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Summary

This study examines Georgia’s long term support services from the point of view of the achievements and
aspirations of eleven people with severe disabilities and their families and friends. Their situation
underlines the need for systematic redesign of the present system, which is currently dominated by
public investment in nursing home beds.

Georgia nursing home operators consider four of these people’s needs to be impossible for them to meet
because they use ventilators to breath.” This leaves them with the apparent choice of living in a hospital
at great public expense or living in a facility out of state. The other seven people could or do live in one of
Georgia’s nursing homes or institutions, but would not choose to do so unless they have no alternative.

A combination of personal and family resources, vigorous and skillful advocacy, and imaginative
individualized service development now provides seven of these people with support to live in a way that
increases their personal autonomy and supports them to participate in community life. This includes
three of the four people the system has found impossible to place and plans for the fourth person’s move
to her own home are underway.

Each of these pioneering individualized support systems is vulnerable because Georgia’s long term care
system is dominated by policies and patterns of expenditure which assume that nursing homes are the
necessary, desirable, and exclusive response to severely disabled people whose families and friends are
unable to provide most of the assistance they need. The eleven people whose experiences inform this
study challenge this assumption: none of them wants to live in a nursing home and none of them needs to
live in a nursing home as long as the system does not deprive them of the specific assistance they need to
live as they choose.

In challenging nursing homes as the exclusive providers of publicly funded, intensive long term care,
these eleven people join their voices with those of thousands of other people with disabilities. Such
diverse groups as Disabled Persons International, the American Association of Retired Persons, ADAPT,
and the Consortium for Citizens with Disabilities (a coalition of 70 national advocacy groups) now
advocate for much greater public investment in individualized support.

* One of these people, who now lives in a supported living situation, no longer uses a ventilator.
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What Georgia Needs to Develop In Order to Offer People A Real Choice

——
Individualized support which offers people the help they need...
pa——
...to pay for and arrange necessary personal assistance services
...to find, modify, and maintain suitable housing
...to choose to benefit from good health care — -t

...to choose to benefit from adaptive technologies
...to travel from place to place

...to plan, advocate, and arrange, necessary supports and to solve problems to maintain and
improve them

with this support, people can pursue their own life choices concerning...
...occupation
...education
...personal relationships
...involvement in civic life

Individualized support allows costs to be shared among public agencies and with the person receiving
support and the person’s family and friends.

Because individualized support is specific to the needs, resources, and circumstances of each person,
administrative flexibility in managing a diverse and changing system is crucial.

Individualized support offers an alternative to everyone now in a nursing home, regardless of the cause
of their disability. People who are severely disabled as a consequence of aging and people with cognitive
and emotional disabilities can benefit from individualized support as much as younger people with
physical disabilities can.

Individualized support presents the person receiving support with a different mix of risks than nursing
home care does. A person who chooses individualized supports trades immediate access to nursing care
and a professionally managed lifestyle within a specifically adapted building for greater choice and
autonomy in a community environment that may not be entirely accessible, accepting, or supportive.

The most important policy change must be to increase the amount and quality of personal assistance
services.

Personal assistance services (PAS) mean one or more people assisting another person with tasks
which that person would do if not disabled. PAS include performing such tasks as...

* Dressing, bathing, eating, using the toilet (including bowel, bladder, and catheter assistance), getting
in and out of bed or wheelchair, and ordinary assistance with breathing equipment

¢ On the job assistance

* Shopping, cooking, and cleaning house.

* Driving and routine vehicle maintenance

* Cognitive assistance with planning the day, maintaining routines, managing money, etc.
* Assistance with communication through interpreting and reading

820722
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Priorities for action

¢ Policies and public expenditure on personal assistance services are the least developed system re-
sources necessary to insure the development of a long term care system that offers people a genuine
alternative to nursing home care.

e Individualized supports are a real alternative to current policies (apart from the Independent Care
Waiver), not just an add-on to the present system. Individualized supports embody different ways of
thinking about people with disabilities, different sorts of organizational designs, job roles and proce-
dures, and different kinds of management. Effective and sufficient personal assistance services cannot
develop without vigorous advocacy and strong agency leadership to overcome the biases which have
accumulated in the present system.

* Policies and public investments in affordable, accessible housing will benefit a number of people who
need individualized supports.

* More people need opportunities to join people with disabilities and their families to plan and imple-
ment individualized supports and to develop local agencies with the capacity to provide assistance.
Current efforts by Creative Pathways, LADD of Metropolitan Atlanta, and Georgia Options provide a
beginning. Their work needs encouragement and assistance to allow people in other parts of the state
to learn from them. Others with different ideas of how to organize individualized supports need oppor-
tunities to try.

* Given information about alternatives and a chance for change, it is likely that a substantial number of
people now in nursing homes and hospitals would choose individualized supports. Independent efforts
to reach-in to nursing homes need development.

* Well organized advocacy by people with disabilities themselves is vital to developing an effective long
term care system. Organizing work by Shepherd Spinal Center, Georgia ADAPT, and Concrete Change
provide an important beginning. Many people with severe disabilities are unable to join advocacy
efforts because the current system traps them at home or confines them in nursing homes.

* Current development of individualized supports results from an international movement among people
with disabilities and a parallel set of state and national initiatives by policy makers and service provid-
ers concerned to make effective use of public funds. Efforts to re-design Georgia’s system will benefit
from strong links with others working along similar lines.
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Introduction

This project began with a limited focus.

Jenny Langley, her family, friends, and allies made headlines
by creating a real life alternative to a bed in a nursing home or
hospital. For a year, Shepherd Spinal Center had flexibly fi-
nanced Jenny’s individualized supports and assistance at home
using a portion of their Indigent Care Trust Funds. Then crisis
struck. A five month lapse in funding between the end of
Shepherd’s obligation and the implementation of a new Indepen-
dent Care Waiver threatened Jenny with re-hospitalization or
placement out-of-state in a nursing home. Advocates and state
officials sought alternatives. The Georgia Governor’s Council on
Developmental Disabilities and the Division of Rehabilitation
Services provided money to bridge the funding gap. The Council
made an important contribution to re-defining options within
Georgia's system of long term care when it supported this inno-
vation by temporarily funding Jenny’s living arrangement.

The Executive Committee, and the Executive Director of the
DD Council, decided that Jenny’s situation provided an opportu-
nity to gain a better understanding of state and federal long term
care policy. Analysis of a Council supported policy innovation
would help refine Council priorities for 1993.

The original brief for this study was to...

* Describe Jenny Langley’s situation and her move from Shep-
herd Spinal Center to her own home.

* Investigate the Indigent Care Trust Fund. What is it? Who can
use it? What can it pay for?

* Review and analyze state and federal laws and regulations that
relate to Jenny’s experience. What helps? What gets in the
way?

® Make recommendations for Council action based on the de-
scriptions, reviews, and analysis.

From the moment I started interviewing people and gathering
information, it was clear that there was a lot of positive activity
underway that didn’t begin and end with Jenny but was closely
linked to her and her allies. I decided that my analysis and rec-
ommendations for the project would be enriched if situated in a
broader context. My initial meeting with Jenny immediately
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introduced more people to the study. Jenny showed me a newspa-
per article featuring her and Miranda Ivey, who was (and still is)
living in a hospital because of the lack of alternatives. Miranda’s
dream for herself and Jenny’s support for her was compelling.
Jenny also spoke about Charles Lewis and Charlie Grier, two
men who had recently moved from Grady Hospital to a house in
Atlanta. Grady was using Indigent Care Trust Funds to pay for
their supports. I decided I wanted to meet them.

Then Zebe Schmitt received a letter from Martha Gilmer with
Home Care Services in Jesup. Martha was concerned about three
men from her area who were not getting enough support and
were at immediate risk of going into a nursing home. Zebe asked
if I would talk with them since their situation seemed to fit so
clearly with this project. That’s how I met Larry Allen, Shane
Barrow, and Wayne DeLoach.

When I met Lee Ann Pendergrass, Coordinator of the Indepen-
dent Living Program in the Division of Rehabilitation Services, I
learned that the group home in Augusta where Larry McAfee
lives had been established with Indigent Care Trust funds. Tony
Cordova had lived in this group home, but he had moved into his
own apartment after Larry, to whom the initial offer was made,
turned it down. Talking with Tony seemed too important an
opportunity to miss. He had multiple experiences (living for
years with family providing all support, as well as in a group
home and most recently in his own apartment) to share.

Fred Pinson attended a workshop I led in May. His expenses
and attendant care were paid by the Georgia Advocacy Office
because he is on the board of the Dekalb Citizen Advocacy Pro-
gram. He told me about living in a nursing home in Snellville and
wanting to get out. Fred later called me to ask if I would write a
letter to help him get a waiver from the limited number of nights
he could be absent from the nursing home without losing his
place. I found that Zebe Schmitt had written a similar letter for
Fred when he had to be away from the nursing home to attend a
meeting of the State Special Education Advisory Committee of
which he is a member. Fred’s situation seemed important to the
story.

As I interviewed people who work for the Department of Human
Resources and the Department of Medical Assistance, I learned of
Gary Foss in Savannah who has been trying for years to get out
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of a nursing home and Megan Knight, a young child at Brook
Run, whose mother wants to find a way to bring her home. I
didn’t meet Gary or Megan in person, but I talked to Gary’s
citizen advocate and two people who currently support him, and I
talked with Marsha Knight, Megan’s mother.

As I met people as individuals, it became important to have a
meeting where anyone who had participated in the project could
get together to meet each other and to discuss the project find-
ings and recommendations. The people I met have a lot to offer
each other, but some have never been connected to any organized
group concerned with disability issues and have never met state
officials whose decisions influence their lives. Having a gathering
could allow several important things to happen at once.

From organizing this meeting, I probably learned as much
about the difficulties that people with severe disabilities face on a
daily basis as from anything I have ever done. Just finding a
place that was genuinely accessible and could accommodate eight
or ten people who use power chairs almost ended the notion of
having a meeting. Lack of transportation. Lack of personal
assistance. Lack of money to pay for personal assistance that
might be available. The meeting did happen, though—in Macon
at Christ Church on Monday, June 22. I expected twenty-five
people. Fifty people, including three who use ventilators, came.
Mark Johnson noted, “This may be the largest group of people
with ventilators ever gathered together in Georgia outside of a
hospital!”

Much about the Georgia system's way of doing things must
change. But there is much about the ways Georgia people re-
spond to the challenges of severe disability that we should honor
and preserve. I discovered strong and effective informal links
among people who, little by little, are changing the way people
with disabilities can live in Georgia. And I found the system
supporting change for a few of these people —not enough, with too
little money, and certainly nowhere near fast enough!

I have Tony Cordova to thank for the title, To Boldly Go....
When Pat Puckett and I visited Tony, he gave me some of the
material he uses in his work with other people with disabilities.
There was an article from Mainstream (Nov.1991) that describes
ADAPT"s action at the annual meeting of the American Health
Care Association in Orlando. A picture shows the back view of a

To Boldly Go...3
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person in a wheelchair with a large sign which reads, To Boldly
Go Where Everybody Else Has Gone Before. All the people I met
are boldly trying to go this way, but there are lots of obstacles in
their way. It's hard work, and less because of the person’s disabil-
ity than because of ineffective polices, outmoded programs, and
mis-allocated public resources.

As I worked on this study, a twist on the phrase became rel-
evant to me. If people with disabilities are willing to risk by
boldly going where everybody else has gone before, people in
leadership positions must be willing To Boldly Go Where No One
Has Gone Before.

Together, we must boldly attempt to change old patterns of
service that sentence people to facilities (Both Miranda and Tony
talk and write about feeling sentenced like a criminal to a prison
for having committed no crime except for having a disability).
Together, we must boldly speak out in support of and with people
with disabilities when funding sources limit what people want for
a decent life. Together, we must boldly attempt some things we’re
not quite sure how to accomplish, because that is the only way to
learn what we must know. Together we must boldly support and
confront each other as we try to learn our way out of nursing
homes, institutions, and hospitals. In this way, people with
disabilities will have an ordinary choice To Boldly Go Where
Everybody Else Has Gone Before .
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Overview

In this report I will...

* Briefly introduce the 11 people whose situations inform the
report.

¢ Outline my perspective on the strategic issues in Georgia’s long
~ term care system.

¢ Identify the need for Georgians with severe disabilities to have
a real choice between individualized supports and care in a
nursing home, hospital, or institution.

* Introduce the contributions Jenny Langley and her family are
making to changing the system.

® Describe the variety of commitments from family members,
friends, allies, and service providers necessary for successful
implementation of individualized supports.

* Briefly analyze current long term support policies, sketch a
possible scenario for system development, and identify the two
most critical resources necessary to support development: more
effective personal assistance services and a unique blend of
personal and systems advocacy and problem solving.

* Make recommendations to the Governor’s Council on Develop-
mental Disabilities.

To Boldly Go...5



The People

These people's experiences inform this report. I met or learned of
their situations between March 17, 1992 and June 22, 1992,

Jenny Langley: Jenny was the original focus of the study because the
DD Council assisted her to establish her individualized support
system. Shepherd Spinal Center supported Jenny’s move from

personal assistance using money from
Shepherd’s Indigent Care Trust Fund.
Shepherd’s financial support was limited to
one year. LADD, Inc. is the community
agency that handles administration and
finances for Jenny. I first met her at her home
in Jonesboro where she lives with her sister,
Sheryl, her brother-in-law, Joe, and her two
nieces, Jackie and Jesse. Jenny was doing
well, but there were problems finding money to continue her
support when Shepherd’s obligation ended. Jenny is the first
person supported by the Independent Care Waiver. Problems are
still being resolved about whether or not immediate family mem-
bers like Sheryl can be paid for the support they provide for a
family member. Jenny and Sheryl were at the Macon meeting.

Charles Lewis: Charles moved into his home in Atlanta in September,
1991 after living at Grady Hospital for more than three years. He
lives with Charlie Grier, Dan Danner, and Martyn and Lesa Hope.
Other people come in to provide additional support. Grady Hospi-
tal financed this living arrangement for Charles for one year out of
its Indigent Care Trust Fund. Charles expects to be supported by
the Independent Care Waiver when funding from Grady ends.
LADD is the community agency that handles administration and
finances for Charles. Charles was in the hospital at Shepherd
Spinal Center when I visited in his home. I have not met him in
person. As of June 22, Charles was back home. He wanted to come
to the Macon meeting, but he was still convalescing.

Charlie Grier: Charlie moved into his home in Atlanta in September,
1991 after living at Grady Hospital for more than three years. He
lives with Charles Lewis, Dan Danner, and Martyn and Lesa
Hope. Other people come in to provide additional support. Grady
Hospital financed this living arrangement for Charlie for one year
out of its Indigent Care Trust Fund. Charlie expects to be sup-

To Boldly Go...6
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ported by the Independent Care Waiver when funding from
Grady ends. LADD is the community agency that handles ad-
ministration and finances for Charles. I had lunch with Charlie,
Dan, Martyn and Lesa and spent time talking with them about
their situation. Charlie came to the meeting in Macon with Dan
and Martyn.

Tony Cordova: Tony moved into his apartment in October, 1991. He'd

been working toward this goal since his automobile accident in
1979. For eleven years Tony’s family (first his mother in Colo-
rado and then his sister in Augusta) took responsibility for
meeting his basic needs. Tony lived for a year in a group home
in Augusta that was funded by Indigent Care Trust Funds from
the Medical College of Georgia. When Larry McAfee, the man
whose situation was the impetus for the group home, was of-
fered the opportunity to move out of the group home into his
own apartment, he turned it down. Tony did not hesitate when
the same offer was made to him. He just wishes the opportunity
had come sooner. Tony hires, fires, supervises his own atten-
dants. The major problem right now he faces is where is the
money going to come from once the Indigent Care Trust Funds
stop?

Larry Allen: Larry lives in Jesup, Georgia. I met him at his home on

March 31, 1992. He was living with his mother. Larry has been
in and out of hospitals and nursing homes since a diving acci-
dent in 1984 resulted in his being paralyzed. His mother, his
primary caretaker, recently had a stroke resulting in Larry
again spending time in a nursing home. Although he was home
at the time of my visit, he and his mother anticipate that with-
out additional support he will be again forced into a nursing
home. Martha Gilmer with Home Health in Jesup contacted
Zebe Schmitt about her fear that Larry is not eligible to receive
enough assistance to stay home which is what both he and his
mother want. I tried to contact Larry again by phone after
March 31 and never got an answer. I mailed him a summary of
my visit and an invitation to the Macon meeting. I received no
response. Larry may now be in a nursing home.

Shane Barrow: Shane, an eighteen-year old high school student, lives

in Hagan, Georgia with his mother, a single parent. I met them
on March 31. Shane was injured in a diving accident in Septem-
ber, 1991. He spent several months at Shepherd Spinal Center

To Boldly Go...7



where he and his mother learned to care for his personal needs.
Mrs. Barrow was forced to quit her job to stay home and support
Shane. They currently live on Shane’s SSI payment of $422/
month. Shane returned to school in April and attended until he
had an operation for kidney stones just before the end of term.
Shane wants to complete his high school education and go to
college at Georgia Southern. Shane and his mother receive very
little paid support. The support he does get is Home Health (he
became technically ineligible since returning to school because
Home Health requires that a person be “homebound”), and the
CCSP program, which might offer some support, has a waiting
list of 189 people. Shane and Mrs. Barrow came to the meeting in
Macon.

Wayne DeLoach: Wayne was injured in January, 1990, in an automobile

accident which resulted in his quadriplegia. After being released
from Roosevelt Warm Springs hospital, Wayne lived just outside
Statesboro with his sister, brother-in-law, and their two children.
Wayne is passionate about being independent. He hates the idea
of having to ask for help or adding to his sister’s already busy,
hectic life. I met Wayne on March 31 after Martha Gilmer wrote
of her concern that Wayne would end up in a nursing home be-
cause he was not getting enough support at home. Wayne was
spending as many as eight hours a day at home alone. He had
several accidents falling out of his wheel-chair and being unable
to get back in or up until family members arrived home after
work. The only support available was the Home Health Services
which required that he be “homebound.” Wayne was still receiv-
ing these supports even though his attending Alcoholics Anony-
mous (AA) meetings officially made him ineligible. There are 189
people ahead of Wayne on the waiting list for CCSP. Wayne was
very excited about the Macon meeting. He had convinced his
mother and two aunts to accompany him. Wayne died on Friday,
June 19 three days before the meeting.

Fred Pinson: Fred is a thirty year old man who was born with cerebral

To Boldly Go...8

palsy. He lived at home with his family until he was twenty-two
and became too heavy for his parents to continue his care. His
parents tried to find a suitable alternative living arrangement for
Fred, but the only place they could find was a nursing home. Fred
continues to live in a nursing home in Snellville although he
would prefer to live in his own place with the personal assistance
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he needs 24-hours per day. Fred is puzzled by the fact that no
one ever talked to him during the OBRA (Omnibus Reconcilia-
tion Act) assessments that supposedly were to ask people if they
preferred to remain in the nursing home or have supports to live
elsewhere. Fred’s parents are still intimately involved with
Fred. Fred met Charles and Linda Mingle about seven years ago
when they became his citizen advocates. Fred is the current
president of the Dekalb Citizen Advocacy Office. He also serves
on the State Special Education Advisory Committee. These are
honors for which he must pay dearly. He fights a constant battle
not to lose his place in the nursing home because his obligations
require overnight stays away from the nursing home. So far, his
requests for waivers to extend the number of nights he can be
away have been won with great effort on Fred’s and Charles’
part with help from other allies. Fred and Charles came to the
meeting in Macon.

Miranda Ivey: Miranda has been living at Vencor Hospital in Atlanta

for over a year. In a 1987 automobile accident, Miranda sus-
tained a spinal cord injury resulting in her quadriplegia and
reliance on a ventilator. Miranda’s family supported her for a
year after the accident with a few hours of paid assistance from
Home Health, but the family was unable to maintain the effort.
After being hospitalized at Shepherd Spinal Center for pneumo-
nia, she was placed in a nursing home in South Carolina which
was closed after the death of several people who lived there.
Miranda was then taken to Vencor. Vencor has been supporting
the costs of Miranda’s care since her benefits ran out. Miranda
wants her own place to live with the 24 hour support she needs.
She has a circle of support with five allies who are working to
raise the money Miranda will need to get her own place. The
majority of Miranda’s support will be paid for by the new Inde-
pendent Care Waiver, but some necessary costs are not covered
by the waiver. Miranda and her circle held a gathering at
Vencor so that people could meet Miranda and help out with
contributions. Miranda attended the meeting in Macon.

Gary Foss: On March 1, 1992, Gary Foss moved into his own apartment

with four hours a day of personal assistance services. This move
happened after years of struggle by Gary and his citizen advo-
cate, Sheldon Tennenbaum. During a five year period, Gary
lived in three different nursing homes in the Savannah area.
Savannah Convalescent Center made efforts to relieve Gary’s

To Boldly Go...9
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depression due to confinement and boredom, but Gary wanted his
freedom. His freedom has not come easily and it is still not cer-
tain to last. Gary has too much income to qualify for SSI and is
not eligible for Medicaid unless he is in a nursing home; Gary has
cerebral palsy but no mental retardation which leaves him in a
gap as far as agency responsibility for assistance goes. Gary
needs more assistance than is available outside a nursing home
except under the new Independent Care Waiver. Susan Earl,
with the Georgia Infirmary and now Gary’s case manager under
Independent Care attended the meeting in Macon.

Megan Knight: Megan, age seven, lives at Brook Run (the Georgia Retar-

dation Center) in Chamblee. Megan’s parents live in Ringgold.
Mr. and Mrs. Knight want Megan home with them, but they will
need up to 24 hour/day assistance for this to happen. So far, no
help is available. Megan was injured in a swimming accident in
August, 1987, when she nearly drowned. Megan’s brain was
damaged leaving her with seizures, a G-tube for eating, and
limited ways to let people know what she wants and needs. The
Knight's have had Megan in hospitals and facilities from Michi-
gan to Indiana to Virginia. Their insurance ran out, but the
family’s income was too high to qualify for Medicaid. The family
learned about the Katie Beckett waiver, but were unable to get
any help from their local Department of Family and Children
Services office. Since Megan’s accident, Mrs. Knight has been
diagnosed with cancer and her husband has sustained a serious
back injury requiring surgery. Megan is now in Georgia, but still
a long way from Ringgold and the support she and her family
need to get and keep her there remains elusive.
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Perspective

* One of these people, who
now lives in a supported
living situation, no longer
uses a ventilator.

This study examines Georgia’s long term support services from
the point of view of the achievements and aspirations of eleven
people with severe disabilities and their families and friends.
Their situation underlines the need for systematic redesign of the
present system, which is currently dominated by public
investment in nursing home beds.

Georgia nursing home operators consider four of these people’s
needs to be impossible for them to meet because they use ventila-
tors to breath.* This leaves them with the apparent choice of
living in a hospital at great public expense or living in a facility
out of state. The other six people could or do live in one of
Georgia’s nursing homes or institutions, but would not choose to
do so unless they have no alternative.

A combination of personal and family resources, vigorous and
skillful advocacy, and imaginative individualized service develop-
ment now provides seven of these people with support to live in a
way that increases their personal autonomy and supports them
to participate in community life. This includes three of the four
people the system has found impossible to place and plans for the
fourth person’s move to her own home are underway.

Each of these pioneering individualized support systems is
vulnerable because Georgia’s long term care system is dominated
by policies and patterns of expenditure which assume that nurs-
ing homes and institutions are the necessary, desirable, and
exclusive response to severely disabled people whose families and
friends are unable to provide most of the assistance they need.
The eleven people whose experiences inform this study challenge
this assumption: none of them wants to live in a nursing home or
institution and none of them needs to live in a nursing home or
institution as long as the system does not deprive them of the
specific assistance they need to live as they choose.

In challenging nursing homes and institutions as the exclusive
providers of publicly funded, intensive long term care, these
eleven people join their voices with those of thousands of other
people with disabilities. Such diverse groups as Disabled Persons
International, the American Association of Retired Persons,
ADAPT, and the Consortium for Citizens with Disabilities (a
coalition of 70 national advocacy groups) now advocate for much
greater public investment in individualized support.

To Boldly Go...11
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A Real Choice

There is still debate about the place of nursing homes and
institutions in the long term care system. This debate need not
be settled before changes can be made for at least eleven people.
These people and their families have decided. They are not de-
bating their choice. They are simply trying to live the way they
and their families choose. Their requests are not outlandish in
concept or lavish in cost. But what the system makes available is
simply not what people want and need. What most people can
expect from Georgia’s current system is opposite to what people,
their families, and allies require. If Georgia’s system is to sup-
port them, it will need to embrace long term, strategic change
toward this objective. '

None of the people I met wants to live in a nursing home, hospi-
tal, or institution. Everyone I met (and parents for minor chil-
dren) wants to live at home, to be well assisted, to begin or finish
an education, to find a job or vocation, and to keep healthy in
ways that don't dominate every minute of the day. In addition,
some people also want to work to improve accessibility, to sup-
port others who have disabilities and to be politically active.

No one I met needs to live in a nursing home, hospital, or insti-
tution if the resources necessary for their support are made
available in a flexible, individualized manner, wherever the
person chooses to live.

Everyone I met will live in a nursing home, hospital, or institu-
tion unless there is basic change in the pattern of services and
assistance available in Georgia. If choice between nursing home
or institution and support to live in one’s own or family home is
to be real, Georgia must change its current pattern of service
delivery away from facility-based services to individualized sup-
port.

To Boldly Go...13
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Individualized support allows costs to be shared among public

agencies and with the person receiving support and the person’s
family and friends.

Because individualized support is specific to the needs, re-
sources, and circumstances of each person, administrative flex-
ibility in managing a diverse and changing system is crucial.

Individualized support offers an alternative to everyone now in
a nursing home, regardless of the cause of their disability. People
who are severely disabled as a consequence of aging and people
with cognitive and emotional disabilities can benefit from indi-
vidualized support as much as younger people with physical
disabilities can.

Individualized support presents the person receiving support
with a different mix of risks than nursing home care does. A
person who chooses individualized supports trades immediate
access to nursing care and a professionally managed lifestyle
within a specifically adapted building for greater choice and
autonomy in a community environment that may not be entirely
accessible, accepting, or supportive.
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By supporting the creation of more effective personal assistance
services and by supporting people with severe disabilities and
their families to work for better policies and more accessible
- communities, the Governor’s Council on Developmental Disabili-

ties can make a vital contribution to the emergence of a real
choice for Georgians with severe disabilities.

" -
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Jenny Langley: Designer of a Real Choice for System Change

Human service providers have grown accustomed to models
developed by professional planners and university researchers.
Jenny Langley, her family, and their allies have designed a
different kind of model for individualized support. Their method
of design matches the concept: it grows from the unique reality of
Jenny’s choices and the resources available to her from family
and friends.

Living in a Jonesboro neighborhood with sister, brother-in-law,
and nieces, Sheryl, Joe, Jackie and Jesse. Sitting in the sun.
Going to the mall. Helping the kids with homework. Listening to
music. Going on a date. Watching a friend play in a band. Having
fried mushrooms and a margarita at Bennigan’s. Simple, ordi-
nary things. Experiences taken for granted. Not by Jenny Lan-
gley. Jenny, 28 years old, is one of many other Georgians whose
life changed in an instant when her neck was broken in a car
accident. Today, Jenny is enjoying those ordinary moments, but
the opportunity to have them has not come easy.

Many people might think
Jenny’s biggest battle is with her
disability. Learning to live with a
body that no longer works. Fear-
ing life without the ability to eat,
go to the bathroom, or even
breathe without assistance. But
those are not the nightmares that haunt Jenny. Over the past
four years her biggest challenge has been the service system that
determines where and how people with severe disabilities must
live if they require almost any help at all and are unable to afford
the costs alone.

Jenny was first injured at age fourteen in a diving accident.
This left her paralyzed from the waist down. Neither she nor her
family considered her disabled then. Jenny says, “There was
nothing to it the first time. I moved out of my family’s home. I
learned to drive. I helped out by doing secretarial work in my
father’s business.” Sheryl says, “We don’t consider that Jenny
was really hurt the first time. We always say, ‘Since she got
hurt...” but that means the second time. Jenny was just fine
before this second accident. She was in a chair, but...” Jenny’s
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To Boldly Go...18

nieces refer to when “Aunt Jenny could walk,” which has never
been true since their births. They actually mean when J enny

could still use her arms, manage a manual chair, live alone, and
drive a car.

Jenny’s real difficulties began four years ago when she was
again severely injured in a car accident resulting in her quad-
riplegia and dependency on a ventilator for breathing. After a six
months’ hospitalization at Shepherd, Jenny went home to live
with her parents in Yatesville. Sheryl and her two children lived
across the street. The family struggled alone to support Jenny.
Sheryl helped out when she could, but she was then a single
parent working to support herself and two daughters. Mrs. Lan-
gley had almost total responsibility. Jenny feels this type and
intensity of care is too much for any one person. “When she was
doing it, she did it by herself. Sheryl helped, but she had to go to
work every day. Mom didn’t get to go anywhere. For her to go to
the store and buy groceries, daddy had to stay home from work
with me. That would drive anybody nuts!” Sheryl concurs, “It
would. It gets to where it just gets on your nerves so bad. You can
end up literally to God hating each other if you are put in that
kind of position. Financially and emotionally, it is more than any
family can handle.” Sheryl continues, “... but it got harder and
harder for us to do all this on our own. Then, of course, the bot-
tom fell out. We got disillusioned. We didn’t know what was going
to happen. “

The bottom fell out when the insurance company canceled the
family’s medical coverage. The policy had paid most of the ex-
penses of her initial accident, but the expenses reached the mil-
lion dollar policy maximum. With Jenny’s second injury, the
company canceled their medical coverage (the family’s automobile
insurance was also canceled). The family sought help from the
state insurance commissioner who was successful in getting the
company to reissue a medical policy, but it was written with a
$100.00 lifetime maximum. This kept the company legal, but was
useless to Jenny and her family who had to try to pay for hospital
and doctor bills, therapy, and medications from their own re-
sources. The family’s total resources were exhausted when a bank
foreclosed on the family’s home and 30 acres of land in Yatesville.
Jenny entered Shepherd Spinal Center with pneumonia, but
when she recovered, she had no home to which she could return.
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Jenny feels strongly about the power of today’s technology
combined with a lack of resources to support people once the
technology has done it’s job. She says, “Technology can keep you
alive. You don’t have any choice in that matter when you'’re in an
accident. And what do they do when you are released? They say,
‘You're alive! We saved you! Now go home.’ Go home with noth-
ing.

With Jenny in the hospital and
nowhere else to go, Sheryl and her
mother searched for alternatives.
They even checked out nursing
homes, but they discovered that no nursing home in Georgia
would admit Jenny because of her dependency on a ventilator.
The family even considered leaving Georgia and moving to South
Carolina or Alabama where a nursing home was at least a possi-
bility. But the family did not want to leave Georgia, and no one,
neither Jenny, her family, nor staff and professionals at Shep-
herd, could stand the thoughts of Jenny in a nursing home.

Jenny’s feelings are clear, “Nursing homes are cruddy. There is
no way I wanted to live in one.” She supports her statement by
experiences she had. Jenny describes two situations. At one
nursing home, a nurse said to Jenny, “Once you come here, you
belong to us.” The statement may have been a joke, but Jenny
didn’t think it was funny. In another facility a nurse told Jenny’s
mother that she had spoiled Jenny. She said, “She’s just a tad
spoiled. But we’ll straighten her out. We'll take care of that
problem.” Jenny thinks these statements reflect an attitude
many people have about people with disabilities. “Some people
believe that a person in my condition should not have nice things
and be treated normal. They said they would stralghten me out
and I'd be better for it.”

Sheryl says, “We went and toured nursing homes. We tried to
make the most of everything. It was awful and horrible and the
worst experience we have all lived through. I do not understand
this society’s ‘let’s institutionalize people’ theory. We've got more
people concerned about laboratory rabbits than we do people.
That’s sad.”

During Jenny’s long recovery period, staff at Shepherd grew to
care for, even love, Jenny and her family. Nurses expressed their
concerns about Jenny’s future. They explained their own heart-
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break as they work with a person so hard and so close, watch the
person regain their health, and then send them off to a nursing
home because no options are available in Georgia.

With little hope of finding a better alternative, Jenny began to
dream of a future living in a “nursing home with no bugs.” “I
thought there was nothing else I could do but go to a nursing
home. I did not think there were any options. It was all I thought
was possible. So the best thing I could imagine was one with no
bugs.”

When asked to explain how Jenny got from “a nursing home
with no bugs” to living at home with Sheryl and her family, she
and Sheryl say it happened over a period of time with the help of
Shepherd, LADD, Mark Johnson and Pat Puckett.

Jenny’s opportunity to live with her family with individualized
support happened in the context of a long term collaborative
effort by people with disabilities, families, friends and allies. This
effort has been aimed at many different problems: lack of acces-
sible public transportation and housing; lack of individualized
personal assistance services; medical and other professional
control of services; a national agenda that spends billions of
dollars a year on nursing homes, but almost nothing in the way of
individual and family supports; a non-existent national health
care program. There have been some successes, but, in most
places, real alternatives to nursing homes remain an illusion.

The first break did not come in a planned and orderly way. In
fact, it was forced in a drama unfolding over several months that
came to national attention. In 1989, Larry McAfee made national
headlines when a federal judge granted his request to have help
to kill himself. McAfee, a man with quadriplegia, reliant on a
ventilator, living in an Alabama nursing home, thought death
was the only alternative to what he considered an unbearable
life. Larry, a Georgia citizen, had been placed in an Alabama
nursing home when none in Georgia would take him. On first
hearing his story, many people believed that what Larry couldn’t
stand was living with his disability. But it wasn’t disability that
was intolerable to Larry. What he could no longer take was living
in a nursing home, deprived of choice, dignity, personhood, and a
future and from which there appeared no escape except death.
Larry’s real desires emerged when disability rights activists
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1 Appendix A describes the
Indigent Care Trust Fund.

%Adams, D, et al. (1991)
Circles of Support. Annual
Report to Georgia Council
on Developmental
Disabilities.

found a way to meet and talk with
him and discovered that his re-
quest to die was a desperation
move. When someone asked Larry
what he really wanted, he said he
wanted to go home to Georgia and
live in the community with sup-
port, not in a nursing home. Activists joined Larry in a fight for
what he really wanted—life in the community with supports, not
life in a nursing home or death. A large scale political battle
ensued. Disability rights activists from Atlanta occupied the
office of the Commissioner of the Department of Medical Assis-
tance as well as the office of the Governor. The Governor finally
directed the Commissioner of the Department of Medical Assis-
tance to act on this situation.

Larry’s battle was happening about the same time that an
amendment to the Georgia Constitution created the Indigent
Care Trust Fund! which makes money available to hospitals for
primary care for people who cannot afford health care. Arrange-
ments were made through the Medical College of Georgia to use
a portion of its Indigent Care Trust Funds to start a group home
pilot project to include Larry and four other people. In the sum-
mer of 1990, Larry moved into the group home in Augusta where
he still lives today.

Two of the Georgia activists working on Larry’s behalf were Pat
Puckett with Creative Pathways and Mark Johnson with Shep-
herd Spinal Center. Puckett and Johnson decided that Larry’s
situation had created a new possibility at least for the short
term. If Indigent Care Trust Funds could be used to support
Larry McAfee, why couldn’t they be used to help other people get
back to Georgia and out of nursing homes? Mark learned of
Jenny who was still living at Shepherd and searching frantically
to find an alternative place to live. Mark convinced Shepherd
that this might be one way to start an alternative for people
when they left Shepherd. In July, 1990, Shepherd initiated a
Circle of Support for Jenny with the intention of finding a way
for her to live in the community with the support she needed to
get on with her life. In November, 1990, the Governor’s Council
on Developmental Disabilities funded a project on Circles of
Support and agreed that Jenny could be included.?
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Jenny, Sheryl, and their mother say that in the beginning this
“Circle of Support” was a mystery to them. When asked about
the circle, Jenny responded, “Circle of support? Well, Pat and
Mark introduced me to it, and they were it.” Sheryl adds, “Yeah.
We met Pat in the hospital, but it doesn’t seem like that now. It
seems like we’ve known her forever.” Jenny says, “We didn’t
know who they were. We didn’t know what they wanted, or why.
We just shut up and they started talking. We were scared to talk
to them at first. We really were. Most people who wanted to talk
to us wanted money.” Puckett reports (1991) that months after
she and Johnson came to know Jenny, her mother said, “We
could not figure out who you were or why you cared.” Jenny is
not sure why Pat and Mark singled her out. Sheryl thinks she
knows. She says, “I'll tell you why they picked you, Jenny. You
were trying so hard, and you’d broke your neck twice, and our
parents lost everything, and we were trying as hard as we could,
and you’d been hurt since you were fourteen. And there was a lot
of support there for you as far as family and friends. It’s just that
we had all been so brow beaten... And even the nurses didn’t
want you going to a nursing home.”

Several things were going on at about the same time: J enny’s
circle got started; Jenny’s ideas of what might be possible began
to expand; Shepherd began to figure out a way to create some-
thing new using Indigent Care Trust Funds; the Governor’s
Council public forum report, Speak and Be Heard, * clearly dem-
onstrated that many people around the state wanted their voices
added to those demanding change; the Georgia Department of
Medical Assistance, pushed along by Puckett and others, began
to think about applying for a Medicaid waiver that would allow
for new and different supports for people with severe disabilities.

Jenny’s living with Sheryl was not the first idea out of the
circle. Initially, the plan was to develop a group home for J enny
and two other people to be located in Atlanta and modeled after
the one established for Larry McAfee in Augusta. J enny says, “I .
was going to follow in Larry McAfee’s footsteps.” But like Larry,
asking for death instead of what he really wanted but thought he
could not have, Jenny’s enthusiasm for the group home was only
because it was so much better than living forever at Shepherd or
going to a nursing home—in other words, it looked great in
comparison to other alternatives she faced. She embraced the
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idea with interest and enthusiasm, but it still wasn’t what she
wanted. What Jenny really wanted, but was afraid to even dream
about much less ask for, was to live with her family. She wanted
to watch her nieces grow up first hand and continue to be part of
the life and activity of her family, friends and community.

Sheryl says that their current living situation came about
almost by accident. But it was an accident that would not have
happened if Jenny’s circle in general, and Pat Puckett in particu-
lar, had not been waiting for an opportunity to present itself. The
search had been on-going for someone to live with Jenny. They
preferred a couple of girls about Jenny’s age who could learn to
do for Jenny what she needed. Finding the right person was
proving difficult. Sheryl says that in a moment of desperation
she said, “If somebody would just pay me, I'd stay on and take
care of her. I know how.” Puckett asked Sheryl, Jenny and her
mother if this were a serious consideration. The answer was,
“Yes.” This was the beginning of Jenny coming home.

Turning Jenny’s desires into reality has been a cooperative
effort that has brought together agencies, community associa-
tions, family, friends and allies. Once the issue of who would
support Jenny was settled, Pat found an agency willing to deal
with the formalities. She knew Jonathan Kirkpatrick with
LADD, an agency in Clayton County, who was willing to work
with Jenny in a unique way for Georgia. Jenny and Sheryl lo-
cated the right house. LADD approached Bob Reynolds a local
real estate broker who agreed to purchase the house and rent it
to LADD. For the first year, LADD paid the rent from Indigent
Care Trust Funds. Jenny and Sheryl now pay their own rent
directly. Family and friends arranged to clean, paint and get the
house ready. They helped Jenny move in. Sheryl moved into the
house on December 1, 1990 and Jenny arrived on December 10.

LADD, Shepherd, and numerous friends including Pat Puckett
contributed to setting up the household. A local civic group
bought Jenny a television for her bedroom. Members of the Ro-
tary Club bring food to the family on a weekly basis from the
Atlanta Farmers Market. The same Rotary has donated $400.00
toward the purchase of a new van for Jenny. When she moved in,
Jenny’s room was the den while alterations were being made to
the house. Shepherd converted the garage into Jenny’s living
area. Much of the labor for housing modifications was done at
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cost by a contractor who is a
family friend. Home Depot sup-
plied materials at a discount.
Jenny’s space was especially
designed for her. Shepherd
installed a separate heating and
air conditioning system neces-
sary to ensure Jenny’s comfort
and safety. An alarm system was
added to connect Jenny’s living area and bedroom with Sheryl’s.

In addition to a comfortable home, Jenny requires constant
support. She is totally unable to do the things that most people
do for themselves. She needs a ventilator to breathe. She has to
be suctioned frequently. She can’t be left alone. Four minutes
with the ventilator off could add brain damage to Jenny’s life. Six
minutes without the ventilator would end it. In cooperation with
LADD, she and Sheryl worked out what they feel is a good system
that allows Jenny to be in control of her supports. Jonathan
Kirkpatrick of LADD sees Jenny as a supervisor. She does all her
own advertising, interviewing, hiring, training, directing, and
even firing, if necessary, the attendants who support her. Sheryl
assists Jenny by filling out required forms, keeping and review-
ing time sheets, and processing payroll. They share responsibility
for staying within the allowed budget. LADD is the formal em-
ployer of the assistants, pays for the support and takes care of
legal requirements such as payroll taxes, unemployment and
workers compensation. But, Jenny is in control. LADD also car-
ries a general liability policy for the house in addition to profes-
sional liability insurance.

Sheryl talks about their home. She says, “The first thing you
will notice when you walk through the door of our home is that it
looks like everybody else’s. It’s just a house. We’ve got good furni-
ture and bad. We've got artwork. Pretty things and yucky things.
But we'’re not any different. The girls think sincerely that this is
their home and this is the way we live. They don’t see Jenny as
different. They love her. They get mad at her. They pick on her.
They put up with her. They read to her. They irritate her. Just
like kids do to everybody. We’re not any different, and I don’t
think anyone who comes through will see any difference. The only
thing I do try to do different, maybe, is that I stay on the girls’
case, ‘Don’t leave the skates in front of the door! Aunt Jenny has
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got to get through it.’ I would imagine that this is the only differ-
ence that we have in this house. Other than the fact that we have
a lot of reporters and people coming through.”

Jenny’s life now is beginning to come closer to her dream than
her nightmare, but the nightmare lurks as a constant threat. For
a long time, she was afraid to have a dream beyond a nursing
home without bugs. She went through stages of options that
might be better than that, but with help, information, and sup-
port she now finds herself living a life that makes sense to her.
But problems continue. She still faces the threats of no funding
for her support, people who believe she is doing the wrong thing
by living outside a medical facility, and the challenge that comes
with trying to find good, reliable assistants.

Funding from Shepherd’s Indigent Care Trust Fund had a time
limit—one year, ending December 1, 1991. Initially, Shepherd
funded this alternative for Jenny believing the state of Georgia
would have an approved Medicaid waiver (Independent Care) to
pick up and continue paying for Jenny’s supports. Shepherd also
wanted to prove that Jenny and other people with her physical
needs for support do not need nursing home care, but rather need
assistance to get on with their lives in the community. A year has
provided the proof. Jenny has lived successfully and well. But, in
the interim, Georgia’s economy has taken a downturn, resulting
in state employee lay-off's, early retirements, and delays in state
funds available to match federal funding. There have been mo-
ments when Jenny, her family, friends, and LADD feared that
she would have to go back to the hospital or to one of those out of
state nursing homes while funding for her support was in limbo.
The state scrambled for money to bridge the time lapse in fund-
ing from Shepherd and the beginning of the new Independent
Care Waiver. Money from the Governor’s Council on Develop-
mental Disabilities and from the Department of Human Re-
sources, Division of Rehabilitation Services was appropriated for
the interim. Jenny has since become the first person to be sup-
ported under this new waivered program.

But Jenny’s “life on the edge” is still just that. Even though the
Independent Care Waiver was approved by HCFA allowing
payments to family members (except for parents of a minor or
spouses) who provide support for a person, DMA is reluctant to
set a precedent of paying Sheryl. DMA officials say that it is not
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Georgia policy to pay families for what they ought to be doing
anyway. The battle goes on.

Many people and institutions are threatened by the idea that a
erson with Jenny’s needs for assistance can live in an ordinary

- home, be supported by ordi-
nary people who know how to
do what Jenny needs to stay
safe, healthy, active and to
enjoy life. The idea turns both
our nation’s and state’s current
system of care on its head and
threatens the very underpin-
nings of the status quo. Some
people say that Jenny cannot
be safe outside of a medical
facility (even though no nurs-
ing home in Georgia will allow admission to Jenny) and that she
risks too much by living with her family and depending on family,
friends, and community services for her supports. Even very
positive accounts such as the National Public Radio (NPR) show
that highlighted Jenny’s life, make statements like “Jenny has
taken the risk to be at home when she might be safer in a hospi-
tal.”

Jenny and Sheryl vehemently disagree. About the NPR show
which she and Sheryl generally thought was great, Jenny says, “
We did not like that statement! The person who did that thought
up that idea by herself. We did not say that. I would never say
that.” Jenny goes on, “I get specialized care here. You don’t get
that in a hospital. And far from it in a nursing home.” She says
that the report was not expressing her feelings. Jenny believes
that there are people who sincerely believe that she should be in
a medical facility. People who would say, “Jenny, be safe.” But
Jenny’s response is, “Oh, sure. In a hospital or nursing home, you
don’t have a person who loves you sitting by your side twenty-
four hours a day. In a hospital or nursing home, they have so
many people to take care of. Here, Sheryl, or whoever is helping
me, only has to take care of me, not ten other people. You can’t
get more specialized than that.” Sheryl adds, “I'm never farther
away than she can holler. Even if I am, there are two kids who
are real good and experienced at this who can let me know if
Jenny needs something.” Jenny says, “Or a bunch of other



people. There’re people in and out all the time. My other sister,
my mother, Sheryl’s husband, my boyfriend. All of them know
how to take care of me. Anybody who is with me does. Here you
only have to take care of me.”

Doctors and other professionals at Shepherd agree that Jenny
is safer at home than in the hospital—even a good one. Jenny

-and Sheryl tell of going to the hospital when Jenny had bronchi-

tis and pneumonia. A doctor examined Jenny and said, “Well,
you just look too healthy to put in the hospital. You'll be really
sick if you come in here. Your sister can take you home.” Another
Shepherd professional in the respiratory department told Jenny,
“At home you’ve got friendly germs. Sitting in the sun will make
Jenny’s lungs clearer.”

But both Sheryl and Jenny know that Jenny’s life is risky no
matter where she is. They have taken careful steps to manage
the risks at home and believe they are no more dangerous than
being in a facility. People who work with Jenny know what she
needs. They are not just generically trained for “the disabled.”
They don’t pretend to be doctors, nurses, or therapists. They are
specifically trained to do just what Jenny needs. They also have
back-ups for every piece of equipment in case of emergency .
They’ve developed a close relationship with Todd Tyson, a former
respiratory therapist, who now owns a business, Hi Tech Home
Care. Sheryl and Jenny know they can count on him day or night
if they have equipment problems. Todd is one of the people who
got involved in Jenny’s life as an employee but who has become
one of her circle of friends.

Sheryl and Jenny have worried about power failure. To manage
this risk, they dealt directly with Georgia Power who put them
on the priority list for first in line restoration of power in case of
an outage. They’ve had one occasion to check out Georgia Power’s
response. Sheryl said when the electricity went off, Georgia
Power called immediately, said they knew we were out, and they
would have it back on in less than an hour. Georgia Power also
has a generator that they could bring out if power could not be
restored within an hour. Jenny maintains back-up batteries for
her wheelchair and ventilator. Jenny also says, “If something bad
happened, we'd just have to take me to the hospital. It's just like
any normal person if something horrible happens.”

A person would be mistaken to believe that Jenny and her
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family are only recipients of
care. Jenny contributes in all
kinds of ways. Jenny says her
job is not to be a passive receiver
of care. She says it is her re-
sponsibility to know what she
needs to take care of herself
even if she can’t do it without
help. “That’s my job. 'm sup-
posed to know how to take care
of me. And if I can’t do it, I can
ask someone.” Jenny’s life at
home and in the community is
full of ways she is an active participant in her own life and that of
others. Sheryl and Joe have gotten married since Jenny came
home. Jenny’s nieces, Jesse and Jackie, help Jenny by turning
the T.V. on and off. Jenny helps them with their spelling. Jenny
gets money from state and federal taxes to pay for her support,
but her family contributed everything they had trying to support
Jenny alone. Jenny works to teach people that life can be good
even if you use a wheelchair to get around and a ventilator to
breathe. She goes down to the legislature because she believes
her presence is a necessary and constant reminder that just
because you are disabled doesn’t mean you are pitiful or unhappy.
Jenny is a peer advocate, on call to talk with people who have had
an accident and need someone who personally understands their
situation and can also be a role model for what life can be like
even if your body doesn’t work. She is willing, ready, and able to
speak to groups who are interested in learning about her own life,
the battles she has fought, and the war that still rages over our
responsibility to and for each other.

Sheryl has her own thoughts about a major contribution that
Jenny makes. She says, “But if nothing else, we are teaching the
community. I guess the first thing is that we are all happier.
Jenny’s happier, we're happier, and everything. People see us
sitting in a meeting, eating lunch, enjoying life. People at the
mall see us. People at Bennigan’s see us. The community sees
Jenny out and about. She’s taught the girls that life goes on and
to be thankful for what you do have. To live every day to its full-
est and enjoy it. She’s even taught Jackie’s classmates. They all
talk to her... Jenny’s the best aunt the kids could have because
she gives them someone to go and talk to, she helps them with
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their homework, she goes with me to school meetings about the
kids. They are both better people for having Jenny and me here
for them.”

But Jenny and her family can’t continue their contribution
without help. The level of support she needs physically, emotion-
ally and financially is more than any one family can provide. Her
family, friends and allies have supported Jenny for years. But,
even with their help, she can’t financially afford the 24 hour
support she requires. We owe Jenny acknowledgment and con-
tinuing support for all she and her family have done.
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Striving for Dignity and Choice

The people I met during this study don't fit convenient
stereotypes of “the disabled”: they are not pitiful; they are not
sick; and they are not satisfied “consumers” of available services.
They have thought carefully about their situation and have
practical ideas for bettering their own lives and for changes that
would greatly improve the quality of the long term care system.
All of them feel and fight the threat of isolation and passivity
which is enforced by current long term care policies. Most of them
want to work along with other people with disabilities and their
allies to make changes that will benefit everyone in Georgia.

This section collects several documents that reflect people's
understanding of their own situation and their work for change.
It includes...

...an account of some of the work of a circle of support formed
around Miranda Ivey.

...a summary of a personal futures planning meeting held by Fred
Pinson and his allies

... testimony to a DHR public hearing by Tony Cordova

...summaries of interviews with Wayne DeLoach and with Shane
Barrow and his mother, Emma Jane Barrow

...a letter which details the policy barriers frustrating the long
term efforts of Gary Foss and his citizen advocate-

... a letter from her mother which describes what is necessary for
Megan Knight to leave the institution

Each of these accounts reflects the perceptions and beliefs of the
people involved. I have discovered nothing in the course of my
study that contradicts the facts that they present, but I did not
attempt to verify what they said.
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Miranda Ivey
Pat Puckett

[Adapted from two articles
written in February, 1992.]

Miranda Ivey sustained a spinal cord injury in a car accident in August of
1987. As a result, she has quadriplegia and relies on a ventilator. For over a
year after she was released from Shepherd Spinal Center, Miranda’s family
tried to provide the necessary support at home. They received some Home
Health Services and, out of their own resources, purchased five hours a week
of outside help. But it wasn’t enough. In June of 1990, Miranda was read-
mitted to Shepherd with pneumonia. “I told the people at Shepherd that if
they sent me back home, I would die. It isn’t that my family didn’t want to
help; they simply couldn’t do it.”

In August of 1990, Miranda was placed in Ann Marie, a nursing home in
North Augusta, South Carolina. Miranda reports that this Home “was OK. I
got up every day because I had a portable vent then. We went out of the Home
to do things and there were other young people there.” In the Spring of 1991,
the nursing home began experiencing problems. “They couldn’t get a doctor for
the Home. Several people died so they decided to close it down.”

In April of 1991, Miranda was relocated to Vencor hospital in Atlanta. Vencor
accepts Medicare payments but not Medicaid. When Miranda's Medicare days
were exhausted, it looked as though she might face yet another out-of-state
placement. But Miranda called her local legislator as well as a TV station. For
the time being, it appears that Vencor administration will allow her to remain
until long term, community-based services can be established.

In December of 1991, Pat Puckett and Valencia Thomas initiated a Circle of
Support for Miranda Ivey. The purpose of a Circle of Support is to strengthen
people’s ability to help and support one another in creating a desirable future.
A “Personal Futures Plan” emerges over time as people build trust, work
together to clear away obstacles, celebrate successes and most importantly—

hang in there” until the desired future becomes a reality.

Miranda’s Circle meets every Thursday afternoon. We mainly visit, laughing,
oking and occasionally crying with frustration about why everything takes so
ong.

We began by dealing with some of Miranda’s concerns. “Have I been declared
| incompetent? How much was the insurance settlement? What happened to the
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money? How much is left? Is it too late to file any further law suits?” Pat did
the legal research and located the attorney who handled Miranda’s case.
Valencia wrote the attorney for an accounting of the funds. These issues have
been resolved to Miranda’s satisfaction.

Next, we began to get others involved. We invited Patricia Roberts,
Miranda’s dearest and oldest friend to join us whenever she could. We ex-
plored the possibility of she and Miranda sharing a home. Although this idea
probably won’t be workable because of Pat’s schedule, she is keeping her eyes
and ears open for a house mate.

In December, we introduced Miranda to Patti Neighmond of National Public
Radio who did a story on people who need long term support. The night before
this story aired Miranda decided to cancel her “Do Not Resuscitate” order
“because now I've got a reason to live and something to hope for.” Since the
NPR story aired, Miranda has been interviewed by the Atlanta Journal and by
the Spinal Network.

Another issue of importance to Miranda was the replacement of her “pacers”,
phrenic nerve stimulators that allow Miranda to breathe off the ventilator.
Valencia wrote to Warm Springs and to Shepherd to explore the possibilities
for surgery. Warm Springs does no surgery and Shepherd has virtually ceased
using this procedure even with privately insured patients. It is very expensive
($65,000 or so) and has inconsistent results. Two weeks ago, Miranda decided
that she would not pursue this matter any further; “I'd rather concentrate on
raising money for other things.”

As we got to know Miranda, it became increasingly evident that keeping her
spirits up was the most important task. “I feel like I have been sentenced
without committing a crime.” Miranda hates being in bed all the time and
frequently reminds us “I haven’t been outside since last April.” So in January,
we began working with Vencor to get a portable ventilator for Miranda’s
wheelchair. Pat found someone to loan Miranda a vent and succeeded in se-
curing Vencor’s permission for us to use it in the hospital. (This took a month
because a new policy had to be written and cleared through corporate chan-
nels.) Miranda’s power chair is “down”; she is waiting for the parts to come in.
As soon as her chair is fixed, we can go to work on the next steps.

In the short range, we are working on getting Miranda out of the hospital for
short periods of time. While this may seem like a small step, it will be compli-
cated. Will there be enough staff to dress Miranda and transfer her into the
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chair? If Vencor doesn’t have the staff, can we locate volunteers? If we can’t
find volunteers, can we locate resources to pay someone who already has the
necessary skills? If we can’t find skilled people, can we train them? How long
will it take for Miranda to develop the stamina to be up for extended periods
of time? (“Up time” is usually a gradual process; most people can’t get up and
stay up for six hours at a time unless they build up to it.) As Miranda puts it,
“I need contact with the outside world.” Re-connecting with old friends and
meeting new ones is an essential next step especially since her house mate(s)
and personal assistants have not yet been identified.

In the long range, we are working to locate the funds necessary to support
Miranda in her own place. We are preparing a video tape with the help of a

a youngster.) Another long range fund source is the Independent Care pro-
gram, a Medicaid waiver. But even when this program materializes, we will
need help with all the “start-up” costs — locating and modifying a house,
securing furnishings, etc. Family will help on some of these items but there is
still a great deal to be arranged before Miranda realizes her ambition of “get-
ting my life back.”

Miranda’s circle of support has resolved some of Miranda’s concerns about
her legal and financial status. Her situation has been made visible to policy
makers and to the public. Miranda’s decision to cancel the “Do Not Resusci-
tate” order is a direct result of the circle. Within the next few weeks, she will
have the opportunity to leave the hospital for short periods. The circle will
continue to work toward finding the right house mate(s) and personal assis-
tants. As we get clearer on these issues, we will get clearer on how much her
long term supports will cost. Based on our experience with similar demonstra-
tion projects, we anticipate that services will cost about $200 per day.
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WHAT A DAY!
Pat Puckett

“I want ...(whoosh) to cancel ...(whoosh) the DNR order.” Those were the
words Miranda spoke today. It took a while for her to get the sentence out
because of the time it takes for the ventilator to fill her lungs. I listened as she
and her doctor casually chatted about her decision to live. You see, DNR
means “Do Not Resuscitate”. It means “if my heart stops, let me go — no
heroic measures.” The doc said “no problem, we’ll change it but how come you
didn’t tell Dr. Whosit? What would have happened if your heart had stopped
between my last visit and today? The last laugh would have been on you,
huh?” Miranda just smiled. After assuring her that she would be resuscitated
if necessary, he asked about her interview on National Public Radio. “Of
course, you didn’t say what I wanted you to say anyway — that you had the
best lookin’ doctor around!” Again, they exchanged smiles.

My friend, Valencia and I sat there not quite believing our ears. Neither one
of us knew that Miranda wanted to die. She’s only 36 years old. She doesn’t

have terminal illness and she’s not in severe pain, at least not physically. But
until today, she had the worst kind of “condition” — a life devoid of hope.
After the doctor left, I asked “woman, you had a DNR order? Why?” “No rea-
son. . . to live. . . ‘til now.” A simple, straightforward answer to the most com-
phcated and painful question a human bemg will ever face: When to live and
when to die?

At first glance, many people would say that Miranda’s choice to die is
understandable. How many times have you heard “I’d rather be dead than ‘a
hopeless cripple’ “? When people say this in my presence, they often quickly
correct themselves. “Oh, I don’t mean you” they’ll say. “I don’t even think of
you as disabled!” Well, I am disabled. So is the metamessage “I'd rather be
dead than be you.”? It takes time, earnest listening and, most of all, personal
experience for non-disabled people to see the real reason that Miranda chose
death. It is preferable to her full time occupation — patient — an occupation
that’s life-defining. It dictates where she lives, what she eats, and who
touches her. She’s no longer “Miranda, the woman who works at the Boys
Club, hangs out with friends and volunteers at the church.” The alpha and the
omega of her existence is “Miranda, the vent-dependent quad” who stays in
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bed all the time, touched and turned by people she doesn’t know very well,
onnected to a ventilator that’s plugged in to the wall.

But the promise of a different life changed Miranda’s mind. With some help
— both paid and voluntary — she will have a regular life. She will find a place
to live, choose some folks to help her, leave the hospital, get out of bed every
day, ride around in her wheelchair with its portable vent, have fun with
friends, volunteer and perhaps work again. On occasion, her status as “pa-
tient” will be there, but it will be just one aspect of her life, not all of it. Why
does Miranda hope? Because Larry, Jenny and Charles along with their sup-
porters have shown Miranda the possibilities. And she’s part of a national
network that extends from Massachusetts to California. People with disabili-
ties are fighting for the freedom to choose where they live, with whom and
how. It’s an honor to be side by side with her. And it was an incalculable gift
to witness the re-birth of hope.

Thanks Miranda!

[Miranda still lives in the hospital as of June 1992.]
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Planning a Desirable Future for Fred Pinson

[This is a record of a personal futures planning meeting facilitated by David Truran.]

Introduction

A futures planning session can be completed in one day, but it is just a beginning. The
process helps to identify desirable images of the future and strategies for getting started in
productively working for that future...

This working document looks at background, problems, and choice structures at work in
Fred’s life and in the lives of the participants. Considering that information, it then projects
desirable images of the future that match what Fred wants to happen over the next few years.
The plan finally considers strategies that might be useful in making the envisioned future
happen. This is a working document in that it helps focus work and desires that have been
going on for a long time. It marks a commitment by all the participants to work towards a
more desirable future for Fred Pinson and hence for all of us.

This brief report is not meant to clearly describe an ideal futures planning process. It is an
abbreviated record of this specific planning session and will serve as an ongoing planning and
monitoring document for Fred and the other participants.

Participants

The people listed below met on September 3, 1991, at the home of Charles and Linda Mingle
for the purpose of helping plan for a desirable future for Fred Pinson.

Fred Pinson: Fred wants to “find a better living arrangement” that is located “near a job”
that will allow him to use newly acquired and developing computer skills. Fred is thirty years
old and has lived in a nursing home for about eight years.

Kathleen Pinson: Kathleen is Fred’s mother.

Charles and Linda Mingle: Charles and Linda are citizen advocates in relationship with
Fred. They are helping him find a better living arrangement and acquire the skills to get a job.

Lee Ann Pendergrass: Lee Ann is the Independent Living coordinator and met Fred, Charles
at a recent training on alternatives to guardianship sponsored by the American Bar Associa-
tion and the Georgia Advocacy Office. Lee Ann hopes to help Fred attain his dream of getting
out of the nursing home and becoming productive.

Valencia Thomas: Valencia works with the Atlanta Center for Independent Living. She has
known Fred for some time and wants to help.

Tom Tedards: Tom is with the Division of Rehabilitative Services. He is Fred’s case worker
and is particularly interested in helping Fred become employed (although he may be able to
help with other things, such as renovations for accessibility to the place that Fred ends up
living).

David Truran: David works with the state office of the Georgia Advocacy Office and was
asked by Charles to facilitate this futures plan so that the other participants could sit back and
focus on the content without having to manage the actual planning process.
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Background

We spent some time trying to get a sense of Fred’s past and of the root structure of
his interests and desires. Although the information was not collected in chronological
order, it is listed that way here to make the flow more coherent to the reader.

Birth (30 years ago): Doctors said that Fred “wouldn’t survive the night.” He was
born premature and had an extremely low birthweight. For whatever reason, this has
resulted in Fred’s fairly severe cerebral palsy.

Fred remained “part of the family” until “my parents couldn’t take care of me” at
about age 22. Ms. Pinson described Fred’s roll in the family up to this point as being
the “schedule keeper” for his younger siblings.

Public School (9th grade. age 16): At this point, Fred was the “first student”
mainstreamed into DeKalb County public schools. Neither Fred nor his mother could
remember why this occurred. According to Ms. Pinson, “it just happened. Fred and
the bus driver cooked it up.”

Admission to the nursing home (about age 22 - at the end of public school): When

Fred became too heavy for his parents to take care of him, they explored other options
and settled on the only one available — placement in a nursing home (at first, totally
private pay, but now with the support of SSI and Medicaid). Problems at the nursing
home have been (and continue to be) numerous, for example:

* Fred wasn’t allowed to eat cookies in his room. Staff were apparently afraid that he
would choke and that the nursing home would then be sued. Vigorous advocacy
successfully resolved this in Fred’s favor.

* The nursing home is always noisy and impersonal.

* Choices are always severely restricted.

* The most basic assistance is often unavailable (for example, if Fred gets sick or
needs to go to the bathroom at night, he may not get any assistance at all until
morning).

* Fred can only leave the nursing home for a limited number of days per year, or he
will lose his “slot.”

Fred meets Charles and Linda (about six years ago): About six years ago, Charles
and Linda were introduced to Fred through DeKalb County Citizen Advocacy. Over
the years, the relationship has blossomed and now the three are involved on many
levels. For example, Charles and Linda have both learned caregiving techniques that
are important for Fred’s everyday life. Fred and Linda enjoy games and activities like
Dungeons and Dragons. All three spend a lot of social time together and have at-
tended out-of-town overnight events together. Charles has become Fred’s representa-
tive payee for certain purposes and both Charles and Linda have advocated on Fred’s
behalf many times. They are currently allied with him in this futures planning
process and are actively hashing over strategies (such as possible architectural
renovations and attendant care funding mechanisms) that will result in Fred getting
a better place to live in a decent neighborhood (including the possibility of coming to
live with Charles and Linda on a permanent basis) with better things to do during the
daytime (job training or work).
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Fred’s relationship with Charles and Linda has resulted in other significant
landmarks:

e All three attended a lifesharing workshop last November that marked a new
dimension to their relationship.

¢ Charles introduced a friend, Jeff (a professional computer programmer), who
shares with Fred a common interest in computers and who is teaching Fred the “C”
language which might open up job possibilities.

* Fred and Charles attended a recent workshop on alternatives to guardianship that
has added new allies to their lives.

¢ In 1985, Fred acquired an AT&T 6300 computer which has allowed him to commu-
nicate by telephone. He has also become familiar with Word Perfect, a top-end
word-processor.

* Fred has realized that others share his dream of having his own place with the
support that he needs to have his physical needs met and to become productive.

Choices, environmental barriers, and problems

A lot of problems became apparent in looking at Fred’s background. We summa-
rized the environmental barriers and problems as follows...

¢ The nursing home schedule in and of itself denies choice...

¢ Fred has had little or no choice of job training and he has never had a paying job of
consequence...

¢ Fred has not been allowed to choose where he lives...
¢ He has little control of his schedule outside the nursing home...

* The impersonal nature of the nursing home denies many personal rights (such as
the right to privacy as the typical citizen understands it.

The following choice structure is generally at play in Fred’s daily life...

By Fred.. By Others...

¢ Watching TV. (if he is positioned to see it)...® ® Wake up and bed times set by nursing
Eating cookies or snacks (if he has them & if home...
someone will help)... - ® Meal times...

o Using his computer (if Fred is up and the ° Menu (sometimes can chose ice cream over
computer is working)... the standard dessert)...

e Bath times...
* Can’t leave nursing home (leaving too often

bt s Coril 8 bk Witk will threaten funding)...
Char?Z:I r;g Linda(;fl e i ¢ Has to wait turn for the bathroom (if staff are

available)...

* No vacation...

® Must follow the nursing home schedule of
outings (even though it is mostly inappropriate
for Fred)... .

* No say about almost all issues relating to
mobility and autonomy

® Using the telephone (if the computer is on
and he is in front of it)...
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Preferences/Images of a Desirable Future with Related Strategies

During the day, Fred thought long and hard about the future. We generated these
preferences, images, strategies and action steps from his wishes tempered by the
contribution of the other participants. Fred, Charles, and Linda will later prioritize
the various issues and then begin working the plan. They will involve those who
attended the meeting and others to make things happen.

A decent place to live in the community: Fred wants his own place. He prefers an
apartment with a roommate who could function as a back-up attendant. Paid atten-
dants would take care of most of the his physical needs. Right now Fred needs some-
where between nine and eleven hours per day of attendant care (getting up in the
morning and eating breakfast and then getting set for the morning at his computer,
help with lunch and then with the bathroom, help getting set for the afternoon, and
then help with dinner, evening activities, and then getting ready for bed). The actual
pattern of attendant care support depends on Fred’s needs and the style of residence
that evolves. This assumes the current daytime schedule. Work and work training
will change the pattern of help needed on a daily basis. Support from technological
devices might eventually reduce the need for daily assistance by several hours. These
issues will be addressed throughout the document. Right now, this apartment should
be located in a typical neighborhood in DeKalb or Gwinnett county (eventual use of
public transportation might make DeKalb more desirable). Right now, Fred doesn’t
care much about the location of his future home in relation to shopping areas and

other typical conveniences. Hed like to be near a mall and fairly close to his family
and to Charles and Linda. Many locations in DeKalb and Gwinnett fit this bill.

Strategies/action steps

¢ Contact Decatur DeKalb Housing Authority and explore the Section 8 rent subsidy certificate
(may be used in any location) - 373-4460.

* Consider application to DeKalb and Gwinnett community residential services and ask them
to design a personalized option for Fred. DeKalb - Oreta Cook, Developmental Services Chief,
and Fanny Bell, Mental Retardation Specialist - 2321-9363. Gwinnett - Pat Millschlagle,
Developmental Services Chief- 963-8141.

* Consider United Methodist group homes. Malone Dodson (probably not a possibility because
the living situation will not be personalized to Fred’s needs and interests).

¢ Contact Nancy Elliot with Creative Community Services for ideas and possible roommate
arrangements or personal support arrangements - 651-2310.

* Check out resources with the state-level developmental services. Possible use of Medicaid
Waiver funds or state institution funds. Charles Hopkins, Director of Community Residential
Services - 894-6315. Dave Evans, Director of the Mental Health, Mental Retardation, and
Substance Abuse Section (might know how to creatively use institution funds) - 894-6300.

¢ Check out the OBRA folks for the possibility of using the nursing home funding in the
community- 894-6366.

¢ Check out the possible funding sources for home renovation

¢ Check DRS (Tom has specs. - can pay for widening one external door, one interior bathroom,
one interior bedroom, bath bars, and maybe some environmental controls)

¢ Contact Tom Kohler and find out how Jim Burke got his accessible bathroom - 127 Abercorn
Street, Savannah, GA 31401
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* Also, ask state and OBRA about options for remodeling to prevent institutionalization.
Mobility/Attendant Care/Personal-Technological Support

These three issues, although separate in function, are enmeshed in the style of
residence and kind of activities that evolve. We considered what Fred needs to build
his dream. Fred has got to be able to get to work training and eventually a job. He is
getting training from Jeff in the nursing home, but this will probably have to be
augmented by some kind of formal education or training to enable Fred to get a good
job. Some level of attendant care will be necessary, but this depends somewhat on
technological and personal support (which doesn’t much exist in Fred’s life except for
his computer).

¢ In DeKalb County, public transportation is definitely an option (door to door service is a
possibility to and from work for $2.00/day!). Explore and find out how to use this system.

* Check out ways to pay for attendant care. (Indigent care funds from hospitals, for
example, now help 8-10 people per year for up to 30 hours per week for evenings,
weekends, and holidays and pays $7.00/hour. VR can pay for 4 hours per day of
attendant care at the work training site @ 6.75/hour.)

¢ Contact S.M.A.R.T. Exchange for information on the latest technology. Bonnie Webb,
Information Coordinator, S.M.A.R.T. Exchange, P.O. Box 724704, Atlanta, GA 30339 - 238-
4694.

¢ Contact Joy Kniskern, Rehabilitation Technology Manager, to check out funding sources and
latest technology - 894-6744.

* Contact the Center for Rehabilitation Technology, John Goldthwaite, and determine
whether or not a new evaluation might help - 894-490.

® Check options for school to pay for classroom assistance (use ADA if necessary).

® Monitor Georgia’s CSLA application (Mark Johnson, Pat Puckett - 292-6501, Dottie Adams)
and see if Fred could get help if the application is funded.

Job Training/Employment

Fred has had some training as a computer programmer and operator. He likes
using the computer and wants to learn more and eventually become employed in the
computer industry. He has mastered Word Perfect and several outdated languages
(Basic and COBOL) and is currently learning the “C” language from Jeff, who comes
to the nursing home about two hours per week for that purpose. Jeff thinks that
Fred could get a job with an understanding employer after he has mastered “C” and
written several “fancy programs.” He thinks that getting a job would be much easier
with some kind of formal computer training. One of the barriers for Fred is that
many programs are mouse driven and no one has yet found a way for Fred to use a
mouse.

¢ Get Jeff and Fred to think about what type of specific training would work. For example,

should a traditional undergraduate degree be sought, or more specific trade school training in
computer?
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® Check out the Computer Campus at Georgia Tech (what are the options to using a mouse - a
laser driven light, voice operation, ete.?).

* Research finance schemes for education (PELL grants, etc.). VR can be the option of last
resort, according to Tom.
Overall Strategy:

Fred, Charles, and Linda are the action team that will decide how to implement this
plan. They will call in other stakeholders as necessary (to include meeting partici-
pants as well as others who were unable to attend).

[Fred is still in the nursing home as of July 1992.]
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Anthony Cordova

Statement to Public Hearing
Department of Human Resources
Swainsboro, Georgia

April, 13, 1992

My name is Anthony Cordova. I am a C 4-5 quadriplegic as a result of
an automobile accident September, 9, 1979. I was born and raised in
Colorado. I moved to Augusta to live with my sister and brother-in-law
almost 8 years ago after my mother became diabetic and too ill to care
for my personal and daily needs of activity. Since that time, I have
involved myself with disability rights and advocacy activities to pro-
mote a better quality of life for all persons with disabilities.

In the past twelve years I've experienced many changes in my life. My
family members have taken on most of the responsibilities to ensure
that my basic needs were met. They did this for 11 long years and
through it all, none of it was easy, not for me and not for them. How-
ever, I have them to thank for not being institutionalized, and being
subjected to the substandard and undignified quality of life in a nurs-
ing home. I did serve 5 long months in an institution for persons with
disabilities. I used the word served because it is like serving time in a
jail. You are told when to eat, when to sleep and when to do this or
that. You don’t have many choices in your living environment and you
must ask permission for just about everything. Is that any way for a
grown adult to live in this great country of freedom? I think not, espe-
cially when you have committed no crime against no one. Still, accord-
ing to a recent study of the Department of Medical Assistance, there
are 733 Georgians under the age of 62 who are in institutional settings
(hospitals or nursing homes). This doesn’t include the hundreds of
severely disabled Georgians in risk of becoming the next victims of the
multi-million dollar industry of nursing homes.

The sickest part of this reality is that the mortality rate in nursing
homes continues to grow and grow ever-so-great annually. The ironic
reality is that the nursing home living arrangement is costing as much
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as double or more to tax payers than it would for our people to live
independently, in communities of their choice, with the help of a per-
sonal assistant for a few hours per week. Georgians with severe dis-
abilities need access to independent living centers where they can learn
the skills to take responsibility of their own lives, and become produc-
tive citizens to their fullest capacity.

I have been very fortunate in this past year. Since April of 1991, I
have received funding for personal assistance. I lived in a group home
for person's with severe disabilities from October of 1990 to October of
1991. Since then, I've transitioned out on my own. I now live in a one
bedroom handicap accessible apartment in South Augusta. I hire and
manage my Personal Assistants. It has been like a breath of fresh air to
be able to live independently and learn new things every day. I have a
good quality of life with dignity and respect in my community. It hasn't
been easy but the sacrifices far out weigh the responsibilities and hard
work I've encountered throughout the past 12 years of my disability. I
will continue to work toward making independent living services avail-
able to all Georgians with disabilities. I believe these services are a
basic right and not a privilege.

I believe there is a need for a better understanding and more agree-
ment between the Department of Human Resources and the Depart-
ment of Medical Assistance to bring about the service and needs of
disabled Georgians. Both agencies have made good efforts towards this
goal, however, there is much work yet to be done. Together, with con-
sumer involvement, we can meet the needs of those who are desper-
ately seeking their dreams out of a lifetime of nightmares.
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