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Brown hair

23 years old

Male/Female

On autism spectrum

What you are thrown

into

I am imperfect

Should I have told?

Will I lose my significance?

Revealing lack of perfection to self

I am sick/I am not sick

Consolidating sense of self

Will I love myself?

Boy!  What a relief!

You-me
Will I lose my job?

How will s/he respond?
I… I’ve been wanting to tell…

I can see you have an emotion on your
face but I can’t decode what it is

I shouldn’t have said a thing
They’re going to think I am sick

How others make me feel
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INTRODUCTION AND
A LITTLE BIT ABOUT ME
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A   L I T T L E   B I T   A B O U T   M E

Introduction

The Autism Bomb

Loss of
speech

&
tantrums

Environmental
withdrawal

Self-stims
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DIAGNOSTIC AND

STATISTICAL

MANUAL

OF MENTAL DISORDERS

IV-TR

American

Psychiatric  2000

Association

DIAGNOSTIC AND STATISTICAL

MANUAL OF

MENTAL DISORDERS

FOURTH EDITION

TEXT REVISION

    DSM-IV-TRTM

Reframe
• Communication

• Socialization

• Restricted
Interests

5

T H E   A U T I S M   S P E C T R U M
Severe Moderate Light

Increasing Variability of Presentation

Kanner’s PDD-NOS HFA/AS
Rosenn, D. (1997). “Rosenn wedge”. From Aspergers: What we have learned in the !90s conference in Westboro, MA.  Used with permission

T w i c e  E x c e p t i o n a l i t y
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I N N E R   A N D   O U T E R   S E N S E S

Sight

Hearing Tactile

TasteSmell

Vestibular
(Inner ear)

Proprioceptive
(Muscles &

joints)

S  E  N  S  O  R  Y     V  I  O  L  A  T  I  O  N  S

• Fluor
esce

nt lig
hts

• Haircu
ts

• Bland
 food

s
• Kissi

ng D
ad

- Coffee and

beard

• Chirp
ing b

irds

• Tickin
g clo

cks

Vestibular: Hypo —> Spinning/Hyper —> Gravitational Insecurity

Proprioceptive: Deep pressure, Under mattresses, Weighted blankets
Love airplanes but they mess w/Vest & Prop senses

Brave little kids
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Bu
mp

s 
int

o 
pe
op
le

in 
lin
e…

Difficulty with hair
washing and brushing…

Overly sensitive
to loud noises…

Adapted from Myles, Cook, Miller, Rinner & Robbins. (2000). Asperger Syndrome and sensory issues :

Practical solutions for making sense of the world. Shawnee Mission, KS: Autism Asperger Publishing. P. 5.

Problems with handwriting…

Picky 
eater

… Always “on the go”…
Only likes certain types

of clothing…

CHARACTERISTICS OF CHILDREN

WITH AUTISM SPECTRUM CONDITIONS

Difficulty paying attention…

Clumsy…
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A CLOSER LOOK AT MY

PLACEMENT ON THE AUTISM SPECTRUM — 4

Typical
develop-
ment

Turn over at
8 days

Rapid
physical and
motor
develop-
ment

Autism
bomb hits

Withdrawal
from
environment

Tantrums

Putnam
evaluation
of atypical
developme
nt, strong
autistic
tendencies
& psychotic

Early
intervention
from
parents who
refute
recommend
ations for
removal
from home

Enter Putnam

Condition improves to “neurotic”

The wonderful world of watch motors

Echolalia and return of speech

Eating baby food

AGE 0 1.5 2.5 4 6 8 10 13 19

E

V

E

N

T

S Self Awareness
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S  U  C  C  E  S  S     W  I  T  H     A  U  T  I  S  M

Set the Stage for Self-Determination

Condition improves to “neurotic”

The wonderful world of watch motors

Self Awareness

Which Sets the Stage for Disclosure…

Acting as the primary casual agent in one's life and making

choices and decisions regarding one's quality

of life free from undue external

influence or interference

(Wehmeyer, 1994).
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A CLOSER LOOK AT MY

PLACEMENT ON THE AUTISM SPECTRUM — 6

Typical
develop-
ment

Turn over at
8 days

Rapid
physical and
motor
develop-
ment

Autism
bomb hits

Withdrawal
from
environment

Tantrums

Putnam
evaluation
of atypical
developme
nt, strong
autistic
tendencies
& psychotic

Early
intervention
from
parents who
refute
recommend
ations for
removal
from home

Enter
Putnam

Condition
improves
to
“neurotic”

The
wonderful
world of
watch
motors

Echolalia
and return
of speech

Eating
baby food

Kindergarten

Social & academic difficulties

Discovered making a mess of myself
while eating BBQ chicken wings

Loved cats but dogs…

Yikes bikes!

AGE 0 1.5 2.5 4 6 8 10 13 19

E

V

E

N

T

S Disclosure
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DISCLOSURE FOR
PEOPLE WITH AUTISM

12

C     H     A     L     L     E     N     G     E

What

about

the Autism Spectrum

makes

it

particularly

challenging

to

disclose?
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D    I    S    C    L    O    S    U    R    E

The issue of

disclosure begins…

…As soon as it is known that a person

has a difference in their way of being

14

LIVING   IN   TODAY!S   WORLD

REALITY CHECK

Most people

are busy with living

Most people

are not in the mindset of

accommodating people with differences
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F O U R     S T E P S     T O      D I S C LO S U R E

Self-Determination —> Disclosure —> Self-Advocacy

1. Make the child aware of

their strengths and

challenges through verbal,

pictorial, and other

communication.

2. “Rack up” strengths and

challenges.

3. Non-judgementally

compare characteristic with

other role models.

4. Present the label

summarizing a

condition rather

then a name for

a set of deficits.

5. Making ones

needs known in

a way that

others can

understand and

comply;

hopefully in a

proactive

manner.
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SELF-ADVOCACY FOR
PEOPLE WITH AUTISM
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S  E  L  F - A  D  V  O  C   A  C  Y     D  E  F  I  N  E  D

Self-advocacy involves knowing

when and how to approach others in order to

negotiate desired goals, and in order to

build better mutual understanding, fulfillment,

and productivity.

Successful self-advocacy often involves an amount of

disclosure about oneself that carries some degree of risk,

in order to reach a subsequent goal of better mutual

understanding.
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A CLOSER LOOK AT MY

PLACEMENT ON THE AUTISM SPECTRUM — 13

Typical
develop-
ment

Turn over at
8 days

Rapid
physical and
motor
develop-
ment

Autism
bomb hits

Withdrawal
from
environment

Tantrums

Putnam
evaluation
of atypical
developme
nt, strong
autistic
tendencies
& psychotic

Early
intervention
from
parents who
refute
recommend
ations for
removal
from home

Enter
Putnam

Condition
improves
to
“neurotic”

The
wonderful
world of
watch
motors

Echolalia
and return
of speech

Eating
baby food

Kinder-
garten

Social &
academic
difficulties

Discovered
making a
mess of
myself
while eating
BBQ
chicken
wings

Loved cats
but dogs…

Yikes bikes!

Cracking
rocks

Special
interests in
astronomy
and weather

Teacher
concerns for
reading and
math
difficulties

Concern
about
dropping
the letter
“e.”

My friend
says “he
feels like a
pizza” and I
argue with
him that he
does not
look like a
pizza and
probably
does not
feel like one
either

Middle and high
school

Finally getting it
together but still
often in left field

Discovering the
band room

Time to focus
more on people
and not their
bicycles

AGE 0 1.5 2.5 4 6 8 10 13 19

E

V

E

N

T

S

Interests,

Relationships &

Community
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H  O  L  D     T  H  E     D  O  O  R     P  L  E  A  S  E  ?

Laura Jekel, 12/2000

THE HIDDEN
CURRICULUM

Practical Solutions for Understanding
 Unstated Rules in Social Situations

Brenda Myles

Melissa Trautman

Ronda Schelvan

Autism Asperger Publishing Company
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THE HIDDEN CURRICULUM - COMMUNITY

Bob Sam

Sam arrives after Bob.  What two rules did he break?

Peter Gerhardt (personal communication, April 2004)

http://www.esoterically.net/log/archives/2003_01.html
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Self-Initiated Individual Education Plan (Cont.)

Who must we get on board?

• Student

- Student’s Guide to the IEP

- Helping Students Develop Their IEP

www.nichcy.org

• Parents

• Special Education Teacher

• Regular Education Teacher(s)

• Administrators

• OthersA Guide to the Individualized Education Program.

Office of Special Education Programs. 16 June 2002.

<http://www.ed.gov/offices/OSERS/OSEP/Products/IE
P_Guide/>

Student!s

IEP

TEAM

Student
(as appropriate)

Regular
Education
Teacher(s)

Special

Education
Teacher(s)
or Provider

Others with

Knowledge or
Special

Expertise
about the

   Child

Transition
Services Agency

Represen-

tative(s)

Parents

A Person Who

Can Interpret
Evaluation

Results

School System
Representative

Student!s

IEP Team

Regular
Education
Teacher(s)

Special

Education
Teacher(s)
or Provider

Others with

Knowledge or
Special

Expertise
about the

   Child

Transition
Services Agency

Represen-

tative(s)

Parents

A Person Who

Can Interpret
Evaluation

Results

School System
Representative

Student
as

appropriate
to their

ability
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Self-Initiated Individual Education Plan (Cont.)

INFORMATION ABOUT ME
Note:  This form is not required by IDEA

My Name_________________________

Date ____________________________

My disability is…

My strengths are…

I have difficulty with…

I learn best…

I would like to learn about…

Accommodations I need and will use are…

www.cec.sped.org

IEPsA Guide for Student Involvement

Student-Led IEPs

Council for 
Exceptional

 Children
T he College of Education
&    Human   Development

UNIVERSITY    O F   MINNESOTA

Marcy M cGahee

Christine Mason

Teri Wallace

Bonnie Jones
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Self-Initiated Individual Education Plan (Cont.)

MY STRENGTHS AND NEEDS
Note:  This form is not required by IDEA

My Name_____________ Date ______

Class: __________________________

Teacher _____________________

What I do well?

What helps me do my best?

What do I need to do even better?

www.cec.sped.org

IEPsA Guide for Student Involvement

Student-Led IEPs

Council for 
Exceptional

 Children
T he College of Education
&    Human   Development

UNIVERSITY    O F   MINNESOTA

Marcy M cGahee

Christine Mason

Teri Wallace

Bonnie Jones
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Self-Initiated Individual Education Plan (Cont.)

N
I
C
H
C
Y

TECHNICAL ASSISTANCE GUIDE

Helping Students
Develop Their IEPs

Partial Table of Contents
• Laying the Foundation

• Introductory Work with Students

• Introducing the IEP

• Writing the IEP

• Getting Ready for the IEP Meeting

• During the IEP Meeting

• After the Meeting

www.nichcy.org

N
I
C
H
C
Y

A
Student’s Guide

to the IEP

Partial Table of Contents
• What is an IEP?

• How do I develop my IEP?
• What to do before the IEP meeting

• Writing the IEP
• Getting ready for the IEP meeting

• Participating in the IEP meeting

• After the IEP meeting
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Self-Initiated Individual Education Plan (Cont.)

Accommodation Menu

Note: This form is not required by IDEA

Student: __Somebody___________ Date: ___10/28/07_____________

Teacher: __Anybody____________ IEP Manger: __Everybody_______

 Effectiveness  Effectiveness

Used? (1-5) Accommodation Used? (1-5) Accommodation

Placement
Preferential

seating
Small group

Assignments
Reduced paper/

pencil tasks
Extended time

Sensory
Lighting
Hat with visor
Standing at desk

Other
Outline with
due dates for
assignments

!

!

4

5

!

!

2

5

Adapted from McGahee et al. (2001). Student-led IEPs: A guide for student involvement. Arlington, VA: Council for

Exceptional Children in Shore (Ed). (2004) Ask and tell: Self-advocacy and disclosure for people on the autism

spectrum. Shawnee Mission, KS: Autism Asperger Publishing Company. P. 91.
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Self-Initiated Individual Education Plan (Cont.)

Adapted from Shore (Ed). (2004). Ask and tell: Self-advocacy and disclosure for people on the autism spectrum.

Shawnee Mission, KS: Autism Asperger Publishing Company. P. 92.

MY ADULT LIFE

Student: _____________________ Date: _______________________

Employment

Goals

Current Accommodations

Future Accommodations

Goals

Current Accommodations

Future Accommodations

Recreation and Leisure

Home/Independent Living

Community Involvement/Volunteer Work

Postsecondary Education/Training
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SIX STAGES TO SELF-ADVOCACY
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1. Planning and Modeling: After involvement with the

planning for  their own self-advocacy, the person

observes the partner engage in the act of advocating.

2. Facilitation and Confidence Building: Facilitator

serves as a guide for the self-advocacy process and

remains ready to step in as needed.

3. Partnering and Letter Writing:Equal sharing of

advocacy responsibilities.  Advocate takes the lead as

facilitator offers strong guidance, moral support while

the person does most of the advocating.  Letter writing.
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Self-Initiated Individual Education Plan

To my IEP Team,

I like the way Mr. Dowd teaches math. He
makes it fun and easy for me. Mrs.
Sugarmans’ English class is very difficult.
I don’t understand when she diagrams
sentences on the board and the
scratching of the student pencils during
writing time makes it very hard for me to
concentrate.

Truly yours,
Joey
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SIX STAGES TO SELF-ADVOCACY
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4. Moral Support: Partner continues to assist with the

preparation.  The advocate does most of the talking

with the partner nearby to assist if needed.

5 !. Taking the Lead:The advocate leads the entire

process with assistance from the facilitator but only

under the self-advocate’s direction.

6. Independent Self-Advocacy: The advocate

undertakes all the preparation, presentation, and

evaluation in a completely independent manner.
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Helping a Samantha Advocate for Herself - Case Study

A 13-year old student in an inclusive classroom, Samantha has been coming
home crying for the past week.  Through discussion with Samantha and classroom
observation you see that some of students take great fun in watching Samantha
squirm as they lightly touch her in apparent hope that Samantha will eventually
strike out… and get blamed for starting a fight.

Previously, you would have intervened by talking with Samantha"s homeroom
teacher about how others are taking advantage of her tactile hypersensitivity.

As part of Samantha"s team you realize that it is time to work on self-advocacy.

—Six Stages of Self-Advocacy—

• Choose one of the six stages of

self advocacy and…

A. describe how you will prepare

Samantha for her self-
advocacy effort, and,

B. describe what the actual self-
advocacy effort will look like.

Six Stages of Self-Advocacy

1. Planning and modeling

2. Facilitation and confidence building

3. Partnering and letter writing

4. Moral support

5. Taking the lead

6. Independent self-advocacy
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THE ADULT YEARS
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A CLOSER LOOK AT MY

PLACEMENT ON THE AUTISM SPECTRUM — Adult

Typical
develop-
ment

Turn over at
8 days

Rapid
physical and
motor
develop-
ment

Autism
bomb hits

Withdrawal
from
environment

Tantrums

Putnam
evaluation
of atypical
developme
nt, strong
autistic
tendencies
& psychotic

Early
intervention
from
parents who
refute
recommend
ations for
removal
from home

Enter
Putnam

Condition
improves
to
“neurotic”

The
wonderful
world of
watch
motors

Echolalia
and return
of speech

Eating
baby food

Kinder-
garten

Social &
academic
difficulties

Discovered
making a
mess of
myself
while eating
BBQ
chicken
wings

Loved cats
but dogs…

Yikes bikes!

Cracking
rocks

Special
interests in
astronomy
and weather

Teacher
concerns for
reading and
math
difficulties

Concern
about
dropping
the letter
“e.”

My friend
says “he
feels like a
pizza” and I
argue with
him that he
does not
look like a
pizza and
probably
does not
feel like one
either

Middle and
high school

Finally
getting it
together but
still often in
left field

Discovering
the band
room

Time to
focus more
on people
and not their
bicycles

College

More
friends

Dating

Others
really
do
think
differen
tly

Utopia!

AGE 0 1.5 2.5 4 6 8 10 13 19

E

V

E

N

T

S

Paradigm shift from 
being advocated for 

to advocating for one’s self

Professor of Special Education at Adelphi University
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DON"T   LET   THIS   HAPPEN…

Paradigm Shift From

Being Advocated for to Self-Advocacy

Special Education is ALL DONE!!

I want to be just like EVERYONE ELSE

OOPS!!!!!!

Well…

Maybe I DO need to find the Office of Student

Support
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DEVELOPING A
SELF-ADVOCACY PLAN

35

MY ADVOCACY PLAN Name ____________________

SCAN: Where is the challenge?

1. Sensory

2. Cognitive

3. Socio-emotional

ADVOCACY:

DISCLOSURE:

Perception of the environment

How we think

Social cues and how we feel

Explaining your needs

Giving the reason why

SCAN
Challenge

What is causing the
difficulty?

ADVOCACY
Explaining your needs

…promoting greater
understanding and in a
way the other can
provide assistance

DISCLOSURE
The reason

Partial – Note specific
characteristic
affecting a
situation only

Full – Diagnosis
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MY ADVOCACY PLAN Name ____________________

SCAN: Where is the challenge?

1. Sensory

2. Cognitive

3. Socio-emotional

ADVOCACY:

DISCLOSURE:

Perception of the environment

How we think

Social cues and how we feel

Explaining your needs

Giving the reason why

SCAN
Challenge

What is causing the
difficulty?

ADVOCACY
Explaining your needs

…promoting greater
understanding and in a
way the other can
provide assistance

DISCLOSURE
The reason

Partial – Note specific
characteristic
affecting a
situation only

Full – Diagnosis
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S  U  C  C  E  S  S     W  I  T  H     A  U  T  I  S  M

38

IN CLOSING…

39

S  U  C  C  E  S  S     W  I  T  H     A  U  T  I  S  M

Definition

If you are productive and fulfilled with

your life you are probably successful

It’s all in
 the

journey

You are exactly
where you need to be

right now
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www.autismasperger.net


