DIAGNOSTS

Early intervention is critical

Although the actual diagnosis of ASD usually doesn’t

take place until around age four for autistic disorder (and
around age six for Asperger’s disorder)'> * ', the first signs
that a child is at risk for ASD are often noticeable in early
childhood, and parents are often the first to notice

these signs."”

‘ Do not delay getting a referral to a professional
capable of giving the diagnosis. While you wait
for a diagnostic appointment or its results, get to
work addressing whatever deficits have raised
your concerns with whatever energies and other
resources (including the support of extended
family and friends) you have at your disposal. If
the diagnosis is not given, those early parental
attempts to alleviate deficits will do no harm
as long as patience in all interactions remains
paramount. Also, remember that the imagination
is both a wonderful and terrible thing. Do not allow
fear of imagined scenarios to discourage you.
Those scenarios may be nothing but conjured ,,
images that never materialize.

- PARENT FROM THE HAMILTON-NTAGARA REGION

If you suspect that your child may have ASD it is very
important to identify and address developmental concerns
associated with ASD early in life. If you do have concerns
or suspect that something is wrong in the way your child
is developing, it is best to make an appointment with your
child’s doctor as soon as possible.

Knowing the symptoms of ASD

Every individual with ASD is different, and symptoms
vary among children in both type and severity. Generally
speaking, early warning signs for ASD in early childhood
can be grouped into three categories: communication
concerns, behavioural concerns, and social concerns.

Health Canada highlights:
Possible signs of Autism Spectrum Disorders:

v Trouble with pointing or making meaningful gestures
by 1 year

v Cannot speak one word by 16 months

v Cannot combine two words by 2 years

v Doesn't smile

® Does not respond to their name

v Noticeable delays in language or social skills

v Avoids making eye contact

v Strongly resists changes in routines

v Has problems with, or is not interested in playing
with toys

v At times seems to be hearing impaired

v Has problems interacting with other children or adults'®

Autism Ontario has developed a “Red Flags for Autism”
factsheet included at the end of this section. If you feel
concerned that your child may show some of these signs,
you should consult with your child’s doctor and ask for

a referral to a developmental paediatrician, or other
professional in your area experienced in ASD diagnosis.
Your local Autism Ontario chapter can provide you with
information on skilled professionals/multi-disciplinary
teams in your area.

DLAGNOSIS

How is ASD diagnosed?

Getting your child evaluated for ASD is worrying for
parents, particularly because there is no simple medical
test for diagnosing ASD. ASD is diagnosed based on
observation of a child’s communication, behavioural, and
developmental levels."”

ASD is not diagnosed based on a single factor or symptom.
Rather it is diagnosed after a confirmation of:'®

v specific behaviours
v communication delays and/or
@ developmental disabilities

The Diagnostic and Statistical Manual for Mental Disorders
is used as the kitline for defining the above criteria.

To assist with the diagnosis process, there are a number
of diagnostic tools that a qualified professional may use.
These could include: the Autism Diagnostic Observation
Schedule, the Childhood Autism Rating Scale, and/or the
Autism Diagnostic Interview — Revised." Regardless of



the specific method used during the diagnosis process,
observation is critical.

({

It was an extremely emotional time for us. But,
when it was confirmed, it was in many ways a
relief. At least we knew.

At least we had something to tell people.

At least we could begin.

))

- PARENT OF 3-YEAR-OLD WITH ASD

Who can make an ASD diagnosis?
A diagnosis of ASD can be made by a:*
» family physician

v paediatrician

+ psychiatrist

+ psychologist and/or

v psychological associate

Please refer to the Ministry of Children and Youth Services’
website for information on the Autism Intervention
Program and the Applied Behaviour Analysis-based
services and supports guidelines for more details on

who can make a diagnosis. If your family physician or
paediatrician has only limited experience with ASD they
may refer you to one of these other professionals. Once
referred, the process of obtaining a diagnosis may take
some time.

How to prepare for the diagnostic appointment

Many parents are unsure of what to expect or how to prepare
for their child’s appointment. Prior to your appointment there
are some things you can take note of to reduce your anxiety
and assist your doctor.

Before the appointment it may be helpful to:*!

v List all medications your child is taking (including

vitamins, herbs or supplements, or any other over-the-

counter medication).

List any changes that you or anyone else has noticed in

your child’s behaviour. If your child has been evaluated by

a pre-school or any other early childhood educator, bring

their notes.

Bring a video or photograph of behaviour, rituals, or

routines displayed by your child. Many cell phones or

digital cameras can be used to assist with this.

If your child has siblings, try to make note of their siblings

major developmental milestones to help spot differences

and signs of development, which may indicate an ASD

(such as the age they began talking).

@ Make some notes about and be prepared to discuss how
your child plays with other children, siblings, and parents.

You should expect your doctor to ask a few questions

that will lead to a discussion on your child’s development
and behaviour. These may be related to the frequency of
behaviours, when symptoms were first noticed, the timing
of developmental milestones, your family’s medical history,

11

and what prompted your visit.””

During the appointment you may also want to ask the
doctor some questions about ASD and their evaluation of
your child. Some of these could include:* **

? How familiar are they with ASD, and have they worked
directly with children or adults with ASD?

Do they have any information you could take with you
(brochures, internet resources, etc.)?

How can they confirm the diagnosis?

? What kind of regular medical care will your child need?
? What kind of therapies or interventions could benefit
your child?

Have they identified any other medical conditions (such
as gastrointestinal [GI] problems or epilepsy) that can
occur more often among individuals with ASD?

How can you get in contact with your doctor over the
next month should you have any questions? Can you
book a follow-up appointment in two weeks to discuss
any questions at that time?

?

Finally, you may want to consider bringing another family
member or friend with you to the appointment. They

can help provide additional information on your child’s
development and offer emotional support.

POST-DIAGNOSTS

Shock and grief are normal reactions

No parent can ever be prepared for a diagnosis of ASD. The
diagnosis is often associated with aspects of grieving, such
as shock, sadness or grief, anger, denial, loneliness, and
finally acceptance.

€

Yes, a diagnosis can be overwhelming, but it
doesn’t change who your child is. They are the
same child that you loved yesterday. It is just a
label and does not define your child.

))

- PARENT FROM CENTRAL EAST ONTARTO

You may ask what causes ASD or why your child has

ASD and what you need to do next. One helpful source of
information is Autism Speaks’ 100 Day Kit (see “Learn More”
at the end of this section). This kit helps families understand
the critical information they need in the first 100 days after
an ASD diagnosis. It contains parent-focused information
about ASD, the impact of ASD on you and your family,
services your child may need, and treatments. While this

kit can be very useful in helping you understand ASD and
topics you may want to learn about. It should be noted that it
is as an American resource. As a result, the kit also contains
some information that does not apply to Ontario. Specifically,
sections and references to American laws and educational
requirements will differ from those in Ontario. The chapter



on Educational Transitions in this Parent Resource Kit
provides information and resources on Ontario specific
educational requirements and supportive programs.

How can I help and support my child?

Research shows that certain early intervention and
treatment programs can benefit children with ASD.* The
Therapies and Interventions section contains information
on many of these treatment options and their availability
within Ontario.

One of the first things you can do is to become generally
familiar with ASD and your child’s specific diagnosis.
You do not have to become an expert about ASD, but you
do need to become an expert about where your child fits
into the ASD spectrum. Parents sometimes find that “bits
and pieces” of their child’s behaviour are associated with
different parts of the autism spectrum.

Parents consistently say that the best way to prepare for
the challenges ahead is to find the right help, support, and
information sources. Some good starting points include:

v Learning from reliable sources for information. At
the end of this section, you can find a sample of
such resources.

v Talking to your health care provider about support groups
in your community. These can be especially useful for
learning from other families about resources and supports
in your particular community. Your local Autism Ontario
chapter is often a good starting point.

€

The diagnosis can be seemingly devastating, but
as time goes on you become stronger.

))

- PARENT FROM SAULT STE. MARTE

Immediate services and supports for your child

The “Therapies and Intervention” and “Gaining Access to
Services” parts of this section provide information on the
types of services available for children with ASD and how you
can work with service provider organizations to access them.

While the Ontario Government funds services and supports
for children with ASD and their parents through a variety of
organizations, you may find yourself waiting for a period of
weeks or months to get access to some of those services and
therapies, particularly those based on Applied Behaviour
Analysis (ABA) and Intensive Behavioural Intervention
(IBI). This is understandably a point of frustration and
anxiety among parents who want to access those services

for their child immediately.

At the same time, it is important to recognize that there
are a variety of helpful therapies, services, and supports
available to families dealing with ASD. It is important to
take a “whole person” and “whole family” approach. While
ABA and IBI are important, they are not the only things

12

that will help you and your child.

Whether or not you are waiting for certain services or
therapies, there are a number of steps you can take to help
you and your child receive the support needed, including:

v Joining support groups, counselling sessions and other
organizations in your community

v Enrolling in parent training courses that provide an
overview of ASD and can also provide insights into the
basic principles ABA. This can help parents practice the
principles of ABA at home

Connecting with other parents is an important step to
building your support network. The Geneva Centre for
Autism and Kerry’s Place Autism Services both offer frequent
Parent Training Courses over the internet in webinar format
allowing them to be accessible across the province.

Autism Ontario’s Potential Programme also provides
workshops to parents on topics deemed to be of interest

to families, agencies, and other professionals within the
community. The Potential Programme aims to connect
families throughout Ontario by supporting greater access
to ASD experts in local communities and opportunities for
children to engage in community-based learning. Through
expert speakers, workshops, and social events the Potential
Programme can provide you with:*

v ASD information from qualified Autism Ontario staff
@ Access to ASD experts

v Family support groups

v Social learning opportunities for your child

v Community events

@ Access to resources in your community

Your local Autism Ontario chapter can direct you to a
representative for the Potential Programme.

DETERMINING SERVICES NEEDED/
NAVIGATING MULTIPLE STSTEMS

As you learn about and access supports, services, and
resources for your child, you will find that they are provided
by a variety of government ministries and agencies, as well
as other agencies and professionals who provide health,
educational, and child and youth services to Ontario’s
families.

(¢

Having a social worker helps a lot directing
parents to the services already existing in the
community.

))
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While social workers and others will certainly assist you,
parents and professionals emphasize that you will need to



become your child’s advocate and “case manager” as you access
these supports and interact with different organizations.

While daunting at first, this is something you will get better
at over time. It does require a lot of time, persistence, and
especially planning. Many transitions and activities for
children with ASD require planning weeks, months, and even
years in advance. One of the goals of this Parent Resource Kit
is to help you find both supports and people who will help
you as you act on your child’s behalf.

At the same time, you will need to step back on occasion and
remember that you are wearing “two hats”: one as your child’s
parent, and another as their “case manager.” As difficult as it
is, sometimes it is better to be just one at a time.
‘ | wished | had a step-by-step guide on who to
call when, in terms of navigating the maze of
social services: the tax credit certificate, the
worker with MCYS, Assistance for Children with
Severe Disabilities, etc. That was a veritable
nightmare for me. All that, laid out in a clear
format, would be so welcome to anyone trying to
navigate these waters. | felt so lost and so alone.
This should not be the case.

- PARENT FROM EASTERN ONTARTO

DUAL DIAGNOSTS

In some cases, a diagnosis of ASD is not the only diagnosis
a child may receive. In some cases, families may receive
what is called a “dual diagnosis”. Dual Diagnosis in Ontario
refers to individuals “with both a developmental disability
and mental health needs”* It is sometimes difficult

to distinguish between developmental disabilities and
mental health needs.”® Many parents are curious about the
differences between these conditions.

MENTAL HEALTH
NEEDS

Defined as “diagnosed
mental illness or symptoms
consistent with mental
illness”* Examples include:
schizophrenia, mood and
anxiety disorders, and
behavioural challenges.*!

DEVELOPMENTAL
DISABILLTY

“A condition of mental
impairment, present or
occurring during a person’s
formative years, that is
associated with limitations

in adaptive behaviour””

))
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If a child has one diagnosis (e.g., ADHD), don’t

assume that this is all there is. Many children have
multiple diagnoses, which | was not told about. Our
child was diagnosed with ASD later. ,,

- PARENT FROM PLCKERING

(¢

If your child has received a dual diagnosis or you are
concerned that your child may have more than one
disability or disorder, the Centre for Addition and

Mental Health (CAMH) is an excellent starting point

for comprehensive information. Their resource database
provides recommendations and guides (many of which are
in video format) on topics relating to dual diagnoses.

MEDTCATIONS AND RESPONSES

Medication: a difficult decision

As a parent of a child with ASD, there may be decisions

that you will need to make regarding interventions and
treatments for your child. While no decision is simple,
decisions about whether or not to use medications can be
among the most difficult. You should carefully consider
medication decisions with your child’s health care provider.
It is critical that you are and remain comfortable with the
decision and fully understand the possible risks and benefits
of different medications.

Common medicines, their side effects, and when
they are used

You should be aware that no medication treats or cures
ASD—they can only treat the symptoms. For some
individuals, medication can help with issues such as
hyperactivity, anxiety, and irritability. Medicines do not help
every child with ASD, and it is important to understand

the symptoms that are causing problems and whether
medicines will help, if at all. Medicines are most commonly
recommended when:*

v Your child’s behaviours are putting them at risk of
harming themselves or others;

v There is considerable difficulty or stress placed on the
family because of behaviours;

v Behaviours are causing learning problems or making it
difficult for a school to work with your child;

@ It is not possible for your child to participate in
community activities because of behavioural issues.

Like any medication, those prescribed for ASD may have
side effects ranging from mild to more severe. Health
Canada maintains a database of advisories and warnings
associated with approved products where you can find
additional information. Also, monitoring your child

and scheduling regular checkups with your physician is
important to track and understand the impact of medicines
on your child.



Tools for helping you understand your choices

Decisions about whether to give your child medication are
difficult. In general, you should ask yourself:

? What is the symptom I am trying to treat?

2 Is it so severe that it is worth trying to treat with
medicine?

? What are the potential side effects of a given medicine?
How do they compare to the condition or symptom I am
trying to treat?

? Are the side effects of the medicine worse than the
symptom I am trying to treat?

Of course, you should consult your child’s physician
regarding any medication decisions. Finally, you should
always know what medications your child is taking

and why.

LLARNING ABOUT A3
TOUR OWN CHILD'S S
CHARACTERESTICS

What will my child be like?

The behaviour of each individual with ASD will differ.
However, there are three core features that individuals with
ASD tend to share: 3

A
it

\D

)
PECIHL

DIFFICULTY WITH RECTPROCAL SOCTAL INTERACTTON

Individuals with ASD often have difficulty interacting
or engaging with others. They are often unable to read
the social signals of others such as gestures and facial
expressions, making the social world confusing to
them. Some children with ASD do not understand that
other people have different and independent thoughts,
feelings, and desires from their own.

COMMUNTCATION CHALLENGES

In individuals with ASD, language can develop
slowly or not at all. They tend to use words without
attaching the usual meaning to them and sometimes
communicate in gestures instead of words.

REPETLTIVE BEHAVIOURS AND NARROW INTERESTS

Individuals with ASD often engage in repetitive
behaviours and have specific interests and needs. These
include things like lining up toys and objects in certain
ways rather than engaging in pretend play, the need for

absolute consistency and structured routines in their
environment, and strong interests.
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What are the common characteristics?

Every child is different and it is impossible to say exactly
how your child will develop. They can show a wide variety
of symptoms and characteristics, from mild to severe. Even
if they have the same diagnosis, they can act very differently
from one another and have very different skills. Some of the
characteristics of ASD include:

v Insisting on sameness, resists change

v Having difficulty in expressing needs, gestures or pointing
instead of using words

v Repeating words or phrases instead of typical,
responsive language

v Laughing, crying, and showing distress for reasons that
are not apparent to others

v Tantrums

v Difficulty interacting with others

v Not wanting to cuddle or be cuddled

v Making little or no eye contact

v Not responding to normal teaching methods

v Playing in a restrictive or repetitive manner

v Spinning objects

v Becoming inappropriately attached to objects

v Being overly sensitive or under-sensitive to pain or
other sensations

v Having no real fear of danger

v Being physically overactive or under active

v Having an uneven profile of gross/fine motor
skill development

v Not responding to verbal cues, acting as if deaf although
tests indicate that hearing is within the normal range

ASD is a lifelong condition and not something your child
will outgrow. However, it is possible that your child’s
condition and characteristics may change over time. For
example, with the help of intervention and therapies,
individuals may further overcome challenges.**

Where can | find out more?

One helpful way to learn about your child is to develop a
better understanding of what it is like to have ASD. Temple
Grandin is among the more well-known authors with ASD
who has written extensively about her experiences with
Asperger’s Syndrome. Some of her books are included in the
“Learn More” section as is a link to one of her many video-
lectures available online. Taking some time to understand
the world from the perspective of an individual with ASD
can help you understand why your child acts in certain ways
or is interested in different objects or activities.



INTERVENTIONS (.G, T8I, ABA)

Interventions are not a cure

While there is no cure for ASD, there are a number of
intervention approaches to address ASD symptoms.

ASD treatments are intensive programs and may require
participation from the entire family. Some therapies are
delivered at home, while others are delivered in specialized
centres, classrooms, or educational settings. Services can be
provided by professional specialists and trained therapists
or by parents who have received specialized training.

€

Know your child, and do not accept a therapy that
you truly are not comfortable with. Just because it
works for some, does not mean it will work for your
child. They are truly unique.

))
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Applied Behaviour Analysis (ABA) and Intensive
Behavioural Intervention (IBI)

ABA and IBI are terms you will hear often when exploring
treatments, therapies, and interventions.

v Applied Behaviour Analysis (ABA) - ABA is a set of
methods-based scientific principles of learning that act
as the foundation for various ASD-related interventions
and therapies. ABA methods build useful behaviours
and skills while reducing problematic ones by focusing
on understanding the underlying reasons for behaviours,
the context in which they occur, and the “triggers” of the
behaviour.”®> ABA methods can be used at home, at school,
and in the community. ABA methods can help individuals
of any age and of varying degrees of intensity of ASD.
Ontario’s publically funded school boards are required
to provide ABA methods as a component of special
education services where appropriate.®

v Intensive Behavioural Intervention (IBI) - IBI is a
specific application of ABA methods used by the Ministry
of Children and Youth Services” Autism Intervention
Program. IBI is delivered by a qualified therapist with the
program customized based on the needs of each child.”’
The therapist will “work one-on-one with the child or in a
small group. The intervention is delivered with the goal of
increasing the child’s developmental trajectory
or rate of learning.

15

It is very confusing to know the difference between
the Children’s Hospital of Eastern Ontario, Ottawa
Children’s Treatment Centre, Children’s Integration
Support Services, etc., and confusion between
ABA and IBlI lists, etc. Parents often think they are
on a wait list for services and find they are only on
some lists and not others.

€
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What is the difference between ABA and IBI?

ABA uses methods based on scientific principles of learning
and behaviour to build useful modes of behaviour while
reducing problematic ones.

IBI is an application of ABA to teach new skills in an
intensive format (approximately 20 or more hours per
week). Primarily, a one to one teaching ratio is required.

Additional types of therapies and interventions

In Ontario there are waiting lists for these services and many

parents will look for other services or activities to help their

child while they are waiting. You may want to talk to your

child’s paediatrician or other health care provider to discuss

other therapies and interventions.

‘ Try to align your immediate needs with your
therapy path. For example, my son’s behaviour

at daycare resulted in phone calls for pick-up on

a daily basis. While my son has many needs it

was more important to focus on the behaviour

concerns as they were the most concerning. You’re

not forgetting about other needs, just prioritizing.

Assistance in determining what needs are a priority

would be helpful to many parents as you have NO

idea where to start.

))
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Also, you may find that your child needs additional
treatments for medical conditions or disorders that
sometimes accompany ASD, such as articulation disorder,
apraxia, seizures, and/or gastrointestinal (GI) problems.

Before starting with a new therapy many parents want to
ask the provider questions to fully understand the therapy.
These may include:*

? Why do you think this therapy could help my son/
daughter and what do you expect the outcomes to be?

2 Is there any independent and scientific research that
evaluates the results of this therapy?

? What are the potential side effects?

? How will it integrate with other therapies my son/
daughter is participating in?

2 If I am seeking private therapy for my child, how much
does it cost?

2 Is there a waiting list for services?

? Can you provide references from other parents who you
provide this service to?



The Geneva Centre for Autism has posted a number of
questions on its website that parents may want to consider
asking any new service provider.

GAINING ACCESS TO SERVICES

Accessing services can be confusing

How to access services is among the most frequently asked
question by parents of children with ASD. Understanding
or accessing the network of services can be a source of
frustration for many parents. Below is a description of some
of the major programs funded by the Ministry of Children
and Youth Services.

Autism Intervention Program (AIP)

If your child’s condition is considered to be towards the
severe end of the autism spectrum your doctor may refer
you to the Autism Intervention Program, which is funded
by the Ontario Government.”” The Autism Intervention
Program is delivered by five regional programs. Your local
regional program will review referrals for children who have
a diagnosis of ASD towards the severe end of the autism
spectrum. The regional program will conduct an assessment
to determine eligibility. The assessment by the regional
program should not duplicate diagnostic tests conducted

by a physician or psychologist and should occur within 4

to 6 weeks of referral. The outcome of the assessment will
determine the child’s eligibility for IBI services, including
the intensity, setting/location, and duration. Children who
are not eligible for the Autism Intervention Program and
IBI services will be referred to other appropriate services.*

THE AUTISM INTERVENTION PROGRAM TNCLUDES:

v Support Services, including advice, information,
materials, consultation, and training for families to get
their child ready for Intensive Behavioural Intervention.

v Intensive Behavioural Intervention (IBI) from a trained
professional to focus on developing the skills children
need to function in school and gain independence.

{OU WILL HAVE TWO CHOTCES FOR RECETVING SERVICES:"

@ The Direct Service Option, where the child receives
services directly from one of Ontario’s nine regional
programs; or

v The Direct Funding Option, where parents receive
funding from one of Ontario’s nine regional programs
to directly to arrange services (based on assessment
completed by the regional program) from a private
service provider.

Your choice will not affect your position on a waiting list.
Parents on a waiting list may have a preference for one

of these options. However, many parents will choose to
receive the option that is available first even if it is not their
first choice. One of the ways you can find out information
on private service providers is through Autism Ontario’s
ABACUS registry, listed in “Learn More.”

Independent Review Mechanism

Parents or caregivers who receive notice that their child is
ineligible for or is being discharged from the IBI services
under the AIP may request an independent review of that
decision.

The Independent Review Mechanism (IRM) for the AIP
is coordinated by Contact Niagara. To learn more about
the Independent Review Mechanism see the Program
Guidelines listed in the “Learn More” section. Contact
Niagara’s website which also contains information on

the Independent Review Mechanism process. To learn
more about the process, visit www.contactniagara.org/en/
welcome.

The “Learn More” section provides a link to a directory of
service providers across Ontario and Program Guidelines
for the Autism Intervention Program.

Applied Behaviour Analysis (ABA)-based services
and supports

ABA-based services help children and youth with ASD

develop skills and reinforce positive behaviour. To access

ABA services, parents of a child diagnosed with ASD' can

contact an ABA lead agency directly or be referred to one

by a health professional. Health care professionals who can

refer you to ABA-based services and supports include:*

v Family physician

v Psychiatrist

v Developmental paediatrician

v Psychologist

v Psychological associate

v Speech-language pathologist

» Occupational therapist

v Social worker

v Nurse (includes registered practical nurses, registered
nurses and nurse practitioners)

! Diagnoses may be made by family physicians, paediatricians, psychiatrists, psychologists and
psychological associates.

16



Using an ABA approach, time limited services and supports
are provided to children and youth with ASD to help build
their skills in four key areas:

1. Communication: the ability to use language for social
purposes (for example, starting a conversation with
another person), understanding language, using gestures,
spoken and written language, as well as pictures/symbols
and facial expressions.

. Social/interpersonal: including the ability to establish and
maintain relationships with other people, skills that serve
as building blocks for developing other skills such as joint
attention, turn taking, play, and recreation.

. Daily Living: including personal care activities (toileting
and hygiene), domestic skills (cleaning, laundry,
shopping, food preparation), use of community services
(public transportation, banking, restaurants, accessing
community services), motor skills, vocational skills in
preparation for adulthood, personal safety skills, and
skills related to personal boundaries.

4. Behaviour management/emotional regulation: to address

the aggressive, destructive, and self-injurious behaviours
that interfere with the child’s learning of positive skills

and to focus on difficulties that children and youth may
have related to attention, planning, problem solving and
memory that may impede their ability to plan and follow
through on a course of action.

ABA lead agencies provide coordination for services within
the five regions of Ontario. Links to ABA agencies are
provided at the end of this section. These agencies also have
additional information on their websites.

Helpful databases to locate service providers

Two helpful databases that are available when searching
for private services and service providers in Ontario are
ABACUS and SPIRALE.!

* ABACUS provides information on Applied Behaviour
Analysis (ABA) services and service providers for
individuals with ASD in Ontario.

* SPIRALE provides information to help parents locate
regulated professionals and experienced autism workers
for individuals with ASD.

Both of these websites are operated by Autism Ontario with
funding support from MCYS.

“ The individuals listed on SPIRALE are self-described. Neither Autism Ontario nor the Ministry of Children and Youth Services endorses or checks the credentials of these individuals.
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VERYDAY LIVING

Introduction

Having a child with ASD presents unique challenges every

day. Parents often feel there are no “trivial” parts to their day.
Everyday experiences that are easy and straightforward for most
parents may be sources of effort and stress for you.
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THE FOLLOWING SECTION PROVIDES TIPS AND RESOURCES
TO HELP you manage your everyday life. All children and
youth with ASD have unique needs. This section is a guide.
Not all the information in this section will be useful or
applicable to every parent. If you have any questions or
concerns about the individual needs of your child, speak to
your doctor or service provider.

Topics Covered

Parents and professionals have identified the topics covered
in this section as key priorities and concerns. They include:

& Assessing and managing the environment

¢ Emergency contacts

& Preparations to go out

¢ Getting to and from school

s Preparing others for sudden changes to plans
¢ Managing behaviours/ tantrums

s Travel

& Restaurants

ASSESSING AND MANAGING
THE ENVIRONMENT

All parents worry about the safety of their child

Safety around the home is something every parent thinks
about. This usually involves “childproofing” household areas
such as drawers, cupboards, and stairs. However, parents

of children with ASD often have additional concerns when
assessing the safety of their home and environment.

In households with neurotypical children safety modifications
generally last for the first few years of childhood. However,
children with ASD do not always understand the
consequences of their actions, leading to potentially unsafe
behaviours or situations. Parents of children with ASD usually
undertake a number of safety modifications over and above
those completed in households with neurotypical children,
and these modifications often remain in the home for a much
longer duration.

Prioritize safety concerns

The task of providing a safe environment can feel
overwhelming. However, by prioritizing areas of your home
for modification, and following the tips and suggestions

of fellow parents, you can find ways to make your home
environment safe.

Start with the areas of your home where your child spends
the most time—Ilikely their bedroom, bathroom, leisure
area, and perhaps kitchen and backyard. Some key things to
consider when assessing home safety include:*

Use locks and alarms that notify you when your
child attempts to open an exit route (doors,
windows, bedroom entrance).

00 Safeguard windows by locking them and, if your

(OO child is prone to breaking glass or pounding on
windows, replacing glass panes with Plexiglas.
Make electrical outlets and appliances safe by

m using plastic knob covers, concealing wiring, and
preventing access to electronics your child may
want to explore.

E—-—-—- Label (with symbols, photos, textures or words)

everyday items to help your child understand what
they are for and learn how to safely use them
over time.

m Practice fire safety through social stories (using
photos, pictures, and words) about smoke detectors,
fire drills and alarms, touching fire, and emergency
responders.

For more information, see the Autism Society’s “Safety in
the Home” in “Learn More.”

EMERGENCY CONTACTS

One of the biggest fears for parents of children with ASD is
that their child will run oft or become lost. To prepare for
this worst-case scenario, you can:

Create an Emergency Information Sheet;

@ Ensure your child has proper identification at
Q all times.

Both of these approaches can help emergency workers assist
you in a crisis.

Create an emergency information sheet

An emergency information sheet is a brief summary of
information about your child that can assist emergency
workers if they need to search for your child.

¢ You may want to keep this sheet close to your phone
so that you or any caregiver can relay the information
verbally if needed.

& Also consider keeping a copy of this sheet in your car and
distribute it to your school, family members, neighbours,
and anyone else who may assist in a search for your child.

It is also a good idea to provide close neighbours, friends,
and relatives with a copy of the emergency information
sheet. You may want to let them know:



¢ What ASD is and that your child may not understand
dangers and may wander away from home;
¢ What to do and who to call first (e.g., home, work, 911) if
they see your child outside of your home;
¢ The best way for them to help get your child back to you;
¢ How they should approach and communicate with
your child (what can they say to calm your child down
if needed).

You can find an emergency information sheet template at
the end of this section.

Consider identification for your child

Identification (“ID”) bracelets and other forms of
identification will enable neighbours or emergency workers
to quickly identify your child if he or she becomes lost. This
is especially important for children who are non-verbal.

Every child with ASD is different, so you will need to
determine what type of identification your child can or
is willing to wear or carry. Some examples include: cards,
temporary tattoos, shoe and clothing tags, bracelets,
necklaces, and personal tracking devices.

For more information, see the resources and organizations
listed at the end of this section under “Learn More.”

Talk to your local police force about an
Autism Registry

Depending on where you live, your local police force may
have specific training on how to approach children and
adolescents with ASD during stressful situations. Some
police forces may also operate an Autism Registry. These
registries provide police with critical details on your child
that may help them defuse crisis situations. You can contact
your local police force or your local Autism Ontario
Chapter for more information on the availability of this
service in your area.

Minimizing the risk of children with ASD
running off

Beyond taking the steps outlined above, you can:*

v ensure your child always carries identification

v use a Velcro wrist strap and coiled cord to keep your child
with you when out shopping or walking. This may prevent
children from dashing into traffic, falling into water,
running away at shopping malls, etc.

v get to know your neighbours and let those neighbours you
trust know in advance that your child with ASD might
wander off

24

PREPARATIONS T0 GO QUT
¢

Structure and predictability are key. Children’s need
for this is universal, but especially the ASD child.
Have appropriate expectations. Stop and smell

the roses often, step back from the rat race of the
neurotypical world and enjoy living in the ASD-
friendly world your child needs. Slow down and
embrace your child’s uniqueness.”

- PARENT OF TWO CHTLDREN WITH ASD

))

The steps you need to take before leaving the house with
your child will depend on your individual child, and
what you have learned, usually through trial and error,
about how to help your child with change and transitions.
Some tips that can be applied to a wide range of outings
(e.g., shopping mall, school, movies, restaurants,
playground) include:

¢ pictures and visual schedules (e.g., of a car, a shopping
mall) to help your child understand where you are going
and what you will be doing

v attention to specific routines they like to keep

v specific clothes they like to wear

v technological devices (e.g., headphones) they like to
take with them

It’s also important to consider the type of environment you
are travelling to and whether it will disrupt your child’s
routines or trigger sensory overloads or tantrums. If your
destination is noisy or unpredictable, think about what you
can do to help your child cope with it.

When visiting family and friends, you may want to ask
them to alter certain aspects of their homes or a certain
room to accommodate your child. You may find that some
people’s houses are easier to visit than others. It may be
preferable to have certain people visit you at your home
instead of you visiting them at their home.

GETTING T0 AND FROM SCHOOL

Getting to and from school is a common transition

Transportation to and from school is a major concern

for many parents. Individuals with ASD can experience
significant difficulty riding a school bus to and from
school each day. School boards vary in how they deliver
transportation services. Talking to your child’s principal
or school board is a good starting point for understanding
what supports are available to help your child get to and
from school.



Try to help the bus driver get to know your child

Your child’s school board may be able to provide bus drivers
with information on ASD. You may want to consider asking
the principal of your child’s school or their school board
what support they can offer the bus driver. However, they
will not know your child’s specific needs. By providing the
bus driver with a little bit of information you can make their
job easier and help put your mind at ease. Working with the
school board, you may wish to provide the bus driver with:

¢ A summary of general information about your child’s
condition and behaviour. This helps to prevent frustration
or anger over potential behaviour issues, especially if
you can also offer the bus driver tips on dealing with
challenging behaviours.

¢ Information about your child that that could help the bus
driver. This can be a summary from an “About Me” profile
provided to your child’s teachers (find out more about this
in the “Education” Section of this Parent Resource Kit).
Include possible behavioural triggers and how to deal
with them.

Ideally, you will want the bus driver to keep the information
on the bus, so try to keep any printouts small (the size of an
index card). Laminating the card can also be a good idea.
This can be done at most office supply stores or print shops.
A template for general information about ASD is provided
in the “Learn More” section.

Helping your child and next steps

In addition to helping the bus driver understand children
with ASD, there are a few activities you can do with your
child to help make getting to school a smoother process:

¢ Establish a morning and bus routine with your child. Use
visual aids if this helps to communicate the process of
getting ready for school and taking the bus (an example is
included in the “Tools” section).

¢ Explain the bus rules to your child. Make sure these are
communicated in a way your child understands, such as
in a story or visually.

¢ Provide your child with a tangible activity that can occupy
them on the bus.

€

Visual schedules for transition and explanation of
routines are so helpful! Predesigned home and
school magnetic kits are extremely helpful!

- PARENT OF THREE CHILDREN WITH ASD

Two additional items you may want to discuss with your
school board are the possibility of establishing a consistent
seat for your child on the bus and pairing them with a “bus
buddy” Both of these methods can ease daily trips to school.

))
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PREPARING (THERS FOR SUDDEN
CHANGES T0 PLANS

Enlist family, friends, and parents to help

When a family member or friend changes plans suddenly,
people can often get annoyed. Unfortunately, you may find
yourself doing this frequently, even when significant plans
have been made well in advance. You may need to explain
to family and friends that you will often need to change
plans suddenly to help your child, for reasons that will
not be obvious to them. You may need to explain to them
that seemingly simple tasks like leaving the house, visiting
friends, or running errands, are often challenging for your
child and may sometimes force you to change your plans.

6 9

We have let friends go that just can’t manage to
witness his meltdowns. If you want to see us, then
his meltdowns come too.

- PARENT FROM PETERBOROUGH

Parents of all types of children often find themselves with
too many things to do, conflicting schedules and needs, and
other challenges. As a parent of a child with ASD, you share
these “normal” challenges on top of the unique demands of
life with ASD. You may be able to lighten this burden by:

¢ Assessing your own social network—family, relatives,
friends, etc.—and identifying people who might be able to
help in specific situations or at certain times;

¢ Bringing members of your social network—perhaps an
aunt, uncle or grandparent—to a parent support group or
training session that may help them care for your child for
a few hours or a day at some time in the future.

MANAGING BEHAVIOURS/TANTRUMS

Tantrums and behaviour issues can stretch the patience

of any parent. They may often be a source of stress, anger,
and depression, especially if you find it hard to understand
or address your child’s behaviour. The following tips and
guides may help you understand why your child may act in
certain ways, how to manage difficult behaviours, and what
you can do in a crisis situation.

Understanding behaviour

If you understand the causes of your child’s challenging
behaviour, it can become easier to prevent some behaviour
problems and to identify solutions when they do occur.
Any given behaviour can occur for a number of very
different reasons. In general, behaviours tend to serve one
of several functions:*



¢ Obtaining a desired object or outcome

¢ Escaping a task or situation

¢ Getting attention, either positive (praise) or
negative (yelling)

¢ Trying to self-calm, self-regulate, or feel good
(sensory input)

¢ Blocking or staying away from something painful or
bothersome (sensory avoidance)

¢ Attempting to gain control over an environment
or situation

Questions you could ask yourself to understand why your
child is behaving in a certain way include:*

Did this behaviour start suddenly? If so, is there an
underlying medical reason? Pain? Stress?
? Is my child trying to tell me something?
? Do certain locations, people, or times of day
trigger behaviours?
? What occurred leading up to the behaviour? What were
the triggers?
2 After the behaviour, is something occurring that is
accidently reinforcing the behaviour?

If you do not know the answer to some of these questions,
it may be worthwhile discussing them with your child’s
physician or service providers.

Developing an understanding of what causes your child to
behave in certain ways, and what works in calming them,
will make it easier to control the environment in ways that
make problems less likely to occur and more manageable.

How to manage behaviour over time

As you start to understand causes of challenging
behaviours, you may be able to develop a plan to address
them. Effective approaches to managing behaviours

are typically based on positive behaviour supports and
address both physical and mental health concerns. Positive
behaviour supports is a method to promote functional skill
development customized to individual needs of a child

by teaching new skills and making changes to the child’s
surroundings. While punishment may be an immediate

fix to problem behaviours, research tends to show that it is
ineffective over time and can actually increase aggressive
behaviour, compared to supporting positive behaviours.*”

Improvements in challenging behaviours will not occur
overnight. As a parent you need to keep “the whole child” in
mind when working on your child’s behaviours. A holistic
behaviour plan, that addresses your child’s health and
happiness as well as strategies for improving behaviours,
can help you balance all these needs. Try to make the plan:*

¢ Clear, with the expectations and roles of your child,
family, teachers, health care professionals, and anyone else
involved as clearly understood as possible;

¢ Consistent in its interventions and approaches, ensuring
that all individuals involved in the plan are on the same
page with the same expectations;

¢ Simple, practical, and accessible so that everyone can
be involved;

¢ Continuous, to reinforce good habits and adaptive skills
as behaviour improves.

Planning for a crisis situation is critical

When a child is in the full swing of a tantrum, the focus
should be on the safety of the child and of anyone nearby.
Having a crisis plan for these situations will help you keep
everyone safe and de-escalate the situation. In general, a
crisis plan should include:*

¢ Settings, events, triggers or signs that a crisis situation
might develop

¢ Intervention steps and procedures promoting de-escalation

¢ Lists of things to do and NOT to do based on the fears
and needs of the individual

¢ Knowledge of the most appropriate facility if
hospitalization or an Emergency Room visit
becomes necessary

¢ A diary or log to document and record effective
intervention techniques for future reference

What to do in a crisis situation

A crisis situation is not the time to shape behaviour. If you
begin to feel that a situation is escalating and a tantrum is
likely, it is best to try and calm your child by:

v Following the crisis plan you have developed, using the
activities and de-escalation processes within it;

v Trying to reduce stressors by removing distracting
elements, going to a less stressful place or providing a
calming activity or object;

+ Remaining calm and controlling the emotions your child’s
behaviour is likely to trigger;

v Providing clear directions and using simple language;

v Focusing on returning to a calm, ready state by allowing
time in a quiet, relaxation-promoting activity;

v Praising attempts to self-regulate and the use of strategies
such as deep breathing.

When you need outside help

One of the most difficult decisions parents may need to
make is when to get more help to manage a situation that
has grown out of your control. While this often involves
an uncomfortable decision about calling police or other
emergency services, the safety of you and your child must
be placed above all else. In general, it is important to seek
help when:*

¢ Aggression or self-injury become recurrent risks to the
individual, family or educational/health care providers;

¢ Unsafe behaviours, such as running off and wandering,
cannot be contained;

¢ A threat of suicide is made.

Calling for help is difficult, and it is important to remember
that many emergency personnel, including police and



paramedics, may not know what it means when you tell
them your child has ASD. It will be important for you to
help them understand this and communicate clearly during
the crisis situation. There doesn’'t have to be an emergency
for you to need professional help. You may come to this
decision, for example, when:

¢ A child exhibits a persistent change in mood or behaviour,
such as frequent irritability or anxiety;

¢ The supports your child requires may be better met
through out-of-home care or in a residential setting.

[RAVEL

Traveling with young children can be stressful for any
parent, particularly parents of children with ASD. The
challenges of traveling can sometimes be enough for parents
to consider avoiding it all together, even though it means
missing out on vacations, day trips, or visiting friends and
family. However, with the right planning and preparation,
the potential stress and anxiety of travel can be reduced,
making trips more enjoyable for you and your family.

Planning is key

Planning for travel and reducing your child’s fear of an
unfamiliar situation and destination is critical to managing
stress and anxiety levels for everyone on a trip. Autism
Ontario suggests some steps you can take in advance of
your trip:*!

¢ Prepare a step-by-step picture book of your trip with a
short caption for each picture so that the book reads as a
story (where you are going, how you will get there, who is
going, when you will be returning).

¢ In the book, clearly outline the beginning and end of
phases of your traveling (e.g., taxis, flights, driving in the
car, stopping for meals, etc.). Use methods of illustrating
time that your child will understand, such as the length of
a television program or movie.

¢ Review the picture book of your trip every morning for
two weeks leading up to the trip. Allow your child to
ask questions and understand the order in which events
will occur.

¢ Pack items and food your child likes (favourite snacks,
activity books, portable DVD player).

¢ Maintain the daily routine around activities such as meals,
rest, and bedtime as much as possible.

‘ For really important events, big changes, or major
disruptions, no amount of preparation is wasted.
We talk about it ahead of time. We write it down
on a calendar. We draw pictures about it together.
And, half the time, it sort of works. But, when there

is no warning (and sometimes you can’t help that), ,,

it’s always far worse.

- PARENT OF §-YEAR-OLD WITH ASD

Additional help

Your destination and method of transportation (car, bus,
plane, etc.) can influence how you prepare for traveling. For
example, traveling by plane means using an airport, which
will require preparation for security checks. Similarly, the
pictures and descriptions in your child’s storybook will
vary based on the type of trip you are taking (day trip,
vacation, family visit, etc.). You can also contact your travel
provider ahead of time to ask about any special provisions
or assistance they might be able to offer you.

The “Learn More” at the end of this section includes
a number of resources to help you understand how to
navigate airport security, sample items to include in a
storybook, and other helpful suggestions.

RESTAURANTTS

The thought of eating out at a restaurant may be
overwhelming for many parents of children with ASD. Many
parents avoid eating out because of the fear of what may
happen in public and the stress it can cause. Dining out may
not be possible for all families, but with planning it can be
successful for many. The tips and recommendations below
can help make dining out an enjoyable family experience.

‘ Air pressure vests and apps with white noise are
the only way we can get through a meal at his
favourite sushi restaurant. He’ll put up with a lot to
eat raw fish. Go figure.

))

- PARENT FROM PETERBOROUGH

Things to do before you dine out

Before heading to the restaurant, there are a few things
you can do to help your child prepare for the experience
and enjoy the time out of the house. Some things to
consider include:*

v Where are you planning on going? Will it be an
over-stimulating environment? Does it have a child
friendly atmosphere?

v Do you need to provide your child with a description of
the location?

v Reservations are a lifesaver, allowing you to avoid long
waits. Request a table (ideally a booth) in a quiet location,
at a time when your child will be hungry.

v Can you print a menu at home and select a meal ahead
of time?

v Bring along some colouring books or a special toy to keep
your child occupied. Also consider bringing earplugs
or headphones if you are concerned about your child’s
reaction to noise.



Finally, keep in mind that your child might need a break
from the restaurant environment. If you sense that your
child has had enough, you might go for a walk together
outside to provide them with the space to relax.

Calling a restaurant ahead of time and speaking with

a manager is a good way to assess whether it’s a good
choice for your child and to arrange the accommodations
you might need. You may want to try a rehearsal dinner
at a fast-food style restaurant before heading to other
establishments.

Although it may require more preparation than for most
families, and you may not be able to make a spur-of-the-
moment decision to head to your favourite restaurant, it is
possible to plan for a special night out with your family.

‘ Take it one step at a time celebrate the small

achievements. ’,

- PARENT FROM TIMISKAMING
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Getting to and from school can be a difficult process for parents of children with ASD. Using this template and working
with your child’s school can help provide your child with the skills they need to complete this task.

Bus to School %@ Bus to Home

Watch for bus B

A
Walk to bus ’

Get on bus [@

Find an empty seatd
—v

Sit down f% Sit down

Quie‘l' hands % QuieT hands

Quiet voice

<85y
Quiet voice @ Watch for stopi

Get off bus @ Get of f bus
Go to class@ﬁ% Go home

Source: Ministry of Education ‘Effective Educational Practices for Students with Autism Spectrum Disorders’ http://www.edu.gov.on.ca/eng/general/elemsec/speced/autismspecdis.
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&8 (OMMON TRANSTTIONS

Introduction

Many of our day-to-day routines change every year. School-aged
children experience a major change in routine at the beginning
and end of every school year, as well as during seasonal
holidays and family vacations. Many parents look forward to the
opportunity to spend vacation time with family members or visit
new places. However, holidays and vacations can be difficult for
parents, because disrupted routines are difficult for children with
ASD. Families’ ability to plan for common or annual transitions
varies greatly based on their child’s diagnosis and symptoms.
However, there are techniques you can use to smooth these
transitions and make life easier.
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Topics Covered

This section of the Parent Resource Kit provides
information and tips on transitions and events that occur
on an annual or regular basis, including:

& General planning

& New babysitters/caregivers

& Start of the school year

@ Extracurricular activities

& Holidays

& Camp Programs

& Accessing Camp Programs-CALYPSO

GENERAL PLANNING

Whether planning for school, vacations, camps or other
transitions, it is important to plan ahead. Here are two
things you can do to assist planning for any transition:

1) Develop a “binder” or other book with all of your child’s
relevant information, along with a list of questions to ask
depending on the setting (e.g., school, camp). It is easy to
forget all the questions you may have in a quick meeting,
so it helps to write them down in advance (see advice for
creating a binder in the front section of the kit).

Try to ensure you have good access to your child’s family
physician, paediatrician and/or their assistant. Many
parents and professionals refer to their paediatrician’s
receptionist as their “quarterback” for accessing medical
records, reports, authorizations, and other documents

that various organizations may request.

NEW BABYSTTTERS/CAREGIVERS

As any parent knows, finding a good babysitter for your
child can make life much easier, and this is even truer for
parents of children with ASD. You will likely want to find
someone with qualifications or experience in babysitting
a child with ASD. And once you find a babysitter, it will
be important for you to clearly communicate your child’s
unique needs to them.

2)

Here are some ideas that may help you find a babysitter:>

v Ask other parents who have children on the autism
spectrum for a referral.

v Search for respite care services.

v If your child goes to preschool, daycare, or any type of
speech, occupational, or physical therapy, ask the service
provider if they ever babysit or know someone who does.

v Ask relatives such as an aunt/uncle or older niece/nephew.

v Ask someone the child already knows.

33

Respite care services

The Ministry of Community and Social Services and the
Ministry of Children and Youth Services jointly fund
www.respiteservices.com.

This website can be used by parents to explore respite
options, review community partners, and post and review
classifieds related to care services including babysitting.
The “Family Support” section of this Parent Resource Kit
includes more specific information about Respite Care
available in Ontario.

What is respite care?

Respite care is a family support service that
provides temporary relief from the physical and
emotional demands involved in caring for a family
member with a developmental disability and/or

a child with a physical disability. Respite creates
greater opportunities for all family members to live
actively and participate in community activities
while allowing caregivers time for themselves.

WWWw.respiteservices.com

Preparing a babysitter/caregiver

Once you have identified a potential babysitter or caregiver,
it is important to prepare both your babysitter/caregiver
and your child before their first session. Provide the
babysitter/caregiver with as much information as possible
about your child in advance of their meeting. This will help
the babysitter/caregiver get to know your child and also
provide information they will need to navigate challenging
situations. This can also help to put your mind at ease.
Questions can include:**

? How does your child react to new people? Will they
be shy?

? How do you communicate instructions to your child?
Several instructions at once or one at a time?

2 What level of supervision does your child need?

? Does your child think about the consequences of
their actions?

? What level of language skills does your child have? Can
they understand directions? Can the babysitter use or
understand their communication method?

Preparing your child

It is also important to prepare your child for a babysitter/
caregiver. The more they understand and can prepare for
what will be the same and what will be different, the less
anxious your child will be and the more likely they will
be to enjoy their time with the babysitter/caregiver. For
example, you could prepare by:*

Outlining what will remain the same and what will
be different while you are away;

p——




Planning and reviewing a schedule that involves
activities, toys, and games your child enjoys;

B
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It is a good idea to keep the first few babysitting occasions
short to prevent either your child or the babysitter from
becoming overwhelmed as they get to know one another.

START OF SCHOOL YEAR

Adjusting to a new year

Working with your child to develop a list of likes,
dislikes, and other information they want the
babysitter/caregiver to know;

Explaining how long you will be gone to your
child in terms they will understand and trying to
remain on time.

Every year, September brings new teachers, classmates,
schedules, and routines. For children with ASD, the

new demands, expectations, and physical environment
associated with a new school year can be particularly
challenging. This section focuses on the yearly transitions
between grades, particularly those relating to changing
schools. (See the “Educational Transitions” Section for more
on supporting your child’s school experience.)

€

We found it takes our son 6 to 8 weeks to settle
into each school year—so we don’t plan any other
activities, and we expect a bumpy ride. A routine
helps so much. Do a picture board linear of each
step getting ready for school. Send a one page
“cheat sheet” of vital info about your child for the
teacher (ideally meeting the teacher the week
before school starts).

))

- PARENT FROM KINGSTON

Preparing for a new grade

Before your child begins a new grade, you will typically
want to have worked with the teachers and administrators
at your child’s school to support the transition process.

If the new grade involves a new classroom, “previews”
can be helpful.* You can do a preview in a number of
ways, including:

o]
\J Videotaped tours with teacher interviews
Face-to-face meetings with new teachers

School walkthroughs

o b
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7)) Listening to siblings, parents, or friends tell your
child about the school

A preview should occur before school officially starts, and
can be supplemented by letting your child review brochures,
newsletters from the previous year, and the school’s website.

€

Visit the school in June and take pictures of the
school, classroom, teacher (if known—but be
prepared for changes), coatroom, desk, even the
toilets. Place these pictures in an album and look at
it over the summer. Visit again before school starts,
when the teachers are getting ready. Once the daily
schedule is known, make a new album with all the
activities in a day: hang coat, change shoes, circle

time, craft time, snack time... ,,
- PARENT FROM EASTERN ONTARTO

Information for the teacher

Critical information sheets or personal portfolios are a
useful tool to help support the transition to a new grade
through straightforward communication and information
sharing. An example of a critical information sheet is
provided in the “Learn More” section. You may also wish
to create a personal portfolio for (or with) your child. This
can be similar to a scrap book and include photographs,
art, sample academic work, lists of likes and dislikes, and
anything else that could help introduce your child to

their teacher.

EORACURRTCULAR ACTIVITIES

Some children with ASD can be socially isolated. If they are
getting support services or undergoing therapy outside of
school hours, they may also get fewer opportunities than
other children to interact with their peers. Extracurricular
programs can broaden children’s social experience while
involving them in an enjoyable activity. You may need to
explore several possibilities before finding the activities that
best suit your child.

If you do enroll your child in an activity, it is important to
tell any instructors, facilitators or other people running the
program about your child’s needs and provide them with
appropriate information.

HOLIDAYS

Preparing for holidays

Holidays can be a stressful time for the parents of children
with ASD, regardless of the traditions they celebrate.
Holidays can represent a disruption in normal routines.



Children with ASD often have difficulty understanding
the meaning or traditions of holidays and may experience
sensory overloads caused by the sights, sounds, and extra
household visitors that accompany many holidays.

Like parents of neurotypical children, you may be stressed

by the desire to make a holiday “just right” However, it

is important to establish realistic expectations about how

you can enjoy a holiday. Think about what changes you

might make to your family traditions to make them more

manageable and fun for you and your child. To start, you

might think about what aspects of a holiday (for example,

food, activities, people) you have always loved and what

changes would allow you to continue enjoying them.

Shortening or adjusting some events, breaking them

down into small, manageable pieces, or, if necessary, even

avoiding certain events can go a long way towards reducing

your stress and making your holidays enjoyable.

‘ Identify what is causing the behaviour. Don’t just
focus on the behaviour itself. For example, for

years, every time | put up my Christmas tree, my

son with autism would have a huge meltdown and

throw the tree over and make me un-decorate it,

etc. | had no idea why, so every year | just used

non-breakable ornaments/lights and got ready for

the meltdown. It was exhausting. Two years ago,

| was not in a hurry to put it up so | waited. It was

the second week of December, and up went the

tree and there was no meltdown. | was happy but

shocked...turns out that | was putting it up before

December 1st; to him, the meltdown was because

it was still November. He did not have the language

to tell me that, so a huge meltdown would happen.

Now | simply wait until after December 1st to put ,,

up my tree and everyone is happy.
- PARENT FROM THUNDER BAY

Here are some tips to help parents make holidays more
enjoyable for everyone involved: >’

v Try to think of activities to keep your child occupied
wherever you go, if necessary pack toys, games, or movies
for them to enjoy.

v Create a visual story or guide of upcoming holiday events
to help your child prepare.

v If you need to travel to visit friends or family, ask them to
have a quiet place where your child can relax if they need to.

v If you are giving gifts to your child, take them out of
the packaging then wrap the gift so that once your child
unwraps it they are able to play right away.

v Take pictures and help your child remember the good
time they had.

Autism Speaks has a number of holiday-related tips and
suggestions on their website that may help you in planning.
You can visit their website at www.autismspeaks.org/news/
news-item/holiday-tips
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CAMP PROGRAMS

The March break and summer periods when school is out
present a number of challenges for parents of children with
ASD. Parents may need to work full-time and the thought
of weeks or months of unstructured time often causes them
to worry. Many of the suggestions and tips discussed in the
babysitter/caregiver section of this kit are useful in finding
caregivers to bridge work schedules and other activities
during this time.

To help families during these times, the Ministry of
Children and Youth Services funds two distinct camp
programs: March Break Camps and Summer

Camp Programs.

March break camps

The March break camp opportunities are available to
Ontario families who either retain the services of a one-to-
one support worker or who pay for a March break camp/
program out of their own pockets.*

Your local Autism Ontario chapter is a good resource

for identifying March break programs in your area. The
application process for the March break Reimbursement
Fund, which is run by Autism Ontario, typically runs from
mid-December to mid-January. Information on financial
reimbursements and the application process can be found
by following the link to Camp Programs located on Autism
Ontario’s main website (www.autismontario.com). As part
of the application process you will need to include evidence
of an ASD diagnosis from a professional qualified to make
the diagnosis.”

Funding for reimbursements will be provided to families
through a random lottery of all eligible applications. Autism
Ontario will reimburse these families for the cost of hiring a
one-to-one worker for the child with ASD or the cost of the
March break camp/program.® The reimbursement process
will require you to keep and then submit all receipts that
detail these costs.®!

To help parents research and select a camp program,
Autism Ontario operates CALYPSO. CALYPSO is a website
that provides tips and recommendations to consider

when selecting a camp program for your child, as well as a
directory of camps throughout the province. More detail on
CALYPSO is located in the section entitled CALYPSO.

Summer camps

Summer camps are supported by all nine regional Ministry
of Children and Youth Services offices. These camps give
parents a much-needed break and help children have fun
and build new skills. Autism Ontario also administers a
reimbursement program funded by the ministry for families




hiring one-to-one support workers so that your child can
attend summer camp.®

As the Summer Camp Programs offered by Autism Ontario
can vary from region to region, it is recommended that you
contact your local Autism Ontario Chapter or Ministry of
Children and Youth Services’ regional offices for additional
information. CALYPSO is also a helpful resource that can
be used by parents to address questions you may have and
search for possible camps within the province.

LALIPSO

CALYPSO is a website operated by Autism Ontario and
a good tool for finding camp programs for your child.
It provides:

& A searchable database that groups camps by region,
provides contact information, and outlines details on the
programs and services offered by each camp;™

& Camp-oriented templates and fact sheets to help prepare
your child for a camp experience;

& Resources to use when considering a camp, including
suggestions to help you decide whether an integrated
camp program or specialized camp program is a better fit
for your child.

Integrated Programs

The child/youth with ASD is integrated into a
program with similar-aged neurotypical peers or
into a general camp program.

Specialized Programs

These camps offer activities/programs within an
environment specifically for children with ASD.
Examples of these programs are the day camps
that Autism Ontario chapters operate.

The CALYPSO website can help you make a decision about
March Break and/or summer camp programs. The website

contains a number of questions for parents to consider and
tips and recommendations associated with camp programs.

In general, some questions to consider include:®

? What percentage of children with special needs makes up
the camp population?

? Will my child be integrated into a cabin/tent/group or just
into the general camp program?

? What does this camp do specifically for a child with ASD?

? How are the people working directly with my child
trained? How old are they?

? How are transitions between programs managed?

? Are visual reminders available or will I have to send
them? Visual reminders can be a collection of graphics
and pictures to supplement verbal communication and/or
support the user understand a sequence of events.

CALYPSO has developed tips to help parents make
their child’s transition to a camp program an enjoyable
experience. These include:*

< Tour the camp ahead of time if possible. Take pictures
and review them with your child in the days leading up
to camp.

< For non-verbal or low-verbal children, include a small
plastic photo album with photos of common items that
they will use at camp (e.g., swim area, toilets, showers,
change room, dining hall, lunch shelter, playground).
They can use this to communicate with staff by pointing.

< Help the camp staff with “first this, then this” instruction.
Create a laminated Velcro board with various words or
pictures that staff members can use to communicate
schedules and transitions (e.g., first “change room”
then “swim”).

Visiting the CALYPSO website can help you better
understand camp programs and find the right one for
your child.

i The camps/individuals listed on CALYPSO are self-described. Neither Autism Ontario nor the Ministry of Children and Youth Services endorses or checks the credentials of these individuals.
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DUCATLONAL [RANSITIONS

Introduction

A child’s first day of school is a momentous occasion for

any parent. It is often a day of excitement and anticipation,
coupled with feelings of apprehension and concern. For parents
of children with ASD, this can be especially true if there is
uncertainty about how a child will react to their new environment.
The best way to manage these concerns is by preparing and
planning for educational transitions. For families of children with
ASD, planning and preparation need to begin well in advance to
allow for as smooth a transition as possible.
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THE GOVERNMENT OF ONTARIO HAS IMPLEMENTED A
NUMBER OF services designed to support students with
special needs in Ontario’s public schools. This includes
specific policies to ensure services necessary to support
children with ASD are in place across the province. The
School Support Program, Connections for Students,
Individual Education Plan, and Identification, Placement,
and Review Committee are programs and processes that
will support your child.

As a parent of a student attending a publicly funded school,
remember that you can contact your child’s school, principal,
school board, or the Ministry of Education at any time.
Should you have any concerns or questions about your child’s
education, you are entitled to speak openly with individuals
who are in a position to assist you and your child. A link to
the contact information for the publicly funded school boards
in Ontario has been provided in the “Learn More” section.

Topics Covered

Just one of the many educational transitions that you

and your child will go through is the first day of school.
Beginning with the transition to daycare, preschool or
kindergarten, this process may continue through to college,
university, the workplace, or adult supportive housing. Each
of these transitions is different and each child will respond
differently, so careful planning is required. The common
transitions related to education covered in this

section include:

@ Daycare/preschool

¢ Kindergarten/primary school

& Special Education and the Individual Education Plan
¢ Grade 6-7/middle school

® Grade 9/high school

& Work/college/university

& Adult supportive housing

DAYCARE/PRESCHOOL

Can I enroll my child in daycare? Should I enroll my child
in daycare, or will it be too upsetting? Should they attend
ordinary daycare or a special needs daycare? What are the
benefits of daycare? Should I stay home with my child?
These are common questions asked by many parents of
children with ASD. The most important step in making any
decision is to consider all of your options, understand the
needs of your child and the rest of your family, and research
the resources available in your area.

The Ministry of Education has a number of helpful
resources related to child care. These include what child
care choices are available, how to find a provider, how you
can prepare your child for child care, information on grants
and subsidies, how to address concerns about your child’s
care, and resources available for children with special needs.
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These can be accessed through the Ministry of Education’s
website at www.edu.gov.on.ca/childcare/index.html.

Ontario Early Years Centres

Ontario Early Years Centres offer a range of free programs
and services to parents and families of young children and
are a good starting point for exploring daycare options.
They include services for parents and children with special
needs and have the ability to make referrals to additional
community-based services. There are over 100 Ontario
Early Years Centres across Ontario. Your local centre can
be found online at the website listed in the “Learn More”
section or by calling 1-866-821-7770, TTY 1-800-387-5559.

If you are considering enrolling your child in daycare, it is
important to search for a program that can support existing
interventions and therapies. When speaking with daycare
program representatives, you may want to ask how their
program will support your child with respect to issues
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Connections for Students

Some children will transition to school from Individual
Behaviour Intervention (IBI) therapies and services offered
through the Autism Intervention Program (AIP). If this is the
case, Connections for Students can help students move from
IBI services offered through the AIP to the Applied Behaviour
Analysis (ABA) teaching methods used in public schools.
This service is a requirement of all publicly funded school
boards in Ontario. You may want to talk to your service
provider about supports provided through the Connections
for Students initiative.



With your involvement, this transition is supported by

a team of educators and community agencies. This team

will help to share information about your child as observed
during the AIP. Using this information, your child’s strengths
and needs will be taken into account to develop a transition
plan to make the entry into the public education system
smoother. The team will be formed approximately six months
before your child starts school and will provide ongoing
assistance for at least six months after the start of school.

Included in this team will be:

v The team lead (principal or designate)

v Parent(s)/guardian(s)

v Teacher(s)

v School support program ASD consultant

v School board professional with ABA expertise (as required)

v Education assistants (if necessary)

v Special education resource teachers (if necessary)

v Other professionals (if necessary) such as mental
health service providers, speech-language pathologists,
occupational therapists, physiotherapists, etc.

Ontario’s fact sheet on Connections for Students can be found
via the link provided to the Council of Ontario Directors of
Education’s website in the “Learn More” section.

School Support Program

As parents to a child with ASD, you will naturally want
to make sure the support and assistance your child needs
to succeed are in place. When children move into the
school system, you may worry that some of the individuals
responsible for your child’s care and education will be
unfamiliar with ASD and how to interact with your child.
To help ease this concern the Ontario Government has
established a province-wide program to provide school
boards and educators in publicly funded schools with

the information and skills they need to effectively teach
students with ASD.

The School Support Program connects school boards with
ASD consultants. ASD consultants are professionals who
can provide teaching staff with an overview of the learning
and social needs of students with ASD, and to help them
learn the skills and tools they need to better understand
how children and youth with ASD learn.®®

The Autism Spectrum Disorder consultants:*

< provide training and instructional workshops to
principals, teachers, teaching assistants, and other
educational support staff

v consult with individual educators regarding student-
specific outcomes

v provide in-school consultations

v attend school team meetings

v identify other community supports available to teachers,
students, and families
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Also, while School Support Program ASD consultants will
not interact directly with your child, they can be involved
in the Connections for Students program (if this applies

to your child) and/or the development of your child’s
Individual Education Plan. The School Support Program
ASD consultants will be an important resource for school
staff regarding your child’s educational needs and for issues
related to your child’s transition to school.

KINDERGARTEN/PRIMARY SCHOOL

Get to know your child’s school

€

Approach organizations that help you advocate
for the education of your child while you are doing
your planning and finding out options...Start
planning at least 1 year before your child is ready
to enter kindergarten.

))

- PARENT FROM RTCHMOND HILL

For parents of children with ASD, it is not uncommon to
start planning for the transition to school up to a full year
in advance of starting school.”” It is extremely helpful to get
to know the school and to help the school learn about your
child well in advance of your child’s first day. You can
begin by:

é Visiting the websites of or calling your school and school
board to ask about relevant materials and brochures;
some have transition-to-school calendars specifically
tailored for children with special needs;

¢ Scheduling a first meeting with your child’s teacher,
principal, and special education support person.

To prepare for this first meeting, it can be helpful to provide
some information about your family and child, and explore
some key questions, including:*®

? How can your child’s preschool service provider share
information, and what can they provide?

? What are your before- and after-school needs?

? What are your transportation needs and how can the

school board accommodate these?

How will your child’s therapy services fit into

school attendance?

? What are your child’s strength and needs?

? What resources can the school board provide you with
to ease the transition (e.g., book for your child, coaching
tips, planning calendars)?

? What is your child’s ability to adjust to change?

2 What skills has your child developed?

? What have you found helpful in teaching your child?

? What are your child’s favourite activities, likes

and dislikes?

How do you calm your child when they are upset, sad,

or fearful?

?



? What diagnostic and medical information can you share,
including any special equipment your child uses?

€

Make up a ‘passport’ for the teacher that describes
your child’s need for certain accommodations...you
are the best advocate for your child. Make sure that
IEPs are followed.”

- PARENT OF LJ-YEAR-OLD WITH ASD

Before this first meeting ends, ensure that you have a single
point of contact at the school who is familiar with your
child and their needs. This may be the teacher, the special
education support person, or the principal.

The “Learn More” section provides a link to a Planning
Entry to School Kit developed by the Ministry of Education.

€

Sometimes it is good for the teachers to hear
how you talk to your child, the tone of voice, the
response time, the length of sentences, etc.

- PARENT FROM HAMILTON

Helping your child get ready for school

In addition to asking about the supports available for your
children, you will also want to ask how you can prepare
your child for the school experience. The “Common
Transitions” section of this Parent Resouce Kit gives some
tips for starting new school years. These include:*

Creating a photo album of your child’s school
- that includes pictures of the entrances, play

areas, classrooms, buses, and any other areas
they might use. You can also try to include a
picture of your child’s teacher. You and your
child can review this album together before the
start of the school year;

Reading storybooks about school to your child;

Scheduling a short trip to the school so that your
child can have a tour in a quiet setting prior to
the start of the school year.

Children with ASD often struggle as they transition to
school. And no matter how well you plan, you and your
child may encounter some frustrations and problems.
However, having a transition plan, a single point of contact
and maintaining open dialogue and conversations with
your child’s principle, teacher, and other support workers
will help you navigate the challenges you encounter. In fact,
the transition to school can provide an opportunity for
you to have an early conversation with your child’s service
providers/health care team about how to teach or increase
your child’s coping and stress reducing techniques.

))
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¢ Introduce yourself and your child to
the school.

® Discuss the needs of your child.

¢ A friend, partner, or advocate may attend
for support.

REGTSTRATION

¢ Attend registration clinic for your school and
pick up a registration package.

¢ Create a plan for your child. This should
include the various staff members of the
school your child will be interacting with, as
well as the community services that your
child requires.

¢ Continue to build your plan for the child’s
school year with school staff and
community partners.

¢ Attend school information meetings.

¢ Plan a time to visit the school with your child.

APRIL-JUNE

¢ Visit the school to meet the teacher and
familiarize your child with the school
environment, including the classroom and
other spaces your child will access (gym,
playground, etc.).

¢ Practice school routines with your child.

SPECTAL EDUCATION

Identification, Placement, and Review
Committee (IPRC)

Students with ASD generally require specific educational
supports to thrive and are therefore often involved in special
education programs provided by their school boards. To
make sure that your child’s special education needs are put
in place, be sure to ask your child’s school for information
about special education when registering for kindergarten.

The school principal will refer your child to an Identification,
Placement, and Review Committee (IPRC) for identification
and placement as an exceptional student. The IPRC will review
your childs needs and decide whether your child should be
considered an “exceptional pupil” Exceptional pupils are
students who would benefit from being placed in a special
education program because of behavioural, intellectual,
physical, or multiple exceptionalities.”” You have the right

to attend the IPRC meeting and can request that potential
programs, which may meet your child’s needs, be discussed.
You can also contact the principal to arrange an alternate



date or time for the meeting if you are unable to attend the
originally scheduled time.

This committee is made up of the principal, school staff,
and representatives from the school board. The committee
will decide what educational services will be appropriate

for your child’s needs. This could include placement in a
regular class with special education services or placement in
a special education class.

Should you disagree with the IPRC decision, you are
entitled to appeal the outcome. Parents may appeal a
decision based on:”!

¢ the decision that the student is an exceptional pupil;

é the decision that the student is not an exceptional pupil;
and/or

é the placement decision.

To appeal the decision parents must send the appeal to
the secretary of the board (who is usually the director of
education) and must:

¢ indicate the decision with which the parent disagrees;
¢ include a statement that sets out the nature of
the disagreement.

Parents may appeal the original and second decision of the
IPRC. To do this you must file a notice of appeal with the
secretary of the board within 30 days of receipt of the initial
IPRC decision. An appeal to the second meeting must be
filed within 15 days of the receipt of the decision.

It is important to note that no parent will lose the right

to appeal an IPRC or review decision because the notice
of appeal is incorrectly written or does not accurately
describe the area of disagreement. In most cases, it will
likely be sufficient for parents to indicate their reasons for
disagreeing and the result they would prefer.

More information on the process of Identification
Placement and Review Committees has been
provided in the “Learn More” section. This includes
information on how to prepare for an appeal
process and what to expect during meetings.

Your child’s Individual Education Plan (IEP)

It is possible that your child may have an Individual
Education Plan (IEP) developed to help them reach their
full potential. An IEP is a written plan that describes the
special education programs and/or services needed by
your child.”?

€

Remember, with the IEP, you can do what’s needed
for your child. Diapers are fine. Half days are fine.

Alternate days are fine. Do what will work and try to,,

be part of the team.

- PARENT OF 15-YEAR-OLD WITH ASD
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School boards and principals are required to ensure that
special education programs and services for students with
ASD are available, including supporting the use of applied
behaviour analysis (ABA) as an instructional approach.
This requirement is laid out in the Ministry of Education
Policy/Program Memorandum No. 140, which is accessible
online, and also outlines the principles that underlie ABA
programming in the classroom: www.edu.gov.on.ca/extra/
eng/ppm/140.html.”

Your child’s IEP will be developed by a team of teachers,
other educators, and community agencies. You will also

be encouraged to participate in the development of the

IEP and share information about your child. Your child’s
principal will be responsible for approving the IEP and
ensuring that it is developed for your child within 30 days of
starting school.”

Your child’s principal will also be responsible for making
sure that you are involved in the review of the IEP.”> Because
of the key role played by your child’s principal, many
parents recommend getting to know the principal and
becoming comfortable with contacting them when you have
questions or concerns regarding your child’s educational
progress or overall school experience.

Many parents also recommend creating a binder dedicated
to your child’s education and including copies of IEPs,
assessments, and other relevant information. This will be
useful when you participate in discussions with your child’s
teacher, principal, or other educator.

€

Before my son first started school, | had training on
Individual Education Plans (IEPs), how to create a
‘binder’ for your child with everything in it, etc. Best
training | ever took. ,’

- PARENT FROM HAMILTON

The IEP for your child will be reviewed and updated on

a regular basis (at least once in every reporting period).”
Included in the regular review will be planning for changes.
Transitions may be covered in your child’s IEP including:”’

v Changes between activities and settings or classrooms
v Transitions between grades
v Moving from school to school or from an agency
to school
v Transitioning from elementary to secondary school
v Transitioning from secondary school to postsecondary
destinations and/or the workplace

Additional special education resources

The Ontario Ministry of Education has developed a
comprehensive summary of special education services for
children with ASD, along with a number of helpful tool kits.
These are useful in understanding:



Provincial guidelines for the education of students
with ASD

Information used to determine which educational
interventions may be required to support
your child

Who is involved in the development of a learning
profile/plan for your child

How teachers assess your child’s progress on an
ongoing basis

You may want to familiarize yourself with the following
Ministry of Education documents:

Effective Educational Practices for Students
with ASD

The Individual Education Plan (IEP):
A Resource Kit

Transition Planning: A Resource Kit

Policy/Program Memorandum No. 140

L) () () (o)

Policy/Program Memorandum No. 156

Every parent of a special needs child needs to
obtain a copy of the Special Education rules
and regulations.

€ 99

- PARENT OF 2-YEAR-OLD WITH ASD

Policy/Program Memorandum No. 140 outlines
requirements of school boards to offer students with

ASD special education programs and services including,
where appropriate, special education programs using ABA
methods. Policy/Program Memorandum No. 156 sets out
requirements associated with transition planning between
activities and settings for students with Individual
Education Plans.

Links to these documents along with a comprehensive
summary of the IEP by Autism Ontario are provided in the
“Learn More” section.

GRADE b=//MIDDLE SCHOOL

Many children attend a new middle school beginning in
either grade 6 or 7. If possible, you may want to begin
preparing for this change in early spring (i.e., March).”® It
will be important to meet with your child’s current
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teacher/educational team and the individuals who will
be primarily responsible for your child at the new
school. Here are some ideas on how to promote a
smooth transition:”

v Involve your child’s new teacher in the planning process
and share information about your child’s skills, abilities,
likes, and dislikes.

< At the annual education plan conference or at the
transition planning meeting, exchange information about
effective instructional strategies, needed modifications
and adaptations, positive behaviour support strategies,
and methods of communication. It is important for your
child’s new teacher to learn about strategies that have
worked in the past.

v If possible, see if the new teacher can spend time in
your child’s current classroom to observe your child’s
behaviour and learning styles.

Ask the new teacher how familiar they are with ASD. If
they do not have experience teaching children with ASD
you may want to consider asking them and/or the school
principal how they could benefit from the School Support
Program. As described earlier in this chapter, the School
Support Program can provide teaching staff with an
overview of the learning and social needs of students with
ASD. The program can also help educators learn skills and
tools to more effectively understand and teach children with
ASD.® More information on the School Support Program
is available in the School Support Program section of this
Parent Resource Kit.

€

| would make sure the elementary school is
involved in the planning to make sure the school’s
experience with your child, the strategies they’ve
had success with etc. are clearly communicated to
the new middle/high school.

- PARENT OF TWO CHTLDREN WITH ASD
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Planning for a new school with your child

The Autism Society has published a helpful guide for school
transitions in the elementary grades. This guide discusses

a number of practical suggestions for helping your child
transition to a new school. Some of these tips include:*

v Try to eliminate the uncertainty in your child’s mind.
Provide them with information about the school. Go over
their schedule along with a map of the school, new rules,
and pictures of key people such as their teacher
and principal.

v Arrange a school tour prior to the first day of classes to
see their new classroom and meet the teachers and staff.

+ Work with the school to identify a buddy for your
child who can act as a mentor and include them in
social activities.



GRADE T/HLGH SCHOOL
€

There are less supports, less supervision, more
expectations in secondary school. You need to be
more connected to ensure success.

- PARENT FROM NORTHERN ONTARTO

Many children with ASD will attend their local high school.
Although they will benefit from the mental stimulation and
academic curriculum, they may find the social demands
and larger, more chaotic environment very challenging.

For most parents, the transition to high school feels
different from previous school transitions. Seeing your child
move into the teenage years and closer to adulthood may
cause concerns about how they will navigate adolescence
generally. The transition to high school is part of the many
physical, emotional, and social changes occurring during
this period of your child’s life.

In high school, youth will start to experience new social
situations in a less predictable environment. The tips
provided in this Parent Resource Kit on friendship and
bullying (“Social Development” Section) can help with new
social situations.

[TTS BESTT0 BEGIN THE TRANSTTLON TO HIGH SCHOOL WHEN THE
CHTLD TS TN GRADE ] OR EARLY N GRADE b,

This should include both a pre-transition meeting and
pre-transition visits to the high school. The pre-transition
meeting should include your child’s current educational
team and the high school special education team. The pre-
transition meeting should provide an opportunity for you to
share and learn information about your child, their options,
and the supports available.

Many of the issues addressed during your child’s transition
to middle school will be relevant to their transition to high
school, so their middle school transition plan can provide a
starting point for planning their transition to high school.
By engaging your child’s middle school education team, you
can review the successes and failures of the earlier transition
and help your child’s high school team understand what is
likely to work well.

€

It won’t be easy...there will be tears...my daughter
will be entering high school next year and still has
not been to more than one birthday party...they are
‘different’...and may not be accepted by the cool
kids...let them find their own friends...sometimes
you just have to let them find their own way...it
hurts you....and | cry...but | did with my older kids
who are considered ‘normal’ as well.

J)

- PARENT FROM STMCOE COUNTY

))
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As in previous transitions, visits to the high school will

be helpful. The first visit is best done during a day or time
when students are not in the school, allowing your child to
get familiar with the building in a calm setting. During this
visit it is a good idea to introduce your child to individuals
they will interact with (e.g., teachers, special education
coordinators, principal) and the places they spend time

in (e.g., classrooms, locker area, washrooms, cafeteria). If
possible, having your child’s middle school teacher attend
this visit can aid in the transition. Additional visits should
then be scheduled when there are students in the school,
but kept short and controlled in a manner appropriate for
your child.

Thinking ahead

The section below discusses planning ahead for work,
college or university and adulthood. Parents and caregivers
are encouraged to begin discussing plans for the future with
your teen. This may involve gathering information about
the application process for supports and services provided
for adults with developmental disabilities through the
Developmental Services Ontario offices (refer to the end of
this section for information on this resource).

Developmental Services Ontario is the single point of
contact for adult developmental services. Services include:

v Providing information about adult developmental services
and supports

v Confirming eligibility for services and supports

v Determining service and support needs

v Linking people to services and supports

v Administering direct funding agreements

Note:
Eligibility for adult developmental services and supports
is set out in the Services and Supports to Promotion
of the Social Inclusion of Persons with Developmental
Disabilities Act, 2008. Under the Act and its Regulation,
a person has a developmental disability if the person
has prescribed significant limitations in cognitive
functioning and adaptive functioning and
those limitations:
® Originated before the individual reached 18 years
of age;
® Are likely to be life-long in nature; and
® Affect areas of major life activity such as personal
care, language skills, learning abilities, the

capacity to live independently as an adult or any
other prescribed activity.



WORK/COLLEGE/UNTVERSTTY

Developing a transition plan

Many parents report that planning—or even just thinking
about—their child’s transition to adulthood is the most
stressful task they undertake. It is critical to begin planning
as soon as possible, well before age 16. It is also important
to understand that many supports present from preschool
through high school may not be available in either the same
form or at the same level. Finally, as your child transitions
to adulthood, your role as a parent and “case manager” will
likely change, particularly if they move away from home.

Planning for your child’s transition out of the public
education system after high school is supported through
the Individual Education Plan (IEP) process. The IEP is
used to support students with special education needs or
“exceptionalities” An important component of the IEP
process is the development of transition plans. Transition
plans are developed in consultation with parent(s), the
student (as appropriate), and relevant agencies and/or
partners within the community, as necessary. Information
on the IEP process and transition plans can be found on the
Ministry of Education’s website at www.edu.gov.on.ca/eng/
general/elemsec/speced/guide/resource/index.html.

For most students with IEPs, the development of a transition
plan begins four to five years before leaving school (grade 8
and 9)*%. Working with your child and their IEP team, you

will begin to explore options such as: work, further education,
and independent living in the community. Who is involved in
developing the transition plan, and what it focuses on, will vary
based on the needs of your child.

The Ministry of Education has developed a Transition
Planning Resource Kit that details the transition planning
process. It outlines the individuals, activities, and
documentation required to develop a transition plan. A link
to this document is provided in the “Learn More” section.

“ Get involved in any quality programs in the
community as soon as possible DURING high
school. It is better than waiting until high school
is finished. Team up with other parents to provide
some programs yourselves. | did that and have
never regretted it. There is far too little out there
for adults with ASD. Parents working together can
often fill in some of those gaps.

- PARENT FROM HAMILTON

For the student and his/her family and personal support
network, the transition plan may identify goals for work,
further education, and community living that:

® Reflect actual opportunities and resources that are likely
to be available after the student leaves school;

))

® Are achievable by the student, given appropriate supports;

® Defines the actions that are necessary year by year to help
the student achieve his/her goals;

¢ Clarifies the roles and responsibilities of the student,
family, and others carrying out these actions.

The above process discusses transition planning available
through the Ministry of Education. In addition to this, the
Ministries of Children and Youth Services, Community
and Social Services and Education are also working
collaboratively to build on and improve the continuum

of transitions supports for people with developmental
disabilities, which may include ASD. This is done through
an integrated transition planning process. The objective

is to develop an integrated plan and process that involves
parents, service providers, school boards, school authorities,
and schools to help make the transition to work, further
education, and into the community smoother. The goal is to
help your child and your family achieve positive outcomes.
The ministries began implementing this integrated
transition planning process in September 2013.

“THE OBJECTIVE TS T0 DEVELOP AN TNTEGRATED PLAN AND PROCESS
THAT INVOLVES PARENTS, SERVICE PROVIDERS, SCHOOL BOARDS,
SCHOOL AUTHORLTLES, AND SCHOOLS TO HELP MAKE FURTHERING
EDUCATION EASTER AND THE TRANSITION T0 WORK, AND INTO THE
COMMUNTTY SMOOTHER.”

It will be important to involve your child in this planning as
much as possible. The transition plan should include helping
your child develop self-advocacy skills. These skills will enable
them to proactively ask for help or discuss how a postsecondary
school or employer can accommodate their needs. You may
wish to consult your child’s teacher and/or principal on which
transition supports are most appropriate for your child.

Considering university or college

Some individuals with ASD can be successful in
postsecondary education settings. In fact, universities and
colleges in Ontario are reporting that more individuals with
ASD are enrolling in their programs than ever before.* At
the same time, like any parent planning for their child’s
postsecondary education, you should carefully consider
whether your child has both the ability and interest required
for pursuing postsecondary education.

If your child is considering a transition to postsecondary
education, there are a number of issues to consider when
developing a transition plan. In particular, it will be helpful
to assess what specialised services or supports your child
may need and how to access these services at different
postsecondary institutions. You may also want to look at:*

é Size and location of the university or college (distance
from hometown, big or small city, size of the campus and
student population)



¢ Availability of orientation programs for school,
community, residences, and on-campus service providers

é Availability of tutoring, counselling, or any other
specialized services

é Role of the school’s Disabilities or Learning Services
Office in arranging needed supports or accommodations
(please note selected colleges and universities provide
summer transition programs for students with ASD.
When contacting the Disabilities Services Offices, you
and your child should ask about the availability of
these programs)

This information can be obtained by contacting a school’s
Disability Office, student services, registration or disability
department directly. The Ministry of Training, Colleges and
Universities’ website has information to help students with
disabilities transition to postsecondary education. A link
has been provided in the “Learn More” section.

Transition to employment
For students with ASD, high school education and

planning should include providing learning opportunities
and experiences that will help the child build the skills
needed for employment. Each child’s plan for transition
to adulthood should be based on their abilities and skills.
If employment is a possibility, involving your child in this
planning will encourage cooperation and ensure that their
concerns and ideas are addressed.
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Getting co-op positions during high school can
translate into a more active life after graduation.
Emphasize the importance of co-op and suggest
locales and positions that would be suitable, if you
know of any.

- PARENT FROM HAMILTON-NTAGARA REGION

Individuals with ASD sometimes find it difficult to see
themselves in an employment situation. Pointing out
examples of people doing various jobs in your community,
on TV, or in newspapers and magazines, and having your
child perform job-like tasks at home, may help. The Autism
Society has published tips for involving your child in the
post high school transition process, including:*
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Be mindful of your child’s social and

<) communication skills - Emphasize
employment options that do not demand
excessive social interactions or the need to
interpret interpersonal hints. Jobs that require
frequent communication are often more stressful
for individuals with ASD when compared to a
quieter work setting.

Consider passions and preoccupations - Take
advantage of your child’s interests and identify
realistic goals for employment related to these
interests, given their skills and abili