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About me

¢ School Psychologist
¢ BCBA-D

¢ 20 + years working on behalf of children, adolescents
and adults

¢ Worked in-district before going teaching at university
¢ Faculty

¢ Research

¢ C(Clinical work — model building
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Paul Shattuck, Ph.D.
- AJ Drexel Autism Institute
- Life Course Outcomes Program Area Leader
Anne Roux, Ph.D.
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- Senior Research Associate
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- AJ Drexel Autism Institute
- Research Associate
Amy Edwards, Ed.D.
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- Research Associate
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Defining the Problem

National Longitudinal Transition Study-2
(NLTS2)

PA Autism Needs Assessment data
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Characteristics at age 17

Most youth with autism in the NLTS2 were
male, white, and from a wide range of
household incomes.

vale - [ 85%
white | 65%
 2:

. Race/
- 12% ethnicity
Hispanic . 11%

upto 525K [ 23%

25K to $50K 0 Household
soso ssox [ 2% e
B 2%
B 25

Percent of youth with autism

Black

Other race(s)

$50K to $75K
More than $75K

Source: National Longitudinal Transition Study-2



Characteristics at age 17

Many could understand common signs and tell time. Half or fewer could countchange and use
the phone with little or no trouble.

Alotof A little

Not able to trouble trouble No trouble

Read and understand

common signs 11% 10%

Tell time on a clock with hands

26% 15% 14%

Count change
26%

Look up a number in a
phonebook and use the phone

Source: National Longitudinal Transition Study-2
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Characteristics at age 17

Ability to understand and communicate exceeded youth's ability
to converse.

A lotof A little
trouble

Not able to trouble No trouble

Abil |ty to understand 20%, 60% 20%

Ability to communicate 43%, 35%

Ability to converse 16%  35% 36%  13°

Source: National Longitudinal Transition Study-2
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Characteristics at age 17

Many adolescents had behavioral
challenges at home...

Never Sometimes Often

Behaves
at home in
a way that

causes
problems

Gets into

situations
that result 42% 8%

in trouble

Source: National Longitudinal Transition Study-2
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Characteristics at age 17

...but many were able to exert self-control at
least sometimes during disagreements
and arguments.

Never Sometimes Often

Controls
temper when
arguing with JES/ 45%
peers other
than sibling

Ends
disagreements ET:{A
calmly

Receives
criticism well

Source: National Longitudinal Transition Study-2
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Characteristics at age 17

Over one-third of youth never joined group
activities, felt self-confident socially or
made friends easily.

Never Sometimes Often
Joins group
activities without
being told to 37% 47%
Seems self-
confident in social
situations 47%
Makes friends
easily 41%

Source: National Longitudinal Transition Study-2
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PA Needs Assessment

Mental & Emotional Health Services

Individuals with autism from every age group report that their needs for mental and emotional health services are not

being met and that they are dissatisfied with many of the services they receive.

e Mental & Emotional Health Services
Mental & Emotional Health Services include: —8—Unmet Need —@— Dissatistaction
0,
¢ Counseling for Anxiety o
50% -
¢ Mental Health Counseling 40%
¢ Support Groups 30%
20%
¢ Relationship Counseling 10%
¢ Drug & Alcohol Counseling 0% T T T !
Pre Elementary Middle/High  Adult

Elementary

Unmet Need for Services

¢ Unmet need for mental health services substantially increases with age, because of both increasing need as indi-
viduals age and a lack of available services for adolescents and adults with autism.

¢ Almost half of all individuals in the middle/high school group and almost 3 in 5 adults have unmet mental
health needs.

N1 3
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PA Needs Assessment

Unmet Need for Services

¢+ Mental and ¢ Social Skills

Emotional Training
Health Social Skills Training
_ =& Unmet Need —O@— Dissatisfaction
¢+ Functional ¢+ Sexual Health 60%
Physical 40%
Health 30%
20%
¢ Summer 10%
¢+ Behavior Services 0% ' . '
Support Pre  Elementary Middle/High  Adult
Services Elementary

(SQA.J Drexel
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PA Needs Assessment

Physical Health Services

=3 Unmet Need =@~ Dissatisfaction

25%

<in ———a— o

15% _o.__o———f/—L

10% -

5%

00/0 L] T T 1

Pre Elementary Middle/High  Adult Sexual Health Education
Elementary
= Unmet Need =O~ Dissatisfaction

50%
40%
30%
20%
10%
0% T T

Elementary  Middle/High Adult
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PA Needs Assessment

Unmet Need for Behavior ;
Support Services Summer Services

B Pre Elementary B Elementary BMiddle/High OAdult B Unmet Need ODissatisfaction

30%
40%

25% -
35%

20% -
30%

15% -
25%

10% A

5::/0 Yy

o 0%
15% -
10% -

5% -

I

I

I

0% ! 1 1

Pre  Elementary Middie/High  Adult
Elementary
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PA Needs Assessment

60%
Unmet Needs 50% -

W Adult
O Individual

for Adults 40%

30% A
20% A
10% A

0% T v v ‘ s

ﬁ A, Drex‘c\‘l
Autism Institute



PA Needs Assessment Cont.

Counseling for Anxiety

—#—Receiving —O—Not Receiving but Needs

50%
40%
30%
10% -
0% - T .
Pre  Elementary Middle/High  Adult
Elementary
A Dresel

Autism Institute

Counseling for Anxiety

+

45% of adults with autism receive services

to address anxiety.

An additional 20% of adults with autism

report needing this service.



Unwanted police interaction

¢ Approximately 10% of adult cases reported police interaction
— lllicit drug use
— Sexual misconduct
— Not following social norms, and police commands

*Clinical Evidence from case consultation (2013-2015)
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The Services Cliff

Autism does not end when childrenreach
adulthood. Most will need some type of
services or supports.

of young adults
received no

services during
their early 20s.

A.J. Drexel
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The Services Cliff

i 0% - Speech-language Personal assistant __ Diagnostic medical
Services e therapy 100% - 100% - services
consistently 66%

54%
decreased 3% o
following 0% - 10% 2% ox-
. At Age 17 Since High g ol At Age 17 Since High
h g h school. = Smoo? At Age 17 Since High ¥ S
School
e Social work 1 Case management ] Transportation - Assistive technology
AN 00% - 00% 0%
420% .\
229, 30% 15%
0% - 0% - 0% - 0% 6%
AtAge 17 Since High At Age 17 Since High At Age 17 Since High At Age 17 Since High
Schoot School School School
Occupational or life » Psychological or Respite care ., Physical therapy
100% - skills therapy 100% + mental health 100% 100%
%
51% .'\. 41% @
0% - 0% - 0% i 14J°/: 7%
AtAge 17 Since High At Age 17 Since High At Age 17 Since High AtAge 17 Since High
School School School School

Percent who received service at age 17 compared to percent who ever received service after high school.

Source: National Longitudinal Transition Study-2
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The Services Cliff

The percentage of families who reported
some or great effort to access services
increased following high school.

./_—. 1%

100%

IM%

0%
At Age 17 Since High
School

Percent families of young adults with autism

source: National Longitudinal Transition Study-2
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Definition of TRANSITION

la : passage from one state, stage, subject, or
place to another : to CHANGE

b : a movement, development, or evolution from
one form, stage, or style to another

A.J. Drexel
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Stages of the lifespan

=
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The word transition often conjures or
evokes images of a chrysalis

s

Where the next stage
emerges from the
previous

PREXEL UNIVERSITY
ﬁ A.J. Drexel

Autism Institute 24




A solitary process ...

DREXEL UNIVERSITY
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Autism Parenting 08

Unique Interests

Santa, I want an Huh? Wouldn't you Oh no.
A408 Mcdel rather have a football Vintage
Maytag washing or a firetruck? Maytag

washers are
way better
than any toys

K

machine. It was
built in 1978. If
you cannot find
that model then a — @&
model A182 will be
ckay. That model
was built in 1982. )

PIXTON

DREXEL UNIVERSITY
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by Lisa G Smith
Unique Interests

I had a little boy in |/ Google
here this morning that "autism"

wanted parts for Santa.
vintage ceiling fans.
Santa is so confused.

L\g

 Quirks and Chaos
MADE AT PIXTON.COM

29



Running to the Store

by Lisa G Smith

I'm just gonna'
xﬁm run down to the
. stere.

You said you were
genna’ run, not drive,

That's st an
expression Tate.
The store is 14

miles away.

There is no ham in hamburgers.

MAKE YOUR OWN AT PIXTON.COM

’

I'm making
hamburgers, They'
be ready soen.

You Knew I only eat
cheeseburgers. Not
hamburges!

|

1 don't eat

I put cheese hamburgers with
on your cheese. I only eat
hamburger. cheeseburgers!
vV

|

by Lisa G Smith
]
Tate!
ho-mb::;erAwigh No mom. Hamburgers ac¢
cheese (s the made of ham.I don't
same thing as a like bam, There is ne
cheeseburger! ham in a cheeseburger.

el - -

MAKE YOUR OWM AT PIXTON.COM
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The SerVICG C“ff review

Services through IDEA end at age 21
26% adults receive no services

71% of parents/individuals indicate they are in need of
services

Unless your state has a waiver, and the waiver includes ASD
w/out ID

Or your state has an autism waiver
And you can get enrolled in the waiver

Lost services include — speech, OT, PT, Specialized instruction,
behavior support, transition planning, respite care, mental
health counseling, case management, social work,
transportation support, and a personal care assistant

What remains in Rx management — which often produces
polypharmacy and a wide range of negative side effects and
long-term outcomes

. A.J. Drexel
Autism Institute



Links between secondary and adult
services

¢ HS Transition plan (another day)

¢ College

¢ Job support provider agencies and OVR
¢ SS|

¢ College experiences

¢ College

A.J. Drexel
Autism Institute
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College

Overview:

¢ What are the different types of college programs available and
how do they ditfer in the type of supports that they offer.

¢ What are the questions that you should be asking and when
should you start this process?

+ What types of things should parents expect when starting on this
journey.

¢+ How can we best prepare our kids when they aren't getting what

they need in school?

' AJ Drcxél
Autism Institute 34



What are the different types of college programs
available and how do they differ in the types of
supports that they offer?

¢ Four year college or university — private and public

REXEIL

t : W e T ;ﬁ 3
AJ. Drexel . Q =

Autism Institute

Can offer autism specific supports

Can have stable support

Support may come through Disabilities Services

May be free, or less expensive

May share supports across colleges, schools, departments, Institutes
Requires more self advocacy and independence among the students
Student may get “lost in the crowd”

Faculty may be disconnected from the supports program

Smaller, private universities/colleges may be very expensive

Jlﬂumm;mlhﬂn jfu

|
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What are the different types of college programs
available and how do they differ in the types of
supports that they offer?

¢+ Cooperative education
—  Integration of classroom learning and hands on practical experience
—  Academic credit
—  Paid work experience
—  Supported work experiences
—  Try different career options

IDREXEL UNIVERSITY
'A.J. Drexel
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What are the different types of college programs
available and how do they differ in the types of
supports that they offer?

¢+ Community college

A.J. Drexel
Autism Institute

Geared towards diverse student learners

Preparation for 4 year schools

Smaller class sizes

In the community

Faculty may be more familiar with the ASD program/students
Transportation may be easier

Likely to have supports through disability services

May not be ASD specific

Likely to be free

—

—T
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—
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What are the different types of college programs
available and how do they differ in the types of
supports that they offer?

¢ Voc/Technical School — Culinary, digital/electronic, arts
—  Programs are specific to individuals interest
—  Hands on experience
—  Highly specialized career
—  Small campus
—  Few faculty
—  Not up to speed yet

—  Few specific services
—  Will likely come at an additional cost
—  Internships and mentorships specific to your field of interest

-': Arts'n

Autlsm
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College Experience Programs

¢ Life skills program

—  Services and supports to help individual with ASD live and
work independently

— Integrates education, life skills, vocational, social/self-esteem,
and leisure components.

DREXELUE

IDREXEL Il NIVERSITY
'A.J. Drexel
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What are the questions that you should be asklng’P

Before college: Is college the next step for me, or my child?
—  Why college?
—  What's the career option?
—  What's the social benefit?
—  Will this help me be better at?
—  How is the high-school transition program preparing for college

—  What courses can I take in high school that will help me reach my
employment goal?

—  Start preparing early — Junior year
Finding the right school
—  What type of post-secondary program is the best fit for me?

—  What type of setting is best for me? (i.e. large vs. small student body, urban vs.
rural settings)

—  Focus — academics, liberal arts??? technical
Financial Aid
—  Qualify? Scholarship?

—  What additional expenses will I need to consider in addition to tuition? (i.e.
assistive technology or any additional services

ﬁ, A.J. Drexel
AvvH 4 40
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What are the questions that you should be asking?

¢ Self advocacy

— What independent living skills are needed to be successful
in a post-secondary setting? Cooking, cleaning, shopping

—  What skills do I need to advocate for accommodations?

—  With faculty, registrars office, advising, DS, Dorm/floor
manager

— Motivation and skills need to ask for help when needed?

—  Are there other students in the programs I am interested in
that I can talk to about life on campus?

¢ Disclosures
— Am I comfortable discussing my diagnosis?
—  Should partially or fully disclose?

A.J. Drexel
Autism Institute




What types of things should parents expect when
starting this journey?

¢ There are differences between high school and post-secondary settings. It is
important to prepare for these changes in advanced.

High school Post-secondary Settings

IDEA: Section 504 of the Rehabilitation Act and Section 504 of the Rehabilitation Act
Americans with Disabilities Act

School district is responsible for identifying the Students are responsible for providing
disability and documenting progress documentation about their disability

Personal services are provided and are aright  Personal services are the students responsibility

Teacher functions as an advocate Students are responsible for their own progress
Accommodations and alternations to the Students identify there own needs. Minor
program can be made accommodations can be made

& i B
Autism Institute 42



What types of things should parents expect when
starting this journey?

*

Do not choose a program just because it has an autism support
program

— Choose a program that is the best fit for you

College is new, and potentially difficult for many students
There will be some failures — bad grades etc...

Transition should be integrated into your IEP starting at 14 years old

— most transition programs are not preparatory — start working with
SD

The college program may be ...unstable. Many of these programs
are new be prepared for bumps

The degree choice was a course sequence that does not suit student

' A.J. Drexel
Autism Institute 43



Preparing for College while still in high school

Attend IEP meetings and talk about transition and future goals
Prepare for and take all standardized tests

Research and visit post-secondary programs you may be interested
in. Know what services are available for each.

Prepare academic adjustment letters and self-advocate for
adjustments (i.e. if more test time is needed)

Practice independent living and social skills needed for college (i.e.
waking up to an alarm or asking a professor for accommodations)

' ~\J Drcx\c'l
Autism Institute 44



Challenges to Post-secondary education and
employment

¢ The social/communicative deficits, and the restricted
and repetitive bxs, along with the EF deficits, problem
behavior and hyper and/or hypo sensitivities
discussed above ....

¢ .. society is not ready or welcoming

¢ Individuals with ASD might need accommodations,

and/or modifications to the post-secondary education
or workplace settings

— Accommodations are provided in college settings
for those that disclose a disability

— Modifications are much harder and perhaps
unrealisitic at university

' A.J. Drexel
Autism Institute



School modifications and
accommodations — challenges iIn
adapting to the work place

¢ Accommodations —

—  will co-workers understand how to work with
someone using

* an augmentative communication device
« a PECS binder, or ASL
— how will co-workers respond to
« ashorter work day
« Large quiet office or private work space
« Setting a specific temperature and light setting
¢ Modifications — how will co-workers respond to

 Less work
 Easier tasks
 Flexible deadlines

A.J. Drexel
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Project SEARCH High School Transition

Project SEARCH is a one-year, school-to-work program
for young people with autism and intellectual
disabilities.

— Goal of competitive employment

— Total workplace immersion

— Internship rotations for career exploration and job skills
acquisition

— Customized job-search assistance

Project | SEARCH
€Y A.J. Drexel
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Program Description

¢ One school year

¢ 8interns with autism and intellectual disabilities
¢ Certified instructor and job coaches

¢ |Immersed in host business culture

¢ Rotations through unpaid internships with continual
feedback

¢ Qutcome of employment in the community

Project | SEARCH
| . A.J. Drexel
Autism Institute



Outcome of Employment

The Project SEARCH Definition of a

Successful Outcome:
— Competitive employment in an integrated setting
— Year-round work
— 16 hours/week or more
— Minimum wage or higher

Project | SEARCH
€Y A.J. Drexel
Autism Institute



Program Description — Eligibility Criteria

¢ 18 —-21 yearsold

¢ Last year of school eligibility

¢ Eligible for services

¢ Appropriate hygiene skills

¢ Ability to take direction and change behavior
¢ Access public transportation

¢ Desire to Work!

Project | SEARCH

' A.J. Drexel
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Project
SEARCH
Partners

PA Office of
Vocational
Rehabilitation

(OVR)

R D

o ®
‘é Project | SEARCH"

School District of
Philadelphia

Young Person With
Disability

g7 Family Support

Other :

WIB, Union,
Advocacy
Group , etc.

DREXEL UNIVERSITY
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PARTNERISHM

) DREAM 0

" | ACES

PROJECT

The Drexel Academic
and Career Program
(DAC)

DREXEL UNIVERSITY
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An Example of a
Day in the life of a Project SEARCH intern

8:00 Employability Skills
9:15 Internship site
11:30 Lunch

12:15 Internship site

2:15 Review, Plan,
Journaling

3:04 Depart

y o)

o ®
‘6 Project | SEARCH"
AJ Drexel

Autism Institute .
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ACES
DAC is a two The
year, non-degree program’s
inclusive goal is for all
postsecondary students to
experience for obtain
young adults competitive
with autism integrated
spectrum employment.
disorder.

AL Drcxi*l
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THE DREXEL DIFFERENCE

The DAC is part of Transition Pathways| Life Course
Outcomes Research Program at the Autism Institute
Transition Pathways has partnerships with Phila School
District, OVR, IDS, Community Integrated Services, and
local businesses
Support from renowned autism experts
Leveraging Drexel resources: Co-op Program,
Steinbright Career Development Center and focus on
Civic Engagement
Campuses in University & Center City, public
transportation and the access to all the city offers

A.J Drexel

Autism Institute



Applying for SSI — meeting or equaling
the listing of Impairments

¢ Matches closely to DSM — educational classification counts

— Look at med and ed records for
diagnosis/classification

¢ Step 1- Check earnings of individual at local SSI field office

— Disability inhibits ability to work and make and
income of $1170/month — substantial gainful activity

¢ Step 2 —field office sends to state office called disability
determination services — they decide

— Expected to last 12 months or longer
— Impairs ability to work
— Be considered severe

' A.J. Drexel
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Applying for SSI - cont...

The required level of severity for autistic disorders is met
when the following requirements are satisfied. A doctor must
have found the child has:

— deficits in reciprocal social interaction (found on any
standardized autism assessment)

— deficits in communication and imagination, and

— arestricted repertoire of activities and interests (not
needed for Asperger's syndrome).

And these deficiencies must cause serious limitations in at
least two of the following:

— communicative/cognitive functioning

— social functioning

— personal functioning, and/or

— sustaining concentration, persistence, or pace.

LW, A.J. Drexel
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(uestions

“ facebook.com/AJDrexelAutisminstitute, facebook.com/autismLCO

u @Drexelautism, @autismLCO

m linkedin.com/company/AJ-Drexel-Autism-Institute
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