	
Julie is disappointed to think she will have to live at a place like Sunshine Valley the rest of her life. . .
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infrastructure: 

The underlying foundation or basic framework (as of a system or organization) or the resources (as personnel, buildings, or equipment) required for an activity.

Merriam-Webster Online Dictionary
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Leaving an institution for the community is a complicated process and involves having specific personalized supports available in the community and also effectively meeting an individual’s concerns.  
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over-medicalization: 

The attitude that all disability issues are really just medical problems and can best be solved by professionals.

ageism:

As people become older and acquire disabilities, modifications and assistive technology may not be offered because society considers that as people age, they will naturally lose basic skills and that “it is just part of getting older.”


Helping a person to make the successful transition from living in a nursing home to life in the community involves a continued commitment of resources after the person has moved out of the institution.
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	Olmstead, Advocacy, and Community 

Module 4-IL:  Getting People Out of Nursing Homes and Other Institutions
Workbook

Introduction

Julie is 32 years old and has been a resident of Sunshine Valley Care Center for 5 years following an auto accident. Her family was killed in the crash and she had no close relatives to care for her.  At first she needed a lot of medical care, physical therapy, and speech therapy.  Now she mainly needs help with bathing, getting in and out of bed, and remembering to take her medication for seizures.  She hasn’t had a seizure for over 6 months, and can sense ahead of time when she is going to have one.  

A few months ago Julie heard about a program to help Sunshine residents move out of the nursing home.  Julie didn’t sign up for the program because the staff told her that she needs 24-hour care because of her seizures.  Julie is disappointed to think she will have to live at a place like Sunshine the rest of her life. . .


Objectives


Julie doesn’t have to live in a place like Sunshine the rest of her life.  Centers for independent living can play an important role in their states in implementing the Olmstead decision. The Supreme Court decision supports people with disabilities, like Julie, to receive services in the community. This module will provide some practical suggestions on how to get started. In this manual, we use the term “nursing home” to refer to institutions warehousing people with disabilities. Please remember that there are other institutions besides nursing homes in your community, and that the information presented here is intended to apply to all institutions.

With this information you will: 

· Understand what a day is like in the life of a nursing home.

· Learn about supports or an “infrastructure” that is needed in the community to enable people with disabilities to live independently outside of institutions.

· Understand some barriers that prevent people from leaving nursing homes. 

· Learn strategies to support effective transition from nursing homes.

· Learn some myths associated with nursing homes.

· Learn strategies for obtaining support for people making the transition.

A Day in the Life of a Nursing Home Resident


Earlier in the module we had talked about the myth that nursing homes are safer than the community. Read Tony Records’ biography and listen as he describes the day he spent with one individual resident who lived in a nursing home. 

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 US Department of 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” (2 minutes).
No one says that moving people with disabilities from institutions to the community is easy. Many, many people, however, say that it is necessary! If you are concerned about convincing the staff and board at your center, the service providers in your community, or your local and state policymakers that it is necessary, consider accepting the challenge that Tony Records offers.

Application and Discussion

1.  How does Tony describe life in a nursing home?

_________________________________________________________________________________________________________________________________________________________


2.  What was the reason Tony surmised that people in nursing homes sleep so much?

______________________________________________________________________________________________________

3.  Why did Tony leave at 8:30 p.m.?

______________________________________________________________________________________________________

4.  Who did the resident have the longest conversation with?

___________________________________________________


5.  Why did the nurse say the resident had a good day?

______________________________________________________________________________________________________

Building an Infrastructure of Support

In order for people with disabilities to remain in their own homes or to move out of nursing homes, supports have to be available in the community. Making sure that these supports are available involves building an infrastructure. 
The infrastructure needed to support people with disabilities to live independently in the community includes the following resources:

· Housing, 

· Benefits (such as SSI, SSDI, Medicaid, Medicare),

· Community access (including transportation), and

· Personal assistance.

Many centers for independent living are already involved in building an infrastructure through their systems advocacy efforts. Read Bob Kafka’s biography and then listen to the video as he describes the strategy that ADAPT (American Disabled for Attendant Programs Today) used to identify and coordinate local resources.

Biography

Bob Kafka

Bob Kafka, co-founder of Texas ADAPT (American Disabled for Attendant Programs Today, a grassroots advocacy organization), is a nationally recognized leader in the disability rights movement. His commitment to in-the-streets, in-your-face advocacy, and civil disobedience has contributed to such victories as the passage of the Americans with Disability Act, the introduction of Medicaid Community-Based Attendant Services and Supports Act (MiCASSA), and the granting of state Medicaid waivers.

Play the video, Module 4: Getting People Out of Nursing Homes and Institutions, Section 2: “On Community” (2 minutes).  When the section is finished, proceed to the exercises below.
Application and Discussion

1. Which pieces of the infrastructure (housing, benefits, community access, etc.) are present in your community? Describe them. Which pieces are missing? 
_________________________________________________________________________________________________________________________________________________________

2. How can your center/organization help put those pieces in place?

______________________________________________________________________________________________________

Barriers and Transition


The thought of building an infrastructure, to support people with disabilities coming out of institutions, can be daunting. Note that the transition process will involve changes not only in the community, which may be one barrier, but it will involve changes for the individual and the way he or she looks at the options and risks.  This can be another barrier.  
In the next portion of the video, Bob Kafka and his colleague, Mike Oxford, describe how they approach this issue one person at a time.  Leaving an institution for the community is a complicated process and involves having the specific personalized supports available in the community and also effectively meeting an individual’s concerns.  Bob and Mike each describe barriers as well as successful strategies for addressing the barriers as well as planning transition activities.  Mike will also describe three steps involved in helping a person make a successful return to the community:

· Identify people who want to live in the community.

· Understand why they went into the nursing home, what supports were missing.

· Provide support for emotional, social, and physical needs.

Read Mike Oxford’s biography below and then listen as Bob and Mike talk about their approach to tackling the transition process one person at a time.

Biography

Mike Oxford 

Mike Oxford is the Executive Director of Topeka Independent Living Resource Center, Inc. and the President of the National Council on Independent Living (NCIL). He is a leader in ADAPT and is committed to “freeing our people” from nursing homes and institutions.
Play the video, Module 4: Getting People Out of Nursing Homes and Institutions, Section 3: “One Person at a Time” (20 minutes).  When the section is finished, proceed to the exercises below.

Application and Discussion

1.  Wouldn’t it be easier just to move everyone at the same time from a nursing home into the community?  Why?  Why not?

_________________________________________________________________________________________________________________________________________________________

2.  Do you really have to be a rocket scientist with a Ph.D. to get people out of institutions/nursing homes? What skills do you need?

_________________________________________________________________________________________________________________________________________________________

3. According to Bob, why don’t people just wake up one day and say, “I want to move out of the nursing home?” 

_________________________________________________________________________________________________________________________________________________________
4. Why is inviting people to participate in community activities, before moving out, important?

______________________________________________________________________________________________________
5. Why is a peer support network important for people coming out of institutions/nursing homes? 

_________________________________________________________________________________________________________________________________________________________
The Myth: Nursing Homes are Safe and Communities are Dangerous 


As Bob and Mike have noted, some professionals, as well as many people with disabilities and their family members, believe that people receive better care and are safer in a nursing home. Is this really true? 

Listen to what Mike Oxford says about the myth that nursing homes are safer.

Play the video, Module 4: Getting People Out of Nursing Homes and Institutions, Section 4: “Nursing Homes = Safe?” (2 minutes).  When the section is finished, proceed to the exercises below.

Application and Discussion

1. Are nursing homes safe?

______________________________________________________________________________________________________________________________________________________

2.  What are some things that push people into institutions/nursing homes?

_________________________________________________________________________________________________________________________________________________________

3.  Do you know people who had to go into an institution/nursing home, but didn’t want to? What pushed them into an institution/nursing home?

_________________________________________________________________________________________________________________________________________________________

4. Are families always happy to have their spouse/child/relative move out of a nursing home? Why? Why not?

____________________________________________________________________________________________________________________________________________________________________________________________________________

Support for Transition


In the video both Bob and Mike are very frank about the fact that it requires a lot of resources to get even one person out of a nursing home. The center also has to be prepared to help consumers deal with sticky and complicated situations, such as family members who may be overprotective or who have their own reasons for not wanting to have the person at home. This may involve the court system in cases where guardianship or divorce is an issue.

In addition, helping a person to make the successful transition from life in a nursing home to life in the community involves a continued commitment of resources after the person has moved out of the institution. Mike estimates that an average of 90 days or 3 months of intensive support (involving staff time and other resources) are required after the consumer has moved into the community.

Topeka Independent Living Resource Center, Inc. has been successful in identifying sources of support that do not cost them a lot of money.  

Listen to Mike as he describes some of the creative approaches he used to obtain housing and furnishings for people whom his center has helped move out of nursing homes.  Notice also, at the end of the video section, that he talks about some handouts produced by the Topeka Independent Living Resource Center: the “Going Home” brochure and the “Move Out/Freedom Plan,” which includes a checklist of the items an individual needs in order to move into the community. These materials are included in your packet and are also available online. (See For More Information at the end of the module).

Play the video, Module 4: Getting People Out of Nursing Homes and Institutions, Section 5: “Low Cost Resources” (5 minutes).  When the section is finished, proceed to the exercises below.

Application and Discussion

1.  Discuss the concept of  “over-medicalization.” Have you seen examples of this?

_________________________________________________________________________________________________________________________________________________________

2.  What is “ageism”? Does this affect the number of people going into nursing homes? 

_________________________________________________________________________________________________________________________________________________________

3.  Is it important to invite people living in nursing homes to community activities? Is there a potential problem? 

_________________________________________________________________________________________________________________________________________________________

4. On the average, how long will centers for independent living or other organization need to provide intensive emotional and physical support to someone who has moved out of an institution/nursing home?

______________________________________________________________________________________________________

Beyond Getting People Out of Nursing Homes—What’s Next?

In this module we listened to helpful advice from Bob Kafka and Mike Oxford about building an infrastructure within the community in order to ensure that the people have the supports they need.  We looked at some of the myths of nursing homes versus what nursing homes are really like. 

To help us gain a better insight into additional supports that may be available, we will look at Medicaid.  Modules 5a and 5b: Medicaid Framework discusses how the state Medicaid program is implemented and its potential to provide essential health care and supports needed by people with disabilities.  

For More Information


At the end of video Section 4, Mike talked about some handouts produced by the Topeka Independent Living Resource Center: the “Going Home” brochure and the “Move Out/Freedom Plan,” which include a checklist of the items an individual needs in order to move into the community. As mentioned before, these materials are included in your packet and are also available online:

Going Home brochure:  http://www.tilrc.org/docs/advocates02.htm
Move Out/Freedom Plan, including checklist: 

http://www.tilrc.org/docs/advocates05.htm
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