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VISION

NYSACRA is a catalyst and
leading advocate for people
who have developmental
disabilities and organizations
that support them.

MISSION

NYSACRA represents the
collective voice of its members
in promoting the full
participation of persons with
developmental disabilities in
the communities of New York
State.

NYSACRA executes this
mission by:

¢ Influencing public policy,
public understanding and
community action
dedicated to quality
services designed to realize
inclusion and meet
individual need s;

e Acting as a resource to
provide services, advocacy,
information, technical
assistance, education,
collaboration and
networking experiences to
our members;

* Promoting choice, quality
supports and services in the
community, in partne rship
with people with
developmental disabilities,
their families, those who
provide their supports, and
other involved in their lives.
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EXECUTIVE SUMMARY

This paper is about people and the lives they lead
because New York State cares about supporting
people with developmental disabilities. These
important sto ries prove that Medicaid works for
people with developmental disabilities in New York
State. While some might not consider these stories
extraordinary, the fact is that 30 years ago, these
individuals would have been living in an institution or
a home with few or no supports. NYSACRA, a
statewide association of almost 200 notfor-profit
agency members, has developed this paper to let their
stories speak for themselves. As you read, it will be
clear that New York provides excellent services and
supports to people with developmental disabilities ,
services that are community based and encourage
greater independence. There is no doubt that these
services enable individuals to work and be
contributing citizens of their communities.
Furthermore, many of these services keep families
together and prevent the need for spending on more
expensive and institutional services in hospitals or
nursing homes. Advocates, families, and provider
agencies have partnered with government to create a
fiworld classo system of supports that allow people to
fihave a lifed. This is a testament to the strength of the
partnership itself.

For more than 30 years,NYSACRA has been a leading
advocate for public policies and practices that support
and value the lives of individuals with deve lopmental
disabilities. Since 2001, Medicaid has been at the center
of budget debates at local, state and federal levels.
NYSACRA is deeply concerned about the onslaught of
proposals put forth to either cut Medicaid spending,
change the statutes for federd/state participation, re -
define the requirements for eligibility or reform long -
term care service options. Just about all of these
proposals would ultimately reduce Medicaid benefits
to people with developmental disabilities. NYSACRA
believes this to be unacceptablei particularly when
budget cuts are being proposed or implemented in a
manner that demonstrates little understanding of the
significant impact of such benefit reductions.
NYSACRA believes that this entitlement program has

accomplished the goalsset forth when created by our
nation and the State of New York. Medicaid provides

a safety net of health and long-term services to citizens
with developmental disabilities as well as children,
seniors and families in need. This paper will only
address sewices to people with developmental
disabilities to illustrate how Medicaid services have
worked by evolving and adapting to an ever-changing
environment and providing what is needed.

Medicaid also makes an important contribution to

New York G overall economy. Long-term care services
are being provided to more than 150,000 individuals
with developmental disabilities across the state in all
communities. This number will continue to grow as
people live longer, as families access services to
support their rela tive at home and as we are seeing the
increase in number of people being diagnosed with
autism. As a health care service industry, a significant
number of jobs have been created throughout all of
New York to support individuals with developmental
disabilit ies.

NYSACRA believes that the real challenge facing our
nation is the growth of all health care costs. As costs
continue to soar, private insurers are raising
premiums to levels that are unaffordable for
employers. The decline in employer-sponsored
coverage has played an integral part in the additional
2.2 million people identified as uninsured in 2006.

As we move forward , we need to embrace the
partnership that has overcome challengesin the lives
of people with developmental disabilities as we relied
upon Medicaid for support . It is also imperative that
we learn from the successes of the past as we look to
face future challenges related to funding, workforce
and the continued focus on the individual, community
and independence. We have a responsibilty to
citizens with long term care needs. The Medicaid
health and long-term care program has been there to
do that.
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HISTORY OF MEDICAID
IN NEW YORK STATE

When the federal government introduced its Medicaid
program in 1965, each State was given the optbn to
participate. The program offered states tremendous
flexibility with very few federal mandates. If a state
opted to participate, it was required to continue any
existing state funded Medicaid program. In return the
federal government would pay a sh are of the cost of
providing services to residents of the state that met the
ficategoricalo and financial eligibility requirements for
Medicaid coverage. The federal government defined
the categorical eligibility requirements as persons who
were blind, aged or disabled plus dependent children
of financially qualifying parents. States were allowed
to establish the qualifying financial eligibility criteria.
The share the federal government would pay was
based on a formula tied to the states per capita
income.

New York State opted into the federal Medicaid
program in 1966 and qualified for fifty percent federal
share participation. When a state chose to participate,
it was required to cover five core services and could
select all or some of twelve optional services. New
York opted to include all of the optional services .

Although this decision to part icipate set the
foundation for f unding to support the needs of the
developmentally disabled, it wasn @ until 1974 that
services for this population were recognized by

Medicaid for reimbursement. Developmental Centers
were classified as Health Related Facilities (HRF), a
classification of long-term care, one of the optional
services New York chose to include as eligible for
Medicaid reimbursement. It was then that New York
began to develop community based residential and
day programs that met the federal regulatory
guidelines so as toqualify as one of the twelve
optional services. This was the beginning of the
primarily community based system that now exists in
New York State to provide for the needs of its
developmentally disabled citizens.

Recently, Medicaid has become the focus of budget
debates in Washington and in New York State. The
following stories will put a face on Medicaid. It is easy
to talk about cuts to the Medicaid program when you
are not looking at specific people and how their lives
have been advanced through the long term care and
health services provided by the Medicaid program.
Questions of efficiency and integrity of the program
are important areas to address but the fundamental
underpinnings of the Medicaid program work and
must be considered as cuts are debated.
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STORIEGF PEOPLE

WITH DEVELOPMENTAL DISABILITIES

The following people have had their lives enriched
through the dedication and hard work of those who
work in the field of developmental disabilities.

Barbara: Aging with Dignity
Barbara, who is non-verbal and diagnosed with
Down & syndsome and profound mental

Sal: Finding His Voice

At the age of three
would never speak, walk or go to school. Yet, in
2001, Sal sang 0God
5,00 people at the Pepsi Arena in Albany, NY
before the local River Rats hockey team took to the
ice.

Larry: His Brave New World

Larry, diagnosed at birth with severe disabilities,
has been receiving services since he was two years
old. For many years he lived in a developmental
center. Now, at the age of £, Larry is a

determined self-advocate who lives in a

supervised apartment and is directing the

decisions that influence his life.

Marie: A Place of Her Own

Diagnosed with mental retardation and mental

il Iness, Marie lived for many years with her
parents. With the proper support, Marie was able
to achieve the independence that she so
desperately wanted. The journey for Marie was a
long one; but a successful one.

Richard: Making Dreams Come True

Richard seemed a healthy baby, but at the age of
12 months he stopped speaking. With a diagnosis
of developmental delays and possible autism,
Richard began receiving help through an early
intervention program for children with special
needs. At the age of 30, armedwith a computer
science degree, Richard is ready to expand his
independence.

Sal 0s

Bl ess

retardation , spent nearly 20 years in

Willowbrook . But the staff of an intermediate care
ffaailityiintenvened ared gaveothedbrighthspirited h e
Barbara a place to give and receive joy as she now
AattlesrAil zehée | thiseaseicsr e t han

e John & Tamelia Fritz: Happily Ever After
John (who is learning disabled) and Tamelia
(diagnosed with Cerebral Palsy) knew they were
meant for each other. Using self-determination as
the guide post for their dreams, they now live
happily in their own home.

The ability to provide the services to these people, and
many like them, is due in large part to the Med icaid
Program. Read each profile and learn how Medicaid
health and long-term care programs have helped
people with developmental disabilities lead

productive, quality lives. Continued support of these
programs is essential to the well-being of people with
developmental disabilities and those who serve
them.
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Sal: hding His Voice

fiYour son hasautism .0

Darlene will never forget the devastation that
swept through her when, after months of evaluations,
doctors appointments and searching for answers, she
finally learned the truth about her three -year-old son,
Sal.

The doctor told Darlene that her little boy would
never speak, walk or go to school. The family felt
isolated and alone, as they struggled to accept the
diagnosis and what it would m ean for their future.

Like many youngsters with autism, Sal could not
figure out how to communicate even his most basic
needs. Because he couldd say, filén hungry o or filém
sado or filém angry, 0 Sal would screech in frustration.
His inability to communic ate also manifested itself in
other ways. Sal would take off running out of every
door he found. He would even climb out windows.
The family had to install a spring -loaded latch on
every door in the family & home to keep Sal safe.
Every day, the family tried to do the best they could
for him despite an overwhelming lack of information.

Fortunately, when Sal was still a toddler, his
parents found Wildwood School, a private school
dedicated to educating students ages three to 21 with
developmental disabi lities.

Sals progress was slow at first. Then his teachers
noticed that he really seemed to like music. He began
participating in music therapy sessions and after
awhile, the unthinkable happened. Despite his
doctorsbhopeless predictions, Sal gradualy learned to
speak. Through listening to music and singing along
with videos, Sal& language and reading skills also
developed.

When Sal was six, his teachers encouraged his
family to enroll him in the HCBS Medicaid Waiver so
that he could benefit from extra services. He began
receiving in -home residential habilitation , respite,
service coordination , assistive technology devices
and recreation. Medicaid enabled Sals family to
purchase a touch screen computer to facilitate
communication and support his speech development.
And thanks to a new fence, Sal finally got to enjoy his
backyard safely and free of the temptation to run off.

Several months after Sept. 11, 2001, Sal

aly3a aD2R fSaa ! Y¢
5,000 people at the Pepsi Arena before a
River Rats hockggame.

Sal has also enjoyed longterm relationships with
two in -home residential habilitation specialists since
he was seven. ey have helped him to safely
participate in leisure activities in the community,
increase his flexibility, learn personal hygiene skills
and to socialize with peers and adults.

Sal is now 20years-old and lives in Schenectady,
New York with his mom and si ster. In June, hdll
graduate from Wildwood School and begin to work
part time at his family & pizza place. H&ll also attend
aday habilitation program where he will volunteer in
the community and learn how to become more
independent. In the next few y ears, Sal wants to find a
couple of guys who want to live together and work
with an agency to create a group residence with them.

Salts family was told he would never talk. Thanks
in part to music therapy, he learned to speak and do
so much more. In fad, Sal turned out to have perfect
pitch. Several months after September 11, 2001, Sal
sang fiGod Bless Americadto more than 5,000 people
at Pepsi Arena before a River Rats hockey game.
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[ I NNE Qa N} @S

Larry was born in Buffalo, New York with s evere
disabilitiesd Cerebral Palsy, Spastic Quadriplegia
and Gross Atheriod . It was 1966, and the world was a
very different place than the one we now inhabit.
Lyndon B. Johnson was president, the Vietnam War
raged on, and the Civil Rights movement was w ell
underway.

Concerned parents and dedicated professionals in
the disabilities field led their own movement for social
justice for individuals with developmental
disabilities . However, it would be nine years until
Governor Hugh Carey signed the Willowbr ook
Consent decree, committing New York State to a
course toward promoting community -based
residential and other opportunities for people with
developmental disabilities.

In 1966, the world for individuals with disabilities
and their families was a bleak and often hopeless
place. Perhaps even more so for Larry, whose mother
died during child birth.

Grandma Rose brought baby Larry home from
the hospital. Distraught over her daughter & death,
she was determined to honor her by giving her son
the best life possible. Two years later, Grandma
Rose®s health had deteriorated to the point that she
could no longer care for Larry. It was 1968 and service
options were limited. Grandma Rose placed the
toddler in the care of the West Seneca Developmental
Center, and prayed for the best.

Someone, it seemed, was listening.

As Larry grew up, the developmental disabilities
profession had evolved. Larry attended special
schools for individuals with physical disabilities and,
when he got older, he went to public high s chools with
a limited number of integrated classes. He developed
new skills and close friendships with a handful of
people who would become lifelong friends.

When Larry turned 18, he moved out of the West
Seneca Developmental Center and into a 13 person
community -basedICF for children operated by
Aspire, a United Cerebral Palsy Agency. This change
gave Larry more independence and opportunity to
participate in community activities. By 20, he
attended a day treatment program , which provided
him new skills , pride and opportunities for
productivity.

Thanks to the support of the Direct Support

z

t NEFSaarzyrta Fd [
program, within a few years he was ready
to live in a smaller, less restrictive setting.

Thanks to the support of the Direct Support
Professionals at Larry & residence and day program,
within a few years he was ready to live in a smaller,
less restrictive setting. He moved to a community
residencefor six individuals. For the next 12 years, the
staff and housemates became his family and Larry was
able to flourish.

fiThe staff listened to me and treated me like an
adult, 0 Larry said. fiThey took direction from me
when assisting with my personal care and did things
the way | liked them to be done. When they
accompanied me to medical appointments they
enabled me to speak for myself. They respected me
and allowed me to be who l am & Larry.0

Today, Larry is a determined self-advocate who
lives in a supervised, HUD -funded apartment in
Ambherst. His walls are lined with pictures, paintings
that reflect the people who played an integral part in
his life, including lifelong friends from Kansas City
that he visits annually. He is developing a self-
determination plan, which includes decision -making,
directing the supports that live in his own apartment.
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Larry not only enjoys this high level of
independence, he helps others learn aboutself-
advocacy and individualized support  through his
part-time position at AmeriCorps . His physical
limitations do not stop him from making routine
presentations at schools and agencies that provide
services.

Larry requires physical support for personal care
and activities of daily life. He relies on others to self-
preserve. Larry uses an electric wheelchair that has to
get replaced every five years. His communication is
supported by a speech device, which he operatesd
like his computer & with a head pointer .

Despite all of these obstacles, when you meet
Larry, his determi nation is clear. The world has
changed a lot in the four decades since Larry was
born. The opportunities for people with
developmental disabilities to lead lives of greater
independence, productivity and joy have increased,
thanks to the advocacy of parents, professionals and
self advocates like Larry who are living proof that,
with the appropriate support, frequently funded by
Medicaid, individuals at every level of ability can o
and do & inspire us all.

WHAT IS AMERICORPS?

AMERICORPS is a Federal program that supports a
broad range of local services that engage thousands
of Americans in intensive service to meet critical
community needs. AmeriCorps/SeARdvocacy

assists individuals with developmental disabilities to
become full and valued members of their

communities through a concept that

"Our
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Marie: A Place of Her Own

Often, finding t he perfect fit is a matter of trying
on things of different size. In the same way, finding a
place of our own can require stops along the way.

Marie grew up in New York City with her parents,
dually diagnosed with Mental Retardation and
Mental lliness . Marie always had an independent
spirit and, when she became an adult, she moved out
of the home of her aging parents in pursuit of a new
life.

Marie moved into her own apartment and began
working in a sheltered workshop setting. Despite her
new independence, she was lonely and she earned
very little money in an environment that was
becoming increasingly dull for her. Before long, Marie
and her family realized that because of the nature of
her disabilities, Marie would need much more
assistance than what he parents were able to offer
while she tried out a more independent life.

With the help of Medicaid, Marie was able to
secure the support of aMedicaid Service
Coordinator . The single apartment living situation
had become increasingly difficult for her t o manage
safely on her own, and her service coordinator feared
that loneliness was contributing to Marie &
unhappiness and disinterest in life.

With encouragement and support, Marie moved
out of her apartment and into a short -term respite
home to plan her next steps.

When she learned about an opening in a small
home with 5 other women and 24 -hour supervision
provided by a not -for-profit agency, Marie was eager
to try. She understood that this was an important step

toward the independent lifestyle for whi ch she longed.

Immediately, Marie made friends and felt
connected to her community through the many events
and activities in which she participated. She shared
with her new friends her dreams of one day living in
her own apartment and achieving the indep endence
that she so desperately wanted for her life.

While she was forming friendships with her new
housemates, Maries mental health improved
significantly as staff helped to monitor her
medications and Marie was able to regularly attend
her counseling appointments. Marie and her service
coordinator continued to explore other living options.

Recently, Maries dream came true, and she
moved into a supportive apartment of her own.

In her new, more independent setting,
with the appropriate support, Marie has
truly flourished.

Marie & apartment is located in a building where
there is staff support on a 24-hour basis. They are also
close enough to assist her immediately should she
become ill, or if an emergency occurs.

In her new, more independent setting, with the
appropriate support, Marie has truly flourished. She
plans her own menu, shops and prepares her meals.
She receivesresidential habilitation  training to
further increase her independence within her home.
Staff is available to transport Marie to doctor &
appointments and other events that may be outside of
her local community. Although staff offers training
and assistance to Marie each day, she also enjoys her
privacy, and takes full advantage of the fact that she is
within walking distance of the bank, restaurant and
grocery store.

With the assistance of her Medicaid service
coordinator, M arie has been able to leave the sheltered
workshop that she attended for 40 years. She now
attends aday habilitation program where she
frequently volunteers at local churches and nursing
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homes in the community. Marie also holds a job at a It took some time, trial and error to get here, but
local theater as a result of assistance that she receives Marie has found her fiperfect fitdin the balance of
from the supported employment program. Thanks to independence and support in her life. Marie has
the support of Medicaid, Marie is able to receive found a place of her own.

services that support her to have the independence she
has striven to achieve for many years.

TELEHEALTH

Telehealth is the delivery of healthelated
services and information via
telecommunications technologies. It is an
expansion of telemedicine, but unlike
telemedicine, it encompasses preventive and
curative aspects such as with the usé
! O dzy' A Ol U A
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Richard:Making Dreams Come True

Richard was born in 1978, in Queens, New York, a
smiling baby boy to proud first -time parents Olga and
Robert. They were delighted and proud when he
began to speak at twelve months.

One day shortly thereafter, everything changed.

Almost as quickly as he had uttered his first word,
Richard stopped speaking. He seemed withdrawn
and appeared to not hear what was going on around
him. Upon being tested, it was revealed that Richard
might have developmental delays. fiAfter Richard was
evaluated, we were told that he might have autism,0
recalls Olga.

Rather than feel discouraged, Olga and Robert
were determined to educate themselves about their
sond diagnosis and to obtain all of the assistance they
could. After speaking with friends, professionals and
colleagues, they enrolled Richard in an early
intervention program for children with special needs.

He was three when he began attending the early
intervention program. He received speech and
occupational therapy , while his parents attended
classes offered by the school to learn how to help him
at home. Before long he was interacting with his
teachers, parents and classmates, a joyful little boy
who delighted in connecting with the world around
him.

Richard continued to flourish in special needs
classes throughout high school with ongoing therapy
offered thro ugh the NYC Board of Education. As he
got closer to graduation, his teachers were delighted to
see that he was meeting the criteria for a general
diploma. fWe were so surprised when Richardé high

school said that he should apply to college,d says Olga.

Richard began his studies at LaGuardia Community
College.

He thought about the future and wanted to enjoy
the same freedoms and responsibilities as his peers.

Richard& Medicaid Service Coordinator
educated the family about the types of residential
services available. Under the NYS-CARES initiative,
YAIl/National Institute for People with Disabilities
was developing a home on Long Island, for
individuals diagnosed with autism spectrum
disorders. It was funded through the Home and

7
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go back to school for an adddanal
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Community Based Serv ices Waiver under the
auspices of theNYS OMRDD , and was the perfect
setting for Richard to begin a new, more independent
chapter of his life. He moved into the residence in
January of 2002.

With the support and encouragement of his
service coordinator, YAl & staff and new housemates,
Richard completed his Associates Degree in
Computer Science and made the Deards list in June of
2003. Eager to join the workforce, he worked with his
service coordinator to accesssupported employment
services. Before lorg he was employed in stock and
inventory at a local supermarket.

Today, Richard travels independently to his job by
bicycle, and takes great pride in his work. He is well
liked by his coworkers and supervisors and was
recently promoted to a cashier position. fiWe are so
happy with Richard & progressp says Olga. fiHis
accomplishments have exceeded our expectations

Pagellof 24



