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JON S. CORZINE JENNIFER VELEZ
Governor Commissioner

October 8, 2009

Honorable Jon S. Corzine
Governor
State of New Jersey

Honorable Richard J. Codey
New Jersey State Senate President

Honorable Joseph J. Roberts, Jr.
Speaker of the New Jersey General Assembly

Dear Governor Corzine, Senator Codey and Speaker Roberts:

On behalf of the New Jersey Adults with Autism Task Force, | am submitting the Task Force’s report — a
culmination of a year long process of study, evaluation, and findings. The members of the Task Force
should be commended for their work. Each of the members committed countless hours to ensure that
many viewpoints were considered — and their time and dedication to advance change on behalf of the
Autism Spectrum Disorder (ASD) community is evident. | would also like to thank Deborah Cohen, Ph.D.,
who served as Chairperson-designate on my behalf.

The members of the Adults with Autism Task Force represented all areas and philosophies of the ASD
community, thus enabling them to work through the challenging issues that accompany growing need.
This fullness of representation produced a report that presents a broad range of recommendations aimed
at filling gaps and meeting unmet need. In a desire to appropriately capture the depth of the group and
the broad range of recommendations, this report offers the reader the views and perspectives as
presented by the Task Force members themselves. Legislative support and predictable funding underlie
many of the recommendations presented.

Autism is a lifelong disability and is the most common condition in a group of developmental disorders
known as ASDs. Other ASDs include Asperger Syndrome, Rett Syndrome, Childhood Disintegrative
Disorder and Pervasive Developmental Disorder Not Otherwise Specified. These disorders are
characterized by limits in social interaction, verbal and nonverbal communication and unusual repetitive
activities or severely limited interests.

This report provides an opportunity for the State to have a renewed focus, not only on ASD — but on the
broad range issues that surround the entire disabilities community. | would like to thank the members for
their tireless effort — not only as part of the Task Force — but also for those many thousands who they
represent.

Sincerely,

<

Jennifer Velez
Commissioner



You're viewing an archived copy from the New Jersey State Library.

Adults with Autism Task Force New Jersey State
Membhers Department Member Designees
Jennifer Velez, Commissioner Karen Carroll
Department of Human Services Department of Labor and
Chair Workforce Development
Deborah Cohen, Ph.D. Susan Evans
Department of Human Services Department of Health
Chair Designee and Senior Services
Appointed by the Governor: Brian Fitzgibbons
Department of Labor and
Ari Daniel Ne’eman, Vice-Chair Workforce Development

Autistic Self Advocacy Network
Robert Haugh
Michael Gallo Department of
Governor’s Council for Medical Education
Research and Treatment of Autism
Joseph Jennings

Lawrence R. Jones, Esq. Department of Labor and
Workforce Development

Leslie Long
Autism New Jersey Anthony Langon
Department of Labor and
Mary K. Meyer Workforce Development
ASPEN
Michelle Smigel Staff

Autism Speaks

Julie Caliwan

Dorothy Leung Blakeslee Department of Human Services
Senate President Appointee

Stephen J. Smith

Linda Walder Fiddle, Esq. Department of Human Services
Assembly Speaker Appointee

The Adults with Autism Task Force wishes to express much
appreciation to the parents and individuals who regularly attended
meetings and actively contributed to the production of this report:

Elizabeth Bell Mary Downs Kathy Krepcio
Holly Berlin Cecilia Feeley Mary Laresch
Debbie Charette Vashti Johnson Joan Migton

Produced by DHS Office of Publications - 10/2009




You're viewing an archived copy from the New Jersey State Library.

Executive Summary

Public Law 2007, Chapter 173 establishes the “Adults with Autism Task Force.” The purpose of the
Task Force is studying, evaluating and developing recommendations related to a specific plan of
action to support and meet the needs of adults with Autism Spectrum Disorder (ASD) who are
residents of New Jersey.

As mandated, the Task Force spent a year deliberating and considering the needs of adults with ASD.
The activities included holding monthly meetings, establishing ten issue-specific sub-committees and
collecting information through public participation that consisted of conducting an on-line survey
(developed by the Task Force) and sponsoring six forums throughout the state. This report, entitled
“Addressing the Needs of Adults with Autism Spectrum Disorder: Recommendations for a
Plan of Action for the State of New Jersey,” puts forward a series of Task Force recommendations
in a comprehensive manner based upon all the activities and results.

The foremost recommendation is: the establishment of an Office of Autism Services (OAS) within
the Department of Human Services, Division of Disability Services. The Task Force rationale is
that this state department already serves the adults. However, if deemed more appropriate and cost
effective to have the OAS situated in another state department, other options may be feasible based
upon existing expertise or commitment to serving adults with ASD.

The establishment of the OAS is fiscally and operationally the most efficient way to meet the needs
of the 1 in 94 citizens in New Jersey with ASD. The OAS will provide a concentrated focus and
responsibility for implementing the state strategic plan to address both existing adults with ASD and
residents who now are children with ASD but soon will enter the adult service system.

The responsibilities of the OAS would include:

» Coordinating and promoting inter-agency collaboration of client-centered
service delivery across the lifespan;

* Acting as a clearinghouse for state-wide resources, assessments and
lifespan services;

e Serving as the designated lead ASD agency for New Jersey, as may be
required to apply for federal funds;

e Pursuing grants and funding from for-profit, non-profit, corporate and
governmental entities;

* Developing, managing and utilizing a comprehensive data system;

* Providing leadership and coordinating efforts to amend or enact legislation to
benefit persons with ASD;

e Promoting, disseminating and coordinating best practices in the training of
staff, and other supports, with respect to Autism Spectrum Disorder; and

* Promoting partnerships between state and local governments, along with for-profit
and non-profit agencies, corporations, faith-based organizations, parents,
persons with ASD and higher education institutions.

4
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The Task Force also recommends: the establishment of an Executive Oversight Committee
(to work cooperatively with the Office of Autism Services). The purpose of the oversight
committee will be to ensure that the recommendations, posited in the Task Force Report, are
implemented effectively and made operational.

The Executive Oversight Committee, in addition, would work in cooperation with state
departments and agencies, including the state Department of the Public Advocate, to ensure
that state and federal laws regarding ASD are implemented effectively. The Executive Oversight
Committee would be composed of representatives of the state agencies that are charged with
and responsible for providing services to adults with ASD, as well as members of the Adults with
Autism Task Force, other self-advocates and family members.

The Task Force, as part of its enabling legislation, is also mandated to provide a summary of
legislative initiatives that would lead to a comprehensive system of services for adults with ASD.
Along with the establishment of the OAS and the Executive Oversight Committee, the Task Force
is recommending: action of the legislature to address the specific needs and concerns of
adults with ASD. This action includes:

1. Establish a New Jersey Tax-Free Savings Account so that families can save for
lifespan expenses relating to ASD. (See proposed federal legislation S493, which
would establish such accounts based upon the 529 higher education tax free savings
account model. NJBEST 529 College Savings Plan - New Jersey offers similar tax
advantages to state residents.)

2. Amend New Jersey’s Law Against Discrimination (LAD) specifically to prohibit
discriminatory acts against persons with ASD and other developmental disabilities
NJS 10:5-1, 10:5-3, 10:5-4-1 and 10:5-5(q) (See Appendix A).

3. Amend the Autism Registry legislation to include registering adults with ASD on an
opt-in basis. A total of $500,000 has been provided to the state Department of Health
and Senior Services for an Autism Registry, for the reporting of diagnoses of autism.
These funds will enhance the knowledge and understanding of ASD: both to plan
better and provide for services to children and adults with ASD, and to analyze
contributing factors to the cause of the increase in ASD. Adults with ASD can register
themselves, or can be registered by health care and service providers.

4. Expand proposed legislation that urges the state Board of Education and the
Commission on Higher Education to encourage the establishment of programs to
provide student partners to students with ASD. Establish an adult peer mentor
program with New Jersey’s colleges and universities so that adults with ASD can
benefit from support provided by mentors.
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5. Expand proposed legislation to include ASD and Intellectual, and other developmental
disabilities, in an awareness program for certain first responders to include:

a) New Jersey Department of Transportation Employees

b) Members of the State Bar Association and Judiciary

c) Day Program Staff*

d) Hospital Emergency Room and Medical Personnel

e) Residential Support Staff*

*Require certified training

6. Establish a tax-exemption for donation of homes to be used as residences for persons with

ASD. This would enable families to participate in addressing the lack of accessible and

affordable housing for adults.

7. Establish a state tax credit based on the federal Work Opportunity Tax Credit program.

The Task Force expressly recognizes that this report is being submitted during a period of great financial
stress and uncertainty. To this point, the recommendations are put forward on both a short-term and
long-term basis. The short-term actions generally require little or no new funds, but may require
rebalancing of funds with the current service systems, in order to provide a higher quality of life to
adults with ASD while attaining efficiencies in service delivery. The long-term recommendations often
require legislation and a financial investment on the part of New Jersey.
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44 Recommendations on the Needs of Adults with Autism in New Jersey
(Submitted by the Adults with Autism Task Force, August 2009)

#1: The establishment of an Office of Autism Services (OAS) within the
Department of Human Services (DHS), Division of Disability Services (This is
the highest priority recommendation of the Adults with Autism Task Force).

# 2: Establish an Executive Oversight Board by Executive Order to ensure that the
proposed recommendations are acted upon.

# 3: Enact legislation to address the specific needs and concerns of adults with ASD.
# 4: Develop a Student Bill of Rights.

# 5: Establish a mandatory growth provision in the DHS Division of Developmental
Disabilities’ annual budget to ensure funding for students transitioning from school to
adult life for each fiscal year.

# 6: Require teachers and case managers involved in transition planning to attend
training on transitioning students with Autism Spectrum Disorder (ASD), to be
coordinated by the OAS in collaboration with the state Department of Education (DOE).

# 7: Implement PL 2007, Chapter 171 in college and university curricula to train
teachers and program coordinators in educational methods for teaching students with
ASD.

# 8: Increase educational opportunities for adults with ASD by expanding access to
continuing educational opportunities on a credit or non-credit basis.

#9: Implement an ASD-specific training program, coordinated by the OAS, for Day
Program professionals on the characteristics of ASD and effective interventions. Staff
training programs should include consumer involvement to ensure self-determination
and direction, and should be culturally appropriate. Provide Day Programs with staffing
requirements based upon the needs of program participants.

#10: Expand the number of Day Programs for adults with ASD.

# 11: Develop a model day program tailored to the needs of people with Asperger
Syndrome or High Functioning Autism.

# 12: Establish criteria and best practices for life-skills training for adults with ASD.




You're viewing an archived copy from the New Jersey State Library.

#13: Allocate independent living funds received under the American Recovery
and Reinvestment Act of 2009 (ARRA) for training and capacity improvement
programs aimed at assisting Independent Living (IL) Centers to serve adults with
ASD. This would be consistent with recognition of the availability of these funds
and the goal of using these funds to serve additional consumers, especially
populations that are unserved or underserved by IL programs in the state.

# 14: Increase efforts to educate employers about the positive aspects of hiring people
with ASD.

# 15: Introduce legislation, similar to that under consideration in Massachusetts, to
establish a tax credit for the employment of individuals with ASD, allowing employers to
take a tax credit on a percentage of gross wages paid to employees with ASD.

# 16: Enhance the necessary support systems for adults with ASD to achieve
employment success.

# 17: Expand innovative employment models such as work-cooperatives.

# 18: Provide autism-specific training to service providers of vocational services in both
public and private organizations; offer autism-specific training that includes information
about aspects and nature of autism as well as the varied assessments and services that
would benefit this population.

#19: Allocate a portion of New Jersey’s ARRA funds to support vocational rehabilitation
services for persons with ASD.

# 20: Continue exploration undertaken by the DHS Division of Developmental Disabilities
(DHS-DDD) and the New Jersey Department of Labor and Workforce Development
Division of Vocational Rehabilitation Services (DLWD-DVRS) to identify successful
programs throughout the nation that offer creative use of long-term resources that
promote natural supports in the workplace.

# 21: Educate the healthcare industry with regard to improving healthcare services and
the healthcare experience for persons with ASD, through the development of best
practice guidelines and by defining quality standards.

# 22: Develop a comprehensive existing database of all New Jersey healthcare providers
who treat adults with ASD and make this information accessible to the broader community
through existing entities such as NJHelps.org and the NJ 211 system.

# 23: Execute an interagency agreement between Department of Health and Senior
Services (DHSS) and DHS to work together to assist people in understanding the
healthcare services that are available; and if eligible, how to access Medicaid State Plan
services and all other applicable state healthcare programs.
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# 24: Educate people with ASD and their families about the governing authorities
underlying their health plans so they can advocate more effectively for themselves or on
behalf of a loved one.

# 25: Undertake an examination, by DHSS and DHS, to determine the commonalities
between the long-term care needs of the aging population and individuals with
developmental disabilities including autism.

# 26: Explore expanded partnerships with the federal government, and specifically the
Center for Medicare and Medicaid Services (CMS), to maximize federal resources to
serve adults with ASD, including enhanced services in the Medicaid State Plan.

# 27: Ensure the Dual Diagnosis Task Force proposed continuum of crisis response
services addresses the needs of adults on the autism spectrum.

# 28: Re-organize and operationalize the Medicaid Waiver waiting lists, by county or
region, in order to facilitate local long-term planning.

# 29: Provide ready information on available housing for people living with disabilities,
including housing owned by DHS-DDD and resources available on a local level.

# 30: Create a grant award or pilot demonstration program for housing. Awards

would be based on: 1) specific needs of the ASD population 2) ability to decrease
service costs 3) community involvement 4) partnerships 5) sustainability, and 6) ability to
be replicated. (During the current fiscal crisis, it is recommended that the State of New
Jersey take a leadership role in conducting research, investigating the models and
programs that are effective and efficient. Given the limited funds available under the
Family Support Act, it is recommended that the State leverage those funds by using a
portion to fund this program.)

# 31: Make alternative housing arrangements available to those who are waiting for
their number “to come up” on the Priority Waiting List.

# 32: Increase and change how funds are distributed for housing and services.
# 33: Educate Superior Court judges about Autism Spectrum Disorder.

# 34: Create an ad campaign to focus on individuals and their varying strengths,
challenges and abilities to highlight the diversity of the adult ASD community.

# 35: Sponsor roundtable discussions that include community partners (i.e, businesses,
community organizations, ASD service providers and adults with ASD), to brainstorm for
ways to engage adults with ASD in all aspects of community life, in collaboration with the
New Jersey Chamber of Commerce.
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# 36: Establish a peer mentoring program, in collaboration with New Jersey’s state
colleges and universities, for young adults and adults with ASD to gain invaluable
support and guidance from their peers.

# 37: Establish a self-advocate awareness program geared to not-for-profit
organizations; information could be circulated at symposiums and workshops provided
by entities that serve not-for-profit organizations. The information for public
presentations can be coordinated by the OAS.

# 38: Collaborate with existing entities to develop ideas as to how to further engage the
members of these organizations in providing support for adults with ASD.

# 39: Completely implement, the recommendations of “Meeting the Employment
Transportation Needs of People with Disabilities in New Jersey,” published by the Alan
M. Voorhees Transportation Center, Edward J. Bloustein School of Planning and Public
Policy, Rutgers, The State University of New Jersey.

# 40: Include transportation as a critical component in developing and executing an
Individual Education Plan (IEP), Individual Habilitation Plan (IHP), Essential Lifestyle
Plan (ELP), or Individual Plan for Employment (IPE).

# 41: Establish a partnership between New Jersey AccessLink and regional providers to
ensure that students with ASD who do travel to schools outside their service area
receive appropriate training.

# 42: Investigate creative solutions to vehicle liability issues in order to facilitate
greater coordination among community transit systems and lessen the duplication of
routes and resources.

# 43: Adjust the New Jersey Casino Revenue Fund Advisory Commission’s formula for
para-transit aid to reflect the relevant county’s population of seniors and persons with
disabilities.

# 44: Train county-based offices on aging and other aging-related service providers
regarding the needs of persons with ASD.

10
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Brief Background on Autism Spectrum Disorder (ASD)

Over the past few years, much attention has been given to the growing number of young
children who are being diagnosed as having an Autism Spectrum Disorder (ASD). The Centers
for Disease Control and Prevention (CDC) has reported that 1 in 94 residents in New Jersey
have an ASD (1). Sustained and focused attention on “early identification” and early intervention
has resulted in public and private initiatives to increase awareness of autism in children, lower
the age of diagnosis and improve the interventions and treatments provided to children.

Receiving much less attention, however, is the number of persons with ASD who are now or
soon will be entering adulthood; this number is steadily growing. With improved health care and
other services, the lifespan of persons with ASD is likely to increase, which will result in
significant, accompanying increases in costs.

The purpose of the recommendations contained in this report is to provide guidance in the
effective and efficient means of using the state’s resources to address, what has been
characterized by experts as, a looming crisis for adults with autism that we are currently ill-
prepared to handle. The current lack of supports and services has resulted in loss of
productivity for adults with ASD as well as for their parents, siblings and children. A report by
the Harvard School of Public Health indicates that the indirect costs, which are largely costs in
lost productivity, are greater than the direct costs of support and services (2). This system failure
is not only a waste of the potential of adults with ASD, it is also a waste of years of costly special
education spent preparing these individuals for adult life.

Adults with ASD have the potential to lead fulfilling and active lives as participants in all aspects
of community life. These adults want to be able to leave home and live in community settings,
and they aspire, when appropriate, to attend college or continue to pursue avenues for life-long
learning and personal growth. These adults are capable of acquiring skills that lead to suitable
and sustainable opportunities for employment.

Adults with ASD also have a variety of interests and talents, and wish to pursue them through
diverse and stimulating recreational endeavors that enhance their social lives. With the proper
supports, all adults with ASD can lead fulfilling and well-rounded lives.

Signed into law by Governor Corzine in September, 2007, Public Law 2007, chapter 173
established the Adults with Autism Task Force. As stated in the legislation, “the purpose of the
Task Force shall be to study and evaluate, and develop recommendations relating to, specific
actionable measures to support and meet the needs of adults with autism who are residents of
New Jersey, including, but not limited to, job training and placement, housing and long-term
care. The recommendations shall comprise the basis for a comprehensive plan for meeting the
needs of adults with autism, which the Task Force shall present to the Governor and Legislature.
The Task Force shall report its findings and recommendations, along with any legislative bills
that it desires to recommend for adoption, no later than 12 months after the initial meeting of the
Task Force”

11
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The enabling legislation defined the membership by stipulating that the “Task Force shall consist
of 13 members as follows: the Commissioners of Human Services, Health and Senior Services,
Education, and Labor and Workforce Development, as well as the Chair of the Governor's
Council for Medical Research and Treatment of Infantile Autism or their designees who shall
serve ex-officio; and 8 public members who shall be appointed no later than 30 days after the
signing of this legislation of which 6 shall be appointed by the Governor including one person
upon the recommendation of the New Jersey Center for Outreach and Services for the Autism
Community (now called Autism New Jersey), one person upon the recommendation of Autism
Speaks, one person upon the recommendation of ASPEN, one person who is an adult with
autism and two public members with demonstrated expertise in issues relating to the work of
the Task Force; one person appointed by the President of the Senate; and one person appointed
by the Assembly Speaker.”

The Adults with Autism Task Force first convened on June 19, 2008 and continued to meet
monthly. After analyzing its priorities and the scope of work, the Task Force organized itself into
subcommittees as a way to address each priority comprehensively. The additional representatives
from the ASD Community provided their expertise by attending meetings and participating on the
sub-committees, which included:

1. Transition from Educational Entitlement to Adult Life
2. Day Programs

3. Life Skills

4. Employment

5. Health Care

6. Housing

7. Legal Issues

8. Private Sector Engagement

9. Transportation

10. Survey Analyses

The deliberations of the sub-committees served as the basis for preparing the recommendations
proposed by the Adults with Autism Task Force. In addition to working sub-committees, the Task
Force undertook two initiatives for the purpose of gathering information about the needs of adults
with ASD: developing and conducting a statewide, on-line survey of needs of adults with ASD,
and sponsoring six public forums throughout the state.

The Task Force worked throughout the year collecting information, deliberating and considering
the needs of adults with ASD. “Addressing the Needs of Adults with Autism Spectrum Disorder.
Recommendations for a Plan of Action for the State of New Jersey” is a report of Task Force
findings and recommendations to establish resources to handle the growing public health and
cost of living needs of adults with ASD. The overall objective is to help adults with ASD to live an
active, meaningful life here in New Jersey.

12
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New Jersey Survey: What are the Needs of Adults with ASD?

The Adults with Autism Task Force adapted and expanded a survey, developed by a
Florida-based autism organization called CARD, for use here in New Jersey. The survey was
sent to numerous agencies for distribution to families through email notification and website
placements. Additionally, the DHS Division of Developmental Disabilities mailed letters to 4,523
families served by the division, notifying them of the survey and how to access it on-line.

Over a five month period, a total of 1,077 individuals responded to the survey. The greatest
number of respondents (89 percent) were parents, 7.6 percent were individuals with ASD, and the
remaining 3.4 precent were guardians. Seventy percent of the respondents were parents (N=748)
whose children were 21 years of age or younger, while 294 respondents were from parents or
individuals with ASD who were 22 years of age or older. Thirty-five respondents did not provide
the age of their children. The fact that parents whose children are still in school responded at such
a high rate is indicative of the great concerns these families have for their future.

Research has demonstrated that individuals with ASD exhibit a broad range of behavioral
characteristics and disabilities. The results of the New Jersey Survey document that this defining
feature is prevalent among individuals with ASD or parents who responded.

The most commonly cited ASD-related impairments were:

1) Social Interaction and Social Literacy Difficulties - 92 %
2) Executive Functioning Difficulties - 63.3 %

3) Sensory Issues - 59.5 %

4) Self-care Difficulties - 53.7 %

5) Co-existing Mental Health Issues - 46.8 %

6) Communication Difficulties - 44.8 %

Table 1 - Summary of the broad range of impairments by age group.

What ASD-related impairments or other characteristics does the individual on the ASD spectrum experience?

(Respondents Can Select Multiple Responses) (n=924)
900

800

700

600

500 ’_ ]

400 1

300

Number of Respondents

200 1

100 ~

No Speech
Other

Social Literacy
Difficulties
Health Issues
(depression, anxiety,
etc)

Issues

Intellectual Impairment
Difficulties

Severe Cognitive or
Mild Cognitive or
Intellectual Impairment

Some Difficulty with
Speech
Other Communication
Difficulties
Executive Functioning
or Organization Skill
Social Interaction and
Focused Area of
interest/perseveration
Sensory Issues (hyper
or hypo sensitivities)
Self-care difficulties
Physical Coordination
Issues
Co-existing Mental
Co-existing Medical

|m12-13 B 14-17 0 18-21 [ 22-45 M 46-65 W Over 65|

Note: The range of the disability characteristics documents the requirement that service systems be responsive and
appropriate to address these needs. Other survey findings will be discussed in association with particular
recommendations presented in this report.
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Public Forums: What are the Needs of Adults with ASD?

The Adults with Autism Task Force sponsored six public forums throughout the state to allow persons with ASD and
their families to participate directly in the enunciation of their needs. To this end, the Task Force prepared a document
that presented “preliminary” recommendations. The public forums were held:

March 14, 2009 — Bergen Community College

March 14, 2009 — Monmouth County Library in Manalapan
March 16, 2009 — Burlington County Library

March 16, 2009 — Cumberland County Library in Bridgeton
March 18, 2009 — Historic Court House in Flemington

March 21, 2009 — Hudson Community College in Jersey City

Approximately 80 persons testified at the forums, and an additional 70 individuals submitted written testimony. Six
self-advocates with ASD presented testimony on their own behalf. In addition, most forums included individuals who
attended to learn about the issues and express a sense of concern about the future; and some did not present
testimony themselves.

To a great extent, the given testimony reinforced the findings of the survey and the preliminary recommendations
developed by the Task Force. While specific concerns were voiced at each forum, the two most common themes
related to the transition from school to adulthood and concern for the future of the adult with ASD having a place
to live in the community.

Concerns were often expressed in relation to statements of fear as to what would happen when families were no
longer able to care for their loved ones with ASD. Parents sought to present new models of community housing that
they felt could address this need (See Appendix C).

During the public forums, the families also:

¢ |dentified the need for day programs, social networks, training and employment opportunities,
and transportation, which currently presented barriers to their adult child with ASD being integrated into
community life.

* Reported on the financial hardships experienced while fulfilling the educational, medical and social needs
of their children with ASD.

* Provided testimony regarding the additional challenges faced by families with a child with ASD who are of
lower socio-economic circumstance and reside in the inner cities.

* Documented their dependence upon hospital emergency rooms as a medical home due to the dearth of
physicians trained to treat persons with ASD in the cities.

* Expressed concern about the lack of appropriate housing, employment and social and long-term care
services in the urban areas as well as the need for culturally appropriate services.

: ; stand here today, as my son, who is now an

adult, prepares to exit the educational system
1 just three short months and I am absolutely

| errified of what our future holds... when I
- d/{out into the adult services world, what do

ransportation and ridiculously long waiting
ts for residential.”

~ - Mother of 21 year old adult with ASD

14
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The most recent Center for Disease Control and Prevention (CDC) prevalence estimates for
Autism Spectrum Disorder (ASD) is 6.7 per 1,000 (1 in 150). However, the prevalence in New
Jersey is much greater with an estimate at 1 in 94 residents being affected. These estimates
are more than ten-fold higher than just two decades ago, and raise urgent concerns about what
the future holds for the increasing number of persons with ASD living in New Jersey.

The increasing number of children with ASD residing in the state is reflected in the growth of the
need for special education services. According to the New Jersey Department of Education,
Office of Special Education Programs, fewer than one percent of all children (N=509) receiving
special education services in 1992 were diagnosed with ASD. Fifteen years later in 2007, there
were 9,750 children or four percent of all children with a disability diagnosed with ASD.

If the current prevalence rate remains stable, each year New Jersey can expect a concurrent
growth in the number of identified persons with ASD in need of some types of supportive
services to function in the activities of adult life. If the prevalence continues to increase, the
current service systems would be unable to function. It is imperative to have resources devoted
to services and supports commensurate with this growing public health need.

Recent legislation has successfully laid the groundwork for a small part of the work that is
ahead. The creation of the Adults with Autism Task Force and subsequent publication of this
report have provided stakeholders and government agencies an opportunity to investigate the
problems and promising practices existing throughout the state. The inclusion of ASD as a
mandated reportable condition to the state Department of Health and Senior Services, Special
Child Health Services Registry means that, over time, data on children under age 21 will be
available to inform adult service agencies about the number of persons moving into adulthood
who may need support and services. Support to public schools for ASD program expansion and
advanced teacher training are aims to increase the capabilities of teachers to prepare their
students with ASD, and to lead to adults with ASD being better prepared for life upon leaving the
school system.

The Adults with Autism Task Force identified multiple failures of the current state-of-the-state
when providing coordination and implementation of supports and services to meet the needs of
adults with autism who live in New Jersey. The recommendations presented herein are intended
to help correct some of these problems while providing guidance for development of a
comprehensive system of services geared to adults with ASD. The Task Force recognizes that
these recommendations are being made in times of difficult economic circumstances. With this
in mind, the recommendations are given in short-term time periods with little or low costs
associated and long-term time periods where funds will be required to achieve the
recommended outcome.

Note: The recommendations made by the Task Force are directed to adults with ASD.
However, many of the recommendations could be applicable to other disabilities.
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List of Recommendations with Summaries

Recommendation #1: The establishment of an Office of Autism Services (OAS) within
the Department of Human Services (DHS), Division of Disability Services. (This is the
highest priority recommendation of the Adults with Autism Task Force.)

Problem Statement: Coordination and collaboration of information and services

Due to the availability of services through different New Jersey state government programs, accessing
the information regarding the services is a significant and overwhelming challenge for constituents.
When families or consumers enter the disabilities service system, they are confronted with an array of
governmental and private service options. Each with a different entry and eligibility criteria, and also
governed by different legislative mandates and funding sources. Those individuals charged with
assisting families in the navigation of the service system (e.g., case managers) are limited by a lack of
a centralized data system that can provide real-time information on program availability, eligibility
criteria, waiting lists, costs and other factors that would indicate an appropriate service for a particular
consumer.

A comprehensive system of information, referral and service delivery that can be accessed by families
and consumers needs to be established through a collaborative effort. The need for this broad system
is recognized at the federal level through the “Helping Hands for Autism Act of 2008,” which is now
encompassed in The Autism Treatment Acceleration Act of 2009 [a bill co-sponsored by Senator
Robert Menendez (NJ-D) and Representative Chris Smith (NJ-R)]. A coordination of efforts must be
undertaken statewide, as well as between the state and federal government, to plan strategically for
adults with ASD and to implement the recommendations of the Adults with Autism Task Force Report.

The Office of Autism Services

Purpose: The proposed Office of Autism Services (OAS) would provide a concentrated focus on
addressing the needs and issues facing adults with ASD and their families. The OAS would take
primary responsibility for crafting and implementing the state strategic plan to address both existing
adults with ASD as well as the influx of residents who are now children with ASD but who will soon be
adults with ASD entering the adult service system.

The Task Force recommends locating the OAS within the Department of Human Services, Division of
Disability Services because this Division currently serves as the key information and assistance entity
for all disability services. It is also proposed that the OAS evolve (within 18 months from inception)
into a division, and that this office undertake efforts to employ persons with ASD within its workforce.

Responsibilities: The Office of Autism Services (OAS) would be responsible for:

1. Coordinating and promoting interagency collaboration of service delivery across
the lifespan that is client-centered. It would include a partnership of individuals with
ASD, their families, schools and community organizations, as well as all state agencies
that interact and provide services to persons with ASD.

2. Acting as a clearinghouse regarding state-wide resources, assessments, lifespan

services, waivers, health care, housing, transportation, employment, education and
community supports for individuals with ASD.
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3. Serving as the designated lead autism agency for New Jersey. As the Combating
Autism Act (PL 109-461) required, the proposed Autism Treatment Acceleration Act of
2009 (H.R. 2413) is likely to require that states identify a single-state agency to serve as
the lead agency to coordinate activities, research and services for Autism Spectrum
Disorder.

4. Developing, managing and utilizing a data system that would provide time
sensitive information for the public, consumers and policy makers. Currently, the
Department of Human Services (DHS) funds a variety of efforts to provide information to
individuals with ASD and their families. By combining these efforts into a single effort,
the state could develop a robust system that can be utilized by individuals with ASD, their
families and case managers. This would be an important tool for case managers and the
DHS Division of Disability Services. The American Recovery and Reinvestment Act
included $100 billion in healthcare measures, of which $19 million is intended for
healthcare information technology. The Task Force recommends that these funds be
examined as a possible source of funds to support the construction of a comprehensive
database system for autism. Additionally, it is recommended that resources which
otherwise would have been dedicated to duplicative services be realigned to fund the
database system.

5. Providing leadership and coordinating efforts to amend or enact legislation to benefit
persons with ASD and these families. Such legislative initiatives include:

A. Revising the legislative mandate for the Autism Surveillance Database to include
persons older than 21 years of age;

B. Enacting legislation to establish a tax-exempt savings plan to provide for care and
services for individuals with ASD; and,

C. Enacting legislation to allow the tax exempt donation of houses even in the event that
a family member with ASD will not be residing there.

6. Promoting, disseminating and coordinating best practices in the training of staff
and other supports to people with autism as well as autism awareness training to
community entities. OAS can provide leadership in developing incentives for the
delivery of quality support care for persons with ASD by working to elevate the prestige
and importance of this work. These efforts would include improving the training
programs and reimbursement for direct services staff and behavior specialists, and
increasing the pay scale for those providing support to adults with ASD in employment
and residential settings to a level competitive with alternative employment.

7. Assisting individuals with ASD and their families to understand the range of
available services across the lifespan and across agencies. The OAS can play a
critical role in assisting persons with ASD and families to become knowledgeable about
the policies and planning processes that serve as the foundation to the service systems.

8. Providing leadership in enacting legislation that would benefit individuals with
ASD and their families. Such initiatives could include working with the Governor and
Legislature to establish a New Jersey Disability Savings Account, based on the federally-
proposed Achieving a Better Life Experience Act. The act would encourage individuals
with ASD and their families to save funds tax-free for disability related expenses.
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9. Act as the coordinating entity in pursuing grants and partnerships with non-state
entities that would include, but not be limited to, faith-based organizations, non-profit
entities, for-profit corporations, local community groups, local and county governments and
federal agencies.

The creation of an “Office of Autism” is not a new concept to state government. New Jersey would follow
the lead of other states that have, in response to the growing number of citizens with autism, created
similar entities. The states of Pennsylvania (Bureau of Autism Services), Massachusetts (Autism
Spectrum Division) and Connecticut (Division of Autism Services) have successfully put into place
centralized offices with purposes and intent similar to those proposed for New Jersey. California has
added two additional autism specialty positions to each of the 21 Regional Centers serving their
developmental disability population, expanding their workforce to coordinate better services and supports
with the necessary expertise. It is noteworthy that the aforementioned states have found that the
centralization of autism-related matters has increased both fiscal and managerial efficiency.

Recommendation #2: Establish an Executive Oversight Board to ensure that the
proposed recommendations are acted upon.

The purpose of the Executive Oversight Board (EOB) would be to ensure the development of an
implementation plan that puts into operation the recommendations, and maintains the Administration’s
focus on the needs of adults with autism. The Task Force recommends the EOB be convened by the
Governor and include key cabinet level representatives, including the Commissioners of Human Services,
Education, Labor and Workforce Development, Community Affairs and Health and Senior Services;
appointed members of the Adults with Autism Task Force as well as members of the public would be
appointed by the Governor.

Recommendation #3: Enact legislation to address the specific needs and concerns of
adults with ASD.

Problem Statement: Recent state legislation has improved a system that addresses children with ASD,
but far less attention has been given to the needs of adults with ASD.

As described more fully in the Executive Summary (See Page 3), the Task Force recommends the
legislation listed below to be enacted to address the needs of adults with ASD:

e Establish a New Jersey Tax-Free Savings Account so that families can save for lifespan expenses
related to ASD.

* Amend New Jersey’s Law Against Discrimination (LAD) specifically to prohibit discriminatory acts
against persons with ASD and other developmental disabilities.

* Amend the New Jersey Autism Registry legislation to include adults with ASD on an opt-in basis,
and include the necessary privacy and information security protections.

* Expand proposed legislation that urges the state Board of Education and Commission on Higher

Education to encourage the establishment of programs to provide student partners to students, to
include adults with ASD.
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* Expand proposed autism and intellectual, and other developmental disabilities awareness program
legislation for certain first responders, to include other professionals.

e Establish a tax exemption for donation of homes to be used as a residences for persons with ASD.

* Explore state tax credit for employment of autistic adults.

If New Jersey lawmakers and governmental agencies are truly committed to protecting and assisting
some of their most vulnerable citizens, a strategic plan commensurate with the enormous needs of the
state will be implemented; and include the necessary resource commitments to ensure the state and local
infrastructure is prepared.

Note: Each of the remaining recommendations, as proposed by sub-committees of the Task Force,

will realize a greater opportunity for successful implementation with the establishment of an Office
of Autism Services (OAS).

Transition from Education Entitiement to Adult Life

Recommendation #4: Develop a Student Bill of Rights.

Problem Statement: Many students in New Jersey with ASD are not prepared for life beyond
school, and the testimony of families at the public forums of the Task Force reaffirms this fact.
Few families (See Table 2) are confident that the transition plan for their child with ASD has been
adequately established and that it will be effectively implemented.

Notably, one of the purposes of The Individuals with Disabilities Education Act of 2004 (IDEA) is to ensure
that systems are in place to effectively prepare special needs learners for post-graduation education,
vocational training, integrated employment (including supported employment), and community living and
participation. School districts should be required by law to advise parents/guardians of all classified
students with ASD regarding the students’ legal rights with graduation, transitional and post-school
services within 30 days of their 17th birthday; a statement of rights should be coordinated by OAS and
provided to parents.

Clearer guidance is needed for all members of the Individual Education Plan (IEP) team in regards to
defining appropriate goals and programs to meet those goals. Appropriate documents could include a Bill
of Rights, a Parent Manual and updated Quality Indicators. The Bill of Rights for students with ASD could
be modeled after the Student Bill of Rights developed by the Office of Special Education Programs.

The Bill of Rights should be a one or two-page information sheet clearly explaining to individuals with
ASD and their families the requirements of the IEP with regards to transitioning from school to adult life,
including but not exclusively their right to:

e Access to an autism specific expert

e Functional resume upon graduation

e Social skills training

¢ Information regarding higher education options
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A Parent Manual, coordinated by the OAS, would include basic information on the transition process,
including all the partners involved on the state level, the necessary items to have in place year-to-year in
the transition process, important resources (including information about federal and state benefits) and
contact information. Quality Indicators regarding training of transition personnel, appropriate program
characteristics, effective instructional methods, effective family involvement and support, and effective
program evaluations should be developed in cooperation with the state Department of Education and
coordinated by OAS. The Quality Indicators should be reviewed from time to time to ensure relevance.

Table 2 - Summary of confidence in transition plan for adolescent with ASD.

If the 14-21 year old Individual with ASD has a Transition Plan,
How Confident are you that the plan will be executed successfully? (n=435)
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Note: A separate transition plan is not required by state or federal regulations. Transition services are
addressed in the IEP for students age 14 and older.

Recommendation #5: Establish a mandatory growth provision in the DHS Division of
Developmental Disabilities’ annual budget to ensure funding for students transitioning
from school to adult life for each fiscal year.

Problem Statement: Historically, available funds for transition are not announced until after the
State adopts the budget on June 30. Without surety of funds during the transition process, which
begins at age 14, successful transition is at risk.

Recommendation #6: Require teachers and case managers involved in transition
planning to attend training on transitioning students with ASD, to be coordinated by
the OAS in collaboration with DOE.

Problem Statement: Individuals with ASD and their parents look to teachers and case managers
for guidance in preparing for transition. Many of these professionals are not specifically trained
in addressing transition needs of youth with ASD.
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Recommendation #7: Implement PL 2007, Chapter 171 in college and university
curricula to train teachers and program coordinators in educational methods for
teaching students with ASD.

Problem Statement: The DOE responded to public Law 2007, chapter 171 provides for instruction,
in autism and other developmental disabilities awareness and methods of teaching students with
such autism and other developmental disabilities, for candidates for teaching certificates, current
teachers and paraprofessionals; this has not been implemented despite clear time deadlines.

The DOE responded to the requirements set forth in P.L. 2007, C. 171, Section 2, by incorporating the
legislative requirements for autism, developmental disabilities awareness instruction, and teaching
methods into the New Jersey Administrative Code 6A:9. Professional Licensure and Standards. The
Professional Licensure and Standards regulations include the Professional Standards for Teachers and
School Leaders at N.J.A.C. 6A:9-3.1. and requirements for the curriculum for teacher preparation
programs at N.J.A.C. 6A:9-10.2.

These standards identify the knowledge, skills and dispositions that teachers need to practice responsibly,
and are used in accreditation of preparation programs (N.J.A.C.:9-3.1(a),(c). In addition, there is a
requirement that the professional component of the undergraduate program be aligned with the
Professional Standards for Teachers, and provide students, normally beginning in the sophomore year, with
practical experiences in an elementary, middle or secondary school setting (N.J.A.C.: 6A: 9-10.2(a) 4.

Through the administrative code changes, the department strengthened Standard Seven, Special Needs of
the Professional Standards for Teachers, which states: “Teachers shall adapt and modify instruction to
accommodate the special learning needs of all students.” Standard Seven will be enhanced by
incorporating the areas included in P.L. 2007, C. 171, Section 2, specifically:

e Characteristics of students with autism and developmental disabilities;

e Curriculum planning, curricular and instructional modification, adaptations and specialized
strategies and techniques;

e Assistive technology; and

¢ Inclusive educational practices, including collaborative partnerships.

Through this revision, the DOE will implement the legislation in each of the 18 New Jersey institutions of
higher education (IHE) that offers a teacher preparation program, thereby requiring all of the IHEs to
incorporate the above listed areas into its sequence as required by N.J.A.C. 6A: 9-10.2(a) 4.

The DOE, Office of Special Education programs, has allocated funds for the 2009 - 2010 school year to
support the implementation of this legislation by providing the opportunity for each IHE to enter into a grant
agreement to purchase instructional resources (e.g, professional textbooks, videos, DVDs, etc.) that will
support the implementation of the enhancements to Standard Seven. In addition, the department will seek
input from each of the organizations specified in P.L. 2007, C. 171 regarding strategies for infusing the
standards into the IHE curriculum and potential instructional resources.

Recommendation #8: Increase educational opportunities for adults with ASD by
expanding access to continuing educational opportunities on a credit or
non-credit basis.

Problem Statement: Recent research suggests that neurological systems continue to develop
until the mid-20s. As a result, individuals with ASD may have slower neurological development
than neurotypical persons and may thus need a longer period for transition.
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“He currently has an internship at a restaurant, and also interns at an Assisted Living home setting tables, and working
in the office. He enjoys both of his internships, however, this will all come to an end upon graduation. I am in the
process of trying to find a placement for him after graduation, and I can’t believe that we have worked so hard and his
prospects are so limited. Waiting [lists, waiting lists, waiting lists! This is exactly where I started back in 1990. The
population of autistic individuals has soared, and yet the State has failed to prepare for it. Many programs were not
designed to fit this type of individual, merely a “one size fits all.” Without the proper placement, anxiety will build, and
behaviors will return. My son has acquired many capabilities, but also requires supports in the outside world. He does
not pose a threat to anyone, but is innocent of what can happen to him. The funding is necessary to keep him a part of
soctety, with individuals properly trained to integrate him in the real world.

My son will graduate in 2010, and can’t afford the setback of not having a place to go each day. Sitting in front of the
television, playing videos, etc, by himself all day should not be his only option. Graduation will also mean I can no
longer work, because I need to provide the necessary care for him. My son cannot be left alone. His communication
abilities are such that he is not able to call for help, or Rnow what to do in case of an injury, or emergency. This is very
stressful. I cannot afford to retire in 2010.”

- Mother of a 20 year old son with ASD

Table 3 - Persons with ASD and their families show great interest in the broad
range of opportunities for work environments.

What are the Individual with ASD’s plans after graduation from school?
(Respondents may select multiple responses) (n=732)

Number of Respondents

E12-13 B 14-17 018-21 0 22-45 W 46-65 @ Over 65
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Day Programs

The transition of students with ASD, from the educational system to participation in appropriate
day programs, should be seamless, just as the transition from high school to college is for
other students. Like other school age transition programs, a strong day program will contain a
robust life skills module. It is paramount that the needs of the person with ASD determine the
environment and nature of the services provided.

Recommendation #9: Implement an ASD-specific training program, coordinated by the
OAS, for Day Program professionals on the characteristics of ASD and effective
interventions. Staff training programs should include consumer involvement to ensure
self-determination and direction, and should be culturally appropriate. Provide Day
Programs with staffing requirements based upon the needs of program participants.

Problem Statement: Insufficient staff is not trained in appropriate ASD interventions, and the
staffing ratios do not allow for meaningful and functional engagement.

Recommendation #10: Expand the number of Day Programs for adults with ASD.

Problem Statement: There are an inadequate number of Day Programs that address the needs of
adults with ASD and those that do exist often do not offer the necessary skills training to promote
the advancement of the adults with ASD being served.

These programs should be required to include a social skills training module with opportunities for natural
reinforcement in the community. Pre-vocational skills building in areas such as good grooming, social
skills, organization training, budgeting, workplace behavior and potential employment (e.g, basic
computer applications or facilities) should be offered.

Recommendation #11: Develop a model program tailored to the needs of people with
Asperger Syndrome or High Functioning Autism.

Problem Statement: The established Day Programs need to address the challenges of individuals
with high functioning autism or Asperger Syndrome.

Although some of the program components would be similar to the traditional ASD Day Program, the
level of instruction and degree of intensity would differ. The topics would include social skills training,
pre-vocational skill development and exercise. A greater emphasis should be given to preparation for
competitive employment, when appropriate.
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Life Skills

Life skills include training across a broad range of categories. These skills include, but are not
limited to, social skill development that enables individuals with ASD to interact effectively with
others, to more functional skills, such as using transportation systems independently, to
specific skills that are required to access higher education or competitive employment and
advocacy. Table 4 (See Page 26) provides a summary of the assistance or supports that
persons with ASD perceive to be fundamental to their achieving independence.

Table 4 - Summary of the assistance or supports that persons with ASD perceive to
be fundamental to their achieving independence.

Assistance/Support the ASD Individual Needs to Reach Their Goals
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Recommendation #12: Establish criteria and best practices for life-skills training for
adults with ASD.

Problem Statement: Sufficient services are not available to foster independent living skills in
adults with ASD.

Without appropriate services, many adults with ASD are not able to develop independent living skills and
could require more intense and costly services. A life skills training program would teach and continue to
reinforce social skills, workplace conduct, organizational skills, budgeting, transportation and personal
health (including nutrition and fitness). The program would utilize a person-centered planning concept
that uses both natural supports and formal community supports.

A life skills module as part of the transition curriculum is also recommended for students with ASD. As
illustrated in the following Table 5, respondents identified training in social skills as their greatest need.
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Table 5 - Respondents summary of the assistance or supports that persons with
ASD perceive to be fundamental to their achieving independence.

Would Social Skills and Relationship Training Be Beneficial For Individuals with ASD? (n=816)

Not Sure
14%

No
4%

Yes
82%

Recommendation #13: Allocate independent living funds received under the American
Recovery and Reinvestment Act of 2009 (ARRA) for training and capacity improvement
programs aimed at assisting Independent Living (IL) Centers to serve adults with ASD.
This would be consistent with recognition of the availability of these funds and the goal
of using these funds to serve additional consumers, especially populations that are
unserved or underserved by IL programs in the state.

Problem: Funding for the implementation of appropriate and sufficient programs is scarce.

Table 6 - Persons with ASD perceive that they face numerous barriers to employment.
What are the barriers to employment for Individuals with ASD?

(Respondents may select multiple responses) (n=667)
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EMPLOYMENT

Recommendation #14: Increase efforts to educate employers about the positive aspects of
hiring people with ASD.

Problem Statement: Adults with ASD are under-represented in the workforce.

In-service trainings could be provided to the employers and employees of various companies and
organizations. Education would include information about tax credits and “On-the-Job Training” funds
offered in coordination with DLWD-DVRS. Training should also incorporate information about assistive
technology, and the array of reasonable accommodations that could serve the employee with ASD.

Recommendation #15: Introduce legislation, similar to that under consideration in
Massachusetts, to establish a tax credit for the employment of individuals with ASD,
allowing employers to take a tax credit on a percentage of gross wages paid to
employees with ASD.

Problem Statement: There are no state tax benefits for employers in New Jersey who hire adults
with ASD.

Recommendation #16: Enhance the necessary support systems for adults with ASD
to achieve employment success.

Problem Statement: Some individuals with ASD may need intensive supports, including job
coaching, social skills and executive functioning training, over longer periods of time than what is
typically offered.

It may be appropriate to examine this issue in pilot programs that study the appropriate levels of supports
needed for certain individuals on the spectrum or, if feasible, to examine how best to structure and utilize
job coaching as provided by existing service agencies. For individuals with ASD who could be successful
in self-employment, there may be the need for specific supports to assist them with executive functioning
issues such as organization. The supports may need to be explored within the scope of job coaching or
through the assistance of volunteers such as retired business executives/personnel.
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Recommendation #17: Expand innovative employment models such as work-cooperatives.

Problem Statement: There is a need for more structured work environments to help support
individuals with ASD.

There may be the need to develop additional settings other than those already in existence in order to
accommodate the needs of those on the autism spectrum who desire to work. These options could be
proposed by a business leadership team, comprised of self-advocates, who could meet with local and
regional businesses. This type of work environment could be added as a work component to other types
of structured programs. The goal also could be achieved by private agencies developing small
businesses or work co-operatives as a means of providing employment for individuals with ASD and
generating income to sustain the business. It is also recommended that mechanisms for self-direction
and self-determination in service delivery are incorporated into such programs.

Recommendation #18: Provide autism-specific training to service providers of
vocational services in both public and private organizations; offer autism-specific
training that includes information about aspects and nature of autism as well as the
varied assessments and services that would benefit this population.

Problem Statement: New Jersey lacks ASD-specific training programs for employers and staff.

An example would be training in the use of augmentative communication devices and other assistive
technology, since this may be a useful support in employment settings. Autism-specific training is currently
being provided to New Jersey DVRS counselors and job coaches, and it is assumed that this also would be
a viable training venue for other services providers. Individuals with ASD should be included in the
provision of this training.

Recommendation #19: Allocate a portion of New Jersey’s ARRA funds to support
vocational rehabilitation services for persons with ASD.

Problem Statement: There is no funding available to help create jobs for adults with ASD.

Creation of jobs for individuals with ASD is consistent with the purpose of the American Recovery and
Reinvestment Act of 2009 (ARRA), which encourages states to spend funds to create new jobs and to
do so in a fashion that will minimize the “funding cliff” created by the temporary nature of this additional
funding. It is anticipated that New Jersey’s vocational rehabilitation system will receive an additional
$9.4 million in funding under ARRA.

Recommendation #20: Continue exploration undertaken by the DHS Division of Developmental
Disabilities (DHS-DDD) and New Jersey Division of Vocational Rehabilitation Services (DVRS) to
identify successful programs throughout the nation that offer creative use of long-term resources
that promote natural supports in the workplace.

Problem Statement: Current government funding does not identify specific employment services
for people with ASD.
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Table 7 - Summary of the support services that persons with ASD perceive
will help them become successful in obtaining and maintaining
their employment.

What additional assistance is needed in obtaining or maintaining employment?
(Respondents may select multiple responses.) (n=497)
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Healthcare

A transparent, accessible acute and long-term care (LTC) healthcare system in New Jersey
needs to be available for all adults with ASD. Task Force Recommendations # 21 through #27
are framed by the knowledge that healthcare is one of the most critical issues facing the
nation. We must ensure that people have access to, and understand how to access, the
healthcare services they need when at all possible. Generic healthcare services and disability
specific services should be used, but there also needs to be evidence-based autism specific
interventions available to adults on the spectrum.

Recommendation #21: Educate people with ASD and their families about the
governing authorities underlying their health plans so they can advocate more
effectively for themselves or on behalf of a loved one.

Problem Statement: The healthcare industry is not completely educated about the health needs of
persons with ASD, and best practice guidelines for providing health services are not available.

Under the leadership of OAS, DHSS and DHS should make these guidelines and quality standards
material accessible to current consumers (of their services) and potential consumers through the DOE
and Department of Children and Families (DCF). Training on these guidelines and quality standards
should be available through medical and allied health professional continuing education programs.

If existing guidelines and quality standards are not available, the Task Force recommends the Governor’s
Council for Medical Research and Treatment of Autism work to develop these materials.
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Recommendation #22: Develop a comprehensive existing database of all New Jersey
healthcare providers who treat adults with ASD and make this information accessible to
the broader community through existing entities such as, NJHelps.org and

the NJ 211 system.

Problem Statement: No comprehensive database of healthcare providers serving persons with
ASD is currently available.

Particular focus should be placed on health care disparities faced by adults with ASD, and on race,
gender, ethnicity, income and geographic disparities in autism diagnoses and services.

Recommendation #23: Execute an interagency agreement between DHSS and DHS to
work together to assist people in understanding the healthcare services that are
available; and if eligible, how to access the Medicaid State Plan services and all other
applicable state healthcare programs.

Problem Statement: The service system is confusing.

Persons with ASD and their families are not educated about how to access Medicaid and other state
healthcare programs. Eligibility criteria and availability information should be accessible to consumers and
healthcare providers.

Recommendation #24: Educate people with ASD and their families about the governing
authorities underlying their health plans so they can advocate more effectively for themselves or
on behalf of a loved one.

Problem Statement: Persons with ASD and their families are not well-educated about the policies
that govern the various health care programs.

Individuals should be made aware of state authority under the State Health Benefits Plan (SHBP), federal
ERISA authority and Medicaid State Plan Services, including New Jersey’s Medicaid Buy-in Program.

A public awareness campaign would help the ASD community to understand SHBP rules. This could
include Public Laws such as:

¢ Mental Health Parity
e PL. 2005, Chapter 365 (where individuals can maintain a dependent’s healthcare up to age 30)
e P.L. 2005, Ch 198 requires offering long-term care insurance to employees
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Recommendation #25: Undertake an examination, by DHSS and DHS, to determine the
commonalities between the long-term care needs of the aging population and
individuals with developmental disabilities, including autism.

Problem Statement: Innovative mechanisms for supporting long-term services for persons with
ASD have not been explored.

Ideas should be explored that would expand the pool of available resources by allowing for a combination
of public/private financing of an individual’s services. Alternatives could include purchasing long-term
care with tax advantaged medical savings accounts and sliding scale fees. The Home and Community-
Based Services (HCBS) Waiver* administered by the DHS, Division of Developmental Disabilities
(Community Care Waiver) should be enhanced in order to meet the needs of adults with ASD in a flexible
manner. The OAS should explore developing viable options through a commission on long-term care and
the developmental disabilities community.

Recommendation #26: Explore expanded partnerships with the federal government, and
specifically the Center for Medicare and Medicaid Services (CMS), to maximize federal resources
to serve adults with ASD, including enhanced services in the Medicaid State Plan.

Problem Statement: Federal resources are not being maximized to support services for adults
with ASD.

Recommendation #27: Ensure the Dual Diagnosis Task Force proposed continuum of
crisis response services addresses the needs of adults on the autism spectrum.

Problem Statement: During crisis episodes, individuals on the autism spectrum with challenging
behaviors or who also have mental health disorders often go to general hospital emergency rooms.
These individuals and their families report that there are very few resources to address their needs.

In October, 2008, the Dual Diagnosis Task Force (DDTF), convened by Department of Human Services
Commissioner Jennifer Velez, published its report entitled “Collaborating to Provide Supports and Services
for Adults and Children with Co-Occurring Developmental Disorders and Mental Health/Behavioral
Disorders.” One of the priority recommendations was the development of a continuum of crisis response
services including crisis prevention, mobile response, crisis beds and crisis stabilization services. As part
of their Implementation Plan, the DDTF convened a Clinical Workgroup that will participate in defining the
continuum of crisis response services that should be contained within the State’s Medicaid Plan.

Note: The Department of Human Services (DHS) operates a Home and Community Based Services
Waiver in accordance with federal regulations promulgated by the Centers for Medicare and Medicaid
Services. The waiver, which has been in place since 1982, is commonly referred to as the Community Care
Waiver (CCW) and allows the state to use Medicaid funding to pay for certain services provided to people
living in the community, rather than in an institution. Most of these services are provided by contracts with
social service agencies. Recently amended, the Department of Human Services, Division of
Developmental Disabilities (DHS-DDD) will be able to bill the federal government for a portion of the cost of
a number of services that currently are funded entirely by the state, including self-directed services,
community transition services, support coordination, assistive technology devices and non-medical
transportation needs. The DHS website, http://www.state.nj.us/humanservices/, provides additional
information regarding this matter.
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Persons with ASD, with the help of their families, the State of New Jersey and their community, can
successfully transition into independent living in New Jersey. The process is clearly defined.
Information is readily accessible. Persons with ASD and their families are fully capable of
participating in a plan that will result with full integration into the community. Table 8 (See Page 33)
displays the current living arrangement for individuals with ASD, while Table 9 (Same Page) shows

the living arrangements those same individuals would prefer.

Recommendation #28: Re-organize and operationalize the Medicaid Waiver waiting lists,
by county or region, in order to facilitate local long-term planning.

Problem Statement: The current system funnels everyone into a single point of service, creating a
log-jam where few people are served in any year.

In addition, since there is little geographic consideration at the time a placement occurs, placements are
often made away from an individual’s natural support system. As illustrated in Table 9, (See Page 33) the
greatest proportion of persons with ASD prefers to reside in housing that is independent from their parents.

Recommendation #29: Provide ready information on available housing for people living
with disabilities, including housing owned by the DHS-DDD and resources available on a

local level.

Problem Statement: Information regarding housing for the disabled is available at different places or
is not available. Access to ready information is unclear and it does not allow for potential
partnerships to rehabilitate, maintain and operate housing.

The Task Force recommends making ready information on available housing for the disabled, including both
housing owned by the DHS-DDD and resources available on a local level. Technology platforms in which the
state has already invested, such as the New Jersey Housing Resource Center, should be used. Information
regarding DHS-DDD housing can be included by municipality or county and not by street address, if there is a
concern that neighborhoods will respond negatively to DHS-DDD housing within their neighborhood. It is also
recommended that DHS-DDD prepare a report that specifies the location, type and physical condition of the
housing unit that would be shared with the Office of Autism Services.
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Alternative housing arrangements should be made available to those who are waiting for
their number to come up on the Priority Waiting List. Perhaps families could help
contribute their own time and/or resources for these alternate options. Collaboration is
needed between the various agencies (for example: DDD, HUD, County Assistance,
Social Security, home health care agencies, private businesses) and the families to make
independence possible earlier for the adult with autism. For example, perhaps families
can contribute their own time toward the staffing requirements of supervised
apartments. Again, alternatives should be explored while DDD’s Priority Waiting List

remains extraordinarily long.
- Mother of 20 year old adult with ASD

Recommendation #30: Create a grant award or pilot demonstration program for
housing. Awards would be based on: 1) specific needs of the ASD population,

2) ability to decrease service costs 3) community involvement 4) partnerships

5) sustainability, and 6) ability to be replicated. During the current fiscal crisis, it is
recommended that the State of New Jersey take a leadership role in conducting
research, investigating the models and programs that are effective and efficient.
Given the limited funds available under the Family Support Act, it is recommended
that the State leverage those funds by using a portion to fund this program.

Problem Statement: The current waiting list for housing and services is in excess of 8,000
individuals. The DHS-DDD has been able to serve approximately 50 to 150 individuals a year,
mostly on an emergent basis.

Most people on the list will not be able to be served. The current system amounts to putting the disabled
person on a list and waiting; and does not allow for meaningful input from existing resources including
parents, faith-based organizations, local government, educational institutions and profit/non-profit entities.

The cost of developing housing includes not only the purchase of the house, but also the operating costs
and services necessary for independent living. During the current fiscal crisis, the State needs to
conduct research and investigate models that will be more effective and efficient. It should be noted that
housing models should be integrated and consistent with the Americans with Disabilities Act; and service
provision models should be person-centered and self-directed.
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Recommendation #31: Make alternative housing arrangements available to those who
are waiting for their number “to come up” on the Priority Waiting List.

Problem: Adults with ASD are told they should expect to wait for many decades before their
number comes up.

Programs that encourage contributions of time and/or resources are needed to implement these alternate
options, which would require collaboration between the various agencies (for example: DHS-DDD, the
U.S. Department of Housing and Urban Development (HUD), county assistance, U.S. Social Security
Administration, home health care agencies, private businesses, etc.) and the families to make
independence possible earlier for the adult with ASD.

Recommendation #32: Increase and change how funds are distributed for housing
and services.

Problem Statement: The magnitude of the housing problem requires a fundamental change in how
DHS-DDD addresses the issue. A significant portion of DHS-DDD’s budget is dedicated to the
State’s seven developmental institutions. The State has also concluded that 81 percent of those in
the developmental institutions are able to live in the community. It is the understanding of the
Task Force that the cost of living in the community is approximately half of the cost of living in an
institution. If savings could be obtained by transitioning the disabled out of the institution, while
still providing a safe and successful life for those who would be transitioned, the Task Force
supports closing a majority of the developmental institutions. This also would allow the DHS-DDD
to develop community support programs.

In addition to changes in how DHS-DDD applies its budget, the overall budget for DHS-DDD must be
increased. The Task Force recognizes that this would be difficult during the current fiscal crisis; but it also
believes that a delay would only exacerbate the number of persons on the waiting list.

“My son has been on the DDD high priority waiting list since July
of 2000. My latest records show that he is currently number XXX,
with no prospect of substantial movement in the foreseeable future.
The waiting list continues to grow and grow. While we are
fortunate that my son is in a work program, both my son’s mother
and 1 (both in our mid sixties) are deeply concerned for his future.
My son needs a viable residential placement before the alternatives
reach a problematic stage — not only for him, but as well for the

State where the costs will grow substantially.”
- Father of 30 year old adult with ASD
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Table 8 - Summary of Current Living Arrangements for Individuals with ASD.

What is the current living situation for the Individual with ASD? (n=785)

__Alone Independently
3%

Alone with Support Staff
%

With Spouse/Partner
%

Roommates w/o Disabilities
%
Roommates w/Disabilities
0%
Roommates w/Disabilities

w/Supervision
5%

Parents/Siblings/Relatives
89%

Table 9 - Living Situations Prefered by Individuals with ASD.

With whom does the ASD Individual wish to live? What is the preferred living situation? (n-785)

Alone Independently
15%

Parents/Siblings/Relatives
20%

Alone w ith Support Staff

15%
Roommates w /Disabilities
w/Supervision
25% With Spouse/Partner

12%

Roommates w /o Disabilities
9%

Roommates w /Disabilities
4%
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Legal Issues

Preliminary Note: The Adults with Autism Task Force has addressed and considered various
law-related issues that appear in other sections of this report, such as the proposed
amendments to New Jersey’s Law Against Discrimination, creation of a New Jersey Office of
Autism Services, possible modifications to tax codes, methods of addressing transitional
issues for high school students with ASD, etc. The Legal Issues section focuses specifically on
New Jersey’s court system and the need for continuing judicial education on autism spectrum
disorder.

Families encounter a myriad of legal issues as their child with ASD reaches adulthood.
Consequently, guardianship for individuals with ASD who may need this protection and
entitlement to adult services become tantamount. Table 10 provides a summary of
these concerns.

Table 10 - Legal Issues of Concern for ASD Individuals.

160
140
120
100
80
60
40

20

12-13 14-17 18-21 22-45 46-65 Over 65

@ Guardianship/Conservatorship B Entitlements O Criminal O Civil Rights B Other
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Recommendation #33: Educate Superior Court judges about Autism Spectrum Disorder.

Problem Statement: In the past decade, the population of New Jersey residents diagnosed with
ASD has grown substantially. As a result, it is logical and predictable to assume that there will be
a growing increase of persons with ASD who are involved in, or the subject of, judicial
proceedings including, but not limited to, proceedings in Family Court, Surrogate’s Court and
Criminal Court. It is therefore a matter of sound public policy to provide members of the judiciary
with on-going judicial education about ASD.

In New Jersey's judicial system, Superior Court Judges often must address legal issues concerning
persons who have ASD. Judges are often personally unfamiliar with ASD. In view of the growing number
of persons diagnosed with ASD, it is in the public's interest for judges and attorneys to learn as much as
possible about ASD as such education may significantly impact how cases are viewed by judges in
matters involving persons with ASD. Education should be developed through such educational outlets as
the Judicial College and other court-sponsored or supported programs.

Family Court:

a) A high percentage of marriages end in divorce when the parties have a child with ASD. Thus,
children with ASD are often the subject of court proceedings relating to custody, visitation
schedules, support and funding of special needs.

b) The court and counsel must advocate for the best interests of the child with ASD under
parents patriae jurisdiction, so that the child may hopefully grow to be an adult who can be
a functioning member of society.

c) Accordingly, public policy supports the establishment of autism education for family court, in
conjunction with the Judicial College through the Administrative Office of the Courts.

Surrogate’s Court:

a) Once an autistic child is over 18 years of age, he/she may possibly be the subject of a
guardianship or conservatorship proceeding. Judges who preside in Surrogate's court will
benefit from continuing education on ASD to help resolve the issues of (a) whether
guardianship is required, and if so (b) who should be named guardian and the familiarity
required of the guardian in regards to ASD.

Criminal Court:
a) If a criminal defendant has ASD, the disorder may be relevant on the issues of criminal
culpability as well as sentencing (rehabilitation, deterrence, etc). Accordingly, there is a public

interest in judges having continuing education regarding ASD.

Note: See Appendix B for more details.
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Private Sector Engagement

It is imperative that the public and private sectors forge a partnership to attain the goal of
successfully integrating adults with ASD into community life. Private sector engagement
includes the goals of: fostering awareness that ASD is a lifespan challenge; dialoging that
focuses on strengths, talents and abilities while addressing challenges; and enhancing
opportunities for adults to live, work and participate in recreational activities.

Recommendation #34: Create an ad campaign to focus on individuals and their varying
strengths, challenges and abilities to highlight the diversity of the adult ASD community.

Problem Statement: The Task Force survey supports the view that a public service ad campaign is
essential to creating accurate portrayals of adults with ASD.

The plan of action is for the OAS to work with the New Jersey Ad Club, the New Jersey Art Director’s Club
and The New Jersey Broadcasters Association to develop a pro bono public service media plan and
public service ad campaign. There is already a mechanism in place for applying for such pro bono
advertising with these organizations.

Overwhelmingly, individuals and families affected by ASD feel that the public has many misconceptions
about adults with ASD (See Table 11). Many persons have a “Rain Man” image of adults with ASD, while
others believe that adults with ASD are totally dependent people with few skills, talents or abilities to
participate in community life. Still, others do not realize that ASD is a life-long challenge and that varying
levels of support are needed for individuals to achieve their full potential for participation in society.

Table 11 - Summary regarding families affected by ASD feel that the public has
many misconceptions about adults with ASD.

Do you think a public awareness campaign highlighting the strenghts and talents of adults with
ASD would enhance oppurtunities for community support and participation? (n=796)

Not Sure
18%

No
5%

77%
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Recommendation #35: Sponsor roundtable discussions that include community partners (i.e.,
businesses, community organizations, ASD service providers and adults with ASD), to
brainstorm for ways to engage adults with ASD in all aspects of community life, in collaboration
with the New Jersey Chamber of Commerce.

Problem Statement: Local and regional businesses and community organizations lack exposure
to adults with ASD and thus do not know how to integrate these adults into business and
community settings.

Roundtable discussions would sensitize and familiarize participants with one another in relations to the
goal of fostering empathy and opportunities. Additionally, the New Jersey Chamber of Commerce
sponsors an annual Disability in the Workplace Event, which the Chamber is proficient in organizing. It is
recommended that this annual program be enhanced with a special week-long track for individuals with
ASD. This event would also provide adults with ASD the chance to explore potential employment and
recreational opportunities

Recommendation #36: Establish a peer mentoring program, in collaboration with New
Jersey’s state colleges and universities, for young adults and adults with ASD to gain
invaluable support and guidance from their peers.

Problem Statement: Adults with ASD have little opportunity to engage with neuro-typical
adult peers.

This model would build upon existing peer model programs that have been legislatively established in our
state. Degree credit may be offered to the mentors in some cases. Moreover, it is within the current tenor
of our state and national agendas to create community service opportunities for our young people.

In addition, as part of this adult peer mentoring program, an expert-led autism awareness training session
would be required of all peer mentors and could easily be facilitated at college and university settings.

An important, existing and untapped resource for support and friendship for adults with ASD are the many
young adults and adults attending New Jersey’s colleges and universities.

Recommendation #37: Establish a self-advocate awareness program geared to not-for-profit
organizations; information could be circulated at symposiums and workshops provided by
entities that serve not-for-profit organizations. The information for public presentations can be
coordinated by the OAS.

Problem Statement: Adults with ASD are not often asked to participate in the decision-making
process of not-for-profit organizations that provide services to them.

Self-advocates have the capacity of contributing to the services system.
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Recommendation #38: Collaborate with existing entities to develop ideas as to how to
further engage the members of these organizations in providing support for adults
with ASD.

Problem Statement: Private sector partnerships are not maximized to enhance community
participation of adults with ASD. Ideas for the development of such community service endeavors
are limitless and could include such things as providing rides, adopting a group home and
networking for adults with ASD.

Transportation

Public transportation is a critical component for community living for the majority of adults with
ASD. In order to avoid institutionalized care, adults with ASD need to be able to go to work, to
go grocery shopping, and to be part of the greater community. There is inadequate access to
public transportation for persons with a developmental disability. As illustrated in Table 12,
many adults and students with ASD are not educated in negotiating the state’s available,
diverse and complex transportation systems. Similarly, transportation operators are not trained
in working with individuals with ASD.

Table 12 - Perceptions of individuals with ASD about their ability to access
public transportation.

Did the individual with ASD recieve training on how to use public transportation? (n=787))

Not Available in My
Area Yes
9% 1%

80%
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Recommendation #39: Completely implement the recommendations of “Meeting the
Employment Transportation Needs of People with Disabilities in New Jersey,” published
by the Alan M. Voorhees Transportation Center, Edward J. Bloustein School of Planning
and Public Policy, Rutgers, The State University of New Jersey.

Problem Statement: The recommendations of the transportation report, entitled “Meeting the
Employment Needs of People with Disabilities in New Jersey,” have not been fully implemented.

Recommendations regarding increased driver training, education in how best to interact with adults with
ASD, and developing a concierge/brokerage service demonstration program (that can guide users
through the different transportation systems) are of particular importance. It is recommended that these
efforts would most efficiently be executed by capitalizing on the work being undertaken by the Council on
Access and Mobility to inventory state and federal transportation funding sources, identify additional
resources and study ways to improve the coordination of resources to maximize the current state of
human service transportation programs and make recommendations for improvement.

Recommendation #40: Include transportation as a critical component in developing
and executing an Individual Education Plan (IEP), Individual Habilitation Plan (IHP),
Essential Lifestyle Plan (ELP), or Individual Plan for Employment (IPE).

Problem Statement: Individuals with ASD and their caregivers/case managers may not be aware
of the variety of travel options available to them. Additionally, the services that are provided by
New Jersey Transit, Access Link, and smaller regional service providers may have too limited
services or scope of services (such as those that provide only non-medical trips). Private car and
taxi services are prohibitively expensive to assist persons with ASD in their daily living and
community integration.

As the New Jersey Council on Access and Mobility has conducted training sessions for DHS-DDD and
DLWD-DVRS, it is recommended that the relevant case manager be responsible for the transportation
aspects of each plan. The transportation plans should also encompass the wide range of transportation
needs of the persons with ASD, such as employment, shopping, services and general community
involvement.

Recommendation #41: Establish a partnership between New Jersey AccessLink and
regional providers to insure that students with ASD, who travel to schools outside their
service area, receive appropriate training.

Problem Statement: The quality and availability of travel training must be improved.

Recommendation #42: Investigate creative solutions to vehicle liability issues in order
to facilitate greater coordination among community transit systems and lessen the
duplication of routes and resources.

Problem Statement: Both real and perceived restrictive policies related to vehicle liability
insurance as well as volunteer driver insurance serve as a major barrier to effective transportation
coordination.

40



You're viewing an archived copy from the New Jersey State Library.

Recommendation #43: Adjust the New Jeresy Casino Revenue Fund Advisory
Commission’s formula for para-transit aid to reflect the relevant county’s population of
seniors and persons with disabilities.

Problem Statement: The New Jersey Casino Revenue Fund Advisory Commission is responsible
for allocating funds from the Casino Revenue Fund. Riders with disabilities are not considered in
the distribution of casino tax revenues to counties to fund para-transit programs.

Recommendation #44: Train county-based offices on aging and other aging-related
service providers regarding the needs of persons with ASD.

Problem Statement: During the public forums and through written testimony received by the
Adults with Autism Task Force, a few families voiced the concern that it was not just they who
were aging but so were their adult children with ASD. Many noted that the current systems
serving older residents, such as nursing homes, were not trained or prepared to address the
particular needs of older persons with ASD who are beginning to need these facilities.

Note: For the most part, the Adults with Autism Task Force focused its attention on the most current
problems that are facing individuals with ASD and their families. These needs are primarily directed to
those persons with ASD who are preparing to leave the school system or are now young adults.

The children. .. who started receiving services 34 years ago have now grown into adults who need adult
medical services. Most Hospitals, Nursing Homes, Rehab Facilities and Assisted Living facilities do not
understand how to treat adults with Autism. These adults will require the same services that all aging parents
and the general aging population will need, but they are not available.

Develop training programs to educate all the facilities that offer services to the aging population and to the
community in general.

Develop a certified list of nursing homes and rehab professionals who are capable of treating the adult
population with Autism.

Set up a Special nursing home unit within each facility to address the needs of this population.

- Parent of a forty year old man with ASD
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NEW JERSEY GOVERNOR'S TASK FORCE ON ADULTS WITH ASD
LEGAL ISSUES SUB-COMMITTEE

|) Recommendations for Judicial Education on Autism Spectrum Disorder

Based on factors set forth below, and upon the increasing prevalence of Autism Spectrum Disorder (ASD)
as a significant issue in New Jersey, the Adults with Autism Task Force recommends the following:

A) As a matter of public policy, Superior Court judges should receive ongoing continuing education in
ASD. Such education can greatly assist Superior Judges in cases involving individuals with ASD
-- particularly in the Family Courts, Surrogate/Probate Courts, and Criminal Courts;

B) The legislative and executive branches of New Jersey government should support this concept as a
matter of official public policy, and take all reasonable steps necessary to ensure there is adequate
funding for such education to take place;

C) As a matter of public policy, the New Jersey Judiciary is encouraged to take affirmative steps to
incorporate educational programs on ASD into its annual Judicial College and curriculum for
ongoing education of Superior Court judges, and/or in other similar educational forums for judges;

D) Judicial education programs on ASD should be initiated in conjunction with members of the
Judiciary, members of the State Bar and/or other individuals with substantial knowledge
of/experience with autism spectrum disorder, including but not limited to, professionals, ASD
advocacy organizations and members of the autism community including self-advocates;

E) The New Jersey State Bar Association -- through its Institute for Continuing Legal Education (ICLE)
-- is encouraged to support a public policy of ASD awareness within the legal community by
developing educational programs specifically to educate attorneys on autism spectrum disorder.

||) The Need for Ongoing Judicial Education on Autism Spectrum Disorder

A) In the past decade, the number of New Jersey residents diagnosed with Autism Spectrum Disorder
(ASD) has grown substantially.

B) As a natural result of this development, it is predictable that Superior Court Judges will have an
increased amount of cases involving persons with ASD. In many of these cases, ASD may be
material to the legal issues requiring adjudication. Thus, it is desirable for Superior Court Judges to
be familiar with the disorder.

C) Particularly in Family Court matters, Surrogate Court matters and Criminal Court matters, the fact
that a person has ASD may potentially be highly relevant to issues before the Court.

D) Accordingly, it is in the public's best interest for New Jersey Superior Court judges to have
opportunities for ongoing continuing judicial education on ASD.
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E) Accordingly, New Jersey public policy should support the establishment of continuing ASD
education courses for Superior Court judges. Such education can ideally take place in conjunction
with the Administrative Office of the Courts, through its annual Judicial College and other outlets for
ongoing judicial education.

|||) New Jersey Family Court: The Relevance of Autism Spectrum Disorder

A) Statistics show there is a high percentage of marriages that end in divorce when the parties have a
child with ASD. Some studies place the percentage as high as 80 percent. Thus, children with ASD
are often the subject of court proceedings relating to custody, visitation schedules, support, and
scheduling of programs to accommodate special needs relating to ASD.

B) Pursuant to the concept of parens patriae jurisdiction, the court must act to protect the best interest
of a child, so that the child may hopefully grow and transition into adulthood as an independently
functioning member of society. In the case of a child with ASD, the need for appropriate guidance
and assistance into adulthood is particularly compelling.

C) Many children with ASD spectrum disorder are unable to function and support themselves
independently following their 18th birthday. Accordingly, many children with ASD become adults
with ASD who are still dependent on parents, guardians, or other family members. Such adults with
ASD may remain under parens patriae jurisdiction of the Family Court beyond the age of 18.

This happens with particular frequency when the parents of the over-18 autistic child are separating
or divorcing, with disputed issues over custody, parenting time, child support, the decision-making
process relative to the over-18 child with ASD.

2

There are many adults with ASD spectrum disorder who marry, have children, and function
successfully as parents. Accordingly, some adults with autism become litigants themselves in
custody parenting disputes involving their own children. In such cases, the court must always
consider the best interests of the child. However, the fact that a parent has ASD should not
automatically give rise to any custody presumption against the autistic parent or in favor of the non-
autistic parent. A parent must be judged on his/her specific parenting abilities, and not disqualified
from custody solely on the basis of a diagnosis, stereotype or label relative to ASD.

Note: Accordingly, Family Court judges can benefit from continuing education on Autism Spectrum
Disorder. Such education can help judges address the above concerns as well as other autism-
related issues which may arise on a case-by-case basis.

|V) New Jersey Surrogate Court: The Relevance of Autism Spectrum Disorder

A) Once an autistic child is over 18 years of age, he/she may possibly be the subject of a guardianship
proceeding filed in Surrogate/Probate Court.

B) A judge who adjudicates an application for guardianship over an individual with ASD must
determine whether the individual with ASD can or cannot function independently without a guardian.
In some cases, a court may find that while the individual with ASD needs assistance, a remedy
other than guardianship may be appropriate (i.e, such as a limited guardianship or a
conservatorship).
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C) In court, there should never be an automatic presumption in favor of guardianship or
conservatorship solely on the basis of one's diagnosis with ASD. Many persons with ASD can
function independently without a guardian or conservator. The term "autism" covers a vast
spectrum of individuals with different levels of impairment. Some persons with autism may need a
guardian or conservator, while others may in fact function independently.

D) In cases where a guardianship or conservatorship is deemed necessary by the court, it must also
determine who should be the guardian/conservator of the adult with ASD. Further, to protect the
best interests of the autistic individual, the court must consider what if any additional responsibilities
should be placed upon the guardian/conservator as an advocate for the autistic individual's rights.

E) In some cases, a judge may deem it advisable or necessary to have the proposed guardian of an
individual with ASD undergo ongoing education on ASD. A guardian who has limited or no
knowledge of ASD, and who is unwilling or unable to obtain such knowledge, may potentially cause
a disservice to the autistic adult by making decisions and choices that are contrary to the autistic
adult's best interests.

-

Issues that a guardian of an autistic person may encounter include, but are not limited to, issues of
behavioral therapy; other related therapies; medical issues; housing issues; educational issues;
employment issues; transportation issues; estate-planning issues; and, navigation through various
state and federal agencies (designed to provide assistance to developmentally disabled individuals).
Note: Accordingly, Surrogate/Probate Court judges can benefit form continuing education on
Autism Spectrum Disorder. Such education can help judges address the above concerns as well as
other autism-related issues which may arise on a case-by-case basis.

V) New Jersey Criminal Court: The Relevance of Autism Spectrum Disorder

A) A person with autism may become involved in the criminal justice system as a victim, a witness or
as a criminal defendant. Studies reflect that persons with disabilities are involved in one role or
another in the criminal justice system, more frequently than non-disabled persons.

B) There are a host of different legal issues that may arise when a person with ASD becomes involved
in a criminal court proceeding. Such legal issues include, but are not limited to: competency of the
person to testify as a witness; competency of the person to stand trial as a criminal defendant; the
autistic person's state of mind at the time of committing an alleged offense; the autistic person's
capacity to consent if he/she is the alleged victim of a sexual crime, and consent is raised as a
defense; if the autistic person is a crime victim, then the issue of whether the ASD should be
considered a possible aggravating factor for purposes of sentencing the criminal defendant; if the
autistic person is a convicted defendant, then the issue of whether the person's ASD should be
considered a possible mitigating factor for sentencing purposes; and, conditions of incarceration of
a person with ASD relating to safety and health.

C) Accordingly, Criminal Court judges can benefit from continuing education on ASD. Such education

can help judges address the above concerns as well as other autism-related issues that may arise
on a case-by-case basis.
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Models of Community Services and Housing

(As discussed by the Adults with Autism Task Force
and suggested through testimony at public forums)

During its deliberations, the Adults with Autism Task Force members discussed numerous models for
community services, housing and other related programs, including family support services, which are
intended to assist families or other uncompensated caregivers who are caring for individuals (typically
children) who are eligible for DHS-DDD-funded services. DHS-DDD evaluates requests for Family
Support sources based upon an individual’s need, the services and supports already available and/or
being used, and the availability of their resources.

Family Support services include:

¢ In-home and out-of-home respite
e Camp funding

¢ Assistive technology devices

* Home and vehicle modifications

* Tutoring

¢ Cash subsidies for use in purchasing necessary goods and/or services

¢ Family-facilitated networking opportunities

Other concepts often echoed by some of the individuals who provided testimony at the forums emphasize
the need for innovative approaches to community housing. While the recommendations of the Adults with
Autism Task Force focus on major legislative, policy and programmatic services, the members did not
want the creative and innovative ideas for services to be excluded. The Adults with Autism Task Force
also considered the policies and programs that have been undertaken by other states.

The expansion of appropriate, affordable and effective residential services for adults with Autism
Spectrum Disorder (ASD) is of major concern to individuals and families affected by ASD. Currently,
there are limited residential programs in New Jersey that offer placement for relatively few individuals,
while the vast majority of adults remain on the DHS-DDD wait-list to obtain services.

Long-term residential service options should be expanded to encompass the range of needs of adults.
Currently the range of options include:

1) Supported Living. Provides residential services for adults who are able to live in self-owned or
leased homes in the community. Many individuals with Asperger Syndrome can benefit from this
setting providing that programming and instruction are directed by the consumer and that
communities of support are built around the consumer. Supported living fosters individual growth
and community participation because it is designed to meet the needs of the individual consumer
with their input.

2) Supervised Living: Provides residential services for adults who require greater oversight than
those who would benefit from supported living. Usually this setting is a home or apartment with two
to four consumers and there is monitoring and support provided by professional staff in terms of
executive management and support. Notably crisis support should be available 24 hours/day.
Individual input in terms of needs and preferences is inherent to supervised living.
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3) Group Homes: Provides small, residential facilities (actual homes) located in the community that
are typically staffed 24 hours/day by agency trained staff. Ownership of the home is usually by the
provider agency, which also supervises staff; encompassed in this is the teaching family model
where teaching “parents” live in their own “apartment” in the home, thus reducing influx of staff and
turnover of staff. Usually six to eight consumers live in a group home, but the objective should be to
include as much self-determination as possible for the consumers, including the potential for
resident home ownership when appropriate.

4) Farmstead Programs: Provides a residential setting within the context of a working farm.

5) Urban Housing: There is a lack of housing for persons with developmental disabilities in urban
areas. Placements are typically made in suburban areas which are far away from their natural
supports.

6) Campus Style: This model creates a built-in community and could result in lower cost delivery of
services. This type of housing is compelling for the ASD population as lack of social skills impedes
the ability to develop a community.

7) Parent-Purchased Housing: Allows parents to plan for the transition by providing a tax deduction
in the gifting of a house to a non-profit and allowing their children to live in the house. This will also
decrease the cost of capital for the State and possibly decrease operating costs. Parents who have
an ownership in the property will be required to maintain the property and develop a support system
with other families involved in the house.

8) Low and Moderate Income Housing: Persons with developmental disabilities have found housing
in low- and moderate-income housing complexes. Those housing projects with a built in service
infrastructure for transportation, meals, medical assistance or supervision, and recreation are
particularly suitable. Additional facilities that include the possibility of employment have the
potential for a long-term symbiotic situation. In the case of a Low- and Moderate-Income facility
where the population is predominately senior, particular attention must be given to the individual's
civil rights and American with Disabilities Rights Act.

47




You're viewing an archived copy from the New Jersey State Library.

Appendix D
MINORITY REPORT

Deborah E. Cohen, Ph.D.
Chair, Adults with Autism Task Force

Dear Deborah:

Over the past half-year, the members of the NJ Adults with Autism Task Force have worked tirelessly to
advance the interests of Autistic adults in the State of New Jersey. It has been our pleasure to serve on
the Task Force and we look forward to seeing the successful implementation of the Task Force’s
recommendations around autism policy for the State of New Jersey.

We have chosen to exercise our rights as members of the NJ Adults with Autism Task Force to file a
minority report to highlight particular attention to a crucial piece of civil rights legislation that promises to
dramatically improve policy and service-provision for adults with developmental disabilities, including
Autistic adults, in the State of New Jersey. We are referring to A3625/S2654, which provides a plan to
rebalance state resources to provide community services and supports for persons with developmental
disabilities. In the attached document, we support the Task Force’s policy recommendations by
highlighting the fact that swift passage of A3625/S2654 will serve to implement a portion of the Task
Force’s priorities around housing and long term services and supports. Furthermore, we identify
particular priorities for implementation and funding of the legislation.

New Jersey’s current over-reliance on institutional care has placed the state 49th in the nation on this
crucial issue, placing us in violation of the Olmstead v. L.C. Supreme Court decision. This, combined with
the tremendous problem of waiting lists for community services, calls out for a solution. It is our belief that
A3625/S2654 is such a solution. Attached you will find our report.

Regards,
Ari Ne’eman
NJ Adults with Autism Task Force, Vice Chair

Autistic Self Advocacy Network, President

Leslie Long
Autism New Jersey, Director of Public Policy

Michelle Smigel
Autism Speaks
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In 1999, the United States Supreme Court ruled in the landmark Olmstead v. L.C. decision that the
Americans with Disabilities Act required states to provide services to individuals with developmental
disabilities in the most integrated setting possible. According to Court, inappropriate institutionalization
represents a violation of the Americans with Disabilities Act. To assist states in complying with their legal
obligations in the Olmstead v. L.C. decision, the federal government created a “waiver” program that
allows states to waive the Medicaid requirement that an individual reside in an institution, developmental
center or nursing home in order to receive federal funding for their care. Instead, individuals can be
served in the community, affording greater quality of life and consistency with the state’s legal obligations.
To serve individuals in the community, New Jersey receives approximately half of the cost of community
services from the federal Medicaid waiver program. However, although federal law requires that states
receiving such funding provide services with “reasonable promptness” following a request for services
from a qualifying individual, New Jersey has a waiting list of over 8,000 people who meet service-
provision requirements but are being denied access to home and community-based services. This
extensive and unconscionable waiting list is the direct result of New Jersey’s failure to invest in its
community services infrastructure and end the state’s reliance on institutions.

Since 1969, over 140 closures of large public institutions have occurred across the country. Nine states
and the District of Columbia no longer have any institutions within their borders. The overwhelming
direction of the nation in respect to serving people with developmental disabilities, of which Autistic adults
are a significant portion of said population, is to serve people in the community. According to the New
Jersey Council on Developmental Disabilities, half the states in the country have less than 1,000 people in
their institutions. Twenty four states — almost half — have two or fewer institutions within their borders. By
contrast, New Jersey has seven large state-run institutions with, as of the end of Fiscal Year 2008, 2,970
people living within them. With 34.9 of every 100,000 people in a state institution (as compared to a
national average of 12.9 per 100,000), New Jersey is ranked 49th of 50 in the nation in respect to
utilization of developmental centers. Clearly, New Jersey faces a problem in this area that has been
allowed to fester for far too long.

As such, we propose the use of A3625/S2654 as a mechanism for the correction of this problem.
A3625/S2654 would establish a Community Services and Supports for Persons with Developmental
Disabilities Bridge Fund. The money in the fund would be utilized to build capacity to end the community
services waiting list and shift investment to address New Jersey’s over-reliance on developmental centers.
According to the legislation, New Jersey would transfer to a system of two rather than seven
developmental centers within five years, bringing at least 80 percent of the 81 precent of the population of
the developmental centers that have been assessed as ready for community placement into the
community. The legislation identifies a number of services that must be provided in implementing this
legislation, including crisis intervention and stabilization systems, including, but not limited to, mobile
response, in-home supports, and crisis respite beds, consistent with the recommendations of the
department's Dual Diagnosis Task Force Report; respite care; timely and flexible residential options that
maximize choice; community medical, behavioral health, dental, and specialty care similar to that care
provided to other members of the community, including training and regulatory or policy changes
necessary to provide such care; flexible case management and support services; employment and skills
training to meet the changing job market; education and training of staff to enhance skills; social,
recreational, and meaningful daytime activities that include programs that are responsive to persons
throughout their lifespan; peer and family supports and in-home and family preservation services; and
assistive and adaptive technology, including vehicle and environmental modifications to promote
independence. These services are consistent with the recommendations of the New Jersey Adults with
Autism Task Force and should be implemented in a manner consistent with its recommendations.

We call for the swift passage of A3625/S2654 as a solution to the pressing civil rights problem caused by

New Jersey’s over-reliance on state institutions and the growing community services waiting list. In
addition, we call for implementation to include the following factors:
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1) A3625/S2654 calls for a staff redeployment from the developmental centers into the community. In
order to ensure that medical, behavioral health, dental and other specialty care continues
uninterrupted and that crisis response systems are efficient and effective, we call for the
redeployment of trained staff into community health centers and crisis response and intervention
centers in locations throughout the community, as necessary and appropriate, to ensure a
seamless level of services and supports during the transition of individuals from the developmental
centers into the community.

2) The American Recovery and Reinvestment Act of 2009 increases the Medicaid Federal Medical
Assistance Percentage (FMAP), bringing an estimated $2.2 billion in new federal funds to the State
of New Jersey over the next three years. The purpose behind these funds is to allow the state to
avoid decreasing Medicaid eligibility as tax revenues drop and unemployment increases during the
economic recession. By not only avoiding a decrease in Medicaid eligibility but by keeping our
current level of state expenditures stable, re-allocating funds offset by the increased FMAP to the
Community Services Bridge Fund, New Jersey can use the unique opportunity posed by the
stimulus to fund a more seamless transition into the community for individuals with developmental
disabilities, including Autistic Adults, in the State of New Jersey.

3) Autistic adults often have unique sensory, social, communication and other needs that require
specialized training, support services and accommodations. Personnel deployed to serve Autistic
adults must receive appropriate training in these unique needs, with particular focus given to those
needs associated with communication. Furthermore, any housing provided must be consistent with
the sensory needs of the individuals who will live in it. The recommendations of the NJ Adults with
Autism Task Force will be helpful in the implementation of this recommendation.
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Charts (Recommendations)

Office of Autism Services (Recommendation #1)

Short-term Action Needed Long-term Action Needed Agencies
Recommendations Recommendations Involved
Office of Autism Governor Within 18 to 36 Legislation DHS-DDS

Services
established in the
DHS Division of
Disability Services
to coordinate
services to adults
with ASD

Executive Order

months, the Office
of Autism becomes
the Division on
Autism staffed by
persons trained in
ASD

Office of Autism
Services will serve
as New Jersey’s
designated autism
agency

Establish Executive Oversight Board (Recommendation #2)

Short-term
Recommendations

Action Needed

Long-term
Recommendations

Action Needed

Agencies
Involved

Establish an
Executive
Oversight Board to
monitor the
implementation of
recommendations

Governor
Executive Order

Permanent
advisory board
established to
develop and
maintain
minimum
requirements for
ASD protocols

Legislation

DHS (host agency),
with participation by
OAS, DOE, DHSS,
DCA, DLWD, DOT,
DHS-DDS, and
Governor
Appointees
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Transition to Adulthood (Recommendations #4 through #8)

Short-term Needed Long-term Needed Agencies
Recommendations Action Recommendations Actions Involved
Ensure funding Line item in the DHS- | Mandatory Growth Sponsor OAS, DOE, DHS-
available to support DDD budget Legislation Legislation DDD
transition from school
to adult services
Develop Students Bill | To be developed
of Rights OAS
Develop user-friendly | Compilation of a Best|] Ongoing and updated| Researched and OAS, DOE
manual for parents Practice Manual written
and professions that
provide uniform
guidelines regarding
the transition process
Establish best Update Quality Ongoing Compile Advisory OAS, DOL
practices quality Indicator Guide Board and Update
guidelines for with additional
transitional programs expertise
Establish a pool of Curriculum written Ongoing and updated | Curriculum written OAS, DOE,

consultants with
autism-specific
expertise

Implement existing
programs to train
teachers in best
transitional practices
for students with ASD

Implement and
monitor mandatory
ASD-specific training
and coordinators
working with students
with ASD

Improve coordination
between DOE,
DHS-DDD, DLWD-
DVRS other service
providers

Ensure inclusion of
ASD-specific
transitional practices
training included in
annual convention of
the New Jersey
Education Association

Ensure Training
provided annually

throughout colleges

Commision on Higher
Education

OAS, DOE

OAS, DOE

OAS, DOE, DHS-
DDD, DLWD-DVRS
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Day Programs (Recommendations #9, #10 and #11)
Short-term Action Long-term Action Agencies
Recommendations Needed Recommendations Needed Involved
Fully utilize Existing | Augment to include Minimum Training Encourage OAS
Staff Training autism information, Required for State colleges to create
Programs that interventions Licensed Agencies training programs
include:
*Consumer
involvement Establish staff
*Cultural training quality
competence criteria that
*Self-direction includes field
*Self-determination experience
eAutism appropriate
interventions
Program focused on | Augment and Enriched programs OAS
skill building to update existing with potential quality
include: programs of life improvement
*Social skills such as exercise and
*Pre-vocational nutritional counseling
eJob skills
Day program tailored | Review existing Program to provide OAS
for individuals with programs services, exercise
Asperger’s Syndrome and nutritional
and High Functioning counseling
Autism at appropriate to individuals with
level and intensity ASD who would
benefit from such
programs
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Life Skills (Recommendations #12 & #13)

Short-term Needed Long-term Needed Agencies
Objectives Actions Objectives Action Involved
Develop person- Develop criteria with | Individualized Monitor and refine OAS
centered program of | team of parents, support plans
supports and professionals,
services for and individuals with
individuals with ASD | ASD
Develop life skills Review existing Transition DOE, OAS
module as part of materials, augment  |curriculum to
transitional as needed include life skills
programs and
continue into
community settings OAS
Develop therapeutic [Assess current Social skills
social skills training | programs, adapt as training available for
program with both needed all individuals with
formal and natural ASDs
supports
Employment (Recommendation #14 - #20)
Short-term Needed Long-term Needed Agencies
Objectives Actions Objectives Action Involved
Establish employer Expand job coach Review OAS, DLWD
program to train opportunities at work | publications that
about the benefits of cooperatives currently exist to
hiring people with identify appropriate
ASD ones to be used or
(See Private replicated.
Engagement
Priorities)
Establish autism- Establish OAS, DLWD
specific vocational co-worker training
services program program so
colleagues
understand social
skills needs of
persons with ASD
With school OAS, DOE,
transitional plan, DLWD
provide

pre-graduation
career exploration
and experience
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Healthcare (Recommendations #21 through #27)

Short-term Needed Long-term Needed Agencies
Objectives Actions Objectives Action Involved
Educate the health Develop a training Implement this Review publications | OAS, DHSS
care industry to curriculum for primary | training on an that currently exist to
improve services care physicians and | ongoing basis identify appropriate
to persons with ASD [ healthcare ones to be used or
practitioners to better replicated
serve adults with ASD
Establish a Review existing data | Ongoing data that is OAS, DHSS,
comprehensive bases and develop accessible to DHS
database of criteria to add individuals and
providers of health appropriate families
care to persons with | providers to the list
ASD
Develop consumer Use existing material | Information is given OAS, DHSS,
friendly materials from Autism NJ for to every consumer DOE and DHS

regarding eligibility
and health services
available through the
Medicaid State Plan

the Community Care
Medicaid Waiver,
use existing
information from
DDS on the
Medicaid

that applies to
DHSS, DOE and/or
DHS

Educate persons
with ASD and
families to
understand the
authorities and
regulations which
govern various
health benefit plans

Expand information
that may exist from
DHSS and DHS

Adults with autism
and their families will
understand their
health plans and the
authorities that
govern them so
information is easily
accessible

OAS, DHSS, DOBI

Determine the
commonalities
between the aging
population and
persons with ASD
with respect to
long-term care
issues

DHSS Commissioner
convenes a think
tank (that includes
experts in the aging
community) to
strategize long-term
care services and
funding usage for
adults with ASD

Long-term care
services are
transparent to New
Jersey residents on
the spectrum and
their caregivers

OAS, DHSS

Explore expanded
partnerships with
federal agencies to
maximize and
enhance federal
resources to serve
persons with ASD

Governor’s Office to
review increased
FMAP opportunities
and Stimulus money
usage

OAS, DHS, federal
agencies
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Housing (Recommendation #28 through #32)

Short-term Needed Long-term Needed Agencies
Objectives Actions Objectives Actions Involved
Reorganize Completed by DHS- | Operationalize the | Write and adopt DHS-DDD
Medicaid Waiting DDD county waiting list regulations
List by County
Improve access to Inventory all housing | Include in NJ Negotiate concerns | DHS-DDD
housing information | alternatives Housing Resource of governmental
Center entities with the
need for public
Project housing information
needs by time and
geography
Grant or Pilot Develop program to | Identify successful Allocate DHS-DDD | OAS, DHS-DDD
Program to develop |encourage local housing models and | funds to support
local housing development of duplicate successful housing
housing for persons models
with ASD
Develop alternative OAS

housing plans prior
to DHS-DDD
placement

Increase funding to
DHS-DDD

Identify family
support funds,
savings plans, self-
determination
programs, family
coop models based
on donation of time
and expertise

Train families on
what to do prior to
DHS-DDD
placement

NJ Legislature
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Legal Issues (Recommendation #33)

Short-term Needed Long-term Needed Agencies
Recommendations Actions Recommendations Action Involved
Establish Judicial Training program OAS, Office of
Education Program available on an Administrative Law
regarding persons annual basis
with ASD
Amend the Law Change current OAS,

Against Legislation NJ Legislature

Discrimination to
provide better
protection for
persons with ASD

Revise the Autism Amend legislation or OAS

Registry to include regulations to DHSS
persons older include registration

than 21 of adults

Include tax-exempt OAS,

savings plan to NJ Legislature

provide for care and
services for adults

with autism
Establish a tax- Legislation OAS,
exemption for NJ Legislature

donations of houses
even if own child will
not directly benefit
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Private Sector Engagement (Recommendations #34 through #38)

Short-term
Recommendations

Needed
Actions

Long-term
Recommendations

Needed
Action

Agencies
Involved

In conjunction with the
New Jersey Ad Council,
Art Director’s Club and
Broadcaster’s
Association, develop a
series of public service
announcements
focusing on the
strengths, talents and
diversity of adults with
ASD

Existing protocols are
established

OAS

NJ Ad Club, Art
Director’s Club,
Broadcaster’s
Association

Develop community
roundtable events with
the New Jersey
Chamber of Commerce
to give adults with ASD
and community
businesses and civic
organizations the
opportunities to interact.
Foster participation in
community life and to
provide opportunities
for adults with ASD to
work as volunteers in
community-based
businesses

Enhance existing
disability awareness
program

OAS
NJ Chamber of
Commerce

Establish an adult
peer-mentoring
program, with students
at NJ universities and
colleges, to provide
friendship and

support to persons with
ASD

Enhance existing peer
mentoring programs
for children; develop
partnerships with New
Jersey’s universities
and colleges

OAS, DOE

Sponsor symposium by
NJ not-for-profit
community to enhance
participation of adults
with ASD in issues that
affect their lives

Augment current
symposium offerings
to include avenues for
participation for adults
with ASD

OAS, Center for Non-
Profit Corporations,
Council of NJ
Grantmakers

Maximize existing
community support
systems to enhance
support of adults
with ASD

Work with existing
entities that are
already engaging
these kinds of
supports

OAS, Elizabeth M.
Boggs Center on
Developmental
Disabilities, community
organizations
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Transportation (Recommendation #39 through #43)

Short-term
Objectives

Needed
Actions

Long-term
Objectives

Needed
Action

Agencies
Involved

Fully implement recom-
mendations of “Meeting
the Employment
Transportation Needs of
People with Disabilities
in NJ”

Articulate the needs of
the entire ASD
population to the New
Jersey Council on
Accessibility and
Mobility (NJCAM)

OAS

Improved use of transit
resources through
increased coordination
among community
transit providers

Investigate barriers to
shared use of
resources

Transit system that
creates greater flexibility
and cost savings
through the use of
shared resources

Develop plan to
address restrictive
vehicle insurance
policies

OAS, NJ CAM, NJ
Dept. of Banking &
Insurance

Drivers trained to Amend NJ Transit, Change county-based Base DOT Training on NJ Transit
improve interaction DOT training to include | regulations so that First Responder model | DOT
with adults with ASD ASD transportation systems Office of Autism

cross county lines
Continue Continue building Expand concierge Develop and maintain | OAS
development of partnerships among service state-wide database NJ Transit
concierge/broker community transit Increase cooperation DOT
service programs providers among community

transit providers

Include transportation Provide travel options NJ Transit partnership Develop training OAS, DOE, DDD,

training in IEPs,
IHPs, ELPs for
persons with ASD

available by area

with community
providers to provide
travel training

module

Community Transit
providers

Adjust the Casino
Revenue Fund formula
to be commiserate
with county
populations of seniors
and persons with ASD

Determine if change is
to a law or regulation

Use Census Data

Legislative Action

Rule Change

NJ Legislature
DOT
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Aging Issues (Recommendation #44)

Short-term Needed Long-term Needed Agencies

Objectives Actions Objectives Action Involved
Begin planning for OAS, DHS-DDD,
the aging of the DHSS, DHS-DDS

population with ASD

Train county offices on| |dentify and adapt

: . AS, DHSS,
Aging and community | materials to address 8ousnt o?fies on
service providers aging issues Agingy

about needs of
persons with ASD

60





<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /CMYK
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments true
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e9ad88d2891cf76845370524d53705237300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc9ad854c18cea76845370524d5370523786557406300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV (Za stvaranje Adobe PDF dokumenata najpogodnijih za visokokvalitetni ispis prije tiskanja koristite ove postavke.  Stvoreni PDF dokumenti mogu se otvoriti Acrobat i Adobe Reader 5.0 i kasnijim verzijama.)
    /HUN <>
    /ITA <>
    /JPN <FEFF9ad854c18cea306a30d730ea30d730ec30b951fa529b7528002000410064006f0062006500200050004400460020658766f8306e4f5c6210306b4f7f75283057307e305930023053306e8a2d5b9a30674f5c62103055308c305f0020005000440046002030d530a130a430eb306f3001004100630072006f0062006100740020304a30883073002000410064006f00620065002000520065006100640065007200200035002e003000204ee5964d3067958b304f30533068304c3067304d307e305930023053306e8a2d5b9a306b306f30d530a930f330c8306e57cb30818fbc307f304c5fc59808306730593002>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020ace0d488c9c80020c2dcd5d80020c778c1c4c5d00020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken die zijn geoptimaliseerd voor prepress-afdrukken van hoge kwaliteit. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents best suited for high-quality prepress printing.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /ConvertColors /ConvertToCMYK
      /DestinationProfileName ()
      /DestinationProfileSelector /DocumentCMYK
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice




