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Entitlement
a right to benefits specified
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IEP
504

Eligibility
fitness or suitability to be chosen, selected,
or allowed to do something
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THE CLIFF
A PARENT’S PERSPECTIVE

So
What
Is
Next
?

THE CLIFF
A PARENT’S PERSPECTIVE
¡ I am the parent of a 28-year-old son with autism
and I cannot die
¡ Our children are entitled to an education until they are 21
¡ When my son graduated from school, there was no appropriate
program for him
¡ I had to quit my job to supplement the services he needed
¡ In 2006 a group of parents concerned about the future of our
children got together. We wanted answers to our common
questions:
§ What will happen when they leave school?
§ What does the future hold for them?

§ What will happen when we die?

THE CLIFF
A PARENT’S PERSPECTIVE
¡ That small group of parents and dedicated professionals pooled
their resources, time, energy, and money
¡ Five years later, a program called Itineris began
¡ Today, my son and many more like him have meaningful days
¡ I finally was able to return to work
¡ Because of Itineris, my son has marketable job skills, he loves
to work and he wants to work

THE CLIFF
A PARENT’S PERSPECTIVE

THE CLIFF
A PARENT’S PERSPECTIVE
¡ Paid par t time employment – af ter 5 years of searching.
¡ We have not been able to break the barrier of Neurodiversity in the
workplace

¡ The fact is, we are getting older and we will die. I do
not know what will happen to Andrew when I die.

POSITIVE OUTCOME ATTAINMENT

“We want Ian to have a life that is more okay than not
okay from his point of view most of the time.”
Ferguson & Ferguson, 2000
The Promise of Adulthood
Parents of Ian

Students with Complex Disabilities

Forget “Transition.”
What about Outcomes?

Context of our Current Service Sector
“(As) the GAO …… documents, the patchwork of state and federal disability
support programs creates pervasive inefficiencies, including overlaps and
gaps in services, misaligned incentives, and conflicting objectives.
Support fragmentation also hinders substantive reform because the best
opportunities to innovate cut across agency lines and levels of government.
Conflicting priorities, jurisdictions, and objectives create disincentives for
agencies to work together, resulting in little overall progress.”

Source: A Roadmap to a 21st-Century Disability Policy by Mann, Stapleton, & O’Day

Positive Outcomes are a Function Of:

+

+
What do you think?

+

Positive Outcomes are a Function Of:

Knowledge

+

Skills

- High Quality Education
- Therapeutic Supports

Setting the Trajectory

+

Opportunities

+

Resources

- Home & Community
Interventions
- Customized Supports

Securing the Outcome

The Stakes are High
We are Seeking to Change & Enhance the Quality of Life Trajectory

Concerns Driving Placement
Into NAPSEC Programs
Lost Opportunities
Set Backs & Crisis
Suffering & Turmoil in School
Adversarial School Relationships

Program Models
Clinical-Therapeutic Component
Smaller - Flexible
Sub-Specialty Focus
Continuity - Intensity
Person & Family-Centered

Diagnostics & Outcome Attainment
Diagnostic Component = Priority Role of
Schools & Professional Support System

Identify & Avoid Known Problems
Appeal Misjudgments & Challenge Injustices
Determine How Outcomes Will Be Attained (Work-Love-Play)
Document “Formulas for Success”
Ensure that Essential Supports Will be Replicated

Moving from Specialized-Controlled Educational Settings
When preparing for post HS transition DO NOT underestimate the power
of responsive educational & clinical environments to Cloud Clinical Judgment!
Sp Ed &
Clinical
World

Therapeutic Settings
Structured
Protective Environment
Non-Punitive Setting
Motivation is Facilitated
Prevention-Driven Efforts
Support for Executive Skill Performance
Assisted in Task Focus
Failure Not Emphasized
Inadequacies Not Exposed
Competition Absent
Access to Psychological Supports
Persistence Encouraged
Demands Tailored to the Individual

Everyday Life
Unstructured
Minimally Protective Milieu
Criticism & Consequences Occur
Self-Motivation Necessary
Reactive Responses
Executive Skills Controlled by the Individual
Limited Task Focus Provided
Fear Of & Exposure To Failure
Limitations Visible to Self & Others
Competition Present
Limited Psychological Supports
Persistence Up to the Individual
Unpredictable & Complex Demands

Note: Adapted from “A review of the ecological validity of neuropsychological tests,” by M.B. Acker, 1990, In D.E.
Tupper, K.D. Cicerone (Eds.), The Neuropsychology of Everyday Life: Assessment and Basic Competencies.

Source:
Durgin, C. (2014). Children, poverty, and acquired brain injury: In search of best
neurorehabilitation and educational practices. Brain Injury Professional, 11(1), 8-11.

Real
World

Transition & Outcome Attainment

Graduation

Full Citizenship

High
Transition
Planning

Functioning
- Family Fatigue & Student Disengagement
- Transition “Overcome By Family Events” ($, medical, mental health, housing)
- Systems Gaps & Failures – Funding, Staff Turnover, Limited Service Capacity

Low
Lifespan

Start early to compensate for and/or counterbalance problems down the road!

Equal Opportunity

Equal Opportunity is not a matter of no one getting in the way – such as simply
removing barriers or providing reasonable accommodations.

Equal Opportunity is ensuring that people get the support and personalized
assistance needed to achieve full-citizenship and to live a meaningful and dignified life.

True Equality

When people with significant disabilities receive the supports
they need to be a full participant in their chosen community.

Quality of Life

Having something to look forward to…
Having something to look back on…

“BEST CHANCE FOR A BRIGHT FUTURE”

ü Early advocacy training to impact school programming & external
resources/supports
ü Enhance quantity & quality of multidisciplinary outreach into the
home and community settings
ü Expand work & life experiences for students at all functioning levels
ü External network development as a first tier priority
ü Favor person-centered initiatives
ü Focus more on the social determinants of health & wellness

ZOSIA ZAKS

CHALLENGES
Challenges in developing and sustaining programs for adults on
the autism spectrum and with related disabilities
Independence360
¡ Tsunami
§ In response to the critical and unmet needs for adults over 21,
Independence360 was opened in 2014. In 4 years, enrollment has
increased from 20 to 107. Two sites have been filled. In the next 10
years, 500,000 adults on the autism spectrum nationally will require
programs.

CHALLENGES
¡ Moral Imperative
§ In spite of no public funding to initiate an adult program and
inadequate funding to sustain, Independence360 was opened.
§ Over $600,000 was fundraised as start-up costs purchasing
equipment, computer technology, furniture and renovating facilities.
§ Additional $200,000 was raised to purchase vans to meet
requirements for community integration and transporting adults from
home in certain geographic catchment areas.

CHALLENGES
¡ Increasing Billing, Paperwork, and Regulations
§ This year, funding for Adult Habilitation Programs shifted from state
DDD funding to Medicaid. Billing changed from a daily rate to billing
every 15 minutes. This required purchasing an expensive software
program, additional hours for staff to prepare billing, and hiring an
additional staff member to coordinate billing.

CHALLENGES
¡ Inadequate and Inequitable Medicaid Funding, Glitches in
System, Lack of Parent Support
§ Rates received for individual adults are subjective based on parents’
ability to communicate, not on adult needs
§ Unrealistic rate to secure adequate, qualified staff and specialists
§ Glitches often occur in eligibility, lack of supports to resolve, i.e.,
Social Security is stopped, resulting in loss of Medicaid.
§ Parents are not provided with information regarding availability of
programs.

CHALLENGES
¡ Vocation/Employment Program
§ Inadequate funding
§ Funding for employment provides inadequate hours for assessment,
placement, and ongoing job supports
§ Lack of accessibility and transportation to jobs in home communities

CHALLENGES
¡ Unrealistic Regulations pose obstacles threats not in best
interest of individual adults
§ Requirement to be out in the community the majority of the time is not
in the best interest of certain adults due to emotional, behavioral, and
physical issues.
§ Workforce Innovation Opportunity Act (WIOA) doesn’t allow for adults to
receive funding if employed by social enterprises run by disabled
organizations. Certain adults with disabilities lose jobs in a year in jobs
in community due to lack of required supports. Social enterprises run by
organizations for the disabled provide these adults with the supports
required to succeed as well as community integration.
§ DDD Goods & Services Funding – special funding is available for adults
under DDD to receive classes to develop special skills; these funds are
not available to disabled organizations even if they are open to
neurotypical peers. At Spectrum360, families wishing their adults to be
enrolled in our film and culinary academies, where they would gain skills
making them employable, are unable to use these funds.

CHALLENGES
¡ Medicaid Funding in Jeopardy
§ Proposals to change Medicaid funding restricted for disabled adults
to state block grants. This will jeopardize minimal funding.

¡ Lack of physicians including neurologists, psychologists, etc.,
that have received special training working with children and
adults on the autism spectrum. Special funding and grants
need to be provided to encourage physicians to go into this
specialty.

THE CLIFF:
FUNDRAISE OR PERISH

¡Itineris
¡
¡
¡
¡

The average client funding yields $24,000
Client costs average $30,000
Costs as a student may have been $80,000 per year
The client is the same person

THE CLIFF:
FUNDRAISE OR PERISH
¡ Money up front
§ In order to be able to open up an agency, there must 6 months worth of advanced
client billing in the bank.
§ Paid 6 months in arrears.

¡ Funding is never established
§ Can change as quickly as every 90 days.
§ Individuals and agencies

¡ Documentation
§ As early as a child’s 9th grade year.
§ Bank statement, IEP, diagnosis is reviewed by a third party.

¡ Barriers
§ People with less documented need
§ People whose parents have not been educated on the transition process

¡ Staf fing to suppor t documentation
§ Itineris operates at no higher than a 4:1 ratio, with the majority of people being
in a 2:1.
§ Beyond direct service, three other levels of personnel for EACH client
§ Review documentation for accuracy to avoid audits and accusations of Medicaid
Fraud

THE CLIFF:
FUNDRAISE OR PERISH
¡ Itineris’ gap for the FY19 year will be half a million dollars.
¡ Resources for filling this gap are fundraising events, such as
an auction, annual giving and applying for grants
¡ The generosity of friends and families to donate as they are
able.
¡ DORS, Pre-Ets
¡ After hours classes, private pay clients, and consultation
¡ Itineris-in-a-Box

WORKFORCE DEVELOPMENT INITIATIVES
¡ KKI Neurodiversity Initiative
¡ Partnership with Itineris
¡ Workforce Awareness Training
¡ Modified HR practices
¡ Change job requirements
¡ Project SEARCH internships
¡ CORE Foundations
¡ Agency partnerships: DORS; The Arc, etc.
¡ Educating Area Businesses (workshop &
Symposium)
¡ Accessibility & Technology

EMPLOYMENT: WHAT WORKS?
¡ Vocational training that meets the needs of today’s
employers; skills
¡ Transition services and support
¡ Customized employment
¡ Work readiness and internships
¡ Qualified employment support specialists
¡ Modified Application and Interview process- travel and/or
working interviews
¡ Workforce awareness training
¡ Encouraging self-disclosure
¡ Business- commitment from all levels of the organization/
resources
¡ Accessible technology - screen readers, voice to text
¡ Diversity and Inclusion Strategy- Including people with
disabilities in D&I goals and strategy; inclusive culture

ADULTS WITH ASD:
THE SCALE OF THIS ISSUE…
¡ In 2009 a census completed in the state
of California documented that
approximately 70% of individuals
diagnosed with ASD were less than 14years old.
¡ Current estimates suggest that
approximately 50,000 individuals with
autism age out of the educational system
each year.

THE CURRENT STATE OF SERVICES FOR
ADULTS WITH AUTISM
The potential of individuals with autism to
become employed and engaged adults is
limited more by the failure of the systems
charged with supporting them than by the
challenges associated with having autism.
Organization for Autism Research (2009)

BARRIERS TO COMMUNIT Y INCLUSION
FOR ADULTS WITH ASD
¡ Presence of maladaptive behavior/adaptive skill deficits
¡ Little Legislative Support
¡ No established field of expertise among adult service
practitioners
¡ Lack of qualified staff
¡ Limited transportation options
¡ Little coordination between educational, behavioral,
mental health, vocational rehabilitation, and
Developmental Disabilities agencies/systems
¡ A lack of awareness/understanding on behalf of
community stakeholders that adults with ASD have the
potential to be employed if given the opportunity with
effective supports

FUNDRAISING CHALLENGES
¡ In many cases donors interested in giving towards the
development of innovative programs to provide direct service
to adults with ASD have a loved one on the spectrum.
§ This can be complex as donors are not able to gain any benefit (i.e.,
goods/services for their loved one with ASD) from their donation
§ This may result in those donors giving in other areas related to ASD
that are perceived to have a larger impact (i.e., neuroscience,
prevention, cause, etc.)
§ Could there be a change to tax laws to allow for a donor to give in
support of an organization that is helping many with ASD even if it
also benefits a member of their family?

RUTGERS CENTER FOR ADULT
AUTISM SERVICES
Service
The RCAAS
Community
Inclusion Center
provides a model of
what adults with
ASD can
accomplish if given
the resources and
opportunity for
employment and
community-based
recreation. 100%
of program
participants are
competitively
employed in a wide
variety of jobs at
Rutgers University.

Training
The Rutgers
Graduate School of
Applied and
Professional
Psychology
provides the
nation's highest
quality graduate
education and
training,
developing
outstanding
practitioners to
serve the needs of
adults with ASD.
The RCAAS is an
active training site
for students at all
levels and across a
variety of
professional
disciplines.

Research
A senior team of
prominent
researchers,
including the
world’s first
Endowed Chair in
Adult Autism, has
been assembled to
identify and
disseminate the
practices that are
most effective for
ensuring the best
outcomes for
adults on the
spectrum across
the areas of
employment,
transportation,
socialization,
recreation, and
independent living.

RUTGERS CENTER FOR ADULT
AUTISM SERVICES
Diversity of RCAAS
Participants by NJDDD
Budget Tier
E/EA
17%

A/AA
16%

D/DA
17%

B/BA
17%

B/BA
E/EA

39%

3%

C/CA
33%
A/AA
D/DA

RCAAS Aggregate Program Hours

C/CA

52%

6%

Paid Employment
Unpaid On-site training

RCAAS Participants Spend 97% of
Program Hours in the
Community!

WHAT DOES AN “INSTITUTION”
LOOK LIKE?

HOW GOVERNMENT REGULATION
STIFLES INNOVATION
¡ Fundraising Challenges
§ Could there be a change to tax law to allow for a donor to give in
support of an organization that is helping many with ASD even if
it also benefits a member of their family?

¡ Regulations related to residential options that limit the
number of adults with developmental disabilities that can
reside under one roof.
§ Well intentioned with the purpose of shifting emphasis from
“Institutional” settings
§ Can result in limited choice and lower quality services for
individuals requiring significant supports
§ Has been argued that telling individuals that they don’t have the
choice of who they live with is discriminatory.

RECOMMENDATIONS
¡ Flexible policies that allow for innovative models and options
while simultaneously protecting self-advocate concerns
¡ Robust and consistent training of transition teams and key
transition professionals at the high school level to serve as
“front line” advocates for youth and their families
¡ Community education so that the dream of integration is not
hollow

RECOMMENDATIONS
¡ Regulations should be “adult-centered” not adhering to
politically correct policies.
¡ The amount of time the adults are integrated into the
community should be based on their readiness and individual
needs—not an unrealistic percentage.
¡ Rates adults receive should be based on objective evaluations
and diagnosis, not subjective family interviews.
¡ WIOA should fund social enterprises run by organizations for
disabled when this is the best employment option to meet
adults’ individual needs.
¡ Medicaid billing should be less cumbersome and relevant to
adult programs and should not be based on a medical model,
billing every 15 minutes.

RECOMMENDATIONS
¡ Additional public funding should be provided in the following
areas:
§ Facilitate transportation to employment
§ Provide training to high school staff on services that will be available
when the disabled student turns 21
§ Provide training and support for employers to facilitate hiring
disabled adults
§ Start-up funds need to be provided to initiate adult programs and
fund vans

APPENDIX

HUSSMAN CENTER FOR ADULTS WITH
AUTISM
¡ Purpose
§
§

provide cutting-edge programming
training and resources

¡ Model
§
§

meaningful activities for autistic adults
learning experiences for students

¡ Estimated numbers 2008 – 2018
§
§

300 autistic adults
2000 students

THE HUSSMAN CENTER: A FEW
SNAPSHOTS

KEY POINTS
¡ Multifaceted experiences and perspectives
§
§
§
§
§

self-advocate
founding member of Itineris
worked at Division of Rehabilitation Services
Certified Rehabilitation Counselor; at HCAA
Towson University in various capacities since 2010

¡ well-intentioned policies often result in constriction of options
¡ innovative programs are “stranded” without funding streams
¡ families are totally confused, despite best ef forts at information
provision
¡ family, individual, and practitioner readiness to navigate adult
system is totally uneven

GLOSSARY OF ACRONYMS
¡
¡
¡
¡
¡
¡
¡
¡
¡

504 - Plan from Vocational Rehabilitation Act of 1973
ASD – Autism Spectrum Disorder
CMS - Centers for Medicare and Medicaid Services
DDA - Developmental Disabilities Administration
DOE - Department of Education
IEP - Individualized Education Program
MA - Medicaid
SSI - Supplemental Security Income
SSDI - Social Security Disability Income

Disability in the form of limited activities and restricted participation in social life
is not an unavoidable result of injury and chronic disease. It results, in part, from
choices society makes about working conditions, health care, transportation,
housing, and other aspects of our environment. The United States faces
important decisions that could reduce—or increase—the extent to which people
can live independently and be involved in their communities. Inaction may lead
to diminished quality of life, increased stress on individuals and families, and lost
productivity.
The Future of Disability in America
Institute of Medicine
The National Academies Press

Durgin

Disability in the form of limited activities and restricted participation in social life
is not an unavoidable result of injury and chronic disease. It results, in part, from
choices society makes about working conditions, health care, transportation,
housing, and other aspects of our environment. The United States faces
important decisions that could reduce—or increase—the extent to which people
can live independently and be involved in their communities. Inaction may lead
to diminished quality of life, increased stress on individuals and families, and lost
productivity.
The Future of Disability in America
Institute of Medicine
The National Academies Press

Durgin

The Positive Outcome Equation – Implications for Professional Practice
O = f(K, S,O,R)
The Positive Outcome Equation presented in this PowerPoint highlights the critical developmental gains (Knowledge &
Skills) and external supports outside of school (Opportunities & Resources) that must be addressed over time to achieve a
positive outcome.
In short, for children and youth Outcomes are a Function Of:
KNOWLEDGE + SKILLS + OPPORTUNITIES + RESOURCES
The argument that this model presents is as follows:
If any one of the four variables that make up this equation is missing or compromised, the individual’s ability to reach their
true potential is diminished and/or lost.
What are the implications of this model on professional practice, program design and policy development?
ü Students, family members, clinicians, counselors, policy makers, and educators need to find ways to impact the real world
outside of the school environment if personally meaningful supports and valuable outcomes are to be obtained. If schools
and related service practitioners operate in isolation optimal results will not be achieved (this is true for the entire
professional and non-professional support system). This insight in turn should influence how schools are designed, how all
stakeholders work together and how resources are disseminated.
ü External opportunities and resources need to be secured, customized interventions need to be developed, and follow
along supports need to be in place.
ü In the end we need to design personalized, high-value interventions, supports, and services that can “impact over time
and across settings!”
ü From a leadership perspective there remains a big difference between running a school or clinic and providing an
education that will have a powerful and lasting benefit. Achieving outcomes for students with complex needs can only be
accomplished when the social and environmental factors that determine health and that expand opportunities for full
citizenship are formally-addressed and fully-integrated.
Durgin

The value of this model is that
it highlights the critical need
to dramatically change
learning contexts over time –
moving from academic to
work-related priorities.

“Path to Independence” Model
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Source: Paul Wehman, PhD has been doing and advocating for supported employment over many decades
and is considered an expert in the field. http://www.soe.vcu.edu/faculty_and_staff/paul-wehman/.
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Moving into Adulthood
Student Challenges

Parent Concerns

Self-knowledge, world Knowledge &
dependency on others

Will services of value be available and will they
address priority needs?

Lifelong inexperience in gaining control of
significant parts of their life

Will the new providers and professionals be
capable and trustworthy?

Evolving & incomplete developmental gains

How do I build a support team for when my
child is out of school?

Highly Personal & Individualized Process
Developmental & Experiential Variables Weigh Heavily
Parents Need to Develop a New Set of Advocacy & Networking Strategies

Durgin

In the end, beating the odds and attaining outcomes is often a matter of highly focused interventions and
strategic intent over time, combined with shear tenacity and a willingness to find ways to deepen our insight into
each individual’s circumstance in order to increase the potency and effectiveness of our collective work.

Looking Into the Future
“I wish I could tell other parents at the start of their journey what it’s taken me two
decades to learn. First, that your child may continue to grow and change and, even
at the age of 21, may surprise you by doing things you never thought possible.
Second, that in the end, success won’t be measured by academic performance or
job placement. It will have more to do with accumulating small pleasures and filling
your life with those.
I don’t know why it never occurred to me: Your future should look like the best parts
of your present.”
Cammie McGovern
NYT Aug. 31, 2017

Durgin

Recommended Reading:
Looking Into the Future for a Child With Autism: As my son’s limitations became clearer, I found it harder every
year to write a vision statement for his I.E.P. Then he showed us how, by C. McGovern.

Recommended Reading

Equity and Full Participation for Individuals
with Severe Disabilities
Martin Agran, Fredda Brown, Carolyn Hughes
Paul H. Brookes Publishing Company, 2014

Durgin

THERE ARE
NUMEROUS
RESEARCHBASED
TREATMENTS
FOR CHILDREN
WITH AUTISM
(14)
NATIONAL AUTISM
CENTER (2015)

THERE ARE
NUMEROUS
ADDITIONAL
TREATMENTS FOR
CHILDREN WITH
AUTISM THAT ARE
EMERGING AS A
RESULT OF
ONGOING
RESEARCH (18)
N AT I O N A L AU T I S M
C E N T E R ( 2 01 5 )

THERE ARE
NUMEROUS
TREATMENTS FOR
CHILDREN WITH
AUTISM THAT HAVE
BEEN
DEMONSTRATED
TO BE
INEFFECTIVE (13)
NAT IONAL AUT ISM
C EN T ER ( 2 01 5 )

THERE IS ONLY
ONE
ESTABLISHED
INTERVENTION
FOR ADULTS
WITH ASD…
NATIONAL AUTISM
CENTER (2015)
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