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Psychological Association
of Prince Edward Island

Private Practice Directory

The psychologists and psychological associates listed in this directory are PAPEI
members who are also registered with the PEI Psychologists Registration Board, the

regulatory authority governing psychological practice in this province. A complete listing
of all registered psychologists in PEl is available at
http://www.peipsychology.org/peiprb/.

The information in this directory is provided by PAPEI member psychologists. PAPEI
makes no claim or guarantee about the services provided.

PAPEI's recommended private practice fee is $210 per hour for psychological services.
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Kathren Allison, Psychologist
PEIPRB Registration #: 064

CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

WEBSITE

TELEHEALTH

LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE
WORKS WITH

AGE GROUPS SERVED

Updated February 2024

Yes

6 months

1 Rochford St., Charlottetown, PE C1A9L2
(902) 314-111

kathy.allison@rogers.com

No

English

Psycho-educational assessments for children and adults, ADHD and Adult
ADHD, Cognitive and Intelligence, Learning Assessments, Learning
Disabilities

Learning Disabilities

ADHD and Attention Problems

Individuals

Children
Adults

| am a registered psychologist who has been working full time in my own comprehensive private practice
(assessment and treatment of anxiety, depression, PTSD, learning disabilities, ADHD, etc.) for over 10 years. | am
now focusing exclusively on assessments for learning disabilities and attention problems/ADHD, for both children

and adults.

Dr. Nancy Bartlett, Psychologist

PEIPRB Registration #: 088

CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

WEBSITE

TELEHEALTH

LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

Yes

Suite 301, 129 Kent Street
(902) 367-5144

Drnancybartlett@gmail.com

Yes
English
No

Abuse, Adoption Issues, Anger Management, Anxiety, Assertiveness,
Attachment, Body Image, Depression, Dissociation, Grief and Loss and
Bereavement, Health Issues, Loneliness, Obesity, Obsessive-
Compulsive Disorder, Personality Disorders, Phobias, Fears, Panic,
Post Traumatic Stress Disorder (PTSD), Trauma Psychotherapy,
Relationship Issues, Self-Esteem, Separation / Divorce


mailto:kathy.allison@rogers.com
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WORKS WITH Individuals
AGE GROUPS SERVED Adults and Older Adults

I am a clinical psychologist with 20+ years of experience working in a private practice setting. | see adult
clients who are simply looking for a compassionate and trained ear to help them navigate a current life
challenge as well as those who are seeking to understand why they feel and behave the way they do and who
wish to let go of patterns that are no longer serving them. | carefully tailor my treatment approach for each
client with the goal of empowering them to create change that will be positive and meaningful in their lives. |
am certified in EMDR Therapy.

Dr. Christine Beck, Psychologist
PEIPRB Registration#: 042

CURRENTLY ACCEPTING CLIENTS Yes

ESTIMATED WAIT TIME 6 months

OFFICE ADDRESS Suite 204, 51 University Avenue, Charlottetown, PE C1A 4K8
TELEPHONE (902) 367-4446

EMAIL drchristinebeck@gmail.com

WEBSITE

TELEHEALTH No

LANGUAGE(S) SPOKEN English

Behavioural, Emotional
Cognitive, Intelligence
Learning disability
Neuropsychological

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE Psychotherapy

WORKS WITH Individuals
Groups

AGE GROUPS SERVED Adolescents

Adults and Older Adults
Thank you for your interest in my private practice. | am a doctoral level Psychologist with training in adult and
geriatric neuropsychology, adolescent and adult community mental health, educational assessment, health
and rehabilitation psychology and psychotherapy with a variety of referral concerns. Please call my office to
see if my services are appropriate for your needs.
Sincerely, Dr Christine Beck

Dr. Freda Burdett, Psychologist
PEIPRB Registration #: 081

CURRENTLY ACCEPTING CLIENTS Yes
ESTIMATED WAIT TIME

OFFICE ADDRESS 224 Queen Street, Charlottetown, PE C1A4B6
TELEPHONE (506) 461-9959


mailto:drchristinebeck@gmail.com
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EMAIL

WEBSITE

TELEHEALTH

LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

WORKS WITH

AGE GROUPS SERVED

Updated February 2024

drfredaburdett@gmail.com

No

English

No

Abuse, Addictions, Anxiety, Attachment Issues (Adult), Assertiveness
Depression, Grief, Loss, Bereavement, Habit Change, Health Issues,
Loneliness, Personal Growth And Wellness, Self- Esteem, Social Skills
Obsessive-Compulsive Disorder, Phobias, Fears, Panic

Personality Disorders, Post Traumatic Stress Disorder (PTSD), Trauma,
Psychotherapy, Relationship Issues, Separation, Divorce, Sexual Issues
Stress Management, Workplace Issues

Individuals

Adolescents

Adults

Dr. Burdett has a PhD in Clinical Psychology. Her primary area of focus has been on trauma assessment and
treatment. She works with first responders, military members, and the general public; treating a wide range
of clinical disorders, such as PTSD, anxiety, and depression (including post-partum depression). She has been
trained in CBT, DBT, ACT, CPT, EMDR, and Prolonged Exposure. She welcomes you to contact her with any
questions about her practice and availability.

Sarah Carr, Psychologist
PEIPRB Registration #: 068

CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

WEBSITE

TELEHEALTH

LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

WORKS WITH

No

8 — 10 weeks

53 Grafton Street, Charlottetown PEI C1A 1K8
(902) 367-4722

carrpsychological@gmail.com

Yes

English

No

Abuse, ADHD and Attentional Problems, Anger Management,
Behavioural Problems, Assertiveness, Conflict Resolution, Anxiety,
Depression, Grief, Loss, Bereavement, Blended/Step-Family Issues,
Family Therapy, Parenting, Obsessive-Compulsive Disorder, Personal
Growth And Wellness, Self- Esteem, Post Traumatic Stress Disorder
(PTSD), Trauma, Psychotherapy, Relationship Issues, Separation,
Divorce , Stress Management, Workplace Issues

Individuals

Couples

Families

Groups


mailto:drfredaburdett@gmail.com
mailto:carrpsychological@gmail.com
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Pre-school Children
School-aged Children
Adolescents

Adults and Older Adults

AGE GROUPS SERVED

Dr. Martha Giraldo-O’Meara, Psychologist
PEIPRB Registration #: 095

CURRENTLY ACCEPTING CLIENTS Yes
ESTIMATED WAIT TIME

OFFICE ADDRESS Located in Charlottetown
TELEPHONE (438) 522 4844
EMAIL marthaomeara@gmail.com
WEBSITE
TELEHEALTH Yes
LANGUAGE(S) SPOKEN ng:i:h
FORMAL ASSESSMENT SERVICES No
Anxiety Disorders
AREAS OF PRACTICE Obsessive Compulsive Disorder
Body Dysmorphic Disorder
WORKS WITH Individuals
AGE GROUPS SERVED Adults

| am a Registered Psychologist with the PEI Psychologists Registration Board, and I'Ordre des Psychologues du
Québec. | am a psychology professor with expertise in the assessment and treatment of mood and anxiety
disorders in adults. In my private practice, | specialize in cognitive-behavior therapy for anxiety disorders,
obsessive-compulsive disorder (OCD), and body dysmorphic disorder (BDD). | work collaboratively with my
clients to plan a treatment tailored to their unique goals, values, and difficulties.

Dr. Lee-Anne Greer, Psychologist
PEIPRB Registration #: 33

CURRENTLY ACCEPTING CLIENTS Yes
ESTIMATED WAIT TIME

OFFICE ADDRESS Suite 2C, 126 Richmond Street, Charlottetown
TELEPHONE (902) 620-9144

EMAIL

WEBSITE

TELEHEALTH No

LANGUAGE(S) SPOKEN English

FORMAL ASSESSMENT SERVICES No

AREAS OF PRACTICE Psychotherapy
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Individuals
Adults and Older Adults

Caroline LeBlanc, Psychologist
PEIPRB Registration #: 020

CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

WEBSITE

TELEHEALTH

LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

WORKS WITH

AGE GROUPS SERVED

Caroline has been specializing in the area of trauma assessment and therapy for over 20 years. Her emphasis

No

174 Pickles Lane, Alexandra, PE
(902) 393-3829
carolinellleblanc@gmail.com
www.sereneviewranch.com
No

English

French

Work disability assessments

Abuse, Anxiety, Depression, Health Issues, Loneliness, Obsessive-
Compulsive Disorder, Personal Growth, Wellness, Personality
Disorders, Phobias, Fears, Panic, Post Traumatic Stress Disorder
(PTSD), Trauma, Psychotherapy, Rehabilitation, Relationship Issues,
CISD, Equine Assisted Psychotherapy

Individuals
Groups

Adults and Older Adults

has been on helping first responders, military personnel and veterans deal with trauma and PTSD. Her
approach to psychotherapy is based on the Cognitive Behavioural Model, Mindfulness, Equine Assisted
Psychotherapy, and Sensorimotor Psychotherapy. Eight years ago, she became certified in Equine Assisted
Psychotherapy. She also is trained in EMDR, an evidence-based approach for the treatment of trauma.
Caroline operates a multidisciplinary mental health clinic that provides a full range of psychological
assessments and treatment for children, adolescents and adults. The centre, Serene View Ranch, is located
just outside of Charlottetown and overlooks Pownal Bay. Please visit the website at

www.sereneviewranch.com

Dr. George Mallia, Psychologist

PEIPRB Registration #: 040

CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

Yes

12 months

51 University Avenue, Suite 204, Charlottetown, PE C1A 4K8
(902) 367-4446


http://www.sereneviewranch.com/
http://www.sereneviewranch.com/
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EMAIL

WEBSITE

TELEHEALTH
LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

Updated February 2024

drgeorgemallia@gmail.com

No

English

ADHD, Adult ADHD, Behavioural, Emotional, Cognitive, Intelligence,
Custody and Access, Learning Disability, Neuropsychological, Parental
Capacity

Abuse, Addictions, Adoption Issues, ADHD And Attentional Problems,
Anger Management, Anxiety, Attachment Issues, Assertiveness,
Autism Spectrum Disorder, Behavioural Problems, Blended/Step
Family Issues, Body Image, Conflict Resolution, Depression,
Disabilities, Eating Disorders, Family Therapy, Gifted/Talented
Children, Grief, Loss, and Bereavement, Health Issues, Loneliness,

AREAS OF PRACTICE Obesity, Obsessive- Compulsive Disorder, Pain Management,
Parenting, Personality Disorders, Phobias/Fears/Panic, Post Traumatic
Stress Disorder (PTSD), Trauma, Psychotherapy, Rehabilitation,
Relationship Issues, Self-Esteem, Separation/Divorce, Sexual Issues,
Sleep Disorders, Social Skills, Sports Psychology, Stress Management,
Workplace Issues

WORKS WITH Indi\{ifjuals
Families
School-aged Children

AGE GROUPS SERVED Adolescents
Adults

Dr. Brent Macdonald, Psychologist

PEIPRB Registration #: 072

CURRENTLY ACCEPTING CLIENTS Yes
Varies

ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

WEBSITE

TELEHEALTH
LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

WORKS WITH

Assessment clinics run in 2-week cycles through the year
320, 1167 Kensington Cres. NW (Calgary)
Local PEl office upon request

(403) 229-3455

brent@complexlearners.com

complexlearners.com

Yes

English

ADHD, Adult ADHD, Behavioural and Emotional, Career and
Vocational, Cognitive and Intelligence, Learning Disability

ADHD, Attentional Problems, Anxiety, Autism Spectrum Disorder,
Behavioural Problems, Depression, Disabilities, Gifted and Talented
Children, Parenting

Individuals
Families
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School-aged Children
Adolescents
Adults

While currently a resident of Calgary, Dr. Macdonald is a native Islander who maintains active registration
and practice as a psychologist in his home province of PEI.

Dr. Macdonald provides psychoeducational assessments through ongoing 2 -week clinics on PEI, offered as
needed. Once initiated, comprehensive psychoeducational assessments can be completed in a timely
manner, allowing for fast and effective planning for students of a wide range of ages. Assessments focus on
attention, learning, and social/emotional & behavioral issues, with a focus on providing practical and
effective recommendations and strategies.

Since clinics run through the year, there is also the opportunity to follow-up and review the effectiveness of
interventions, allowing Dr. Macdonald to maintain ongoing contact and support for his clients. Collaboration
with schools, where possible, is also a service that can be incorporated into the assessment process. Learn
more at complexlearners.com or contact Dr. Macdonald directly at brent@complexlearners.com.

Dr. Colleen Mac Dougall, Psychologist

PEIPRB Registration #: 098

CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

WEBSITE

TELEHEALTH
LANGUAGE(S) SPOKEN
FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

WORKS WITH

AGE GROUPS SERVED

Yes

2 days

55 Weymouth St., Charlottetown, PEI C1A 1E5
(819) 588-7525

soulcare@moderndigital.net

www.soulofpeace.org
www.beyondfear.org

Yes
English
Behavioural and Emotional, Career and Vocational, Insurance

Abuse, Addictions, Attachment, Assertiveness, Blended/Stepfamily
Issues, Body Image, Conflict Resolution, Couple Therapy, Depression,
Eating Disorders, Family Therapy, Family Violence, Grief, Loss and
Bereavement, Loneliness, Obesity, Personal Growth and Wellness,
Personality Disorders, Relationship Issues, Self-Esteem, Separation
and Divorce, Stress Management, Workplace Issues

Individuals

Couples

Families

Groups

Adolescents

Adults and Older Adults

ORIENTATION: Companioning you in the realization of your aspirations and life purpose as you either choose
different paths in your life or shifts are demanded because of illness, loss of capacity, deep soul wounds from
war trauma, or other confrontations with painful work and life events. Use a positive lens to see into

psychological disturbance.
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AREAS OF PRACTICE: Life transitions; positive and deep soul healing for veterans that permeate deeper
realms of spiritual healing; relational healing for veterans and their partners; maturity in personal and career
shifts grounded in ancient wisdom and expansion of knowledge; redefining “work”; relationship therapy to
deepen trust where betrayal or loss of connection has broken bonds.

SENIOR KNOWLEDGE AND SKILL: Deep insight into where you find yourself at this time in your life;
compassion and care as you uncover what you may have been holding in fear or shame; depth therapist
integrating psychospiritual skills to support and encourage you to process and move through what changes
you are facing or choosing. Testimonial: "An iron fist in a velvet glove."

Dr. Neil McLure, Psychologist
PEIPRB Registration #: 009
CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

WEBSITE

TELEHEALTH

LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

WORKS WITH

AGE GROUPS SERVED

Yes, Assessments Only

3 -6 months

292 Water St., Summerside
(902) 432-3910

mclure@pei.sympatico.ca

No

English

Neuropsychology Assessments, ADHD, Adult ADHD, Behavioural and
Emotional, Cognitive and Intelligence, Insurance, Learning Disability,
Legal, Pain Assessment

Acquired Brain Injury, ADHD, Attentional Problems, Anxiety, Autism
Spectrum Disorder, Behavioural Problems, Depression, Disabilities,
Health Issues, Obsessive-Compulsive Disorder, Pain Management,
Personality Disorders, Phobias, Fears, Panic, Post Traumatic Stress
Disorder (PTSD), Trauma, Psychotherapy, Rehabilitation, Social Skills,
Sports Psychology, Traumatic Brain Injury

Individuals

Families

School-aged Children

Adolescents

Adults and Older Adults

Parise Nadeau, Psychologist
PEIPRB Registration #: 35
CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

No

3 -6 weeks
Summerside
(902) 438-1109

parisenadeau@gmail.com
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TELEHEALTH

LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

WORKS WITH

AGE GROUPS SERVED

Updated February 2024

No

English

French

ADHD, Adult ADHD, Behavioural and Emotional, Cognitive and
Intelligence, Learning Disability

ADHD, Attentional Problems, Anger Management, Anxiety,
Assertiveness, Autism Spectrum Disorder, Behavioural Problems, Body
Image, Depression, Gifted and Talented Children, Grief, Loss and
Bereavement, Habit Change, Loneliness, Obesity, Obsessive-
Compulsive Disorder, Pain Management, Parenting, Personal Growth
and Wellness, Phobias, Fears, Panic, Psychotherapy, Self-Esteem,
Social Skills, Stress Management

Individuals

Families

Pre-school Children

School-aged Children

Adolescents

Adults

My main area of practice is with children, youth and families, providing support with parenting and behaviour
management, as well direct individual therapy with children, youth and adults. | also offer mental health,
behavioural and psycho -educational assessments. Bilingual service.

Ken Pierce, Psychologist
PEIPRB Registration #: 006

CURRENTLY ACCEPTING CLIENTS
ESTIMATED WAIT TIME

OFFICE ADDRESS

TELEPHONE

EMAIL

WEBSITE

TELEHEALTH
LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

Yes

3-5 days

The Pierce Institute of Psychology Inc.

53 Mount Herbert Road, Stratford PE C1B 2S3

(902) 629-5474

contact@kenpiercepsychologist.com
www.thepierceinstitute.com

Yes

English

Behavioural and Emotional, Career and Vocational, Custody and
Access, Pain Assessment, Parental Capacity

Abuse, Addictions, Adoption Issues, ADHD, Attentional Problems,
Anger Management, Anxiety, Attachment Issues, Assertiveness,
Autism Spectrum Disorder, Behavioural Problems, Blended/Step
Family Issues, Body Image, Conflict Resolution, Couple Therapy,
Depression, Disabilities, Eating Disorders, Family Therapy, Family

Violence, Financial Loss, Gifted/Talented Children, Grief, Loss and
Bereavement, Habit Change, Health Issues, Infatuations, Loneliness,

10
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Obesity, Obsessive- Compulsive Disorder, Pain Management,
Parenting, Personal Growth and Wellness, Personality Disorders,
Phobias, Fears, Panic, Post Traumatic Stress Disorder (PTSD), Trauma,
Psychotherapy, Rehabilitation, Relationship Issues, Resentments, Self-
Esteem, Separation/Divorce, Sexual Issues, Sleep Disorders, Social
Skills, Spiritual, Sports Psychology, Stress Management, Workplace
Issues

Individuals

Couples

Families

Groups

Pre-school Children

School-aged Children

Adolescents

Adults and Older Adults

As a registered psychologist with over 40 years of experience, | have carried a variety of psychological roles
including drug crisis, early childhood education, post-secondary education, corporate training, community
development and private practice.

There are many, new, scientific-based, evolutionary tools available to assist others to evolve in the areas
where they are challenged. The wisest and most effective professional helpers say very similar things
including: that therapy is focused, accelerated learning; that since thinking determines feelings, talking
mostly about feelings can distract from the learning process; that everyone is a survivor of their past, so no
longer a victim of it, but rather, a victor over it; and while people do have losses, when they uncover the
gains, they become more empowered, present and get on with their life.

| have the privilege of working with clients aged 3 to 83 years. | have assisted individuals and groups to move
on from assault, abuse, addictions, ADHD, allergies, auto collisions, autoimmune diseases, bullying,
bankruptcy, bipolar disorder, cancer, Crohn’s, depression, divorce, grief, harassment, incest, injuries, job loss,
learning disabilities, PTSD, workplace strikes and other traumatic events.

| have a special interest in working with couples and those struggling with bullying, depression and poor self-
esteem.

WORKS WITH

AGE GROUPS SERVED

Dr. Magdalena Pietruch, Psychologist
PEIPRB Registration #: 52

CURRENTLY ACCEPTING CLIENTS Yes

ESTIMATED WAIT TIME 2 weeks

OFFICE ADDRESS 2C-126 Richmond Street, Charlottetown, PE C1A 1H9

TELEPHONE (902) 916-2512

EMAIL drmagdapietruch@gmail.com

WEBSITE

TELEHEALTH Yes

LANGUAGE(S) SPOKEN English

FORMAL ASSESSMENT SERVICES Adult ADHD, Behavioural and Emotional, Cognitive and Intelligence

ADHD, Attentional Problems, Anxiety, Autism Spectrum Disorder,

AREAS OF PRACTICE Behavioural Issues, Body Image, Depression, Habit Change, Obsessive-

11
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Compulsive Disorder, Personal Growth and Wellness, Phobias, Fears,
Panic, Relationship Issues, Self-Esteem, Sleep Disorders, Social Skills,
Stress Management, Workplace Issues

WORKS WITH Individuals

AGE GROUPS SERVED Adults and Older Adults
Please contact me by email if you have questions about my practice or would like to schedule an
appointment.

Dr. Nancy Spitzack, Psychologist
PEIPRB Registration # 050

CURRENTLY ACCEPTING CLIENTS Yes

ESTIMATED WAIT TIME N/A

OFFICE ADDRESS 126 Richmond St., Suite 2C, Charlottetown, PE C1A 1H9
TELEPHONE 902-314-8817

EMAIL nkayspitz@gmail.com

WEBSITE

TELEHEALTH Np

LANGUAGE(S) SPOKEN English

FORMAL ASSESSMENT SERVICES No

AREAS OF PRACTICE Psychotherapy

WORKS WITH Individuals

Adolescents

AGE GROUPS SERVED Adults and Older Adults

12
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CURRENTLY ACCEPTING CLIENTS

ESTIMATED WAIT TIME
OFFICE ADDRESS
TELEPHONE

EMAIL

WEBSITE

TELEHEALTH
LANGUAGE(S) SPOKEN

FORMAL ASSESSMENT SERVICES

AREAS OF PRACTICE

WORKS WITH

AGE GROUPS SERVED

Yes

6 months

English

Individuals

Groups

Adolescents

Adults and Older Adults

Updated February 2024

13
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gk AUTISM SPEAKS 100 DAY KIT

AUTISM
SPEAKS

It’s time to listen.

A tool kit to assist families of young children
In getting the critical information they need In the
first 700 days after an autism diagnosis.

Autism Speaks does not provide medical or legal advice or services. Rather, Autism Speaks provides
general information about autism as a service to the community. The information provided in this tool kit
is not a recommendation, referral or endorsement of any resource, therapeutic method, or service
provider and does not replace the advice of medical, legal or educational professionals. Autism Speaks
has not validated and is not responsible for any information or services provided by third parties. You are
urged to use independent judgment and request references when considering any resource
associated with the provision of services related to autism.

© 2014 Autism Speaks Inc., Autism Speaks, and Autism Speaks It's Time to Listen & Design, as well as Autism Speaks Light It Up Blue, are registered trademarks owned by Autism Speaks
Inc. All rights reserved. The use of these trademarks by unaffiliated representatives for endorsement, advertising, promotional, and sales materials is prohibited by law.
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About This Kit

The Autism Speaks 100 Day Kit is a tool designed
to help assist families of children recently diagnosed
with autism during the critical period following an
autism diagnosis. The kit includes basic information
about autism and its symptoms, tips for dealing with
a child’s diagnosis, information about therapies and
treatments, forms to help parents get organized, a
comprehensive list of resources and more.

The 100 Day Kit was released in 2008 and a second
version was released in 2011. It was created by the
Autism Speaks Family Services staff in conjunc-
tion with both a professional and parent advisory
committee and the Family Services Committee.

Acknowledgements

Autism Speaks would like to extend special thanks to the
Parent Advisory Committee for the time and effort that
they put into reviewing the 100 Day Kit.

100 Day Kit Parent Advisory Committee

Stacy Crowe

Jill DiGiorgio
Rodney Goodman
Beth Hawes
Deborah Hilibrand
Dawn Itzkowitz
Lance Jeffreys
Stacy Karger
Marjorie Madfis
Donna Ross-Jones
Betsy Spalla
Judith Ursitti
Meredith Weiss
Marcy Wenning

With gratitude, we thank the 100 Day Kit Professional
Advisory Committee for generously donating their time
and experience to this project.

100 Day Kit Professional Advisory Committee

Geraldine Dawson, Ph.D.
Professor, Department of Psychiatry and Behavioral Sci-
ences, Duke University Medical Center

Robin L. Hansen, M.D.

Director, University Center for Excellence in Develop-
mental Disabilities

Director of Clinical Programs

M.I.N.D. Institute/U.C.Davis

Susan Hyman, M.D.
University of Rochester School of Medicine and Dentistry
Strong Center for Developmental Disabilities

Connie Kasari, Ph.D.

Professor of Psychological Studies in Education
UCLA Graduate School of Education and Information
Sciences

Ami Klin, Ph.D.
Yale University, School of Medicine
Child Study Center

Lynn Kern Koegel, Ph.D.
Clinical Director, Koegel Autism Center
University of California, Santa Barbara

Robert L. Koegel, Ph.D.

Professor of Clinical Psychology and Special Education
Director, Koegel Autism Center

University of California, Santa Barbara

Raun Melmed, M.D.
Director, Melmed Center
Medical Director, SARRC

Ricki Robinson, M.D., MPH
USC Keck School of Medicine

Sarah J. Spence M.D., Ph.D.

Staff Clinician

Pediatrics and Developmental Neuropsychiatry Branch
National Institute of Mental Health
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Carole Samango-Sprouse, Ed.D.

Director, Neurodevelopmental Diagnostic Center for
Young Children, Associate Clinical Professor in the
Department of Pediatrics at George Washington
University

Wendy Stone, Ph.D.

Vanderbilt Kennedy Center

Treatment and Research Institute for Autism
Spectrum Disorders

Lauren Elder, PhD
Director, Ascent Psychological Services

Heather Johnson, PsyD
Staff Psychologist Division of Developmental and Be-
havioral Pediatrics, Cincinnati Children’s Hospital

Ashley Murray, PsyM
Cincinnati Children’s Hospital Medical Center

Rebekah Ridgeway PsyD
Staff Psychologist, Kelly O’Leary Center for Autism
Spectrum Disorders

Emily Schreiber, MA.
Cincinnati Children’s Hospital Medical Center

Autism Speaks Family Services Committee

Dan Aronson
Parent

Liz Bell
Parent

Sallie Bernard*
Parent, Executive Director, SafeMinds

Farah Chapes
Chief Administrative Officer, The Marcus Autism Center

Peter F. Gerhardt, Ed.D
Former President, Organization for Autism Research
(OAR)

Mel Karmazin*
Grandparent

Brian Kelly * **
Parent

Artie Kempner*
Parent

Gary S. Mayerson*
Founding Attorney, Mayerson & Associates

Kevin Murray*
Parent

Linda Meyer, Ed.D
Executive Director, Autism New Jersey

Danny Openden, PhD, BCBA-D
President and CEO, Southwest Autism Research and
Resource Center (SARRC)

Valerie Paradiz, PhD

Director, Valerie Paradiz, LLC
Director Autistic Global Initiative
Parent and self-advocate

Stuart Savitz*
Parent

Paul Shattuck, PhD
Leader, AJ Drexel Autism Institute Research Program
Area on Life Course Outcomes

Stephen Shore, EdD
Assistant Professor, Special Education, Adelphi
University, Self-advocate

Michelle Smigel
Parent

*Autism Speaks board member
**Chairperson — Family Services Committee

Parent — indicates a parent of a child with autism
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Autism Speaks thanks the following supporters whose generous contributions have
helped to fund this 100 Day Kit for Newly Diagnosed Families.
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About This Kit

The Autism Speaks 100 Day Kit is a tool designed
to help assist families of children recently diagnosed
with autism during the critical period following an
autism diagnosis. The kit includes basic information
about autism and its symptoms, tips for dealing with
a child’s diagnosis, information about therapies and
treatments, forms to help parents get organized, a
comprehensive list of resources and more.

The 100 Day Kit was released in 2008 and a second
version was released in 2011. It was created by the
Autism Speaks Family Services staff in conjunc-
tion with both a professional and parent advisory
committee and the Family Services Committee.
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About Autism

Why Was My Child
Diagnosed with Autism??
And What Does It Mean”

Your child has been diagnosed with autism spectrum
disorder and you have asked for help. This is an
important turning point in a long journey. For some
families, it may be the point when, after a long search
for answers, you now have a name for something
you didn’t know what to call, but you knew existed.
Perhaps you suspected autism, but held out hope
that an evaluation would prove otherwise. Many fami-
lies report mixed feelings of sadness and relief when
their child is diagnosed. You may feel completely
overwhelmed. You may also feel relieved to know
that the concerns you have had for your child are
valid. Whatever it is you feel, know that thousands of
parents share this journey. You are not alone. There
is reason to hope. There is help. Now that you have
the diagnosis, the question is, where do you go from
here? The Autism Speaks 100 Day Kit was created
to help you make the best possible use of the next
100 days in the life of your child. It contains informa-
tion and advice collected from trusted and respected
experts on autism and parents like you.

Why Does My Child Need a
Diagnosis of Autism??

Parents are usually the first to notice the early signs
of autism. You probably noticed that your child was
developing differently from his or her peers. The
differences may have existed from birth or may have
become more noticeable later. Sometimes, the differ-
ences are severe and obvious to everyone. In other
cases, they are more subtle and are first recognized
by a daycare provider or preschool teacher. Those
differences, the symptoms of autism, have led

thousands of parents like you to seek answers that
have resulted in a diagnosis of autism. You may
wonder: Why does my child need a diagnosis of
autism? That'’s a fair question to ask - especially
when right now, no one is able to offer you a cure.
Autism Speaks is dedicated to funding global
biomedical research into the causes, prevention,
treatments and a possible cure for autism. Great
strides have been made and the current state of
progress is a far cry from the time when parents
were given no hope for their children. Some of the
most brilliant minds of our time have turned their
attention toward this disorder.

There are, however, several reasons why having a
diagnosis is important for your child. A thorough and
detailed diagnosis provides important information
about your child’s behavior and development. It can
help create a roadmap for treatment by identifying
your child’s specific strengths and challenges and
providing useful information about which needs and
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skills should be targeted for effective intervention. A
diagnosis is often required to access autism-specific
services through early intervention programs or your
local school district.

How IS Autism Diagnosed”?

Presently, we don’t have a medical test that can
diagnose autism. As the symptoms of autism vary,
so do the routes to obtaining a diagnosis. You may
have raised questions with your pediatrician. Some
children are identified as having developmental
delays before obtaining a diagnosis of autism and
may already receive some Early Intervention or
Special Education services. Unfortunately, parents’
concerns are sometimes not taken seriously by their
doctor and as a result, a diagnosis is delayed. Autism
Speaks and other autism-related organizations are
working hard to educate parents and physicians,

so that children with autism are identified as early
as possible.

Your child may have been diagnosed by a develop-
mental pediatrician, a neurologist, a psychiatrist
or a psychologist. In some cases, a team of
specialists may have evaluated your child and
provided recommendations for treatment. The team
may have included an audiologist to rule out
hearing loss, a speech & language therapist to
determine language skills and needs and an
occupational therapist to evaluate physical and
motor skills. A multi-disciplinary evaluation is
important for diagnosing autism and other challenges
that often accompany autism, such as delays in
motor skills. If your child has not been evaluated by
a multi-disciplinary team, you will want to make sure
further evaluations are conducted so that you can
learn as much as possible about your child’s
individual strengths and needs.

For more information, visit the Autism Speaks
Autism Treatment Network at autismspeaks.org/atn.

Once you have received a formal diagnosis, it is im-
portant to make sure that you ask for a comprehensive
report that includes the diagnosis in writing, as well as
recommendations for treatment. The doctor may not
be able to provide this for you at the appointment, as

it may take some time to compile, but be sure to follow
up and pick up this helpful necessary report as soon
as it's available.
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What is Autism®?

Autism spectrum disorder (ASD) and autism are
both general terms for a group of complex disorders
of brain development. These disorders are charac-
terized, in varying degrees, by difficulties in social
interaction, verbal and nonverbal communication and
repetitive behaviors. With the May 2013 publication
of the fifth edition of the American Psychiatric
Association’s Diagnostic and Statistical Manual
of Mental Disorders (commonly referred to as the
DSM-5), all autism disorders were merged into

one umbrella diagnosis of ASD. Previously, they
were recognized as distinct subtypes, including
autistic disorder, childhood disintegrative
disorder, pervasive developmental disorder-not
otherwise specified (PDD-NOS) and Asperger
Syndrome. The DSM is the main diagnostic
reference used by mental health professionals and
insurance providers in the United States.

You may also hear the terms Classic Autism or
Kanner’s Autism (named after the first psychiatrist to
describe autism) used to describe the most severe
form of the disorder. Under the current DSM-5, the
diagnosis of autism requires that at least six develop-
mental and behavioral characteristics are observed,
that problems are present before the age of three and
that there is no evidence of certain other conditions
that are similar.

There are two domains where people with ASD
must show persistent deficits:

1) persistent social communication and social
interaction

2) restricted and repetitive patterns of behavior

More specifically, people with ASD must demon-
strate (either in the past or in the present) deficits

in social-emotional reciprocity, deficits in nonverbal
communicative behaviors used for social interaction
and deficits in developing, maintaining and under-
standing relationships. In addition, they must show
at least two types of repetitive patterns of behavior,
including stereotyped or repetitive motor movements,
insistence on sameness or inflexible adherence to
routines, highly restricted, fixated interests, hyper or

hyporeactivity to sensory input or unusual interest in
sensory aspects of the environment. Symptoms can
be currently present or reported in past history.

In addition to the diagnosis, each person evaluated
will also be described in terms of any known genetic
cause (e.g. Fragile X syndrome, Rett syndrome),
level of language and intellectual disability and pres-
ence of medical conditions such as seizures, anxiety,
depression and/or gastrointestinal (Gl) problems.

The DSM-5 has an additional category called Social
Communication Disorder (SCD). This allows for

a diagnosis of disabilities in social communication,
without the presence of repetitive behavior. SCD is

a new diagnosis and much more research and
information is needed. There are currently few guide-
lines for the treatment of SCD. Until such guidelines
become available, treatments that target social-
communication, including many autism-specific inter-
ventions, should be provided to individuals with SCD.

To read the whole DSM-5 criteria, please visit
autismspeaks.org/dsm-5.
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How Common is Autism?

Autism statistics from the U.S. Centers for Disease
Control and Prevention (CDC) released in March
2014 identify around 1 in 68 American children as on
the autism spectrum — a ten-fold increase in preva-
lence in 40 years. Careful research shows that this
increase is only partly explained by improved diag-
nosis and awareness. Studies also show that autism
is four to five times more common among boys than
girls. An estimated 1 out of 42 boys and 1 in 189 girls
are diagnosed with autism in the United States.

ASD affects over 2 million individuals in the U.S.
and tens of millions worldwide. Moreover, govern-
ment autism statistics suggest that prevalence rates
have increased 10% to 17% annually in recent
years. There is no established explanation for this
continuing increase, although improved diagnosis
and environmental influences are two reasons
often considered.

What Causes Autism?

Not long ago, the answer to this question would have
been “we have no idea.” Research is now delivering
the answers. First and foremost, we now know that
there is no one cause of autism, just as there is no
one type of autism. Over the last five years, scien-
tists have identified a number of rare gene changes
or mutations associated with autism. Research has
identified more than 100 autism risk genes. In around
15% of cases, a specific genetic cause of a person’s
autism can be identified. However, most cases in-
volve a complex and variable combination of genetic
risk and environmental factors that influence early
brain development.

In other words, in the presence of a genetic pre-
disposition to autism, a number of non-genetic or
environmental influences further increase a child’s
risk. The clearest evidence of these environmental
risk factors involves events before and during birth.
They include advanced parental age at time of con-
ception (both mom and dad), maternal iliness during
pregnancy, extreme prematurity, very low birth weight
and certain difficulties during birth, particularly those
involving periods of oxygen deprivation to the baby’s
brain. Mothers exposed to high levels of pesticides
and air pollution may also be at higher risk of having
a child with ASD. It is important to keep in mind that
these factors, by themselves, do not cause autism.
Rather, in combination with genetic risk factors, they
appear to modestly increase risk.

A small but growing body of research suggests that
autism risk is lower among children whose mothers
took prenatal vitamins (containing folic acid) in the
months before and after conception.

Increasingly, researchers are looking at the role of
the immune system in autism. Autism Speaks is
working to increase awareness and investigation of
these and other issues where further research has
the potential to improve the lives of those who
struggle with autism.

While the causes of autism are complex, it is abun-
dantly clear that it is not caused by bad parenting.
Dr. Leo Kanner, the psychiatrist who first described
autism as a unique condition in 1943, believed that

it was caused by cold, unloving mothers. Bruno
Bettelheim, a renowned professor of child develop-
ment, perpetuated this misinterpretation of autism.
Their promotion of the idea that unloving mothers
caused their children’s autism created a generation of
parents who carried the tremendous burden of guilt
for their child’s disability. In the 1960s and 70s,

Dr. Bernard Rimland, the father of a son with autism
who later founded the Autism Society of America and
the Autism Research Institute, helped the medical
community understand that autism is a biological
disorder and is not caused by cold parents.
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More Information about
Symptoms of Autism

Autism affects the way an individual perceives the
world and makes communication and social interac-
tion difficult. Autism spectrum disorders (ASD) are
characterized by social-interaction difficulties,

communication challenges and a tendency to engage

in repetitive behaviors. However, symptoms and their
severity vary widely across these three core areas.
Taken together, they may result in relatively mild
challenges for someone on the high functioning end
of the autism spectrum. For others, symptoms may
be more severe, as when repetitive behaviors and
lack of spoken language interfere with everyday life.

While autism is usually a life long condition, all
children and adults benefit from interventions, or
therapies, that can reduce symptoms and increase
skills and abilities. Although it is best to begin inter-
vention as soon as possible, the benefits of therapy
can continue throughout life. The long term outcome
is highly variable. A small percentage of children
lose their diagnosis over time, while others remain
severely affected. Many have normal cognitive
skills, despite challenges in social and language
abilities. Many individuals with autism develop
speech and learn to communicate with others.
Early intervention can make extraordinary differ-
ences in your child’s development. How your child
is functioning now may be very different from how
he or she will function later on in life.

The information following on the social
symptoms, communication disorders and
repetitive behaviors associated with autism
is partially taken from the National Institute
of Mental Health (NIMH) website.

Social symptoms

Typically developing infants are social by nature.
They gaze at faces, turn toward voices, grasp a
finger and even smile by 2 to 3 months of age. By
contrast, most children who develop autism have
difficulty engaging in the give-and-take of everyday
human interactions. By 8 to 10 months of age, many
infants who go on to develop autism are showing
some symptoms such as failure to respond to their
names, reduced interest in people and delayed
babbling. By toddlerhood, many children with autism
have difficulty playing social games, don’t imitate the
actions of others and prefer to play alone. They may
fail to seek comfort or respond to parents’ displays
of anger or affection in typical ways.

Research suggests that children with autism are
attached to their parents. However, the way they
express this attachment can be unusual. To parents,
it may seem as if their child is disconnected. Both
children and adults with autism also tend to have diffi-
culty interpreting what others are thinking and feeling.
Subtle social cues such as a smile, wave or grimace
may convey little meaning. To a person who misses
these social cues, a statement like “Come here!”

may mean the same thing, regardless of whether the
speaker is smiling and extending her arms for a hug
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or frowning and planting her fists on her hips.
Without the ability to interpret gestures and facial
expressions, the social world can seem bewildering.

Many people with autism have similar difficulty
seeing things from another person’s perspective.
Most five-year-olds understand that other people
have different thoughts, feelings and goals than they
have. A person with autism may lack such under-
standing. This, in turn, can interfere with the ability to
predict or understand another person’s actions.

It is common — but not universal — for those with
autism to have difficulty regulating emotions. This

can take the form of seemingly “immature” behavior
such as crying or having outbursts in inappropriate
situations. It can also lead to disruptive and physically
aggressive behavior. The tendency to “lose control”
may be particularly pronounced in unfamiliar, over-
whelming or frustrating situations. Frustration can
also result in self-injurious behaviors such as head
banging, hair pulling or self-biting.

Fortunately, children with autism can be taught how
to socially interact, use gestures and recognize facial
expressions. Also, there are many strategies that
can be used to help the child with autism deal with
frustration so that he or she doesn’t have to resort

to challenging behaviors. We will discuss this later.

Communication difficulties

Young children with autism tend to be delayed in bab-
bling, speaking and learning to use gestures. Some
infants who later develop autism coo and babble
during the first few months of life before losing these
communicative behaviors. Others experience signifi-
cant language delays and don’t begin to speak until
much later. With therapy, however, most people with
autism do learn to use spoken language and all can
learn to communicate.

Many nonverbal or nearly nonverbal children and
adults learn to use communication systems such as
pictures, sign language, electronic word processors
or even speech-generating devices.

When language begins to develop, people with autism
may use speech in unusual ways. Some have difficulty
combining words into meaningful sentences. They may
speak only single words or repeat the same phrase
over and over. Some go through a stage where they
repeat what they hear verbatim (echolalia).

Many parents assume difficulties expressing language
automatically mean their child isn’t able to understand
the language of others, but this is not always the case.
It is important to distinguish between expressive lan-
guage and receptive language. Children with difficulties
in expressive language are often unable to express
what they are thinking through language, whereas
children with difficulties in receptive language are
often unable to understand what others are saying.
Therefore, the fact that your child may seem unable to
express him or herself through language does not
necessarily mean he or she is unable to comprehend
the language of others. Be sure to talk to your doctor
or look for signs that your child is able to interpret
language, as this important distinction will affect the
way you communicate with him or her.

It is important to understand the importance of prag-
matics when looking to improve and expand upon your
child’s communication skills. Pragmatics are social
rules for using language in a meaningful context or
conversation. While it is important that your child learns
how to communicate through words or sentences, it

is also key to emphasize both when and where the
specific message should be conveyed. Challenges in
pragmatics are a common feature of spoken language
difficulties in children with autism. These challenges
may become more apparent as your child gets older.

Some mildly affected children exhibit only slight
delays in language or even develop precocious
language and unusually large vocabularies — yet have
difficulty sustaining a conversation. Some children and
adults with autism tend to carry on monologues on a
favorite subject, giving others little chance to comment.
In other words, the ordinary “give-and-take” of conver-
sation proves difficult. Some children with ASD with
superior language skills tend to speak like little
professors, failing to pick up on the “kid-speak” that’s
common among their peers.
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Another common difficulty is the inability to under-
stand body language, tone of voice and expressions
that aren’t meant to be taken literally. For example,
even an adult with autism might interpret a sarcastic
“Oh, that’s just great!” as meaning it really is great.

Conversely, individuals affected by autism may not
exhibit typical body language. Facial expressions,
movements and gestures may not match what they
are saying. Their tone of voice may fail to reflect their
feelings. Some use a high-pitched sing-song or a
flat, robot-like voice. This can make it difficult for
others to know what they want and need. This failed
communication, in turn, can lead to frustration and
inappropriate behavior (such as screaming or
grabbing) on the part of the person with autism.
Fortunately, there are proven methods for helping
children and adults with autism learn better ways to
express their needs. As the person with autism
learns to communicate what he or she wants,
challenging behaviors often subside.

Children with autism often have difficulty letting
others know what they want or need until they
are taught how to communicate through speech,
gestures or other means.

Repetitive behaviors

Unusual repetitive behaviors and/or a tendency to
engage in a restricted range of activities are another
core symptom of autism. Common repetitive behav-
iors include hand-flapping, rocking, jumping and
twirling, arranging and rearranging objects and
repeating sounds, words or phrases. Sometimes
the repetitive behavior is self-stimulating, such as
wiggling fingers in front of the eyes.

The tendency to engage in a restricted range of
activities can be seen in the way that many children
with autism play with toys. Some spend hours lining
up toys in a specific way instead of using them for
pretend play. Similarly, some adults are preoccupied
with having household or other objects in a fixed
order or place. It can prove extremely upsetting if

someone or something disrupts the order. Along
these lines, many children and adults with autism
need and demand extreme consistency in their
environment and daily routine. Slight changes can
be extremely stressful and lead to outbursts.

Repetitive behaviors can take the form of intense
preoccupations or obsessions. These extreme inter-
ests can prove all the more unusual for their content
(e.g. fans, vacuum cleaners or toilets) or depth of
knowledge (e.g. knowing and repeating astonishingly
detailed information about Thomas the Tank Engine
or astronomy). Older children and adults with autism
may develop tremendous interest in numbers,
symbols, dates or science topics.

Many children with autism need and demand
absolute consistency in their environment.
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Unique Abilities that May
Accompany Autism

Along with the challenges that autism involves, you
may have noticed that your child also exhibits
areas of strength. Although not all children have
special talents, it is not uncommon for individuals
with autism to have exceptional skills in math,
music, art and reading, among others. These areas
of expertise can provide great satisfaction and
pride for the child with autism. If possible, incorpo-

The following is adapted from Sally Ozonoff,
Geraldine Dawson and James McPartland’s

A Parent’s Guide to Asperger’s Syndrome and
High-Functioning Autism.

rate your child’s areas of expertise into his or
her everyday activities and use them whenever

g ) Just as individuals with autism have a variety of
possible as a way for him or her to learn and excel.

difficulties, they also have some distinctive strengths.
Some of the strengths that individuals with autism
have may include:

- Ability to understand concrete concepts,
rules and sequences

- Strong long term memory skills

- Math skills

- Computer skills

- Musical ability

- Artistic ability

- Ability to think in a visual way

- Ability to decode written language at an early
age (This ability is called Hyperlexia — some
children with autism can decode written
language earlier than they can comprehend
written language.)

- Honesty — sometimes to a fault

- Ability to be extremely focused — if they are
working on a preferred activity

- Excellent sense of direction
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“How Can My Child Have Autism
When He Seems So Smart?”

From Does My Child Have Autism? by Wendy Stone

Right now you might be thinking about all the things
your child with autism learned at a much younger age
than other children you know. And yes, you are right:
there are also things that children with autism learn
on their own much faster than their typically develop-
ing peers or siblings. For example, they can be very
good at learning to pick out their favorite DVD from

a stack, even when it's not in its case. They may
learn at a very young age how to operate the remote
controls to the TV and DVD player so that they can
rewind their videos to their favorite parts (or fast for-
ward through the parts they don’t like). They can be
very creative in figuring out ways to climb up on the
counter to reach a cabinet that has their favorite cere-
al or even how to use the key to unlock the dead bolt
on the back door so they can go outside to play on
the swing. Clearly, these are not behaviors that you
would even think about trying to teach a two-year-old
child. And yet some children with autism somehow
manage to acquire these skills on their own. How can
we understand this inconsistency between the things
children with autism do and don’t learn? How can

a child who can’t put different shapes into a shape
sorter learn to turn on the TV and DVD player, put a
DVD in and push the play button? How can a child
who can’t understand a simple direction like “get your
coat” figure out how to unlock a door to get outside?

What accounts for this unique learning style? In a
word: motivation. We all pay attention better to the
things that interest us, so we become much more
proficient at learning them. Understanding what is
motivating to your child (all children are different) will
be one of the keys to increasing their learning and
their skills. Your child’s special talents may be part of
his unique and inherent learning style and nature.
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Physical and Medical Issues that

May Accompany Autism

Seizure disorders

Seizure Disorder, also called epilepsy, occurs in as
many as one third of individuals with autism spec-
trum disorder. Epilepsy is a brain disorder marked by
recurring seizures or convulsions. Experts propose
that some of the brain abnormalities that are associ-
ated with autism may contribute to seizures. These
abnormalities can cause changes in brain activity by
disrupting neurons in the brain. Neurons are cells in
the brain that process and transmit information and
send signals to the rest of the body. Overloads or
disturbances in the activity of these neurons can
result in imbalances that cause seizures.

Epilepsy is more common in children who also have
cognitive deficits. Some researchers have suggest-
ed that seizure disorder is more common when the
child has shown a regression or loss of skills. There
are different types and subtypes of seizures and a
child with autism may experience more than one
type. The easiest to recognize are large “grand mal”
(or tonic-clonic) seizures. Others include “petit mal”
(or absence) seizures and subclinical seizures,
which may only be apparent in an EEG (electro-
encephalogram). It is not clear whether subclinical
seizures have effects on language, cognition and
behavior. The seizures associated with autism usually
start either early in childhood or during adolescence,
but may occur at any time. If you are concerned that
your child may be having seizures, you should see a
neurologist. The neurologist may order tests that may
include an EEG, an MRI (Magnetic Resonance
Imaging), a CT (Computed Axial Tomography) and a
CBC (Complete Blood Count). Children and adults
with epilepsy are typically treated with anticonvul-
sants or seizure medicines to reduce or eliminate
occurrences. If your child has epilepsy, you will work
closely with a neurologist to find the medicine (or
combination of medicines) that works the best with
the fewest side effects and to learn the best ways to
ensure your child’s safety during a seizure.

You can find more information about autism
and epilepsy at
autismspeaks.org/family-services/epilepsy.

Genetic disorders

Some children with autism have an identifiable genetic
condition that affects brain development. These genetic
disorders include Fragile X syndrome, Angelman
syndrome, tuberous sclerosis, chromosome 15 duplica-
tion syndrome and other single-gene and chromosomal
disorders. While further study is needed, single gene
disorders appear to affect 15 to 20% of those with ASD.
Some of these syndromes have characteristic features
or family histories, the presence of which may prompt
your doctor to refer your child to a geneticist or neurolo-
gist for further testing. The results can help increase
awareness of associated medical issues and guide
treatment and life planning.
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Gastrointestinal (Gl) disorders

Many parents report gastrointestinal (Gl) problems
in their children with autism. The exact prevalence of
gastrointestinal problems such as gastritis, chronic
constipation, colitis and esophagitis in individuals
with autism is unknown. Surveys have suggested
that between 46 and 85% of children with autism
have problems such as chronic constipation or
diarrhea. One study identified a history of gastrointes-
tinal symptoms (such as abnormal pattern of bowel
movements, frequent constipation, frequent vomiting
and frequent abdominal pain) in 70% of the children
with autism. If your child has similar symptoms, you
will want to consult a gastroenterologist, preferably
one who works with people with autism. Your child’s
physician may be able to help you find an appropriate
specialist. Pain caused by Gl issues is sometimes
recognized because of a change in a child’s behavior,
such as an increase in self-soothing behaviors like
rocking or outbursts of aggression or self-injury.

Bear in mind that your child may not have the
language skills to communicate the pain caused

by Gl issues. Treating Gl problems may result in
improvement in your child’s behavior. Anecdotal
evidence suggests that some children may be
helped by dietary intervention for Gl issues, including
the elimination of dairy and gluten containing foods.
(For more information, see Gluten Free Casein Free
diet in the treatment section of this kit.) As with any
treatment, it is best to consult your child’s physician
to develop a comprehensive plan. In January 2010,
Autism Speaks initiated a campaign to inform
pediatricians about the diagnosis and treatment of
Gl problems associated with autism.

For additional information from the Official
Journal of American Academy of Pediatrics,
go to: pediatrics.aappublications.org/cgi/
content/full/125/Supplement_1/S1.

For information that can be shared with your
child’s doctor, go to: autismspeaks.org/press/
gastrointestinal_treatment_guidelines.php.

Sleep dysfunction

Is your child having trouble getting to sleep or sleep-
ing through the night? Sleep problems are common
in children and adolescents with autism. Having a
child with sleep problems can affect the whole fam-
ily. It can also have an impact on the ability of your
child to benefit from therapy. Sometimes sleep issues
may be caused by medical issues such as obstruc-
tive sleep apnea or gastroesophageal reflux and
addressing the medical issues may solve the prob-
lem. In other cases, when there is no medical cause,
sleep issues may be managed with behavioral inter-
ventions including “sleep-hygiene” measures, such
as limiting the amount of sleep during the day and
establishing regular bedtime routines. There is some
evidence of abnormality of melatonin regulation in
children with autism. While melatonin may be effec-
tive for improving the ability of children with autism
to fall asleep, more research is needed. Melatonin
or sleep aids of any kind should not be given without
first consulting with your child’s physician.

For additional information on sleep issues visit:
autismspeaks.org/science/resources-programs/
autism-treatment-network/tools-you-can-use/
sleep-tool-kit.
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Sensory Integration Dysfunction

Many children with autism experience unusual
responses to sensory stimuli or input. These
responses are due to difficulty in processing and
integrating sensory information. Vision, hearing,
touch, smell, taste, the sense of movement
(vestibular system) and the sense of position
(proprioception) can all be affected. This means
that while information is sensed normally, it may be
perceived much differently. Sometimes stimuli that
seem “normal” to others can be experienced as
painful, unpleasant or confusing by a child with
Sensory Integration Dysfunction (SID), the clinical
term for this characteristic. (SID may also be called
Sensory Processing Disorder or Sensory Integration
Disorder.) SIDs can involve hypersensitivity (also
known as sensory defensiveness) or hyposensi-
tivity. An example of hypersensitivity would be an
inability to tolerate wearing clothing, being touched
or being in a room with normal lighting. Hyposensi-
tivity might be apparent in a child’s increased
tolerance for pain or a constant need for sensory
stimulation. Treatment for Sensory Integration
Dysfunction is usually addressed with occupational
therapy and/or sensory integration therapy.

Pica

Pica is an eating disorder involving eating things that
are not food. Children between 18 and 24 months

of age often eat nonfood items, but this is typically

a normal part of development. Some children with
autism and other developmental disabilities persist
beyond the developmentally typical timeframe and
continue to eat items such as dirt, clay, chalk or paint
chips. Children showing signs of persistent mouthing
of fingers or objects, including toys, should be tested
for elevated blood levels of lead, especially if there

is a known potential for environmental exposure to
lead. You should speak to your doctor about these
concerns so he or she can help you with treatment.
Your child’s doctor will help you to assess if your child
needs a behavioral intervention or if it is something
that can be managed at home.

Visit the Autism Speaks Tool Kits page to down-
load tool kits with information and resources
related to pica for both parents and professionals
at autismspeaks.org/family-services/tool-kits.

Mental health

Oftentimes a child diagnosed with ASD may receive
an additional diagnosis such as Attention Deficit
Hyperactivity Disorder (ADHD). ADHD and anxiety
are quite common and addressing these diagnoses
properly can help your child make great strides.
Recent studies suggest that 1 in 5 children on the
autism spectrum also has ADHD and 30% struggle
with an anxiety disorder such as social phobia,
separation anxiety, panic disorder and specific
phobias. The classic symptoms of ADHD include
chronic problems with inattention, impulsivity and
hyperactivity. However, these or similar symptoms
can likewise result from autism. For this reason, it

is important that evaluation be made by someone
with expertise in both disorders. A recent study found
that just 1 in 10 children with autism and ADHD was
receiving medication to relieve the ADHD symptoms.



gk AUTISM SPEAKS' 100 DAY KIT

In regards to anxiety, children with autism express
anxiety or nervousness in many of the same ways
as typically developing children. Understandably,
many individuals with ASD have trouble communi-
cating how they feel. Outward manifestations may
be the best clues. In fact, some experts suspect that
outward symptoms of anxiety — such as sweating
and acting out — may be especially prominent among
those with ASD. This can include a racing heart,
muscular tensions and stomachaches. It is important
for your child to be evaluated by a professional who
has expertise in both autism and anxiety so he or she
can provide the best treatment options for your child.
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You, Your Family
and Autism

How Will | Deal with This
Diagnosis’

You are never prepared for a diagnosis of autism. It
is likely that you will experience a range of emotions.
It is painful to love so much, to want something so
much and not quite get it. You want your child to get
better so badly that you may feel some of the stages
commonly associated with grieving. You may “revisit”
these feelings from time to time in the future. Part of
moving forward is dealing with your own needs and
emotions along the way.

Stages associated with grieving

Elisabeth Kibler-Ross, M.D., a Swiss-American
psychiatrist, outlined five stages in the grief process.
Grief does not progress in an orderly way that follows
a predictable path. It is normal to move forwards and
backwards among the five stages, skip a stage or be
stuck in one. Her five stages are outlined here.

Denial

You may go through periods of refusing to believe
what is happening to your child. You don’t con-
sciously choose this reaction; it just happens. During
this time, you may not be able to hear the facts as
they relate to your child’s diagnosis. Don’t be critical
of yourself for reacting this way. Denial is a way of
coping. It may be what gets you through a particularly
difficult period. You must, however, be aware that
you are in denial, so that it doesn’t cause you to lose
focus on your child’s treatment. Try not to “shoot the
messenger.” When a professional, a therapist or a
teacher tells you something that is hard to hear about
your child, consider that he or she is trying to help
you so that you can address the problem. It is impor-
tant not to alienate people who can give you helpful
feedback and help monitor your child’s progress.
Whether you agree or not, try to thank them for the
information. If you are upset, try considering the infor-
mation when you have had a chance to calm down.
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Anger

With time, your denial may give way to anger.
Although anger is a natural part of the process, you
may find that it's directed at those closest to you —
your child, your spouse, your friend or at the world

in general. You may also feel resentment toward
parents of typical children. Your anger may come out
in different ways — snapping at people, overreacting
to small things, even screaming and yelling. Anger

is normal. It is a healthy and expected reaction to
feelings of loss and stress that come with this diag-
nosis. Expressing your anger releases tension. It is
an attempt to tell the people around you that you hurt
and are outraged that this diagnosis has happened
to your child.

Bargaining

This stage involves the hope that the diagnosis can
be undone. The feeling of helplessness you may be
experiencing might create a need to regain control

of the situation. Many parents will ask themselves
questions like: What if we had gotten our child in to
the doctor earlier? What if it was caused by some-
thing we did? You may also question the diagnosis or
search for another doctor hoping that he or she might
tell you something different.

Sadness or Grief

Many parents must mourn the loss of some of the
hopes and dreams they had for their child before
they can move on. There will probably be many times
when you feel extremely sad. Friends may refer to
this as being “depressed,” which can sound frighten-
ing. There is, however, a difference between sadness
and depression. Depression often stands in the way

of moving forward. Allowing yourself to feel sadness
can help you grow. You have every right to feel sad
and to express it in ways that are comfortable.

Crying can help release some of the tension that
builds up when you try to hold in sadness. A good cry
can get you over one hurdle and help you face the
next. If you find that your sadness is interfering with
your ability to cope or you show other symptoms of
depression, such as weight loss, social withdrawal,
suicidal thoughts, sleep difficulties, low self-esteem or
loss of interest in daily activities, consult your family
physician who can recommend treatment.

Acceptance

Ultimately, you may feel a sense of acceptance. It's
helpful to distinguish between accepting that your
child has been diagnosed with autism and accepting
autism. Accepting the diagnosis simply means that
you are ready to advocate for your child. The period
following an autism diagnosis can be very challeng-
ing, even for the most harmonious families. Although
the child with autism may never experience the nega-
tive emotions associated with the diagnosis, parents,
siblings and extended family members may each
process the diagnosis in different ways, and at differ-
ent rates. Give yourself time to adjust. Be patient with
yourself. It will take some time to understand your
child’s disorder and the impact it has on you and your
family. Difficult emotions may resurface from time to
time. There may be times when you feel helpless and
angry that autism has resulted in a life that is much
different than you had planned. But you will also
experience feelings of hope as your child begins to
make progress.
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Caring for the Caregiver

Changing the course of the life of your child with
autism can be a very rewarding experience. You are
making an enormous difference in his or her life. To
make it happen, you need to take care of yourself.
Take a moment to answer these questions: Where
does your support and strength come from? How are
you really doing? Do you need to cry? Complain?
Scream? Would you like some help but don’t know
who to ask?

Parents often fail to evaluate their own sources of
strength, coping skills or emotional attitudes. You
may be so busy meeting the needs of your child that
you don’t allow yourself time to relax, cry or simply
think. You may wait until you are so exhausted or
stressed out that you can barely carry on before you
consider your own needs. Reaching this point is not
helping you or your family. You may feel that your
child needs you right now, more than ever. Your “to
do” list may be what is driving you forward right now.
You may feel completely overwhelmed and not know
where to start. There is no single way to cope. Each
family is unique and deals with stressful situations
differently. Getting your child started in treatment will
help you feel better. Acknowledging the emotional
impact of autism and taking care of yourself during
this stressful period will help prepare you for the chal-
lenges ahead. Autism is a pervasive, multi-faceted
disorder. It will not only change the way that you look
at your child, it will change the way you look at the
world. Maintaining open and honest communication
with your partner and family as well as discussing
your fears and concerns will help you to deal with the
many changes in your life. As some parents may tell
you, you may be a better person for it. The love and
hope that you have for your child make you stronger
than you realize.

Here are some tips from parents who
have experienced what you are
going through:

Get going.

Getting your child started in treatment will help. There
are many details you will be managing in an intensive
treatment program, especially if it is based in your
home. If you know your child is engaged in meaning-
ful activities, you will be more able to focus on
moving forward. It may also free up some of your
time so you can educate yourself, advocate for your
child and take care of yourself.

Ask for help.

Asking for help can be very difficult, especially at first.
Don’t hesitate to use whatever support is available to
you. People around you may want to help, but may
not know how. Is there someone who can take your
other kids somewhere for an afternoon? Or cook
dinner for your family one night so that you can
spend the time learning? Can someone pick a few
things up for you at the store or do a load of laundry?
Or let other people know you are going through a
difficult time and could use a hand?

Talk to someone.

Everyone needs someone to talk to. Let someone
know what you are going through and how you feel.
Someone who just listens can be a great source of
strength. If you can’t get out of the house, use the
phone to call a friend.

Consider joining a support group.

It may be helpful to listen or talk to people who have
been or are going through a similar experience.
Support groups can be great sources of information
about what services are available in your area and
who provides them. You may have to try more than
one to find a group that feels right to you. You may
find you aren’t a “support group kind of person.” For
many parents in your situation, support groups
provide valuable hope, comfort and encouragement.
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You may also want to consider attending a recre-
ational program for children with autism. This may
be a good way to meet other parents just like you.

One study from Vanderbilt University, a part of the
Autism Speaks Autism Treatment Network, found that
mothers of children with autism benefit significantly
from weekly stress-reduction classes led by other
mothers. The classes reduced previously high levels
of personal stress, anxiety and depression and im-
proved the mom’s interactions with their children.

You may find a listing of support groups in
the Autism Speaks Resource Guide at
autismspeaks.org/resource-guide. Another
avenue is through the local SEPTA (Special
Education Parent Teacher Association) in
your school district or online through the
Autism Speaks Facebook page at
facebook.com/autismspeaks.

My Autism Team, the social network for parents
of kids with autism, is another great resource.
On this site, parents of children with autism
share their experiences, including their reviews
of local service providers, to help inform the
parents in their communities. Visit the site at
myautismteam.com.

Try to take a break.

If you can, allow yourself to take some time away,
even if it is only a few minutes to take a walk. If it's
possible, getting out to a movie, going shopping or
visiting a friend can make a world of difference. If you
feel guilty about taking a break, try to remind your-
self that this break will help you feel renewed for the
things you need to do when you get back. Try to get
some rest. If you are getting regular sleep, you will
be better prepared to make good decisions, be more
patient with your child and more able to deal with the
stress in your life.

Consider keeping a journal.

Louise DeSalvo, in Writing as a Way of Healing, notes
that studies have shown that: “Writing that describes
traumatic events and our deepest thoughts and feel-
ings about them is linked with improved immune
function, improved emotional and physical health, and
positive behavioral changes.” Some parents have
found a journal to be a helpful tool for keeping track of
their child’s progress, what is working and what isn’t.
Be mindful of the time you spend on the internet. The
internet will be one of the most important tools you
have for learning what you need to know about autism
and how to help your child.

Unfortunately, there is more information on the web
than any of us have time to read in a lifetime. There
may also be a lot of misinformation.

As a parent, always remember to trust your gut.
There are many paths to take, treatment options and
opinions. You know your child best. Work with your
child’s treatment team to find what works best for your
child and your family.

Right now, while you are trying to make the most of
every minute, keep an eye on the clock and frequently
ask yourself these important questions:

Is what I’'m reading right now very likely to be
relevant to my child?

Is it new information?
Is it helpful?
Is it from a reliable source?

Sometimes, the time you spend on the internet will

be incredibly valuable. Other times, it may be better for
you and your child if you use that time to take

care of yourself.
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Becoming Resilient During
Times of Adversity

by Dr. Peter Faustino, school psychologist, state delegate to the
National Association of School Psychologists (NASP) and member
of the Autism Speaks Family Services Committee

Resiliency, or finding ways to properly adapt to
challenges or stress in your life, is a process, not a

character trait. Research has revealed several key el-

ements in fostering resilience and by considering the
following, you will find you are not only helping your
child but yourself and your entire family.

Connectedness: One of the strongest pillars in
resilience is having positive relationships or feeling
connected to others. While the diagnosis of autism
may be extraordinary at first, it no longer is synony-
mous with being alone or having few places to turn
for help. This tool kit is only one example of the ways
in which Autism Speaks can lend support. Regional
chapters of Autism Speaks all across the country can
open up doors to other parents, families and com-
munities who have experience with navigating the
autism diagnosis. When relationships with friends,
neighbors and family are based on mutual, reciprocal
support and care, they can bolster resiliency.

Competence: Whenever a challenge presents itself,
individuals can feel a loss of control over the situa-
tion and their lives. Competence or at this early stage
learning about autism and then taking action on
realistic goals will help you gain a sense of control.

Having trustworthy information and feeling more
competent (not only about autism but in other
aspects of your life) can be critical in maintaining a
hopeful outlook.

Care: Eventually, your journey will lead to a place
where you can balance negative emotions with
positive ones. Taking care to avoid seeing an event
as unbearable or unchangeable versus looking for
opportunities and considering the event in a broader
context can be an important factor to resilience.
Positive attitudes such as encouraging yourself to
try, being determined to persevere until success is
attained, applying a problem solving approach to
difficult situations and fostering feelings of determi-
nation or grit are critical. Care also refers to parents
attending to their own mind and body, exercising
regularly, as well paying attention to basic needs
and feelings.

Resilience is the result of individuals being able to
interact with their environments and the processes
that either promote wellbeing or protect them against
overwhelming influence of risk factors. In many
cases, adversity can act as a spring board for growth
and success, not only in our children, but in ourselves
as well.



gk AUTISM SPEAKS' 100 DAY KIT

“Is Your Son On the Spectrum’?”

In her own words,
Alysia K. Butler, who has a recently diagnosed son, describes her
experience being part of the autism community.

The question was slightly jarring to me. My son and |
had just walked into a gymnastics class for kids with
autism. We had received his diagnosis only three
weeks before and we hadn’t shared our news with
anyone except for close friends and family. It was the
first time we had been anywhere that was just for kids
like mine and | wasn'’t really ready to talk to a total
stranger about it.

“Hi and welcome! That's my son over there and my
name is Sandy. How old is your son? Do you live

in town? How long have you known your son was
on the spectrum? What was his diagnosis?” | re-
ally didn’t want to answer her. | wasn’t even sure we
belonged at this class and all | wanted to do was pay
attention to my son to see how he was responding
to the class. | watched the other kids as they came
in — six boys and one girl — and my first instinct was
that we were in the wrong place. One little boy was
crying, another was spinning in circles and another
one was running in all different directions. My son‘s
not like that, | thought to myself. This isn’t us.

And then | looked at my Henry. | watched him hold
tightly to his one-on-one helper’s hand as they
walked on a low balance beam, but he wouldn’t look
her in the eye when she talked to him. | watched

him try to run away to jump into the comfort of the
sensory foam blocks and become so focused on that
foam pit that he couldn’t move on to anything else.

| listened to him babble while he swayed back and
forth on the rings and saw the terror in his face when
the noise level got up too high. The tears welled up

in my eyes. We did belong here. This was the right
place for him. We had found a safe place for him to
exercise and develop his muscles in an environment
that understood his special needs. For so long we
had avoided the “regular” gym classes, music classes
and playgroups because of his behavior. No one here
was giving me the usual disapproving looks we get
when we’re out places and Henry starts to act up. |
took a deep breath and turned to the mom.

“Hi! My son Henry was diagnosed with PDD-NOS a
few weeks ago. We do live in town. In fact, I've seen
your son at the preschool that my son attends. How
long has your son attended classes here?”

It took everything | had to have that conversation, but
it was such a relief. This other mom was reaching out
to make a connection — to find someone else who
struggles on a daily basis like she does — something

| myself had been desperate to do for weeks and
months. | was instantly welcomed into a community
of people who “get it.” No one batted an eye when
Henry buried himself under the foam blocks at the
end of class so he didn’t have to leave. | got comfort-
ing looks of understanding from all the parents and
teachers when he had a major meltdown leaving

the gym and big thumbs up from everyone when we
finally got our shoes on and went out the door. These
were moms and dads who shared my daily difficul-
ties of just getting out of the house. Finally, we were
somewhere that felt like we belonged.
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What Should We Know
About our Younger or
Future Children”?

As discussed below, genetic risk factors contribute

to autism. If you are expecting another child or have
plans to expand your family in the future, you may

be concerned about the development of any younger
siblings of your child with autism. Studies show that

if you have a child diagnosed with an autism spectrum
disorder, the risk of the next child also being diag-
nosed with an ASD is between 10 and 20%. The risk
for ASD is higher for boys than girls and for baby sib-
lings who have more than one older sibling with ASD.
However, statistics are changing and there are several
ongoing research studies that are studying the recur-
rence rate or likelihood that autism will be diagnosed
in a second or third child. For the most recent findings
and updated research on the rate of recurrence and
susceptibility of autism in siblings, please visit
earlistudy.org. The EARLI study is a nationwide effort
to investigate the genetic and environmental contribu-
tions to autism in a high risk group, that is, younger
siblings of children who have received a diagnosis.

More recent evidence has suggests that distinct early
signs of autism may be seen in some children as
young as 8 to 10 months of age. For example, infants
who later develop autism may be more passive, more
difficult to soothe or may fail to orient when their name
is called. Some of these early signs may be noticed by
parents, others may only be observed with the help of
a trained clinician. These signs become more pro-
nounced by 18 to 24 months.

Through a joint venture between Autism Speaks and
the National Institute of Child Health and Human De-
velopment, research on the early signs and symptoms
of autism has been accelerated. Called the

High Risk Baby Siblings Research Consortium
(BSRC), the goal is to improve the lives of individu-
als affected with ASD by making discoveries that will
help researchers develop new ways to treat or even
prevent some debilitating symptoms by intervening

at an early age. The pace of this research has grown

exponentially over the past decade, supported by
the formation of the consortium, which has enabled
researchers from around the world to meet and
share their ideas, methods and data. Consortium
members carry out their own studies focusing pri-
marily on younger siblings of children with ASD or
other high risk infants. Each member is supported
by public, private or foundation funding. The group
collaborates on studies and publications, pooling
collective data and knowledge to enhance the ability
to contribute to this important area of research and
provide help to families.

In 2007, a group of researchers within the BSRC,
together with psychologists from around the U.S.,
formed the Autism Speaks Toddler Treatment
Network (TTN). The goal of the network is to deter-
mine whether intervention between the ages of 18
to 24 months affects developmental outcomes at an
age when autism can be more reliably diagnosed.
Today, the network involves more than 60 investiga-
tors from around the world studying the effective-
ness of early intervention and the utility of parent-
mediated approaches. They have begun to shift their
focus from research in the clinic to implementation
in “real life” community settings, so more people can
benefit from them.
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If you are interested in participating in a research
project studying the earliest signs of autism, visit
AutismSpeaks.org/science/research-initiatives/
high-risk-baby-sibs or find a research project in
your area at
autismspeaks.org/science/participate-
in-research.

These studies provide intense observation,
documentation and feedback by experts in the field
on the development of your child with autism and
any other children at risk for autism.

If you are interested in other intervention
programs that are not part of these studies, visit
the Resource Guide on the Autism Speaks web-
site to help find an early intervention program in
your area. autismspeaks.org/resource-guide.

How Will This Affect Our
Family?

Even though it is your child who has the diagnosis,

it is important to acknowledge that autism affects the
whole family. This section of your tool kit may help
you anticipate some of the emotions you and other
people in your family will experience.

The article below, adapted from Does My Child Have
Autism? by Wendy L. Stone, Ph.D., provides some
helpful information for talking to your parents and
close family members about the diagnosis.

Breaking the news

Sometimes telling your parents about your child’s
diagnosis can be extremely difficult, especially with
your own emotions running so high. It's hard to know
what to expect; I've seen that parental reactions to
this news can vary dramatically. One young mother
told me, “My mother-in-law told us that we shouldn’t
bring my son to family gatherings until he grows up.
It's heartbreaking to hear her say that she would
rather not see any of us for years instead of trying
to understand her own grandson.” But then I've also
been told, “We were very touched by how our family

reacted to my son’s diagnosis. Everyone asked what
they could do to help and they showed us so much
support. | know his grandparents read books and
articles on the disorder so they could better under-
stand him. My mother even quit her job to help me
through this very difficult time.” Yes, reactions vary
widely. But whatever reaction you get, it will be very
important to educate your parents about the nature of
autism after you have told them about the diagnosis.
To begin your discussion, you might talk about spe-
cific behaviors. For example: “You know those be-
haviors we’ve been confused about for so long? Well,
now we have a name for them and an explanation for
why they occur. Howie doesn’t act the way he does
because he’s spoiled or because he’s shy or because
he doesn’t like us — he acts that way because he has
autism. Autism explains why he doesn’t speak or use
gestures and why he doesn’t seem to understand
what we say. It explains why he’s not as interested in
interacting with us as the other children in the family
have been and why he plays with spoons and bottles
instead of toys. | know this is upsetting news for all of
us. But the good news is that the disorder has been
diagnosed early and there are a lot of things we can
do to help him. He’'ll be starting some therapies soon
and I'll be learning about things | can do to help him
at home. | know that you will need some time to think
about all of this. But if you have any questions as we
begin his therapy, I'll be glad to try my best to answer
them. | know we’re all hoping for the best outcome
possible.” After the initial conversation about this
diagnosis, continue to keep your other children and
your extended family in the information loop.
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Sharing Your Struggle with Family and Friends

The following excerpt from the book Overcoming Autism, by Lynn Kern Koegel, Ph.D.
and Claire LaZebnik, offers suggestions for how to tell people and explains why, for
some people, it can make life easier for you and your friends.

You should, you know. Tell people. You don’t have

to walk up to strangers on the street or anything, but
confide in the people who love you. That was one
thing we did right: we told our families and our friends
right away. First we called them, and then we copied a
good comprehensive article someone wrote about
autism and annotated it with specifics about Andrew,
and we mailed it out to everyone we knew. (You could
do the same things with sections from this book, by
the way.) None of our good friends pulled away from
us because our kid had autism. Just the opposite —
our friends and families rallied around us in amazing
ways and have continued to cheer Andrew’s progress
on year after year. In all honesty, telling people what
we were going through only made our lives easier.
Before then, we worried that Andrew’s occasionally
aberrant behavior was off-putting. But once he had a
formal diagnosis, everyone cut us a lot of slack, and
instead of wondering what the hell was wrong with

us as parents, most people we knew admitted to a
newfound respect for us for dealing with so much.

Real friends don’t love you more for being success-
ful or less for having problems. If anything, it works
the opposite way — we’re all so busy that sometimes
we forget to stay in touch with friends when every-
thing’s fine for them, but we rush forward when they
need us. Now is the time to take advantage of that.
Talk your friends’ ears off, complain, bitch and moan
to them. You're dealing with a huge challenge, take
advantage of every minor plus it has to offer.

Some families have downloaded this Autism
Speaks 100 Day Kit and sent it to their family
members and close friends to provide more
information about autism and what their

family may be going through. The kit can be
downloaded at autismspeaks.org/family-services/
tool-kits/100-day-kit.
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15 Tips for Your Family

As a result of her work with many families who deal
so gracefully with the challenges of autism, family
therapist Kathryn Smerling, Ph.D., offers five tips for
parents, five for siblings and five for extended family
members:

5 tips for parents

1. Learn to be the best advocate you can be for your
child. Be informed. Take advantage of all the services
that are available to you in your community. You will
meet practitioners and providers who can educate
you and help you. You will gather great strength from
the people you meet.

2. Don't push your feelings away. Talk about them.

You may feel both ambivalent and angry. Those are
emotions to be expected. It’s okay to feel conflicting
emotions.

3. Try to direct your anger towards the disorder and
not towards your loved ones. When you find yourself
arguing with your spouse over an autism related
issue, try to remember that this topic is painful for
both of you; and be careful not to get mad at each
other when it really is the autism that has you so
upset and angry. Try to have some semblance of an
adult life. Be careful to not let autism consume every
waking hour of your life. Spend quality time with your
typically developing children and your spouse and
refrain from constantly talking about autism. Every-
one in your family needs support and to be happy
despite the circumstances.

4. Appreciate the small victories your child may
achieve. Love your child and take great pride in each
small accomplishment. Focus on what he or she can
do instead of making comparisons with a typically
developing child. Love your child for who he or she is.

5. Get involved with the autism community. Don’t
underestimate the power of “community”. You may be
the captain of your team, but you can’t do everything

yourself. Make friends with other parents who have
children with autism. By meeting other parents you
will have the support of families who understand your
day to day challenges. Getting involved with autism
advocacy is empowering and productive. You will be
doing something for yourself as well as your child by
being proactive.
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5 tips for brothers and sisters

1. Remember that you are not alone! Every family is
confronted with life’s challenges... and yes, autism is
challenging...but, if you look closely, nearly everyone
has something difficult to face in their families.

2. Be proud of your brother or sister. Learn to talk
about autism and be open and comfortable describ-
ing the disorder to others. If you are comfortable with
the topic...they will be comfortable too. If you are
embarrassed by your brother or sister, your friends
will sense this and it will make it awkward for them.
If you talk openly to your friends about autism, they
will become comfortable. But, like everyone else,
sometimes you will love your brother or sister and
sometimes you may not like him or her. It's okay to
feel your feelings. And often it’s easier when you
have a professional counselor to help you understand
them — someone special who is here just for you!
Love your brother or sister the way he or she is!

3. While it is okay to be sad that you have a brother
or sister affected by autism, it doesn’t help to be
upset and angry for extended periods of time. Your
anger doesn’t change the situation; it only makes you
unhappier. Remember your Mom and Dad may have
those feelings too.

4. Spend time with your parents alone. Doing things
together as a family with and without your brother or
sister strengthens your family bond. It’s okay for you
to want alone time. Having a family member with
autism can often be very time-consuming and
attention-grabbing. You need to feel important too.
Remember, even if your brother or sister didn’t have
autism, you would still need alone time with Mom
and Dad.

5. Find an activity you can do with your brother or
sister. You will find it rewarding to connect with your
brother or sister, even if it is just putting a simple
puzzle together. No matter how impaired he or she
may be, doing something together creates a close-
ness. Your brother or sister will look forward to these
shared activities and greet you with a special smile.
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5 tips for grandparents and extended
family members

1. Family members have a lot to offer. Each family
member is able to offer the things he or she learned
to do best over time. Ask how you can be helpful to
your family. Your efforts will be appreciated whether
it means taking care of the child so that the parents
can go out to dinner or raising money for the

special school that helps the child. Organize a lunch,
a theatre benefit, a carnival or a card game. It will
warm your family’s hearts to know that you are
pitching in to create support and closeness.

2. Seek out your own support. If you find yourself
having a difficult time accepting and dealing with the
fact that your loved one has autism, seek out your
own support. Your family may not be able to provide
you with that kind of support, so you must be con-
siderate and look elsewhere. In this way you can be
stronger for them, helping with the many challenges
they face. Be open and honest about the disorder.
The more you talk about the matter, the better you
will feel. Your friends and family can become your
support system...but only if you share your thoughts
with them. It may be hard to talk about it at first, but
as time goes on, it will be easier. In the end, your
experience with autism will end up teaching you
and your family profound life lessons.

3. Put Jjudgment aside. Consider your family’s feel-
ings and be supportive. Respect the decisions they
make for their child with autism. They are working
very hard to explore and research all options and
are typically coming to well thought out conclusions.
Try not to compare children. (This goes for typically
developing kids as well.) Children with autism can
be brought up to achieve their personal best.

4. Learn more about autism. It affects people of all
social and economic statuses. There is promising
research, with many possibilities for the future. Share
that sense of hope with your family, while educating
yourself about the best ways to help manage this
disorder.

5. Carve out special time for each child. You can
enjoy special moments with both typically developing
family members and the family member with autism.
Yes, they may be different, but all of the children
look forward to spending time with you. Children with
autism thrive on routines, so find one thing that you
can do together that is structured, even if it is simply
going to a park for 15 minutes. If you go to the same
park every week, chances are over time that activity
will become easier and easier...it just takes time and
patience. If you are having a difficult time trying to
determine what you can do, ask your family. They will
sincerely appreciate the effort that you are making.

There are also specialized tool kits for specific
people in your life. To access them visit:
autismspeaks.org/family-services/tool-kits/family-
support-tool-kits.
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Developmental Milestones:
Understanding Your Child's
Behavior

When a child is diagnosed with ASD, it can be difficult
to figure out which symptoms are a result of autism
and which are just typical for development. The
information below from Ashley Murray, Psy.M., Emily
Schreiber, M.A. and Rebekah Ridgeway, Psy.D. can
help parents to navigate these behaviors.

Some parents express difficulty in understanding
whether their child’s behavior is developmentally
appropriate or related to his or her diagnosis of an
autism spectrum disorder. This can lead to increased
frustration and uncertainty of how to respond to specif-
ic behaviors. Based on a child’s developmental level,
parents are able to better assess whether their child’s
behavior is developmentally appropriate or warrants
further discussion with their pediatrician. For example,
it can be helpful for parents to know that it is develop-
mentally appropriate for a two-year-old child to begin
testing his or her parents’ limits and having temper
tantrums (e.g., dropping to the floor, crying, pounding
fists). However, this behavior is not considered de-
velopmentally appropriate if your child is in his or her
middle school years. Additionally, in terms of social
interaction, it is considered developmentally appropri-
ate for one-year-olds to enjoy playing by themselves
with toys. However, by preschool age, children should
be engaging in cooperative play with others.

Oftentimes parents of children with autism spectrum
disorders have the most difficulty determining if their
child’s social and emotional development is appropri-
ate for his or her age or if the child’s behaviors are
related to the diagnosis. To help make this distinction,
understanding developmental milestones for these
two areas can be useful. The following chart presents
social and emotional developmental milestones and
is separated by the child’s age. Having resources to
identify developmental milestones can aid parents

in assessing their child’s behavior and determining if
they should seek additional support for their concerns.

If your child is demonstrating behavior that you be-
lieve is not developmentally appropriate, it is always
important to discuss this with your pediatrician and
other members of the treatment team. Your team may
be able to make suggestions on how best to address
these concerns and make referrals as needed for ad-
ditional evaluations. Additionally, if you have concerns
regarding other areas of your child’s development,
your treatment team can provide you with expected
milestones in all areas of development.
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- Shows excitement by waving arms, kicking
and wiggling

- Fears loud or unexpected noise, strange
objects, sudden movements and pain

- Imitates smiles, other’s movements

- Enjoys interactions (e.g., smiles, tickles,
being held) with others

- Laughs out loud and smiles socially
- Plays peek-a-boo

- May enjoy looking at themselves in the mirror

- Responds to other people’s emotions

- Becomes unhappy when the primary
caregiver leaves

- Withdraws from strangers

- Enjoys being held and cuddled

- Begins to imitate behaviors of others
- May push, pull or poke other children

- Is able to distinguish familiar people
from strangers

- When loses a toy, may display a reaction

- Seeks out attention of his or her primary
caregiver or an adult he or she feels
comfortable with

- Begins to develop a level of trust in others
- Has temper tantrums

- Is generally in a happy mood, but may
become angry when others interfere with
his or her activities

- May become frustrated due to not being
able to fully verbalize his or her thoughts
and wants

- May be possessive of toys and enjoy
playing alone

- Enjoys interacting with familiar adults

- Begins to develop a sense of independence
- Enjoys praise

- Tests parental limits and has an increased
level of emotion (e.g., laughing, temper
tantrums, crying)

- Is fearful of loud noises, quick movements,
large animals and separation from caregiver

- Tries to *help” adults with actions (e.g., washing
dishes, vacuuming, hammering)

- Plays with objects in symbolic play (e.g., play-
ing house, using toy tools to “make repairs”)

- Begins to develop more independence
and self-reliance

- May be fearful of strangers, animals and
the dark

- Has a desire to please adults
- Shows a wide range of emotions

- May become upset with major changes
in routine

- Begins to enjoy playing in groups
- Becomes more interested in others
- With prompting, begins to share and take turns

- May pretend to act out scenes from movies
or beginning dramatic play (e.qg., pretending
to be animals)
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(etting Your Child
Services

How Do | Get the Help My
Child Needs?

The road ahead will be bumpy. There will be times
when your progress stalls or takes an unexpected
turn. When it does, try to remind yourself that these
are speed bumps, not roadblocks. Take them one at
a time. It is important that you start now. There are a
variety of services available to treat and educate your
child. The article below, from Does My Child Have
Autism? by Wendy L. Stone, PhD, with Theresa Foy
DiGeromino, MEd, explains why:

There is no debate or doubt: early intervention is
your child’s best hope for the future. Early attention
to improving the core behavioral symptoms of autism
will give your child — and the rest of the family —
several important benefits that you will not gain if you
take a wait-and-see approach until your child enters
school at age four or five. A good early intervention
program has at least four benefits:

1. 1t will provide your child with instruction that

will build on his or her strengths to teach new skills,
improve behaviors and remediate areas

of weakness.

2. It will provide you with information that will help
you better understand your child’s behavior and
needs.

3. It will offer resources, support and training that
will enable you to work and play with your child more
effectively.

4. 1t will improve the outcome for your child.

For these reasons, an intervention program for your
child should be implemented as soon as possible
after he or she receives a diagnosis. However, as
you probably know by now, it can be very challeng-
ing to teach young children with autism. They have
a unique profile of strengths and needs and require
intervention services and teaching approaches that
are sensitive to these needs. That's why strategies
that worked for teaching your other children to remain
seated at the dinner table, to play appropriately with
a toy or to say words simply don’t work as well for
your child with autism. In the same way, interven-
tion programs that are generic — rather than autism-
specialized — are less likely to be effective for your
child. That’s why as you begin your exploration of
early intervention, you must keep in mind that not all
interventions are equal.
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Accessing Services: Your Child's Rights

to Public Education

Every child has the right to a free appropriate educa-
tion. The Individuals with Disabilities Education
Act (IDEA), enacted in 1975, mandates a public
education for all eligible children and makes the
schools responsible for providing the supports and
services that will allow this to happen. IDEA was most
recently revised in 2004 (and, in fact, renamed the
Individuals with Disabilities Education Improvement
Act, but most people still refer to it as IDEA). The law
mandates that the state provide an eligible child with
a free appropriate public education that meets his or
her unique individual needs.

IDEA specifies that children with various disabilities,
including autism, are entitled to early intervention
services and special education. In addition, the
IDEA legislation has established an important team
approach and a role for parents as equal partners in
the planning for an individual child and promotes an
education in the least restrictive environment. You,
as a parent, are entitled to be treated as an equal
partner with the school district in deciding on an
education plan for your child and his or her individual
needs. This enables you to be a powerful advocate
for your child. It also means that you must be an in-
formed, active participant in planning and monitoring
your child’s unique program and legal rights.

In addition to the IDEA stipulations, the Americans
with Disabilities Act of 1990 (ADA) sets forth, as a
civil right, protections and provisions for equal access
to education for anyone with a disability. Section 504
of the Rehabilitation Act of 1973 is another civil rights
law that prohibits discrimination on the basis of dis-
ability in programs and activities, public and private,
that receive federal financial assistance. Generally,
the individuals protected by these laws include
anyone with a physical or mental impairment that
substantially limits one or more life activities.

Advocating for your child’s education is a very
important role and at times can seem over-
whelming and confusing. Two books that may
be helpful are:

Wrightslaw: From Emotions to Advocacy -
The Special Education Survival Guide
by Pam Wright and Pete Wright

How to Compromise with Your School District
Without Compromising Your Child
by Gary Mayerson

You will also find additional books and websites
at the end of this kit that will be helpful in this
process. You, as a parent, are entitled to be treat-
ed as an equal partner with the school district in
deciding on an education plan for your child.

What is a “Free and Appropriate
Public Education” (FAPE)?

As described previously, IDEA provides for a “free
and appropriate education” for all children with
disabilities. Each word in this phrase is important,
but “appropriate” is the one that relates specifically to
your special needs child. Your child is entitled to an
education that is tailored to his or her special needs
and a placement that will allow him or her to make
educational progress.

Although you and your child’s teachers or therapists
may want to provide your child with the best and
optimal programs and services, the school district is
simply required to provide an appropriate education.
One of the challenges here is working with the school
district to determine what is appropriate and therefore
what will be provided for your child. This is a collabor-
ative process and may require considerable negotia-
tion in order to secure the appropriate services from
the school.
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What is “Least Restrictive
Environment” (LRE)?

As specified in the IDEA, your child is entitled to
experience the “least restrictive environment” in
schools. This means that your child should be placed
in the environment in which he or she has the great-
est possible opportunity to interact with children

who do not have a disability and to participate in

the general education curriculum. The child must be
educated in the school he or she would attend if not
disabled to the maximum extent appropriate and
supported with the aids and services required to
make this possible. This does not mean that every
student has to be in a general education classroom,
but the objective is to place the student in as natu-
ral a learning environment as possible, within his or
her home community. This decision is made by the
members of the Individualized Education Program
(IEP) team, with consideration of the myriad of issues
related to appropriate environment and supports for
the student. Placements and the LRE for a particular
student may change over time.

The participation of children with disabilities in the
general education environment is often referred to

as “mainstreaming” or “inclusion”. Inclusion does
not mean that a child with special needs should be
placed into a general education setting just like a typi-
cal learner; a variety of special education supports
should be provided in order to create a successful
environment and positive experience for everyone
involved. Careful planning and training are essential
to providing modifications or accommodations and to
successfully situating a child with a disability in the
least restrictive setting. These supports might include
providing a specially trained classroom or one-on-one
paraprofessional, altering testing environments or
expectations, adapting curriculum, providing visual
supports or adaptive equipment, etc. The special
education department should provide training,
strategies and support for general education staff
and others in the general school community who may
interact with students with special needs. It is impor-

tant to note that philosophies about inclusion vary
considerably among school districts, staff and
parents of students with and without special needs.

IDEA provides for a team approach to planning so
that the objectives of all members of the team can
be considered and the necessary supports can be
put in place to maximize inclusion. Not all parents
will feel that a mainstream environment will enhance
the growth and development of their student with
special needs and allowances need to be made to
accommodate various perspectives. Additionally, not
all students will be ready for full inclusion all of the
time. The anxiety and sensory issues related to
inclusion may mean that efforts should begin with
small steps that can generate ongoing success and
increase participation within the local student body
and community.

Early Intervention Services
(El) for Children Under the
Age of Three

The IDEA provides states with federal grants to
institute Early Intervention programs. Any child
younger than age three who has a developmental
delay or a physical or mental condition likely to result
in a developmental delay is eligible to receive early
intervention services through these programs. El
services can vary widely from state to state and
region to region. However, the services should
address your child’s unique needs and should not
be limited to what is currently available or customary
in your region.

The document that spells out your child’s needs and
the services that will be provided is the Individual
Family Service Program (IFSP). The IFSP should
be based on a comprehensive evaluation of your
child. It should describe your child’s current levels of
functioning and the anticipated goals. It should also
list the specific services that will be provided to your
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child and your family. El services are aimed at mini-
mizing the impact of disabilities on the development
of your child. Services for your child may include,

but are not limited to, speech and language instruc-
tion, occupational therapy, physical therapy, Applied
Behavior Analysis (ABA) and psychological evalua-
tion. Services for families may include training to help
reinforce the affected child’s new skills and counsel-
ing to help the family adapt.

Information about the Legal Rights and Proce-
dures for Early Intervention in your state can be
found in the Autism Speaks Resource Guide at
autismspeaks.org/resource-guide.

Click on your state and you will find the informa-
tion under Early Intervention/State Information.

In this same section of the Autism Speaks Resource
Guide you will also find state specific information on
the process of transitioning from Early Intervention
Services to Special Education Services.

You can learn more about early intervention at:
autismspeaks.org/blog/2012/10/26/evaluating-
early-interventions.

Special Education Services
for Children Ages 3 - 22

Special Education services pick up where early in-
tervention services leave off, at age three. Your local
school district provides these services through their
special education department. The focus of special
education is different from that of early intervention.
While early intervention services address your child’s
overall development, special education focuses on
providing your child with an education, regardless of
disabilities or special needs.

The document that spells out your child’s needs and
how these needs will be met is the Individualized
Education Program (IEP). Like the IFSP, the IEP
describes your child’s strengths and weaknesses,
sets goals and objectives and details how these can

be met. Unlike the IFSP, the IEP is almost entirely
related to how the needs of your child will be met
within the context of the school district and inside
school walls.

Information about the Legal Rights and
Procedures for Special Education Services
can be found in Individualized Education Plan
(IEP): Summary, Process and Practical Tips, a
guide created by law firm Goodwin Procter
LLP on the Autism Speaks website at
autismspeaks.org/family-services/
tool-kits/iep-guide.

There are IEP forms from the guide included at
the end of this kit.

You can also read more about legal information
in your state by visiting the Autism Speaks
Resource Guide at
autismspeaks.org/resource-guide.

Click on your state and you will find the
information under Preschool Age or School
Age Services/State Information.

You can also view the Autism Speaks School
Community Tool Kit at autismspeaks.org/school.

W

| |
‘\btu'\
" 'I.‘:

m

-




gk AUTISM SPEAKS 100 DAY KIT

Extended School Year (ESY)
Services

If there is evidence that your child experiences a
substantial regression in skills during school vaca-
tions, he or she may be entitled to Extended School
Year (ESY) services. These services would be pro-
vided over long breaks from school (such as summer
vacation) to prevent substantial regression, but not
to acquire new skills. It is important for the family to
remain involved in determining appropriate goals,
communicating with the educational team about your
child’s progress and working to provide consistency
between home and school life.

How Do | Get Services
Started for My Child?

If your child is under the age of three, call your lo-
cal Early Intervention agency. In most states, Early
Intervention is provided by the Department of Health.
Contact information is included in the Autism Speaks
Resource Guide. If your child is three or older, con-
tact your local school district, more specifically the
Office of Special Education within the school district.
In some cases, you may need to put the request in
writing that you would like your child evaluated for
special education services. Refer to “Assembling
Your Team” in this kit for more information. You'll find
more in the Action Plan section of this kit.

Before services can be provided, it may be
necessary to complete further assessments
and evaluations. These may include:

An unstructured diagnostic play session
A developmental evaluation

A speech-language assessment

A parent interview

An evaluation of current behavior

An evaluation of adaptive or real life skills

You may find yourself spending some time in wait-
ing rooms with your child when you are completing
additional evaluations. You have probably already
figured out how helpful it is to bring some snacks
for your child, his or her favorite toy or some other
form of entertainment to help pass the time. Waiting
for the completion of these additional evaluations,
which may be required by the school district or early
intervention services, may be frustrating. There are
sometimes waiting lists, so it is important to start the
process as soon as possible. The additional evalu-
ations will provide much more in-depth information
about your child’s symptoms, strengths and needs
and will be helpful for accessing and planning therapy
services in the long run.

“| was overwhelmed in the beginning by all the evaluations and paperwork.
But watching the changes in Samantha as she learns and grows, we know
our etforts are paying off.”
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The purpose of the evaluations is to understand your
child’s challenges so that he or she can get the
appropriate services that he or she needs. The
Organization for Autism Research’s A Parent’s Guide
to Assessment can be helpful in explaining the results
of the evaluations and what they mean for your child.
The guide can be found at
researchautism.org/resources/reading/
documents/AssessmentGuide.pdf.

If you find you are spinning your wheels waiting for
the results, there are things you can be doing in the
meantime. Talk to other parents about what services
have been helpful for their children. Investigate the
therapies outlined in this kit. Start reading about
autism. There is a list of suggested books and web-
sites at the end of this kit, as well as in the Autism
Speaks Resource Library at
autismspeaks.org/family-services/
resource-library.

Autism and Insurance

While there are effective treatment options for autism,
these services are not consistently covered by health
insurance. Since 2007, Autism Speaks has focused
its state advocacy efforts on passage of meaningful
autism insurance reform. As of May 2014, 37 states
have enacted laws that require certain health insur-
ance plans to cover the treatment of autism, including
Applied Behavior Analysis (ABA). These states
appear in green on our state initiatives map at
autismspeaks.org/advocacy.

Unfortunately, determining whether your insurance
plan includes a meaningful autism benefit is not

as easy as looking at a map. Not all plan types are
subject to state law. Additionally, many state autism
insurance laws further exclude certain plan types
or impose age caps that may adversely affect your
coverage.

Autism Speaks Insurance Link was developed

to help families navigate the complexities of health
insurance for autism. By answering a short series of
questions, this online application will help parents
determine whether their dependent is entitled to
autism benefits under their health insurance plan.

If not covered, Autism Speaks Insurance Link will
provide parents with the tools to effectively advocate
for meaningful coverage for the treatment of autism.

For more information about Autism Speaks
efforts related to health insurance for autism,
please email advocacy@autismspeaks.org.

And to access the Autism Speaks Insurance
Link please visit
autismspeaks.org/advocacyl/insurancelink.
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How IS Autism
Treated?

Each child or adult with autism is unique and as a
result, each autism intervention plan should be
tailored to address specific needs. Treatment for
autism is usually a very intensive, comprehensive
undertaking that involves the child’s entire family
and a team of professionals. Some programs may
take place in your home. These may be based in
your home with professional specialists and trained
therapists or may include training for you to serve
as a therapist for your child under the supervision
of a professional. Some programs are delivered in
a specialized center, classroom or preschool. It is
not unusual for a family to choose to combine
more than one treatment method.

We've provided an overview of many different treat-
ment methods for autism in this section of your tool
kit. The descriptions are meant to give you general
information. Your pediatrician, developmental
pediatrician or a social worker who specializes in the
treatment of children with autism can make sugges-
tions or help you prioritize therapies based on the
strengths and challenges detailed in your child’s
comprehensive evaluation. Once you have narrowed
down some choices of appropriate therapies for your
child, you will want to explore more information
before making a commitment to one. For many
children, autism is complicated by medical conditions,
biological issues and symptoms that are not
exclusive to autism.

Treatments for associated symptoms address chal-
lenges commonly associated with autism, but not
specific to the disorder. If your child has biological

or medical conditions such as allergies, food intoler-
ances, gastrointestinal issues or sleep disturbances,
these will need to be treated too. Treatment programs
may combine therapies for both core symptoms and
associated symptoms. Your child’s treatment pro-
gram will depend on his or her needs and strengths.
Some of these therapies may be used together. For
example, if medical causes for sleep disturbances
are ruled out, a behavioral intervention might be used
to address them. Occupational therapy or speech-
language therapy are often integrated into one of the
intensive therapy programs described here as core
symptom therapies.

Therapies include a wide range of tools, services
and teaching methods that you may choose to
use to help your child reach his or her potential.
The recommended number of hours of structured
intervention ranges from 25 to 40 hours per week
during the preschool period.

Many of the therapy methods described here are very
complex and will require more research on your part
before you get started. Whenever possible, observe
the therapies in action. Talk to experienced parents
and make sure you have a thorough understanding
of what is involved before beginning any therapy for
your child.

Treatment for the Core
Symptoms of Autism

Most families use one type of intensive intervention
that best meets the needs of their child and their
parenting style. The intensive interventions described
here require multiple hours per week of therapy and
address behavioral, developmental and/or educa-
tional goals. They are developed specifically to treat
autism. During the course of treatment, it may be
necessary to reevaluate which method is best for
your child.
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Before we get into the types of therapies available,

it is helpful to take a step back and look at the big-
ger picture. Although research and experience have
revealed many of the mysteries surrounding autism,
it remains a complex disorder that impacts each child
differently. However, many children with autism have
made remarkable breakthroughs with the right com-
bination of therapies and interventions. Most parents
would welcome a cure for their child or a therapy that
would alleviate all of the symptoms and challenges
that make life difficult. Just as your child’s chal-
lenges can’t be summed up in one word, they can't
be remedied with one therapy. Each challenge must
be addressed with an appropriate therapy. No single
therapy works for every child. What works for one
child may not work for another. What works for one
child for a period of time may stop working. Some
therapies are supported by research that shows their
efficacy, while others are not. The skill, experience
and style of the therapist are critical to the effective-
ness of the intervention.

Before you choose an intervention, you will need to
investigate the claims of each therapy so that you
understand the possible risks and benefits for your
child. At first, all of these techniques — ABA, VB, PRT,
DTT, ESDM, among others — may seem like alphabet
soup to you. You may be confused now, but you will
be surprised at how quickly you become “fluent” in
the terminology of autism therapies.

For information on different treatment options,
turn to the glossary in this kit or visit
AutismSpeaks.org and view the National
Standards Project produced by the National
Autism Center at
nationalautismcenter.org/about/national.php.

To view different treatments in video format
please visit the Autism Speaks Autism Video
Glossary at
autismspeaks.org/what-autism/video-glossary.

You should also see your pediatrician for more
information, so that you can be confident you are
making informed choices as you begin to narrow
down your options.

What is Applied
Behavioral Analysis”

Behavior analysis was originally described by B.F.
Skinner in the 1930s. You may have learned about
Skinner and “operant conditioning” when you studied
science in school. The principles and methods

of behavior analysis have been applied effectively

in many circumstances to develop a wide range of
skills in learners with and without disabilities.

Behavior analysis is a scientifically validated
approach to understanding behavior and how it is
affected by the environment. In this context,
“behavior” refers to actions and skills. “Environment”
includes any influence — physical or social — that
might change or be changed by one’s behavior.

On a practical level, the principles and methods of
behavior analysis have helped many different kinds
of learners acquire many different skills — from
healthier lifestyles to the mastery of a new language.

Behavior analysis focuses on the principles that
explain how learning takes place. Positive reinforce-
ment is one such principle. When a behavior is
followed by some sort of reward, the behavior is
more likely to be repeated. Through decades of
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research, the field of behavior analysis has
developed many techniques for increasing useful
behaviors and reducing those that may cause
harm or interfere with learning.

Applied Behavior Analysis (ABA) is the use of
these techniques and principles to bring about
meaningful and positive change in behavior.

Since the early 1960s, ABA has been used by thou-
sands of therapists to teach communication, play,
social, academic, self-care, work and community
living skills and to reduce problem behaviors in
learners with autism. There is a great deal of
research that has demonstrated that ABA is effec-
tive for improving children’s outcomes, especially
their cognitive and language abilities. Over the past
several decades, different models using ABA have
emerged, all of which use behavioral teaching. They
all use strategies that are based on Skinner’s work.

ABA is often difficult to understand until you see it

in action. It may be helpful to start by describing what
all of the different methods of ABA have in common.
ABA methods use the following three step process

to teach:

An antecedent, which is a verbal or physical stimulus
such as a command or request. This may come from
the environment or from another person or be internal
to the subject;

A resulting behavior, which is the subject’s (or in this
case, the child’s) response or lack of response to the
antecedent;

A consequence, which depends on the behavior,
can include positive reinforcement of the desired
behavior or no reaction for incorrect responses.

ABA targets the learning of skills and the reduction of
challenging behaviors. Most ABA programs are highly
structured. Targeted skills and behaviors are based
on an established curriculum. Each skill is broken
down into small steps and taught using prompts that
are gradually eliminated as the steps are mastered.
The child is given repeated opportunities to learn and
practice each step in a variety of settings. Each time
the child achieves the desired result, he or she re-
ceives positive reinforcement, such as verbal praise
or something else that the child finds to be highly
motivating, like a small piece of candy. ABA programs
often include support for the child in a school setting
with a one-on-one aide to target the systemic trans-
fer of skills to a typical school environment. Skills

are broken down into manageable pieces and built
upon so that a child learns how to learn in a natural
environment. Facilitated play with peers is often part
of the intervention. Success is measured by direct
observation and data collection and analysis — all
critical components of ABA. If the child isn’t making
satisfactory progress, adjustments are made.

One type of ABA intervention is Discrete Trial
Teaching (also referred to as DTT, “traditional ABA”
or the Lovaas Model, for its pioneer, Dr. Ilvar Lovaas).
DTT involves teaching individual skills one at a time
using several repeated teaching trials and reinforcers
that may or may not be intrinsically related to the

skill that is being taught.
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Who provides traditional ABA or DTT?

A Board Certified Behavior Analyst (BCBA) special-
izing in autism will write, implement and monitor the
child’s individualized program. Individual therapists,
often called “trainers,” (not necessarily board
certified) will work directly with the child on a day-to-
day basis.

What is a typical ABA therapy
session like?

Sessions are typically two to three hours long, con-
sisting of short periods of structured time devoted to
a task, usually lasting three to five minutes. 10 to 15
minute breaks are often taken at the end of every
hour. Free play and breaks are used for incidental
teaching or practicing skills in new environments.
Effective ABA intervention for autism is not a “one
size fits all” approach and should never be viewed as
a “canned” set of programs or drills. On the contrary,
a skilled therapist customizes the intervention to each
learner’s skills, needs, interests, preferences and
family situation. For those reasons, an ABA program
for one learner might look somewhat different from

a program for another learner. An ABA program will
also change as the needs and functioning of the
learner change.

What is the intensity of most ABA
programs?

Most ABA programs consist of 25 to 40 hours per
week of therapy. Families are also encouraged to use
ABA principles in their daily lives.

To find more information on ABA, go to the
Association for Behavior Analysis International
website at ABAinternational.org

or the Behavior Analyst Certification Board
website at BACB.com.

What is Verbal Behavior”

Verbal Behavior therapy teaches communication
using the principles of Applied Behavior Analysis and
the theories of behaviorist B.F. Skinner. By design,
Verbal Behavior therapy motivates a child, adoles-
cent or adult to learn language by connecting words
with their purposes. The student learns that words
can help obtain desired objects or other results.

Verbal Behavior therapy avoids focusing on words as
mere labels (cat, car, etc.). Rather, the student learns
how to use language to make requests and commu-
nicate ideas. To put it another way, this intervention
focuses on understanding why we use words.

In his book Verbal Behavior, Skinner classified
language into types, or “operants.” Each has a
different function. Verbal Behavior therapy focuses
on four word types. They are:

Mand: A request, such as “Cookie,” to ask for a
cookie

Tact: A comment used to share an experience or
draw attention, such as “airplane” to point out an
airplane

Intraverbal: A word used to answer a question or
otherwise respond, such as “Where do you go to
school?” “Castle Park Elementary”

Echoic: A repeated, or echoed, word, such as
“Cookie?” “Cookie!” (important as the student needs
to imitate to learn)

Verbal Behavior therapy begins by teaching mands
or requests as the most basic type of language. For
example, the individual with autism learns that saying
“cookie” can produce a cookie. Immediately after the
student makes such a request, the therapist reinforc-
es the lesson by repeating the word and presenting
the requested item. The therapist then uses the word
again in the same or similar context.
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Importantly, children don’t have to say the actual
word to receive the desired item. In the beginning,
he or she simply needs to signal requests by any
means. Pointing at the item represents a good start.

This helps the student understand that communicat-
ing produces positive results. The therapist builds
on this understanding to help the student shape the
communication toward saying or signing the actual
word.

Verbal Behavior therapy uses “errorless learning.”
The therapist provides immediate and frequent
prompts to help improve the student's communi-
cation. These prompts become less intrusive as
quickly as possible, until the student no longer needs
prompting. Take, for example, the student who wants
a cookie. The therapist may hold the cookie in front
of the student’s face and say “cookie” to prompt a
response from the child. Next, the therapist would
hold up the cookie and make a “c” sound to prompt
the response. After that, the therapist might simply
hold a cookie in the child’s line of sight and wait for
the request. The ultimate goal, in this example, is for
the student to say “cookie” when he or she wants a
cookie — without any prompting.

VB and classic ABA use similar behavioral formats

to work with children. VB is designed to motivate a
child to learn language by developing a connection
between a word and its value. VB may be used as an
extension of the communication section of an ABA
program.

Who provides VB?

Verbal Behavior therapy is provided by VB-trained
psychologists, special education teachers, speech
therapists and other providers.

What is the intensity of most VB
programs?

VB programs usually involve 30 or more hours per
week of scheduled therapy. Families are encouraged
to use VB principles in their daily lives.

For Information on VB, go to the Cambridge
Center for Behavioral Studies website at
behavior.org/vb.
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What is Pivotal Response
Treatment”

Pivotal Response Treatment, or PRT, was devel-
oped by Dr. Robert L. Koegel, Dr. Lynn Kern Koegel
and Dr. Laura Shreibman at the University of
California at Santa Barbara. PRT was previously
called the Natural Language Paradigm (NLP),
which has been in development since the 1970s.

It is a behavioral intervention model based on the
principles of ABA.

PRT is one of the best studied and validated behav-
ioral treatments for autism. Derived from ABA, it is
play-based and child-initiated. Its goals include the
development of communication, language and
positive social behaviors and relief from disruptive
self-stimulatory behaviors.

Rather than target individual behaviors, the PRT
therapist targets “pivotal” areas of a child’s develop-
ment. These include motivation, response to multiple
cues, self-management and the initiation of social
interactions. The philosophy is that by targeting these
critical areas, PRT will produce broad improvements
across other areas of sociability, communication,
behavior and academic skill building.

Motivation strategies are an important part of the
PRT approach. These emphasize “natural’
reinforcement. For example, if a child makes a
meaningful attempt to request, say, a stuffed animal,
the reward is the stuffed animal — not a candy or
other unrelated reward.

Who provides PRT?

Some psychologists, special education teachers,
speech therapists and other providers specifically are
trained in PRT. The Koegel Autism Center offers a
PRT Certification program.
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What is a typical PRT therapy
session like?

Each program is tailored to meet the goals and
needs of the individual learner and his or her school
and home routines. A session typically involves six
segments during which language, play and social
skills are targeted with both structured and unstruc-
tured interactions. As the child progresses, the focus
of each session changes to accommodate more
advanced goals and needs.

What is the intensity of a PRT
program?

PRT programs usually involve 25 or more hours

per week. Everyone involved in the child’s life is
encouraged to use PRT methods consistently in
every part of his or her life. PRT has been described
as a lifestyle adopted by the affected family.

For more information on PRT, visit the UCSB
Koegel Autism Center website at
Education.UCSB.edu/autism or the UCSD
Autism Research Program website at
psy3.ucsd.edu/~autism/prttraining.html.

What is the Early Start
Denver Model (ESDM)?

The Early Start Denver Model (ESDM) is a
comprehensive behavioral early intervention
approach for children with autism, ages 12 to 48
months. The program encompasses a develop-
mental curriculum that defines the skills to be taught
at any given time and a set of teaching procedures
used to deliver this content. It is not tied to a specific
delivery setting, but can be delivered by therapy
teams and/or parents in group programs or
individual therapy sessions in either a clinic setting
or the child’s home.

Psychologists Sally Rogers, Ph.D., and Geraldine
Dawson, Ph.D., developed the Early Start Denver
Model as an early-age extension of the Denver
Model, which Rogers and colleagues developed and
refined. This early intervention program integrates

a relationship-focused developmental model with
the well-validated teaching practices of Applied
Behavior Analysis (ABA). Its core features include
the following:

Naturalistic applied behavioral analytic strategies
Sensitive to normal developmental sequence

Deep parental involvement

Focus on interpersonal exchange and positive
affect

Shared engagement with joint activities

Language and communication taught inside a
positive, affect-based relationship

The Early Start Denver Model is the only comprehen-
sive early intervention model that has been validated
in a randomized clinical trial for use with children with
autism as young as 18 months of age. It has been
found to be effective for children with autism across a
wide range of learning styles and abilities.
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Who provides ESDM?

An ESDM therapist may be a psychologist, behavior-
ist, occupational therapist, speech and language
pathologist, early intervention specialist or devel-
opmental pediatrician. What’s important is that the
therapist has ESDM training and certification.

Parents can also be taught to use ESDM strategies.
Parental involvement is a crucial part of the ESDM
program. If your child is receiving ESDM therapy, the
instructor will explain and model the strategies for
you to use at home.

What is the intensity of most
ESDM programs?

ESDM programs usually involve 20 to 25 or more
hours per week of scheduled therapy. Families
are encouraged to use ESDM strategies in their
daily lives.

What is a typical ESDM session like?

ESDM is designed to be highly engaging and en-
joyable for the child, while skills are systematically
taught within a naturalistic, play-based interaction.
Some skills are taught on the floor during interactive
play while others are taught at the table, focusing
on more structured activities. As the child develops
social skills, peers or siblings are included in the
therapy session to promote peer relationships.
ESDM can be delivered in the home, the clinic or a
birth-to-three or developmental preschool setting.

To find more information on ESDM, check out
Play and Engagement in Early Autism: The Early
Start Denver Model by Rogers, SJ., & Dawson, G.
(2009) or the ESDM Curriculum Checklist, also
from Rogers and Dawson. Information about
training in the ESDM model can be found at

ucdmc.ucdavis.edu/mindinstitute/research/esdm.

What is Floortime (DIR)?

Floortime is a specific therapeutic technique based
on the Developmental Individual Difference
Relationship Model (DIR) developed in the 1980s
by Dr. Stanley Greenspan. The premise of Floortime
is that an adult can help a child expand his or her
circles of communication by meeting the child at his
or her developmental level and building on his or her
strengths. Therapy is often incorporated into play
activities — on the floor. The goal of Floortime is to
help the child reach six developmental milestones
that contribute to emotional and intellectual growth:

Self regulation and interest in the world

Intimacy or a special love for the world of human
relations

Two-way communication
Complex communication
Emotional ideas
Emotional thinking

In Floortime, the therapist or parent engages the child
at a level the child currently enjoys, enters the child’s
activities and follows the child’s lead. From a mutually
shared engagement, the parent is instructed on how
to move the child toward increasingly complex inter-
actions, a process known as “opening and closing
circles of communication.”

Floortime does not separate and focus on speech,
motor or cognitive skills but rather addresses these
areas through a synthesized emphasis on emotional
development. The intervention is called Floortime
because the parent gets down on the floor with the
child to engage the child at his or her level. Floortime
is considered an alternative to and is sometimes
delivered in combination with ABA therapies.
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Who provides Floortime?

Parents and caregivers are trained to implement the
approach. Floortime-trained psychologists, special
education teachers, speech therapists or occupation-
al therapists may also use Floortime techniques.

What is a typical Floortime therapy
session like?

In Floortime, the parent or provider joins in the child’s
activities and follows the child’s lead. The parent

or provider then engages the child in increasingly
complex interactions. During the preschool program,
Floortime includes integration with typically develop-
ing peers. ldeally, Floortime takes place in a calm
environment. This can be at home or in a profes-
sional setting. Floortime sessions emphasize back-
and-forth play interactions. This establishes the
foundation for shared attention, engagement and
problem solving. Parents and therapists help the child
maintain focus to sharpen interactions and abstract,
logical thinking.

What is the intensity of most
Floortime programs?

Floortime is usually delivered in a low stimulus
environment, ranging from two to five hours a day.
Families are encouraged to use the principles of
Floortime in their day-to-day lives.

To find more information on Floortime, go to the
Floortime Foundation website at Floortime.org,

Stanley Greenspan’s website at
StanleyGreenspan.com

or the Interdisciplinary Council on Developmental
and Learning Disorders website at ICDL.com.

What Is Relationship
Development Intervention
(RDI)?

Like other therapies described in this tool kit,
Relationship Development Intervention (RDI) is
a system of behavior modification through positive
reinforcement. RDI was developed by Dr. Steven
Gutstein as a family-based behavioral treatment
using dynamic intelligence and addressing autism’s
core symptoms. RDI aims to help individuals with
autism form personal relationships by gradually
strengthening the building blocks of social connec-
tions. This includes the ability to form an emotional
bond and share experiences.

The six objectives of RDI are:

Emotional Referencing: the ability to use an emo-
tional feedback system to learn from the subjective
experiences of others

Social Coordination: the ability to observe and con-
tinually regulate one’s behavior in order to participate
in spontaneous relationships involving collaboration
and exchange of emotions

Declarative Language: the ability to use language
and non-verbal communication to express curiosity,
invite others to interact, share perceptions and feel-
ings and coordinate your actions with others

Flexible Thinking: the ability to rapidly adapt,
change strategies and alter plans based upon
changing circumstances

Relational Information Processing: the ability to
obtain meaning based upon the larger context; solv-
ing problems that have no “right-and wrong” solutions

Foresight and Hindsight: the ability to reflect on
past experiences and anticipate potential future
scenarios in a productive manner
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The program involves a systematic approach to work-
ing on building motivation and teaching skills while
focusing on the child’s current developmental level
of functioning. Children begin work in a one-on-one
setting with a parent. When the child is ready, he or
she is matched with a peer at a similar level of re-
lationship development to form a “dyad.” Gradually,
additional children are added, as are the number of
settings in which the children practice, in order to
help the child form and maintain relationships in dif-
ferent contexts.

Who provides RDI?

Parents, teachers and other professionals can be
trained to provide RDI. Parents may choose to

work together with an RDI-certified consultant. RDI
is somewhat unique because it is designed to be
implemented by parents. Parents learn the program
through training seminars, books and other materi-
als and can collaborate with an RDI-certified consul-
tant. Some specialized schools offer RDI in a private
school setting.

What is a typical RDI therapy
session like?

In RDI, the parent or provider uses a comprehensive
set of step-by-step, developmentally appropriate ob-
jectives in everyday life situations, based on different
levels or stages of ability. Spoken language may be
limited in order to encourage eye contact and nonver-
bal communication. RDI may also be delivered in a
specialized school setting.

What is the intensity of most RDI
programs?
Families most often use the principles of RDI in

their day-to-day lives. Each family will make choices
based on their child.

Find more information on RDI on the Connections
Center website at RDIconnect.com.

What is TEACCH?

The TEACCH® Autism Program is a clinical, train-
ing and research program based at the University of
North Carolina — Chapel Hill. TEACCH, developed by
Drs. Eric Schopler and Robert Reichler in the 1960s,
was established as a statewide program by the North
Carolina legislature in 1972 and has become a model
for other programs around the world.

TEACCH developed the intervention approach called
“Structured TEACCHing”, an array of teaching or
treatment principles and strategies based on the
learning characteristics of individuals with ASD,
including strengths in visual information processing
and difficulties with social communication, attention
and executive function. In response to this profile

of strengths and challenges, Structured

TEACCHing includes:

External organizational supports to address
challenges with attention and executive function

Visual and/or written information to supplement
verbal communication

Structured support for social communication

Structured TEACCHing is not a curriculum, but
instead is a framework to support achievement of
educational and therapeutic goals. This framework
includes:

Physical organization
Individualized schedules
Work (Activity) systems

Visual structure of materials in tasks
and activities

The goal of Structured TEACCHing is to promote
meaningful engagement in activities, flexibility,
independence and self-efficacy. Structured
TEACCHing strategies are integrated into other
evidenced-based practices.
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What does TEACCH look like?

TEACCH programs are usually conducted in a class-
room setting. TEACCH-based home programs are
also available and are sometimes used in conjunction
with a TEACCH-based classroom program. Parents
work with professionals as co-therapists for their
children so that TEACCH techniques can be contin-
ued in the home.

Who provides TEACCH?

TEACCH is available at the TEACCH centers in
North Carolina and through TEACCH-trained
psychologists, special education teachers, speech
therapists and other providers in other areas of
the country.

To find more information on TEACCH,
go to the TEACCH Autism Program website
at TEACCH.com.

What is Social

Communication/Emotional
Regulation/Transactional
supports (SCERTS)?

Social Communication/Emotional Regulation/
Transactional Support (SCERTS) is an educational
model developed by Barry Prizant, PhD,

Amy Wetherby, PhD, Emily Rubin and Amy Laurant.
SCERTS uses practices from other approaches
including ABA (in the form of PRT), TEACCH,
Floortime and RDI. The SCERTS Model differs most
notably from the focus of “traditional” ABA by pro-
moting child-initiated communication in everyday
activities. SCERTS is most concerned with helping
children with autism to achieve “Authentic Progress,”
which is defined as the ability to learn and
spontaneously apply functional and relevant skills in

a variety of settings and with a variety of partners.
The acronym “SCERTS?” refers to the focus on:

“SC” Social Communication: Development of
spontaneous, functional communication, emotional
expression and secure and trusting relationships with
children and adults

“ER” Emotional Regulation: Development of the
ability to maintain a well-regulated emotional state to
cope with everyday stress and to be most available
for learning and interacting

“TS” Transactional Support: Development and
implementation of supports to help partners respond
to the child’s needs and interests, modify and adapt
the environment and provide tools to enhance learn-
ing (e.g., picture communication, written schedules,
and sensory supports); specific plans are also devel-
oped to provide educational and emotional support to
families and to foster teamwork among professionals

What does a SCERTS session
look like?

The SCERTS model favors having children learn with
and from other children who provide good social and
language models in inclusive settings, as much as
possible. SCERTS is implemented using transaction-
al supports put in place by a team, such as environ-
mental accommodations and learning supports like
schedules or visual organizers.

Who provides SCERTS?

SCERTS is usually provided in a school setting
by SCERTS-trained special education teachers or
speech therapists.

For more information on SCERTS, visit
SCERTS.com.
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Treatment for Biological &
Medical Conditions
Associated with Autism

The next section of this tool kit covers a number of
what are frequently called “related services.” These
services are therapies that address symptoms
commonly associated with autism, but not specific
to the disorder.

Speech-language therapy (SLT)

Most autism behavioral intensive therapy programs
include speech-language therapy. With a variety
of techniques, speech-language therapy addresses
a range of challenges often faced by persons with
autism. For instance, some individuals on the autism
spectrum do not speak, while others love to talk but
have difficulty using conversational speech and/or
understanding the nuances of language and
nonverbal cues when talking with others.

Speech-language therapy is designed to coordinate
the mechanics of speech with the meaning and social
use of language. Such a program begins with an
individual evaluation by a speech-language patholo-
gist to assess an individual’s verbal aptitudes and
challenges. From this evaluation, the pathologist sets
goals that may include mastering spoken language
and/or learning nonverbal communication skills such
as signs or gestures. In each case, the goal is to
help the person communicate in more useful and
functional ways.

The speech language pathologist can provide ther-
apy one-on-one, in a small group or in a classroom
setting. Therapists who work with children have ad-
ditional specialized training.

One approach used in speech-language therapy is
Prompts for Restructuring Oral Muscular Phonet-
ic Targets (PROMPT). PROMPT is a physical-sen-
sory approach to therapy in which a therapist uses
touch and pressure to an individual’s jaw, tongue and

lips to help him or her develop motor control and the
proper oral muscular movements to speak. Speech
therapists need to be fully trained in order to provide
PROMPT therapy. To learn more about PROMPT,
visit promptinstitute.com.

Occupational therapy (0T)

Occupational therapy (OT) addresses a combina-
tion of cognitive, physical and motor skills. Its goals
including helping a child or adult gain age-appropriate
independence and participate more fully in life. For

a person with autism, occupational therapy often
focuses on skills for appropriate play or leisure skills,
learning and self-care skills.

Therapy begins with a certified occupational thera-
pist evaluating the person’s developmental level as
well as related learning styles, social abilities and
environmental needs. Based on this evaluation, the
therapist determines goals and selects strategies and
tactics for enhancing key skills. For instance, goals
may include independent dressing, feeding, grooming
and use of the toilet, along with improved social, fine
motor and visual perceptual skills. Typically, occupa-
tional therapy involves half-hour to one-hour ses-
sions with a frequency determined by the individual’s
needs. In addition, the person with autism practices
strategies and skills — with guidance — at home and

in other settings including school. OT is provided by
certified occupational therapists.
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Sensory integration (Sl) therapy

Many children and adults with autism have challeng-
es in processing sensory information such as move-
ment, touch, smell, sight and sound. Sensory inte-
gration (Sl) therapy identifies such disruptions and
uses a variety of techniques that improve how the
brain interprets and integrates this information. Oc-
cupational therapy often includes sensory integration.
Other times it is delivered as a stand-alone therapy.

Certified occupational and physical therapists provide
sensory integration therapy. The therapist begins with
an individual evaluation to determine a person’s sen-
sitivities. From this information, he or she plans an
individualized program that matches sensory stimula-
tion with physical movement to improve how the brain
processes and organizes incoming information. As
such, the therapy often includes equipment such as
swings, trampolines and slides.

Sensory integration therapy can allow a child or adult
with sensory integration difficulties to become more
“available” for learning and social interactions. Family
members and teachers often find that its techniques
can help calm an affected child or adult, reinforce
positive behavior and help with transitions between
activities.

Physical therapy (PT)

Many children and adults with autism have challeng-
es with motor skills such as sitting, walking, running
and jumping. Physical therapy (PT) focuses on
problems with movement that cause real-life limita-
tions. In particular, physical therapy can improve poor
muscle tone, balance and coordination.

Certified physical therapists deliver physical therapy
beginning with an evaluation of a person’s physical
abilities and developmental level. They then design
programs of activities that target areas of challenge.
Typically therapy sessions run a half hour to an hour
and include assisted movement, various forms of
exercise and the use of orthopedic equipment. The
needs of the child or adult receiving services should
determine the frequency of these sessions.

Social skKills

Individuals with autism have a great deal of diffi-
culty with social interactions. In recent years, social
skills training, in both one-on-one and peer group
settings, has become a very common treatment for
facing this particular challenge. Social skills taught
during training sessions range from simple skills like
eye contact to more difficult skills like inviting a peer
for a playdate. Studies have shown that this type of
intervention program can significantly improve social
competence and social skill development. Though
social skills training is not an official or certified form
of therapy, professionals like social workers, speech
therapists and psychologists often focus largely on
improving social skills when treating both children
and adults with autism. In addition, parents, family
members and other caregivers can be taught effec-
tive ways to help improve the social skills of their
loved ones with autism both inside and outside the
home on a regular basis.

Picture Exchange Communication
System (PECS)

Picture Exchange Communication System (PECS)
is a learning system that allows children with little

or no verbal ability to communicate using pictures.
PECS can be used at home, in the classroom or in a
variety of other settings. A therapist, teacher or parent
helps the child to build a vocabulary and to articulate
desires, observations or feelings by using pictures
consistently.
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The PECS program starts by teaching the child how
to exchange a picture for an object. Eventually, the
individual is shown how to distinguish between
pictures and symbols and use them to form sentenc-
es. Although PECS is based on visual tools, verbal
reinforcement is a major component and verbal
communication is encouraged. Standard PECS
pictures can be purchased as a part of a manual or
pictures can be gathered from photos, newspapers,
magazines or other books.

Auditory Integration Training

Auditory Integration Training (AIT), sometimes
called sound therapy, is often used to treat children
with difficulties in auditory processing or sound sensi-
tivity. Treatment with AIT involves the patient listening
to electronically modified music through headphones
during multiple sessions. There are different methods
of AIT, including the Tomatis and Berard methods.
While some individuals have reported improvements
in auditory processing as a result of AIT, there are no
credible studies that demonstrate its effectiveness or
support its use.

Gluten free, casein free diet (GFCF)

Much has been said about the gluten free, casein
free (GFCF) diet and its use to help individuals with
autism. Many families with children newly diagnosed
with autism wonder if it's something their child should
follow. The GFCF diet was first developed for people
with celiac disease, a disorder that involves a severe
reaction to gluten in the diet. Gluten is found in wheat
products such as bread and other bakery goods but
also in a wide variety of other food products. Casein
is a protein most associated with dairy products and

has potential to cause severe reactions in certain
individuals. When used appropriately, the GFCF
diet is safe and can help avoid these severe health
problems.

The theory behind its use in autism is that if a person
is having Gl responses to these products, the result-
ing inflammation may damage the lining of the intes-
tine and as a result lead to absorption of molecules
that are not normally absorbed by healthy intestines.
Some evidence suggests that these molecules or the
inflammation they cause can interact with the brain

in ways that cause problems such as anxiety, mood
abnormalities, mental difficulties and perhaps worsen
the behavioral symptoms of autism. That said, while
the GFCF diet has been used in the autism communi-
ty for a couple of decades, there is minimal evidence
that it improves autism-related behaviors.

Families choosing a trial of dietary restriction

should make sure their child is receiving adequate
nutrition by consulting his or her pediatrician or a
nutrition specialist. Dairy products are the most
common source of calcium and Vitamin D for young
children in the United States. Many young children
depend on dairy products for a balanced, regular
protein intake. Alternative sources of these nutrients
require the substitution of other food and beverage
products, with attention given to the nutritional
content. Substitution of gluten-free products requires
attention to the overall fiber and vitamin content of

a child’s diet. Vitamin supplements may have both
benefits and side effects. Consultation with a dietician
or physician is recommended for the healthy applica-
tion of a GFCF diet. This may be especially true for
children who are picky eaters.
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What about other medical
interventions?

Right now you are itching to do everything possible to
help your child. Many parents in your position are ea-
ger to try new treatments, even those treatments that
have not yet been scientifically proven to be effective.
Your hopes for a cure for your child may make you
more vulnerable to the lure of untested treatments.

It may be helpful to collect information about a ther-
apy that you are interested in trying and speak with
your pediatrician, as well as your intervention team
members, in order to discuss the potential risks/bene-
fits and establish measurable outcomes and baseline
data. Parents of older children with autism can pro-
vide you with a history of therapies and biomedical
interventions that have been promised to be cures for
autism over the years. Some of them may have been
helpful to a small number of children. Upon further
study, none of them, so far, has turned out to be a
cure for the vast majority. We do know that many
children get better with intensive behavioral therapy.
There is a large body of scientific evidence to support
this theory. It makes sense to focus on getting your
child engaged in an intensive behavioral program
before looking at other interventions.

s There a Cure?

Is recovery possible? You may have heard about
children who have recovered from autism. Although
relatively rare, it is estimated that approximately 10%
of children lose their diagnosis of autism. The factors
that predict which children lose their diagnosis are
unknown. Children initially diagnosed with autism
who lose their diagnosis often have residual difficul-
ties in the areas of hyperactivity, anxiety and
depressive symptoms. Symptom reduction from
autism is usually reported in connection with inten-
sive early intervention, but it is unknown how

much or which type of intervention works best or
whether the recovery can be fully credited to the
intervention. You may also hear about children who
reach “best outcome” status, which means they
score normally on tests for 1Q, language, adaptive
functioning, school placement and personality, but
have mild symptoms on some personality and
diagnostic tests. Recent epidemiology studies
estimate that approximately 60% of children with
autism have 1Q’s above 70 by age eight (70 is the
cut-off point for developmental delay). Presently,
there is no reliable way of predicting which children
will have the best outcomes. In the absence of a cure
or even an accurate prognosis of your child’s future,
do not be afraid to believe in your child’s potential.
All children with autism will benefit from intervention.
All will make very significant, meaningful progress.
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Viaking [t Happen

How Do | Choose the
Right Intervention?

Choosing a treatment path for your child may feel
overwhelming. Remember to work closely with
your child’s treatment team and explore all of
your options. The two articles that follow may
provide helpful information for you as you choose
between methods of therapies for your child.

“Alleviate Stress by Actively Pursuing the Right
Intervention” from Overcoming Autism
by Lynn Kern Koegel, PhD and Claire LaZebnik

It’s scary to have to question your own child’s poten-
tial, but the best way to relieve your fears is to take
action with productive interventions. The first step

is to be informed. Talk to people you trust - parents
who’ve been there, experts in the field, doctors you
have a relationship with and so on. There are a lot
of fly-by-night procedures that prey on distraught
parents who will do anything for their child. Make
sure that the interventions you’re using are scientifi-
cally sound and well documented. Make sure they've
been tested with many children with autism and that
they’ve been replicated by other experts and clinics.
Also, make sure you understand their limitations —
some interventions only work on a small number of
symptoms or on a small subgroup of children with
autism. If you’re going to spend time and money for
interventions, be informed about the degree and
extent of the change they may bring about.
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“Understanding Your Child’s Learning Style”
from Does My Child Have Autism?

by Wendy Stone, PhD, and

Theresa Foy DiGeronimo, M.Ed

Finding the right intervention program begins with an
understanding of your child’s learning style — which
is quite different from the learning style of other
children. You probably realize this as you’ve tried to
get your child with autism to wave bye-bye using the
same teaching strategies you used with your other
children — that is, demonstrating the action, provid-
ing a verbal prompt by saying “wave bye-bye” and
even moving his or her hand to demonstrate what to
do. But when that approach didn’t seem to be work-
ing, you probably started to think that your child was
being stubborn or uncooperative. After all, you’re
teaching simple skills using methods that worked
very well for your other children. But the reality is
that your child isn’t being bad; he or she just has a
different learning style from your other children. This
difference in learning styles isn’t apparent only when
you try to teach children with autism; it’s also evident
in the way they learn (or don’t learn) on their own.
There are lots of things that children without autism
seem to learn effortlessly, without being taught, but
that children with autism don’t pick up on as easily.
For example, young children without autism some-
how learn, without explicit teaching, how to use a
pointing gesture to let you know what they want or to
indicate where they want you to look. They learn to
follow your point or eye gaze to figure out what you’re
looking at or what you're interested in. They figure
out on their own how to use eye contact and facial
expressions to convey their feelings-as well as to
understand the meaning of your facial expressions
and tone of voice. Social-communicative behaviors
and skKills like these just don’t come as naturally to
young children with autism and often need to be
taught explicitly.

Assembling Your Team

Your child’s team will consist of many different mem-
bers. They will help you to address all areas of your
child’s life and assist you in making decisions about
your child’s treatment, education, recreation and
health. Below is some helpful information on how to
assemble this group of professionals.

Medical team

Your child should be supported by a pediatrician

who understands developmental issues and who

will serve as your child’s primary care provider.
Depending on your child’s needs, other medical team
members may include a neurologist, geneticist,
developmental pediatrician, gastroenterologist,
psychiatrist or nutritionist.

Intensive intervention team

ABA, ESDM, Floortime, PRT, RDI, SCERTS,
TEACCH and VB are all intensive interventions.
Depending on the intensity of the primary interven-
tion, there may be an intervention leader and several
providers or therapists involved in providing the
treatment as structured by the leader.

Related services team

Speech and language therapy, occupational therapy,
physical therapy, sensory integration therapy and
social skills instruction are all related services.

All therapists working with your child should be
communicating frequently and using a consistent
method of teaching.

Hiring therapists

For parents hiring new therapists, you may want to
consider the candidate as you would any other job
applicant and handle the situation accordingly. Ask
for resumes.
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Specific Things to Look for on the Resume:

Past experience with children with autism
approximately the same age as your child

Amount of experience the therapist has had

Kinds of experience the therapist has had,
for example, whether he or she has worked
in a school setting or in a private program

Educational background

Membership in professional autism
organizations — if so, then he or she is

most likely going to conferences, thus
enhancing his or her skills in the profession

Conducting interviews

Conduct a “hands on” interview, during which the
potential therapist works with your child to imple-
ment a skill acquisition program. It is important to see
how the potential therapist takes direction and to see
how flexible he or she is about changing approaches
in his or her teaching. You will want a therapist to
potentially be open to new ideas in terms of teaching
approaches. It's a good idea to have him or her bring
video of a therapy session conducted with another
child. This offers yet another view of his or her
teaching skills. If possible, observe the therapist
working with another child.

Check references. Be sure to talk to previous
supervisors and other parents for whom the therapist
has worked. They are often good sources for

finding additional therapists.

Consider a probation period. The therapist should
be hired for a probation period, during which sessions
are videotaped or observed directly until you and/or
the home coordinator feel comfortable with the thera-
pist and confident in his or her abilities.

Check clearances. Anyone working with your child
will need to provide background clearances from the
state you live in to establish that he or she does not
have a criminal record. If you have chosen a home-
based intervention program for your child, you will
probably be required to submit copies of those
clearances to the state, county or local agency
providing services.

“When to Be Concerned About a Therapist”
from Overcoming Autism by Lynn Kern Koegel,
PhD and Claire LaZebnik

There’s plenty of evidence showing that children

with autism do better when parents are actively
involved in the intervention and when programs are
coordinated. Find programs that encourage you to be
involved — you should be learning all the procedures
and coordinating your child’s program across every
environment. You can'’t do that if you’re being shut
out. If a treatment provider tells you that you can’t
watch the sessions or that your child does better
when you’re not there, this is a RED FLAG. It may
be reasonable for a therapist to request a few
sessions alone to bond with the child, but more than
that just doesn’t make sense and the therapist needs
to communicate fully with you so that you know
exactly what’s going on at all times. If a clinician tells
you that she’s not documenting any type of changes,
be concerned — the only way to evaluate whether

a treatment program is working is to analyze the
changes your child is making. Also be wary of any
therapist who says that he’s working on the
“parent-child bond,” and that fixing your relationship
with your child will improve her behavior. In other
words, if your therapist is excluding you, blaming you
or using techniques that do not have measurable
outcomes, you should consider looking for another
therapist or agency.
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Managing your team

Participate in training. Be part of the team. Your
participation in team training is vital so that you can
increase your skills to successfully parent your child
and understand the goals and techniques of his or
her program. Knowing the techniques and objectives
of your child’s intervention program will allow you to
closely monitor his or her progress and guide and
evaluate the members of your team. Intensive
intervention programs often start with a one or two
day training course where individual therapists are
trained by the primary intervention leader.

Establishing team communication

There are two important ways your team will com-
municate. One is through a notebook in which each
therapist records information after his or her session
with your child. Each therapist reads the information
recorded since the previous session before the next
session with your child. Parents and supervisors
can add information to the notebook as needed. The
other way is through team meetings. Team meetings
are often held at the home of the child, especially

in the case of intervention programs that are home-
based. These meetings should include as many
members of your team as possible. This will ensure
that your therapists are up to date on every aspect of
the program and that they are all working with your
child in consistent ways. At team meetings, you will
discuss what is working, as well as areas in which
there have not been progress, so that you can
determine whether to make changes and what those
changes should be. Teams usually meet once a
month, but may meet more or less often as needed.
Many team meetings include time for therapists to
observe each other in action with your child and
receive feedback on their techniques.

“Making Therapies Work for the Entire Family”
from Overcoming Autism by Lynn Kern Koegel,
PhD and Claire LaZebnik

Always be sure you select interventionists who will
view the family as teammates and will include you in
the determination of target goals — your child needs
to learn skills that will help the family function, fit into
your lifestyle and be compatible with your cultural and
religious values. For example, a clinician may feel
that it’s important to work on answering the phone,
while the family may feel that toilet training is a much
more pressing and immediate goal. Both goals may
well be valid, but the family needs to have a say in
prioritizing them. Similarly, studies show that families
who are required to implement drill type interventions
have greater stress than when less rigid interventions
are incorporated into daily family routines. How well
the family functions as a whole is just as important

as how well the child with special needs is doing and
it’s your responsibility to work toward both kinds of
success.

There are also currently apps and other technol-
ogy resources out there that help parents
manage their team and keep everyone informed
and connected. One resource is My Autism Team
(myautismteam.com), a social network that
allows all professionals and family members
involved in the care of an individual with autism
to communicate and provide updates. Search the
Autism Speaks Autism Apps database at
autismspeaks.org/autism-apps for similar tools!
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lechnology and Autism

Technology such as iPads, computers and smart
phones have become valuable tools in the treat-
ment and daily lives of individuals with autism. These
devices can assist in areas ranging from behavior
tracking to communication and more. There are many
options for how to use technology to benefit each
individual. Discuss the use of technology for your
child with your treatment team.

The Autism Speaks Autism Apps database contains
hundreds of helpful apps divided by age, platform
and category. Categories include behavioral
intervention, communication, social skills, education-
al, functional skills and more. Search the database
at autismspeaks.org/autism-apps. Many of these
apps have been found to help individuals with autism
make great strides in their communication skills and
abilities to express themselves.

Additionally, technology has been very helpful in
allowing families of individuals with autism and their
team members to track the child’s progress and
remain up to date on his or her schedule, improve-
ments, strengths and challenges following
treatments and interventions. Examples include:

My Medical App

This app stores complete medical histories for as
many people as you wish, helps you keep critical and
hard-to-remember information on hand all the time
and allows you to track and chart tests results and
vital signs and send the records to your doctors with
the click of a button.

mymedicalapp.com

TherapyConnectApp

This app was developed by a team of speech-
language pathologists and behavioral consultants
dedicated to the service of children with disabilities
including autism. It is a tool for both therapists/service
providers and families who wish to maintain consis-
tent treatment plans that work for their children

by allowing the user to monitor the child or client’s
treatment plan from any iPad.

truetherapydata.com

AutismTrack™

Autism Track is a portable, customizable data track-
ing tool that empowers caregivers of those with
autism to easily track interventions, behaviors and
symptoms. Checkboxes allow daily recording of any
therapy, medicine or diet.
handholdadaptive.com/AutismTrack.html

You can find additional information on technol-
ogy and the many ways it can assist individuals
with autism at
autismspeaks.org/family-services/technology.

Search the Autism Speaks Apps database for
helpful apps for your child at
autismspeaks.org/autism-apps.

Autism and Wandering

Safety is a critical part of all of our lives, whether
we are at home or out in the community, alone or
with loved ones. Being aware of our surroundings
and taking precautions to stay safe is even more
important for individuals with autism and their fami-
lies. Wandering is an especially prominent issue
in the autism community. A 2012 study from the
Interactive Autism Network confirmed that nearly
half of all children with autism have attempted to
wander or bolt from a safe, supervised place. Given
the frequency of this problem, here are some tips
that have been adapted from Autism Wandering
Awareness Alerts Response Education Coalition
(AWAARE) on how to prevent wandering:
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1. Secure Your Home

Consider contacting a professional locksmith,
security company or home improvement professional
to promote safety and prevention in your home.

You may find it is necessary to prevent your loved
one from slipping away unnoticed by installing secure
dead bolt locks that require keys on both sides, a
home security alarm system, inexpensive battery-
operated alarms on doors, hook and eye locks on

all doors above your child’s reach, a fence around
your yard, printable STOP SIGNS on doors,
windows and other exits, etc.

2. Consider a Locating Device

Check with local law enforcement for Project
Lifesaver or Lo Jack SafetyNet services. These
locating devices are worn on the wrist or ankle and
locate the individual through radio frequency.
Various GPS systems are also available.

3. Consider an ID Bracelet

Medical ID bracelets will include your name,
telephone number and other important information.
They may also state that your child has autism and
is nonverbal if applicable. If your child will not wear
a bracelet or necklace, consider a temporary tattoo
with your contact information.

4. Teach Your Child to Swim

The leading cause of death of individuals with autism
who wander is drowning. It is critical to teach your
child both to swim and to understand the importance
of water safety. Swimming lessons for children with
special needs are available at many YMCA locations.
The final lesson should be with clothes on. Remem-
ber that teaching your child how to swim does not
mean your child is safe in water. If you own a pool,
fence it. If neighbors have pools, let them know of
these safety precautions and your child’s tendency
to wander. Remove all toys or items of interest from
the pool when not in use.

Autism Speaks has a grant program that awards
funding to organizations providing scholarships for
swimming and water safety lessons for financially
disadvantaged individuals with autism. Learn more
at autismspeaks.org/family-services/grants/
swimming.

5. Alert Your Neighbors

It is recommended that caregivers plan a brief visit
with neighbors to introduce their loved one or pro-
vide a photograph. Knowing your neighbors can help
reduce the risks associated with wandering.

6. Alert First Responders

Providing first responders with key information
before an incident occurs may improve response.
Informational handouts should include all pertinent
information and be copied and carried with care-
givers at all times. Circulate the handout to family,
neighbors, friends and co-workers, as well as first
responders. Always make sure to work with your
child’s team to express any concerns about safety
issues, so that you can work together on a safety
plan best suited for your loved one. More inform-
ation about safety and wandering can be found at:
awaare.org, autismspeaks.org/safety and
autismspeaks.org/wandering-resources.
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. TeniThings
: | Every Child

. | with Autism
- | WishesYou

by Ellen Notbohm

Knew,

Some days it seems the only predictable thing
about it is the unpredictability. The only consistent
attribute—the inconsistency. Autism can be baffling,
even to those who spend their lives around it. The
child who lives with autism may look “normal” but his
behavior can be perplexing and downright difficult.
Autism was once labeled an “incurable disorder,”
but that notion has crumbled in the face knowledge
and understanding that increase even as you read
this. Every day, individuals with autism show us that
they can overcome, compensate for and otherwise
manage many of autism’s most challenging charac-
teristics. Equipping those around our children with
simple understanding of autism’s basic elements
has a tremendous impact on their ability to journey
towards productive, independent adulthood.

Autism is a complex disorder but for purposes of this
article, we can distill its myriad characteristics into
four fundamental areas: sensory processing chal-
lenges, speech/language delays and impairments,
the elusive social interaction skills and whole child/
self-esteem issues. And though these four elements
may be common to many children, keep front-of-
mind the fact that autism is a spectrum disorder: no
two (or ten or twenty) children with autism will be
completely alike. Every child will be at a different
point on the spectrum. And, just as importantly, ev-
ery parent, teacher and caregiver will be at a differ-
ent point on the spectrum. Child or adult, each will
have a unique set of needs.

Ten Things Every Child with Autism Wishes You Knew

From the book Ten Things Every Child with Autism Wishes You Knew, 2nd edition
(2012, Future Horizons, Inc.) Reprinted in its entirety with permission of author.

Here are ten things every child with autism
wishes you knew:

1.1 am a child.

My autism is part of who | am, not all of who | am.
Are you just one thing, or are you a person with
thoughts, feelings, preferences, ideas, talents, and
dreams? Are you fat (overweight), myopic (wear
glasses) or klutzy (uncoordinated)? Those may be
things that | see first when | meet you, but you're
more than just that, aren’t you?

As an adult, you have control over how you define
yourself. If you want to single out one characteris-
tic, you can make that known. As a child, | am still
unfolding. Neither you nor | yet know what | may be
capable of. If you think of me as just one thing, you
run the danger of setting up an expectation that may
be too low. And if | get a sense that you don’t think |
“can do it,” my natural response will be, why try?

2. My senses are out of sync.

This means that ordinary sights, sounds, smells,
tastes, and touches that you may not even notice
can be downright painful for me. My environment of-
ten feels hostile. | may appear withdrawn or belliger-
ent or mean to you, but I'm just trying to defend
myself. Here’s why a simple trip to the grocery store
may be agonizing for me.

My hearing may be hyperacute. Dozens of people
jabber at once. The loudspeaker booms today’s
special. Music blares from the sound system. Reg-
isters beep and cough, a coffee grinder chugs. The
meat cutter screeches, babies walil, carts creak, the
fluorescent lighting hums. My brain can’t filter all the
input and I'm in overload!
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My sense of smell may be highly sensitive. The
fish at the meat counter isn’t quite fresh, the guy
standing next to us hasn’t showered today, the deli
is handing out sausage samples, the baby in line
ahead of us has a poopy diaper, they’re mopping
up pickles on aisle three with ammonia. | feel like
throwing up.

And there’s so much hitting my eyes! The fluores-
cent light is not only too bright, it flickers. The space
seems to be moving; the pulsating light bounces off
everything and distorts what | am seeing. There are
too many items for me to be able to focus (my brain
may compensate with tunnel vision), swirling fans
on the ceiling, so many bodies in constant motion.
All this affects how | feel just standing there, and
now | can’t even tell where my body is in space.

3. Distinguish between won’t (I choose not to)
and can’t (I am not able to).

It isn’t that | don't listen to instructions. It’s that |
can’t understand you. When you call to me from
across the room, | hear “*&*%$#@, Jordan.
#3$%"N*&"%$&*.” Instead, come over to me, get my
attention, and speak in plain words: “Jordan, put
your book in your desk. It's time to go to lunch.” This
tells me what you want me to do and what is go-
ing to happen next. Now it's much easier for me to
comply.20 21

4. I’'m a concrete thinker. | interpret language
literally.

You confuse me by saying, “Hold your horses, cow-
boy!” when what you mean is, “Stop running.” Don’t
tell me something is “a piece of cake” when there’s
no dessert in sight and what you mean is, “This will
be easy for you to do.” When you say, “It's pouring
cats and dogs,” | see pets coming out of a pitcher.
Tell me, “It’s raining hard.”

Idioms, puns, nuances, inferences, metaphors, allu-
sions, and sarcasm are lost on me.

5. Listen to all the ways I’'m trying to communicate.
It's hard for me to tell you what | need when | don’t have
a way to describe my feelings. | may be hungry, frus-
trated, frightened, or confused but right now | can’t find
those words. Be alert for body language, withdrawal,
agitation or other signs that tell you something is wrong.
They’re there.

Or, you may hear me compensate for not having all the
words | need by sounding like a little professor or movie
star, rattling off words or whole scripts well beyond my
developmental age. I've memorized these messages
from the world around me because | know | am ex-
pected to speak when spoken to. They may come from
books, television, or the speech of other people. Grown-
ups call it echolalia. | may not understand the context or
the terminology I'm using. | just know that it gets me off
the hook for coming up with a reply.

6. Picture this! I'm visually oriented.

Show me how to do something rather than just telling
me. And be prepared to show me many times. Lots of
patient practice helps me learn.

Visual supports help me move through my day. They
relieve me of the stress of having to remember what
comes next, make for smooth transition between ac-
tivities, and help me manage my time and meet your
expectations.

I need to see something to learn it, because spoken
words are like steam to me; they evaporate in an in-
stant, before | have a chance to make sense of them.

| don’t have instant-processing skills. Instructions and
information presented to me visually can stay in front of
me for as long as | need, and will be just the same when
| come back to them later. Without this, | live the con-
stant frustration of knowing that I’'m missing big blocks
of information and expectations, and am helpless to do
anything about it.

7. Focus and build on what | can do rather than
what | can’t do.

Like any person, | can’t learn in an environment where
I’m constantly made to feel that I'm not good enough
and that | need fixing. | avoid trying anything new when
I’'m sure all I'll get is criticism, no matter how “construc-
tive” you think you're being. Look for my strengths and
you will find them. There is more than one right way to
do most things.
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8. Help me with social interactions.

It may look like | don’t want to play with the other
kids on the playground, but it may be that | simply
do not know how to start a conversation or join
their play. Teach me how to play with others. En-
courage other children to invite me to play along. |
might be delighted to be included.

| do best in structured play activities that have a
clear beginning and end. | don’t know how to read
facial expressions, body language, or the emotions
of others. Coach me. If | laugh when Emily falls

off the slide, it’s not that | think it's funny. It's that |
don’t know what to say. Talk to me about Emily’s
feelings and teach me to ask, “Are you okay?”

9. Identify what triggers my meltdowns.
Meltdowns and blow-ups are more horrid for me
than they are for you. They occur because one or
more of my senses has gone into overload, or be-
cause I've been pushed past the limit of my social
abilities. If you can figure out why my meltdowns
occur, they can be prevented. Keep a log noting
times, settings, people, and activities. A pattern
may emerge.

Remember that everything | do is a form of com-
munication. It tells you, when my words cannot,
how I’'m reacting to what is happening around me.
My behavior may have a physical cause. Food al-
lergies and sensitivities sleep problems and gastro-
intestinal problems can all affect my behavior. Look
for signs, because | may not be able to tell you
about these things.

10. Love me unconditionally.

Throw away thoughts like, “If you would just—" and
“Why can’t you—?" You didn’t fulfill every expec-
tation your parents had for you and you wouldn’t
like being constantly reminded of it. | didn’t choose
to have autism. Remember that it's happening to
me, not you. Without your support, my chances of
growing up to be successful and independent are
slim. With your support and guidance, the possibili-
ties are broader than you might think.

Three words we both need to live by: Patience.
Patience. Patience.

View my autism as a different ability rather than a
disability. Look past what you may see as limita-
tions and see my strengths. | may not be good at
eye contact or conversation, but have you noticed
that | don'’t lie, cheat at games, or pass judgment
on other people?

| rely on you. All that | might become won’t happen
without you as my foundation. Be my advocate, be
my guide, love me for who | am, and we’ll see how
far | can go.

Award-winning author and mother of sons with
ADHD and autism, Ellen Notbohm’s books and
articles have informed and delighted millions in
more than nineteen languages. Her work has won
a Silver Medal in the Independent Publishers Book
Awards, a ForeWord Book of Year Honorable
Mention and two finalist designations, a Mom’s
Choice Gold Award, Learning magazine’s Teach-
er’s Choice Award, two iParenting Media awards,
and an Eric Hoffer Book Award finalist designation.
She is a contributor to numerous publications,
classrooms, conferences and websites worldwide.

© 2012 Ellen Notbohm www.ellennotbohm.com
Contact the author for permission to reproduce
in any way, including posting on the Internet.
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Gonclusion

The time after an autism diagnosis is likely a difficult
time for you. It is important to remember that you are
not alone. Others have gone down this road before
you. You are stronger than you think. You will learn
how to overcome challenges and best meet your
child’s needs so that he or she can live as full and
independent of a life as possible. You will also begin
to experience the world in a new way; your priorities
may shift and you will meet some incredible people
who are dedicated to helping those with autism to
succeed. Keep in mind that great strides are be-

ing made every day in the field of autism research,
including many studies looking into new treatments
and interventions.

There are a multitude of resources and tool kits on
the Autism Speaks website to help you navigate this
journey with your child. The 100 Day Kit is only the
beginning. In addition, the Autism Response Team
is available to answer your questions and connect
you with resources. Please call 888-288-4762

(en Espaiiol 888-772-9050) or email
familyservices@autismspeaks.org and they

are happy to help you at every step of the way.

Please do not hesitate to reach out.

Your feedback is important to us. To share your comments on the kit -
What was helpful? What additional information could be included?
please email your comments to familyservices@AutismSpeaks.org

with the word “feedback” in the subject line.


mailto:familyservices@AutismSpeaks.org
mailto:familyservices@autismspeaks.org

A Week by Week Plan for the

Next 100 Days

Getting Organized

The first thing you will need to do is get yourself
organized. You may already find you’'ve accumulated
a lot of paperwork about your child and about autism
in general. Organizing the information and records
that you collect for your child is an important part of
managing his or her care and progress. If you set

up a simple system, things will be much easier over
time. You may need to stop by an office supply store
to pick up a binder, dividers, some spiral notebooks,
loose leaf paper or legal pads and pens.

The Binders

Many parents find that binders are a great tool for
keeping the mountain of paperwork down to a more
manageable, size and for sharing information.

You may want to organize by subject or by year.

In either case, here are some of the subjects that
you are likely to want to have at your fingertips:

Contacts
A section for service providers, caregivers and
others

Schedules

A section for therapy times, program start and
end dates, deadlines

Diagnosis
A section for medical documents and any
prescriptions

Therapy
A section for speech, occupation therapy, Sl and
so on (multiple or sub sections may be necessary)

Individualized Family Service Plan (IFSP)

A section for your child’s IFSP and related
documents (for children under three years of age)

Individualized Education Plan (IEP)

A section for your child’s IEP and related
documents (for children age three and older)

We've included a sample contact list, phone log and
weekly planner in this kit so you can copy and use
them as needed. You may also want to summarize
your child’s progress in therapy and at school with
cover sheets in each section; sample summary
sheets are also in the Resources section.

Using Your Weekly Planner

The timeframe and action items will vary depending
on your child’s symptoms, age, where you live and
what you have already accomplished. Even if you are
very on top of this, it may take a while to be able to
access additional evaluations and the services that
your child needs.

Start G}/Zaw
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Complete Evaluations

If your child has not had a complete work up,
schedule the remainder of necessary evaluations
(see Getting Services below).

Getting Services

If your child is younger than three, you'll start with
Early Intervention (El) often through your state
department of health. If your child is three or older,
you’ll start with your local school district. Call to
begin the process of getting services. El or your
school district may want to conduct evaluations of
your child (at their expense). This can be a long
and time consuming process, but may be useful in
further determining the services that are needed.

Keep a Phone Log

Try to set aside some time each day to make the
phone calls necessary to set up the evaluations
and to start the process of getting services. There
may be a waiting list for services and evaluations,
so make the calls as soon as possible and follow
up as needed. Don’t hesitate to put your name on
multiple lists so you can get the earliest appoint-
ment possible. Some of the professionals who pro-
vide services through Early Intervention or Special
Education may take a specified number of days to
complete evaluations or begin services.

Start a Video Record

Try a variety of settings and show a range of
behavior. Note both good and not-so-good
behavior so that, in the future, you will be able to
recognize where your child was at that point in
time. Make a new recording every three months
at home, in therapy sessions, wherever. These
video “snapshots” can be used to track your
child’s progress and help show what effect a
particular therapy or intervention may have had.
Label the tapes or discs with your child’s name
and the dates they were recorded.

Ol el 2

Getting Support

Find a support group or a parent mentor. If your
child is in school, you may also want to find out if
your district has a Special Education Parent
Teacher Association (SEPTA), which may offer
informational meetings and parent outreach.

Getting Services (Follow Up)

Follow up on services. Continue to check status
on waiting lists and available programs.

Research Treatment Options

Start to read material, join online groups and
ask questions that will help you understand the
treatment options that are available and what
might be right for your child and your family.
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Getting Services (Continue to Follow Up)

Follow up on services. Continue to check status on
waiting lists and available programs. Keep using
your phone log to record the dates you contacted
service providers and track when you may need to
make another call.

Play with Your Child

Play with your child. Play is an important part of any
child’s development and is a critical part of learning
socialization for a child with autism. We’ve included
a very helpful article, Ideas for Purposeful Play, from
the University of Washington’s Autism Center that
illustrates how to include useful play activities, to
help your child learn.

Set Aside Sibling Time

The siblings of children with autism are affected
by the diagnosis as well. Consider spending time
talking together about their feelings. Start a “Joy
Museum” together of happy memories. Talking
about these times can help them remember that
their lives involve a lot more than autism.

Play with Your Child

Ideas for purposeful play are included at the end
of this section of your tool kit.

Ol el 4

Build Your Team

By this time, your child’s team of therapists, educa-
tors and caregivers is probably taking shape.
Continue to look for service providers and observe
as many therapy sessions as possible to identify
new recruits for your child’s team. Talk to other
parents who may know of therapists with time
available for your child. You don’t have to wait until
every member of the team is in place before begin-
ning therapy.

Create a Safety Plan

You may already have had to adapt your home
because of your child’s behaviors or needs. You've
probably already read the section of this kit called
Create a Safety Plan. If not, carve out some time to
survey your home for possible problems and begin
contacting local safety personnel to plan ahead to
ensure your child’s safety.

Plan Some Time Away

Plan some time away from your child. You will do

a better job helping your family if you take care of
yourself. Even if it’s just going for a walk alone, you
are going to need a break so that you can come
back with a clear head.
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Continue Building Your Team
See Week 4.

Review Your Insurance

Investigate your insurance coverage to see what, if
any, therapies are covered and make sure that you
are getting the most from your provider. Your health
insurance may cover therapies or services not
covered by your child’s IFSP or IEP. You may need

to create a separate binder to keep track of insurance
claims. Document everything.

Get to Know Your Child’s Legal Rights

Familiarize yourself with your child’s rights. There is a
wealth of information available. You may find out your
child is entitled to services you weren’t aware of or
hadn’t considered.

Do Something for You

You’ve made it through a month, and it may have
been one of the most challenging months of your life.
Remember to take care of yourself. Remember who
you were before the diagnosis. Spend some time

on an activity that you enjoy. You will find it helps
you face the challenges ahead. There are probably
friends and family in your life who would love to help,
but may not know what you need. Don’t be afraid to
ask for help.

Ol eek 6

Continue to Research Treatment
Options
Continue to research treatment options. If possible,

go to a workshop or look for additional information
online.

Connect with Other Parents

Go to a support group or spend some time with a
parent who can help you along your journey. You'll
learn a lot and being around people who know what
you are going through will help you stay strong.

Find Childcare

Get a babysitter. Look into qualified babysitting
services and respite care. Don’t wait until you're
desperate—find someone you’re comfortable with
and plan a night out. If you already have a great
babysitter, invite her or him to spend some time with
you and your child so he or she can adjust to the
new techniques your family is using at home.

Build Your Team

Continue to follow up on services and research any
new possible providers.

Schedule a Team Meeting

If you’ve built a team of therapists, you may want

to call a meeting to establish procedures and goals
and open lines of communication. You’ll also want
to continue observing therapy sessions and using
what you learn at home. If it’s difficult to schedule

a time for the service providers to meet in person,
you may want to schedule a conference call instead.
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Become Competent in the Intervention
Methods You Have Chosen for Your Child

Take advantage of parent training. Therapists often
provide parent training that will help bring the
methods used at therapy into your home and help
your child’s progress.

Create a Schedule

Having a written weekly schedule for your child’s
therapy will help you see if you've scheduled your
time as well. It will also help you plan for the other
members of your household.

Continue Learning about
Treatments and Services

Consult the Autism Speaks Resource Guide for
contacts in your area.

Spend Some Time Organizing

Your Paperwork

Organize any paperwork that may have piled up.
Try to eliminate any materials you won’t need.

Ol el §

Check Your Progress

Look back through this action item list. Is there
anything you started that needs follow up?

Investigate Recreational Activities for
Your Child

Add a recreational activity, such as gymnastics or
swimming, to broaden your child’s development.

Plan More Sibling Time

Your typically-developing children will no doubt be
richer for having a sibling with autism. But maintain-
ing as much normalcy as possible will help them
reach their potential too.

Make Contact with Friends and Family

Stay connected. Make contact with your friends and
family and participate in community events. Keep-
ing up your social life will help you safeguard against
feelings of isolation.

Spend Time Alone with Your Spouse

Plan a relaxing and fun activity with your partner.
After all, you've just made it through month two.
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Round Out Your Team

Continue to evaluate service providers and
therapists.

Use the Internet

Get e-savvy. Spend time researching online
resources that will keep you up-to-date. Add useful
websites to your favorites, register for e-newsletters
and join list servs where parents and professionals
share information.

Continue to Connect with Other Parents

Stay active with a support group or, if possible,
socialize with other parents of children with autism.
Being around other adults who understand what

your family is going through will help you stay strong.

Check in on Your Child’s Sessions

Continue to observe your child’s therapy sessions.
Your child should be getting used to his or her
therapy routine at this point.

Play with Your Child

Play with your child. Continue to use the strategies
you’ve learned from parent training sessions and
other resources.
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Schedule a Team Meeting

It's team meeting time again. Schedule a meeting
to discuss progress and strategies. Stay involved
with your team by continuing to attend as many
sessions as possible.

Rally the Troops

Encourage your team. Let them know you appre-
ciate everything they are doing for your child.

Plan a Family Outing

Schedule an activity designed to include your
child with autism and utilize strategies you’ve
picked up from therapy. Ask your child’s therapist
to help you with specific strategies to make the
outing a success.

Brush Up on the Law

Continue to learn about your child’s legal rights.
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Check Your Child’s Progress

Look for progress. Hopefully, your child has been
through a consistent month of therapy at this point.
Review your binder and videos to see if you notice
improvements. Continue to attend sessions too.
Take notes on what you see. Keep a copy in your
binder and bring them to your next team meeting.

Dig Deeper into Treatment Options

Set aside time to do some research and reading on
additional treatments and therapies. Make notes and
copy useful information to include in your binder.

Ol eck 7.2

Reconnect with Your Spouse

Take some one-on-one time to enjoy each other’s
company. If communication has been difficult,
consider scheduling time with a counselor to keep
your relationship healthy.

Continue Connecting with
Other Parents

Keep going to support groups. Parents are amaz-
ing resources and will help provide emotional and
practical support. Look into additional groups in
your area if you don’t feel like you've found the
right one for you.

Sign Up for More Training

Using the methods you are learning from your
child’s therapists will help create a productive
environment at home so your child will have the
best chance of obtaining his or her goals.
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Hold a Team Meeting

Check on progress again. You should continue to
see progress after at least six weeks of consistent
therapy. If there has been little or no progress, call
another team meeting to brainstorm and make
adjustments to your child’s routine.

Continue Learning

Keep learning about autism. Books, seminars,
movies, websites — all sorts of sources can help
you deepen your understanding of autism and
your child. See the Suggested Reading List in this
kit for ideas.

Do Something for You

Enjoy some “me” time. Do something nice for
yourself — you’ve made it through 100 days!
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[deas for Purposeful Play

From the University of Washington Autism Center Parent Care book
Imitation: Object and Motor

+ Sing finger play songs such as the Itsy Bitsy Spider, 5 Little Monkeys, Zoom down the Freeway

 Utilize musical instruments: “Let’'s make music”, play Simon Says, have a musical parade, slow
down, speed up, “Follow Me Song”

 Figurines: know on barn door, follow the leader to the schoolhouse

» Block play: make identical block structures

» Painting and drawing similar pictures, strokes, circles, lines, dot art

» Dramatic play: feeding babies, pouring tea, driving cars or trains on tracks, hammering nails, stirring

Receptive and Expressive Labeling
Embed labeling into activities such as:

* House (cup, spoon, plate, door)

» Grocery store (orange, apple, banana)

* Dolls (body parts, brush, clothing)

+ Barn (animals, tractor)

+ Art: Colors, scissors, glue, markers, big crayons, little crayons

* Books: pointing and labeling objects, letters, numbers, shapes, etc.

» Sensory Table: put different colors of animals, shapes, sizes, common objects
» Park/Playground: slide, swing, ball

+ Play Dough: use different colored play dough, animal shaped cookie cutters

Receptive Instructions
* Songs: “Simon Says” clap hands, tap legs, etc.
* Clean up time: put in garbage, put on shelf

* During activities request items, “Give me
» Ask child to get their coat/backpack on the way outside or at the end of the day

Matching
* Lotto matching game
* Puzzles with pictures underneath

 Picture to object matching can be done as activity during play (have the child match the
picture of a cow while playing with the barn)

Requesting
 Utilize motivating items (i.e. bubbles, juice, trains) to address requesting/communication
* Swing: wait to push until child makes the request
» Door: wait to open until child makes a request
* Lunch/Snack withhold until child makes request

Art: child can request glitter, glue, stickers, paint, etc.



Comparing Treatment Methods & Providers
Adapted from: Does My Child Have Autism? By Wendy L. Stone, Ph.D. with Theresa Foy DiGeronimo

ABOUT THE PROGRAM

Name of Program/Provider

Method

Location

Phone Number

Email

Website

Hours per Week

Cost

Reimbursement

Recommended by

PROGRAM CONTENT

What are the developmental areas
of focus? (language, communication,
peer play, social interactions, behavior,
pre-academic skills, parent training,
etc.)

How specific are the goals
identified for each child?

How are behaviors and skills
prioritized?

What kind of teaching is used?

How are behaviors managed?

MEASURING PROGRESS

How will | know if my child is
making progress?

How long will it be before | see
changes?

What types of improvements
should | expect?
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How often will you assess progress
and how is it measured?

What will happen if my child
doesn’t make progress with this
treatment?

THERAPIST QUALIFICATIONS

How many children with autism
have you worked with? What
ages”?

Do you serve children over three
years old?

What are your qualifications? What
type of training do you have?

Do you have a professional degree
or certificate? (Ask for details.)

Are you affiliated with a
professional organization? (Ask for
details.)

What do you see as your strongest
skill in working with children with
autism?

Are there issues or problems you
consider to be outside of your
realm of expertise?

SCIENTIFIC EVIDENCE OF EFFECTIVENESS

Is there research to support the
effectiveness of this type of
treatment? (Ask for details as well
as copies of published articles.)

Has research shown this treatment
to be better than other types of
treatment?
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PROFESSIONAL INVOLVEMENT

Who will be providing the direct
intervention with my child?

What type of training does he/she
have?

Who will be supervising him/her
and how?

How often will you see my child
personally?

PARENT INVOLVEMENT

Will | be able to participate in the
treatment?

Will you teach me how to work with
my child? How?

What skills will you teach me? (Ask
for examples.)

COMPATIBILITY WITH OTHER TREATMENTS

How many hours per week of your
treatment will my child need?

Is your treatment compatible with
other interventions my child is
participating in?

How do you collaborate with other
therapy providers on my child’s
team? (Get examples.)
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CONTACTS: MEDICAL

Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/

Email Address/

Website Website
Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/

Email Address/

Website Website
Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/
Website

Email Address/
Website




CONTACTS: THERAPY

Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/

Email Address/

Website Website
Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/

Email Address/

Website Website
Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/
Website

Email Address/
Website
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CONTACTS: SUPPORT

Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/

Email Address/

Website Website
Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/

Email Address/

Website Website
Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/
Website

Email Address/
Website




CONTACTS: OTHER

Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/

Email Address/

Website Website
Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/

Email Address/

Website Website
Specialty Specialty
Name of Name of
Contact Contact
Name of Name of
Practice Practice

Phone Number

Phone Number

Address

Address

Email Address/
Website

Email Address/
Website




sk AUTISM SPEAKS® 100 DAY KIT

PHONE LOG

NAME OF CONTACT:

PHONE NUMBER:

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required
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PHONE LOG

NAME OF CONTACT:

PHONE NUMBER:

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required
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PHONE LOG

NAME OF CONTACT:

PHONE NUMBER:

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required

Date/Time

Summary of Call

Follow-up
Required




JusjeAinb3 ©103§ PIEPUBIS | 4 51eAinbg 9By | 91098 pJepuels JojenjeAg paissiulwipy ajeq

aby ul abueys uj abueyn 1S9

Adeisay] jo adA} ONIMOVYL LNIINSSISSV




jusjeAinb3 91038 PIEPUBIS | 4 51eAinbg 9By | 91098 pJepuels JojenjeAg paissiulwipy ajeq

aby uj abueys ul abueyn 1S9

Adesay] jo adA} ONIMOVYL LNIINSSISSV




gk AUTISM SPEAKS' 100 DAY KIT

GOAL TRACKING: IFSP GOALS

Date
Date

Comments
Comments

Goals
Making
Progress

Goals Just
ust

Started
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GOAL TRACKING: IFSP GOALS

Date

Comments

Goals
Mastered

Goals
Making
Progress

Goals Just
Started

Goals Not
Started
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(Glossary

Note: Visit the Autism Speaks Video Glossary at
AutismSpeaks.org/what-autism/video-glossary
to see video of the items in blue.

A

Absence Seizure, see Seizures.

Americans with Disabilities Act (ADA) is the US law that ensures rights of persons with
disabilities with regard to employment and other issues.

Angelman Syndrome is a genetic disorder causing developmental delays and neurological
problems, often accompanied by seizures. Children often display hyperactivity, small head
size, sleep disorders and movement and balance disorders.

Anticonvulsant is a type of drug used to prevent or stop seizures or convulsions; also
called antiepileptic.

Anxiety Disorder is a disorder that affects an estimated 30% of individuals with autism and
includes social phobia, separation anxiety, panic disorder and specific phobias. An individual
suffering from anxiety may experience strong internal sensations of tension such as a racing
heart, muscular tensions and stomachache.

Applied Behavior Analysis (ABA) is a style of teaching using series of trials to shape
desired behavior or response. Skills are broken into small components and taught to child
through a system of reinforcement.

Asperger Syndrome is a developmental disorder on the Autism spectrum defined by impair-
ments in communication and social development and by repetitive interests and behaviors,
without a significant delay in language and cognitive development. The diagnosis is no longer
used in DSM5, but DSM5 indicates that individuals with a “well-established diagnosis” of
these conditions “should be given the diagnosis of autism spectrum disorder.”

Attention Deficit Hyperactivity Disorder (ADHD) is a disorder that affects approximately
1in 5 children with autism. Symptoms include chronic problems with inattention, impulsivity
and hyperactivity.

Audiologist is a professional who diagnoses and treats individuals with hearing loss or
balance problems.

Auditory Integration Training, or sound therapy, is used to treat children with difficulties in
auditory processing or sound sensitivity and involves the individual listening to electronically
modified music through headphones during multiple sessions.

Autism Diagnostic Observation Schedule (ADOS) is a test considered to be current gold
standard for diagnosing ASD and, along with information from parents, should be incorpo-
rated into a child’s evaluation.

Autism Speaks Insurance Link is a tool to help families in the autism community determine
whether an individual is entitled to coverage for the treatment of autism under their health
insurance plan.
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Autism Speaks Toddler Treatment Network (TTN) supports a consortium of research sites
studying behavioral interventions appropriate for children under 18 months of age.

Autism Spectrum Disorder and autism are both general terms for a group of complex disor-
ders of brain development. These disorders are characterized, in varying degrees, by difficul-
ties in social interaction, verbal and nonverbal communication and repetitive behaviors. With

the May 2013 publication of the DSM-5 diagnostic manual, all autism disorders were merged
into one umbrella diagnosis of ASD.

B
C

Casein is protein found in milk, used in forming the basis of cheese and as a food additive.

Celiac Disease is a disease in which there is an immunological reaction within the inner
lining of the small intestine to gluten, causing inflammation that destroys the lining and
reduces the absorption of dietary nutrients. It can lead to symptoms of nutritional, vitamin
and mineral deficiencies.

Childhood Disintegrative Disorder is a disorder in which development begins normally in
all areas, physical and mental. At some point between 2 and 10 years of age, the child loses
previously developed skills. The child may lose social and language skills and other functions,
including bowel and bladder control. The diagnosis is no longer used in DSM5, but DSM5
indicates that individuals with a “well-established diagnosis” of these conditions “should be
given the diagnosis of autism spectrum disorder.”

Chronic Constipation is an ongoing condition of having fewer than three bowel movements
per week.

Cognitive Skills are any mental skills that are used in the process of acquiring knowledge;
these skills include reasoning, perception and judgment.

Colitis is inflammation of the large intestine.

Complete Blood Count (CBC) is a lab test reporting number of white blood cells, red blood
cells, platelets, hemoglobin, hematocrit and other values reflecting overall blood health.

Compulsions are deliberate repetitive behaviors that follow specific rules, such as pertaining
to cleaning, checking or counting. In young children, restricted patterns of interest may
be early sign of compulsions.

Computed Axial Tomography (CT) examines organs by scanning with X rays and using
computer to construct series of cross-sectional scans. Called “CAT” scan.

D

Declarative Language is used to communicate what the mind is producing. It is what is most
common in conversation, whereas Imperative Language is used to ask questions, make
commands or give instructions.

Developmental Disorder refers to several disorders that affect normal development. May
affect single area of development (specific developmental disorders) or several (pervasive
developmental disorders).
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Developmental Individual Difference Relationship (DIR) is a type of therapy, known as
Floortime, that seeks to move the child toward increasingly complex interactions through
mutually shared engagement.

Developmental Milestones are skills or behaviors that most children can do by a certain age
that enable the monitoring of learning, behavior and development.

Developmental Pediatrician is a medical doctor who is board-accredited and has received
sub-specialty training in developmental-behavioral pediatrics.

Diagnostic and Statistical Manual of Mental Disorders (DSM-5) is the official system for
classification of psychological and psychiatric disorders published by the American Psychiatric
Association in 2013 that, among other changes, established new criteria for an autism diag-
nosis, eliminated the previously separate subcategories on the autism spectrum, including
Asperger Syndrome, PDD-NOS, Childhood Disintegrative Disorder and Autistic Disorder and
added a new category called Social Communication Disorder (SCD).

Discrete Trial Training (DTT) is a technique incorporating principles of ABA, including positive
reinforcement used to teach behaviors in one-to-one setting. Concepts are broken down into
small parts.

E

Early Autism Risk Longitudinal Investigation (EARLI) is a network of research sites that
enrolls and follows a large group of mothers of children with autism at the start of another
pregnancy and documents the newborn child’s development through three years of age.

Early Intervention (El) is a state-funded program designed to identify and treat developmental
problems or other disabilities as early as possible. Eligibility for El is from birth to three years
of age.

Early Start Denver Model (ESDM) is a comprehensive behavioral early intervention approach
for children with autism, ages 12 to 48 months, that uses a developmental curriculum that
defines the skills to be taught at any given time and a set of teaching procedures used to
deliver this content.

Echolalia is repeating words or phrases heard previously, either immediately after hearing
word or phrase or much later. Delayed echolalia occurs days or weeks later. Functional
echolalia is using quoted phrase in a way that has shared meaning, for example, saying
“carry you” to ask to be carried.

Electroencephalogram (EEG) is a test using electrodes on scalp to record electrical brain
activity. For diagnoses of seizure disorder or abnormal brain wave patterns.

Epilepsy (seizure disorder) is a pattern of repeated seizures, causes include head injury, brain
tumor, lead poisoning, genetic and infectious ilinesses. Cause is unknown in 50% of cases.

Esophagitis is inflammation of the esophagus, the soft tube-like portion of the digestive tract
connecting the pharynx with the stomach.

Expressive Labeling is the communication of a name for an object or person, see
expressive language.

Expressive Language is communication of intentions, desires or ideas to others, through
speech or printed words and includes gestures, signing, communication board and other
forms of expression.
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Extended School Year (ESY) Services are provided during breaks from school, such as
during summer vacation, for students who experience substantial regression in skills during
school vacations.

F

Free Appropriate Public Education (FAPE) means that education must be provided to all
children ages three to twenty-one at public expense.

Floortime is a developmental intervention for children with autism involving meeting a child
at his current developmental level and building upon a particular set of strengths.

Fragile X syndrome is a genetic disorder that shares many of the characteristics of autism.
Individuals may be tested for Fragile X.

G

Gastritis is inflammation of the stomach.

Gastroenterologist is a doctor specializing in diagnosis and treatment of disorders of Gl tract,
including esophagus, stomach, small intestine, large intestine, pancreas, liver, gallbladder and
biliary system.

Gastroesophageal Reflux is the return of stomach contents back up into the esophagus
which frequently causes heartburn due to irritation of the esophagus by stomach acid.

Gastrointestinal pertains to the digestive tract, including the mouth, throat, esophagus,
stomach, small intestine, large intestine and rectum.

Geneticist refers to a medical doctor who specializes in genetic problems. Genes are the unit
in the chromosome that contain the blueprint for the transmission of inherited characteristics.

Gestures are hand and head movements, used to signal to someone else, such as a give,
reach, wave, point or head shake. They convey information or express emotions without the
use of words.

Global Developmental Delay is diagnosis in children younger than 5, characterized by delay
in two or more developmental domains, sometimes associated with mental retardation.

Gluten is a protein present in wheat, rye and barley.

Grand mal seizure, see Seizures.

H

High Risk Baby Siblings Research Consortium (BSRC) is a joint venture between Autism
Speaks and the National Institute of Child Health and Human Development that is focused
on making discoveries that will help researchers develop new ways to treat or even prevent
debilitating symptoms by intervening at an early age.

Hyperlexia is the ability to read at an early age. To be hyperlexic, a child does not need to
understand what he or she is reading.

Hyperresponsiveness, hypersensitivity, see Sensory Defensiveness.
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Hyporesponsiveness, hyposensitivity, is abnormal insensitivity to sensory input. Could be
exhibited by a child who appears to be deaf, whose hearing is normal, is under reactive to
sensory input, may have a high tolerance to pain, may be clumsy, sensation seeking and may
act aggressively.

Incidental Teaching teaches a child new skills while in their home or community, in natural
context or “in the moment,” to help make sense of what they learn during formal instruction
and generalize new skills.

Individual Family Service Plan (IFSP) is developed by a multidisciplinary team including
family as primary participant. Describes child’s level of development in all areas; family’s
resources, priorities and concerns, services to be received and the frequency, intensity and
method of delivery. Must state natural environments in which services will occur.

Individualized Education Plan (IEP) identifies student’s specific learning expectations,
how school will address them with appropriate services and methods to review progress.
For students 14 and older, must contain plan to transition to postsecondary education or the
workplace or to help the student live as independently as possible in the community.

Individuals with Disabilities Education Act (IDEA) is the US law mandating the “Free and
Public Education” of all persons with disabilities between ages 3 and 21.

Inclusion involves educating all children in regular classrooms, regardless of degree or
severity of disability. Effective inclusion takes place with planned system of training and sup-
ports; involves collaboration of multidisciplinary team including regular and special educators.

J

Joint Attention is the process of sharing one’s experience of observing an object or event,
by following gaze or pointing gestures. Critical for social development, language acquisition,
cognitive development. Impairment in joint attention is a core deficit of ASD.

K
L

Least Restrictive Environment (LRE) is setting that least restricts opportunities for child
with disabilities to be with peers without disabilities. The law mandates that every child with a
disability be educated in a Least Restrictive Environment.

Magnetic Resonance Imaging (MRI) is a diagnostic technique using powerful electromag-
nets, radio frequency waves and a computer to produce well defined images of the body’s
internal structures.

Mainstreaming is where students are expected to participate in existing regular ed classes,
whereas in an inclusive program classes are designed for all students. May be gradual, partial
or part-time process (e.g., student may attend separate classes within regular school or
participate in regular gym and lunch only).
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Melatonin is a hormone produced by pineal gland, involved in regulating sleeping and
waking cycles. Sometimes used for chronic insomnia. Consult your child’s physician before
giving melatonin; it is not recommended for all patients with sleep problems.

Modified Checklist of Autism in Toddlers (MCHAT) is a screening tool for identifying young
children who may be referred to specialist for further evaluation and possible Autism Spectrum
Disorder diagnosis.

Motor deficits are physical skills that a person cannot perform or has difficulty performing.

Motor function (or motor skills) is the ability to move and control movements.

N

Neurologist refers to a doctor specializing in medical problems associated with the nervous
system, specifically the brain and spinal cord.

Nonverbal Behaviors are things people do to convey information or express emotions
without words, including eye gaze, facial expressions, body postures and gestures.

O

Obsessions are persistent and intrusive repetitive thoughts. Preoccupations with specific
kinds of objects or actions may be an early sign of obsessions.

Obstructive Sleep Apnea breathing disorder interrupting breathing during sleep when air flow
cannot flow through the nose or mouth although efforts to breathe continue. Throat collapses
during sleep causing snorting and gasping for breath. May cause daytime sleepiness. May
increase risk of hypertension and heart problems.

Occupational Therapy assists development of fine motor skills that aid in daily living. May
focus on sensory issues, coordination of movement, balance and self-help skills such as
dressing, eating with a fork, grooming, etc. May address visual perception and hand-eye
coordination.

Occupational Therapist helps minimize impact of disability on independence in daily living
by adapting child’s environment and teaching sub-skills of the missing developmental
components.

Operant Conditioning is the modification of behavior through positive and/or negative
reinforcement.

P

Perseveration is repetitive movement or speech or sticking to one idea or task, that has a
compulsive quality to it.

Pervasive Developmental Disorders (PDD) is group of conditions involving delays in de-
velopment of many basic skills, including ability to socialize with others, to communicate and
use imagination. Includes Autism, Asperger Syndrome, Childhood Disintegrative Disorder,
Rett Syndrome and Pervasive Developmental Disorder - Not Otherwise Specified. Persuasive
Developmental Disorder - Not Otherwise Specified (PDD-NOS) a category of PDD referring to
children having significant problems with communication and playand some difficulty interact-
ing with others ,but are too social for diagnosis of autism. The diagnosis is no longer used in
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DSM5, but DSMS5 indicates that individuals with a “well-established diagnosis” of these
conditions “should be given the diagnosis of autism spectrum disorder.”

Petit Mal Seizure, see Seizures.

Physical Therapy uses specially designed exercises and equipment to help patients regain
or improve their physical abilities.

Physical Therapist designs and implements physical therapy programs and may work within
a hospital or clinic, in a school or as an independent practitioner.

Pica is persistent eating or mouthing of non-nutritive substances for at least 1 month when
behavior is developmentally inappropriate (older than 18-24 months). Substances may include
items such as clay, dirt, sand, stones, pebbles, hair, feces, lead, laundry starch, wood, plastic
and more.

Picture Exchange Communication System (PECS) is an alternative communication system
using picture symbols taught in phases starting with simple exchange of symbol for desired
item. Individuals learn to use picture symbols to construct complete sentences, initiate
communication and answer questions.

Pivotal Response Treatment (PRT) is a therapeutic teaching method using incidental
teaching opportunities to target and modify key behaviors related to communication, behavior
and social skills.

Pragmatics are social rules for using functional spoken language in a meaningful context or
conversation. Challenges in pragmatics are a common feature of spoken language difficulties
in children with ASD.

Prevalence is the current number of people in a given population who have a specific
diagnosis at a specified point in time. As of May 2014, the U.S. Centers for Disease Control
and Prevention estimated autism prevalence as 1 in 68 children, including 1 in 42 boys and
1in 189 qirls.

Prompts for Restructuring Oral Muscular Phonetic Targets (PROMPT) is an approach
used in speech-language therapy that manually guides an individual’s jaw, tongue and lips
through a targeted word, phrase or sentence to develop motor control and proper oral
muscular movements, while eliminating unnecessary muscle movements such as jaw sliding.

Proprioception is the receiving of stimuli originating in muscles, tendons and other
internal tissues.

Prosody is the rhythm and melody of spoken language expressed through rate, pitch, stress,
inflection or intonation. Some children with ASD have unusual intonation (flat, monotonous,
stiff or “sing songy” without emphasis on the important words).

Psychiatrist is a doctor specializing in prevention, diagnosis and treatment of mental illness
who has received additional training and completed a supervised residency in specialty.

May have additional training in specialty, such as child psychiatry or neuropsychiatry and can
prescribe medication, which psychologists cannot do.

Psychologist is a professional who diagnoses and treats diseases of the brain, emotional
disturbance and behavior problems. May have a master’s degree (M.A.) or doctorate (Ph.D.)
in psychology. May have other qualifications, including Board Certification and additional
training in a specific type of therapy.
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Q
R

Receptive Labeling, see receptive language.

Receptive Language is the ability to comprehend words and sentences and begins as early
as birth and increases with each stage in development. By 12 months of age, a child begins
to understand words and responds to his or her name and may respond to familiar words in
context. By 18 to 20 months, a child identifies familiar people by looking when named

(e.g., Where’s mommy?), gives familiar objects when named (e.g., Where’s the ball?) and
points to a few body parts (e.g., Where’s your nose?). These skills commonly emerge slightly
ahead of expressive language skKills.

Reinforcement or reinforcer, is any object or event following a response, increasing or
maintaining the rate of responding. Positive reinforcer may be produced by or added after
a response.

Relationship Development Intervention (RDI) is a therapeutic teaching method based on
building intelligence competencies of social connection — such as referencing, emotion
sharing, coregulation and experience sharing — that normally develop in infancy and early
childhood.

Respite Care is temporary, short-term care provided to individuals with disabilities, delivered
in the home for a few short hours or in an alternate licensed setting for an extended period of
time. Respite care allows caregivers to take a break in order to relieve and prevent stress
and fatigue.

Rett Syndrome is a very rare disorder in which patients have symptoms associated with PDD
along with problems with physical development. They generally lose many motor or movement
skills — such as walking and use of hands — and develop poor coordination. The condition has

been linked to a defect on the X chromosome and as a result, almost always affects girls.

S

Seizure refers to uncontrolled electrical activity in the brain, which may produce a physical
convulsion, minor physical signs, thought disturbances or a combination of symptoms.

Seizure, absence, takes the form of a staring spell as the person suddenly seems “absent”
and has a brief loss of awareness. May be accompanied by blinking or mouth twitching.
Absence seizures have very characteristic appearance on EEG. Also called a petit mal
seizure.

Seizure, atonic, is a seizure marked by the person losing muscle tone and strength and
unless supported, falls down. Atonic means lack of muscle tone and strength.

Seizure, subclinical (Electrographic Seizures) are visible on the EEG, but the patient does
not exhibit clinical symptoms. Electroencephalography often detects subclinical seizures
during sleep.

Seizure, tonic clonic, involves two phases — tonic phase when body becomes rigid and
clonic phase of uncontrolled jerking. May be preceded by aura and is often followed by
headache, confusion and sleep. May last for seconds or continue for several minutes.
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Self-Regulation and self-control are related but not the same. Self-regulation refers to both
conscious and unconscious processes that have an impact on self-control, but regulatory
activities take place more or less constantly to allow us to participate in society, work and
family life. Self-control is a conscious activity.

Sensory Defensiveness is a tendency, outside the norm, to react negatively or with alarm to
sensory input which is generally considered harmless or non-irritating to others. Also called
hypersensitivity.

Sensory Input, see sensory stimuli.

Sensory Integration is the way the brain processes sensory stimulation or sensation from the
body and then translates that information into specific, planned, coordinated motor activity.

Sensory Integration Dysfunction a neurological disorder causing difficulties processing
information from the five classic senses (vision, hearing, touch, smelland taste), sense of
movement (vestibular system)and positional sense (proprioception). Sensory information is
sensed normally, but perceived abnormally. May be a disorder on its own or with other
neurological conditions.

Sensory Integration Therapy is used to improve ability to use incoming sensory information
appropriately and encourage tolerance of a variety of sensory inputs.

Sensory Stimulus Agent, action or condition, internal (e.g., heart rate, temperature) or
external (e.g., sights, sounds, tastes, smells, touchand balance) that elicits physiological or
psychological response. Response depends on ability to regulate and understand stimuli
and adjust emotions to demands of surroundings.

Sleep Hygiene a set of practices, habits and environmental factors critically important for
sound sleep, such as minimizing noise, light and temperature extremes and avoiding naps
and caffeine.

Social Communication Disorder (SCD) is a new diagnostic category established in the
DSM-5 that applies to individuals who have deficits in the social use of language, but do

not have the restricted interests or repetitive behavior you see in those with autism spectrum
disorders.

Social Communication/Emotional Regulation/Transactional Support (SCERTS) is an
educational model of treatment that differs notably from the focus of “traditional” ABA by
promoting child-initiated communication in everyday activities.

Social Reciprocity is back-and-forth flow of social interaction. How behavior of one person
influences and is influenced by behavior of another and vice versa.

Social Stories, developed by Carol Gray, are simple stories that describe social events and
situations that are difficult for a child with a PDD to understand. For example, a social story
might be written about birthday parties if the child appears to have a difficult time understand-
ing what is expected of him or how he is supposed to behave at a birthday party.

Social Worker is a trained specialist in the social, emotional and financial needs of families
and patients. Social workers often help families and patients obtain the services they have
been prescribed.
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Special Education is specially designed instruction, at no cost to families, to meet unique
needs of child with disability, including instruction conducted in the classroom, in the home,
in hospitals and institutions and in other settings and instruction in physical education.

Speech-Language Therapist or Speech Language Pathologist, specializes in human com-
munication. The focus is on communication, not speech, to increase child’s ability to impact
and understand their environment.

Speech-Language Therapy is provided with the goal of improving an individual’s ability to
communicate. This includes verbal and nonverbal communication. The treatment is specific
to the individual's need.

Spoken Language (also referred to as expressive and receptive language) is the use of
verbal behavior or speech, to communicate thoughts, ideas and feelings with others. Involves
learning many levels of rules - combining sounds to make words, using conventional mean-
ings of words, combining words into sentences and using words and sentences in following
rules of conversation.

Stereotyped Behaviors refer to an abnormal or excessive repetition of an action carried
out in the same way over time. May include repetitive movements or posturing of the body
or objects.

Stereotyped Patterns of Interest or restricted patterns of interest refer to a pattern of
preoccupation with a narrow range of interests and activities.

Stimming or “self-stimulating” behaviors, are stereotyped or repetitive movements or
posturing of the body that stimulate ones senses. Some “stims” may serve a regulatory
function (calming, increasing concentration or shutting out an overwhelming sound).

Subclinical Seizure, see Seizures.

Symbolic Play is where children pretend to do things and to be something or someone else.
Typically develops between the ages of 2 and 3 years. Also called make believe or pretend

play.

Syndrome is a set of signs and symptoms that collectively define or characterize a disease,
disorder or condition.

T

Tactile Defensiveness is a strong negative response to a sensation that would not ordinar-
ily be upsetting, such as touching something sticky or gooey or the feeling of soft foods in the
mouth. Specific to touch.

TEACCH is a therapeutic approach broadly based on the idea that individuals with autism
more effectively use and understand visual cues.

Tonic-clonic seizure, see Seizures

Typical Development (or healthy development) describes physical, mental and social devel-
opment of a child who is acquiring or achieving skills according to expected time frame. Child
developing in a healthy way pays attention to voices, faces and actions of others, showing
and sharing pleasure during interactions and engaging in verbal and nonverbal back-and-forth
communication.
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Verbal Behavior is a method of Applied Behavioral Analysis (ABA) for teaching children with
autism, based on B.F. Skinner’s description of the system of language.

Vestibular System refers to the body’s system for maintaining equilibrium.

w
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Resources

Different books and websites resonate with different families. Here are some that parents have recom-
mended. For a more complete list of books and web sites, as well as magazines, products, and DVDs,
please visit our Resource Library on the Autism Speaks web site, AutismSpeaks.org.

BOOKS

1001 Great Ideas for Teaching and Raising Children with Autism Spectrum Disorder
by Veronica Zysk and Ellen Notbohm

Activity Schedules for Children with Autism: Teaching Independent Behavior
by Lynn E., McClannahan, Ph.D. and Patricia J. Krantz, PhD

Autism Solutions
by Ricki Robinson, MD

The Autism Sourcebook
by Karen Siff Exkorn

Autism Spectrum Disorders: The Complete Guide to Understanding Autism,
Asperger’s Syndrome, Pervasive Developmental Disorder and Other ASDs
by Chantal Sicile-Kira

Autism Spectrum Disorders: What Every Parent Needs to Know
from the American Academy of Pediatrics, edited by Alan |. Rosenblatt and Paul S. Carbone

Changing the Course of Autism: A Scientific Approach for Parents and Physicians
by Brian Jepson, M.D. and Jane Johnson

Children with Autism: A Parent’s Guide
by Michael D. Powers

Could it be Autism? A Parent’s Guide to the First Signs and Next Steps
by Nancy Wiseman

Does My Child Have Autism? A Parent’s Guide to Early Detection and Intervention in
Autism Spectrum Disorders
by Wendy L. Stone, Ph.D. and Theresa Foy Digeronimo, MEd

Facing Autism: Giving Parents Reasons for Hope and Guidance for Help
by Lynn M. Hamilton

Let Me Hear Your Voice: A Family’s Triumph over Autism
by Catherine Maurice

Making Peace with Autism: One Family’s Story of Struggle, Discovery, and Unexpected Gifts
by Susan Senator
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Not My Boy!: A Father, A Son, and One Family’s Journey with Autism
by Rodney Peete

Nourishing Hope
by Julie Matthews

Overcoming Autism: Finding the Answers, Strategies, and Hope That Can
Transform a Child’s Life
by Lynn Kern Koegel, PhD Claire LaZebnik

Playing, Laughing and Learning with Children on the Autism Spectrum:
A Practical Resource of Play Ideas for Parents and Caregivers
by Julia Moor

Play and Engagement in Early Autism: The Early Start Denver Model
by Sally Rogers, PhD and Geraldine Dawson, PhD

A Practical Guide to Autism: What Every Parent, Family Member, and Teacher
Needs to Know
by Fred R. Volkmar and Lisa A. Wiesner

Siblings of Children with Autism: A Guide for Families
by Sandra L. Harris, PhD and Beth A. Glasberg, PhD

Special Diets for Special People: Understanding and Implementing a Gluten-Free and
Casein-Free Diet to Aid in the Treatment of Autism and Related Developmental Disorders
by Lisa S. Lewis

Ten Things Every Child with Autism Wishes You Knew
by Ellen Notbohm

Thinking in Pictures, Expanded Edition: My Life with Autism
by Temple Grandin, PhD

Understanding Autism For Dummies
by Stephen Shore and Linda G. Rastelli
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WEBSITES

Autism Speaks
AutismSpeaks.org

Autism Research Institute
Autism.com

Autism Society
Autism-Society.org

AWAARE: Autism Wandering Awareness Alerts Response and Education Collaboration
awaare.org

Center for Autism & Related Disorders
centerforautism.com

Interactive Autism Network
ianproject.org

OCALI: Ohio Center for Autism and Low Incidence
ocali.org

Organization for Autism Research
ResearchAutism.org
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Have more questions or need assistance?
Please contact the Autism Response Team for
information, resources and tools.

TOLL FREE: 888-AUTISM2 (288-4762)
EN ESPANOL: 888-772-9050

Email: FAMILYSERVICES@AUTISMSPEAKS.ORG
WWW.AUTISMSPEAKS.ORG
Text ART to 30644

AUTISM SPEAKS’

It’s time to listen.

www.AutismSpeaks.org

Autism Speaks is the world’s leading autism science and advocacy organization. It is dedicated to funding research
into the causes, prevention, treatments and a cure for autism; increasing awareness of autism spectrum disorders; and
advocating for the needs of individuals with autism and their families. Autism Speaks was founded in February 2005
by Suzanne and Bob Wright, the grandparents of a child with autism. Mr. Wright is the former vice chairman of General
Electric and chief executive officer of NBC and NBC Universal. Since its inception, Autism Speaks has committed
more than $500 million to its mission, the majority in science and medical research. Each year Walk Now for Autism Speaks
events are held in more than 100 cities across North America. On the global front, Autism Speaks has established
partnerships in more than 40 countries on five continents to foster international research, services and awareness.

To learn more about Autism Speaks, please visit AutismSpeaks.org.
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An Easter Seals Canada Program Canada

Access 2 Card Application Form

Instructions

1. Read this document carefully. If you have any questions, please visit www.access2card.ca

2. If this is your first Access 2 Card, print, complete and submit sections B (Applicant Information), C (Health Care
Professional Authorization) and D (Administration Fee Payment) — along with the administrative fee.

3. If you are renewing an expired card or replacing a lost card, submit only sections B and D - along with the
administrative fee.

4. Mail, fax, or email completed Sections B and/or C and D to Easter Seals Canada.
5. Include administration fee: by cheque or money order (payable to “Easter Seals Canada”) or online payment

(credit card, Visa debit, or PayPal - payable at www.access2card.ca). Paying online is highly recommended as you
will receive your card faster. See section D for payment details.

6. Keep a copy of the application form for your records.

Important: You may only purchase one Access 2 Card per individual who has a disability.

Program Overview

The Access 2 Card is for people of all ages and types of permanent disabilities who require the assistance of a support
person. When a cardholder presents the Access 2 Card at a participating movie theatre or selected attraction across
Canada, the support person is then given one free or discounted admission. The person with the disability pays regular
admission price. For a full list of participating venues, visit: www.access2card.ca.

Persons with a permanent disability who require a support person when attending a movie theatre or attraction are
eligible for the Access 2 Card. The applicant must agree to follow the terms and conditions for use of the card (see next

page).

A support person is an individual who accompanies a person with a disability to provide those services that are not
provided by the participating theatre/attraction employees, such as assisting the person with eating, administering
medication, communication and use of the facilities.

There is a $20 (3-year valid card) or a $30 (5-year valid card) fee to acquire the Access 2 Card. The card will be valid for
either 3 or 5 years and can be used at all Access 2 Card participating venues.

1
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10.

11.

12.

13.

Terms and Conditions

The application form must be submitted by a person with a disability or a legal guardian on his or her
behalf. If the applicant is unable to sign, a legal guardian can sign on their behalf.

The applicant must be identified as having a disability that requires a support person/attendant while
attending an entertainment, cultural, recreation or attraction. This must be verified by a registered
health care professional or a recognized service provider (see section C for a complete list of regulated
health care professionals).

The applicant must be a client of the authorizing health care professional/service provider. The
authorized health care provider signing section C must NOT be related to the applicant. We do NOT
accept medical or diagnosis letters.

If the applicant has a CNIB ID card, a photocopy of the card can be submitted in place of the Section C.
In this case, you do not have to complete section C. DO NOT SEND ORIGINALS OF THE CNIB CARD.

This card is valid for a period of 3 or 5 years from date of issue after which a renewal application form
must be filed with Easter Seals Canada. $20 for a 3-year card or $30 for a 5-year card.

The applicant must present the Access 2 Card at the movie theatre or selected attraction or venue’s box
office when purchasing his or her own ticket. The Access 2 card cannot be used in such way where two
free entries are granted. One individual must pay admission, regardless of other promotions. An
attendant is defined as an adult who is 18 years or older. Photo Identification is not necessary; however,
the theatre or attraction may ask to see a second piece of photo identification.

Prices may vary by participating venue. No advanced tickets or admissions can be obtained with this
card. For theatres: admission tickets can only be issued on the day of the selected movie.

Tickets can only be purchased in person together with a support person attending the same attraction.
Under no circumstances are tickets to be resold.

This program is administrated by Easter Seals Canada on behalf of the Access 2 Card partners. Upon
submission of your complete application please allow 4-6 weeks for processing of your application and
delivery of your Access 2 Card.

There is a $20 or $30 (see no. 5) replacement fee for a lost or stolen card. Send a cheque made out to
Easter Seals Canada to 40 Holly St. Suite 401, Toronto, ON, M4S 3C3 - or pay online. Paying online is
highly recommended-as you will receive your card faster.

Applications that are incomplete or improperly completed will not be processed. The applicant will be
notified and asked to resubmit a complete and corrected application.

Misuse or abuse of this card could result in the termination of the card and its privileges.

These terms and conditions are subject to change without notice.
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Access 2 Card Application Form

Section B — Applicant Information

*Select the type of card you are applying for by checking off a box:

(Only select “new card” if this is your first Access 2 Card)

New Card Renewal/Expired Card Lost Card

If you have had a card in the past, write the barcode below (if known):

- Preferred Language: English French

*Applicant Name (Person with the Permanent Disability)

First Name: Last Name:

*Date of Birth (dd/mm/yyyy): / /

*Mailing Address: Unit #:

*City: *Province: *Postal Code:

*Phone: ( ) - -

*E-mail:

I certify that | understand the terms and conditions as set forth in this application.

» *Applicant or Guardian’s Signature: Date:

*Only “new” card applicants are required to complete and submit Section C— Health Care Professional Authorization of
this application.

*All applicants (New, Renewal/Expired, Lost) must pay the administration fee for the Access 2 card. Please ensure to
also complete and submit Section D — Administration Fee Payment of this application.

Easter Seals Canada is committed to protecting the privacy, confidentiality and security of any personal information we
collect, use, and retain.

| wish to receive email communications about the Access 2 Card Program and other information about Easter Seals
Canada, check this box:




Section C — Health Care Professional Authorization

Section C must be filled out by one of the authorized health care practitioners*.

IMPORTANT: This section only needs to be completed for New Access 2 card applicants. Renewal/Expired and
Lost card applicants do not need to have it completed. New applicants with a CNIB ID card do not need to
have this section completed (simply provide a photocopy of your CNIB card with your application).

*Type of Accepted Health Care Professional (select one): Professional Stamp (if available)
[] Physician [] Speech Language Pathologist
[ ] Nurse [] Occupational Therapist
[] Social Worker (RSW) ] Audiologist
] Physiotherapist ] Psychiatrist
] Behaviour Analyst (BCBA) |[_] Recreational Therapist
[] Psychologist [] Educateur/trice (QC only)
[] Executive Director of a Disability Services Provider
*Qrganization Name:

| certify that the applicant, who is a client/patient of mine, is a person with a PERMANENT disability
who, due to the disability, needs to be accompanied by a support person to assist with
communication, mobility, personal/medical needs or with access to goods, services or facilities. |
certify further that the information | have provided in this application is accurate and complete to
the best of my knowledge.

Patient’s name (Access 2 Card Applicant):

Name of Health Care Professional OR Executive Director:

Professional Registration Number:

Practice/Service Address: Unit #:
City: Province: Postal Code:
Phone: ( ) - - X. E-mail:

» Health Care Professional OR Executive Director Signature:

Date:

-Signatures from other types of health care professionals not included on the list above will NOT be accepted;
-NO OTHER forms or letters will be accepted in place of this section — e.g. diagnosis letters;

-Easter Seals Canada is committed to protecting the privacy, confidentiality and security of any personal
information we collect, use, and retain.



Section D — Administration Fee Payment

IMPORTANT: The administration fee must be paid BEFORE we can process your application.
Payment must be made for all applications (New, Renewal/Expired, Lost).

e If you are paying by cheque or money order (payable to “Easter Seals Canada”), please mail it
along with your application.

e If you are paying online with a credit card, Visa debit card or PayPal account, you must submit
your application after payment. Pay online at www.access2card.ca. Paying online results in the
fastest turn-around time.

*Select Your Access 2 Card Type:

3-Year Valid Card (520) 5-Year Valid Card ($30)

*Select Your Payment Method:

Cheque or Money Order
(send with completed application)

Online Payment
(Pay at www.access2card.ca)

*Name of credit card holder: Please ensure that the cheque/money

order is:

4

o Payable to “Easter Seals Canada
o Dated within the last 6 months
o Signed

*Name of Access 2 Card Applicant:

*Transaction Confirmation Code
(sent by e-mail after online payment is complete):

ESC -

The charge on your account statement will appear
as being paid to “Easter Seals Canada”.


http://www.access2card.ca/
http://www.access2card.ca/

Application Checklist (For Your Reference)

Complete Section B (Applicant Information)

Complete Section C (Health Care Professional Authorization) — New applicants ONLY

Complete Section D (Administration Fee Payment)

Pay online or enclose the administration fee made payable to Easter Seals Canada

Enclose a self-addressed, stamped, return envelope (mailed-in applications only)*

Only submit Sections B, C, and D — and not this entire package.

*Please make sure the envelope is at least “standard business” size as we are mailing you your card.

Submitting Your Application

There are three ways to submit your application: by mail, fax, or e-mail.
Payment must be made prior to submitting your application.

Mailing Address:

Access 2 Program

40 Holly Street, Suite 401
Toronto, ON

M4S 3C3

Fax:
416-932-9844

E-Mail (Scanned):

access2card@easterseals.ca

If you have any questions, please contact us by:
» E-Mail: access2card@easterseals.ca
» Phone: 1-877-376-6362 (Toll-Free) or 416-932-8382

Allow four to six weeks for your Access 2 card to be delivered. Please refrain from contacting us to check the
status of your application for at least four weeks after it has been submitted.


mailto:access2card@easterseals.ca
mailto:access2card@easterseals.ca

AccessAbility Supports

The Disability Support Program has expanded and is now called AccessAbility Supports. New
supports offer more and better assistance to Islanders living with disabilities.

Disabilities may include physical, intellectual, neurological, sensory and mental disabilities.

New or Enhanced Supports

Our government wants to ensure Islanders living with disabilities can access the tools they need to
reach their full potential and contribute to society as fully as possible. These improvements mean
supports will be more personalized and focus on empowering individuals and their families.

Some of the new or enhanced supports include:

e support for all disabilities including physical, intellectual, neurological, sensory and mental,
based on an assessment;

e anew assessment tool to help better understand how the disability affects activities of daily
living to ensure appropriate support is provided;

e a supports coordinator to navigate all available support services and develop a personalized
plan to meet individual needs;

e increased supports for finding or keeping a job including coaching and skills training;

e increased financial help for home and vehicle modifications required because of a disability -
$10,000 every 10 years for home (was $2,000 in a lifetime) and $6,000 every 8 years for a
vehicle (was $2,000 in a lifetime); and

e asingle point of contact by calling a toll-free number for easier access to support.

How can I get support?

You will meet with a staff person who will conduct an assessment to determine how disability affects
your daily life and how AccessAbility Supports can help meet your needs.

If you are a current disability support client, you will be automatically enrolled in AccessAbility
Supports.

What type of support is available?

Help is available under five areas of support, as follows:

Personal Supports

Personal Supports help with personal daily living assistance such as:

e life skills training in areas like meal preparation, budgeting, grocery shopping, recreational
activities;

e technical aids and assistive devices such as a wheel chair; and

e supports that enable an individual to be self-sufficient and live independently such as in-home
supports or personal care workers.



Housing Supports

Housing Supports help with independent living and may include assistance such as:

o financial assistance for a caregiver to provide daily supervision and guidance in a community-
based residential setting; and
o financial help for required home and vehicle modifications - $10,000 every 10 years for home
modifications and $6,000 every eight years for a vehicle.
Community Supports

Community Supports help increase active participation in the community and may include:

e assistance with finding or keeping a job including coaching, skills training, and supports for
youth transitioning from the education system to the workforce; and
e supports to enable active participate in the community such as day programming, personal aid
or specialized transportation.
Caregiver Supports

Caregiver Supports help family members or caregivers and may include:

o respite for caregivers to allow for time for breaks to recharge; and
e support to provide supervision for adults who are unable to stay home alone safely so that
caregivers can go to work or school.

Financial Supports

Financial Supports help with basic living expenses, if needed, and may include:

e assistance for basic needs such as food, clothing, shelter, household and personal supplies
through what is called Assured Income.

Questions?

Call toll-free in Prince Edward Island:
1-877-569-0546

Published date:
October 8, 2020



An assessment will determine how AccessAbility Supports cn help meet your indivdual needs

-1 Help is available under five areas of support

My Personal Supports helps with personal
daily living, which may include:

« life skills training in areas like meal preparation,
budgeting, grocery shopping, recreational
activities

« technical aids and assistive devices such as a
wheel chair

« supports that enable an individual to be self-
sufficient and live independently such as in-home
supports or personal care workers

My Housing Supports helps with
independent living, which may include:
- financial assistance to provide daily supervision
and guidance in a community residential setting

« financial help for required home and vehicle
modifications

My Community Supports helps increase
active participation in the community and
may include:

« assistance with finding or keeping a job including
coaching, skills training and supports for youth
transitioning from the education system to the
workforce

- supports to enable active participation in the
community such as day programming, personal
aid or specialized transportation

My Caregiver Supports to help family
members or caregivers may include:
« respite for caregivers to allow them time to have
a break and recharge

« support to provide supervision for adults who are
unable to safely be left home alone so that care
givers can go to work or school

My Financial Supports helps with basic
living expenses if needed and may include:

« assistance for basic needs such as food, clothing,
shelter, household and personal supplies through
what is called Assured Income

For more information visit
8 princeEdwardlsland.ca/accessability-supports
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| Questions? Call: I
1-877-569-0546

AccessAbility
Supports
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Formerly the disability support program,
AccessAbility Supports
will ensure more Islanders get the help
they need to reach their full potential.



New or enhanced services include:

Support for all disabilities
including physical, intellectual,
neurological, sensory and mental
based on assessment

P

A supports coordinator will navigate
all available support services and
develop a personalized plan to meet
individual needs

Increased supports for finding or
keeping a job including coaching,
skills training and supports for youth
transitioning from the education
system to the workforce

T

e

Increased financial help for home
and vehicle modifications required
because of a disability -$10,000
every 10 years for home (was
$2,000 in a lifetime) and $6,000
every 8 years for a vehicle (was
$2,000 in a lifetime)

A new assessment tool for children,
youth and adults will help us to
better understand how the disability
affects activities of daily living

T

Easy Access

New Community Connector
positions will focus on
improving people’s independence
and more active participation in
community living

A single point of contact by calling

1-877-569-0546

toll-free makes it easier to access support
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These improvements
mean supports will be
more personalized and
focus on empowering
individuals and their
families.
S

Islanders currently participating
in the Disability Support Program
will be automatically enrolled for
services through

AccessAbility Supports.

More Information

Please call 1-877-569-0546
for more information or if you have
questions.

PrinceEdwardisland.ca/accessability-
supports




The Autism Society of PEI

Navigation Handout

There are many different programs and services on Prince Edward Island for both individuals and their
families touched by Autism.

Please note:

Many programs require documentation of the disability in order to access the provided services. If your
documentation is in a language other than English or French you may want to pursue getting it
translated by a health care professional and signed off on to diminish wait times of translating the
document.

A Provincial Health Card will be required as well to access services. After arriving to PEl, you may apply
for the health card. Provincial Health Card information can be found at:
https://www.princeedwardisland.ca/en/information/health-pei/pei-health-card

1. Accessibility Supports Program
Funding based on a Needs Assessment done by a support worker. The amount allotted is based
on the assessed need. For example, Respite care needs, incontinence supplies, safety locks, etc.

2. School Aged Funding
$6,600 is allotted each year to every school aged individual who has been diagnosed with
Autism. This funding supports community support workers to help with social skills, or funding
for tutors. To access school age autism funding speak to your Accessability supports worker.

3. Disability Tax Credit (Federal)
The Disability Tax Credit (DTC) is a non-refundable tax credit that assists persons with disabilities
or their supporting persons reduce the amount of income tax they have to pay. Their website is:
The Form can be located at:
https://www.canada.ca/content/dam/cra-arc/formspubs/pbg/t2201/t2201-18e.pdf

4. RDSP (Registered Disability Savings Plan)
If the individual qualifies for the DTC (Disability Tax Credit) they will also qualify for the RDSP.
More information regarding RDSP’s can be found at:
https://www.canada.ca/en/employment-social-
development/programs/disability/savings/rdsp.html



https://www.princeedwardisland.ca/en/information/health-pei/pei-health-card
https://www.canada.ca/content/dam/cra-arc/formspubs/pbg/t2201/t2201-18e.pdf
https://www.canada.ca/en/employment-social-development/programs/disability/savings/rdsp.html
https://www.canada.ca/en/employment-social-development/programs/disability/savings/rdsp.html

Here are some additional Services provided through community organizations similar to the
Autism Society. They include:

Stars For Life Foundation for Autism
Stars For Life work with students on the Autism Spectrum who are over the age of 18 with a
focus on education, housing, day programing, and employment services. You can locate their

website at:
https://starsforlife.com/

Serene View Ranch

Serene View Ranch is a team of health professionals dedicated to supporting mental health
challenges, especially those that are trauma based. Their website can be found at:
https://www.sereneviewranch.com/

Sylvan Learning Centre

Sylvan Learning offers a variety of services including personalized tutoring, Test Prep, Academic
Coaching and much more. Their website is located at:

https://www.sylvanlearning.com/

Project LifeSaver PEI INC

Project LifeSaver provides timely responses to save lives and reduce potential injury for adults
and children who wander due to Alzheimer’s, autism, and other related disorders or conditions.
Their website is located at:

https://www.projectlifesaverpei.ca/

Triple P Parenting

Triple P uses simple, positive tips to help Islanders and caregivers face typical challenges or
raising children and teens. The Positive Parenting Program offers various levels of support to
parents including a stay positive public awareness campaign, large group parent seminars,
parenting skills and supports along with intensive family interventions. More information about
Triple P Parenting supports can be located at their website:
https://www.princeedwardisland.ca/en/information/social-development-and-housing/triple-p-
positive-parenting-program

The Island Helpline (Canadian Mental Health)
1-800-218-2885 or visit their website at:
https://www.theislandhelpline.com/

PEI 211

Connect with Social, Government, and non-urgent free and confidential health services 24 hours
a day 7 days a week. Text or Call 2-1-1 via phone or visit their webpage at:
https://www.princeedwardisland.ca/en/information/211-pei



https://starsforlife.com/
https://starsforlife.com/
https://www.sereneviewranch.com/
https://www.sylvanlearning.com/
https://www.projectlifesaverpei.ca/
https://www.princeedwardisland.ca/en/information/social-development-and-housing/triple-p-positive-parenting-program
https://www.princeedwardisland.ca/en/information/social-development-and-housing/triple-p-positive-parenting-program
https://www.theislandhelpline.com/
https://www.princeedwardisland.ca/en/information/211-pei

Social ABC’s

The Social ABC’s program is a structured, evidence-based early intervention program for
children identified as possibly having autism spectrum disorder (ASD), providing families with

intervention support at the first signs of concern, even before diagnosis. Parents will play a
major role in the program.

The website for Social ABC's is; https://www.socialabcs.com/



https://d.docs.live.net/d88387c6bcf0fe28/Desktop/Final%20Copy%20New%20Diagnosis%20Kits/Adult%20Diagnosis%20Kit%20final/:%20https:/www.socialabcs.com/
https://d.docs.live.net/d88387c6bcf0fe28/Desktop/Final%20Copy%20New%20Diagnosis%20Kits/Adult%20Diagnosis%20Kit%20final/:%20https:/www.socialabcs.com/
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How to Use Sleep Strategies to Help
Your Child with Autism

DISCLAIMER: This summary provides overall strategies you can use to help your child. For more details, it may be helpful to read the
Strategies to Improve Sleep Tool Kit and to communicate with your child’s clinician about your concerns.

Who would benefit from the Autism Learning
Health Network Sleep Tip Sheet?

If your child has trouble falling asleep, sleeping through the night, waking
during the night and waking too early, these tips may help.

How to select a sleep program for your child:
+ Choose ideas that work well with your family's lifestyle.

+ Begin a new sleep program only when you have time and
energy to see if it will work.

+ Try one small change at first and slowly incorporate
additional changes one at a time.

+ Be patient - it can take weeks or months of carrying out
strategies to see a change.

How to keep a regular routine and daytime
habits:

+ Keep the same wake time and bedtime seven days a week,
as much as possible.

+ Choose a bedtime when your child is likely to be tired.

+ Foryoung children, identify a regular nap schedule, with naps
ending no later than 4 p.m. Try to avoid “unplanned” naps.

+ Avoid heavy meals or snacks before bed. A light snack with
carbohydrates, such as cheese and crackers, may help your
child sleep.

+ Expose your child to natural light when your child wakes up -
for example, open the curtains in their bedroom. Dim the
lights in the house in the hours before bed.

+ Promote exercise during the day, but not during the two to
three hours before bedtime.

+ Avoid all caffeine products, such as chocolate, soda, tea
or coffee. Their stimulating effects can last up to 12 hours.

+ Reduce and/or avoid daytime bedroom use for things like
homework, playing or time out.
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How to establish a regular bedtime routine:

+ Start a short and predictable routine 15 to 30 minutes before bedtime. Use the
same order every night to help your child relax and get ready for sleep.

+ Place calm, soothing activities at the end of the routine, like reading a book with
dimmed lights.

+ Avoid stimulating activities, such as watching movies, playing video games or other
screen time activities as part of the routine. Try to avoid physical activities like running
or jumping 30 minutes before bedtime.

+ Consider creating visual supports, like a chart with pictures of your child’s bedtime
routine, to support and communicate your expectations around bedtime.

How to create a comfortable and consistent sleep
environment:

+ Make sure your child's sleeping space is not too hot or cold and keep the room
quiet and dark. Consider adding white noise if needed throughout the night.

+ Caregivers can add a night light if your child needs one, but leave the night light
on all night.

+ Consider adding heavy window coverings to block outside light.

+ Use materials for bedding and sleep clothes that work for your child’s preferences.

How to teach your child to fall asleep alone:

+ Caregivers should gradually fade out of the room. Try sitting on a chair by your
child’s bed instead of lying in the bed. Gradually move the chair further away from
the bed every few nights, with the ultimate goal to move the chair completely out
of the room.

+ Keep all interactions with your child brief and boring if you need to go back in the
room. For example, you can say, “You are ok, go to sleep,” and leave again.

+ Tryto wait longer between each visit to the room.

+ Consider using a bedtime pass, which your child can exchange for one visit from
caregiver, a drink of water, or an extra hug or kiss.

+ You can also use these same strategies if your child calls out in the night for you.

For more information:
Visit autismspeaks.org/tool-kit to find all of our tool kits, including
ATN/AIR-P Strategies to Improve Sleep in Children with Autism.



Toilet Training

A Parent’s Guide
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A Parent’s Guide to Toileting for Children with Autism

Toileting training can be challenging for children with autism spectrum disorders
(ASD). There are many reasons why it can take a long time. Many children with ASD learn to use the toilet at a
late age. Most children with ASD learn to urinate and have bowel movements in the toilet later than other
children (Tsai, Stewart, & August, 1981).

Each child with an ASD is different. Children with ASD have some common problems that can make toileting
hard. Knowing about these problems can help you come up with different ways to meet your child’s needs. Here
are some ideas to think about:

Physical: There may be a physical or medical reason for toileting difficulties.
Discuss these issues with your child’s pediatrician.

“It’s a marathon,
not a sprint.”
- Gary Heffner

Language: Children with ASD have trouble understanding and using language. Do
not expect a child with autism to ask to use the toilet.

Dressing: Some children with ASD have difficulty pulling their pants down or
pulling them back up.

A study by Dalrymple and Ruble
(1992) found that, on average,
children with ASD require 1.6
years of toilet training to stay

dry during the day and
sometimes more than 2 years to

Fears: Some children with ASD are afraid of sitting on toilet seats or hearing toilets
flush. Getting used to the toilet by using a visual schedule and making it part of the
routine can make it less scary.

achieve bowel control.

Body cues: Some children with ASD may not be aware that they need to go or It can be a fEW years

that their clothes are wet or soiled. journey but to
achieve a lifetime
Need for sameness (aka routine): Many children with ASD already have their of toileting

own ways of urinating and having bowel movements. Learning new ways to toilet

may be hard. independence is

worth the wait!

Using different toilets: Some children with ASD learn a toileting routine at
home or school, but have a hard time going in other places such as public restrooms.

Never Give Up!

The ideas included in this handout may help teach toileting skills to young children, teenagers and adults with ASD. While the

problems listed above may make you unsure about how to start toilet training, it is a task within your control; there is

always something a child with autism can do to become more independent in toileting. Just remember that toilet
training tips for typically developing children often need to be changed for children with ASD.




A Parent’s Guide to Toileting for Children with Autism

WHERE DO | START?

“Trip Training” or “Schedule Training” helps children learn toileting skills without placing other demands on

them. Adults set the schedule and help train the child’s body to follow the schedule.
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Sit for 6. Set a goal for 6 toilet sits per day. At first, trips will be short (as little as 5 seconds per trip),

with one longer trip each day to work on bowel movements. Over time, toilet sits can be long (e.g., up
to 10 minutes). Setting a timer can be a helpful way to let your child know when the toilet sit can end.
Your child also is allowed to get up from the toilet immediately if s/he urinates or has a bowel
movement. Boys are taught to sit on the toilet to urinate until they regularly have bowel movements on

the toilet.

Don’t Ask. Tell. Do not wait for children to tell you they need to

use the bathroom or to say “yes” when asked if they need to go. Tell
them it is time for a toilet trip.

Schedule. Make toilet trips part of your everyday life. Plan toilet
trips around your usual routine. Stick with the same times of the day
or the same daily activities.

Communicate. Use the same simple words, signs or pictures during
each trip. This helps a child learn toileting language.

Keep Trying. They say it takes 3 weeks to make a habit. Once you

outline the routine and methods, keep working towards the same goal
for 3 weeks.

Make a Visual Schedule. Pictures may help your child know
what to expect during toilet trips (see Appendix 2: Example Visual
Schedule on page 9). Take pictures of items in your bathroom (e.g.,
toilet, toilet paper). Place the pictures in order on a piece of paper to

show your child each step of the toilet trip. There also are websites
with toileting pictures that you can print out. Please see page 7 for the
website information. If your child does not yet understand pictures,
you may show your child actual objects (e.g., a roll of toilet paper) for
each step.

Quick Points to Practice...

Be Supportive. Use
encouraging language whenever
you are talking with children
about toileting. Use positive
words if they are nearby.

Praise your child’s effort and
cooperation-no matter how
large or small.

Be calm and “matter of fact”
when you approach toilet
training.

Stick to a schedule. Establish a
time when toileting is practiced
both in and outside of the
home.

Use the same words about
toileting.

Make sure everyone is using
the same plan. Talk with other
people who work with your
child. Share the toileting plan
with them and request they
stick to the same routine and
language.

Identify Rewards. Make a list of your child’s favorite things, like foods, toys, and videos. Think of

which ones will be easiest to give your child as soon as he/she urinates or has a bowel movement in the

toilet. A small food item (e.g., fruit snack, cracker, chocolate chip) often works well. In addition to giving
a reward for “going” in the toilet, you also can give your child time to do a favorite activity (e.g., watch

avideo, play with a toy) after the toilet trip is over.

The Key to Success: Keep language simple and keep toileting routines the same.




TiPS To INCREASE TOILETING SUCCESS!

a I%For 3- “typical” days, document your child’s routine. To help you write your child’s toileting
\ N _Oprogram, track how long it takes between when your child drinks and when he or she is wet. Checking your
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A Parent’s Guide to Toileting for Children with Autism

child’s diaper frequently for wetness (e.g., every 15 minutes) will help you decide when to schedule toilet
trips.

Consider your child’s diet. Dietary changes, such as increasing the fluids and fiber your child eats
and drinks, may help your child feel the urge to use the toilet.

Make small changes in daily habits. Dress your child in easy-to-remove clothing. Change your
child as soon as he or she becomes wet or soiled. Change diapers in or near the bathroom. Involve your
child in the cleanup process.

Have your child put waste from the diaper in the toilet when possible. This will also
help your child understand that waste goes in the toilet. Have your child flush the toilet and wash hands
after each diaper change.

Make sure toilet trips are comfortable. Your child should be comfortable while sitting on the
toilet. Use a smaller potty seat and/or provide a footstool. If your child will not sit on the toilet, work on
sitting before beginning a toilet training program.

Think about your child’s sensory needs. If your child does not like certain sounds, smells, or
things he or she touches in the bathroom, change these as much as you can.

. Have many pairs of underwear ready. During toilet training it is important for children to wear

underwear during the day. They need to feel when they are wet. Your child may wear rubber pants or a
pull-up over underwear if necessary. Diapers or pull-ups may be used when your child is sleeping or is away
from the home.

Use a visual schedule. Pictures showing each step of the “potty routine” may help your child learn
the routine and know what will happen. During toilet trips, show your child the visual schedule you have
created. Label each step as you go along (see Appendix 2: Example Visual Schedule on page 9).

Use rewards. Give your child a reward immediately after he or she urinates or has a bowel movement in
the toilet. The more quickly you reward a behavior, the more likely that behavior will increase. Toileting
rewards are special. Rewards used for toileting should only be used for toileting.

Practice in different bathrooms. Using different bathrooms helps your child know he or she can
use different toilets in different places.
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A Parent’s Guide to Toileting for Children with Autism

CREATING YOUR CHILD’S TOILETING PLAN

Many different people may help your child with toileting. Different family members, teachers, aids, and day
program staff may help. Everyone working with your child should use the same language and the same
routine. This will help make toilet training a success.

A written toileting plan may help your child with ASD make progress. If it is in writing, everyone will be able to
use the same language and the same routine. Toileting plans may include these details:

v Let your child’s helper know your goals. Outline for the helper, what it is you are trying to achieve for the
given period of time. For example, “The goal is to have Tommy visit the restroom 15 minutes after the
meal and sit on the toilet for 5 seconds.”

v" How often? Include how often or what time the child should visit the rest room. Some examples include,
“every hour on the hour” or “15 minutes after drinking / meals.”

v" For how long? Be sure to include how long your child is able to tolerate the bathroom trips-it may start
with only 5 seconds.

Language:

v" Words: Use words that work for your child. For example, are there any “code” words that you use for
urination? What words do you use to tell your child to go to the bathroom?

v" Where? Where does your child go to the bathroom?

v' What? Think about the lights, are they bright or dim? How does light affect your child? What about noises
in the bathroom (e.g., a fan)? What about the type of toilet paper? Should the door be open or closed?

v' Who? Who goes with your child to the bathroom? Is someone with your child or just nearby?

Tools:

v/ What tools are you using? Do you use a visual schedule? Does your child like to listen to music or read a
book?

v" What activities earn a reward? What activities do not?

v" How do you reward your child for a job well done? What happens if your child does not earn a reward?

X AUTISM SPEAKS™
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A Parent’s Guide to Toileting for Children with Autism

FREQUENTLY ASKED QUESTIONS FROM PARENTS

do?

Q’ Our child will use the potty at school, but he refuses to use it at home. What should we

A‘ Something your son with a diagnosis of ASD learns to do at school may be hard for him to
do at home. It might help to have your son learn to use different bathrooms at school. Use
the words and ideas that his teachers use at school. You may need to start with simple
steps at home. Start by walking into the bathroom. Add steps one at a time until he is using
the toilet at home. Practice potty trips in different bathrooms. Use the bathroom in stores
and other people’s houses.

Q‘ We thought we had a good toileting program for our daughter, but it isn’t working. What

are our next steps?

A‘ There are a number of steps you may want to take. (1) Be sure there is not a medical
reason. Talk with your daughter’s doctor to see if she is constipated or to get ideas about
changes in diet. (2) Look at your daughter’s toileting schedule and make sure you are taking
her when she is likely to urinate or have a bowel movement. (3) Think about changing
rewards. Make sure your daughter likes the reward. It is often helpful to think about what
type of reward you are using at least every 3 months, but you may have to do so more
often.

Q ¢ ! worked on toileting all weekend with my son, but we didn’t make any progress. How
long should the process take?

¢ Toileting takes a long time for many people. It helps to be relaxed and have patience. There
isn’t a deadline for toileting. Toilet training should be a small part of your life. You can take a
break and try again when you have more energy or when your son seems ready. Remember
that it can be hard to learn to go to the toilet. Practice toileting when it is a good time for
you and your family. That way you will have the energy to work on this important skill over
the long haul.

Q ¢ Our family has tried to help our son become toilet trained, but he is still wearing diapers.
What should we do?

¢ It may be time to seek help from someone who has special training. There are physicians,
psychologists, special educators, speech/language pathologists, behavioral analysts /
specialists, and occupational therapists that can help children with ASD become toilet
trained. These professionals may be able to help your family in intensive toilet training. This
is a method that may work well for children diagnosed with ASD, but needs to be monitored
by a professional. Remember that it can take a long time to learn this complicated and
important skill.

Please see Appendix 2 on page 8 for an Example Toileting Plan that you can print and complete.
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RESOURCES

The Autism Speaks Family Services Department offers resources, tool kits, and support to help manage the
day-to-day challenges of living with autism www.autismspeaks.org/family-services. If you are interested in
speaking with a member of the Autism Speaks Family Services Team contact the Autism Response Team (ART)
at 888-AUTISM2 (288-4762), or by email at familyservices@autismspeaks.org. ART En Espafiol al 888-772-9050
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e Potty Power
e EImo’s Potty Time

o Self-help Skills for People with Autism: A
Systematic Teaching Approach by Anderson,
S.R., Jablonski, A.L., Thomeer, M.S., & Knapp,

165-173. M. (2007). . , -
e The Potty Journey: Guide to Toilet Training
Websites Children with Special Needs, Including Autism
e The National Autistic Society: Toilet Training: ?;gog(;/at‘?d Disorders by Coucouvanis, J.

www.autism.org.uk/living-with-
autism/understanding-behaviour/toilet-
training.aspx

e www.do2learn.com/picturecards/printcards/se
Ifhelp toileting.htm is a great resource for
picture schedules

e Tips for Daily Life—Toilet Training:
www.theautismprogram.org/wp-
content/uploads/toileting-tips.pdf

e Bright Tots: Toilet Training and Autism:
www.brighttots.com/Toilet training and autis
m.html
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APPENDIX 1: EXAMPLE TOILETING PLAN

Goal:

“The goal is to have
Tommy visit the
restroom 15 minutes
after the meal and sit on
the toilet for 5 seconds.”

Routine:

How often?
Tommy goes to the
restroom 15 minutes
after every meal and
drink.

How long doing
what behavior?
Tommy visits the
restroom for 5
seconds. He sits on
the toilet.

Language:
“Now we go to the

bathroom”; “Pee-Pee” =
urinate.

Place:

Helper stands outside the
door. Door is open. Lights
and fan on.

Tools:

Tommy reads Where the
Wild Things Are in the
bathroom.

Rewards:

Tommy receives 5 minutes
of iPad time for every visit
to the bathroom

% AUTISM SPEAKS™
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APPENDIX 2: EXAMPLE VISUAL SCHEDULE

Visual Schedule

Avisual schedule is a display of what is going to happen throughout the day or during an activity. A visual
schedule is helpful during toilet trips to decrease anxiety and difficulty with transitions by clearly letting your
child know when certain activities will occur.

1) Decide the activities that you will put on the schedule. Try to mix in preferred activities with non-
preferred ones.

2) Put the visuals that stand for the activities that you have identified on a portable schedule (on a binder or
clipboard). The schedule should be available to your child from the beginning of the first activity. It should
continue to be visible through all of the activities.

3) When it is time for an activity on the schedule to occur, let your child know with a brief verbal instruction
before the next activity begins. When that task is completed, give your child praise. Then refer to the
schedule and label the next activity.

4) Provide praise and/or other rewards for following the schedule and completing the activities. Put a
preferred activity at the end of the schedule to give your child something positive to look forward to after
completing all the items on the schedule.

VISUAL SCHEDULE

(0§ | i
)| W

Sit on toilet Wipe until clean Flush toilet Wash hands
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For Families

Getting Started at Home

Oral health is a very important component of healthy daily living. But
for some children with autism, oral health habits can be challenging.
Our hope is that this guide will provide information for families to help
begin a lifetime of good oral care.

To get started, you and your child should pick out the right toothbrush.
There are many colors, styles, and types available. It is important that the
brush is the right size for your child’s mouth and that it has soft bristles.

For some children with autism, brushing teeth can be difficult. The
sensation can be uncomfortable at first, and the child may need to be
desensitized. You may want to start by using the toothbrush to touch
your child’s lips or just inside the mouth. You may also want to teach
your child to “open wide,” so that this direction is understood. Showing
your child how you brush your own teeth may also be helpful.




Brushing and
Flossing

Brushing Your Child’s Teeth
e Stand behind your child with their head on your chest.

e Put a pea size amount of toothpaste on the center of the brush.
e Guide the brush as if you were brushing your own teeth.
e There are six steps to brushing:

1. Brush the outside, inside and tops of the bottom back teeth on
one side of the mouth five times.

2. Move up and brush the inside, outside and chewing surfaces
of the top teeth five times.

3. Brush the bottom front teeth outside and inside five times.

4. Move to the opposite side and brush the bottom teeth outside
and inside five times.

5. Brush the top front teeth inside, outside, and chewing surfaces
five times.

6. Brush the opposite top back teeth inside, outside, and chewing
surfaces five times.

Although most people brush their teeth in the bathroom, in order to
accommodate your child and get them accustomed to brushing their
teeth, you may want to do this on the couch or in another part of your
home where they may feel more comfortable. The ultimate goal is for
your child to brush their teeth as independently as possible.

Flossing

Another important oral health skill that should be mastered is flossing.
Just like brushing, this should be introduced as soon as possible in small
steps, while building upon each success.

e The same technique is used in
putting your child’s head on your
chest and flossing as you would
your own teeth.

e Floss one tooth at a time.

Again, the goal is always for your child
to achieve independence
in this task.




Other TIPS Other Tips That May Be Helpful

e Some families find it useful to use a timer so that the individual
with an autism spectrum disorder (ASD) can see when the task
will be over.

e Some individuals with autism benefit from visual supports and
schedules. A visual schedule can be created by taking photographs
of the steps outlined on the previous page.

- Families can then print the pictures and create visual schedules
for their child. Some families may print the page and check off
the activities as they occur. The pages can be laminated and a dry
erase marker can be used to check off each activity, this way the
page can be reused.

- Others may cut out the photos and laminate them, and place
Velcro on the back of each photo. The photos are arranged in
chronological order on a board, and as each step is completed,
the corresponding picture is removed.

e Another option is to photograph each step of the teeth brushing
process, load the pictures on to a digital picture frame and program
it so that each photo is displayed for 10 second intervals. This can be
used in the bathroom as they are brushing their teeth so that they
have a visual prompt when it is time to move on to the next step.”

e Some individuals need to be reinforced with verbal praise or a reward
after each step. Others may be able to complete some, many, or all of the
steps before verbal praise or a treat is needed. Each child will need to work
at their own pace to achieve the skills necessary to brush their teeth.

Once a manual toothbrush has been mastered, then a power brush can
be introduced. The power brush is slightly different in that the brush
does the work, so the individual no longer needs to do the “brushing.”

In all cases, the ultimate goal is for the individual with autism
to brush their teeth as independently as possible.

*This type of visual support was developed
by Gloria Satriale, Executive Director of PAAL
(Preparing Adolescents for Adult Life).




Preparing for the
Dental Visit

Finding the Right Dental Office

It is important to find a dentist that works successfully with individuals
with autism. You may find a dentist in your local area in the Autism
Speaks Resource Guide. (www.AutismSpeaks.org/community/resources)

You may want to find out if the dentist has a questionnaire that you can
fill out before your appointment. If not, you can use the one provided in
this guide.

Speak with the dentist before the appointment.

e Let the dentist know what time of day works best for your child.

e Describe any concerns or challenges that may present themselves
during the visit.

e See if they have pictures of the office so you can review them with
your child before the appointment.

Preparing for the Dental Visit

You may want to prepare your child before going to the dentist. For
some children, a visual schedule can be helpful to let them know what
will happen throughout the visit. You can find information about visual
schedules on page 6, and you can find an actual visual schedule on page
7 of this Guide. You can also practice having your child sit in a reclining
chair. You may have to teach each of the following steps so that they
understand the directions from the dental professional.

e Putting their hands on their stomach
e Putting their feet out straight
e Opening wide

e Holding their mouth open

e Counting their teeth

e Cleaning with a power brush

e Taking X-Rays

e Spitting into the sink
Each step may need to be mastered individually. Many of the instruments
used at a dental visit can be bought at a drugstore. These would include:
e Small flashlight

e Dental mirror

e Rubber-tipped gum massager

You may also be able to get some dental bite wings from their dentist in
advance of the visit, so that your child may practice biting down on the
dental bite wings when they need to have X-Rays taken.




Visual Schedule

Individuals with autism often benefit from visual supports and
schedules. The following visual schedule outlines the steps necessary
for a dental visit. Families are welcome to print the pictures and create

a visual schedule for their child. Some families may print the page and
check off the activities as they occur. The pages can be laminated and

a dry erase marker can be used to check off each activity, this way the
page can be reused for each visit. Others may cut out the photos and
laminate them, and place Velcro on the back of each photo. The photos
are arranged in chronological order on a board, as each step is completed
the picture is removed.

Some children may need to be reinforced with verbal praise, a preferred
item, or a reward after each step. Others may be able to complete some,
many or all of the steps before verbal praise or a reward is given. Each
child will need to work at their own pace to achieve the skills necessary
for a dental visit.
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Visual Schedule for a Dentist Visit

1 Put hands on stomach ] 2 Feet out straight ]

_‘:\"

4 Hold outh open []

5 Count teeth ]

7 Clean teeth 8 Spit into sink




Going to Dentist

Meeting the Dentist

Your child will most likely meet the dentist in the waiting area. You

may want to call ahead to see if the dentist is running on time. If they
are delayed and you think that your child may be anxious in the waiting
area, you may want to ask the receptionist if you could wait in the car,
and ask them to call you on your cell phone when the dentist is ready.
Bring a favorite toy or reward for a job well done. You may also want to
bring a family member, teacher, or autism expert to help make the

visit a success.




For the Dentist

What is Autism?

Autism, or autism spectrum disorder (ASD), refers to a broad range of
conditions characterized by challenges with social skills, repetitive
behaviors, speech and nonverbal communication. We now know that
there is not one autism but many subtypes, and each person with autism
can have unique strengths and challenges. A combination of genetic and
environmental factors influence the development of autism, and autism
often is accompanied by medical issues such as Gl disorders, seizures and
sleep disturbances. Autism affects an estimated 1in 59 children.

Individuals with ASD have difficulties with:
e Social Interactions
e Communication

e Difficulty relating or participating in a back-and-forth conversation
or interaction

e Repetitive or stereotypical behavior

e Individuals with ASD may also be hypersensitive or hyposensitive
to light, sound, touch, smell, or taste.

Advice for Dental Experts

e Develop a relationship with your patient with autism.

e Speakin a calm and soothing voice.

e Get down to the child’s level and be confident and reassuring.

e Do not ask the child if they want to come with you, but rather gently
tell the child what you are doing next.

e Be consistent.




For the Dentist

Getting Your Office Ready

Since each child with autism is different, some suggestions may work
for one patient with autism, but not for another. Ask the parent first if
there are often suggestions that may better meet the needs of your
patient with an ASD.

e Dim the lights if necessary.
e Turn down loud noises.

e Turn on instruments so that the child can see them before the
instruments go in their mouths.

e Remove the clutter in your office that may distract the child or make
them anxious.

e Let the child know what you will be doing. You may want to show the
child on their hand how you will be counting their teeth so that they
know what is going to happen.

® Make sure to provide clear and accurate information when speaking
to the child.

e End each visit on a positive note, so that you and your patient can
build upon your success.

Sometimes it may take several visits in order to complete a dental exam.
If you work with the family on this process, you will build a relationship
together that will result in a life time of good dental health for children
with autism.




About Us About Autism Speaks

Autism Speaks is dedicated to promoting solutions, across the spectrum
and throughout the life span, for the needs of individuals with autism
and their families. We do this through advocacy and support; increasing
understanding and acceptance of people with autism; and advancing
research into causes and better interventions for autism spectrum
disorder and related conditions. Through partnerships and collaboration,
we are committed to:

Increasing global understanding and
acceptance of people with autism

« Being a catalyst for research breakthroughs

« Increasing early childhood screening and
timely interventions

« Improving the transition to adulthood

« Ensuring access to reliable information and
services throughout the life span

To find resources, join a fundraising walk or make a donation, go to
www.AutismSpeaks.org.

CONNECT WITH US
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* AUTISM SPEAKS® Dental Form for Your Dentist Visit

MEDICAL INFORMATION

Patient Name: Parent/Guardian:

Phone Number: Parent/Guardian:

Describe the nature of your child’s disability:

Are they currently taking any medications? YES NO
If yes, what medications:

Has your child ever had seizures? YES NO
If YES, date of last seizure:

Describe the type of seizure:

Do you have any allergies? YES NO
If yes, please list:

Does your child wear a hearing aid? YES NO
If YES, please explain:

Does your child have any other physical challenges that the dental
team should be aware of?

ORAL CARE

Has your child visited the dentist before? YES NO
If yes, please describe:

Please describe your child’s at-home dental care:




* AUTISM SPEAKS® Dental Form for Your Dentist Visit

Does your child use a powered toothbrush or a manual toothbrush? YES NO
Does your child floss? YES NO
Does your child brush independently or with parent/guardian’s assistance? YES NO

What are your dental health goals?

How often does your child snack during the day and on what types of foods?

COMMUNICATION & BEHAVIOR
Is your child able to communicate verbally? YES NO

Are there certain cues that might help the dental team?

Are there any useful phrases or words that work best with your child?

Does your child use non-verbal communication? YES NO

Please check any of the following that your child uses:
O Mayer Johnson Symbols
O Sign Language
O Picture Exchange Communication System (PECS)
O Sentence Board or Gestures

Will you be bringing a communication system with you? YES NO

Are there any symbols/signs that we can have available to assist with communication?

BEHAVIOR/EMOTIONS

Are there any specific behavioral challenges that you would like the dental team to be aware of?




* AUTISM SPEAKS® Dental Form for Your Dentist Visit

SENSORY ISSUES

Are there any sounds that your child is very sensitive to?

Does your child prefer the quiet? YES NO
Is your child more comfortable in a dimly lit room? YES NO

Is your child sensitive to motion and moving (i.e., the dental chair moving up and
down or to a reclining position)?

Does your child have any specific oral sensitivities (gagging, gum sensitivities, etc.)?

Do certain tastes bother your child?

Is your child more comfortable in a clutter-free environment? YES NO
Please provide us with any additional information that may help us to prepare for a

successful dental experience:




Diagnosing Autism Spectrum Disorder in
PEI

Autism Spectrum Disorder (ASD) presents itself in a variety of ways and ranges from mild to severe.
In PEI, a child may be identified with signs of autism at a very young age through a Public Health
Nursing screening program. Public Health Nursing offers pre-school health clinics throughout the
province and can assess your child’s development in areas such as vision and hearing, growth and
nutrition, speech and communication, and personal/social development. Find more information

at Pre-School Health.

Because Autism Spectrum is a social-communication disorder, a child needing professional help
developing speech and language abilities may be identified with signs of ASD through Speech
Language Pathology.

If you suspect your child may have ASD, you should mention this to the public health nurse during
your child’s screening clinic or to the speech language pathologist, if your child is receiving SLP
services. This is also a concern you should discuss with a family doctor or nurse practitioner. Any of
these experienced health professionals will be able to help you decide if your child should begin the
process for diagnostic assessment.

What if my child is identified with signs of Autism Spectrum
Disorder?

1. If your child is identified with signs of ASD, the process for diagnostic assessment begins. It's
common for families to have to wait for a diagnostic assessment.

2. A family doctor or nurse practitioner must issue a referral for your child to access pediatrician
services. Find more information at Pediatrician Outpatient Services.

3. The pediatric office will contact you with an appointment and have you complete paperwork
about your child to help the pediatrician better prepare for the appointment.

4. The pediatrician may refer your child for a diagnostic assessment from Pediatric Psychology
Services.

5. Pediatric Psychology Services provides free diagnostic assessments for children up to age 5. A
referral from a pediatrician is required to access these services.

What if my child receives an autism diagnosis?

After receiving your child's autism diagnosis, an assessment may indicate that your child needs
support with skill development. You can:

e Build a support team tailored to your child’s needs — it might include health professionals,
therapists, care providers, educators and support workers;

e Apply for autism funding and grants to help cover the costs of support that will help them reach
their development goals;


https://www.princeedwardisland.ca/en/information/health-pei/public-health-nursing#PreSchoolHealth
https://www.princeedwardisland.ca/en/information/health-pei/speech-language-pathology-services
https://www.princeedwardisland.ca/en/information/health-pei/speech-language-pathology-services
https://www.princeedwardisland.ca/en/information/health-pei/pediatrician-outpatient-services
https://www.princeedwardisland.ca/en/information/health-pei/pediatric-psychology-services
https://www.princeedwardisland.ca/en/information/health-pei/pediatric-psychology-services

e Reach out for community support through the PEI Autism Society(link is external) and the PEI
Association for Community Living(link is external); and

e Connect to community services and programs through 211PEI online at: https://pe.211.cal/(link
is external) or by phone: 211

Published date:
May 4, 2021
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| Clear Data |
Protected B

I*I Canada Revenue  Agence du revenu

Agency du Canada when completed
Di - . . Help
isability Tax Credit Certificate canada.ca/disability
-tax-credit

The information provided in this form will be used by the Canada Revenue Agency (CRA) to determine the eligibility of 1-800-959-8281
the individual applying for the disability tax credit (DTC). For more information, see the general information on page 16.

Part A — Individual's section

1) Tell us about the person with the disability

First name:

Last name:

Social insurance number: | | L]

Mailing address:

City:

Province or territory:

Postal code: I Dateofbirth: | | | | | | | | |
Year Month  Day

2) Tell us about the person claiming the disability amount

[ ] The person with the disability is claiming the disability amount
or

A supporting family member is claiming the disability amount (the spouse or common-law partner of the person with the disability,
or a parent, grandparent, child, grandchild, brother, sister, uncle, aunt, nephew, or niece of that person or their spouse or
common-law partner).

First name:

Last name:

Relationship:

| Does the person with D Yes D No

Social insurance number: | | | | | | L1 the disability live with you?

Indicate which of the basic necessities of life have been regularly and consistently provided to the person with the disability, and the
years for which it was provided:

[ ] Food [ ] Shelter [ ] Clothing
Year(s) Year(s) Year(s)

Provide details regarding the support you provide to the person with the disability (regularity of the support, proof of dependency, if
the person lives with you, etc.):

If you want to provide more information than the space allows, use a separate sheet of paper, sign it, and attach it to this form. Make
sure to include the name of the person with the disability.

As the supporting family member claiming the disability amount, | confirm that the information provided is accurate.

Signature:
1+1

Page 1 of 16 Canada

T2201 E (22) (Ce formulaire est disponible en frangais.)


https://www.canada.ca/en/revenue-agency/services/tax/individuals/segments/tax-credits-deductions-persons-disabilities/disability-tax-credit.html
https://www.canada.ca/en/revenue-agency/services/tax/individuals/segments/tax-credits-deductions-persons-disabilities/disability-tax-credit.html

| Clear Data |

Protected B when completed
Part A — Individual's section (continued)

3) Previous tax return adjustments

Are you the person with the disability or their legal representative, or if the person is under 18, their legal guardian?

|:| Yes |:| No
If eligibility for the disability tax credit is approved, would you like the CRA to apply the credit to your previous tax returns?

|:| Yes, adjust my previous tax returns for all applicable years.

|:| No, do not adjust my previous tax returns at this time.

4) Individual's authorization

As the person with the disability or their legal representative:

« | certify that the above information is correct.

. | give permission for my medical practitioner(s) to provide the CRA with information from their medical records in order for the CRA to
determine my eligibility.

« | authorize the CRA to adjust my returns, as applicable, if | opted to do so in question 3.

Signature:

Telephone number: Date: I | | | l |
Year Month  Day

Personal information (including the SIN) is collected to administer or enforce the Income Tax Act and related programs and activities including administering tax, benefits, audit,
compliance, and collection. The information collected may be used or disclosed for purposes of other federal acts that provide for the imposition and collection of a tax or duty. It
may also be disclosed to other federal, provincial, territorial, or foreign government institutions to the extent authorized by law. Failure to provide this information may result in
paying interest or penalties, or in other actions. Under the Privacy Act, individuals have a right of protection, access to and correction of their personal information, or to file a
complaint with the Privacy Commissioner of Canada regarding the handling of their personal information. Refer to Personal Information Bank CRA PPU 218 on Info Source

at canada.ca/cra-info-source.

This marks the end of the individual's section of the form. Ask a medical practitioner to fill out Part B (pages 3-16). Once the medical
practitioner certifies the form, it is ready to be submitted to the CRA for assessment.

Next steps:

Step 1 — Ask your medical practitioner(s) to fill out the remaining pages of this form.

Note
Your medical practitioner provides the CRA with your medical information but does not determine your eligibility for the DTC.

Step 2 — Make a copy of the filled out form for your own records.

Step 3 — Refer to page 16 for instructions on how to submit your form to the CRA.
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| Clear Data |

. . . Protected B when completed
Part B — Medical practitioner's section

If you would like to use the digital application for medical practitioners to fill out your section of the T2201, it can be found
at canada.ca/dtc-digital-application.

Important notes on patient eligibility

« Eligibility for the DTC is not based solely on the presence of a medical condition. It is based on the impairment resulting from a condition
and the effects of that impairment on the patient. Eligibility, however, is not based on the patient's ability to work, to do housekeeping
activities, or to engage in recreational activities.

« A person may be eligible for the DTC if they have a severe and prolonged impairment in physical or mental functions resulting in a marked
restriction. A marked restriction means that, even with appropriate therapy, devices, and medication, they are unable or take an inordinate
amount of time in one impairment category, all or substantially all (generally interpreted as 90% or more) of the time. If their limitations
do not meet the criteria for one impairment category alone, they may still be eligible if they experience significant limitations in two or more
categories.

For more information about the DTC, including examples and eligibility criteria, see Guide RC4064, Disability-Related Information, or go
to canada.ca/disability-tax-credit.

Next steps

Step 1 — Fill out the sections of the form on pages 4-15 that are applicable to your patient.

When considering your patient’s limitations, assess them compared to someone of similar age who does not have an impairment in that
particular category. If your patient experiences limitations in more than one category, they may be eligible under the "Cumulative effect of
significant limitations" section on page 14.

If you want to provide more information than the space allows, use a separate sheet of paper, sign it, and attach it to this form. Make sure
to include the name of the patient at the top of all pages.

Step 2 — Fill out the "Certification" section on page 16 and sign the form.

Step 3 — You or your patient can send this form to the CRA when both Part A and Part B are filled out and signed (refer to page 16 for
instructions).

The CRA will review the information provided to determine your patient's eligibility and advise your patient of our decision. If more
information is needed, the CRA may contact you.
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

Vision medical doctor nurse practitioner optometrist
~

1) Indicate the aspect of vision that is impaired in each eye (visual acuity, field of vision, or both):

Left eye after correction Right eye after correction
Visual acuity Visual acuity
|:| Measurable on the Snellen chart (provide acuity) |:| Measurable on the Snellen chart (provide acuity)
( / ) Example: 20/200, 6/60 ( / ) Example: 20/200, 6/60
|:| Count fingers (CF) |:| Count fingers (CF)
|:| No light perception (NLP) |:| No light perception (NLP)
|:| Light perception (LP) |:| Light perception (LP)
[ ] Hand motion (HM) [ ] Hand motion (HM)
Field of vision (provide greatest diameter) Field of vision (provide greatest diameter)
(—) degrees (—) degrees

2) Is the patient considered blind in both eyes according to at least one of the following criteria:
« The visual acuity is 20/200 (6/60) or less on the Snellen Chart (or an equivalent).

» The greatest diameter of the field of vision is 20 degrees or less.

|:| Yes (provide the year they became blind)

Year

or

|:| No (provide the year the vision limitations began)

Year

Medical doctors and nurse practitioners only: If your patient experiences limitations in more than one category, tell us more about
the patient's limitations in vision. They may be eligible under the "Cumulative effect of significant limitations" section on page 14.

Provide examples of how their limited vision impacts other activities of daily living (for example, walking, feeding). Also provide any
other relevant details such as devices the patient uses to aid their vision (for example, cane, magnifier, service animal).

3) Has the patient's impairment in vision lasted, or is it expected to last, for a continuous period of at least 12 months?
[ JYes [ ]No

4) Has the patient's impairment in vision improved or is it likely to improve to such an extent that they would no longer be impaired?

[ ] Yes (provide year) [ ]No [ ] Unsure

Year
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

Speaking medical doctor nurse practitioner speech-language pathologist

~
1) List any medical conditions that impact the patient's ability to speak so as to be understood and provide the year of diagnosis (if available):

2) Does the patient take medication that aids their speaking limitations?

|:| Yes |:| No |:| Unsure

3) Describe if the patient uses any devices or therapy to aid their speaking limitations (for example, voice amplifier, behavioural therapy):

4) Provide examples of the factors that limit the patient's ability to speak using the severity and frequency scales provided as a guide (for
example, they often require repetition to be understood, always experience mild difficulty with articulation, selective mutism, they use
sign language as their primary means of communicating):

Severity Frequency
Mild Mild to Moderate Moderateto  Severe Rarely  Occasionally Often Usually Always
moderate severe

5) Tell us in the table below about the patient's ability to speak so as to be understood by a familiar person in a quiet setting (more than one
answer may apply, given that the patient's ability may change over time). Evaluate their ability to speak so as to be understood when
using the medication, devices, and therapy listed above, if applicable.

Is this the case all or substantially

all of the time (see page 3)? Year this began

Limitations in speaking

The patient is unable to speak or takes an inordinate amount of
time to speak so as to be understood (at least three times longer

[ than someone of similar age without a speech impairment) by a [ ]Yes [ ]No
familiar person in a quiet setting.

Ly

The patient has difficulty, but does not take an inordinate amount

of time to speak so as to be understood by a familiar person in a |:| Yes |:| No
quiet setting.1

11f your patient experiences limitations in more than one category, they may be eligible under the "Cumulative effect of significant
limitations section" on page 14.

6) Has the patient's impairment in speaking lasted, or is it expected to last, for a continuous period of at least 12 months?
|:| Yes |:| No

7) Has the patient's impairment in speaking improved or is it likely to improve to such an extent that they would no longer be impaired?

[ ] Yes (provide year) [ ]No [ ] Unsure

Year
. J
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

Hearing medical doctor nurse practitioner audiologist
~

1) Indicate the option that best describes the patient's level of hearing loss in each ear with any applicable devices (normal: 0-25dB,
mild: 26-40dB, moderate: 41-55dB, moderate-to-severe: 56-70dB, severe: 71-90dB, profound: 91dB+, or unknown):

Left ear Right ear
| |

2) Provide the patient's overall word discrimination score in both ears:

mpr

3) Describe if the patient uses any devices to aid their hearing (for example, cochlear implant, hearing aid):

4) Provide the medical condition causing hearing loss and examples of the impacts of hearing loss on your patient using the severity and
frequency scales as a guide (for example, they often require the use of repetition, lip-reading or sign-language to understand verbal
communication, they have severely impaired awareness of risks to personal safety):

Severity Frequency
Mild Mild to Moderate Moderateto  Severe Rarely ~ Occasionally Often Usually Always
moderate severe

5) Tell us in the table below about the patient's ability to hear so as to understand a familiar person in a quiet setting (more than one answer
may apply, given that the patient's ability may change over time). Evaluate their ability to hear when using the devices listed above, if
applicable.

Is this the case all or substantially

Limitations in hearing all of the time (see page 3)?

Year this began

The patient is unable to hear or takes an inordinate amount of
time to hear so as to understand (at least three times longer than

D someone of similar age without a hearing impairment) a familiar D Yes D No
person in a quiet setting.

The patient has difficulty, but does not take an inordinate amount

|:| of time to hear so as to understand a familiar person in a quiet |:| Yes |:| No

setting.1

11f your patient experiences limitations in more than one category, they may be eligible under the "Cumulative effect of significant
limitations" section on page 14.

6) Has the patient's impairment in hearing lasted, or is it expected to last, for a continuous period of at least 12 months?
|:| Yes |:| No

7) Has the patient's impairment in hearing improved or is it likely to improve to such an extent that they would no longer be impaired?

[ ] Yes (provide year) [ ]No [ ] Unsure

Year
. J
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

Walking medical doctor nurse practitioner occupational therapist physiotherapist
~

1) List any medical conditions that impact the patient's ability to walk and provide the year of diagnosis (if available):

2) Does the patient take medication to aid their limitations in walking?

|:| Yes |:| No |:| Unsure

3) Describe if the patient uses any devices or therapy to aid their limitation in walking (for example: cane, occupational therapy):

4) Provide examples of the factors that limit the patient's ability to walk using the severity and frequency scales provided as a guide (for
example, they have severe pain in their legs, they often have moderately impaired balance, they experience shortness of breath
upon mild exertion):

Severity Frequency
Mild Mild to Moderate Moderateto  Severe Rarely  Occasionally Often Usually Always
moderate severe

5) Tell us in the table below about the patient's ability to walk, for example, a short distance such as 100 metres (more than one answer may
apply, given that the patient's ability may change over time). Evaluate their ability to walk when using the devices and therapy listed
above, if applicable.

Is this the case all or substantially

Limitations in walking all of the time (see page 3)?

Year this began

The patient is unable or takes an inordinate amount of time to

[] walk (atleast three times longer than someone of a similar age [ ]Yes [ ]No

without an impairment in walking).

D The patient has difficulty, but does not take an inordinate amount D Yes D No

of time to walk.1

11f your patient experiences limitations in more than one category, they may be eligible under the "Cumulative effect of significant
limitations" section on page 14.

6) Has the patient's impairment in walking lasted, or is it expected to last, for a continuous period of at least 12 months?
|:| Yes |:| No

7) Has the patient's impairment in walking improved or is it likely to improve to such an extent that they would no longer be impaired?

[ ] Yes (provide year) [ ]No [ ] Unsure

Year
. J
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

/J EIiminating medical doctor nurse practitioner

1) List any medical conditions that impact the patient's ability to personally manage bowel or bladder functions and provide the year of
diagnosis (if available):

2) Does the patient take medication to aid their limitations in bowel or bladder functions?
|:| Yes |:| No |:| Unsure

3) Describe if the patient uses any devices or therapy to aid their limitations in bowel or bladder functions (for example, ostomy, biological
therapy):

4) Provide examples of the factors that limit the patient's ability to personally manage their bowel or bladder functions using the severity and
frequency scales provided as a guide (for example, they always require assistance from another person to manage bowel or bladder
functions, they have chronic constipation or diarrhea, they often have fecal or urinary incontinence, they usually require intermittent
catheterization):

Severity Frequency
Mild Mild to Moderate Moderateto  Severe Rarely ~ Occasionally Often Usually Always
moderate severe

5) Tell us in the table below about the patient's ability to personally manage their bowel or bladder functions (more than one answer may
apply, given that the patient's ability may change over time). Evaluate their ability to personally manage bowel or bladder functions when
using the medication, devices, and therapy listed above, if applicable.

Is this the case all or substantially

Limitations in eliminating all of the time (see page 3)?

Year this began

The patient is unable or takes an inordinate amount of time to
D personally manage bowel or bladder functions (at least three D Yes D No

times longer than someone of similar age without an impairment

in these functions).

The patient has difficulty, but does not take an inordinate amount
D of time to personally manage bowel or bladder functions.1 D Yes D No

11f your patient experiences limitations in more than one category, they may be eligible under the "Cumulative effect of significant
limitations" section on page 14.

I_I_I_I_,

6) Has the patient's impairment in bowel or bladder functions lasted, or is it expected to last, for a continuous period of at least 12 months?
[ ]Yes [ ]No

7) Has the patient's impairment in bowel or bladder functions improved or is it likely to improve to such an extent that they would no longer be
impaired?

|:| Yes (provide year) |:| No |:| Unsure

Year
NG /
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

Feeding medical doctor nurse practitioner occupational therapist

This impairment category includes the acts of feeding oneself as well as preparing food, except when the time spent on food preparation is h
related to a dietary restriction or regime. It does not include identifying, finding, shopping for, or obtaining food.

1) List any medical conditions that impact the patient's ability to feed themselves and provide the year of diagnosis (if available):

2) Does the patient take medication to aid their limitations in feeding themselves?

|:| Yes |:| No |:| Unsure

3) Describe if the patient uses any devices or therapy to aid their limitations in feeding themselves (for example, assistive utensils,
occupational therapy):

4) Provide examples of the factors that limit the patient's ability to feed themselves using the severity and frequency scales provided as a
guide (for example, they often require assistance from another person to prepare their meals or feed themselves, their dexterity is
always severely impaired, they have moderate tremors, they rely exclusively on tube feeding):

Severity Frequency
Mild Mild to Moderate Moderateto  Severe Rarely  Occasionally Often Usually Always
moderate severe

5) Tell us in the table below about the patient's ability to feed themselves (more than one answer may apply, given that the patient's ability
may change over time). Evaluate their ability to feed themselves when using the medication, devices, and therapy listed above, if
applicable.

Is this the case all or substantially

Limitations in feeding oneself all of the time (see page 3)?

Year this began

The patient is unable or takes an inordinate amount of time to

|:| feed themselves (at least three times longer than someone of |:| Yes |:|No

similar age without an impairment in that ability).
The patient has difficulty, but does not take an inordinate amount
D of time to feed themselves.1 I:l Yes I:l No

11f your patient experiences limitations in more than one category, they may be eligible under the "Cumulative effect of significant
limitations" section on page 14.

6) Has the patient's impairment in feeding themselves lasted, or is it expected to last, for a continuous period of at least 12 months?

|:| Yes |:| No

7) Has the patient's impairment in feeding themselves improved or is it likely to improve to such an extent that they would no longer
be impaired?

|:| Yes (provide year) |:| No |:| Unsure

Year
N\ J
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

Dressing medical doctor nurse practitioner occupational therapist
~

This impairment category does not include identifying, finding, shopping for, or obtaining clothing.

1) List any medical conditions that impact the patient's ability to dress themselves and provide the year of diagnosis (if available):

2) Does the patient take medication to aid their limitations in dressing?

|:| Yes |:| No |:| Unsure

3) Describe if the patient uses any devices or therapy to aid their limitations in dressing themselves (for example, button hook,
occupational therapy):

4) Provide examples of the factors that limit the patient's ability to dress themselves using the severity and frequency scales provided as a
guide (for example, they often require assistance from another person to dress themselves, they have severe pain in their upper
extremities, they often have moderately limited range of motion):

Severity Frequency
Mild Mild to Moderate Moderateto  Severe Rarely  Occasionally Often Usually Always
moderate severe

5) Tell us in the table below about the patient’s ability to dress themselves (more than one answer may apply, given that the patient's ability
may change over time). Evaluate their ability to dress themselves when using the medication, devices, and therapy listed above, if
applicable.

Is this the case all or substantially

Limitations in dressing oneself all of the time (see page 3)?

Year this began

The patient is unable or takes an inordinate amount of time to

[ ] dressthemselves (at least three times longer than someone of [ ] Yes [ ]No

similar age without an impairment in that ability).

The patient has difficulty, but does not take an inordinate amount
D of time to dress themselves.1 D Yes D No

L]

11f your patient experiences limitations in more than one category, they may be eligible under the "Cumulative effect of significant
limitations" section on page 14.

6) Has the patient's impairment in dressing themselves lasted, or is it expected to last, for a continuous period of at least 12 months?

[ ]Yes [ ]No

7) Has the patient's impairment in dressing themselves improved or is it likely to improve to such an extent that they would no longer
be impaired?

[ ] Yes (provide year) [ ]No [ ] Unsure

Year
N\ J
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

necessary for everyday life — S -

Mental functions necessary for everyday life include adaptive functioning, attention, concentration, goal-setting, judgment, memory,
perception of reality, problem-solving, regulation of behaviour and emotions, and verbal and non-verbal comprehension.

Mental functions , " .
medical doctor nurse practitioner psychologist
~

1) List any medical conditions that impact the patient's ability to perform mental functions necessary for everyday life and provide the year of
diagnosis (if available):

2) Does the patient take medication that aids their ability to perform mental functions necessary for everyday life?

[ JYes | [ |No [ ] Unsure

Does the patient require supervision or reminders from another person to take their medication?
This question is not applicable to children.

|:| Yes |:| No |:| Unsure

Select the option that best describes how effectively the medication treats their condition:

[ ] Effective [ ] Moderately effective | | Mildly effective [ | Ineffective [ ] Unsure

3) Describe any devices or therapy the patient uses that aid their ability to perform mental functions necessary for everyday life (for example,
memory aids, assistive technology, cognitive-behavioural therapy):

4) Does the patient have an impaired capacity to live independently (or to function at home or at school in the case of a child under 18)
without daily supervision or support from others?

[ ] No [ ] Yes

Select all types of support received by the adult or child under 18:

Adult Child under 18
|:| Assisted living or long-term facility |:| Adult supervision at home beyond an age-appropriate level
[ ] Community-based health services [ ] Additional support from educational staff at school

|:| Hospitalization
[ ] Support from family members

Provide additional details about support received (optional):

- J/

The Mental functions section continues on pages 12 and 13.
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Patient's name:

/J Mental functions necessary for everyday life (continued)]

Clear Data |

Protected B when completed

5) Indicate the extent of the patient’s limitations compared to someone of similar age without an impairment in mental functions:
Note: For a child, you can indicate either their current or anticipated limitations. No Some Very limited
limitations limitations capacity

Adaptive Adapt to ch

functioning pt fo change D D D
Express basic needs |:| |:| |:|
Go out into the community |:| |:| |:|
Initiate common, simple transactions |:| |:| |:|
Perform basic hygiene or self-care activities |:| |:| |:|
Perform necessary, everyday tasks |:| |:| |:|
Other (optional):

Attention Demonstrate awareness of danger and risks to personal safety |:| |:| |:|
Demonstrate basic impulse control |:| |:| |:|
Other (optional):

Concentration | 405 on a simple task for any length of time [] [] []
Absorb and retrieve information in the short-term [] [] []
Other (optional):

Goal-setting Make and carry out simple day-to-day plans [] [] []
Self-direct to begin everyday tasks |:| |:| |:|
Other (optional):

Judgment Choose weather-appropriate clothing |:| |:| |:|
Make decisions about their own treatment and welfare |:| |:| |:|
Recognize risk of being taken advantage of by others |:| |:| |:|
Understand consequences of their actions or decisions [] [] []
Other (optional):

Memory Remember basic personal information such as date of birth and address [] [] []
Remember material of importance and interest to themselves [] [] []
Remember simple instructions |:| |:| |:|
Other (optional):

- J/

T2201 E (22) The Mental functions section continues on page 13.
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| Clear Data |

Patient's name: Protected B when completed

/J Mental functions necessary for everyday life (continued)]

~
Note: For a child, you can indicate either their current or anticipated limitations. No Some Very limited
limitations limitations capacity
Perception of Demonstrate an accurate understanding of realit
reality 9 y D D D
Distinguish reality from delusions and hallucinations [] [] []

Other (optional):

Problem-solving |qentify everyday problems

L]
L]
L]

Implement solutions to simple problems

Other (optional):

Regulation of
behaviour and
emotions Demonstrate appropriate emotional responses for the situation

Behave appropriately for the situation

Regulate mood to prevent risk of harm to self or others

i
i
i

Other (optional):

Verbal and
non-verbal
comprehension | Understand and respond to verbal information

Other (optional):

Understand and respond to non-verbal information or cues

L]
L]
L]

6) Tell us in the table below about the patient's ability to perform mental functions necessary for everyday life (more than one answer may
apply, given that the patient's ability may change over time). Evaluate their ability to perform mental functions when using the medication,
devices, and therapy listed above, if applicable.

Is this the case all or substantially

Mental functions all of the time (see page 3)?

Year this began

The patient is unable to perform these functions by themselves or

|:| takes an inordinate amount of time compared to someone of |:| Yes |:| No

similar age without an impairment in mental functions.
The patient has difficulty performing these functions, but does not
D take an inordinate amount of time.1 D ves D No

11f your patient experiences limitations in more than one category, they may be eligible under the "Cumulative effect of significant
limitations" section.

7) Has the patient's impairment in performing mental functions necessary for everyday life lasted, or is it expected to last, for a continuous
period of at least 12 months?

[ JYes [ |No

8) Has the patient's impairment in performing mental functions necessary for everyday life improved or is it likely to improve to such an extent
that they would no longer be impaired?

[ ] Yes (provide year) [ ]No [ ] Unsure

Year
. J
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Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

Cumulative effect of medical doctor nurse practitioner occupational therapist?
2An occupational therapist can only certify limitations for walking, feeding, and dressing.

significant limitations

When a person's limitations in one category do not quite meet the criteria to qualify for the DTC, they may still qualify if they experience
significant limitations in two or more categories.

1) Select all categories you completed in previous pages and in which your patient has significant limitations, even with therapy and the use
of appropriate devices and medication:

[ ] Vision [ ] Speaking
|:| Hearing |:| Walking
[ ] Eliminating (bowel or bladder functions) [ | Feeding

[ ] Dressing [ ] Mental functions necessary for everyday life

Important: If you checked a box for a particular category on this page but did not complete the corresponding section on the applicable page
of this form, fill out that section prior to completing this page. The CRA will need that information to determine your patient's eligibility under
the cumulative effect of significant limitations.

2) Do the patient's limitations in at least two of the categories selected above exist together all or substantially all of the time (see page 3)?

Note: Although a person may not engage in the activities simultaneously, "together" in this context means that they are affected by
the limitations during the same period of time.

[ JYes [ |No

3) Is the cumulative effect of these limitations equivalent to being unable or taking an inordinate amount of time in one single category of
impairment, all or substantially all of the time (see page 3)?

|:| Yes |:| No
4) Provide the year the cumulative effect of the limitations described above began:

Lo ]

Year
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| Clear Data |

Patient's name: Protected B when completed

Initial your designation if this category is applicable to your patient:

Life-sustaining therapy 1 medical doctor nurse practitioner

Eligibility criteria for life-sustaining therapy are as follows: )

« The therapy supports a vital function.

« The therapy is needed at least 2 times per week.

Note: For 2020 and previous years, the therapy had to be needed at least 3 times per week to be eligible.

« The therapy is needed for an average of at least 14 hours per week including only the time that your patient or another person must
dedicate to the therapy, that is, the time they spend on activities to administer the therapy requires them to take time away from normal
everyday activities.

Refer to the following table as a guide for the types of activities to include in the 14-hour requirement.
Examples of eligible activities: Examples of ineligible activities: )
« Activities directly related to adjusting and administering dosage « Exercising
g;n;g%ragggszrn?:(t’ermmmg the amount of a compound that can Managing dietary restrictions or regimes other than in the
Maintai y | lated to the th situations described in the eligible activities
» Maintaining a log related to the therapy » Medical appointments that do not involve receiving the therapy
- Managing dietary restrictions or regimes related to therapy or determining the daily dosage of medication, medical food, or
requiring daily consumption of a medical food or formula to limit medical formula
intake of a particular compound or requiring a regular dosage of . ot
medication that needs to be adjusted on a daily basis Obtaining medication dicall g
- . * R i fter th I i i
«» Receiving life-sustaining therapy at home or at an appointment ecuperation after t e:apy (unless meklca y re?mre ;
. I | i I i
« Setting up and maintaining equipment used for the therapy Time a portable or implanted device takes to deliver therapy
» Travel to receive therapy
1) Which type of life-sustaining therapy is your patient receiving?
Specify the life-sustaining therapy:
Specify the medical condition:
Note: If the life-sustaining therapy indicated is for type 1 diabetes and you are filing this form for 2021 or later years only, you may skip
to question 6. Individuals in this case are deemed to have met the criteria for life-sustaining therapy.
2) List the eligible activities for which the patient or another person dedicates time to administer the life-sustaining therapy:
3) Does your patient need the therapy to support a vital function? D Yes D No
4) Provide the minimum number of times per week the patient needs to receive the )
life-sustaining therapy: times per week
5) Provide the average number of hours per week the patient or another person needs to
dedicate to activities in order to administer the life-sustaining therapy: hours per week
6) Enter the year the patient began to meet the eligibility criteria at the top of the page:
|_|_|_|_| or |:| Not applicable (provide the year life-sustaining therapy began) |_|_|_|_|
Year Year
7) Has the impairment that necessitated the life-sustaining therapy lasted, or is it expected to
last, for a continuous period of at least 12 months? D Yes D No
8) Has the impairment that necessitated the life-sustaining therapy improved or is it likely to improve to such an extent that they would no
longer be in need of the life-sustaining therapy?
|:| Yes (provide year) |:| No |:| Unsure
L Year %
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Protected B when completed

Clear Data

Patient's name:

J Certification — Mandatory

~
1) For which year(s) has the person with the disability been your patient? to
2) Do you have medical information on file for all the year(s) you certified on this form? |:| Yes |:| No
Select the medical practitioner type that applies to you. Tick one box only:
|:| Medical doctor |:| Nurse practitioner |:| Optometrist |:| Occupational therapist
|:| Audiologist |:| Physiotherapist |:| Psychologist |:| Speech-language pathologist
As a medical practitioner, | certify that the information given in Part B of this form is correct and complete. | understand that this
information will be used by the CRA to make a decision if my patient is eligible for the DTC.
Signature:
It is a serious offence to make a false statement.
Name (print): Address
Medical license or
registration number i
(optional):
Telephone number:
Date: I B B 5
Year Month  Day i
- J

General information

Disability tax credit

The disability tax credit (DTC) is a non-refundable tax credit that
helps persons with disabilities or their supporting persons reduce the
amount of income tax they may have to pay.

For more information, go to canada.ca/disability-tax-credit or see
Guide RC4064, Disability-Related Information.

Eligibility

A person with a severe and prolonged impairment in physical or
mental functions may be eligible for the DTC. To find out if you may
be eligible for the DTG, fill out the self-assessment questionnaire in
Guide RC4064, Disability-Related Information.

After you send the form

Make sure to keep a copy of your application for your records. After
we receive your application, we will review it and make a decision
based on the information provided by your medical practitioner. We
will then send you a notice of determination to inform you of our
decision.

You are responsible for any fees that the medical practitioner
charges to fill out this form or to give us more information. You may
be able to claim these fees as medical expenses on line 33099 or
line 33199 of your income tax and benefit return.

If you have questions or need help

If you need more information after reading this form, go
to canada.ca/disability-tax-credit or call 1-800-959-8281.

Forms and publications
To get our forms and publications, go to canada.ca/cra-forms or
call 1-800-959-8281.

For internal use
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How to send in your form

You can send your completed form at any time during the year
online or by mail. Sending your form before you file your annual
income tax and benefit return may help us assess your return faster.

Online

Submitting your form online is secure and efficient. You will get
immediate confirmation that it has been received by the CRA. To
submit online, scan your form and send it through the "Submit
documents" service in My Account at canada.ca/my-cra-account.

If you're a representative, you can access this service in Represent a

Client at canada.ca/taxes-representatives.
By Mail
You can send your application to the tax centre closest to you:

Winnipeg Tax Centre
Post Office Box 14000, Station Main
Winnipeg MB R3C 3M2

Sudbury Tax Centre
Post Office Box 20000, Station A
Sudbury ON P3A 5C1

Jonquiére Tax Centre
2251 René-Lévesque Blvd
Jonquiére QC G7S 5J2
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https://www.canada.ca/en/revenue-agency/services/tax/individuals/segments/tax-credits-deductions-persons-disabilities/disability-tax-credit.html
https://www.canada.ca/en/revenue-agency/services/forms-publications/publications/rc4064.html
https://www.canada.ca/en/revenue-agency/services/forms-publications.html
https://www.canada.ca/en/revenue-agency/services/e-services/e-services-individuals/account-individuals.html
https://www.canada.ca/en/revenue-agency/services/e-services/represent-a-client.html

Mailing Address: Toll Free Phone 1-888-360-8681

Box 3243 Phone: 902-566-4844
Charlottetown, PE Fax 1-902-368-8057
C1A 8W5 E-mail Nathalie@autismsociety.pe.ca

Autism Society of PEI

Family Membership Form 2025 — 2026 pates Api 1%, 2025March 31, 2026)

Date:
Individual or Family Name(s):
Mailing Address:
Email:
Home Number: Work Number:

Name of Family Member on Autism Spectrum

Age:

Additional Family Member on Autism Spectrum:

Age:

Additional Family Member on Autism Spectrum:

Age:

Family Membership fee is $50.00 per year and is inclusive of all members of the immediate
family.

Cheque payable to “Autism Society of PEI”

Cash

E-Transfer- Transfers sent to Nathalie@autismsociety.pe.ca

Interac (We accept only debit tap at the Autism Society office for membership payments)

Additional Notes: Is there anything else the Autism Society can do to help you and your family?


mailto:Nathalie@autismsociety.pe.ca

Autism Society of PElI Photo Consent From

Throughout the year, the Autism Society of PEI hosts many family events, fundraisers, volunteer
activities, programs and supports.

Occasionally at these events, we will have photographers taking event photos. By signing below,
you are consenting to allow you and your family to be photographed at any Autism Society
events throughout the 2025-2026 year.

I give my consent for my family to be photographed at Autism Society events and for these
photo’s to be used as promotional material through Autism Society promotional outlets.

Name (Signing on behalf of above family) Date
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For Stylists

What is autism?

Autism is a neurological disorder that typically lasts throughout a
person’s lifetime. Autism affects the way an individual perceives the
world, making communication and social interaction difficult. It may
also result in repetitive behaviors or unusual or intense interests. The
symptoms of autism, and their severity, can vary considerably in each
individual on the autism spectrum. It is sometimes said: If you’ve seen
one person with autism; you’ve seen one person with autism.

An individual with autism may display some or all of the following
characteristics, which may represent challenges from a certain
perspective, or strengths from another:

e Difficulty understanding language, gestures, and/or social cues

e Literal or excessive speech, often with a concentration on a
particular topic

e Difficulty relating or participating in a back-and-forth conversation
or interaction

e Social awkwardness

e Intense or unconventional interests

e Repetitive behaviors such as pacing or hand flapping or rocking

e More or less sensitivity to light, sound, smell, taste or touch than usual
e Anxiety, abnormal fears and/or lack of appropriate fear of real dangers
e Difficulty managing transitions, changes in routine, stress, frustration
e Strong visual skills

e Good rote and long term memory (facts, statistics, etc.)

e Adherence to rules, honesty

e Intense concentration or focus, especially on a preferred activity

e Understanding and retention of concrete concepts, patterns and rules
e Musical, mathematical, technological and/or artistic ability or interest
What can you do?

e Speak in a calm, low voice

e Do not surprise the child from behind

e Keep directions simple

e Wait for a response —some individuals with autism need time
to process information and respond




For Parents &
ea'f’egiver@s

Before your child’s haircut you may want to think about the following:

e Speak with the salon manager about just coming in so that your child
can be acquainted with the environment.

e Schedule an appointment during a time when the salon is not as
crowded so there are less distractions for the child with autism.

e Speak with the stylist before hand about any particular sensitivities
that your child may have.

e |dentify reinforcers or preferred items that your child likes. For some children
it's a favorite toy or book, for others it’s a treat. Your child can earn the item
as a result of successfully completing the steps requested of the child.
For some children this may mean all the steps necessary for getting a
haircut, for others it may mean to complete a predetermined number
of steps. As these steps are mastered more steps can be added until
the haircut is successfully completed. It is important that the child is
successful and has earned the reward at the end of the sessions. This
way the experience may be remembered as positive.

e Take a digital picture of the reinforcer or preferred item to remind the
child what he is earning.

e Review the steps of getting a haircut with your child (see the visual
schedule on page 5 of this pamphlet).

e Practice the steps of getting a haircut with your child at home before
bring your child in for a haircut.




VisSug| Sehedule

Individuals with autism often benefit from visual supports and
schedules. The following visual schedule outlines the steps necessary

to get a haircut. Families are welcome to print the pictures and create

a visual schedule for their child. Some families may print the page and
check off the activities as they occur. The pages can be laminated and

a dry erase marker can be used to check off each activity, this way the
page can be reused for each visit. Others may cut out the photos and
laminate them, and place Velcro on the back of each photo. The photos
are arranged in chronological order on a board, as each step is completed
the picture is removed.

Some children may need to be reinforced with verbal praise, a preferred
item, or a treat after each step. Others may be able to complete some,
many or all of the steps before verbal praise or a treat is given. Each
child will need to work at their own pace to achieve the skills necessary
to get a haircut.




Print this page to create a visual schedule for your child.

1 Go to salon

R E
5 Hands on lap ] 10 Reward for a greatjob [




To make home hair care enjoyable for your child, here are some tips to
ensure the experience goes smoothly:

Home caree &

G‘POOMIH§ e Show the shampoo to the child. Let the child smell and touch the
shampoo. If you are going to use conditioner repeat the same process.

e For shampoo and bath time you will want to make this time fun but
quick. Let the child have a bath toy to play with for comfort. Some
families use a shampoo and body wash combination product (for
example one of our Snip-its Tearless Shampoo and Body Wash products).
This will make the process easier, with one multi-purpose product.

e Rinse the shampoo until the water runs clear.

e If the child is sensitive to having their hair combed, use a leave-in
spray detangler. Using a detangling product means there is nothing
to rinse out of the child’s hair and it will make combing the hair easier.

e Comb the child’s hair with a wide tooth comb, this will create less
tension on the child’s hair and be more comfortable for the child.

e If you are going to apply a styling product on the hair, repeat the
process of showing them the product, let them smell and touch it
and then apply the product to the hair.

e To dry the child’s hair, show the child the blow dryer, and turn the
dryer on to a warm setting (not high/hot) with a lower speed. Blow
some warm air on the child’s hands or arms so they can feel that it’s
warm and will not hurt. If the child is comfortable with the blow
dryer, proceed with drying the hair.

e |f you want to use a brush to assist with the drying, use a paddle or
vent brush. These types of brushes will not put added tension on the
hair. Help your child to be involved in their hair care routine.

e While brushing or combing longer hair, start by coming out the ends
of the hair first and then slowly work your way up towards the scalp.
This will help to gently remove and tangles and pulling on the hair.




About Autism Speaks™

Autism Speaks is dedicated to promoting solutions, across the spectrum
and throughout the life span, for the needs of individuals with autism
and their families. We do this through advocacy and support; increasing
understanding and acceptance of people with autism; and advancing
research into causes and better interventions for autism spectrum
disorder and related conditions. Through partnerships and collaboration,
we are committed to:

. Increasing global understanding and
acceptance of people with autism

. Being a catalyst for research breakthroughs

. Increasing early childhood screening and
timely interventions

. Improving the transition to adulthood

. Ensuring access to reliable information and
services throughout the life span

To learn more about Autism Speaks, please visit www.autismspeaks.org




About Snip-its®

Snip-its is an innovative hair care and branded entertainment concept
designed specifically for kids. Snip-its salons feature colorful decor, a
custom cast of animated cartoon characters, interactive computer game
Play Stations, the ‘Magic Box’, and a complete line of hair care products
specially formulated just for kids. Since 1995, Snip-its has changed the
dynamic of children’s hairdressing, turning what has been considered a
traditionally mundane and often unpleasant experience into a fun-filled,
animated adventure. Snip-its provides specialized training for all stylists to
ensure top-quality haircuts, outstanding customer service, and a special
certification program educating stylists to work with children who may
have heightened sensitivity or anxiety toward haircuts.

For more information visit us at: www.snipits.com




About Melmark®

Established in 1998, Melmark New England is a private, community-based
501(c)(3) organization in Andover, Massachusetts, dedicated to serving
children and adolescents with autism spectrum disorder, acquired brain
injury, neurological diseases and disorders, dual diagnosis and severe
challenging behaviors. The program uses an interdisciplinary team
approach based upon the science-based principles of Applied Behavior
Analysis (ABA). Melmark New England provides educational, vocational,
clinical, residential and consultative services, personally designed for
each individual in an environment of warmth, care and respect. In close
communication with families, Melmark New England works to develop
and enhance the confidence and abilities of these students by providing
a safe, motivating, challenging and nurturing environment that is
clinically proficient and whose overriding goal is personal welfare of the
students served. Melmark New England'’s parent organization, Melmark,
Inc. in Berwyn, Pennsylvania, was established in 1966 by Paul and
Mildred Krentel whose youngest daughter Melissa was born with Downs
Syndrome. Melmark Inc. currently provides an extensive range of services
to adults and children with Developmental Disabilities.

For more information visit us at: www.melmarkne.org




List of Registered Occupational Therapists in PEI
Aguila, Sandra J. (# 199)
Amyotte, Bonnie L. (# 189)
Anand Toner, Alice (# 150)
Arsenault, Michelle (# 49)
Bernard, Monique M. (# 176)
Brine, Marie (# 57)

Bruce, Chloe (# 194)
Burchell, Felicia A. (# 185)
Butler, Selynn (# 197)
Callaghan, Cathy (# 44)
Carmichael, Shelley (# 39)
Clark, Julie (# 41)

Colter, Amanda S. (# 162)
Cooke, Nancy (# 37)
Cormier, Shianna (# 202)
Crawford, Karla M. (# 84)
Cutcliffe, Heather (# 18)
Deighan, MacKenzie A. (# 198)
Dennis, Julie H. (# 142)
Drake, Carrie E. (# 155)
Dykerman, Sarah (# 122)

Ellis, Lauren (# 180)



Findlay, Jessica R. (# 177)
Fitzpatrick, Rae E. (# 158)
Fullerton, Katie (# 192)
Gallant, Manon (# 104)
Gaudet, Kendra (# 72)
Gauthier, Gail (# 76)
Gauthier, Heather M. (# 78)
Giasson-Jean, Corinne (# 157)
Goodwin, Tanya M. (# 92)
Groeneweg, Charlotte L. (# 178)
Hackett, Marjorie J. (# 26)
Hann-Levy, Lorilei (# 60)
Higgins, Michelle (# 112)
Holland, Mark (# 82)

Hornby, Devin J. (# 171)
Horne, Jessica I. (# 144)
Hughes, Rachelle (# 81)
Jameson, Alicia (# 135)
Johnston, Christopher (# 109)
LeBlanc, Michael E. (# 140)
Love, Alida L. (# 77)
MacDonald, Sarah D. (# 145)
MacLauchlan, Nicole (# 173)

MacLean, Brittany (# 133)



MacLean, Laura B. (# 169)
MacLeod, Daniel A. (# 170)
MacLeod, Donna F. (# 64)
MacLeod, Grant (# 93)
MacNutt, Jane P. (# 153)
MacPherson, Colleen G. (# 83)
Marchessault, Christine E. (# 115)
McDonell, Allyson (# 123)
McQueen, Tania J. (# 125)
Miller, Marilee T. (# 63)
Mourant, Sherry L. (# 200)
Myers, Melissa A. (# 117)
Nabuurs, Karen (# 193)
Neill, Jennifer J. (# 141)
Paynter, Amanda K. (# 114)
Paynter, Jillian (# 196)
Peters, Anne-Marie S. (# 96)
Porter, Hayley (# 201)
Power, Rogan J. (# 163)
Praught, Emilie (# 143)
Rainnie, Stephanie L. (# 53)
Read, Liane (# 132)

Reid, Lindsay (# 86)

Reid, Shannon J. (# 187)



Richard, Lloyd A. (# 116)
Robertson, Megan A. (# 149)
Ross, Daniel (# 191)
Saunders-Green, Lisa A. (# 159)
Sauve, Marla M. (# 175)
Schurman, Karen E. (# 48)
Shaw, Paula M. (# 188)

TeRaa, Tabatha (# 66)
Thompson, Derek . (# 147)
Thompson, Yvonne (# 46)
Verhulst, Katie (# 108)
Watson, Joan R. (# 35)

Waugh, Sarah (# 195)
Woodside, Dawna L. (# 33)
Younie, Elizabeth M. (# 156)
List of Occupational Therapists with Special

Registration for Telepractice in PElI during COVID19
Pandemic

MacMillan, Krista (# SR 2021-01 (Time-limited telepractice))
McCaskill, Pam (# SR 2021-02 (Time-limited telepractice))
Mercer, Jillian (# SR 2021-03 (Time-limited telepractice))

Thieu, Scott (# SR 2021-04 (Time-limited telepractice))
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Occupational Therapy (OT) for Preschool
Children

Preschool occupational therapy is offered to children from infancy until entry into kindergarten.
Occupational therapy services are often initiated by a referral from a health care professional.
However, anyone may make a referral, including parents.

Occupational therapy services may be offered in a clinical setting, at home, in a child care centre or
at school.

How do I know i1f my child needs occupational therapy?

A child’s motor and sensory skills develop over time and children will reach motor and sensory
milestones at his or her own rate. You can request occupational therapy services if you are
concerned your child is late in reaching these motor and sensory milestones.

Preschool occupational therapists provide family-centered services to help children develop motor
and sensory skills and independence in the areas of:

e Self-care: toileting, dressing, bathing, feeding self, eating, as well as following the home
routine and completing simple chores

e Play skills: playing with a variety of toys and different textures/materials; taking turns and
copying actions

e Preschool readiness: drawing, colouring, using scissors, building with blocks or puzzles

¢ Exploring environment: moving around environment safely; participating on playground
equipment

e Sensory input: tolerating different sounds; also smells, tastes and textures

Occupational therapists may also recommend equipment, aids or adaptations so that children can
be successful within the areas mentioned above.

How can I contact a preschool occupational therapist?

West Prince area

Home care O’Leary
Telephone: (902) 859-8730
Wellington and area
Evangeline Health Centre
Telephone: (902) 854-7259
Summerside and area

Prince County Hospital
Telephone: (902) 438-4480



Charlottetown and area
Queen Elizabeth Hospital
Telephone: (902) 894-2067
Montague and area
Home Care Montague
Telephone: (902) 838-0786
Souris and area

Home Care Souris
Telephone: (902) 687-7096

What if my child is school-aged?

Children who are in school may be eligible for school-based services. School-based occupational
therapy can only be accessed through your child’s school.

For more information, visit Occupational Therapy for School-Aged Children.

Published date:
October 3, 2019


https://www.princeedwardisland.ca/en/information/health-pei/occupational-therapy-ot-for-school-aged-children
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AUTISM
SPEAKS’

Autism Speaks does not provide medical or legal advice or services. Rather, Autism Speaks provides general
information about autism as a service to the community. The information provided in this email is not a
recommendation, referral or endorsement of any resource, therapeutic method, or service provider and does not
replace the advice of medical, legal or educational professionals. Autism Speaks has not validated and is not
responsible for any information or services provided by third parties. You are urged to use independent judgment
and request references when considering any resource associated with the provision of services related to autism.

© 2018 Autism Speaks Inc. Autism Speaks and Autism Speaks Design are registered trademarks owned by Autism Speaks Inc. All rights reserved.
The use of unaffiliated representatives for endorsement, advertising, promotional and sales material is prohibited by law.
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Introduction

If your child has recently been diagnosed with an
autism spectrum disorder, you have come to the right
place. A Parent’s Guide to Autism was developed as
part of Autism Speaks’ series of Family Support Tool
Kits to support you and promote a positive future for
your child and family during an often challenging time.
You are not alone in this journey and this guide is a
step toward finding the help you need to travel the road
to optimal outcomes for you, your child and your family.

The Autism Speaks 100 Day Kit for Newly
Diagnosed Families (versions for both children under
5 and school age children) was designed to provide
you with the information and tools you need to make
the best possible use of the days following the
diagnosis. It is a comprehensive tool filled with facts
and resources such as information about symptoms,
treatment, legal rights and advocacy. The 700 Day Kit
can be found at AutismSpeaks.org.

A Parent’s Guide to Autism will help you:
* Learn about how autism may impact your family.

* Find strategies and resources for raising a child
with autism.

* Find support so you don'’t feel alone or isolated.

* Reduce the negative impact of the diagnosis on
your family.

* Promote a positive future for your child and family.

For additional guidance and support, the Autism
Speaks Autism Response Team is here to help.
The team is specially trained to connect you and your
family to resources and information specific to your
child’s strengths and challenges.

Contact the team at
FamilyServices@AutismSpeaks.org
(888) 288-4762

(en Espanol 888-772-9050)

Response to the
Diagnosis

Learning that your child has been diagnosed with
autism is a powerful moment in your life. Suddenly
your life may feel very different from what you
expected it to be. You worry first about your child and
what it will mean for his or her life experiences. You
worry about how you and your family will adjust to
this in the years ahead. You worry about the day-to-
day challenges of caring for your child with autism.

This is an important turning point in your life as well
as the lives of your child and other family members.
Getting emotional support and factual information to
help you cope and promote a positive future for your
child and family will be critical during this period.

*For the purposes of this tool kit, the term “autism” will be used to describe children with all types of autism spectrum disorders, including Autistic Disorder, Asperger Disorder,

and Pervasive Developmental Disorder Not Otherwise Specified (PDD-NOS)


http://AutismSpeaks.org
mailto:familyservices@autismspeaks.org
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Common Reactions to the
Diagnosis

Each family’s reaction to the diagnosis will be different
depending on many factors. When a child is diagnosed
with autism, parents and other family members
frequently experience a range of uncomfortable
emotions. Whether or not you have suspected some-
thing for awhile or the diagnosis seems to have been
out of the blue, many parents experience shock when
they hear the words, “your child has autism.”

You may go through periods of denial or refusing to
believe this is happening to your child. During this time,
you may not be able to hear the facts as they relate to
your child. Denial is a way of coping. It may be what
gets you through a particularly difficult period. It is
important to be aware that you may be experiencing
denial, so that it doesn'’t interfere with making good
decisions about your child’s treatment.

Some parents mourn some of the hopes and dreams
they held for their child before they are able to move
on. There will probably be times when you feel sad.
Allowing yourself to feel sadness can help you grow.
You have every right to feel sad and to express it in
ways that are comfortable. Anger is also a natural part
of the process and you may find that it’s directed at
those closest to you. Anger is a healthy and expected
reaction to the feelings of stress that come with your
child’s diagnosis. Expressing your anger is natural and
at times healthy.

There are times you might feel isolated and lonely.
These feelings come from a variety of sources when
you experience a diagnosis or other significant life
change. Loneliness may also come from the fact that
you simply don’t feel you have the time to contact
friends or family for company. You may also feel that if
you did reach out to others, they wouldn’t understand
or be supportive.

It's easy to become overwhelmed with your emotions
and concerns about what the future may hold. Painful
emotions are natural. If you accept your reactions and
acknowledge your feelings, you will be able to move
forward and begin advocating for your child. Emotions
are powerful. If you deny your feelings or ignore them,
they will often surface in unpleasant ways.

Ultimately, you will likely feel a sense of
acceptance. Your life may not look like
what you had planned and you may

have to alter your expectations, but your

goal remains the same: to help your child

live a happy and fulfilling life. Once you
accept the diagnosis, you will be ready to
advocate for your child and start working

toward a brighter future.

Common Areas of Concermn

Like any stressful event in your life, learning your child
has autism will affect everyone in your family and
network of friends. It's probably not a surprise that
your role as parent will change and you will go through
many positive and negative experiences in your new
role. Below are examples of new feelings you may
encounter:

* May feel burden with everyday responsibility
of caring child with autism.

» May feel pressure to become an autism expert
and learn everything overnight.

* May worry about child and family’s future.

* May have difficulty finding balance and time to
manage household tasks, other children, daily
activities, efc.

* May be less inclined to share feelings.

* May become stressed about the family’s
finances and the unknowns of the situation.

* May develop other problems such as stress
and anxiety that can affect work life.
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It is important to know that most families find a way to
work together, grow stronger and learn ways to reduce
the negative impact of the diagnosis and promote a
positive future for their children and families.

When to Seek Professional
Help

If you are experiencing several of the following signs
and symptoms over a period of time, you may want to
seek professional counseling:

* You have trouble sleeping and don’t feel rested
when you do sleep.

* You can’t control your negative thoughts, no
matter how hard you try.

* You have lost your appetite or you can’t stop
eating.

* Others point out that you seem irritable, short-
tempered or more aggressive than usual.

* You are consuming more alcohol than normal
or engaging in other reckless behaviors.

* You have thoughts that life is not worth living.

If you have trouble working through your emotions
within a reasonable timeframe or you feel unable to
function in your usual ways, it may be a good idea to
seek professional help. Professional help can prevent
serious problems from developing in the future. It

can help to empower us to face challenges more
effectively.

Your Child’s Advocate

When your child is first diagnosed, you will likely find
yourself fulfilling many roles: care coordinator,
therapist, parent, teacher, etc. One of the most
important roles you will have is serving as your child’s
advocate. Advocating for your child will be a lifelong
journey that will require different skills depending on
your child’s needs.

In her book, Everyday Advocate: Standing Up for
Your Child with Autism, Areva Martin describes seven
principles that can be applied to serve as an effective
advocate for your child:

1. Take Responsibility - Be a leader

2. Learn - Be an expert

3. Think Critically - Be discerning

4. Speak with Authority- Be proactive

5. Document - Be prepared

6. Collaborate - Be a team builder

7. Educate - Be a voice for your child
Martin’s book offers examples of each principle as it

relates to real world activities that parents can do to
advocate for their child with autism.

supporting Your Other
Children

Parents of children with autism can be under tremen-
dous stress. It may seem like there is never enough
time to do everything that needs to be done. So much
focus and attention is placed on the child with autism,
that it is common for parents to have little time or
energy left to focus on their other children.


http://www.arevamartin.com/
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Brothers and sisters of children with autism frequently

face their own challenges. Much more may be

expected from these siblings. They often need help

understanding the emotional reactions they are
experiencing as a result of the many changes
occurring in their lives. This support is essential to
their future well-being.

Some things your other children may be
struggling with:

Young children may not understand what is
wrong with their brother or sister. They may
be confused and unable to fully comprehend the
implications of diagnosis.

They may have feelings of jealousy and
resentment if they see that their parents are
spending less time with them compared to their
brother or sister with autism.

They may feel angry over unequal treatment
if their brother or sister is not disciplined in the
same way they are or given similar chores to do.

They may feel embarrassment with friends or
in community settings where strangers react
negatively because of their sibling’s unusual and
sometimes aggressive behaviors.

They are often frustrated by the fact that they
are not able to get their brother or sister to
respond or interact with them in “normal” ways.

Quietly, and sometimes secretly, siblings
worry about their brothers and sisters and their
parents as everyone in a family is impacted by
the disorder in some way.

Many children are unable to express their
feelings so sometimes revert to “acting out”
behaviors. For example, they may misbehave
by defying their parents or getting into trouble
at school.

Strategies for supporting your other children:

It is important that your other children under-
stand autism and what is going on with their
brother or sister. Talk with them early and often
in age appropriate ways. Many books and

other resources are available to help them to
understand this diagnosis, some of which are
listed on the Books page of the Autism Speaks
Resource Library.

Help your children learn how to play and

form relationships with their sibling with autism.
There are a few simple things that you can do that
will help with this, including teaching your other
children how to get their sibling’s attention and give
simple instructions. It’s also important to praise all
your children when they play well together.

Find sibling support groups that can help them
build friendships and relate to other peers who
have a sibling with autism.

Don't hesitate to consult a professional if you feel
your child is internalizing most of his or her feelings
or beginning to act out. The earlier you address this,
the better. It is not a failure to ask for this type of help.
Rather, it is a sign of strength and evidence of good
parenting.
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1)

2)

3)

4)

5)

Ten Things a Parent Can Do to Help Their Child with Autism

This is a post by Kimberlee Rutan McCafferty, mother to two sons on the autism spectrum
and an Autism Family Partner at the Children’s Hospital of Philadelphia (CHOP).
Kim is also the author of a blog about her two children with autism, at

AutismMommyTherapist.Wordpress.com. Her book “Raising Autism” is available on Amazon.

Thirteen years ago this fall our beautiful son, Justin, was diagnosed with PDD

at seventeen months of age. He would later go on to receive an “official” autism
diagnosis, and would remain on the more severe end of the spectrum. | will never
forget the day he was diagnosed — it was both comforting to put a name to some-
thing I'd suspected he’d had for a long time, and overwhelming because | just
didn’t know what to do next. | remember leaving the developmental pediatrician’s
office wishing someone had given me a checklist of things to accomplish which
would help both him and our family in those early days post diagnosis.

Here are some things | did (and some things | wish I'd done) — | hope they are
helpful to you and your family. Number ten is the most important!

No matter how exhausted you are, get your child out in the
community. It was a struggle with us with Justin (I have the
tiny little bitemarks on my body to prove it) but getting him out
so he could have a repertoire of leisure activities was crucial
to his happiness and to our family’s. It set him up for a lifetime
of being able to try different things, which will set him in good
stead when I’'m no longer here to take him places. Yes, I'm
always planning.

If you haven'’t already done so, join a parent group and/or
your school district’s special education PTA. You will make
invaluable connections at both. Try to find parents of kids with
your kid’s level of autism as you're making friends. These
people will be a wealth of information for you and a lifeline.

If you can afford it, hire an advocate to check out your child’s
school program. A fresh set of eyes may see areas that need
to improve, or may reassure you that they are doing all they
can for your son or daughter. It's always good to know one in
case you need an advocate at an IEP meeting. If you've
already met, you won’t be scrambling to find one.

If possible, volunteer at school functions or offer to be a class
mom. This is a great way to get to know your child’s teacher
and your school’s administrators better. You may also make
friends with other parents too.

No matter how difficult your child can be, take any offer of
babysitting you can and get out. You need a night off from
autism once in a while. Even if it's for a few hours, a break
will help.

6)

7)

8)

9)

Now that your child’s program is set, tackle the big issues one
at a time- perhaps it’s sleeping, or eating, or potty training. If
your child is in a private school there may be a BCBA on staff
who can help you. If not and you can afford it, consider hiring
a BCBA from an agency. Pick an issue and prioritize.

Educate your friends and family as to what’s going on in your
household. Perhaps you’ve been too tired up to this point to
talk to people not in the “tribe” about what raising an autistic
child is really like. It's time to tell them and ask for the support
you need, even if it's just an ear to listen. My husband and |
kept too much to ourselves, and if | could go back in time I'd
be more open with everyone in our lives.

Make those doctor appointments for yourself that you’ve been
putting off. Just do it.

Get involved in an autism walk in your community. It is so
powerful to meet so many families like (and unlike) yours. It
will give you strength.

10) | can’t stress this one enough — take care of yourself, not just

your kid. Autism is a marathon, not a sprint. You owe it to
yourself and your child to be whole, healthy, and happy.
Do whatever it takes to get there.


https://na01.safelinks.protection.outlook.com/?url=http%3A%2F%2Fautismmommytherapist.wordpress.com&data=02%7C01%7Calexandra.watters%40autismspeaks.org%7Cba80f20a3a3242f6bafd08d5590a24cf%7C5e19f50f01744cac878b851ca149b7cd%7C0%7C1%7C636512822527863644&sdata=QotmoVNhm1AtL%2B0QabvfjmQMBR%2BBypsaNoVvwipJq9U%3D&reserved=0
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Building a Support
Network

In today’s world, there are a variety of family models
and this can be especially true for parents or
guardians of children with autism.

Whatever your family structure, you can expect you will
need support and help at many times in your journey
as a parent of a child with autism. It’s important to

remember to maintain relationships with your family, Tips to keep your marriage strong while dealing
friends and community in order for your support with the everyday challenges of living with
network to be there when you need them the most. autism:

« Communicate! The more you can communicate
' ' in challenging times, the stronger you will be
Kee p | ng yo U r M arrlag e as a couple. You and your spouse may not react
SJ[rO ﬂg to your child’s diagnosis in the same way, but

try to explain how you feel and listen carefully

It is important to stay as connected as possible to your as your spouse shares his or her feelings as well.

spouse and keep the lines of communication open. In * Talk openly about problems as they occur.
addition to the normal demands of marriage, parents « Be kind to yourself and your spouse during this
of a child with autism may also experience: difficult time.
* Additional stress from navigating the maze of « Work together to learn all that you can
agencies, funding sources and paperwork to about autism.
help your child.

* Help each other focus on the present and

* Loss of income due to one parent not working what you can do to make things better today.
in order to care for your child and the additional

. . . » Spend time together. Plan some alone time,
expense of hiring and managing specialized

even if it is just a few hours a week, to relax

caretakers. and have fun together. Try and enjoy the
« Different points of view regarding your child’s leisure activities you did before your child
challenges and decisions about treatments was diagnosed with autism.
and interventions. » Share the responsibilities at home when
* Loss of friendships or loss of time and energy possible. Work together on chores, childcare,
to maintain outside friendships. homework and other household tasks.
* Worries about the long-term future of your family. - Get help if you need it. A marriage counselor
- Changes in your retirement plans, your ability can help you and your spouse sort through
to take vacations or explore enrichment your feelings and maintain a healthy marriage.
activities, efc. - Sort out what is important and what isn’t

important to the two of you. Take a close look
at the best ways to make a good life for you
and your family.
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support for single Parents

While stress affects all parents, single parents who
have a child with autism may experience even more
challenges. Single parents are often forced to take on
several roles. They may be responsible for both the
overall emotional and financial needs of their families
while also caring for a child with special needs.

Come to an agreement that involves both
parents. If possible, start with your child’s other
parent and try to establish “agreements” that
support everyone. The best situation is for your
child to have frequent contact with the non-
custodial parent so that your child will interact
with both parents. This also gives the custodial
parent a break or some down time.

Build a support network of friends and
relatives. If you don’t have family in your local
community, you may want to consider moving
closer to family or friends where you and your
child will have a support network to fall back on.

Take time for yourself. If you can’t depend on
family or friends, find respite care in your area,
S0 you can recharge and focus on yourself even
for a short time each week.

Soclal Networking —
Find Support Online!

Many parents turn to the internet to avoid feeling
isolated. Today’s social networking sites will make it
easy to seek out support from likeminded parents on
the web. Social networking sites such as Facebook,
Twitter and autism blogs will allow you to:

» Connect with parents in similar situations, who
are facing the same challenges.

* Ask specific question and get immediate
feedback.

* Get support from other parents without having
to travel or leave home.

* Read communications from trusted health
organizations.

Remember, your child with autism is part
of a family and community. Family and
friends are more likely to play a part in
your support network if they understand
your needs and the needs of your child.
Do your best to keep family and friends

informed and updated on your child’s

progress, as well as anything they might
be able to do to help.

Taking Care of
Yourself

Caring for a child with autism can be physically
exhausting and emotionally draining. Parenting
responsibilities can create extraordinary stress. Trying
to balance your time and energy with the needs of your
other children, the needs of your marriage and your
own personal needs is not easy. It takes time to find a
good balance and put it into practice.

What You Can Do for
Yourself Right Now

Practice self-care.

Even if it is just for 15 minutes a day, take a breather.
You need to take care of yourself in order to be able to
take care of others. Take time to yourself so you can
run errands, relax or enjoy time with your partner or
other family members.
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Acknowledge what you have accomplished.
It's easy at the end of the day to think about all the
things you haven’t been able to do that day. But this
tends to discourage us from trying later. Instead,
think about all that you did accomplish that day. You
will be amazed at how long that list is, and you will
feel better about getting started the next day.

Focus on the positive.

Nothing in life is perfect. Every situation has positive
and negative aspects to it. Focusing on the positive,
such as the progress your child is making or the
amazing speech therapist you found, will give you
the energy you need to move forward.

Continue family rituals.

When possible, continue your family routines or
rituals. This will be helpful for your entire family. It
may be a Friday night trip to the movies, or Sunday
lunch in the park. Tradition and rituals give your family
an increased sense of stability and create fun times
to enjoy together and to remember.

Give yourself time to adjust.

Be patient with yourself. It will take some time to
understand your child’s disorder and the impact it has
on you and your family. Difficult emotions may
resurface from time to time. There may be times when
you feel helpless and angry that autism has resulted
in a life that is much different than the one you had
planned. Remember, you will also experience feelings
of hope as your child begins to make progress.

Make time for your friends.

Many parents report that long-lasting friendships
have given them the strength and comfort during the
most difficult times. If you feel isolated, it’s time to
take action.

Explore creative interests outside of autism.

Try to exercise or explore some creative interests.
Take the time to realize that you are important and are
more than just the parent of a child with autism.

Get involved with the autism community!
Sometimes families of individuals with autism find
themselves feeling isolated from others. It is important
to connect with families that share similar experiences
and seek the support of others. We encourage you

to reach out and come together with other families at
one of the many Autism Speaks Walks held around
the country. For more info on how to get involved, visit
AutismSpeaksWalk.org.

Respite Care

If you don’t have a family member or friend to babysit,
find respite care in your area so you can recharge and
focus on yourself even for a short time each week.
Building a relationship with a respite provider gives you
a reliable caregiver for your child if there is a family
emergency. Respite care allows you to take a break

in order to relieve you and prevent stress and fatigue.
When you are ready to interview respite care
providers, keep in mind that the most important step is
to observe how the respite worker interacts with your
child with autism and your family. If possible, have the
worker spend supervised time with your family
member. Below is a checklist of what you will want to
discuss with a potential respite worker:

* Previous work experience with an individual
with autism
* Background checks
* Training sessions
* Behavioral concerns
- Safety issues
* Availability and flexibility
» Work references
To find respite care in your area, please look at our

online Resource Guide for your state’s information:
AutismSpeaks.org/Resource-Guide.



http://www.autismspeakswalk.org
http://www.autismspeaks.org/resource-guide
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How | Let Go of My Expectations and Learned Unconditional Love

Ths is a post from blogger Chrissy Kelly who has two sons on the autism spectrum.
Read more from Chrissy’s blog, Life with Greyson + Parker, at LifewithGreyson.com.

With one final, excruciating push he flew into the world. All the
pressure was released and for the first time in so long | am able
to take in a deep inhale. In that same very instant a brick house
of expectation was also born.

He was perfect. Ten fingers and toes and | sighed, and fell in love
with every single blessed detail. Soaked him up and felt it - the
sweetest, purest love. | didn’t know it existed quite so lucidly.

My expectations already had his life all planned out for him.

He will smile and sit and crawl and one day even walk. He will
say Momma, and love ice cream. He will dress up for Halloween.
He will love his birthday. He will say the funniest things. | will read
him books at night and scare the monsters away from under his
bed. He will ask for extra pancakes and wrap me around his
currently teeny tiny finger.

He will go to school. He will be smart. | will help him with science
projects and pretend to be annoyed but actually love it. He will play
sports, and be a humble winner and the very best loser. He will be
fast. He will be brave. He will be kind. He will go to college and get
married and have babies.

| had great expectations. And then right before his third birthday,
| heard the words, “Your son fits the diagnostic criteria for autism”.
In an instant, my boy’s life vanished right before me.

| didn’t realize at the time, but it was really just the death of
expectation. You see, | confused the two; my real boy and the son
| expected him to be. And mourning expectation is so very hard.
Letting go of years worth of day dreams doesnt happen in a day
or a week. And like many before me, | deeply grieved the loss of
that expectation. Some of what | expected for me. Some of what

| expected for him. | ached for each and every single one of those
experiences | might not ever have.

But the more | shed the pain of expectation, the better | got to
know my boy.

The real one | got, not the made-up one | expected. He doesn’t
deserve to be expected to be anyone other than who he is, and
who he is - is amazing. It took time and strength and a
determination to willingly let my expectations go, without throwing
hope out at the same time. To wake up every day still, and decide
to let go again and again. And the truth is that my real boy is alive
and better than any of my wildest expectations- in ways
completely different than | could have even imagined.

And as far as his future - anything is still possible. | just don’t
need certain things to happen in certain order to be happy and to
measure the worth of my parenting experience.

The truth is, for most of us, reality is nothing like we expected. It is
only in the letting go of our expectations that we are able to realize
that our reality may not be so bad at all. When you are living an
unexpected life it is easy to focus what you don’t have. But there
is also incredible beauty, perspective, love and experiences that
come with the unexpected. It's so important that we notice those
gifts too.

Sometimes | have moments when | still focus on the death of
the expected. But now | remind myself how awful it would feel
if someone constantly expected me to be different - and to be
someone I'm not.

I've learned the very definition of unconditional love is choosing
to love someone exactly for who they are.

A love not based on expectations, but on reality. I've finally
knocked down that brick house of expectations. Turns out it was
hiding the most incredible view.


http://www.lifewithgreyson.com/
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Frequently Asked Questions
from Parents

Q: My daughter is 2 years old and was recently diagnosed with autism. | have
some family members who keep insisting she’s just delayed. Can you give me any
suggestions for how to respond to them?

Your situation is very common in families of children diagnosed with special needs, most
especially autism. There are so many emotional processes that are occurring for the family
as a unit and for each family member individually after getting this diagnosis. Of course there
is the initial shock that can send you spiraling into a true grieving process, and each of you in
the family will work through this in your own time frame. Part of that process includes a stage
of denial as particularly seen from family members who aren’t living with your child day-to-
day. It's probable that it will take them longer to come to terms with the diagnosis. In addition
to everything else you are doing, you must also remain patient for this to happen. Family
members who love your child will benefit most from learning about autism so they can adapt
their interactions and expectations to more appropriate levels.

There are also professionals and effective support groups in your community who have a lot
of experience and expertise in understanding this process. They may be able to provide you
and your extended family with assistance.

Q: My husband refuses to accept the diagnosis and will not attend appointments with
our doctor. What can | do?

This is not uncommon, where one parent accepts the diagnosis and the other is in denial.
Denial happens both to fathers and mothers. As difficult as it may be for you at a time like
this, you must be patient and supportive. Your spouse will eventually work through his or her
denial. Meanwhile, you might try to recommend a book or share an article about autism, but
be careful not to pressure. Most people need to do this on their own terms.

Q: Since my son was diagnosed, I’ve felt overwhelmed and | can’t even bring myself
to read anything about autism.

Being an advocate for your child with autism will most likely be a lifelong activity. Early on
when faced with the diagnosis, parents are easily overwhelmed by the news. They feel
confused, fearful and angry. Many tire easily as they try to cope. It is helpful to remember
that you are not alone, that others are going through this so there is support available for
you. Keep a folder of articles and other information material so that when you are able to
read it, you will have it available. Pace yourself and in time you will do what needs to be done
and your efforts over time will make a difference.
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Q: My family’s involvement in church is important to us. How do | get my church to be
more accepting of my son?

For many people, including those members of your church, autism is not something they may
have experience with or adequate information about, so you must help educate them. A good
place to start is with your pastor or minister. See what he or she knows and offer information
as needed. Sometimes a leader will incorporate the related issues into a sermon or lesson.
He or she can also suggest folks who can be approached as more open to learning about
autism. Then, suggest the church invite a professional to do a workshop on special needs
children, with emphasis on the challenges associated with autism. Suggest the church
develop a plan to accommodate special needs children in their various activities such as the
Sunday school classes, the worship service, the choir, etc. At some point, it may be helpful to
bring in a behavioral specialist to work with and train the staff. It may mean asking teachers,
parents and other trained professionals in the church to volunteer time helping out in Sunday
school, modifying the lessons, etc. Get your community involved and they will thank you
later!

Once members of your congregation are given accurate information, they will become more
open and supportive. You may have to suggest ways they can become involved with your
child and with advocacy organizations. There are so many opportunities for the religious
community to get involved and to partner with parents. As advocates, parents have a unique
opportunity to lead the charge.

Q: How do | know everything possible is being done for my child? Sometimes it
seems like not enough progress is being made.

Almost daily, every parent with a child with autism asks this question: is there more that can
be done to help my child? We work as hard as we can, yet very often we feel as though we
aren’'t doing enough. It is also easy for us to project this on to others involved in our child’s
life. In fact, historically, not enough has been done and in many ways, more should be done
in today’s world. This is what advocacy is all about. We must continue to push for the best
treatments and services available.

Meanwhile, we must recognize that there are some limits that we have to accept.
Treatments available today have limits. We are learning so much, but we have a long way
to go. Government funding clearly has limits, especially in today’s economy. Teachers are
frequently overworked with too many students. Sometimes it does help to focus on what is
being done and to acknowledge our efforts and the efforts of others. At the same time, as
suggested above, parents must be their child’s biggest advocates.

When you look at what you do each day, you may want to give yourself a compliment for
what you have accomplished. Your child is doing the best he or she can given the many
challenges he or she faces daily. Be kind to yourself and remember that your child with
autism, like all children, is going to grow and develop at his or her own pace. While we may
want to see our children go from one sentence to five paragraphs in a semester, we must
accept and celebrate what they do accomplish and gently encourage them forward.
Consulting with outside professionals, such as educational therapists, can also help you set
goals and look at progress realistically. On this journey, we have to redefine success and
progress. It has to be based on our own child’s gifts, and nothing else!
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Q: Is there any financial assistance available to assist in the care and education for our child
with autism?

Financial difficulty is one of the biggest stressors that families with special needs children face.
There seems to never be enough funding or financial help available and each family often finds that
their own resources are stretched by providing for their child with little hope of reimbursement for all
that gets spent.

The primary funding source for your child’s services is mandated through a United States federal
law, the Individuals with Disabilities Education Act (IDEA). IDEA governs how states and public
agencies provide early intervention, special education and related services to children with
disabilities.

In addition, your family’s medical insurance may reimburse you for autism services, such as speech
therapy or behavioral health treatment, such as Applied Behavior Analysis. Start by speaking with
the human resources department where you or your spouse work, and inquire about insurance
reimbursement for autism services. Many states now have government agencies monitoring the
health insurance industry so this can be a back-up resource to explore benefits as needed.

Continuing to advocate for increased funding by the government and by the insurance industry is
important. For more information about autism insurance reform in your state, visit the Autism Speaks
website.

Q: My wife and | worry that over time our other children will develop deep resentments for
all the attention and “special treatment” their brother gets and this could negatively impact
their lives. Do you have any suggestions for raising our other children so they don’t feel
resentment?

Sibling rivalry occurs in all families with more than one child and it can be especially complex when
it involves a child with special needs. There is no way to avoid giving some extra attention and
treatment to a child with autism. For siblings of children with autism, these feelings may develop
early because the children may be together all the time.

Constantly checking in with your other children about how they are doing, what they need, etc. is
a good start. Finding time to be with each child individually also helps immensely, when possible.
Involving grandparents, aunts, uncles, trusted neighbors, etc., may help as well.

Children at various ages have the capacity to understand the special needs of someone else if you
take the time to explain in terms they will understand. Explain behaviors they see in their brother or
sister and why you respond differently to deal with these situations. While you don’t want them to
become surrogate parents, they do need to know some basic explanations. Also, creating a safe
space for them to talk about their feelings with you or with others can prevent later development

of toxic resentments. Helping your other children find successful ways to play or interact with their
brother or sister is powerful.

Siblings may sometimes feel guilty because they do feel resentment and anger, or even just because
they are “normal” while their brother or sister is not. Guilt and resentment are normal growing up
issues, made more complex often because of a special needs sibling. But like any feeling, they can
be talked about and processed so that your other children move forward in their own emotional
development and life journeys.


http://en.wikipedia.org/wiki/Special_education_in_the_United_States
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Resources

Autism Speaks Autism Response Team

The Autism Response Team (ART) is specially trained to connect people with autism, their families
and caregivers to information, tools, and resources. A team member can help you find resources to
meet your family’s specific needs.

888-288-4762 (en Espanol 888-772-9050)

FamilyServices@AutismSpeaks.org

Autism Speaks 100 Day Kit for Newly Diagnosed Families

The 100 Day Kit was created to help families make the best possible use of the 100 days following an
autism diagnosis. Important topics include understanding symptoms, accessing services, finding the
right treatments and knowing your child’s rights.

AutismSpeaks.org/Family-Services/Tool-Kits/100-Day-Kit

Versions for both young children (under 5) and school age children (5-13)

Autism Speaks Tool Kits

Autism Speaks has developed nearly 50 tool kits for parents and caregivers of children and adults with
autism on topics ranging from toilet training and challenging behaviors to housing and employment for
adults. All tool kits are available free of charge.

AutismSpeaks.org/Family-Services/Tool-Kits

Find a Local Resource: Autism Speaks Resource Guide

The Resource Guide contains tens of thousands of local resources including pediatricians, behavioral
therapists, after school programs and more.

AutismSpeaks.org/Resource-Guide

Autism Speaks Walk

The Autism Speaks Walk is a great way to connect with families and services in your area.

Autism Speaks Walk is the world’s largest autism fundraising event dedicated to improving the lives
of people with autism. Powered by the love of parents, grandparents, siblings, friends, relatives, and
supporters, the funds raised help ensure people of all abilities have access to the tools needed to lead
“their best lives”.

AutismSpeaksWalk.org



mailto:FamilyServices@AutismSpeaks.org
https://www.autismspeaks.org/family-services/tool-kits/100-day-kit
https://www.autismspeaks.org/family-services/tool-kits
https://www.autismspeaks.org/family-services/resource-guide
https://act.autismspeaks.org/site/SPageServer;jsessionid=00000000.app334b?pagename=walk_homepage&NONCE_TOKEN=B992443D0043BE6ABDE82154FEA4512E

& AUTISM SPEAKS’ A PARENT'S GUIDE TO AUTISM

Have more questions or need assistance?
Please contact the Autism Response Team for
information, resources and tools.

TOLL FREE: 888-AUTISM2 (288-4762)
EN ESPANOL: 888-772-9050

Email: FAMILYSERVICES@AUTISMSPEAKS.ORG
AUTISMSPEAKS.ORG/ART

AUTISM
SPEAKS

Autism Speaks is dedicated to promoting solutions, across the spectrum and throughout the life span,
for the needs of individuals with autism and their families. We do this through advocacy and support;
increasing understanding and acceptance of people with autism; and advancing research into causes and
better interventions for autism spectrum disorder and related conditions.

To learn more about Autism Speaks, please visit AutismSpeaks.org.



Pediatric Psychology Services

Share this page:
Feedback

Psychological services can be an important part of the overall care for children and their families. If
you have concerns regarding your toddler, preschool or kindergarten aged child’s development, or if
your child is experiencing behavioural or complex health issues, Pediatric Psychology Services may
be appropriate. A comprehensive psychological assessment may assist in understanding your
child’s challenges in hopes of finding the right avenues for early intervention and/or consultation.

What services are offered?

¢ Comprehensive diagnostic assessments for children (referred prior to starting grade one) who
are suspected of having Autism Spectrum Disorders;

e Psychological assessments for preschool children who are failing to meet developmental
milestones and might present with complex health issues;

e Opportunities for parents of children assessed in the clinic to participate in Triple P programs.

Will my child need a referral?

Your child must be referred by a Pediatrician before he or she can be seen.

If you have concerns about your child and think he or she should see a Psychologist in this clinic,
talk to your Family Doctor or Pediatrician.

What can I expect if [ am referred to this clinic?

Pediatric Psychology assessments include:

e Interview with parents;

e Assessment and observation of child;

e Review of various records, including pediatrics, speech language pathology, occupational
therapy, etc.;

e Conceptualization, feedback to parents, and written documentation; and

¢ Recommendations regarding interventions, supports and referrals indicated.

How can I contact Pediatric Psychology Services?

Pediatric Psychology Services
Sherwood Business Centre (2nd floor)
161 St. Peters Road

Charlottetown, PE C1A7NS8

Telephone: (902) 620-3789 (clinic administrative assistant)
Fax: (902) 620-3860


https://www.princeedwardisland.ca/en/feedback?dept=2268
https://www.princeedwardisland.ca/en/information/social-development-and-housing/triple-p-positive-parenting-program

Email: pediatricpsychology@ihis.org(link sends e-mail)

Published date:
August 22, 2017


mailto:%20pediatricpsychology@ihis.org

EXTENDED CARE FACILITIES

Deacon House............. 368-4036

THE PEI HELPING TREE

YOUTH PROGRAMS
Adventure Group

........................ 1-855-255-4255
Narcotics Anonymous Pravincial
Info Line ............ 1-800-205-8402

Big Brothers/Big Sisters
Lacey House (Women) . 368-4092 CPP/OLD AGE [hg'?uwn Eﬂy”i u!rlld Girls Club.
St. Eleanor’s House...... 888-8386 SECURITY CHlowiniT sb T
Talbot House (Men)...... 368-4297 ENQUIRIES LBTO Youth Groups...
£ 1RO 2TIN | ontague Boys and Girs Cub .. 838-2884
OTHER ADDICTION SUFFORTS T 0'Leary Recreation Cir ... 859-1464
Al-Anon/Alateen]-800-425-2666 Clleiiuulg'R Stratfard Youth Centre
Gombling Helpline: i i
g Help! TN S'Side Boys and Girls Club

For info on Local
Seniors’ Clubs, PEI

§Side Generation XX
Wellington Boys ond Girls Club....854-3174
A

Mi’kmag
CONFEDERACY
OF PEI

Family Pride
Prog. (Lennox
& Abegweit)
& Indion
Residential
Schoal
Supports
Toll Free
1-877-884-0808
A

SCHIZOPHRENIA
SOCIETY OF PEI
368-5850
A

WOMEN’S INFORMATION

CANADIAN MENTAL
HEALTH ASSOCIATION

PEI Division.....566-3034
E. Prince ..436-7399
W. Prince........853-4180
Indiv., Fumily & Peer

Supports........628-1648
Svicide Prevention

(Non-crisis).... 628-3669
Fitzroy Cenire.566-5111
Hope Centre....853-3871
Notre Dome Place:

Toll Free (non-crisis)

1-800-682-1648

VICTIM SERVICES

A

CommuNITY MENTAL
HEALTH SERVICES &
Wark-IN Cuinics (WI)

Children’s M.H. Services:
5 1-866-833-5443
Abegweit ........ 676-3007
Aberton..........853-8670
Evongeline.......B54-7259
Lennox Islond .B31-2711
McGill Centre - WI:

.. 368-4911
Montague........838-0960
0'Leary...........853-8670
Richmond Centre - Wl:

..308-4430

Souris 6877110
Summerside - Wi:
..................... 888-8130

The PEI Helping Tree is designed to inform Islanders of the many helping resources available on Prince Edward Island. If you or someone you care about is experiencing a problem in any of the areas listed, follpw the
arrows on the flow chart to find resources that may help. There are times in everyone’s lives when we need to reach out to others - sometimes it's just a matter of knowing how to contact them. Note: unless indicated,
you need to dial 902 for all local calls. If you are still uncertain of where to turn, please call the Island Helpline at 1-800-218-2885, toll free 24/7.

Emergency Call 9-1-1

GOVERNMENT OF PEl GENERAL INQUIRIES

Ch'town 368-4000 / Toll Free 1-800-236-5196

MILITARY & VETERANS SUPPORTS

CF Member Assistonce Program ..1-800-268-7708
Military Family Info Line
Military Family Resource Centre..
Rayal Can. Legion Service Dfficer
Veterans Affairs Canada..............

Aboriginal Women's Assoc...]-668-973-4297 | | C'fown..... 368-4382 Mhef?;'?;'h?;sm.s HABITAT FOR
Birthright Nationol Helpline .1-800-550-4900 | [SSide ... B8B-B21BYj Lp e HUMANITY
(1 628-6028 | ot | s 10-12 noon | |__367-3559
East Prince Women's Info Centre...436-9856 Thtown — 368-4790 | | Bloomield (51, Anth-
Island Pregnancy Centre......1-B77-370-9711 | .~ ° " i '
The Moncton Hospital's Family Plannin Montague...838-0786 || oy S Pucish il
(T e T 844806 9205 || OLeory ..B59-8730 || .. Thurs. 10-12 noon
Women's CinicDr. Hoffma)......367-3285 | | S0 . 687-70% | Mantogue...B8-313% | F=Noum Jusrice
Women's Help Line .......... 1-888-362-7373 | L3SMe.... BES-B4D| SR viton &6 | (SERSRIGER
Va5 Nntaork ) P CAILD PROTECTION | |5'Side ... 968 3870 | LI 1o 368 4587
Waomen's Wellness Prog....... I-B‘I’i-365-3258 During business hrs: | |Tignish Parish Centre: AT
T M:'Bﬁ‘s""’:m' = T\:"’”Sdﬂltf; 4-5pm SUPPORTS
s = i B 5 er rours tcmerg: yne Valley (Fres. CBITIITII.II'Iiiy l.Egl]'
ooy g so7gopp | L 000341-0000_|| Churchball: | iormaton Ao
v F T v Thurs. 10-12 noon || Ch'town.......892-0853
PEI NEEDLE Upper Room: Indigenous Justice
EichiieE PARENTS & FRIENDS SexuAL AssAutt | 8927092 || program.....367.3681
TH7-637-033 OF LESBIANS & GAYS : CENTRE N o 1-B00-240-9798
= 569-3089 Office ......... 566-1864| | SOUP KITCHENS | | |01 Howard.. 5665425
PEI HEALTH 1 Therapy Requests: || Ch'town.....892-1995 | | p| crime Stoppers:
CARDS PRIDE PEI .‘.(178881—\36&8055 §'Side ....... .136-6044 __________ 1-800-222-8477
1300 .54 peidepel.com EVANGELINE CCG | | HARVEST House T
FM:{:;II:TOR?OH PEI. TRANS NETWORK b LI\"-'I]' s 5150 MepiaTioN PEI
1-855-563-2101 peitn@outlook.ca Housing PROGRAMS mediationpei.com
A & on Facebook CMHA's ‘My Place’ Ch'town .628-3663 A
HEALTH PEI a5 CMHA's ‘My Place’ SSide ... 436-7399| [_LFAMILY LAW CENTRE
PATIENT PEERS ALLIANCE | |CMHA's ‘West Prince Housing Proj’.. 853-4180| | Children’s Lawyer:
NAVIGATOR Ch'town...... 566-2437| | John Howard's Rural Housing Prog.. 569-T764 | | -eeoeveverscee 368-4631
1-844-882-3141 1-800-314-2437 A A Child Support Dffices:

WOMEN'S SHELTER

A A
SEXUAL HEALTH SERVICES & WALK-IN CLINIC

Lennox Island .

1-2332

Native Council of PEI .. 892-5314||  Friendly Visitor COMMUNITY COUNSELLING SERVICES
Open Door (Women).... 626-6876 | Program & 55 Alive ALZHEIMER | Catholic Family Services........... 894-3515
Reach Foundation........ §20-6200|| Driver Course: |'|SOCIETY OF PEI Family Service PEI:
Smart Recovery PEI ... 330-4357 || (1-877)-368-9008 628-2257 Ch'town 892-2441
Smokers' Helpline: "; §'Side.. 436-9171
........................ 1-877.513.5333||  SENIORS’ HOME Farmer's Assistance Progrom...626-9787
x REPAIR, SAFE AT Toll Free 24/7 1-800-736-8006
AA-ALCOHOLICS HOMEAND HOME A A
ANONYMOUS RENOVATION FAMILY TiES PROGRAM
Charloftetawn (Il Addiction): _PROGRAMS PRIVATE | Charlottetown -368-4871
................................. 892.2103 | Ch'fown... 368-4889 | | COUNSELLING | | Hontague .. 8380715
East Prince (24/7)......598-0001 | | & 1855-9747366 ||~ See Yellow 1 0Leary. 859-8813
Kings: Call Addiction Services HOUSING OFFICES P“h%:: pnder Souris ..687-7014
Kings (below) for meeting info | [y 268-5770 riage, | | Summerside .. ..688-8480
Native Councl of PEI.892-5314 |1y o0 Fumily & = kS
Prins (o ConfralLonr g'lun?_zgue ggg%gg ;ndwulilum POSITIVE III’An:mmu FrOM TWo Homes
R ouris......... = r 4 & |5
West Prince ot SanAsiE Eour%e ors IF Free 1-877-203 BB}\H
STRONGEST FAMILIES
PROVINCIAL ADDICTION T COMMUNITY. CHAPLAINS 1-866-833-5443
TAGHITY Home Care | [PCH Spiritual Care. 4384374 A
Toll Free, 24 hours: & SUPPORT QEH Spiritual Care .894-2004 | |TRIPLE P PARENTING
1-888-299-8399 Lennox Island: ' 438-4134
Family Program..... 368-4296 | [~ “gay 5713 A A
Gambling Prog....... 368-4273 Montague: LIFE AFTER SUICIDE CRIsIS HELP FAMILY RESOURCE
Inpatient Detox ... 368-4048 |~ 338-0786 | |_LOSS PROGRAM Toll Free/24 hr. CENTRES
Methadone Prag ... 368-4265 || = 3684911 |[Island Helpline: || CAP Enfunts:
Oufpatient Detox... 569-0524 " 3684790 £ . 1-800-218-2885 || .......... 854-2123
Senior’s Program... 368-4289 | |- ¢ 09 || HOSPICE PEI Kids Help Phone: || CHANCES ...892-8744
Transition Unit ... 368-4765 | |<iqa  ppp-8440 || PALLIATIVE CARE || ...1-800-668-6868 || Fumilies Eust:
A West Prince: & GRIEF SUPPORT || Canada Suitide || o 687-3928
ADDICTION SERVICES || 859-8730 GRoup INFO Prevention Service: || Families First:
Eastern Kings........ 687-7110 T PEL i 368-4498 || ....1-833-456-4566 | ..o 438-4600
Queens 368-4120 Queens....368-4095 | [ First Nations & Family Place:
Southern Kings...... §38-0960 SENIOR'S S. Kings ...B38-2269 || Inuit Helpline: || ooeeeeeeees 436-1348
Summerside o INDEPENDENCE | |Souris......687-7150] | ....1-855-242-3310 || Kids West Inc:
West Prince i INITIATIVE §'Side.......438-4231 || Trans Lifeline Can: || oo §53-4066
Youth Services....... 368-4273 | | 1-877-569-0546 | |W. Prince .B59-2870]| ...1-800-218-2885 || Mi'kmag.... 892-0928
A A

WALK-IN CLiNiCS

Abegweit Wellness Centre....

Ch'town (Boardwalk Cir)..

Ch'town (Parkdale Med Cir).
Ch'town (Sherwood Med Cir).........
Crapoud (South Share Health Ctr)..
Hunter River (Central Queens HCtr) 621-3050
Lennox Island Health Centre .......... 83-271m
Morell (Fire Hall)...............
Souris (Eostern Kings Health Cir)....

Stratford Medical Centre

Summerside (Central St Med. Cir)...724-3210
A N

.............. 620-3260

Toll Free 1-844-365-8258 or Toll Free 1-855-297-2332
A A A
T PuBLIC HEALTH NURSING | |PEI FAMILY VIOLENCE PROVINCIAL
Abegweit.......... 676-3007|| PREV. SERVICES & || HousiNG OFFICES
Alberton .. 853-8601 SECOND STAGE Ch'town ..... 368-5770
Ch'town........... 368-4530 HOUSING

658.2212

Evong./Well.....854-7259
Kensington...... 488-8160
Lennox Island..831-2711

Montague........ 838-0762
0'Leary ........... 859-8720
Souris... 687-7049
S'Side... 886-8160
Tignish. 882-7366
Tyne Valley...... 854-7259

A A

A

A
FamILY DocToR [ 811 (HEALTH CARE INFO)/SCHOO

L COUNSELLOR/STUDENT WELL-BEING TEAMS/CLERGY/EMPLOYEE ASSISTANCE PROGRAM/CAMPUS STUDENT SERVICES |

PEI Office...894-3354

Moniague ..838-0796
Souris........ 687-7098

Ch'town......368-6220
$'Side........ 484-8188
Fumily Court Counsel-
lors & Family Media-
[T — 368-6928
Maintenance Enforce-
ment ......... 894-0383
Porent Education:
................... 368-4333

NEWCOMERS SUPPORTS

C.L.F. (Cooperative for the integration of
Francophones 10 PEI)..........ccouvecinnne B88-1687
PEI Assoc. for Newcomers to Canada . 628-6009

PEI CounciL oF PEOPLE WITH DISABILITIES

... 838-5878
436-9259
... 892-9149

A

STUDENT FINANCIAL SERVICES

A

368-4640
g

EMPLOYMENT &

CAREER SUPPORTS ATLANTIC CREDIT

E. Prince Youth Devel- COUNSELLING

opment Cir...436-215 | | 1-888-753-2227

John Howard.. 566-5425

CREDIT COUNSEL-
Mi'kmag Confederacy: LING PEI (FRee
........... 1-877-884-0008 Ch'lown 892-2441

Native Coun...892-5314

Newcomers.... 628-6009 L il

-B66-892-2441
Tremploy ....... 892-5338 186622 4

W. Prince Employment || EMERGENCY HOME
Centres........ 853-3715| | HEATING PROGRAM
A. Prince Co....436-6044
CAREER DEVELOPMENT | | 0 sfKings Co:
SERVICESIER |.......e... #92-8870
Bloomfield....859-2776 A
Ch'town........ 626-2014 DruG CosT
Montague .....838-5453 | | ASSISTANCE SUPPORT

E. Prince ....436-0517 || 'Sige ........B38-8436 | | Recolculation of Child | |Souris...........687-1526 | [ Ch'town..... 368-4947
W. Prince ... B59-8849 A Support.......368-4109 | [S'Side . 436-0706| | or 1-877-577-3737
Kings.......... 836-0795 | | MEN’S SHELTER Ly A A
Queens...... 566-1480 | [Ch'town.... 892-9242 | |LecAL Alb: CRIMINAL SKiLLS PEI INCOME SUPPORTS,
A Call after 4:30 pm | [Ch'town ..... 368-6043 | |  PEI Employment ACCESSABILITY SUP-

ANDERSON HousEe . S'Siden. 388-8219 Programs: PORTS, CHILD CARE

Women & Children RED CROSS | 1-877-491-4766 | [SUBSIDIES & SENIOR’S
24hr: 1-800-240-9894 | | EMERGENCY & LeGAL Alp: FAMILY Employment INDEPENDENCE
Ch'town.......B92-0960 | | DISASTER SERVICES Insurance Inquiries PROGRAMS
Dffice . .368-8658 1-800-206-7218

Addictions

Canadian Mental
Health Association

Prince Edward Island

End of Life

9,

o) Réseauﬁfé,

Crisis/
Someone
to Listen

€n francais |.-P.-E

1-800-218-2885

g Ligne d'écoute de I'1-P-E.

Help for
Families

Mental
Health

A

Physical
Health

A
Sexual Health,
Pregnancy &
Infant Care

YOU START HERE

Violence

& Sexual
Assault

1-800-222-9597
4

Housing
& Hunger

Legal
Issves

1-877-569-0546
A

£
Employment
and/or

Career

The PEI Helping Tree was created by CMHA’s Suicide Prevention Program. It is for infor-
mational purposes only and CMHA is not responsible for any acts or omissions of these
organizations. To download u copy or to uccess a linked version go to www.pei.cmho.ca.
For additional copies or to report chunges, call (902) 628-3669.

(September/2018)




THE PEI HELPING TREE

The PEI Helping Tree is designed to inform Islanders of the many helping resources available on Prince Edward Island. If you or someone you care about is experiencing a problem in any of the areas listed, follow the
arrows on the flow chart to find resources that may help. There are times in everyone’s lives when we need to reach out to others - sometimes it's just a matter of knowing how to contact them. Note: unless indicated,

you need to dial 902 for all local calls. If you are still uncertain of where to turn, please call the Island Helpline at 1-800-218-2885, toll free 24/7. Emergency Call 9-1-1
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Autism Services for Children and Youth

Autism services are offered to preschool and school-age children and youth in Prince Edward Island.
Early Years Autism Specialists provide services to young children diagnosed with autism spectrum
disorders before entering school. An integrated approach between professionals and the school
boards ensures a smooth transition into the school system, where support continues with school-
based Autism Consultants.

Supports for preschool children with autism spectrum disorders

Intensive Behavioural Intervention (I.B.1.)

I.B.l. often begins with one-on-one instruction and gradually moves into more natural settings as the
child gains new skills. Your child may receive up to 25 hours of I.B.l. each week at home or in your
child’s early childhood centre, based on assessed needs. As your child progresses, fewer hours
may be appropriate.

You or your child’s centre hires the Autism Assistant to provide direct instruction. An Early Years
Autism Specialist will supervise and monitor your child’s program with additional clinical supervision
by the Early Years Autism Coordinator.

How do I know if the [.B.I. program is right for my child?

Methods for assessment and instruction are grounded in Applied Behaviour Analysis (ABA). The
primary assessment used to guide programming is the Verbal Behaviour Milestones Assessment
and Placement Program (V.B.-M.A.P.P.). A variety of methods are used including (but not limited to)
Analysis of Verbal Behaviour, Discrete Trial Instruction, Natural Environment and Activity Embedded
Instruction.

What happens when my child enters school?

Planning begins six months before your child enters school to ease the transition from the preschool
to the school environment. Family information meetings, case conferences, assessment and
orientation activities for your child all contribute to the transition process. A school-based Autism
Consultant will continue to monitor and assist during your child's school years.

What if my child needs more support in kindergarten?

Your child may need frequent and individualized instruction during this important first year of school.
If this is the case, an Early Years Autism Specialist can provide regular support for both your child
and the school staff. This Intensive Kindergarten Support (1.K.S.) includes weekly or biweekly
consult visits to assist your child’s teacher in individual programming, modifying curriculum, helping
to address behavioural challenges, and participating in individual education plan (I.E.P.)
development. Your child will continue to receive support and assistance from a school-based
Autism Consultant in Grades 1 to 12, based on your child's assessed needs.



Autism funding support

Parents and licensed early childhood centres can access preschool autism funding to hire an Autism
Assistant for children receiving 1.B.1. support. Parents and designated community-based
organizations can access school-age autism funding to offset the costs of hiring one-on-one tutors
and aides in home and group settings.

Who can I contact for more information?

Early Years Autism Coordinator
Education and Lifelong Learning
Early Childhood Development
Aubin Arsenault Building

3 Brighton Rd.

Charlottetown, PE C1A 8T6

Tel: (902) 368-4472

Fax: (902) 368-4622

Email: dmrochon@edu.pe.ca(link sends e-mail)
Published date:

February 18, 2020


https://www.princeedwardisland.ca/en/information/education-and-lifelong-learning/autism-funding
https://www.princeedwardisland.ca/en/information/education-and-lifelong-learning/autism-funding
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Kathren Allison, Psychologist

PEIPRB Registration #: 064

Telephone: (902) 314-1113

Email: kathy.allison@rogers.com

Office address: 1 Rochford St., Charlottetown, PE C1A 9L2

Currently accepting referrals: Yes

Typical referral wait time: 6 months

Language in which service provided: English

Formal assessment services provided: Psycho-educational assessments for
children and adults; ADHD; Adult ADHD; cognitive/intelligence; learning
disability; learning assessments

Relevant areas of practice: Learning disabilities; ADHD/attention problems;
Services provided to: individuals

Age groups served: children; adults

I am a registered psychologist who has been working full time in my own
comprehensive private practice (assessment and treatment of anxiety, depression, PTSD,
learning disabilities, ADHD, etc.) for over 10 years. | am now focusing exclusively on
assessments for learning disabilities and attention problems/ADHD, for both children and
adults.
This entry last updated: 30 April, 2018

Dr. Christine Beck, Psychologist

PEIPRB Registration #: 042

Telephone: (902) 367-4446

Email: drchristinebeck@gmail.com

Office Address: 51 University Avenue, Suite 204, Charlottetown, PE C1A 4K8
Currently accepting referrals: Yes

Typical referral wait time: 6 months

Language in which service provided: English

Formal assessment services provided: behavioural / emotional; cognitive /
intelligence; learning disability; neuropsychological




Relevant areas of practice: psychotherapy
Services provided to: individuals; groups
Age groups served: adolescents; adults; older adults

Thank you for your interest in my private practice. | am a doctoral level
Psychologist with training in adult and geriatric neuropsychology, adolescent and adult
community mental health, educational assessment, health and rehabilitation psychology
and psychotherapy with a variety of referral concerns.

Please call my office to see if my services are appropriate for your needs.
Sincerely, Dr Christine Beck
This entry last updated: 23 April, 2016

Dr. Freda Burdett, Psychologist

PEIPRB Registration #: 081

Telephone: (506) 461-9959

Email: drfredaburdett@gmail.com

Office address: 224 Queen Street, Charlottetown, PE, C1A4B6

Currently accepting referrals: Yes

Typical referral wait time: New practice

Languages in which service provided: English

Formal assessment services provided: n/a

Relevant areas of practice: Abuse; Addictions; Anxiety; Attachment issues
(adult); Assertiveness; Depression; Grief/ loss / bereavement; Habit change;
Health issues; Loneliness; Obsessive-Compulsive Disorder; Personal growth
/ wellness; Personality Disorders; Phobias / fears / panic; Post Traumatic
Stress Disorder (PTSD) / trauma; Psychotherapy; Relationship issues; Self-
esteem; Separation / Divorce; Sexual issues; Social skills; Stress
management; Workplace issues

Services provided to: individuals

Age-groups served: Adolescents and Adults

Dr. Burdett has a PhD in Clinical Psychology. Her primary area of focus has been
on trauma assessment and treatment. She works with first responders, military members,
and the general public; treating a wide range of clinical disorders, such as PTSD, anxiety,
and depression (including post-partum depression). She has been trained in CBT, DBT,
ACT, CPT, EMDR, and Prolonged Exposure. She welcomes you to contact her with any
questions about her practice and availability.

This entry last updated: 02 August 2019




Sarah Carr, Psychologist

PEIPRB Registration #: 068

Telephone: (902) 367-4722

Email: carrpsychological@gmail.com

Office address: 53 Grafton street, Charlottetown PEI, C1A 1K8

Currently accepting referrals: No

Typical referral wait time: 8 — 10 weeks

Provides services through telehealth: Yes

Language in which service provided: English

Formal assessment services provided: n/a

Relevant areas of practice: abuse; ADHD/attentional problems; anger
management; anxiety; assertiveness; behavioural problems; blended/step
family issues; conflict resolution; depression; family therapy;
grief/loss/bereavement; obsessive-compulsive disorder; parenting; personal
growth/wellness; Post Traumatic Stress Disorder (PTSD)/trauma;
psychotherapy; relationship issues; self-esteem; separation/divorce; stress
management; workplace issues

Services provided to: individuals; couples; families; groups

Age groups served: pre-school children; school-aged children; adolescents;
adults; older adults

This entry last updated: May 3™ 2021.

Rebecca Deacon, Psychologist

PEIPRB Registration #: 051

Telephone: (902) 940-6157

Email: rjhooley@hotmail.com

Office Address: Suite 2C, 126 Richmond St, Charlottetown, PE C1A 1H9
Currently accepting assessment referrals: Yes

Currently accepting therapy referrals: No

Typical referral wait time: 3 - 6 months

Provides services through telehealth: Yes

Language(s) in which service provided: English




Formal assessment services provided: ADHD, behavioural/emotional;
cognitive/intelligence; learning disability
Relevant areas of practice: ADHD/attentional problems; anger
management; anxiety; behavioural problems; conflict resolution;
depression; disabilities; family therapy; gifted/talented children; obsessive-
compulsive disorder; parenting; phobias/fears/panic; psychotherapy; self-
esteem; separation/divorce; social skills
Services provided to: individuals; families
Age groups served: pre-school children; school-aged children; adolescents
Rebecca Deacon's primary area of practice is in School Psychology and she has
extensive experience in Psycho-Educational Assessment of School Aged Children, including
the diagnosis and treatment of learning, behavioral, and social-emotional
problems. Having worked within the school system for many years, Ms. Deacon is
knowledgeable regarding evidence-based intervention, academic and behavioral program
planning, and collaborating with families, schools, and other professionals. In addition to
extensive assessment experience, Ms. Deacon has also treated a wide range of Anxiety
Disorders in children and youth using a primarily Cognitive-Behavioral Approach, while
also integrating other evidence-based strategies. Ms. Deacon also works with individuals

and families to support the development of emotional and behavioral requlation,
particularly as it relates to behavioral disorders such as ADHD.

This entry last updated: 27 March, 2020

Dr. Jason Doiron, Psychologist

PEIPRB Registration #: 038

Telephone: (902) 394-1249

Email: psychologist@pei.sympatico.ca

Office Address: 160 Belvedere Ave., Charlottetown, PE

Website: https://peipsychologist.wordpress.com/

Currently accepting referrals: Yes

Typical referral wait time: 2 months

Language(s) in which service provided: English

Formal assessment services provided: ADHD; Adult ADHD;
behavioural/emotional; cognitive/ intelligence; learning disability
Relevant areas of practice: addictions; ADHD / attentional problems; anger
management; anxiety; assertiveness; behavioural problems; conflict
resolution; couple therapy; depression; grief/loss/bereavement; habit




change; loneliness; obsessive-compulsive disorder; parenting; personal
growth / wellness; phobias/fears/panic; Post Traumatic Stress Disorder
(PTSD)/trauma; psychotherapy; relationship issues; self-esteem;
separation/divorce; sports psychology

Services provided to: individuals; couples; groups

Age-groups served: school-aged children; adolescents; adults

Following my undergraduate years at the University of Prince Edward Island | was
trained as a clinical psychologist at the University of New Brunswick, where | obtained my
PhD in 2005. My part-time private practice (I am a full time professor at UPEI) is best be
described as relatively general in nature. Much of my clinical work presently involves the
assessment of cognitive ability and academic skills, along with the diagnosis of learning
disabilities and other conditions related to learning (e.g., ADHD) in children and adults. |
also have a smaller caseload of individuals who work with me in a psychotherapy /
counselling context. My therapeutic work with clients is usually shorter-term with the goal
of achieving some improvement or growth within approximately 8-12 sessions of work
together. |tend to view clinical issues (such as anxiety or depression) through the lens of
cognitive behavioural theory while integrating ideas from other evidence-based
approaches as well.

This entry last updated: 14 December, 2015

Dr. Lee-Anne Greer, Psychologist

PEIPRB Registration #: 33

Telephone: (902) 620-9144

Office Address: 126 Richmond Street, Suite 2C, Charlottetown
Currently accepting referrals: No

Typical referral wait time:

Language in which service provided: English
Formal assessment services provided: n/a
Relevant areas of practice: psychotherapy
Services provided to: individuals
Age-groups served: adults; older adults

This entry last updated: 17 November, 2020

Barbara Jones, Psychologist
PEIPRB Registration #: 061
Telephone: (902) 393-3829



Email: windhorseps@gmail.com

Office address: 174 Pickles Lane, Alexandra, PE Box 24076,
Stratford, PE C2B 2V5

Currently accepting referrals: Yes

Typical referral wait time: 5 - 6 months

Language in which service provided: English

Formal assessment services provided: behavioural / emotional

Relevant areas of practice: anger management; anxiety; attachment issues;
assertiveness; depression; grief/loss/bereavement; habit change; health
issues; loneliness; obsessive-compulsive disorder; pain management;
parenting; personal growth/wellness; personality disorders; rehabilitation;
relationship issues; self-esteem; separation/divorce; sexual issues; sleep
disorders; social skills; stress management; workplace issues; mindfulness
interventions

Services provided to: individuals; groups

Age-groups served: adults

Trained as a contemplative psychotherapist, mindfulness practices are embedded in
all my work. My primary focus is PTSD I've worked extensively with first responders
including veterans, police and fire fighters. | am working full-time at Serene View Ranch
Psychological Services (www.sereneviewranch.com) where | offer individual therapy using
mindfulness and CBT, psycho-educational and support groups as well as providing
assessment services related to PTSD capacity and return-to-work.

This entry last updated: 15 December, 2018

Ruth Lacey, Psychologist

PEIPRB Registration #: 007

Telephone: (902) 675-4282

Email: rlacey688@gmail.com

Office mailing address: P.O. Box 512, Charlottetown, PE C1A 7L1
Currently accepting referrals: Yes

Typical referral wait time: 1 - 4 weeks

Languages in which service provided: English, Italian, Spanish
Formal assessment services provided: n/a

Relevant areas of practice: abuse; addictions; adoption issues; ADHD /
attentional problems; anger management; anxiety; attachment issues;




assertiveness; autism spectrumdisorder; behavioural problems; depression;
family therapy; family violence; gifted/talented children;
grief/loss/bereavement; health issues; loneliness; obsessive-compulsive
disorder; pain management; parenting; Post Traumatic Stress Disorder
(PTSD)/trauma; relationship issues; self-esteem; stress management;
troubled children and youth; workplace issues
Services provided to: individuals; couples; families; groups
Age-groups served: pre-school children; school-aged children; adolescents;
adults; older adults

| believe that education is important: people do the best they can and when they
know better, they do better. | believe that people are inherently good. | believe that
people need to be accountable, recognizing that they have choices and that they make
their own decisions. | believe that every person who works on doing better benefits society.

I have faith that with my experience and the client’s desire to change, between us,
solutions and better ways of doing things will emerge.

This entry last updated: 2 January, 2016

Caroline LeBlanc, Psychologist

PEIPRB Registration #: 020

Telephone: (902) 393-3829

Email: caroline11leblanc@gmail.com

Office address: 174 Pickles Lane, Alexandra, PE

Currently accepting referrals: No

Typical referral wait time: Not accepting referrals

Language in which service provided: French and English

Formal assessment services provided: Work disability assessments
Relevant areas of practice: abuse; anxiety; depression; health issues;
loneliness; obsessive-compulsive disorder; personal growth / wellness;
personality disorders; phobias/fears/panic; Post Traumatic Stress Disorder
(PTSD) / trauma; psychotherapy; rehabilitation; relationship issues; CISD;
equine assisted psychotherapy

Services provided to: individuals; groups

Age-groups served: adults; older adults

Caroline has been specializing in the area of trauma assessment and therapy for
over 20 years. Her emphasis has been on helping first responders, military personnel and
veterans deal with trauma and PTSD. Her approach to psychotherapy is based on the




Cognitive Behavioural Model, Mindfulness, Equine Assisted Psychotherapy, and
Sensorimotor Psychotherapy. Eight years ago, she became certified in Equine Assisted
Psychotherapy. She also is trained in EMDR, an evidence-based approach for the
treatment of trauma. Caroline operates a multidisciplinary mental health clinic that
provides a full range of psychological assessments and treatment for children, adolescents
and adults. The centre, Serene View Ranch, is located just outside of Charlottetown and
overlooks Pownal Bay. Please visit the website at www.sereneviewranch.com
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Dr. George Mallia, Psychologist

PEIPRB Registration #: 040

Telephone: (902) 367-4446

Email: drgeorgemallia@gmail.com

Office Address: 51 University Avenue, Suite 204, Charlottetown, PE C1A
4K8

Currently accepting referrals: Yes

Typical referral wait time: 1 year

Language(s) in which service provided: English

Formal assessment services provided: ADHD; Adult ADHD;
behavioural/emotional; cognitive/ intelligence; custody / access; learning
disability; neuropsychological; parental capacity

Relevant areas of practice: abuse; addictions; adoption issues; ADHD /
attentional problems; anger management; anxiety; attachment issues;
assertiveness; autism spectrum disorder; behavioural problems;
blended/step family issues; body image; conflict resolution; depression;
disabilities; eating disorders; family therapy; gifted/talented children;
grief/loss/bereavement; health issues; loneliness; obesity; obsessive-
compulsive disorder; pain management; parenting; personality disorders;
phobias/fears/panic; Post Traumatic Stress Disorder (PTSD)/trauma;
psychotherapy; rehabilitation; relationship issues; self-esteem;
separation/divorce; sexual issues; sleep disorders; social skills; sports
psychology; stress management; workplace issues

Services provided to: individuals; families

Age-groups served: school-aged children; adolescents; adults
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Dr. Brent Macdonald, Psychologist

PEIPRB Registration #: 072

Telephone: (403) 229-3455

Email: brent@complexlearners.com

Office Address: 320, 1167 Kensington Cres. NW (Calgary); local office on PEI
upon request

Currently accepting referrals: Yes

Typical referral wait time: Varies; assessment clinics run in 2-week cycles
through the year

Provides services through telehealth: Yes

Language(s) in which service provided: English

Formal assessment service provided:

ADHD; Adult ADHD; Behavioural / Emotional; Career / Vocational; Cognitive
/ intelligence; Learning disability

Relevant areas of practice: ADHD / attentional problems; Anxiety; Autism
spectrum disorder; Behavioural problems; Depression; Disabilities; Gifted /
talented children; Parenting

Services provided to: Individuals and Families

Age-groups served: School-aged children, Adolescents, and Adults

While currently a resident of Calgary, Dr. Macdonald is a native Islander who
maintains active registration and practice as a psychologist in his home province of PEI.
Dr. Macdonald provides psychoeducational assessments through ongoing 2-week clinics
on PEl, offered as needed. Once initiated, comprehensive psychoeducational assessments
can be completed in a timely manner, allowing for fast and effective planning for students
of a wide range of ages. Assessments focus on attention, learning, and social/emotional &
behavioral issues, with a focus on providing practical and effective recommendations and
strategies.

Since clinics run through the year, there is also the opportunity to follow-up and
review the effectiveness of interventions, allowing Dr. Macdonald to maintain ongoing
contact and support for his clients. Collaboration with schools, where possible, is also a
service that can be incorporated into the assessment process.

Learn more at complexlearners.com or contact Dr. Macdonald directly at
brent@complexlearners.com.
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Dr. Colleen Mac Dougall; Psychologist

PEIPRB Registration #: 098

Telephone: 819-588-7525

Email: soulcare@moderndigital.net,

Website: www.soulofpeace.org; www.beyondfear.org

Office Address: 55 Weymouth St., Charlottetown, PEI C1A 1E5
Currently accepting referrals: Yes

Typical referral wait time: 2 days

Provides services through telehealth: Yes

Language(s) in which service provided: English

Formal assessment services provided: Behavioural / Emotional, Career/
Vocational, Insurance

Relevant areas of practice: Abuse, Addictions, Attachment, Assertiveness,
Blended/stepfamily issues, Body image, Conflict resolution, Couple
therapy, Depression, Eating disorders, Family therapy, Family violence,
Grief / loss / bereavement, Loneliness, Obesity, Personal growth /
wellness, Personality Disorders, Relationship issues, Self-esteem,
Separation / Divorce, Stress management, Workplace issues

Services provided to: Individuals, Couples, Families, Groups

Age-groups served: Adolescents, Adults, Older adults

ORIENTATION: Companioning you in the realization of your aspirations and life
purpose as you either choose different paths in your life or shifts are demanded
because of illness, loss of capacity, deep soul wounds from war trauma, or other
confrontations with painful work and life events. Use a positive lens to see into
psychological disturbance.

AREAS OF PRACTICE: Life transitions; positive and deep soul healing for
veterans that permeate deeper realms of spiritual healing; relational healing for veterans
and their partners; maturity in personal and career shifts grounded in ancient wisdom
and expansion of knowledge; redefining “work”; relationship therapy to deepen trust
where betrayal or loss of connection has broken bonds.

SENIOR KNOWLEDGE AND SKILL: Deep insight into where you find yourself at
this time in your life; compassion and care as you uncover what you may have been
holding in fear or shame, depth therapist integrating psychospiritual skills to support and
encourage you to process and move through what changes you are facing or choosing.

Testimonial: "An iron fist in a velvet glove."

This entry updated: 07 November, 2022

Dr. Wm. Neil McLure, Psychologist
PEIPRB Registration #: 009



Telephone: (902) 432-3910

Fax: (902) 432-3007

Email: mclure@pei.sympatico.ca

Office address: 292 Water St, Summerside

Currently accepting referrals: Yes, assessments only

Typical referral wait time: 3-6 months

Language in which service provided: English

Formal assessment services provided: Neuropsychology assessments,
ADHD; Adult ADHD; behavioural/emotional; cognitive/ intelligence;
insurance; learning disability; legal; pain assessment

Relevant areas of practice: acquired brain injury; ADHD / attentional
problems; anxiety; autism spectrum disorder; behavioural problems;
depression; disabilities; health issues; obsessive-compulsive disorder; pain
management; personality disorders; phobias/fears/panic; Post Traumatic
Stress Disorder (PTSD)/trauma; psychotherapy; rehabilitation; social skills;
sports psychology; traumatic brain injury

Services provided to: individuals; families

Age-groups served: school-aged children; adolescents; adults; older adults
This entry last updated: 21 April 2022

Dr. Terry Mitchell, Psychologist

PEIPRB Registration #: 023

Telephone: (902) 394-0034

Email: mitchellcounselling.consulting@gmail.com

Office address: 75 Villa Ave., Charlottetown, PEI, COA 2B2

Currently accepting referrals: Yes

Typical referral wait time: 1 week

Provides services through telehealth: Yes

Languages in which service provided: English

Formal assessment services provided: n/a

Relevant areas of practice: anxiety; body image; colonial trauma,
depression; eating disorders; grief/loss/bereavement; obsessive-compulsive
disorder; pain management; parenting; personality disorders;
phobias/fears/panic; Post Traumatic Stress Disorder (PTSD)/trauma;




relationship issues; sleep disorders; and stress management.

Services provided to: individuals

During this time of self-isolation and social distancing | am providing counselling
services by telephone and video conferencing with pro-bono services for registered health
professionals and front line workers. | am a psychology professor with many years of
experience working with survivors of child sexual abuse and other forms of trauma. My
counselling practice is based on a client-centred, feminist, psychodynamic approach using
Mindfulness Practices, Cognitive Behaviour Therapy (CBT) and Dialectical Behavioural
Therapy (DBT).

This entry last updated: April 23, 2020

Parise Nadeau, Psychologist

PEIPRB Registration #: 35

Telephone: (902) 438-1109

Email: parisenadeau@gmail.com

Office address: Summerside

Currently accepting referrals: No

Typical referral wait time: 3 - 6 weeks

Languages in which service provided: French; English

Formal assessment services provided: ADHD; Adult ADHD;
behavioural/emotional; cognitive/intelligence; learning disability

Relevant areas of practice: ADHD/attentional problems; anger
management; anxiety; assertiveness; autism spectrum disorder; behavioural
problems; body image; depression; gifted/talented children;
grief/loss/bereavement; habit change; loneliness; obesity; obsessive-
compulsive disorder; pain management; parenting; personal
growth/wellness; phobias/fears/panic; psychotherapy; self-esteem; social
skills; stress management

Services provided to: individuals; families

Age-groups served: pre-school children; school-aged children; adolescents;

adults

My main area of practice is with children, youth and families; providing support
with parenting and behaviour management, as well direct individual therapy with
children, youth and adults. | also offer mental health, behavioural and psycho -educational
assessments. Bilingual service.

This entry last updated: May 3™ 2021




Ken Pierce, Psychologist

PEIPRB Registration #: 006

Telephone: 1-877-569-3710

Email: contact@kenpiercepsychologist.com

Website: www.kenpiercepsychologist.com

Office address: 549 North River Rd., Vision Care Building, 2" floor,
Charlottetown, PE C1E 1J6

Currently accepting referrals: Yes

Typical referral wait time: 5 - 7 days

Provides services through telehealth: Yes

Language in which service provided: English

Formal assessment services provided: behavioural/emotional;
career/vocational; custody/access; pain assessment; parental capacity
Relevant areas of practice: abuse; addictions; adoption issues;
ADHDy/attentional problems; anger management; anxiety; attachment
Issues; assertiveness; autism spectrum disorder; behavioural problems;
blended/step family issues; body image; conflict resolution; couple therapy;
depression; disabilities; eating disorders; family therapy; family violence;
financial loss; gifted/talented children; grief/loss/bereavement; habit
change; health issues; infatuations; loneliness; obesity; obsessive-
compulsive disorder; pain management; parenting; personal
growth/wellness; personality disorders; phobias/fears/panic; Post Traumatic
Stress Disorder (PTSD)/trauma; psychotherapy; rehabilitation; relationship
issues; resentments; self-esteem; separation/divorce; sexual issues; sleep
disorders; social skills; spiritual; sports psychology; stress management;
workplace issues

Services provided to: individuals; couples; families; groups

Age-groups served: pre-school children; school-aged children; adolescents;

adults; older adults

| am a registered psychologist with over 30 years experience in a variety of roles
including drug crisis, early childhood education, post secondary education, corporate
training, community development and private practice.

There are many new science based tools available to assist others to evolve in the
areas where they are challenged. The wisest professional helpers say similar things




including: therapy is ‘focussed accelerated learning’; since thinking determines feelings
talking mostly about feelings can distract from the learning process; everyone is a survivor
of their past so no longer a victim of it; and while people do have losses when they
uncover the gains they become more present and get on with their life.

I have the privilege of working with clients aged 2 to 82 years. | have assisted
individuals and groups to move on from: assault, abuse, addictions, ADHD, allergies, auto
collisions, auto immune diseases, bullying, bankruptcy, bipolar disorder, cancer, Crohn’s,
death, depression, divorce, harassment, incest, injuries, job loss, learning disabilities, PTSD,
workplace strikes and other traumatic events. | have a special interest in working with
couples and those struggling with bulling, depression and self esteem.

This entry last updated: 27 March, 2020

Peter Joseph Pierre, Psychologist

PEIPRB Registration #: 044

Telephone: (902) 436-6799

Email: pjpierre@live.com

Office address: Suite 5, Granville Professional Centre, 500 Granville,
Summerside, PE, C1N 5Y1

Currently accepting referrals: Yes

Typical referral wait time: less than 1 week

Language in which service provided: English

Formal assessment services provided: ADHD, adult ADHD,
behavioural/emotional, career/vocational, cognitive/intelligence, learning
disability

Relevant areas of practice: abuse; addictions; ADHD/attentional problems;
anger management; anxiety; attachment issues; assertiveness; autism
spectrum disorder; behavioural problems; blended/step family issues; body
image; conflict resolution; depression; disabilities; grief/loss/bereavement;
habit change; health issues; loneliness; obsessive compulsive disorder; pain
management; parenting; personal growth/wellness; phobias/fears/panic;
post- traumatic stress disorder (PTSD)/trauma; psychotherapy;
rehabilitation; self-esteem; separation/divorce; sexual issues; sleep
disorders; social skills; stress management; workplace issues.

Services provided to: individuals; couples; families

Age-groups served: school-aged children; adolescents; adults




I practice cognitive behavioural therapy and emotion focused therapy.

This entry last updated: 21 May, 2015

Dr. Nancy Spitzack, Psychologist

PEIPRB Registration # 050

Telephone Number: 902-314-8817

Email: nkayspitz@gmail.com

Office Address: 126 Richmond St., Suite 2C, Charlottetown, PE C1A 1H9
Currently Accepting Referrals? Yes

Language in which service is provided: English
Relevant areas of practice: Psychotherapy
Services provided to: Individuals

Age groups served: Adults, Older Adults

This entry updated November 4, 2022




Find an Occupational Therapist IN THE PROVINCE OF

PRINCE EDWARD ISLAND

Occupational therapists work in a variety of settings across all three counties in PEl. Some

of these settings include:

e Acute care hospitals

e Rehabilitation programs

e Home care programs

e Long term care facilities

e Community mental health

e Private practice

e Administration

e Schools and/or early childcare centres

o Workplaces

e Workers Compensation Board

Referrals

Clients and their caregivers can self-refer to an Occupational Therapist in Prince Edward

Island.

Current List of Private Practice Occupational Therapists Registered in PEI

. Phone .
m City / Town Areas of Practice

Alice Anand Summerside
Toner
Marie Brine Cornwall

Chloe Bruce Souris West

Felicia A. Dartmouth
Burchell

Selynn Butler Warren Grove
Shianna Oyster Bed
Cormier Bridge

Karla M. Little York
Crawford

MacKenzie A. Stratford
Deighan

(902) 786-
6156
(902) 393-
5151
(902) 327-
0200

(902) 222-
5022
(902) 620-
9136
(902) 940-
0581
(902) 626-
7591
(902) 393-
4564

-not specified-

Cognitive Rehab, Mental Health, Pain Management, School Age
Services

Pediatrics (ASD, Learning Disabilities, ADHD, Developmental Delay:
Physical Disabilities, Self-Regulation, Anxiety ,etc.), Mental Health,
Chronic Pain Management, Return to Work, Home Assessments,
Workplace Ergonomic Assessments

Vocational rehab, career counselling, pain management counselling

Mental Health, Chronic Pain Management, Return to Work, Exposur
Therapy
Mental Health Pediatrics

Comprehensive Driving Evaluation

general physical health, ergonomic assessments



. Phone .

Katie Cornwall
Fullerton

Marjorie .  Stratford
Hackett

Mark Holland Stratford
Alicia Cornwall
Jameson

Michael E.  Stratford
LeBlanc

Sarah Charlottetown
MacKenzie

Donna F. Stratford
MacLeod

Grant Charlottetown
MacLeod

Jane P. Stratford
MacNutt

Lauren W.  Stratford
Mood

Sherry L. Moncton
Mourant

Karen Summerside
Nabuurs

Jennifer J. Grand Tracadie
Neill

Elizabeth Charlottetown
Organ

Amanda K.  Springbrook
Paynter

Jillian Winsloe
Paynter

Rogan J. Summerside
Power

Shannon]. Charlottetown
Reid

Lloyd A. Hammonds
Richard Plains

Lisa A. Harmony
Saunders-

Green

(902) 218-
9678
(902) 626-
8235
(902) 628-
1544
(902) 626-
9591
(902) 218-
1301
(902) 629-
1044

(902) 394-
3757
(902) 629-
0235
(902) 314-
5190
(902) 749-
8377
(902) 229-
0576
(403) 829-
2086
(902) 314-
3069
(709) 427-
8474
(902) 886-
2529
(902) 213-
0556
(506) 478-
2231
(902) 316-
0048
(902) 223-
3561
(902) 449-
7195

Wheelchair Seating and Mobility; Home Assessments; Workplace
Ergonomic Assessments
Mental Health, Home Care, Geriatrics, seating

Office Ergonomics

Mental Health Pediatrics Sleep Independent Living Skills

-not specified-

Vocational Rehabilitation, Brain Injury/Concussion Management,
Pediatric (ASD, Learning Disabilities, ADHD, Developmental Delays,
Physical Disabilities, Self-Regulation, Anxiety ,etc.), Functional
Capacity Evaluations, Ergonomic Assessments, Stroke Rehabilitatio
Mental Health/PTSD Home Assessments & Accessibility Chronic Pa
PGAP Certified Brain Injury & Concussion

1. Wheelchairs Seating and Mobility. 2. Long Term Care Occupation
Therapy 3. Home Accessibility.

Case management, worksite/ergonomic assessments, home
assessments

-not specified-

Concussion Management

Pediatric OT

Sensory processing and emotional regulation Autism, ADHD, Learni
Disability

-not specified-

Ergonomic Assessments

-not specified-

- Home care - Long-Term Care - Seating/Surfaces

-not specified-

Medicolegal Assessment

Medical Legal Consulting



. Phone .

Chelsey T.  Summerside  (902) 432- Workstation Ergonomics
Walker 4764



Private Practice List

Speech Language Pathology

(Updated June 2020)

For a printer friendly version please click here: http://peispeechhearing.ca/printpg/private

Disclaimer: Please note that the "Private Practice List” is offered as a service to the public and members
of our professions. The accuracy of the listings is the responsibility of the individuals listed. The Prince
Edward Island Speech & Hearing Association (PEISHA) does not accept responsibility for its contents or
the services provided by any individual listed.

Clinician Names & Contact Information Areas of Specialty

Speech-Language Pathologists

Jillian Arsenault
902-620-1109 Adolescents and Adults

jilarsenault@hotmail.com

Rick Burger, M.A. (SAC-cert)
902-940-5347 Adults (Dysphagia)
burgerrick@hotmail.com

Craig Cameron
902-218-5816
craigkcameron@gmail.com

Adults (Voice, Speech, Language,
Stuttering, Swallowing)

Amber Ceret Preschool Children, School Aged

902-394-3079 :
aceretti@hotmail.com Children, and Adults

Jennifer Collings
902-393-0479 Preschool aqd School Aged
Children

Jennifer_Collings@hotmail.com


http://peispeechhearing.ca/printpg/private

Mary Anne Donovan (East Coast Speech)
Clinic-based services available in Charlottetown and
Summerside and in-home services available across PEI
902-786-8489
eastcoastspeechpei@gmail.com

Leah Doyle
902-403-8187
doyleleahc@gmail.com

Michele Moffat
902-388-1964
peislp@me.com
www.speechstrength.com

Jennifer Orlowski
902-626-5488
jenorlowski@hotmail.com

Dawn Riley
902-940-2562
dawnettariley@gmail.com

Moira Shaw
Shaw Speech Therapy Inc.
Clinic based services in Western PEI
902-807-9358
shawspeechtherapyinc@gmail.com

Melissa Spidel, M.Sc. SLP-Reg, SLP(C)
902-394-3990
melissaspidel@yahoo.ca

Audiologists

Peter Benstead
PEI Audiology (Charlottetown)
Midtown Plaza
39 Eden Street, Suite 6
Charlottetown, PE, C1A 2S2
Phone: 902-892-8060
Fax: 902-370-3039
hearing@peiaudiology.ca
www.peiaudiology.ca

Krista Campbell
Campbell Hearing

Preschool Children, School Aged
Children, and Adults

School Aged Children and Adults

Preschool, School Aged Children,
Adolescents, and Adults

Preschool and School Aged
Children

School Aged Children and Adults

Preschool and School Aged
Children

Preschool and School Aged
Speech and Language

Clinical and Dispensing
Audiologist

Clinical and Dispensing
Audiologist



Kirkwood Mews
393 University Avenue
Charlottetown, PE, C1A 4N4
Phone: 902-569-0101
Fax: 902-569-0304
hear@campbellhearing.ca
www.campbellhearing.ca

Charlotte Ellis
Connect Hearing (Charlottetown and Summerside)
C-614 North River Road Clinical and Dispensing
Charlottetown, PE, C1E 1K2 Audiologist
902-892-6989
charlotte.ellis@connecthearing.ca

Pat Ellis
Connect Hearing
C-614 North River Road Clinical and Dispensing
Charlottetown, PE, C1E 1K2 Audiologist

902-892-6989
pellis@connecthearing.ca

Chelsey Enman
PEI Audiology (Summerside)
Superstore
535 Granville Street, Upper Level
Summerside, PE, C1N 3C4
Phone: 902-436-0074
Fax: 902-436-8072
hearing@peiaudiology.ca
www.peiaudiology.ca

Clinical and Dispensing
Audiologist

Karen Enman, MSc, Au.D.(C)
Doctor of Audiology
Connect Hearing
475 Granville Street
County Fair Mall Clinical and Dispensing
Summerside, PE, C1N 4P7 Audiologist
Phone: 902-432-8154
Fax: 902-432-8148
Karen.Enman@connecthearing.ca

Derek Hughes, M.Sc. Aud(c)
Campbell Hearing
Kirkwood Mews
393 University Avenue
Charlottetown, PE, C1A 4N4
902-569-0101
Fax: 902-569-0304

Clinical and Dispensing
Audiologist
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People with disabilities and their loved ones face a distinct set of financial challenges
throughout their lives. To help address these challenges, in 2008 the Government of
Canada introduced the Registered Disability Savings Plan (RDSP). Designed to help build
long-term financial security for disabled persons, the RDSP makes it easier to accumulate
funds by providing assisted savings and tax-deferred investment growth.

This brochure explains the main features of the RDSP and provides some examples
to illustrate how the RDSP can best be used.

What is an RDSP?

The RDSP is a tax-deferred savings vehicle introduced by the Government of Canada
to help parents and others save for the long-term financial security of a person with
a severe disability.

Eligibility
A Canadian resident who is eligible for the Disability Tax

Credit (DTC) is eligible for an RDSP until December 315t of To qualify for an RDSP, you must:

the year they reach age 59.
- Be eligible for the Disability Tax Credit

The DTC is available to individuals who have mental or

physical impairments that markedly restrict their ability

to perform one or more of the basic activities of living * Be less than 60 years of age
(i.e., speaking, hearing or walking). The impairment must
be expected to last a period of one or more years, and

a physician or nurse practitioner must certify the extent
of the disability. Individuals can apply to the Canada
Revenue Agency (CRA) for the DTC using Form T2201.

« Be a resident of Canada

» Have a valid SIN



Opening an RDSP account

Only one RDSP can be established per beneficiary.

The plan must be established by the disabled individual,
unless he or she is not legally competent to sign

a contract (e.g., a minor or mentally impaired). When
the beneficiary is not legally able to sign a contract,

the person(s) legally authorized to act on behalf

of the disabled individual can establish the plan.

A change was made in Budget 2012 and under the new
rules a “qualifying family member” is allowed to establish
an RDSP for a beneficiary who is not contractually
competent. The definition of a qualifying family member
is only a spouse, common-law partner or a parent.
Otherwise, anyone other than the qualifying family
member will still have to go through the formal process
of being named a legal representative or guardian.

This is a temporary change and applies from July 2012

to the end of 2023. Even though this is temporary,

it is important to note that the account holder is able to
remain as account holder beyond 2023. The temporary
nature of the rule simply means that new accounts
cannot be opened this way after 2023, unless the
legislation is extended again.

The person who establishes the plan is referred to
under the Income Tax Act (Canada) as the “holder”

and has principal decision-making ability over the plan
(e.g., directing investments and the amount and timing
of withdrawals).

The Social Insurance Number (SIN) of the disabled
individual is also required.

There can be more than one holder, but only one
beneficiary per plan. A substitute beneficiary designation
is not permitted.

An RDSP can be transferred from one financial institution
to another as the holder and/or beneficiary wish.

To open an RDSP:

1. Determine if you are eligible for the disability
tax credit. If so,

2. Get an application from Mackenzie
Investments and fill it out. Your financial
advisor can help you with this.

A car accident left 16-year-old Steve disabled.

His father, Colin, decided to establish an RDSP on
Steve’s behalf. Because Steve quadlifies for the disability
tax credit, he is eligible for an RDSP. On setup, Colin
becomes the holder of the plan (as Steve is a minor)
and acquires decision-making authority over the plan.

It is decided that once Steve reaches the age of
majority, he will become a joint holder with his father.



Contributions

Once an RDSP is established, contributions can be
made by anyone, with the holder’s written consent or
by giving the money to the holder to deposit. Written
consent is required to ensure the holder of the planis
able to schedule contributions to maximize government
grants (described later).

The maximum lifetime contribution is $200,000 per
beneficiary. There is no annual contribution limit —
$200,000 can be contributed in any one year,

if so desired.

Contributions are not tax-deductible; however,
the earnings on contributions grow tax-free while held
in the plan.

Contributions must cease by the end of the year in which
the beneficiary reaches age 59.

Once an RDSP is set up, there are five
ways to put money in:

1. Contributions by the account holder

2. Contributions by people the account holder
has authorized

3. Federal grants and bonds
4. Transfers from a qualified RRSP, RRIF or RPP

5. Transfers of the accumulated income from
a Registered Education Savings Plan on which
the beneficiary is on both RESP and RDSP

Jennifer, a widow and ailing mother was worried
about who would care for her disabled daughter,
Susan, following her death and decided to establish
an RDSP for Susan with an initial contribution

of $50,000. She then consulted her lawyer and
revised her will to ensure an additional $150,000
would be contributed to the plan upon her
death (provided Susan is age-eligible at that
time, i.e., under 60). After Jennifer’s death,
$150,000 was contributed to the RDSP thereby
maximizing the amount available to Susan.



Government help: Taking advantage of grants and bonds

To assist in saving, the federal government

offers Canada Disability Savings Grants The RDSP is eligible for CDSGs and CDSBs until
(CDSGs) and Canada Disability Savings December 31 of the year the beneficiary turns 49.
Bonds (CDSBs).

Canada Disability Savings Grants (CDSGs)

CDSGs are matching grants that the Government will deposit into a beneficiary’s RDSP to help accumulate savings.
The Government provides matching grants of up to 300%, depending on the amount contributed and family net income.

The chart below outlines 2019 CDSG matching rates:

Family net income* CDSG matching rates Maximum annual CDSG
Up to or equal to $95,259 3009% on first $500 $3,500
200% on next $1,000
Over $95,259 100% on first $1,000 $1,000

*2019 rates. For a minor beneficiary, the family netincome is that of his or her parents. Where the beneficiary is over the age of majority, the family netincome
is that of the beneficiary and his or her spouse, if applicable. The income threshold is indexed annually to inflation.

As part of a birthday gift, Meg and Allen agree to
contribute 52,000 for each of the next five years

to an RDSP for their disabled adult nephew, Tony.
Because Tony is age of majority, his family income is
used for CDSG purposes. Tony's family net income and
grant allocation for the next five years is as follows:

CDSGs are subject to a lifetime limit of $70,000 per
beneficiary, and are payable until the end of the year in
which the beneficiary reaches age 49 if the beneficiary
remains a resident of Canada.

Family Net Income  Contribution CDSG

Beginning in 2011, you are allowed to carry forward Year 1 $44,500 $2,000 $3,500
unused grant and bond entitlements for a 10-year period. Year 2 $48,350 $2,000 $3.500
The maximum CDSG that can be paid in any year is Year 3 $50,000 $2,000 $3,500
$10,500 and the maximum CDSB is $11,000. Vear 4 $75,000 $2,000 $3,500
Income thresholds for carry-forward will use the family Year 5 $100,000 $2,000 $1,000
net income applicable for each year used. Total _ $10,000 $15,000



Since there are no annual contribution limits for RDSPs,
contributions of up to $200,000 can be made in any
given year. However, where a lump sum $200,000
contribution is made, no CDSG would be paid after
the initial year. RDSP contributors should work with

periodic contributions are the better option. Depending
on expected rates of return, age of the RDSP beneficiary
and cash flow needs, smaller annual contributions

may be more suitable. Lump sum contributions would
provide a longer period of tax-deferred growth, whereas

a financial advisor to determine whether lump sum or

Kevin, age 44, has $10,000 to contribute to his RDSP.
He has a decision to make — contribute the full $10,000
upfront to maximize tax-deferred growth, or, because
of annual cash flow needs contribute $2,000 for each
of the next five years. Kevin speaks to his financial
advisor, and the following potential outcomes are
discussed (assuming a 6% rate of return and family

net income of less than $95,259):

Option 1

Contribute $10,000 upfront

Total contribution: $10,000
CDSG: $3,500
RDSP value after five years: $18,066

Option 2

Contribute $2,000 per year for five years

Total contribution: $10,000
CDSG: $17,500
RDSP value after five years: $32,864

Kevin elects Option 2 as it is expected to provide

a greater return and flexibility for annual cash flow
needs. Also, his overall return may be enhanced if

the excess amount each year (the amount that exceeds
$2,000) is invested in a non-registered account.

If Kevin is receiving provincial disability support, there
are limitations to the assets he can hold outside
an RDSP. This could negatively impact his support.

annual contributions would maximize CDSGs.

Kim, age 44, receives an inheritance of $200,000. She, like
Kevin, has a decision to make. Should she contribute the
full $200,000 upfront, or contribute $40,000 each year for
five years to allow cash flow flexibility? Kim speaks to her
financial advisor and the following outcomes are discussed
(assuming a 6% rate of return and family net income of less
than $95,259):

Option 1

Contribute $200,000 as a lump sum

Total contribution: $200,000
CDSG: $3,500
RDSP value after five years: $272,329

Option 2

Contribute $40,000 per year for five years

Total contribution: $200,000
CDSG: $17,500
RDSP value after five years: $259,926

Unlike Kevin, Kim opts for Option 1. For her, a lump sum
RDSP contribution will likely produce a better return despite
forfeited grants. As well, if Kim chooses Option 2, deposits
$40,000 to her RDSP and invests the remaining $160,000,
she could lose part or all of her disability tax credit,

as the value of tax credits decreases when income

(from investments, employment, etc.) reaches a specified
level. Kim contributes the full $200,000 upfront and
considers other options for her annual cash flow needs.

In addition, if Kim is receiving provincial disability support,
there are limitations as to assets inherited as well as income
that may negatively impact Kim's support unless the entire
inheritance is contributed to her RDSP.



Canada Disability Savings Bonds (CDSBs)

In addition to CDSGs, lower income families have
access to Canada Disability Savings Bonds (CDSBs).
The Government may deposit up to $1,000 a year
to the RDSP of a low income beneficiary, even if
no contributions are made into the RDSP.

Family net income* Maximum annual CDSB

Up to or equal to $31,120 $1,000

Between $31,120 $1,000 is reduced on a prorated basis

and $47,630 (based on the formula in the Canada
Disability Savings Act)

Over $47.630 No bond is paid

*2019 rates. For a minor beneficiary, the family netincome is that of his or
herparents. Where the beneficiary s over the age of majority, the family net
income is that of the beneficiary and his or her spouse, if applicable.

CDSB payments are subject to a lifetime limit of $20,000
per beneficiary, and are payable until the end of
the year in which the beneficiary reaches age 49
(if the beneficiary remains a resident of Canada).

Starting in 2011, you may carry forward unused grant
and bond entitlement to future years. The carry forward
is for a maximum period of 10 years.

Lower income families may qualify for up to a
lifetime maximum of $20,000 from the Canada
Disability Savings Bond (CDSB) program.

Victor and Shauna have a 16-year-old son, Mark,
who requires reqular life-sustaining therapy and have
a family net income of $20,500. As Mark is eligible
for the disability tax credit, he is also eligible for

an RDSP. Although Victor and Shauna do not have
funds to contribute to an RDSP for Mark, they can
establish a plan and still receive CDSBs of 51,000

a year, since the Government does not require
contributions to be made to be eligible for CDSBs.

Note: The Province of British Columbia also provides
a one-time Disability Bond amount of $150 from
the Endowment 150 Fund.



Repayment of CDSGs and CDSBs

When withdrawing funds from an RDSP, it is important
to be aware of the 10-year rule. When a redemption

is done the government will look to see if CDSGs or
CDSBs were deposited to the account in the 10 years
prior to the redemption. If the account did receive
CDSGs or CDSBs, a repayment known as the Assistance
Holdback Amount (AHA) will apply. This means for every
$1 withdrawn, $3 worth of CDSGs or CDSBs must be
repaid to the government.

The purpose of the Assistance Holdback Amount is to
ensure that RDSPs are used for long-term savings, and
also to ensure that government funds contributed are
not withdrawn and used as leverage for matching grants
in future years. The same rule applies to grants and
bonds received in the 10-year period before death or

the cessation of a disability. Grants and bonds received
before the 10-year period do not have to be repaid.

Because of the repayment provisions, an RDSP might not
be the best option for short-term expenses. The scenario
below illustrates this.

Arnold, 35 and disabled, has an RDSP that his
family has been contributing to for the past 10 years.
Arnold wishes to withdraw $10,000 from his RDSP
to purchase a car.

Details of his plans are as follows:

Plan value: 5194,963
CDSGs (last 10 years): $35,000
CDSBs (family income exceeds threshold): S0

Arnold’s 510,000 redemption will result in repayment
of $30,000 for CDSG for the 10-year period before
the withdrawal. CDSGs received prior to

the 10-year period are not subject to repayment, so
if Arnold only contributed once and received CDSGs
and CDSBs in Year 1, if this withdrawal is made

after 10 years, no repayment would be required.

It is possible to not request grants or bonds for a period
if there is a likelihood a Disability Assistance Payment
will be required. Grants and bonds can be restarted after
the payment.

The 10-year rule

Once a withdrawal of any amount is made,

all federal grants and bonds paid into the RDSP
in the previous 10 years have to be repaid to
the federal government on a $3 for $1 basis.



Investment options

Qualified investments for RDSPs are generally the same
as those for Registered Retirement Savings Plans (RRSPs)
and Registered Education Savings Plans (RESPs) and
include cash, stocks, bonds, GICs, mutual funds and

a variety of other investments.

It is important to talk to your financial advisor to ensure
that investments are appropriate for RDSPs. Where

a non-qualified investment is acquired by an RDSP or
where a qualified investment ceases to be qualified,

a tax of 50% of the fair market value of the investment
would be levied, and income earned on the investment
would also be taxable.

Taking money out of your RDSP

RDSP withdrawals are also known as
disability assistance payments. There are
two types of payments from an RDSP —
Lifetime Disability Assistance Payments
(LDAPs) and Disability Assistance
Payments (DAPs).

« LDAPs are recurring annual payments that once
started, must be paid until the plan is terminated
or the beneficiary has died.

« LDAPs may begin at any age, but must commence by
the end of the year in which the beneficiary turns 60.

« Payments are generally limited to a maximum tied to
the fair market value of the plan and the beneficiary’s
life expectancy (age 80 in most cases). The maximum
amount does not apply where a physician certifies that
the RDSP beneficiary is not expected to survive beyond
five years.

Beneficiaries are not required to pay taxes
on their RDSP until withdrawals are made or
the RDSP is terminated.

« DAPs are lump sum payments made to the beneficiary
or the beneficiary’s estate.

- DAPs may only be made if the plan’s fair market value
after payment will be more than the Assistance Holdback
Amount (CDSGs and CDSBs received in the 10-year
period prior to a disability assistance payment).

Both LDAPs and DAPs can be used for disability or
non-disability-related expenses.

As of 2014, maximum withdrawals are the greater
of the LDAP formula or 10% of the value of the plan
at the beginning of the year.



Taxation of withdrawals

Disability assistance payments generally consist of
original contributions, investment income, CDSGs

and CDSBs (subject to repayment obligations).

Because original contributions are non-deductible
when contributed, they are non-taxable on withdrawal.
Investment income, CDSGs and CDSBs are fully taxable
to the RDSP beneficiary when received.

RDSP holders cannot encroach on capital alone, as each
payment will consist of both taxable and non-taxable
amounts. Generally speaking, the proportion of

the payment that would be non-taxable is the same as
the proportion of total contributions to total plan value.

If an RDSP beneficiary has little or no other income,

a portion, if not all of the withdrawal can be received
without incurring any tax liability due to the combined
effect of the disability tax credit and the basic personal
amount on the beneficiary’s tax return. Taxable portions
of withdrawals will be reported on a T4A-RDSP tax form.

Note: RRSP, RRIF or RPP proceeds transferred from
deceased parent or grandparent will be taxable to
the RDSP beneficiary. This is also the case with tax-
deferred transfers of the taxable amount of RESPs.

Eligible transfers

An RDSP may be transferred to another RDSP for

the same beneficiary. To ensure RDSP beneficiaries only
have one plan, the transferring plan must be terminated
immediately after the transfer. Also, the receiving plan
must agree to pay minimum amounts for the year where
the transferring plan has not yet done so (generally
applicable to beneficiaries age 59 or older).

Tax-deferred transfers from RRSPs, RRIFs or RPPs to an
RDSP to the maximum contribution limit are permitted
as of July 2011. These transfers must be from an RRSP,
RRIF or RPP of a deceased parent or grandparent if

the beneficiary of the RDSP was financially dependant
on that individual. Tax-deferred transfers of the taxable
amount of RESPs are allowed as of 2014.

Fred just celebrated his 60t birthday, so by

the end of the year must begin withdrawals from his
RDSP. His financial advisor advises him that 524,500
must be withdrawn from his plan, an amount
calculated based on Fred’s life expectancy of age 80.
Details of his RDSP are as follows:

Plan value: 5587996

Total contribution: 5200,000
CDSGs: 535,000

CDSBs: SO

Of the 524,500 payable in the year, $8,333 would
be non-taxable (5200,000/5587 996 x 524,500).
The excess, 516,167 would be taxable to Fred.

However, if Fred has no other income, he can
receive the taxable RDSP distribution of 516,167 and
not incur any taxes after taking into account his
disability tax credit and basic personal amount.

Note: As of 2014, withholding tax will apply to

the taxable portions withdrawn from an RDSP. The tax
withheld can be claimed by the beneficiary on his or her
tax return. The amount withheld should be taken into
consideration when determining the withdrawal amount.

Impact on Social Assistance
Benefits

Payments from an RDSP do not impact other income-
tested federal government programs, including:

- Old Age Security (OAS)

» Guaranteed Income Supplement (GIS)

« Canada Pension Plan (CPP)

» The Goods and Services Tax Benefit (GST Benefit)

« Social assistance benefits

As well, generally speaking RDSPs assets and payments
should not have a negative impact on eligibility for
programs such as subsidized housing and long-term
care. However, each province and territory has legislation
that provides support to persons with disabilities, so be
sure to check with your legal and/or financial advisor for
the most up-to-date legislation in your province.



What if the beneficiary dies
or is no longer disabled?

When an RDSP beneficiary dies the RDSP will collapse
and full proceeds of the plan will be paid to the
beneficiary’s estate or the estate beneficiary, respectively
(subject to CDSG and CDSB repayment obligations).

Original contributions remain non-taxable, while CDSGs,
CDSBs and investment income received will be taxed as
ordinary income to the beneficiary or his or her estate.*
Recognizing that a beneficiary’s estate will receive RDSP
proceeds on death of the beneficiary, provision should
be made in the beneficiary’s will for distribution of

the assets so that the beneficiary has greater control
over the intended distribution of the assets.

If the beneficiary dies without a will, the proceeds
would be distributed according to the laws of intestacy
for the province or territory in which the beneficiary
resided. These laws generally provide for the spouse and
children of the deceased, if any, followed by the next
closest relatives.

However, relying on the laws of intestacy could lead to
unintended distributions, particularly if the beneficiary
has a preference that non-related individuals

(e.qg., friends, caregivers) inherit. Because the rules
differ between jurisdictions, it is important to speak

to a lawyer in the jurisdiction of the RDSP beneficiary
to determine applicable rules.

If the beneficiary ceases to be eligible for the disability
tax credit because their condition has improved,

the RDSP must either be collapsed by the end of the year
following the cessation of the DTC, or an election, with
medical verification can be made to put the RDSP "

on hold" (no contributions or withdrawals) for up to four
years. If there is a relapse and the beneficiary is again
DTC-eligible, then the RDSP can be restarted without
requiring an entirely new application.

*Note: If CDGs or CDSBs were paid into the RDSP within
10 years of the death of the beneficiary, those funds
must be repaid to the Government.

Karen recently passed away. At the time of her death,
her RDSP was valued at 5251,471 of which $100,000
was original contributions. No grants or bonds were
received in the 10-year period prior to death. On death,
Karen'’s estate received a payment of $251,471,

of which $100,000 was non-taxable. The remaining
S151,471, consisting of grants, bonds and investment
income was taxable on her final tax return.

Other Planning Issues

Named after the Henson family, a Henson trust is

a formal trust to which assets can be contributed

on behalf of a disabled individual. Because the trust is
discretionary in nature (i.e., the trustee has full discretion
over when, how and if assets are distributed to

the disabled beneficiary), the trust can provide a certain
level of financial support without having the disabled
beneficiary’s provincial benefits clawed back. It should
be noted that some provinces, Alberta, for example,

do not recognize such trusts.

In many provinces, Henson trusts will continue as

an effective estate planning strategy alongside RDSPs.
Suitability should be discussed with a financial advisor
and lawyer. Greater flexibility may be achieved through
a Henson trust as maximum and minimum withdrawals
do not normally apply. Short-term expenses may also be
addressed more easily in the absence of CDSG and CDSB
repayment provisions. As an estate planning strategy,

a contribution of $200,000 could be put into an RDSP
during the contributor’s lifetime with any excess being
left to a trust in the deceased contributor’s will.

As of 2016, a Henson trust may be designated as
a "Qualified Disability Trust", which receives preferential
tax treatment on income earned in the trust.

For more information on the RDSP or
to set up a plan, please contact your
financial advisor.

1



GENERAL INQUIRIES

For all of your general inquiries and account information please call:

ENGLISH 1-800-387-0614
BILINGUAL 1-800-387-0615
ASIAN INVESTOR SERVICES 1-888-465-1668

Ty 1-855-325-7030 416-922-4186
FAX 1-866-766-6623 416-922-5660
E-MAIL service@mackenzieinvestments.com
WEB mackenzieinvestments.com

Find fund and account information online through Mackenzie Investments' secure InvestorAccess.
Visit mackenzieinvestments.com for more information.

The content of this brachure (including facts, views, opinions, recommendations, descriptions of or references to, products or securities) is not to be used or construed as
investment advice, as an offer to sell or the solicitation of an offer to buy, or an endorsement, recommendation or sponsorship of any entity or security cited. Although we
endeavour to ensureits accuracy and completeness, we assume na responsibility for any reliance upon it.

This should not be canstrued to be legal or tax advice, as each client's situation is different. Please consult your own legal and tax advisor. Market conditions, tax laws and
investment factors are subject to change. Individuals should consult with their financial advisor, accountant or legal professional before taking any action based upon the
information contained in this brochure. The Canada Disability Savings Grant (CDSG) and the Canada Disability Savings Bond (CDSB) are provided by the Government of Canada.
Eligibility depends on family income levels. Speak to a tax advisor about RDSP's special rules; any redemptions may require repayment of the CDSG and CDSB.

Commissions, trailing commissions, management fees and expenses all may be associated with mutual fund investments. Please read the prospectus before investing. Mutual
funds are not quaranteed, their values change frequently and past performance may not be repeated.
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199 Weymouth Street

GENERATIONS
C1A 4Z5

FI1N P (902) 892-7141
info@generationsfinancial.ca

Plan for Your Future with an RDSP

Registered Disability Savings Plan (RDSP) is a long-term savings tool introduced in 2008 by
Employment and Social Development Canada to help people with disabilities no matter their level of
income. If you, your spouse, or your child has a disability, you may be eligible for this program.

Obligation:

e There is no obligation. A person with a disability can be eligible to receive up to $10,000
in their RDSP in the form of a Canada Disability Savings Bond without having to contribute
any money themselves. An additional $1000 could be deposited into the plan every year going
forward to a maximum of $20,000.

Eligibility:
e Be aresident of Canada
e Be 49 years of age or younger

e Have a valid Social Insurance Number (SIN)
e Be eligible or have already been approved for the Disability Tax Credit (DTC)

Benefits:

e An RDSP could help with long-term financial security for the individual with a disability.
e For increased savings, the government could match up to $3 for every $1 dollar contributed to
the plan by the individual or family member to a maximum of $70,000 per plan.

Process:

e We are Financial Advisors who are very well versed in this government program. We will fully
explain the DTC process and the RDSP process to determine if it is deemed beneficial to the
individual with a disability.

e We guide the qualified individual through the DTC eligibility process and then through the
RDSP application process.

e We also guide the plan holder through the internal investment process.

e Aregular review of the RDSP is also important and we intend to follow-up with the plan holder
on a regular basis.

For more information, please contact one of our Advisors.
Justin Richard (902) 394-2748
Anton Mikhailov (902) 218-9367

www.generationsfinancial.ca




Resources

Sports
Swimming
Para Sport — Aqua Abilities — 8-week swimming program.

https://parasportpei.ca/

Additional - https://parasportpei.ca/sports/swimming/

Mr. Bill’s Swim School - https://www.facebook.com/droups/2715041871857283/

Special Olympics - https://www.specialolympics.ca/pei

Jumpstart Program - https://www.jstart.orqg/

Music Therapy

Singing Sands
Shona Pottinger - BMT — MTA — NWT

https://lwww.singingsandsmt.ca/

Serene View Ranch

https://lwww.sereneviewranch.com/

Katherine Lowings BMT MC MTA CCC CT. KL Therapy and Wellness

https://www.facebook.com/kl.therapywellness/

Equine Therapy

Grand River Ranch

https://www.facebook.com/GrandRiverPEIl/
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Serene View Ranch

https://lwww.sereneviewranch.com/

Hoof Prints Ranch

https://lwww.hoofprintsranch.net/

Community

Owl’s Hollow

https://www.owlshollow.com/

Bricks 4 Kids - https://www.bricks4kidz.com/canada-princeedwardisland-
charlottetown/

OFF THE WALLZ

https://www.offthewallz.ca/

Cineplex Sensory Friendly Screenings

https://lwww.cineplex.com/Theatre/cineplex-cinemas-charlottetown

Social ABC’s

https://socialabcs.cal

Advocacy Representative — Office of the Child and Youth Advocate
Wraychel Horne B.A. M.A

119 Kent Street

902 368-5563

Whorne@ocyapei.ca
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Learning

Sylvan Learning- https://locations.sylvanlearning.com/cal/charlottetown-pe

Adult

Stars for Life - https://starsforlife.com/

Emergency Assistance/Services

Project LifeSaver — https://www.projectlifesaverpei.ca/

Angel Sense - https://www.angelsense.com/

Medic Alert - No Child Without

https://www.medicalert.ca/no-child-without

Mental Health and Tele-Health Supports

https://lwww.princeedwardisland.ca/en/information/health-pei/e-mental-health-
and-telehealth-supports

Student Well-being Teams
https://www.princeedwardisland.ca/en/information/education-and-lifelonqg-
learning/student-well-being-teams

Autism Nova Scotia

https://www.autismnovascotia.ca/

PEI Helping Tree

https://savoir-sante.ca/en/content page/download/79/144/21?method=view
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Triple P Parenting

https://lwww.triplep-parenting.ca/can-en/find-help/triple-p-parenting-in-prince-
edward-island/

Strongest Families

https://lwww.princeedwardisland.ca/en/information/health-pei/strongest-families

PEI 211
https://pe.211.cal/

Dial 811 and 911 Emergency.

If you are experiencing a medical emergency, call 9-1-1 or go to the nearest emergency
department.

If you are unsure what to do about a health issue or if you need health information, call
8-1-1.

Looking for additional resources? Check out the Autism Society of PEI resource
page @

https://www.autismsociety.pe.ca/resources/
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