	Transitioning can be a major challenge for persons with disabilities and their families.  Try to emphasize the importance of creating a plan for the future so they can look ahead with hope.

As young adults exit the school system, either through graduation or a certificate of completion, the world of services and supports changes dramatically.     

in this module

Review the case of Lois and Elaine by asking the participants what they remember about it.

Term Definitions:
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public entity:

Any state or local government (including public school), or private organization which operates programs funded by government with taxpayer dollars.

Exercises

These scenario questions are especially helpful when discussed openly with participants.  Allow them to share their own stories.

Do Something About it



With all of these challenges, it can be an uphill battle to continue to live in the community.  

With Nick’s story below, it may be helpful to read the story again, taking turns with the participants.  If you do not wish to, ask the participants instead, what they remember about the story.
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Nick Dupree


He would go from receiving 16 hours of care a day to receiving 2 hours of care a day.



“For someone like me on life support… you need 24/7 supervision to make sure that if your air tube comes off, someone will be there to put you back on.”



“I want people to think about the larger problem here. I plan to keep working on this for the rest of my life…”
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Victorious Nick

Exercises



It is important to recognize that institutions and nursing homes do not always provide safety. 

BIO

Begin video
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BIO

You may wish to have a participant read the biography and another read the article.

Reprinted Article


Sometimes we made it and sometimes we did not. Even so, we were given the chance to try.


Exercises

Exercises Cont’d


John is 23 years old and loves to take care of animals…


Exercises Cont’d

To help the participants recall experiences, it may be helpful to relate some of your own.


Many young adults with disabilities have a rude awakening…



The TWWIIA law addresses many barriers to work faced by people with significant disabilities…


Term Definitions:
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work disincentive:

Something that discourages a person from working such as losing supports or benefits (i.e., SSI check or Medicaid card).

State legislatures and Medicaid agencies can expand eligibility to Medicaid for working adults with disabilities.



The Center for Medicare and Medicaid Services (CMS) has awarded grants to states to develop comprehensive, coordinated systems of work supports for individuals with significant disabilities.



Ticket to Work is a program intended to give SSDI/SSI recipients greater choice among service providers to help them return to work or work for the first time.



The New Freedom Initiative is an executive order that promotes inclusion and integration for people with disabilities through many directives to Congress and executive branch agencies.


exercises

Research which provisions of the Ticket to Work and Work Incentives Improvement Act exist in your state or community.  Ask one or more participants to research the above web links to find out what exists in your state and community.  You may want to invite a representative from one or more of the involved agencies to discuss new work support programs in your area.

Summary & Preview

Find Out More
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Find out MOre Cont’d
	
	Olmstead, Advocacy, and Community 

Module 4-T:  Staying in the Community

How the Olmstead Decision and the ADA Assist Young Adults to Live and Work in the Community  

Facilitator Guide
Introduction

For almost 30 years, the IDEA or the Individuals with Disabilities Education Act (previously the Education of All Handicapped Children Act) has ensured that children, youth, and young adults (ages 3 through 21) receive a free and appropriate education.  The school system has provided special education and related services as well as providing a place to be 7 hours a day, 5-days a week for at least 9 months each year.  As young adults exit the school system, either through graduation or a certificate of completion, the world of services and supports changes dramatically. Adult services and supports are often disability and program specific, fragmented, and scarce.  

However, in spite of these challenges, young adults should be able to live full, productive lives in their communities or a community of their choice.  The first, and most significant concept is “staying in the community.”  There are two important reasons why staying in the community is increasingly possible for young adults:  (1) the impact of the Olmstead decision, and (2) the guiding principles established by the Americans with Disabilities Act (ADA). 

Objectives

With this lesson you will better understand how the ADA, as well as the Olmstead decision, help young adults stay in the community.  Some of the challenges that must be addressed to stay in the community will be discussed as well as new supports and incentives that encourage young people with disabilities to be part of the workforce. In this section you will:

· Learn how the Olmstead decision was possible with the ADA.

· Learn about the challenges of some young adults to live in the community.

· Understand the concept of “dignity of risk”.

· Learn about work incentives for young adults.

Olmstead is for More Than Just Lois and Elaine


You have heard the story of Lois Curtis and Elaine Wilson, the two women who lived in a Georgia institution and wanted to live in the community.  Their fight for freedom resulted in the 1999 U.S. Supreme Court Olmstead decision. The decision was a victory for all people with disabilities, not only people with mental disabilities like Lois and Elaine. The Supreme Court was interpreting the Americans with Disabilities Act (ADA), and the ADA prohibits discrimination against people with disabilities regardless of their type of disability.

The Supreme Court said that unjustified segregation is discrimination. In other words, segregation without a good reason is against the law. Lois and Elaine were being kept in a Georgia state hospital even when their own doctors said they should be let out. So the Court ruled that Georgia violated the ADA, and the decision applies to all states throughout the U.S.

The decision is important because the Court upholds the integration requirement of the ADA.  The integration requirement of ADA Title II says:

A public entity shall administer services, programs, and activities in the most integrated setting appropriate to the needs of qualified individuals with disabilities. [28 CFR Section 35.130(d)]

This requirement applies to any government funded service, program, and activity – not just institutional care. By upholding the integration requirement, the Supreme Court opened the door for people with disabilities to claim their rights to integration in other public services. You don’t have to live in a state hospital, like Lois and Elaine, to assert your rights to integrated services.  Public schools, public transportation, public employment programs, public housing – they are all covered by the ADA Title II.

You may know a person with a disability, who is living in the community, who would need institutional care if they did not receive support to live at home such as a personal care attendant, nursing care, respite care, etc.  Such individuals are considered to be “at risk” of institutional placement.  Under the ADA’s integration requirement, they should receive services in the “most integrated setting appropriate to their needs.” The Olmstead decision’s support for the ADA’s integration requirement has given impetus to advocacy efforts for more accessible, integrated community services. Advocates for both institutionalized persons and those at risk of being institutionalized have a common interest in working together.

Application and Discussion

1. Scenario: Lon is 19, has a moderate intellectual impairment, and lives with his parents. He attends a segregated workshop program supported by the local school district. Lon would like to get his own job and use public transportation rather than having to take the school bus, as he did in high school. Lon’s parents would like Lon to become more independent, but at the Transition IEP (individual education plan) meeting the school officials said the workshop is all they have. The parents are dismayed that Lon is still doing the same things at school he did when he was 16.

Does the “integration requirement” of ADA apply to Lon?  Why? (Remember Title II applies to government funded services, even if those services are provided by a private organization.)

-Yes, the ADA integration requirement (services to be provided in the “most integrated setting appropriate”) applies to school districts because school districts are considered government entities and are covered under Title II of the ADA.

-Even if a segregated program is operated under a contract with the school district (for example, through a private not-for profit organization) the integration mandate may apply to Lon if the service professionals agree that an integrated setting is appropriate for him.

2.  Scenario: Elroy is 23, has multiple disabilities, and lives with his father and grandmother. He uses a manual wheelchair, is legally blind, and has severe hearing loss. Recently his father was diagnosed with terminal cancer, and his grandmother is very worried how she will take care of herself and Elroy if his father dies. Elroy does not receive any public services since he finished high school, but he is on a waiting list for a personal care Medicaid waiver service.

Is Elroy at risk of institutional placement?  Does the ADA integration requirement apply to him?  Why or why not?

-Elroy may be considered at risk of institutional placement. To be eligible for a Medicaid waiver program, a person must need institutional level of care. Elroy’s risk of placement increases if he loses a family caretaker.

-If Elroy is placed in an institution through Medicaid, the Olmstead decision will apply to his situation.  If Elroy begins to receive Medicaid waiver services, he will be covered by Title II of the ADA and thus the integration requirement will apply.  

What Advocates Can Do
People with disabilities, their family members, and advocates can make sure that their state officials know of the Supreme Court's mandate and comply with the decision. In most instances, compliance will mean that the state develops a "comprehensive, effectively working plan for placing qualified persons in less restrictive settings." Consumers and advocates must insist on meaningful input into this plan. Beyond input, consumers and advocates must be prepared to react if the elements of the plan are not implemented. This is a big job and is larger than any one person. Advocates are encouraged to work in coalitions with other consumers and disability organizations to increase the chance that their voices are heard.  Visit this link for more information: 

http://www.protectionandadvocacy.com/sumforpacket.htm
Youth at Risk of Leaving the Community

For youths with disabilities, most will remain in their community (or choose another community) and move on with their lives after completing their school years.  However, for a number of young adults, remaining in the community can be problematic for several interrelated reasons including the limited Medicaid benefits available to adults in the community, lack of appropriate housing and individualized services, and family concerns. 

Medicaid

As a young adult, an individual with a disability must qualify for Medicaid based on their own income, not their parents.  So it is sometimes easier for them to get Medicaid.  However, the benefits provided under Medicaid to adults are much more limited than those for children.  This may mean that the health related supports and services will not be available in the amount or frequency required.  Often, to get the amount and type of services provided by Medicaid, an individual with a disability may feel that moving to an institution is the only solution.

Lack of Individualized Supports (Person-Centered Services)   

Adult services are fragmented, limited, and often provided only in group settings.  Individualized supports—and especially those provided in the home or at the job site—are available only on a limited basis.  In order to develop and implement a support system for an individual, multiple services and funding streams must be accessed and coordinated.

Some services are extremely limited and difficult to access for adults with limited incomes.  Mental health services, medications, and dental and vision services are examples of these.

With all of these challenges, it can be an uphill battle to continue to live in the community.  In Module 2-T: Olmstead for Students and Families, we learned about Nick Dupree, a teenager from Georgia who just wanted to continue his life with his family and friends in his community; but had to go court to do it.  Because of the impact of Nick’s message, please reread the story and then proceed to the exercises.

Family Concerns

When a young adult has a disability requiring intensive daily supports (such as tracheotomy, respirator, assistance with toileting, eating, dressing, etc.), families may feel the safest place for their “child” is a congregate setting where staff will be available 24/7.  Providing the care that the person needs may seem overwhelming, particularly as the parents become older or their families face other challenges.  In some situations, members of the family may not want to commit themselves to a lifetime of supporting their adult child or sibling.  

At a different level, many parents worry that their adult child, with a significant disability, will not be able to function effectively in their community and will be vulnerable to abuse, violence, or persecution.  From their perspective, their adult child should be protected in an institution or nursing home.   

Story

Nick is a junior at Spring Hill College where he maintains a 3.5 grade average. He is also a quadriplegic who uses a ventilator. Nick was receiving services under a Medicaid program intended to provide care for children. These services allowed him to live at home with his mother and brother and to attend school. Nick learned that when he turned 21 (February 2003), he would no longer be eligible to receive these services. He would be eligible to receive services under an adult program; however, the adult program did not provide the same number of hours or the same types of nursing services that he had been receiving. He would go from receiving 16 hours of care a day to receiving 2 hours of care a day.

The only alternative offered by the state was to provide Nick with services in a nursing home. The closest nursing home that would accept a patient on a respirator and provide some level of services was in Louisiana, 195 miles away from Nick’s family and friends. He would have to quit school and his other activities and become isolated.


Nick would not accept either of these options. “If nothing is done,” he wrote on his Web site, www.nickscrusade.com, “more families will continue to be stuck between a rock and a hard place, forced to choose between quitting their jobs and taking on the responsibility of caring for their loved one 24/7, becoming fatigued and putting their loved one at risk of death of neglect, or sending their loved ones hundreds of miles away to an institution where they may die without supervision.  Families should never be put in this position.” 

“For medically fragile individuals, going unattended for an extended period of time is not only dangerous but also possibly fatal.  For someone like me on life support for example, you need 24/7 supervision to make sure that if your air tube comes off, someone will be there to put you back on. In nursing homes, constant supervision cannot be provided because often there's one nurse to 20 or more patients.  A new study has concluded that 9 out of 10 nursing homes are not staffed adequately enough to provide for their patients' basic needs.  Institutions are a dangerous place to be, especially for someone with my level of need.” 


Nick began a two-year campaign to bring about change and ensure services not only for himself but for others, including his brother, Jamie.

He documented his efforts on his web site.  He wrote letters and raised public awareness of the situation. He worked with his state senator to develop and introduce legislation that would eliminate the age limit on services. When that bill was defeated, he continued fighting through other avenues. He filed a lawsuit in federal court, much like the suit filed by Lois and Elaine. 

Nick’s crusade got the attention of Henry Claypool and Bob Williams of AIMMM [Advancing Independence Modernizing Medicare and Medicaid]. They, along with hundreds of their friends, family, and allies wrote to President Bush, urging him to take action on Nick’s behalf.

Days before Nick’s 21st birthday, federal officials approved a Medicaid waiver program for Alabama that would provide in-home care to Nick and 29 other disabled Alabamians. The waiver is restricted to people who received expanded benefits before age 21 and is limited to 30 participants. 

Although this waiver will help Nick, it does not solve the problem of community-based services for all people with disabilities in his state. He says, “I want people to think about the larger problem here. I plan to keep working on this for the rest of my life so that everyone can be safe and can be included in the community—and not locked in a faraway nursing home awaiting their death.”  


Story from “Officials OK Medicaid Benefits for Dupree,” Sallie Owen and Sean Reilly, Mobile Register, February 12, 2003.

For Application and Discussion

1. What types of services and supports did Nick need to live in the community?

-Nursing services to manage his ventilator needed to breathe. He also needed personal assistance for transferring, bathing, eating, etc.

2. Why would things change when Nick turned 21?  Where would Nick need to go to receive services? 

-The Medicaid services Nick received were only for individuals under 21 years of age.

-He would need to go to a nursing home.

3. How would you feel if this were your child?  If this were you?

-Answers based on individual responses.

4. Will your adult child be able to live in the community?  What are the supports that he or she will need?  What are the barriers? Write down all of your ideas.  Invite others to brainstorm with you.

-Answers based on individual responses.
-Review the “Brainstorming Rules” listed in Module 2-T.  Ask someone to record the ideas.

Safety and the Dignity of Risk
Safety
Many people, including professionals and lawmakers, as well as some people with disabilities and their family members, believe that people receive better care and are safer in a nursing home.  Families and professionals often focus on the safety of the individual with a disability.  Safety is important and should always be considered.  However, it is important to recognize that institutions and nursing homes do not always provide safety.  Patients do not receive 24-hour attention and patients are often alone and lonely. 

Tony Records, the President of Tony Records and Associates, Inc., a human services consulting firm, will describe a typical day in a nursing home on the first section of the video.

Read Tony’s biography and then play the video, Section 1, “A Day in the Life” (3 minutes). 

Biography

Tony Records

Tony Records has 30 years of experience in services and supports for people with disabilities. He has served as a Consultant with the Office for Civil Rights of the U.S. Department of Health and Human Services to assist in evaluating states’ planning documents for complying with the Olmstead decision. Since 1992, he has been the President of Tony Records and Associates, Inc., a human services consulting firm in Bethesda, Maryland.

Play the video, Module 4: Getting People Out of Nursing Homes and Institutions, Section 1: “A Day in the Life” (3 minutes). 

Dignity of Risk

Safety is always important to consider.  However, there is also the dignity of risk that allows people to learn and grow.   Read Robert Perske’s biography and then read the brief article written by him that helps to explain dignity of risk.   

Biography

Robert Perske

Robert Perske is widely known for his work on behalf of people with disabilities.  Bob actively tracks, works with, and writes about persons with mental disabilities who were coerced into confessing to murders they did not commit. His recent books include Circles of Friends, Unequal Justice, Deadly Innocence, and Show Me No Mercy. He has written and contributed to reports presented to Presidents Nixon and Carter. In 1999, he was honored by The National Historic Preservation Trust on Mental Retardation as one of 35 persons who made major contributions in the field of mental retardation in the 20th century. 

Both Bob and Martha Perske have made major contributions toward changing the world's view of persons with disabilities, thereby helping them to lead better, richer lives. 

Article: Dignity of Risk

Overprotection may appear on the surface to be kind, but it can be really evil. An oversupply can smother people emotionally, squeeze the life out of their hopes and expectations, and strip them of their dignity.

Overprotection can keep people from becoming all they could become.

Many of our best achievements came the hard way: We took risks, fell flat, suffered, picked ourselves up, and tried again. Sometimes we made it and sometimes we did not. Even so, we were given the chance to try. Persons with special needs need these chances, too.

Of course, we are talking about prudent risks. People should not be expected to blindly face challenges that, without a doubt, will explode in their faces. Knowing which chances are prudent and which are not—this is a new skill that needs to be acquired.

On the other hand, a risk is really only when it is not known beforehand whether a person can succeed...

The real world is not always safe, secure, and predictable. It does not always say "please", "excuse me", or "I'm sorry". Every day we face the possibility of being thrown into situations where we will have to risk everything...

In the past, we found clever ways to build avoidance of risk into the lives of [sic] persons living with disabilities. Now we must work equally hard to help find the proper amount of risk these people have the right to take. We have learned that there can be healthy development in risk taking... and there can be crippling indignity in safety!



From: "Hope for the Families" By Robert Perske.

Application and Discussion

Safety

Please answer the following questions regarding safety from what you heard from Tony Records.

1. Was the woman that Tony describes “safe”?  Why?  Why not?

-She had a degree of physical safety because the nursing home staff could help her with physical tasks. But she was not necessarily emotionally safe because she had limited social/emotional supports.

2.  Is physical safety the same as emotional safety?  What is emotional safety?

-No, they are not the same. Physical safety is freedom from physical harm or injury. Emotional safety is freedom from fear, loneliness, or other emotional hurt. 

3. How is the fact that people in nursing homes sleep so much related to the concept of “safe”?  

-Sleep can be a defense against boredom and loneliness. Sleep may be a sign that an individual is emotionally un-safe.
4. How much direct attention did the patient receive from the nursing staff?  Is this 24/7 care?

-Tony said the patient received approximately two hours per day of actual care.

5. Are nursing homes safer than the community? Why or why not?

-Nursing homes may not be safer than the community. Individuals are as likely to be abused by nursing home staff as by home health care staff. Physical safety is not the only consideration when assessing a person’s safety.

Dignity of Risk

Please read the scenarios and answer the following questions about the concept “dignity of risk.”

· Scenario: John is 23 years old and loves to take care of animals.  He has several pets and is very responsible about feeding them, taking them for walks, and cleaning-up after them. His job coach would like to help him find a job in a pet store, but he has never learned to take the city bus.  John’s parents are afraid that he will miss the bus, get lost, get teased by other passengers, or actually be assaulted.

· Scenario: Deborah is 21 years old and has just completed high school.  She is very independent.  She takes care of her personal needs, manages her allowance, and has had a part-time job for several years at a bakery.  She has several friends from the neighborhood that are now attending the community college and have their own apartment.  Deborah has asked her parents if she can move in with them and pay rent since her job at the bakery is now full-time.  Deborah has never lived away from home and her parents are concerned that she will get involved with drugs or alcohol if she is around college students.

1. What are the safety issues?  Are these real? Are these just possibilities?

-For both these young adults the safety issues concern the many and various risks of living in the community. Yes, some of these risks are real.  But many of the risks can be ameliorated with instruction, planning, backup systems, and natural supports.

2. How does the “dignity of risk” principle apply in each of these scenarios?

-The “dignity of risk” principle recognizes that individuals can learn and benefit from trying something new and from failure as much as success. It recognizes that if people are not allowed to risk, they will not grow into their full potential.

If Jon is allowed to take the bus, he will have to figure out what to do if he gets lost, how to deal with unkind people, and can feel proud that he has gained a degree of independence.

If Deborah is allowed to live with college roommates, she can learn how to make judgments about healthy companions versus unhealthy ones. 

Both Jon and Deborah will need help in learning these important life skills. The risks can be taken in developmental steps over time so that they do not exceed their level of skill at one time.

3. Can you describe an example in your own life when you accomplished something by taking a risk (doing something that was new or challenging)?

Working in the Community


The current generation of youth with disabilities and their parents are use to the idea of inclusion. The Individuals with Disabilities Education Act (IDEA) and its predecessor have been in place since 1977 and Section 504 since 1973 (See Appendix A: The ADA and Other Examples of Major Federal Legislation that Contain the Disability Policy Framework). Our education system develops expectations among children and youth with disabilities and their families that their adult lives will be spent included in their community. IDEA mandates a person-centered approach to education in the most integrated setting appropriate. Thus young adults with disabilities leave school with expectations of living and working in the community.

Many young adults with disabilities and their families have a rude awakening when they learn the adult service system is fragmented, administered by hundreds of federal, state and local government, and private agencies, and has huge gaps in what is offered.  One of the reasons Lois and Elaine were “stuck” in an institution was because of the lack of a coordinated, person-centered system of community supports. The barriers for Lois and Elaine were specifically concerning health care and housing because that is what they needed to live in the community.  But as we’ve said earlier, Olmstead is more broadly related to the integration requirement of the ADA for public services. 

School is the public service that students with disabilities and parents are most familiar with during childhood and adolescence. Upon reaching adulthood, young adults with disabilities and parents face a whole new world of public programs and supports – a myriad of agencies and programs, differing eligibility rules without entitlements, and great variability among programs from state to state and even from one community to the next. It can be very daunting for individuals and families to understand and navigate through a maze of agencies and programs to find necessary and appropriate services.

A Vision For a Better Work Support System

Advocates with a vision of a better, integrated adult support system, that includes work for individuals with disabilities, persuaded Congress to pass the Ticket to Work and Work Incentives Improvement Act (TWWIIA) in 1999.  Nine years after the passage of the ADA, this new law contains a vision for a more person-centered, coordinated, and comprehensive system of supports for adults with significant disabilities who need ongoing supports to work in the community. The TWWIIA law addresses many barriers to work faced by people with significant disabilities, including work disincentives (i.e., loss of cash and health care benefits) and the lack of coordination among the many federal and state assistance programs. The TWWIIA legislation was signed by President Clinton but has the strong support of the current Republican administration.

The list below describes some of the important provisions of the TWWIIA law.  As advocates for individuals with disabilities, you need to find out which provisions are available in your state and community.

Medicaid Buy-In:  State legislatures and Medicaid agencies can change their state’s Medicaid eligibility requirements to include working adults with disabilities. If an adult meets the Social Security standard of disability, he/she can work and earn above the poverty level and continue to receive the health care benefits provided by Medicaid, if needed. Most states that have adopted this buy-in program charge a premium, on a sliding scale for those who qualify, and most have an upper income limit between 250% and 450% of poverty.  The buy-in program allows states to change their rules so that working adults with disabilities don’t have to live in poverty and can save for retirement and other goals. 

To learn if your state has the buy-in, go to:

www.cms.hhs.gov/twwiia/statemap.asp
Medicaid Infrastructure Grants (MIG): The Center for Medicare and Medicaid Services (CMS) has awarded grants to states to develop comprehensive, coordinated systems of work supports for individuals with significant disabilities. These grants are intended to help states improve their employment support systems beginning at whatever point a state happens to be. Some states have used MIG funds to develop a Medicaid buy-in program, a benefits counseling program, employer education, and/or outreach to consumers. A strong emphasis of the MIG is to expand personal assistance services. CMS requires a state to demonstrate improvement in personal assistance services that support work for people with disabilities as a condition for continuing to receive a MIG.

To learn about your state’s Medicaid Infrastructure Grant, go to:

www.cms.hhs.gov/twwiia/inf_dmap.asp
Social Security Work Incentive Changes: There are two cash assistance programs for people with disabilities administered by the Social Security Administration: Social Security Disability Insurance (SSDI) and Supplemental Security Income (SSI).  These programs send monthly checks to eligible individuals.  The Social Security Administration wants to encourage people with disabilities to work if they are able.  Both SSDI and SSI have rules about what happens if a recipient has earned income from work. The rules are very complicated and confusing because many recipients do not know which program they are on. The TWWIIA law made some positive changes to work incentives for all of SSDI, SSI, and Medicare. The SSA agency has made administrative changes in order to provide better knowledge of work incentives by agency claims representatives. 

To learn about work incentive rules, go to: www.ssa.gov/work
Benefits Counseling:  The Social Security Administration (SSA) has awarded grants to local agencies in each state to develop counseling services for recipients of SSA disability cash benefits (SSDI and SSI) who want to work. The national program is called Benefits Planning Assistance and Outreach (BPAO) and it is for people who are already receiving SSDI and/or SSI benefits and want to know how finding a job and going to work will affect their public benefits. The counseling is not limited to the impact of earnings on cash benefits, but includes advice on health care, housing, transportation, food stamps, or other public benefits. Benefits counseling combined with the SSA work incentive changes have gone a long way in creating a “safety net” for people with significant disabilities who want to work.

To learn about BPAO programs in your state, go to: 

www.ssa.gov/work/ServiceProviders/bpaofactsheet.html
Ticket to Work and Self-Sufficiency: Ticket to Work is a program intended to give SSDI/SSI recipients greater choice among service providers to help them return to work or work for the first time. The Ticket promises to provide payment to Employment Networks (approved service providers) if the individual goes off government programs that provide benefits or makes progress toward going off benefits as a result of working. The SSDI/SSI recipient is not subject to continuing disability reviews due to working while using the Ticket.

To learn more about Ticket to Work in your state, go to: 

 www.yourtickettowork.com
Protection and Advocacy for Beneficiaries of Social Security: Grants are available to each state protection and advocacy agency to assist SSDI/SSI recipients with discrimination issues with employers and public agencies. These grants can also be used for legal assistance to help recipients with overpayment problems with Social Security resulting from changes in earned income.
To learn where the PABSS program is in your state, go to:

www.ssa.gov/work/ServiceProviders/pafactsheet.html
Other Federal Initiatives Affecting Transition

The New Freedom Initiative is an executive order, issued by President George W. Bush in 2000, that promotes inclusion and integration for people with disabilities through many directives to Congress and executive branch agencies. The executive order includes discussion of transition in many places such as 1) transition from school to work and postsecondary education must be a key part of a state’s Olmstead plan; and 2) Olmstead plans should include transition and employment and technology, not just housing and health care.  The executive order is at: 

www.whitehouse.gov/news/freedominitiative/freedominitiative.html
New strategies to increase participation of youth in work force development activities are being developed by the Department of Labor Office of Disability Employment Policy (ODEP). These strategies will be implemented through One-Stop Employment Centers and other youth programs authorized by the Workforce Investment Act.

Application and Discussion 

1. Does your state have a Medicaid buy-in program?  How can advocacy efforts help in getting or improving such a program in your state?

-Individual responses. 

-Contact your state Medicaid agency to find out if there is an advocacy effort to support or improve a buy-in program.

2.  Does your state have a Medicaid Infrastructure Grant? What agency administers the MIG? How does the MIG envision a comprehensive, person-centered employment support system for people with disabilities?

-Individual responses.

-Contact your state Medicaid Infrastructure Grant (listed on the website) to ask if you can become involved as an advocate for creating/improving the system.

3.  Who administers the BPAO program in your state?  Are benefits planning services available that assist people to understand how their SSDI/SSI benefits will be affected if they work?  How can advocates be involved in expanding benefits planning assistance and outreach to help people who want to work?

-Individual responses.

-Contact the BPAO program(s) in your state (listed on the website) and find out how you can support the expansion of BPAO services.

4.  Are you aware of other changes in your state or community that affect the ability of individuals with disabilities to work in their community?  What are they?  Are they positive or negative? How can advocacy influence these factors?

-Individual responses.

Beyond Staying in the Community—What’s Next?


In this module we learned how the Olmstead was possible with the ADA and about some challenges of Nick Dupree.  We talked about the “dignity of risk” and about work incentives for young adults.

To help us gain a better insight into more supports that may be available, we will take a look at Medicaid.  Module 5: Medicaid Framework, Part I and Part II, discuss how the state Medicaid program is implemented and its potential to provide essential health care and social supports needed by people with disabilities.  

For More Information

Mapping Your Dream Series—Home Living:

http://www.pacer.org/tatra/MYD-HomeLiving.htm 

Adolescent Autonomy Checklist, Developed by the Youth in Transition Project, University of Washington Division of Adolescent Medicine:

http://depts.washington.edu/healthtr/checklist_print.doc
The Illinois Division of Specialized Care for Children’s list of transition resources:
http://internet.dscc.uic.edu/dsccroot/parents/transition.asp
The Olmstead Decision and Services for Youth with Disabilities in Community Settings, Transcript of NCSET teleconference call held on March 21, 2002 presented by Robert “Bobby” Silverstein, J.D., Director, Center for the Study and Advancement of Disability Policy and Deborah Leuchovius, National Coordinator, Technical Assistance on Transition and the Rehabilitation Act, PACER Center:

http://www.ncset.org/teleconferences/transcripts/2002_03.asp
ADA Q&A...ADA and Transition

By Deborah Leuchovius, Rachel Parker, and Jane Johnson, PACER Center:

http://www.pacer.org/tatra/ada.htm
Center for Health Care Strategies: An Analysis of Olmstead Complaints: Implications for Policy and Long-Term Planning by Sara Rosenbaum, Joel Teitelbaum, and Alexandra Stewart Center for Health Services Research and Policy, The George Washington University Funded by the Center for Health Care Strategies, Inc. under The Robert Wood Johnson Foundation’s Medicaid Managed Care Program. December 2001.
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