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Introduction

The purpose of this manual is to assist families of young adults with developmental
disabilities with the transition from the school system and services for children to the world
of work and adult services.

Transition planning through the school system is mandated to begin at the age of 14 ¥
and is an important part of the IEP. The sooner you begin to plan for the transition to
employment and adult services, the better. Make sure your goals are clear and in writing
because, as you know, the IEP drives the important services and supports your child
needs. If it is not written into the plan, it is not likely to be implemented in the school
program.

The Individuals with Disabilities Education Act (IDEA) is a powerful law, and transition
planning is a process addressed by IDEA. You and your child have rights within the special
education system. Throughout this manual we will be urging you to know and exercise your
rights and utilize the special education mandate. Once the transition to adult services is
complete, you will find that your child’s rights are different and much less comprehensive.
This is because special education is an entitlement. Special education students are entitled
to special education services.

Adult services are based on eligibility and availability of funding. If you are eligible and if
funding is available, services can be accessed. Many services and supports readily available
in special education are not available in the arena of adult services. Good transition planning
is critical to a successful transition to adult services. Use the special education mandate to
help build a successful life for your young adult!

When your child exits the special education system, many of the same advocacy skills you
learned in special education will be needed; but the rules and laws are dramatically
different in the adult service system.

Set your goals high. Have great expectations! Be proactive in planning and know that you
have a very important role in building a life that will be full and satisfying for your adult
child with disabilities.

In the adult developmental disabilities system, Medicaid is the key to services. To be
clear, Medicaid pays for adult services. As you prepare for the adult system here in
lllinois, you will still have to read the law, consider carefully any professional
recommendations, become knowledgeable of Medicaid rules, and develop a meaningful
Individual Service Plan (also known as an ISP) that meets the needs of your adult child. It
will also be critical to know the important rules governing the public benefits for which your
adult child is eligible.

Manual Update

The original Family Manual for Transition focused on youth with developmental disabilities
in lllinois and was written in 2005. Since the opening of The Arc of Illinois Family to Family
Health Information and Education Center in May 2006, we have made updates to the
Family Manual as predicated by program and policy changes in the areas of education,
vocational rehabilitation, disability services and Medicaid in our state.



Over the past four years, our staff has spoken with hundreds of families and professionals
with transition questions/concerns and presented at the annual Statewide Transition
Conferences, numerous transition resource fairs, and family training seminars. Many of
these youth, family members, and professionals have also shared their feedback and their
transition experiences with us.

We have found that many youth and families have similar questions about the transition
process, and frequently encounter similar barriers. Significant changes have been made
at the state level pertaining to access to and availability of services and supports for youth
and adults with developmental disabilities. Therefore, we decided that now is the time to
present a new, completely revised edition of our Family Manual for Transition.

Disclaimer: The information contained in The Arc of Illinois Family Manual is general in
nature and may not apply to all individuals. It is not designed to be a substitute for medical
decisions, legal advice, future planning or financial guidance from qualified professionals
serving individuals with disabilities and their families. Families, consumers and guardians
are advised to seek guidance from appropriate professionals at all times regarding
individual situations. We recognize that each individual has unique gifts and challenges
and therefore, will need an individualized process for transition. Families, consumers and
guardians are advised to seek guidance from appropriate professionals at all times
regarding individual situations.

The Family Manual is divided into four sections:

I. Special Education and Transition Planning
[I. The World of Adult Services/Supports
[ll. Health Insurance and Employment
IV. Services and Supports, Options and Trends

Key points to keep in mind as you read the Family Manual:

e Transition is a process, not an event.

e Think of transition as a tree, not a tunnel. There is no singular, correct path to
follow. Each individual and family will have to choose the branch or path that works
best for them.

¢ No government program can ever address all of a person’s needs. Family
involvement is crucial.

e Transition impacts the entire family.

¢ Most adults with developmental disabilities will need to rely upon state and federal
government programs in order to obtain needed supports.

e Youth and adults with developmental disabilities can work. Maintain this
expectation. Make employment/work skills a priority in each IEP and in your home.

e Youth and families must have back-up plans for transition. No one can assume
that they will be “selected” from PUNS to receive funding for adult services.

o Families may need to do a "cost-benefit analysis” focused on family survival needs
(maintaining employment and health insurance) versus what may be required when
their young adult “ages out” of the school system as part of transition planning.



Today’s youth have high expectations for their transition to the adult world! They want to
work, live, and play in their communities alongside their school friends, neighbors, and
family members. The bleak lllinois financial situation we are currently experiencing
complicates the process of planning for transition. Needed services and supports are just
not available for a large number of lllinois citizens.

Youth with developmental disabilities and their families need to be active and informed
advocates, educating policymakers regularly about the needs their families’ experience. At
this critical time, we urge individuals with disabilities, families, and professionals alike to
join The Arc of lllinois and The Arc U.S.! More than ever, we need to work together to
keep our issues in the forefront and advocate collectively for policies, programs, and
funding that will support our youth to live the lives they work so hard to build!

Please add your voice to one of the first national organizations supporting individuals with
intellectual disabilities and the largest advocacy organization for individuals with
developmental disabilities in Illinois! For more information, please call us at 815-464-1832
or click here to join online!

The Arc of lllinois hopes you will find this manual helpful and looks forward to collaborating
with you on behalf of all people with developmental disabilities in our state. If you have
recommendations to improve this manual, we would love to hear your suggestions. This is
truly a work in progress!

We want to express our appreciation to our project partners and other contributors for their
support in providing updated expert information for this manual, and/or for their role in
reviewing the draft document and sharing helpful feedback with us.*

Special thanks to:

+ Health and Disability Advocates

+ lllinois Association of Microboards and Cooperatives

+ lllinois Chapter, American Academy of Pediatrics

+ llinois Department of Human Services, Division of Rehabilitation Services
+ lllinois Department of Insurance

+ lllinois Life Span Project

+ Project Reach

+ UIC Division of Specialized Care for Children
*Inclusion in this list does not
imply approval of the contents of

Tony Paulauski this document.

Executive Director
tony@thearcofil.org

Call us toll free at 1-866-931-1110

Faye Manaster, M.Ed.
Project Director
familytofamily@thearcofil.org
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Section | - Special Education and Transition Planning
Knowing Your Rights in Special Education

Having a child with a disability in the family requires important communication, research
and advocacy skills. In special education, children and their families have many rights; but
if you do not know those rights, it is difficult to exercise them! There are many ways to
learn about special education rights. We strongly recommend patrticipation in a parent
support group. If there are none in your area, start one. The support and knowledge
derived from other parents and parent support groups cannot be underestimated. The
lllinois Life Span Project website lists support groups by county and type at
www.illinoislifespan.org.

Read the law.

Many educators and professionals have knowledge of the special education law, known
as the Individuals with Disabilities Education Act (IDEA). We would suggest that parents
read the law themselves and have personal familiarity with IDEA. You can read the law at
http://idea.ed.qgov.

The IDEA was recently reauthorized in 2004 with some significant changes. Find the
summary of those changes here:
www.thearcofil.org/secure/reveal/admin/uploads/documents/CRSAnalysisofNewIDEAPL 1

08-446.pdf

Another excellent resource on special education law is the Wrightslaw website:
www.wrightslaw.com.

The lllinois State Board of Education provides a comprehensive resource booklet on their
website: Educational Rights and Responsibilities: Understanding Special Education in
lllinois. This booklet provides an overview of the special education process and parent
rights information. You can download the booklet from their site at www.isbe.net. Go to
the Special Education section and look in the right hand column for Resources. Click on
the Parents section beneath it and you will find a wealth of essential information.

Youth with developmental disabilities also need to learn about special education law and
their rights. Starting at age 14 Y%, they must be invited to participate as equal partners in
their own IEP meetings and be given the opportunity to share their opinions and develop
plans for the future.

Learning about special education laws and rights, and transition planning can be
incorporated into the goals on your child’s IEP. Materials (including books, videos and
workbooks) are available to help youth with developmental disabilities learn more about
transition and self-advocacy. One helpful resource, a learning package including text,
workbook and video entitled My Future, My Plan, is available for purchase at State of The
Art: www.stateart.com.

The Minnesota Council on Developmental Disabilities has some very helpful and free
consumer transition workbooks available for download from their website: It's Never Too



Early, It's Never Too Late and It's My Choice. www.mncdd.org/extra/publications.htm.

The Institute on Community Integration at the University of Minnesota has a resource to
help high school students with IEPs organize their transition documents and create a
personal portfolio: P.R.O. Files (Products, Resources, Opportunities personal portfolio and
filing system) available for free download at http://ici.umn.edu/all/helptool.html#profiler
Families and youth can review these materials at home to prepare for IEP and transition
meetings and use the workbook format to write down information to share with other team
members.

In Illinois, there are two federally funded Parent Training and Information Centers (PTICs).
These Centers are funded to provide parents with free up-to-date training and information
on special education issues and rights. Both provide training opportunities, information
and assistance by phone, and website resources. Family Matters PTIC, located
downstate, provides assistance to families outside of the Chicago and Chicago suburban
area. Family Resource Center on Disabilities serves the Chicago and Chicago suburban
area. The contact information for the Illinois Parent Training and Information Centers
follows:

1. Family Matters Parent Training and Information Center

1901 S. 4™ St., Ste. 209, Effingham, IL 62401
217-347-5428 voice

217-347-5119 FAX

866-436-7842 Toll-Free

E-mail: info@fmptic.org

Website: www.fmptic.org

Serving: Statewide except Chicago

2. Family Resource Center on Disabilities

20 E. Jackson Blvd., Room 300
Chicago, IL 60604
312-939-3513 voice
312-939-3519 TTY & TDY
312-939-7297 FAX
1-800-952-4199.

E-mail: frcdptiil@ameritech.net

Website: www.frcd.org
Serving: Chicago and surrounding area

Getting Started - Transition Basics

Section 300.29 of the IDEA regulations defines transition service as a coordinated
set of activities for a student with a disability that:

“Is designed within an outcome-oriented process, that promotes movement
from school to post-school activities, including postsecondary education,
vocational training, integrated employment (including supported employment),
continuing and adult education, adult services, independent living, or
community participation

Is based on the individual student's needs, taking into account the student's



preferences and interests

Includes instruction; related services; community experiences; the
development of employment and other post-school adult living objectives;
and, if appropriate, acquisition of daily living skills and functional vocational
evaluation.”

Transition planning is an important component of the Individualized Education Plan.
Remember that anything that is not written into the Individualized Education Plan is not
required. This is the law. Use your special education mandate to build the skills and
experiences your child will need when he/she exits the special education system.

The full text of the IDEA legislation is available on the US Department of Education IDEA
website (http://idea.ed.gov).

The IDEA legislation that pertains to transition planning in the IEP is noted below:
Section 300.347 Content of the IEP and
Section 300.348 Responsibilities for Transition Services

Ideally, the transition plan is driven by the student and his/her vision of future life goals as
well as employment and career opportunities. Parents and guardians of youth with
developmental disabilities can help their children prepare and participate in their own IEP
meetings and partner with them in making plans for transition and adult life.

The National Center for Secondary Education and Transition has some helpful resources
and links for parents available at www.ncset.org.

The National Dissemination Center for Children with Disabilities has many free
publications related to transition for parents, students and professionals
available on their website www.nichcy.org

Plan Backward

First, think about what your son/daughter wants life to look like when he/she exits the
special education system. Start the planning with this in mind. Consider full-time
community employment with benefits and the potential for a career as an important
outcome for the transition plan.

Why Plan?

Some would say that transition planning should be a wake-up call for families of young
adults with developmental disabilities. This wake-up call reminds us that special education
does not last forever, and we must make the best possible use of the services provided
through the special education system before the student ages out and exits. lllinois
students in special education are eligible to receive services until the day before their 22"
birthday if that need is agreed upon by the IEP team and reflected in the IEP. This
means also that your child may be done with school at any time during the final school
year, not on the typical “last day of school”.

The reasons for having a good transition plan are obvious. Without a road map, it's easy
to get lost. But the fact is that even with a good plan, the adult community service system
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is very different from special education.

A good transition plan will lay the groundwork for the student before he exits the special
education system. The transition plan must be developed with the student and should
center on his/her career interests and dreams. Vocational exploration and assessment
are important elements of a quality transition plan.

The Financial Plan

It is common for families to save money for their children’s future education, often referred
to as a college fund. In some families, friends and relatives may also make monetary gifts
to children. When a family has a child with a developmental disability, saving money for
the child’s future is just as important, but some extra steps need to be followed in order to
protect the child’s options to receive services as an adult. Financial planning is very
important for families at all income levels.

Similar to saving for a college fund, the family can begin at a very early age to plan for
funding adult services and supports for the child with a developmental disability. The
major difference for the family of a child with a disability is that, unlike a college education,
which typically lasts for a few years, services and supports for adults with developmental
disabilities are sometimes needed throughout the lifespan. Few families are able to fund
all needed services and supports independently. The majority of adults with
developmental disabilities in the U.S. who receive adult services access these services
through government-funded programs. There are state special needs trust laws and other
legal protections available that may assist the family to fully or partially self-fund services
after exiting the special education system.

It is very important for families to consult with lawyers and financial planners who
specialize in future planning for adults with developmental disabilities. Contact The Arc of
lllinois’ Life Span Project (www.illinoislifepsan.orq) for legal and/or financial planning
professional resources. The Arc of lllinois also offers annual training seminars for families
on this topic. Two frequent presenters are listed below. Check the Events section of The
Arc’s website (www.thearcofil.org) for dates and locations around the state.

Arc of lllinois Board member, Brian Rubin, is the parent of an adult with developmental
disabilities and an attorney specializing in future planning for persons with special needs.
Mr. Rubin has a comprehensive “Guide for Future Guardians and Trustees” that can be
requested through his website: www.brianrubin.com.

Theresa Varnet, a parent, attorney and social worker, who has also served on The Arc
Board, is a frequent presenter at Arc trainings. Ms. Varnet has also written extensively on
this topic, and has a number of helpful articles available on her website:
http://ssvlegal.com/founders_main.html

Families at all income levels need to be aware of financial planning and establishing
special needs trusts. Otherwise, if there are assets in your child’s name, he/she may not
be eligible for government-funded services and supports when he exits school and special
education services. Friends and relatives need to be made aware of this as well.
Otherwise, for example, their well-intentioned gifts of money to your child could
compromise eligibility for Medicaid and SSI.
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Met Life provides financial planning information including a Special Needs Calculator for
estimating lifelong financial needs for families that include a child with a disability on their
site. Click on this link to the Special Needs Calculator or go to the MetLife website at
www.metlife.com and search for MetDesk under Financial Planning.

Here are some questions for parents/guardians to answer as part of the transition
process:

When my adult child with a developmental disability finishes school, how will we
(parents/guardians):

v' Be able to maintain our own employment?

v' Be able to afford health insurance for ourselves and our children?

v' Be able to care for ourselves, our adult child with a disability and other family
members?

v' Be able to get help when we have a family emergency?

v' Be able to meet the daily needs of all members of our family?

v' Be able to plan for our own retirement years?

If your adult child cannot stay home alone, cannot get and keep a job without support,
cannot travel independently and you are not able to provide these supports yourself or pay
someone else to provide them, you may need government funded supports.

Families do have a “choice”.

. If you have enough money to pay for services yourself, you may not need to get involved
with government programs.

. If you cannot afford to pay for everything yourself, then you will need to work within the
current “system” to access what may be available; whether or not it is ideal for your adult
child.

It is clear that the transition plan should also be tied to a financial plan for supports after
your adult child exits the special education system. A well-designed financial plan can
provide important resources for job coaches, specialized equipment and other vital
supports. Government-funded services and supports are not designed to meet all of the
needs of adults with developmental disabilities.

Important Timelines in Transition Planning

Here are some critical areas to address at various times in your child’s special education
experience.

When to Complete a PUNS Form

PUNS stands for Prioritization of Urgency of Need for Services. Currently, PUNS is the
first step in accessing services outside of Early Intervention (for children birth to age 3)
and the public school system (ages 3 — 21) for individuals who are determined to be
disabled. The completion of a PUNS form provides valuable information to the DHS
Division of Developmental Disabilities about current and anticipated service needs. It is
also the pool from which names are drawn when funding becomes available for services.
So if your child or family has unmet needs or anticipates unmet needs (such as respite,
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day care, after school care, or other services) at any age, a PUNS interview should be
completed. The PUNS form must be updated annually and sooner if there is a crisis or
emergency situation.

Independent Service Coordination (ISC) agencies are in charge of collecting PUNS data
and are located statewide. To find your ISC, you may call lllinois Life Span at 1-800-588-
7002. You may also call DHS at 1-888-DD-PLANS. There is more information to follow
about PUNS.

Early Intervention Years

Once your child has been diagnosed with a developmental disability and eligibility for early
intervention has been established, it's time to consider developing a financial fund. This
fund may be used to generate employment and educational opportunities and/or supports
and services for him after exiting special education. It's important, however, to seek expert
advice in financial planning when you have a child with a developmental disability.

Early Childhood Years — Ages 3-5

Find out about assistive technology and environmental modifications that may be available
to help your child become as independent as possible. An assistive technology evaluation
may be included in the IEP at no cost to your family if the team agrees that there is a need
and it is reflected in the IEP. As parents, you may advocate for technology, programs,
and services that will allow your child to reach his/her full potential.

Now is the time to start helping your child learn to become a self-advocate. This starts with
giving your child opportunities to make developmentally appropriate choices and to
express his or her opinion. Very young children should, for example, be given choices
regarding food preferences (apple juice or orange juice?), clothing (denim or corduroy
pants?) and activities (going for a walk to the park or listening to music?). Augmentative
communication and assistive technology may be needed to help your child express
preferences and opinions. This is the first step in self-advocacy, something that is very
important in preparing for the future.

Self-advocacy and decision making skills need to be incorporated into your child’'s IEP, as
well as “imbedded” into daily life at home. See our publication “Tools for School” for
resources related to assistive technology, IEP accommodations and more:
www.thearcofil.org/familytofamily/documents/documentdetails.asp?did=1305

Elementary School Years — Ages 6 - 12

In the early years, it's important to develop a sense of value and work. Nearly everyone
works in our society. Children should value their own contributions to their families and
community. It's important for all children to know that work is rewarded by money and that
work is valued in society. In the elementary school years, we want the child to:

Make sure they learn as many self-help and daily living skills as possible.

Be responsible for household chores.

Make more personal choices.

Earn an allowance and have opportunities to learn about and handle money.
Learn about the world of work and have “career exploration” included in the IEP

agrwnE
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each year.
As the parent, you may want to:

1. Work with your child to learn about his/her goals, dreams, and preferences.

Advocate that your child will be able to work in the future.

3. Begin to investigate work opportunities for adults with disabilities in your
community.

4. If you are also an employer, you will want to make sure that you hire people with
developmental disabilities.

5. Develop a network with families who have older children (including adult children)
with developmental disabilities and find out what they are doing to help their
children work.

6. Advocate with educators and professionals. Your child’s future is in the community
alongside his/her non-disabled peers. His/her goals include a meaningful career as
an adult.

7. Once again investigate accessing assistive technology and environmental
modifications to help your child become as independent as possible.

N

Age 12 — A Critical Time

If you haven’t already, you will want to talk to an attorney who is knowledgeable about
trusts, financial planning and estate laws specifically related to individuals with
developmental disabilities. This is a specialized field, so do your homework. It's often
recommended that a “Special Needs Discretionary Trust” is in place before the child’s
13th birthday. It is very important to have in place at age 12 because this impacts your
child’s eligibility for government benefits (SSI and Medicaid) at age 18. The lllinois
Department of Healthcare and Family Services, and their collaborating agency, the lllinois
Department of Human Services, will look back at your child’s finances for the five
preceding years from the date of application, so planning to protect those benefits is
critical to the adult years.

You may also want to work with a financial advisor who can inform you about the potential
impact on your state and federal income tax situation as the parent of a young adult with a
developmental disability. The IRS has publications on this topic:

Medical and Dental Expenses: www.irs.gov/publ/irs-pdf/p502.pdf,

Child and Dependent Care Expenses: www.irs.gov/pub/irs-pdf/p503.pdf.

Parents who receive or pay child support for a child with a developmental disability should
contact their legal advisor in advance in order to plan ahead for changes that may occur
when the child turns 18. Additional information on this can be found at
www.hrtw.org/tools/divorce.html, the website of the Healthy and Ready to Work National
Center.

Middle School Years - Ages 12-14

lllinois requires transition planning in the IEP during the year that a child turns 14 %.
Before the Transition Plan is written, it's important to gather as much information as
possible about effective transition planning. The transition plan addresses the instruction
and educational experiences that will help the student prepare for transition from school to
adult life. It includes activities with measurable outcomes that will lead to desired post-
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school outcomes.

Consider participating in a parent organization for your child’s specific disability (for
example, The Arc of lllinois, the National Association for Down Syndrome, the Autism
Society). Contact The Arc of Illinois’ Life Span Project (www.illinoislifespan.orqg) to find
parent organizations and support groups in your area. Other families will likely have
information to share about resources and supports available locally related to transition.

Remember that students and parents are full participating members of the IEP Team.
Work with your child to prepare him to take an active role as an IEP Team member.

There are many useful tools and strategies available to help teens and young adults
prepare for their future, such as person-centered planning and a process known as MAPS
(Making Action Plans). For more information on MAPS and PATH planning strategies, go
to www.inclusion.com. The PACER Center also has information about person-centered
planning and how it contributes to effective transition plans at
www.pacer.org/publications/parentbriefs/ParentBrief Feb04.pdf.

It's important to build work experiences into the IEP, starting with in-school jobs,
community volunteer work, and paid work in the community after age 16. Real work
experience is very valuable, so be cautious of limiting your child to “vocational readiness”
and “pre-employment training” that is offered only in a sheltered environment or simulated
sheltered workshop within a school setting.

It is also important to pay social security taxes (F.I.C.A.) on any paid work. This will
have major benefits for health coverage (under Medicare) in the adult years after school.
There are additional financial benefits for paying into social security in terms of qualified
earnings toward SSDI. Because of the complex nature of this information, we suggest
consultation or training with a knowledgeable Benefits Specialist. There are three projects
in lllinois — the lllinois Assistive Technology Program at 800 852 5110 (v/tty); Division of
Mental Health at 866 390 6771 (v) and 866 390 6776 TTY; Mayor’'s Office for People with
Disabilities in the City of Chicago at 312 746 5743 (v) 312 746 5713 (tty). All three
projects are funded under the Social Security Administration. This free service can be
also be accessed through the lllinois Worknet website at
www.illinoisworknet.com/vos_portal/Disabilities/en/Home/FindLocation/.

Another tool to help plan for a successful transition is the “Day in the Life Worksheet”
included in this manual. Remember that under IDEA, many aspects of transition must be
addressed in the transition plan. This worksheet may be used to help with transition
planning and developing appropriate IEPs during your student’s transition years.

The Importance of the IEP for Transition Planning

An IEP transition plan that includes employment in the community, as well as a detailed
strategy to address needed skills and the path to employment and independent living is
critical.

The IDEA entitlement to appropriate services in the least restrictive environment covered
by the federal special education law is a very powerful civil rights law for students with
disabilities 21 and under. There is no law for adults with disabilities that is as powerful and
comprehensive. IDEA details the rights of students with disabilities, and includes
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mechanisms to protect these rights and advocate for their enforcement.

The annual IEP/transition plan meeting is the first step in the implementation of these
rights. The student and the family have the right to express their opinions and have their
plans and preferences considered by the IEP team. This includes preferences for access
to work in the community and comprehensive, coordinated transition planning.

The legal mandate for services in the least restrictive environment applies equally to all
services in the student’s IEP, including employment and vocational training. This means,
for example, that offering work only in a segregated setting such as a sheltered workshop
is not appropriate if the student has goals for community employment or post-secondary
education. Some school districts have transition coordinators and have formal “transition
programs” and systems of support in place. Others do not. These transition programs
should not be a barrier to self-determination or a substitute to making an individualized
transition plan that may or may not include services and supports typically provided by a
particular school district. You may have to work with the school district to get this in place
in the IEP and in practice.

You have the right to have your plans for proposed services and supports
considered by the IEP team.

Remember that you and your young adult student may need to develop your own
proposed plan for action to present to the IEP team for consideration. It is not sufficient to
merely oppose a plan that is being offered by the school for transition services and
employment options. Be pro-active!

You will have a much better chance of success if you develop your own plan. This plan
could include, for example, a proposal for starting a small business as the means to
become self-employed; or a job in the community that you have obtained through your
own contacts; or a vocational training course which you have researched thoroughly and
are able to document all logistics and supports required.

Emphasizing self-determination in the transition process may be a new experience for
some youth, families and school systems. Youth and families need to be ready to continue
in their roles as strong self-advocates and trailblazers to make this happen.

In decades past, sheltered workshops and “day treatment programs” were generally the
only options available for adults with developmental disabilities. These limited options are
no longer acceptable or appropriate for many youth and young adults. Today, youth and
adults with developmental disabilities often want to continue their education or join the
workforce as they graduate or exit high school.

Although families and schools are, ideally, partners in the educational planning process,
there are times when conflicts occur. Youth and families have the right to appeal decisions
related to service and supports in the IEP. There are a number of important resources for
families to access when questions about special education rights arise. Refer to the ISBE
manual, Educational Rights and Responsibilities: Understanding Special Education in
lllinois at www.isbe.state.il.us/spec-ed/html/parent_rights.htm (Available for free download
in English and in Spanish). The information available there explains the conflict resolution
options available but also begins with a section to help families and professionals process
the conflict.
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The two lllinois Parent Training and Information Centers are also important resources
when there are questions regarding rights within special education. The Family Resource
Center on Disabilities serves the Chicago and Chicago suburban area and Family Matters
serves the rest of the state. Families can access PTIC sponsored trainings on special
education issues and will find many helpful resources on the websites of these agencies.
Direct phone support is also available through both agencies.

Formal dispute resolution options include Mediation, a State Compliance Complaint, and
Due Process. Mediation is a process designed to bring in a third, impartial party to help
resolve conflicts between families and schools when they have reached an impasse.
Mediation is a free and voluntary process. For more information about Mediation, please
go to www.isbe.net/spec-ed/html/mediation.htm.

When families believe that the educational rights of their child have been violated and less
formal attempts at resolution have not been successful, a State Compliance Complaint
can be filed. Families must submit required information documenting the alleged violation
and the ISBE will investigate and report their findings within a prescribed timeline. There is
a form and more detailed information on the process available on the ISBE website at
www.isbe.state.il.us/spec-ed/html/complaint_investigation.htm.

Many would consider Due Process the option of last resort. It is the most formal process
available and can be both expensive and stressful for families and professionals alike. It
is, however, a powerful tool that families need to know about when the stakes are high
and they believe that legal action is warranted. Due process is a legal procedure. Schools
generally use attorneys to represent them in due process. Although families are not
required to have legal representation, they are often at a disadvantage without
knowledgeable legal support. ISBE has forms and additional information about due
process available in the Educational Rights and Responsibilities quide and on the ISBE
website under Due Process.

lllinois Attorney General Lisa Madigan has written Guidelines for Choosing an Attorney for
Special Education Representation, a two-page guide available on the ISBE website in the
Special Education section under Due Process.

Individuals interested in learning more about dispute resolution in special education are
encouraged to read the ISBE Rights Guide mentioned above, attend trainings available
through your local Parent Training & Information Center, and also visit the following
websites:

« CADRE - Center for Appropriate Dispute Resolution in Special Education

« Wrightslaw
« NICHCY — National Dissemination Center for Children with Disabilities

Consider this snapshot of “a day in the life” of your adult child with DD, following
high school graduation.

Use this section to outline what an average weekday might be like for your adult child,
assuming all other family members are going about their usual activities. What will your
adult child do all day, every day, when attending school is no longer an option? If supports
and supervision are needed, who will provide them and who will pay for this?
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Even if your adult child receives government benefits, how will needs for transportation,
employment, personal assistance, social activities, continuing education, housing and
medical care be met? The following chart is designed for you to use as an IEP planning
tool as you and your family get ready for transition.

Level of independence: 1= independent, no supervision, 2= independent with supervision, 3 = dependent, able to direct others, 4 =

Time of Day | Activity Level of Help Family
Indepen- Needed Resources
dence

AM/wake up Getting out of bed

Toileting

Bathing/grooming

Dressing

Eating

Morning Get ready for day

Transportation

Work/other activities

Midday Prepare/purchase/eat lunch

Errands/personal business

Afternoon Return home

Recreation/leisure

Evening Chores/responsibilities

Prepare/eat dinner

Clean up

Prepare for next day

Recreation/leisure

Night Bedtime routine

Hygiene

Sleeping

“Down Time” | Vacations/holidays

Fitness/well being

General or Medications,treatments,care
Any Time Mobility, transportation
Socialization

Communication

Behavior, safety issues,
supervision

Therapies

Counseling, mental health

Emergencies | Guardianship/health surrogate

Evacuation plan, fire drill

Preregistration with
paramedics/fire dept.

Portable medical summary

Communication plan

dependent, unable to direct others Help needed: staff, equipment, assistive technology, home madifications, financing, advocacy,
other (specify) Family resources: people who can help, private pay ability, time, equipment, other



You may also find it helpful to use the “Week in the Life” chart in the Appendix of this
document to develop a sample weekly schedule, useful for planning family logistics.

High School and Transition Years (ages 14-22)

Special education services can be accessed in lllinois until the day before the 22™
birthday. The planned exit date should be clearly stated in the child’s IEP. Remember that
the school exit date can occur at any time during the school year. As with all issues that
are part of an IEP, services needed and timelines must be agreed upon by the IEP team.

A new lllinois law, referred to as “Brittany’s Law” allows students to walk across the stage
with their peers during the graduation ceremony to receive a certificate of completion
instead of a diploma. This allows the student in transition to continue with their special
education transition program and still participate in this important right of passage with
their classmates. See the full text of Brittany’s Law below for details. Contact the Parent
Training & Information Center in your area for further details.

Full Text of Brittany's Law - Part of the Illinois School Code
Released: 12/2/2005

(105 ILCS 5/14-16)

Sec. 14-16. Participation in graduation ceremony.(a) This Section may be
referred to as Brittany's Law. The General Assembly finds the following:

(1) Each year, school districts across this State celebrate their students'
accomplishments through graduation ceremonies at which high school
diplomas are bestowed upon students who have completed their high school
requirements.

(2) There are children with disabilities in this State who have finished 4 years
of high school, but whose individualized education programs prescribe the
continuation of special education, transition planning, transition services, or
related services beyond the completion of 4 years of high school.

(3) It is well-established that the awarding of a high school diploma to and
the high school graduation of a child with a disability is tantamount to the
termination of eligibility for special education and related services for the
student under applicable federal law.

(4) Many children with disabilities who will continue their public education in
accordance with their individualized education programs after finishing 4
years of high school wish to celebrate their accomplishments by participating
in a graduation ceremony with their classmates.

(5) The opportunity for classmates with disabilities and those without
disabilities to celebrate their accomplishments together only occurs once,
and the opportunity to celebrate the receipt of a diploma several years after
one's classmates have graduated diminishes the experience for students
whose age peers have left high school several years earlier.

(b) Beginning March 1, 2005, each school district that operates a high school
must have a policy and procedures that allow a child with a disability who will
have completed 4 years of high school at the end of a school year to
participate in the graduation ceremony of the student's high school
graduating class and receive a certificate of completion if the student's
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individualized education program prescribes special education, transition
planning, transition services, or related services beyond the student's 4
years of high school. The policy and procedures must require timely and
meaningful written notice to children with disabilities and their parents or
guardians about the school district's policy and procedures adopted in
accordance with this Section.

(c) The State Board of Education shall monitor and enforce

compliance with the provisions of this Section and is

authorized to adopt rules for that purpose.

(Source: P.A. 93-1079, eff. 1-21-05.)

Many students with developmental disabilities are now enrolling in and participating in
post-secondary educational programs. All students interested in post-secondary education
have to begin looking at entrance requirements and considering funding options early in
their high school careers. Students with developmental disabilities interested in post-
secondary education should begin exploring options at this time as well.

Summary of Performance

Upon exiting (aging out, graduation), lllinois students who have received services through
the special education system should receive a Summary of Performance. The Summary
of Performance is to be completed during the final school year and includes the student’s
desired post-secondary goals, a summary of the student’s academic achievements and
functional skill levels (with the assessment data to demonstrate this information),
recommendations for post-secondary accommodations and modifications, as well as a
post-secondary and interagency linkages record. For more information about the
Summary of Performance, see the following links.

. lllinois State Board of Education Summary of Performance Form and Information
www.isbe.net/spec-ed/word/performance summary.doc

« Questions and Answers on Secondary Transition from the U.S. Department of Education
http://idea.ed.gov/explore/view/p/%2Croot%2Cdynamic%2CQaCorner%2C10%2C

. Summary of Performance Information from National Secondary Transition Technical
Assistance Center (NSTTAC)
www.nsttac.org/indicatorl3/sop.aspx

What is post-secondary education?

Post-secondary education is any education or training in which youth with disabilities
might consider enrolling after high school. Today, many more students with disabilities are
considering post-secondary educational opportunities in their plans for transition.

Examples of post-secondary education include:
a. Programs and courses (both for academic credit or noncredit) at colleges,
universities, community colleges and vocational schools.
b. Adult education classes offered by public or private organizations (for example,
park districts, libraries, houses of worship, craft and hobby-related stores and more)
c. Online classes and courses
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How can students with developmental disabilities participate?

The manner in which students with developmental disabilities can participate in post-
secondary education is as varied as the students themselves. There are significant
differences in the availability of services and supports for students with disabilities among
colleges. The way in which students go about securing that support is different from high
school as well.

The young adult and family need to first think about:

« What kinds of supports, if any, are needed in order to participate? (Including texts in
accessible formats, aides, interpreters, etc.)

« How much does the course cost and what resources are available to pay for this?

- How can | travel to/from the location of the class, and who can help with this?

. Is the course location accessible for my needs? (Consider a physically accessible
entrance, accessible bathrooms, seating, etc.)

. What other accommodations and supports may be needed?

Supports are provided to students with special needs through the IEP in high school.
Teams gather and decide at least yearly which supports and services are needed and the
plan or IEP is put into action. After high school, there are no IEP meetings or plans to
manage needed assistance. Helpful information can be provided in the Summary of
Performance document that students will take with them upon exiting high school.
However, the entitlement to special education services ends when a student graduates or
otherwise completes public education. Students and their families must research their
options, advocate for any needed supports available, and then arrange and manage the
implementation of any needed assistance including transportation.

Some students are able to access the regular course offerings independently or with the
supports offered through the disabilities services offices at the college. Supports offered
vary among institutions.

How can youth and families explore needed accommodations and find resources to
meet these needs?

The first step in understanding the types of assistance available is to contact the
Disabilities Services office at the college/training center being considered. They will be
able to explain the services available and how to access them. Community and other
colleges will generally require verification of disability before services are offered. The
information needed for verification may also vary.

Who pays for tuition and accommodations, and what resources are available to
help?

With the passage of the Higher Education Opportunity Act Reauthorization in August of
2008, students with disabilities have greater post-secondary access than ever before.
Students with developmental disabilities will qualify for financial aid in the form of Pell
grants, Supplemental Educational Opportunity Grants, and College Work Study Programs
as long as they meet the requirements and are admitted to qualifying programs and
maintain satisfactory progress attending at least half-time. For details about qualification
requirements, please see the Policy Brief -The Higher Education Opportunity Act of 2008:
An Overview available on the Think College! Website at www.thinkcollege.net. Go to
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Publications and find the above mentioned title.

Some may qualify for financial assistance for post-secondary programs through the
Division of Rehabilitative Services (DHS-DRS). More discussion on this topic follows.

What's happening in lllinois?

There are a number of community and other colleges that have developed specific
programs for students with developmental disabilities. For example, Lewis & Clark
Community College in Godfrey, lllinois, developed the College for Life Program
described on their website (www.lc.edu/campusL.ife/services/disbility.aspx ) as follows:

For those students with disabilities who have had few inclusive experiences in high
school, the College for Life Program provides courses that continue the educational
experience and also provides social growth opportunities on a college campus.
College for Life courses are continuing education, non-credit courses which are not
eligible for financial aid or support from the Division of Rehabilitation Services.

Elmhurst College, a private liberal arts college in ElImhurst, lllinois, developed the
Elmhurst Life Skills Academy for students with developmental disabilities. It is described
on their website (http://public.elmhurst.edu/elsa) as follows:

A four-year program, ELSA provides a full-time, post-secondary educational
experience to young adults with developmental disabilities. The program
emphasizes three key areas:

e Academics
e Work Experience
e Social and Recreational Experience

The following information describes a program offered through the College of Education at
National-Louis University in Skokie, IL.

PACE is a two-year, post-secondary certificate program offered by the acclaimed
National College of Education (NCE) at National-Louis University (NLU). The
program, located at the new NLU campus in Skokie, lllinois, is designed to meet
the transitional needs of students with multiple learning disabilities. The success of
PACE is reflected in the success of its alumni; more than 80 percent of the
graduates are employed.

Created in 1986, PACE is one of the leading on-campus programs in the country
that integrates formal instruction in academics, career preparation, life skills and
socialization into a curriculum to prepare students for independent living.
Internationally recognized as a model for providing young men and women with the
tools they need to transition successfully into the workplace and the community,
PACE offers a positive environment as they prepare for their next stage in life.

A new class of approximately 25 students is admitted each fall.

More information about PACE is available at www.nl.edu/pace .

21



Can support from either the Adult DD waiver (Home-Based) or DHS/DRS Vocational
Rehabilitation be used for post-secondary education?

Currently, funding from DHS-DRS Vocational Rehabilitation can, in some instances, be
used to support post-secondary education leading to employment. DRS will first evaluate
the likelihood of an individual’s success in both degree and non-degree programs before
allowing funding to be used in this manner. For more information, please go to the
Administrative Rules section of the DRS website and look under Section 590 — Services.

DDD waiver funding cannot be used for post-secondary education at the current time.
Who can help youth with DD interested in post-secondary education?

If your child with a disability is interested in post-secondary education, be sure to include
this goal in the transition plan included in the IEP. It will be helpful to work with high school
staff members who are familiar with college requirements and may have a relationship
with local community college staff. Students frequently include exploration of post-
secondary opportunities, requirements and even incorporate classes at the community
college in their transition plans.

What else do youth and families need to know about post-secondary education?

One of the most important facts to remember is that there is no entitlement to special
education or support services and no IEP in college. Supports can be provided but
colleges are not required to provide the level and extent of assistance many students
receive in public education.

More and more colleges and universities are developing programs and supports to allow
access to students with developmental disabilities all the time. You may need to work
closely with the college disability services office staff. You may also need to be creative in
designing a support system that will allow post-secondary participation.

A January 2010 court ruling allowed a student with a developmental disability in Michigan
the right to live in the dormitory, even though he is not enrolled in a degree-granting
program. This ruling may open additional opportunities for students with disabilities to
have a more typical and integrated post-secondary experience. For more information,
please go to: www.disabilityscoop.com/2010/01/04/dorm-lawsuit/6559/

For more information on post-secondary education options and transition, see the
following resources:

ISBE Parent Guide - Educational Rights and Responsibilities: Understanding Special
Education in Illinois. See the section on Secondary Transition. www.isbe.state.il.us/spec-
ed/html/parent_rights.htm

Think College! College Options for People with Intellectual Disabilities
www.thinkcollege.net

Going to College — A Resource for Teens with Disabilities
www.going-to-college.org

Disability Friendly Colleges — A Guide for Students with Physical Disabilities
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www.disabilityfriendlycolleges.com

lllinois Department of Human Services, Division of Rehabilitation Services

It will be helpful to learn how the Division of Rehabilitation Services delivers services to
high school students with disabilities in your area. In some high schools there are “in-
house” Division of Rehabilitation Services counselors. In other areas, the local or regional
Division of Rehabilitation Services office serves high school students and adults. You may
contact your local Dept. of Human Services Division of Rehabilitation Services office to
“open a case” for your child at age 16. (www.dhs.state.il.us/page.aspx?item=29736)

It may be helpful to get to know the Transition Coordinator at your child’s high school.
Make sure that the Division of Rehabilitation Services counselor and the Transition
Coordinator are invited to and participate in your child’s IEP/transition meetings. They
likely have employment experience and expertise beyond the regular special education
staff.

Investigate the vocational training options available at your child’s high school, as well as
in your school district (for those that are different), for both “special education” and
“regular education” students. Inclusive vocational experiences available to the “regular
students” may be more appropriate and/or desirable. Examples include, but are not
limited to, work-study options, career and technology training courses offered as part of
the high school curriculum, in conjunction with community colleges, at regional
vocational/career programs, and other specialized venues. These programs can be
extremely beneficial to the student and offer opportunities beyond regular special
education classes.

Take time to research the “one stop” career center in your area sponsored by the lllinois
Department of Employment Security. You can find the One Stop Center and other
resources in your area at www.careeronestop.org (enter your zip code in the service
locater feature). These Career Centers can often offer links to community job-training and
career services. This is, in essence, investigating all the possible resources in your
community that could result in career development for your child.

Your child may qualify for other job training and work experience programs that are not
specifically for young adults with disabilities. This could include experiences in your
community, such as summer work programs for youth from low-income families, teen
parent programs, programs sponsored by a labor union or professional group. These are
often excellent opportunities for the student.

Work with your child’s IEP case manager, transition coordinator and DRS counselor to
explore transition options for youth with developmental disabilities, beyond the traditional
sheltered workshops and day training programs.

Paid community work experiences during the transition years are often cited as one of the
best predictors of adult employment success. This experience also gives the student the
opportunity to learn about his strengths and preferences in the workplace.

The possibility of self-employment options can be considered as well. Self-employment
is a growing area for people with developmental disabilities and should not be ruled out
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because it has not been done before!
PASS Plans and Ticket to Work

The following information was submitted by Marsie Frawley, Senior Policy Analyst for
Health & Disability Advocates.

Ticket to Work — Practical Transition Advice for Youth with Developmental
Disabilities

Gaining valuable work experience while in school is a goal to which all students can
strive. There are many work incentives available for beneficiaries of Social Security
disability cash benefits and applicable health care which all encourage working. Of
particular interest to recipients of Supplemental Security Income, who are in any
type of educational setting, under the age of 22 is the Student Earned Income
Exclusion. This exclusion allows students to work and earn up to $6,600 annually,
with NO impact on their SSI monthly cash benefit. The monthly threshold in 2010 is
$1,640 in gross earnings and this amount changes as of January 1% each year.

While it is important to remember that a SSI and Medicaid recipient may only have
$2,000 in assets in any month, there is another work incentive available that affords
individuals the ability to set aside money in a special account to pay for expenses
that will help to achieve a vocational goal and eventually reduce dependence upon
disability cash benefits. This work incentive is called the Plan for Achieving Self
Support. A valuable resource for information is the 2010 SSA Red Book on
Employment Supports. The PASS is explained on page 37 of this resource.
www.ssa.gov/redbook/2010/2010%20Red%20Bookpdf.pdf

Another valuable work incentive is the Social Security Administration’s Ticket to
Work. The Ticket is a paper voucher (kind of like a coupon) that students can use to
receive free employment services and supports from an “Employment Network” or
EN. An EN is an agency, organization, school or group of organizations that provide
these services. The lllinois Division of Rehabilitation Services (DRS) is one
Employment Network. For more information on the services and supports they
provide, call 800/795-9973 [TTY: 800/524-9904]. To find additional Employment
Networks in your area, call Maximus, the Ticket to Work program manager, at
866/968-7842, or go to their Web site at www.yourtickettowork.com.

As a voluntary work incentive, the beneficiary that receives the Ticket does not
have to assign the Ticket immediately, but can wait until he/she leaves the school
system at their 22" birthday. Should a school decide to become an Employment
Network, the Ticket can help to offset expenses utilized to provide transition
services to beneficiaries receiving either Supplemental Security Income (SSI) or
Social Security Disability Insurance (SSDI). The assignment of the Ticket requires
that the beneficiary be actively involved in the plan. This encourages best practices
in transition planning, as the EN will have to meet these outcomes in order to
qualify for the Outcome or milestone payments.

There are professionals in lllinois who can help to navigate these work incentives.
The Work Incentives Planning & Assistance Projects (WIPA) across lllinois and can
be located by calling 1-866-968-7842 or 1-866-833-2967 (TTY/TDD) for the hearing
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impaired. Or look in the service provider directory at:
www.socialsecurity.gov/work.

Marsie L. Frawley

Senior Policy Analyst

Health & Disability Advocates
312 265 9069
mfrawley@hdadvocates.org

Consider Including Health and Health Care Coordination Goals in the IEP

Another important aspect of transition is the coordination of health care and health-related
activities. Although each individual’'s goals will vary, consider the skills that your adult child
will need to deal with health related issues. For some students, communicating and/or
cooperating with a health care provider may be an appropriate goal. For others, goals
related to making their own appointments and needed travel arrangements or managing
medication will be suitable. Health, health care, and funding to access proper care are all
appropriate areas for inclusion in the IEP. Work with your child’s IEP team to address
these issues appropriately.

We suggest that families start working with their children as early as possible to develop
health-related transition skills. Examples of health related skill-building can include:

1. Learning the names of health providers (or recognizing their pictures) and reasons
for seeing them.
Learning the names of medical equipment, medicines, and tests.
Learning to tell or otherwise indicate concern about symptoms to parent/caregiver.
Learning names of medicines and how they help.
Learning the name of one’s diagnosis and/or disability.

abrwn

There are resources available to assist youth and families interested in addressing health-
related goals in the IEP. A Parent Brief titled What Does Health Have to Do with
Transition? Everything! is available on the website for NCSET — The National Center on
Secondary Education and Transition. (www.ncset.org/publications/viewdesc.asp?id=2967)

Information about including health-related goals in the IEP is also available in a Power
Point Presentation titled Health Conditions and the IEP Process available on the website
for Children and Youth with Special Health Care Needs at the Waisman Center, University
of Wisconsin-Madison, Center for Excellence in Developmental Disabilities.
(www.wsti.org/documents/Conference%20Handouts/Session%2024/health%20and%20IE

P%20PP.ppt)

University of Illinois at Chicago, Division of Specialized Care for Children

Some children/youth with developmental disabilities, depending upon their medical
diagnosis, may also be involved with the University of Illinois at Chicago, Division of
Specialized Care for Children (DSCC). DSCC services are available to eligible children
and youth up to age 21. lllinois does not have a program similar to DSCC that serves
adults over age 21.

One of the responsibilities of the DSCC care coordinator is to assist with transition
planning. Families whose young adult is enrolled in DSCC should make sure to ask their
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DSCC care coordinator for assistance with transition. Be sure to invite the DSCC care
coordinator to participate in IEP meetings and staffings related to transition. For youth with
developmental disabilities who are also served by DSCC, it is very important to take full
advantage of all the services and supports offered by DSCC prior to the 21* birthday. The
DSCC staff can also assist families in applying for Medicaid.

DSCC also collaborates with Healthcare and Family Services to address the needs of
medically fragile and technology dependent children and youth through a Medicaid Home
and Community Based Services waiver. When youth in this program become 18 years
old, the DSCC care coordinator helps the family connect with the Department of Human
Services, Division of Rehabilitation Services (DRS) to plan a transition to the DRS' Home
Services Program.

More transition information is available on the DSCC website:
http://internet.dscc.uic.edu/dsccroot/parents/transition.asp,
http://internet.dscc.uic.edu/forms/0590.pdf, and
http://internet.dscc.uic.edu/forms/0594.pdf.

The lllinois Chapter, American Academy of Pediatrics, also has transition information for
families on their website, covering both medical and practical concerns.
www.illinoisaap.org/MedicalHome

The Seventeenth Year — A Critical Time for Planning

You may choose to make the application for Supplemental Security Income (SSI) and
Medicaid eligibility determination part of your child’s IEP. If you are applying for the first
time, you may apply 30 days before your child’s 18" birthday.

At age 18, a person with developmental disabilities can become eligible for both Medicaid
(state program) and Social Security (federal program), based upon their own income and
assets.

Both the state government and the federal government stop “counting” (called “deeming”
in official language) the income and assets of the person’s parent/guardian at age 18. This
is extremely important information. It means that your child is now considered an
adult. Since your child is now an adult (referred to as an “adult disabled child” in legal
language”), your (the parent/guardian’s) income is no longer being considered for
important public services.

Agencies and programs that accept government funding for their services are not allowed
to bill your child (or you) for any additional amounts. The only income that can be
considered is the income of your adult child. Organizations are not allowed to require
participation in fundraising activities or impose other fees. (For more information see the
DHS/DDD Program Manual:
www.dhs.state.il.us/serviceProviders/grantsContracts/pdfs/ProgManualAFY2005.PDF.
This only applies to Medicaid funding - and only for persons who are enrolled in Medicaid.

Be aware, however, that private agencies and providers are not required to accept
government funding. If they choose not to accept government funding, they can bill you for
services and supports. This is referred to as “private pay”. When you contact potential
service providers, always ask them if they accept government funding.
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Many adults with developmental disabilities become eligible for SSI (Supplemental
Security Income) for the first time when they turn 18. Many adults with developmental
disabilities who get SSI will also be eligible for Medicaid health insurance for the first time
at age 18.

Also note that some people with developmental disabilities receive SSI and/or Medicaid
before they turn 18, based upon their parent/guardian’s income or their “family status” (this
means if they are a foster child or receive adoption assistance).

When children who have received SSI and/or Medicaid reach age 18, they are not
automatically enrolled as a “disabled adult household of one”. They need to reapply and
be evaluated to see if they are still eligible for each program. This is called
redetermination. Not everyone who got SSI as a child will still be eligible to get SSI as an
adult.

If an adult with developmental disabilities is found not eligible for SSI, then he/she will
likely not be able to get Medicaid. The only way to find out if you are eligible is to actually
apply for each of these programs.

Good news from the Health Care Reform Act: Medicaid coverage will now be available
for low-income adults who do not have children and are not determined to be “disabled” by
the Social Security Administration starting in 2014:

Medicaid covers many people with disabilities now, and in the future it will provide
insurance to even more Americans. Starting in 2014, most adults under age 65 with
incomes up to about $15,000 per year for single individual (higher income for
couples/families with children) will qualify for Medicaid in every state. State
Medicaid programs will also be able to offer additional services to help those who
need long-term care at home and in the community.
www.healthcare.gov/foryou/disabilities/index.html

Please refer to the health insurance options section of this manual for more information
regarding insurance coverage.

Action Needed:

Age 17 years, 11 months (30 days before the 18th birthday):

« Apply for SSI (if applying for the first time)

. Apply for SSI redetermination if you have received SSI as a child

« Apply for Medicaid health insurance (Be sure to attach a copy of your SSI application
confirmation to your application for Medicaid insurance.)

Age 18 years 11 months:

. If you are already enrolled in All Kids/Medicaid, check with the caseworker at your local
DHS office to make sure that your coverage is being transferred to the “adult” Medicaid
program.

Delegation of Rights for Educational Decisions

Recently, lllinois passed legislation that allows families to continue to take the lead in
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educational decision-making for their young adults with disabilities in the educational
system. The Delegation of Rights Form for Educational Decisions gives students with
IEP’s who have reached the age of majority (18) the chance to include the important
adults in their lives in the ongoing process of IEP and transition planning. This form allows
families who want to have input but aren’t prepared to take full guardianship of their
student to remain an integral part of the special education process. Most schools
welcomed ongoing family/guardian support but there were districts that chose to restrict
family participation after the student's 18" birthday. This Delegation of Rights Form
remedies the problems created by that restriction. The form is available on the ISBE
website at www.isbe.net within the IEP form or by clicking the following link: Delegation of

Rights Form.

A Different Kind of Transition Plan - Ages 18 — 21

If your child’s IEP team has decided it's appropriate for him/her to receive special
education services until the day before his/her 22" birthday, there are many opportunities
available to enhance employment experiences and career development. This is often time
used to pursue options beyond the typical classes offered at the high school. Your student
may take this opportunity to explore a variety of careers and options available at the local
community college, in work-study programs, and through academic electives and post-
secondary education.

Community employment and resume building experiences can be very valuable to pursue
at this time. This is also a good time to contact friends, family, neighbors and community
members regarding job options that may be a good fit for your child. Research shows that
these natural contacts often result in the most satisfying work experiences.

This is also a good time to look into the local adult developmental disabilities community
system. Between the ages of 18 and 21, you may want to visit and research all options in
the adult system.

PUNS

The Independent Service Coordination (ISC) agency in your area can provide a great deal
of information about local services and available providers. Think of the Independent
Service Coordination agency as the “gatekeeper” to the adult system. When you contact
the ISC agency in your area for help with the transition to adult services, the case
manager will also work with you to complete a form (implemented by DHS in 2004) called
PUNS (lllinois Prioritization of Urgency of Need for Services), which is designed to
track individuals with developmental disabilities seeking services and supports. More
information about PUNS and a copy of the form can be found on The Arc of lllinois
website at www.thearcofil.org and the website of the Family Support Network of Illinois at
www.familysupportnetwork.org.

The lllinois Department of Human Services, Division of Developmental Disabilities, also
has a website with information about PUNS. www.dd.illinois.gov.

Contact the ISC agency in your area for an appointment to complete the PUNS interview.
It's a good idea to review the PUNS information available on the websites listed above
prior to your appointment with the ISC agency.
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Another important transition goal is the application for Medicaid or Medicaid eligibility for
adult services. Remember that there are two steps in this process. First, apply for
Medicaid health insurance and second, apply for a Level 2 Medicaid screening from the
ISC agency. This happens now when a name is pulled from the PUNS list and not before.
(This only applies to people who were not previously enrolled in Medicaid.) Medicaid is
the key to adult services in lllinois. If your child does not apply for Medicaid, the chance
to be eligible for adult services is greatly diminished. This applies to all adult services and
programs that receive any government funding.

It is in the best interest of your adult child to learn all you can about Medicaid eligibility, the
adult service system, and the role of the Independent Service Coordination agency in your
area. Knowledge of and planning around these critical areas may make the transition to
adult services much easier.

Refer to our booklet, Illinois Medicaid Information for Children and Adults with Disabilities
for more information on this topic.
www.thearcofil.org/secure/reveal/admin/uploads/documents/MedicaidinfoBrochureFinal.p
df
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Section Il - The Adult Service System in Illinois

In July, 2007, the lllinois Department of Human Services, Division of Developmental
Disabilities, implemented new options for services for children and adults with
developmental disabilities. These options are funded by Medicaid Home and Community
Based Services waivers.

The following information is from The Family Support Network Answers Frequently Asked
Questions Regarding the Children’s and Adult Home-Based Support Services Programs
document available on the Family Support Network of Illinois website:
www.familysupportnetwork.org.

What is a Waiver? Why is it important to us?

The Children’s and Adult Home-Based Support Services Programs (HBSS) for
people with developmental disabilities are both part of “waiver” programs. They are
funded with a mix of funding from the State of lllinois and the Federal Government.
The State of Illinois pays the providers of supports and services. Then the Federal
Government reimburses the State 50 cents for every dollar they have spent. In
other words, they each pay half.

“Waiver Programs” are created when individual states design programs to support
special populations. The states then apply to the United States Department of
Health and Human Services to have rules for Medicaid Insurance “waived” so that
they can receive reimbursement for part of the cost of the services.

The “waivers” allow states to create programs that provide much needed services
in community settings.

This is done through Medicaid, the federal insurance program for people with low-
income. Most adults with severe disabilities have low income, so they qualify.
lllinois has also agreed to ignore income requirements for families of minor children
in the Children’s Home-Based Support Services program so all children who are
enrolled in the program are eligible. When Medicaid was passed into law in the
1960’s it only paid for people to be in hospitals and nursing homes. Eventually
Congress realized that hospitals and nursing homes were very expensive and
many people with developmental disabilities didn’t want or need to live in them.

But, they were stuck using them, as there were no alternatives. Congress passed
legislation allowing the Secretary of the U.S. Department of Health and Human
Services to “waive” the rules in certain circumstances. States can design programs
of services, make specific application, and get approval to waive the rules within
those programs. States and participants have to live by the rules and guidelines the
Feds require.

Of course, being able to “capture” these federal dollars is very important to the
State of lllinois, especially as the State tries desperately to deal with a series of
very bad budget years.

The lllinois Department of Human Services, through its Division of Developmental
Disabilities, administers three “waiver” programs. They include a waiver for Adults
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with Developmental Disabilities which provides funding for Community Integrated
Living Arrangements (CILA services), the Adult Home-Based Support Services
Program, and Developmental Training. The Children’s Support Services Waiver
provides funding for the Children’s Home-Based Support Services Program. The
Division of Developmental Disabilities also administers a third waiver which
provides funding for children living away from home in residential settings.

What are all the programs funded by Illinois State DD Waivers?

The lllinois Department of Human Services (www.dhs.state.il.us/) administers three

waiver programs specifically for people with developmental disabilities. Those three

waivers provide funding for a total of six programs. They are:

« CILA (or Residential CILA) — Community Integrated Living Arrangements are the
supports and services adults with disabilities receive from provider agencies when
living in residential settings such as group homes.

« In-Home CILA or Family CILA — These terms are used interchangeably for the
same supports and services as above. However, a provider agency usually
delivers the supports and services in the family home. The amount of funding is
typically much less than residential CILA.

« Adult Home-Based Support Services Program — In this flexible program, adults
with disabilities develop an array of services and supports that can be delivered in
a variety of ways.

« Adult Developmental Training (DT) — Through this program, people with
disabilities receive services during the day. DHS awards this to people with
disabilities as a separate service. People can receive this service only, or it can be
part of their CILA services, or they may select it as part of their Adult Home-Based
Support Services Program. Sometimes people refer to this as “Day Training” or
“Sheltered Workshop”.

. Children’s Home-Based Support Services Program — This is a new program
which started July 1, 2007. Families who were receiving services through DHS
program code “72D” were transitioned into this program.

. Children’s Residential Waiver —This is also a new program which started July 1,
2007. Children who were already living in residential settings, with DHS program
code “17D”, were transitioned into this program. The Division of Developmental
Disabilities strives to keep children OUT of this program by using the Children’s
Home-Based Support Services Program.

Some children are now enrolled in the new Children’s Support Waiver. If your child
participates in the Children’s Support Waiver, you will need to work with your Service
Facilitator on transition planning.

If your young adult participates in the Home-Based option of the Adults with
Developmental Disabilities waiver, you also need to work with your Service Facilitator on
transition and employment options.

You can look up Service Facilitator agencies and contact information by county on The
Family Support Network website:
www.familysupportnetwork.org/Service%20Facilitators%20by%20County.htm.

For more information about the Home-Based waiver options, please see the document
referenced above on Family Support Network of lllinois website at
www.familysupportnetwork.org.
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Some children and youth, including those with developmental disabilities who are
medically fragile and technology dependent, may be enrolled in a different Medicaid
waiver, the Home Care Program. This waiver program is administered by the Division of
Specialized Care for Children (DSCC) and allows recipients to receive home nursing
services. See the information available on the DSCC Home Care Program web page at
http://internet.dscc.uic.edu/dsccroot/home_care.asp for more information.

Services under this specific waiver end on the 21% birthday, and lllinois does not have a
comparable waiver for adults. If you participate in the Home Care waiver, it's very
important to work closely with your DSCC Care Coordinator during the transition process.

By age 22, your adult child will exit the special education system. If he is not
employed and/or needs additional services, you may need to access the adult
service system. Many of the timelines and resources discussed in the special
education transition section of this manual still apply. If you addressed issues as
they were mentioned earlier, some of this section may be repetitive.

The key to the adult service system in lllinois is Medicaid eligibility.

If your child did not make Medicaid eligibility a part of the transition plan, he/she now must
establish Medicaid eligibility to qualify for services. If your adult child has a cognitive
impairment or a related developmental disability and has been found eligible for SSI,
Medicaid eligibility should be relatively simple. The application for Medicaid can be
obtained from the DHS website (it is a single application form for Medicaid, Federal
Supplemental Nutrition Assistance Program (SNAP) and cash assistance). You can how
apply online. Here is a link to the application form:
www.dhs.state.il.us/page.aspx?item=33698

Here is the form to use if you prefer to apply in person or by mail:
www.dhs.state.il.us/OneNetLibrary/27897/documents/Forms/IL444-2378B.pdf

To apply for medical assistance, visit the nearest lllinois Department of Human Services
(DHS) office. Staff will help with submitting an application. You may bring a downloaded
application with you to the appointment.

Some hospitals, medical centers, clinics and health departments have staff members
designated to help their patients apply for Medicaid insurance. It's a good idea to check
with your medical care provider or facility to see if there is a staff person who can help you
apply for Medicaid.

Here are links to information about Medicaid for adults (over 18) with disabilities:
- www.dhs.state.il.us/page.aspx?item=44574

« www.ilga.gov/commission/jcar/admincode/089/08900113sections.html
Joint Committee on Administrative Rules
Administrative Code
TITLE 89: SOCIAL SERVICES
CHAPTER IV: DEPARTMENT OF HUMAN SERVICES
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SUBCHAPTER b: ASSISTANCE PROGRAMS
PART 113 AID TO THE AGED, BLIND OR DISABLED

If you are unable to travel to a DHS office for health reasons, you may call and ask that an
application be mailed to you. After you complete and return the application, the DHS staff
will arrange an interview by telephone. You can find the office in your area on the DHS
website at www.dhs.state.il.us/page.aspx?module=12 or you may call DHS at 1-800-843-
6154, TTY 1-800-447-6404.

Here is the link to the HFS website information about applying for Medicaid:
www.hfs.illinois.gov/medical/apply.html Please note that HFS has a contract with DHS to
handle applications for Medicaid for people 18 years of age and older. You must contact a
DHS office for an appointment or to get an application.

Persons applying for Medicaid for the first time after July 1, 2006, or having their first
Medicaid re-determination after this date, must also provide proof of their U.S. citizenship
as part of the application process. Here is a link to the latest information on this topic from
the Centers for Medicare and Medicaid Services:
www.cms.hhs.gov/smdl/downloads/SMD06012.pdf

The lllinois Coalition for Immigrant and Refugee Rights has contracted with the lllinois
Department of Human Services to assist people who do not speak English to apply for
Medicaid by contacting one of their member agencies. A list of the member agencies and
the languages represented can be found at:
www.icirr.org/outreach_files/resources/outreachcontact.doc

To review, there are 7 major steps in accessing adult services and supports:

1. Make sure that a PUNS form has been completed for your child with the
Independent Service Coordination Agency in your area and update it annually.

2. Develop a strong Transition Plan in your child’s IEP, starting at age 14 Y.

w

Complete financial planning and set up a Special Needs Trust by age 12 if
possible.

Apply for SSI.

Apply for Medicaid health insurance (via DHS).

Apply for Vocational Rehabilitation services from DHS/DRS.

N g A

Check out all health insurance options that may be possible (including continuing

on private insurance in addition to Medicaid, as well as Medicare).

Good News - Health Care Reform

Expanded Medicaid eligibility for low-income adults will start in 2014. Under provisions of
the Patient Protection and Affordable Care Act of 2010, new options for Medicaid eligibility

will begin in 2014. These new options will be important for some adults with disabilities:
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« Eligibility will be based on income (earning under ($15,000 per year), NOT on being
found eligible for SSI and/or having a child.

« Youth who had IEPs when they were in school, but do not qualify for SSI may be
eligible when this law goes into effect.

More information is available from Health and Disability Advocates publication:

“Medicaid Categories for People with Disabilities—Before and After PPACA”
http://hdadvocates.org/_files/Health%20Care%20Reform/MedicaidCategoriesBefore AndAf
terPPACAMay2010.pdf

What are Independent Service Coordination Agencies (ISC) and what is their role in
helping adults with DD get jobs and other services?

In Illinois, the system point of entry for services through the lllinois DHS Division of
Developmental Disabilities for adults with developmental disabilities is the Independent
Service Coordination or ISC agency. The state (DHS/DDD) contracts with private, not-for-
profit ISC agencies to fulfill this task. There are 18 ISC agencies across the state; each
assigned to serve a specific geographic catchement area of the state. Each agency is
independent with a community volunteer board of directors. There is not a central
coordinating entity for the ISC’s. Some of the agencies also serve other populations and
may receive funding from multiple public and private sources.

It is sometimes possible to change ISC agencies if you would like. Those requests must
be directed to the DHS/DDD Network Facilitator for your region. Contact information for
the network facilitators is located at www.dhs.state.il.us/page.aspx?item=48541

When an adult with a developmental disability is seeking services from the state-funded
system, he/she is required to start with the ISC for that region. PUNS is the first step in
accessing services. Once a name is drawn from the PUNS list, eligibility determination
begins. Eligibility determination is a critical part of the intake process. Proof of a
developmental disability must be furnished, along with proof of eligibility for SSI and
Medicaid.

Next, the applicant (adult with a developmental disability) will be “screened” to see if they
meet the requirement for needing an institutional level of care. This screening is done
using a standardized screening instrument called the ICAP or the Inventory for Client and
Agency Planning, a 16-page booklet.

For more information on the ICAP, see the ICAP home page of the publisher, Riverside
Publishing: www.riversidepublishing.com/products/icap/index.html.

Only persons with developmental disabilities whose ICAP scores indicate that they require
an “institutional level of care” (typically in an ICF/DD - intermediate care facility for
developmental disabilities) can be considered for institutional placement or a Medicaid
waiver for home and community based services. Typically, an individual with cognitive
impairment or related developmental disability will meet this requirement.

As a part of Medicaid regulations, the case manager at the ISC agency will then offer the
individual a “choice” of institutional placement or the option to receive home and
community-based services funded via a Medicaid Home and Community Based Service
waiver.
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Unfortunately, at the present time, services are not always available, or may only be
available in certain areas of the state. In addition, DHS/DDD will first address “emergency
cases”. The definition for emergency criteria can be found on the DHS website within the
DD Resource Library for Providers www.dhs.state.il.us/page.aspx?item=50038.

This situation may be subject to change. Contact the lllinois Life Span Project or the
Family Support Network for additional information.

At the present time (August 2010) there are over 20,100 children and adults who have
completed a PUNS interview, waiting to receive services.
www.dhs.state.il.us/page.aspx?item=31193

Case managers will refer clients to existing options: center-based community programs
such as employment services, supported employment, day training (DT= a form of day
care for adults with severe developmental disabilities), sheltered workshops and
residential services.

Each client is assigned to a case manager, and in some agencies, certain case managers
may specialize in particular disabling conditions. Case managers do not have state
certification or credentials (unlike, for example, teachers or early intervention
professionals). The case manager is required to have a minimum of a bachelor’'s degree
in a human service field, to have completed at least one year of direct service work
experience, and to complete yearly continuing education requirements set by the state.

Once a person with a developmental disability starts to receive adult services, the case
manager is required to meet with the person and make site and/or home visits on a
guarterly basis. The number of hours per year that a case manager can work on a client’s
“case” is pre-determined by DHS; however, this can be appealed, and the annual
allotment of hours can sometimes be increased.

Case managers are required to develop Individual Service and Support Plans (ISSA
plans) for people with developmental disabilities who have Medicaid waivers. For more
information on ISSA plans, see
www.leqis.state.il.us/commission/jcar/admincode/059/059001200D01600R.html.

Case managers act like brokers, informing clients and their guardians of available
options and providing them with contact information to apply for services. Case managers
at the ISC agencies can only advocate for clients receiving services funded by DHS/DDD.
They cannot get involved with services funded by DRS (Division of Rehabilitation
Services). Independent Service Coordination is not available for persons who receive
services solely from DRS.

Division of Developmental Disabilities Services

The lllinois Department of Human Services Division of Developmental Disabilities states
their commitment to home and community-based services for people with developmental
disabilities, as posted on their website:

“Services and supports for individuals with developmental disabilities are provided
to help individuals with developmental disabilities achieve as much independence
as possible and to live in their home communities with family and friends. Emphasis
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is placed on enabling individuals to stay in their own homes, in family homes, or in
small-group settings. DHS funds over 640 community-based agencies that serve
individuals with developmental disabilities and administers 11 state-operated
developmental centers and programs. Services funded by the State of lllinois are
delivered in the least restrictive setting appropriate for the individual.”
www.dhs.state.il.us/mhdd/dd/

At the present time, the State of Illinois Department of Human Services is changing the
way that direct services to adults with developmental disabilities are funded. This includes
changes in billing Medicaid for services received by individuals with developmental
disabilities. This is the reason that all adults who are seeking developmental disability
services are now required to apply for Medicaid, if they have not already done so.
Remember that you can have both private and Medicaid health insurance in lllinois. This
change should help adults with developmental disabilities have more choices of service
providers and options in the kinds of supports they want in order to be able to live and
work in their own communities. For more information, contact The Arc of lllinois:
www.thearcofil.org Refer to our Medicaid Information brochure for details regarding who
is eligible for Medicaid and how to apply:
www.thearcofil.org/familytofamily/documents/documentdetails.asp?did=2035

Families of adults with developmental disabilities who are interested in community-based
employment, supported by consumer-directed funding, should discuss this in detail with
their ISC case manager. More information about consumer-directed funding is available
from the Center for Self-Determination: www.self-determination.com/index.html

The Illinois Department of Human Services, Division of Rehabilitation Services

The other major player in lllinois in providing services to people with developmental
disabilities is another division of the Department of Human Services, the Division of
Rehabilitation Services. The Division sometimes is also referred to as “voc rehab” or “VR”.

What is Vocational Rehabilitation?

Vocational rehabilitation was first established by the federal government in 1913, with
creation of the National Vocational Guidance Association. In 1916, Congress passed the
National Defense Act, providing vocational training and education for members of the
armed services. In 1918, the Smith-Sears Veterans Rehabilitation Act provided vocational
training for veterans with service-related disabilities, and in 1920, passage of the Smith-
Fess Act established limited vocational training, job placement, and counseling services
for the general population of persons with physical disabilities. By 1935, every state had
some form of vocational rehabilitation program (VR), although there was no mandate to
serve persons with developmental disabilities. Vocational rehabilitation programs in the
states are funded by the Rehabilitation Services Administration (RSA), part of the United
States Department of Education, Office of Special Education and Rehabilitation Services
(OSERS) (www.ed.gov/osers/rsa).

In 1973, the Rehabilitation Act (Rehab Act) was passed which provided increased federal
funding to states for vocational rehab services, coordinated federal and state efforts to
promote and expand employment for persons with disabilities, and prohibited
discrimination against persons with disabilities in employment and job promotion. Further,
this federal law requires that first preference for VR services must be given to those
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persons with the most severe disabling conditions (Turnbull, Turnbull, Bronicki,
Summers and Roeder-Gordon, 1989). The Rehab Act also requires that the person with a
disability must manifest “employability”.

The Rehabilitation Act was amended in 2001 to revise the scope of employment outcomes
under the VR program. Effective since October 2001, “employment outcomes” of VR
programs refers to outcomes in which the person with a disability works in an
integrated setting. This can include full-time or part-time competitive employment,
labor market, supported employment, or “other vocational outcomes.” Sheltered
employment is no longer considered a positive VR outcome. This has set the stage for
some vocational counselors to avoid serving individuals with severe disabilities. This is
extremely problematic because of the federal mandate to serve people with severe
disabilities. This can also result in limitation of the client’s right to “informed choice”
regarding participation in “extended employment” (non-integrated, supportive or sheltered
employment) versus integrated employment. In other words, “extended employment”
cannot be the only option offered to a client
http://www?2.ed.gov/legislation/FedReqister/finrule/2001-1/012201a.html.

The federal Office of Special Education and Rehabilitation Services (OSERS) funds the
vocational rehabilitation services offered by DRS. DRS has 51 local offices around the
state, designated to serve people residing in specific geographic areas. These offices are
separate (and in different locations) from the DHS offices that handle Medicaid and Food
Stamp applications.

Your local office can be found using the DHS Office Locator:
www.dhs.state.il.us/OfficeLocator/

DRS now has an option on their website to submit a request for Vocational Rehabilitation
Services electronically: https://drs.dhs.state.il.us/owr/setReferral.do. If you choose to use
this new option, be sure to save the request form on your computer as well as printing out
a hard copy for your records.

The following information on lllinois DHS/DRS Vocational Rehabilitation was
submitted by Randy Staton - Policy Advisor, DHS/DRS, Bureau of Field Services.

Vocational rehabilitation (VR) is the provision of services to enable individuals with
disabilities to pursue meaningful careers and employment commensurate with their
abilities and capaubilities.

Vocational Rehabilitation can provide a variety of services as long as those
services assist an eligible individual with disabilities to obtain, regain, or maintain
employment consistent with their unique strengths, resources, priorities, concerns,
abilities, capabilities, interests, and informed choice. In order to be determined an
individual eligible for services the individual must meet a two pronged test, general
eligibility and an order of selection. General eligibility is determined by a Certified
VR Counselor employed by the Division of Rehabilitation Services. The
determination is based on all three of the following: 1) is the individual a person
with a disability; and 2) does the individual require VR services; and 3) can the
individual benefit from those VR services. If the individual is determined eligible
they must then meet an order of selection. The order of selection process has been
approved by the Federal Government and implemented due to budgetary
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constraints. The determination is a priority of services based functional limitations
for those individuals with most significant disabilities being served first.

Once an individual has been determined eligible and meeting the order of selection,
an Individualized Plan for Employment (IPE) will be developed and implemented
with agreement of the individual and the VR Counselor. This IPE can be amended
as situations change and must be agreed to by the individual and the VR
Counselor. It is important to understand VR services provided in an IPE are not
intended to extend for the life of the individual but are time-limited dependent upon
the employment support needs of the individual.

If you require more information, want to make a web referral, or find an lllinois VR
office go to:
www.dhs.state.il.us

What is the “Order of Selection” for vocational rehabilitation services and what
does it mean for adults with developmental disabilities who want to work?

In December, 2004, the DHS Division of Rehabilitation Services made a major change in
the way they deliver services, implementing “Order of Selection”, as stipulated in the
Rehabilitation Act. The policy governing the “order of selection”- meaning the order in
which adults with disabilities are deemed eligible and are provided funding for vocational
rehabilitation - can be found in the federal legislation, the Rehabilitation Act. When the
order of selection is implemented, it means that applicants for VR services will be ranked
in order of the “significance of their disability” and selected for funding according to this
significance. Other applicants (including many individuals with “less significant” disabilities
who have been traditionally served by DHS/DRS) may be put on a waiting list.

It is important to remember that vocational rehabilitation and other services and supports
for adults with developmental disabilities are not an entitlement - unlike special education
services. This means that the vocational rehabilitation system is not required to serve
everyone who is potentially eligible. The VR system is required to serve eligible persons
who can be accommodated within the limitations of agency funding at a given point in
time.

It is also important to remember that DHS/DRS serves persons with all types of disabling
conditions. The terms “most significant”, “very significant” and “significant” disabilities are
not specific to developmental disabilities, but apply equally to all disabling conditions.

Of course, people with the “most significant” and “very significant” developmental
disabilities must be considered eligible to receive VR services on the same basis with
applicants who have other types of “most significant” and “very significant” disabilities (for
example, physical disabilities, mental disabilities and health impairments).

Since DHS/DRS receives federal funds to provide VR services in IL (80% of the DHS/DRS
budget is from federal sources, The Arc of lllinois, 12/02/04), Section 504 of the
Rehabilitation Act, which prohibits discrimination on the basis of disability, applies to all
DHS/DRS programs and functions. This is the URL for Section 504:
http://assembler.law.cornell.edu/uscode/html/uscode29/usc_sec 29 00000794----000-
.htm
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As discussed earlier in The Arc Family Manual, people with developmental disabilities are
often informed that they must “choose” between Division of Developmental Disability
(DDD) and Division of Rehabilitation Services (DRS) services. This is not correct. Services
from both of these divisions of the Illinois Department of Human Services may be needed
in order for adults with developmental disabilities to succeed in the workplace and in living
as independently as possible. There is confusion because only one waiver program may
be accessed at any given time. Not all DRS services are waiver services.

How should youth with DD proceed in accessing vocational rehabilitation services?

A. Prior to high school graduation

1. Make sure that “opening a case” with DHS/DRS is part of the IEP transition
plan.

2. Invite the DHS/DRS counselor — in writing - to all IEP and transition team
meetings.

3. Be sure to apply for SSI prior to your 18" birthday - this is the “proof” that is
needed to establish the degree of “significant disability.”

4. Decide whether or not to pursue adult service options from DHS/DDD in
addition to VR services from DHS/DRS.

5. Explore post-secondary education and career training opportunities and
request support from DHS/DRS in writing.

B. Following high school graduation

1. Maintain contact with your DHS/DRS counselor in writing (also maintain a
log of all telephone calls).

2. Connect with friends and community members for help in finding work,
inform your DHS/DRS counselor when you find a job, and ask for needed
supports.

3. Be sure to maintain a paper trail for all of your communications with
DHS/DRS.

4. Request that your DHS/DRS counselor provide you with all information
regarding polices and procedures in writing (or other format that is
accessible to you).

5. Know who to ask for help if you need advocacy assistance with DHS/DRS
(see advocacy resources in the appendix of this Manual).

6. Contact the lllinois Life Span Project (www.illinoislifepsan.org) of The Arc of
lllinois for information resources and technical assistance for your advocacy
needs.

Consumers and families must be clear right from the start that they are definitely
interested in community-based employment and want to have their “case opened” by
DRS. They may need to ask lots of questions about “employment programs” to find out if
they actually support adults with developmental disabilities to have paid jobs in the
community.

Many students with developmental disabilities can benefit from VR services and supports
to help them get jobs. DRS can sometimes pay tuition costs for students with disabilities
who are enrolled in colleges and other post-secondary education that is focused on
training to get and keep a job. Be sure to ask your DRS counselor about this.

More Information About Vocational Rehabilitation” Qualifiers”
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Vocational rehabilitation programs do not typically offer specialized services and supports
for persons with developmental disabilities. In many states, including lllinois, specialized
vocational rehabilitation services are available for persons with vision and/or hearing
impairments. Some persons with developmental disabilities may qualify for these services
and supports if they also have a vision and/or hearing impairment.

Vocational rehabilitation programs state that they serve persons with all types of
disabilities, as long as they meet the eligibility criterion and are considered “employable”.
In Illinois, people with disabilities, including those with developmental disabilities, can
access vocational rehabilitation services from DRS.

Once again, families and consumers hear that “you can’'t be served by two waivers, so
you have to pick one.” This statement refers to the Medicaid waivers that are available for
adults in Illinois. One waiver, known as “DRS Home Services,” is a waiver for people with
disabilities (including developmental disabilities) to receive personal care services at
home. Another waiver is the Division of Developmental Disabilities waiver for adults with
developmental disabilities to receive community services or residential placement in the
community. For more information about the Medicaid waivers in lllinois see
www.hfs.illinois.gov/hcbswaivers. Consumers can only benefit from one of these
waivers so would have to make a choice if both were available.

Vocational rehabilitation services, however, are not a waiver service. They are
funded by the federal Rehabilitation Services Administration, part of the Office of Special
Education and Rehabilitation Services of the U.S. Department of Education.
www.ed.gov/about/offices/list/osers/rsa/about.html

Adults with developmental disabilities can utilize both Vocational Rehabilitation Services
and Home and Community Based Medicaid Waiver services at the same time. They do
not have to choose between them.

To receive supports from DRS, an individual must be considered “able to benefit from VR
services” unless proven otherwise in a “trial work experience” arranged by DRS:
www.ilga.gov/commission/jcar/admincode/089/089005530000200R. html

Without a good transition plan, the adult system can be a real “tiger by the tail” for
individuals seeking employment services. This is why researching the ins and outs of
Medicaid eligibility, services of the Division of Developmental Disabilities and services of
the Division of Rehabilitation Services before exiting the special education system is wise.

Also important to remember is the fact that persons with developmental disabilities who
receive SSI or SSDI do not have to pay to receive services from DHS/DRS. For more
information on DRS financial participation, see
www.leqis.state.il.us/commission/jcar/admincode/089/089005620000300R.html This
means that if you do NOT receive SSI or SSDI payments, you may have to pay to receive
services from DHS/DRS.

If issues and concerns arise regarding DRS services, you can contact the Client
Assistance Program (CAP): Client Assistance Program 100 N. 1st St., 1st Floor West, and
Springfield, IL 62702 Phone: 1 800 641-3929 (Voice/TTY) Email: dhscap@dhs.state.il.us.
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You can also contact The Arc of lllinois’ Life Span Project (www.illinoislifespan.org), as
well as your state senator and state representative for assistance with advocacy related to
DHS and other state agencies.

A useful consumer and family guide produced by the Institute for Community Inclusion for
individuals seeking vocational rehabilitation services, Getting the Most from the Public
Vocational Rehabilitation System, is available at
www.communityinclusion.org/article.php?article id=129

DRS Home Services Program

The following information was provided by Canda Scott, Acting Bureau Chief for
the lllinois Department of Human Services, Division of Rehabilitation Services.

The Home Services Program of the Division of Rehabilitation Services (HSP) works
one-on-one with individuals who have disabilities and their families to empower
them to reach their independent living goals. HSP provides services to individuals
with the most significant disabilities so they can remain in their homes and live as
independently as possible. Our customers are empowered to live self-directed
lives, be actively involved in their communities, and retain control over the services
they receive. We provide the following types of assistance in an individual's home:
Personal Assistant, Homemaker Services, Maintenance Home Health, Electronic
Home Response, Home Delivered Meals, Adaptive Equipment, Home Modification,
Respite and Adult Day Care. An individual can be eligible for any combination of
the above services.

In order to be eligible for HSP, a customer must:
e Be under the age of 60 at time of application with no age criteria for the

AIDS or Bl waiver

Be a resident of the State of Illinois

Be a citizen of the United States or a legally admitted alien

Have a severe disability that will last a year or longer

Have a DON score of 29 points or more — this is an assessment completed

by HSP staff

e Have less than $17,500 in assets or $35,000 family assets for a child under
the age of 18

e Have needs that can be met at a cost less than or equal to the cost of
nursing services in an institutional setting

e Have a Physician's Certification that certifies you are at risk of
institutionalization and that services can be provided safely in the home —
HSP staff will submit this form to your doctor if you meet the other criteria of
eligibility

¢ Fully co-operate with the Medicaid application process

To refer yourself for services on the internet: https://drs.dhs.state.il.us/owr/

To locate the office nearest you: www.dhs.state.il.us/page.aspx?module=12

To visit the DHS web-site: www.dhs.state.il.us

For questions about any lllinois Department of Human Services (IDHS) program
you may call the automated helpline 24 hours a day at: 1-800-843-6154 or 1-800-
A47-6404 (TTY)
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What if I need an ongoing job coach in order to maintain my job?

. Adults participating in the Home-Based waiver option can assign their personal support
worker to assume job coaching duties, within their allotment of hours.

. Adults participating in DRS Home Services cannot use their Personal Assistant (PA) as
a job coach.

. Adults participating in a center-based program (whether via private pay, paying for the
program with waiver dollars, or as part of their package of CILA funding) may ask the
provider to provide this service as part of their Individual Service Plan. However, provider
agencies are not required to provide job coaching services for their clients.

« Adults working in the community in competitive employment may be able to utilize Social
Security initiatives to cover the cost of the job coach and/or deduct this from their income
on tax returns.

Microboards and Cooperatives

Additional options for families seeking alternate paths to transition success are
microboards and cooperatives. Microboards and cooperatives are small non-profit
organizations managed and operated by people with disabilities, their family members and
friends. A microboard (a Board of Directors) serves one person. A cooperative can serve
three or more, and is managed by a board of directors consisting of 80% members served
or their representatives. Each type of organization is based on self-determination, and
living a quality life in the community. A microboard or cooperative can apply to the State
of lllinois to serve as an official service provider, and manage the funding intended for the
support of the individual(s). For more information, contact Illinois Association of
Microboards and Cooperatives at 217-778-5388, email illinoisamc@gmail.com, or visit
www.managingtheartofliving.org.

lllinois Association of Microboards and Cooperatives (formerly known as Managing
the Art of Living) is a project of the lllinois Council on Developmental Disabilities. The
project is aimed at helping people live the lives they want to live, with the support of family,
friends, community and public resources.

The project offers self-advocates, families and friends the opportunity to create
Microboards and Human Service Cooperatives, consumer-governed structures that bring
resources, authority and responsibility directly into the hands of the people whose lives
are most affected by the way support services are organized.

Community-Building and PATH training provide the underlying planning, community
development and management skills that lie at the center of these emerging service
forms.

Here’s what people are saying about these new options.

Justin’s Party Face, Inc. (Microboard)

“I just wanted to let you know what this process has meant to me and my family.
We set out three months ago to create Justin's path. Justin is in residential
placement and has been for almost two years. We aren't happy with the current
provider. | had lost sight of the dreams | had for my son. | had let go of the
possibilities and through this process we have been able to rekindle the passion,
support and creativity of everyone surrounding Justin.
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| think mapping out his life path is brilliant. This way we were able to breakdown
where we are today, where we want to be in two years and how we need to get
there. Now these goals seem to be more manageable and we have an army of
volunteers to help him succeed. The visual path serves as a reminder of what we
need to work on at school, at home and in the community. Everyone is on the
same page and | am not the only one responsible for his education and well being.
........ | am glad that we have had the opportunity to go through this process
because our family and friends have come together with the express goal of
managing the art of living for Justin. He has gone to Six Flags; he has been to the
soup kitchen to assist those less fortunate. Justin has started attending a non-
segregated high-school where he has joined the Pep squad. He is on his way to
living in his apartment with a roommate, working at the theatre, and having a
healthy relationship with the opposite sex.”

Heroes of the Game (Microboard)

Despite appalling challenges with the school district, Quinn’s home and community
life remains rich with relationships and possibilities. Quinn’s microboard is playing
a vital role in supporting Quinn to accomplish positive and possible outcomes.
Quinn works out 5 days a week at the local Y, attends sporting events, movies, and
is hosting a volleyball match at his house next month. He volunteers with friends at
a local soup kitchen. Quinn will be speaking at a statewide conference on typing to
communicate in May. He is also an invited speaker at a college in lowa. Quinn
types to communicate and he frequently asks about getting together with friends.
We are so grateful he has been supported to have the simple freedoms he
deserves.

Community Choices Cooperative, Inc.

So far, 10 families have joined together to create the first official human service
cooperative in Champaign-Urbana, lllinois. Initially, individuals receiving home and
community-based waiver funding will be served through service facilitation. CCC,
Inc. has also created a volunteer component which allows families to share
supports by providing opportunities for individuals in social, recreation, education or
transportation. Looking toward the future, we will eventually provide opportunities
and support for customized employment or micro-enterprise, as well as supports for
people to live in their own homes in the community, based on their individual

needs.

Center for Independent Futures — A Unique Provider

Center for Independent Futures (CIF) is another unique resource for lllinois families. The
following information is from the CIF website at www.independentfutures.com.

CIF was founded by Kay Branz and Jane Doyle in Evanston, lllinois, in 2002. Kay and
Jane came together out of a shared experience raising daughters with developmental
disabilities. Because of the lack of services in lllinois, the founders of CIF decided they
needed to create ways to obtain needed services themselves. They searched to uncover
best practices and services that support families and individuals with disabilities. CIF now
supports individuals in four Evanston residences and serves more than 250 individuals
annually, providing supports in the following categories:
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- FEull Life Future Planning (person-centered planning)
CIF's Full Life Future Planning process is based on the assumption that in order to live a
full life as a contributing citizen, individuals and their families must take time to plan for
the future.Individuals who engage in Full Life Future Planning identify a reliable network
of people who support and advocate for the individual's hopes and dreams to ensure a
full life. In Full Life Future Planning, individuals, their families and other members of their
support network go through a comprehensive six-session process facilitated by a CIF-
trained coach. The coach helps the team create a picture for the individual’s future,
develop a detailed action plan, identify resources, and begin to take steps toward making
that picture a reality. CIF also offers Full Life Future Planning in a group format, to be
implemented in school classrooms, day programs, and other community-based group
living settings.

- Independent Living Readiness Assessment (independent living assessments)
The Independent Living Readiness Inventory is an integrated evaluation and interactive
assessment of a young adult’s daily living skills and experiences. The Inventory is used
either in preparation for moving to an independent setting or as a tool for high school
transition planning. During the Inventory, a CIF-trained consultant gathers background
information and observes the individual’s independent living skills through hands-on,
experiential activities. The consultant's final report provides a basis for making decisions
and creates a blueprint of skills to be learned, experiences to be obtained or supports to
be acquired to ensure a safe and productive independence.

- New Futures Initiative (workshops on community-based housing models)
New Futures is an initiative to create affordable, community-based, supported living
arrangements for individuals with disabilities. The New Futures Initiative provides a
series of four workshops, materials and onsite consultations to groups of families or
agencies interested in starting their own Community Living Option Family Partnership
and Community Living Option Residences in their communities of choice. New Futures
Initiative participants learn from professionals about topics such as organizational
structure, real estate, public benefits, building community, housing, and support for
individuals with disabilities.

For more information about CIF or their services, please go to
www.independentfutures.com or contact CIF at the following:
Center for Independent Futures

743 Main Street

Evanston, IL 60202-2202

Phone/Fax/E-Mail

P: 847.328.2044

F: 847.328.2665

E: center@independentfutures.com
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Section Il - Health Insurance and Employment- Plan Ahead for
Transition Success

The Health Care Reform Act and Impact on Transition - A Work in Progress

In previous sections of this manual, we have discussed the importance of Medicaid as a
means to access services and supports for adults with disabilities. Medicaid is also a very
important source of health insurance for people with disabilities in the U.S.

Under the Health Care Reform Act, major changes are now underway that will help many
people get and keep health insurance. Here is a link to a detailed Health Care Reform
Timeline: www.kff.org/healthreform/8060.cfm

What are some of the major changes that will impact youth and adults with
disabilities?

1. Starting in September 2010, young adults up to age 26 will be able to stay on their
parent’s health insurance. This expands upon the existing lllinois law.
www.kff.org/healthreform/8065.cfm

2. Starting in 2014, adults with disabilities who have low incomes but have been found
ineligible for SSI will be able to access Medicaid health insurance. Here is a letter
from CMS (the Center for Medicare and Medicaid Services) to State Medicaid
Directors regarding this 