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With continual pressurg being applied to the State by GPA, coupled in 1975 with Willowbrook
Review Panel, a formajl recommendation was made to the State Departnent of Mental Hygiene
that it submit a plan fofthe evacuation of the Gouverneur Unit on an urgent basis. The State after
having prepared and supmitted several proposals, all of which were rejected by both the panel and
parent group basically gue to lack of long range planning, presented both parties with the Flower
Fifth Proposal. The Hower Fifth. Proposal proposed that the New Yotk State Depastment of
Mental Hygiene enter fnto contract with the Mental Retardation Institute of New York Medical
College to provide a domprehensive rehabilitation institute QEEE«G devoted to individuals
with mental retardationfiy a:m country.

During the summer of [I978, with the approval of both the Willowbrook Review Panel and the
Gouverneur Parents Agsociation, a remajning total of approximately 154 Gouverneur Class
4 E& over to three floors in the Flower Fifth Avenue Hospital, located at
Fifth Avepue and n. | Street in New York City, The long-term objective behind such a move
was the rehabilitative ahd evaluation services that would be provided to the Gouverneur class, in
the hope that each on Would be placed jn the community some day. Presently a total of about 20
10 35 Gouverneur residfnts have been placed in the community, in specialized settings which the
State refers to as Individual Residential Akternatives (fRA) for the developmentally disabled.

The GPA’s first Com _ﬁ Nl
New York City, As g result of this event, various families wete enabled to receive needed
services (including houging) through Sinergia, Inc., a participating agency. A second Outreach
convened at Mount Singi Hospital also in 1995, also in New York City. As a result of this event,
and subsequent discus 68. medical seivices have been made avajlable to developmentally
disabled individuals of an outpatient basis. = Subsequently, out reach events have been held

regularly.

Other accomplishmentd | of the GPA. include funding support by the New York State Assembly
68™ District office towgrd the annual Multicultoral Parade and an After School Respite Program
for developmentally disabled individvals in Bast Harlem; funding- support by the 15%
Congressional District {ffice towards a Special Olympics Program for developmentally dizabled
individuals in Harlem, flew York; the establishment of a Jocal Public Relations Committee, under
the auvspices of the New) York State Office of Mental Retardation and Developmeéntal Disabilities,
subsequent to worksho E.ﬂnbﬁ@g at the 1999 New York Rlack and Puerto Rican Legislative
Caucus. In October 1999 GPA, along with several 5&4&.5? from the boroughs of Manhattan

and Bronx visited the White House,

individuals were trans

Since 1977, the GPA hhs workéd collaboratively with the Jocal Asgemblyman. This relationship
has proven to be most fuccessful. In May 2004, the GPA President, Willie Mae Goodman was
honored by United Cgrebral Palsy of New York City as ..oﬂamzo_. of the Year” for her

substantial contributiogs to the community and her tireless efforts in support of people with
digabilities, Most recer w, GPA has worked closely with the Association for the Help of Retarded
Children, a vohmtary fa to develop a residential home for individuals who are more

medically involved locgied d in Rast Harlem.

This year marks the sifteenth annual GPA seminar at the NYS Conference of Black & Puerto
Rican Legislators,

(Rev. 02/13/12)

Outreach event convened at Draper Hall, Metropolitan Hospital in

4
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Issues of Concernj for our most vulnerable citizens and their families.

What does the future hpld for the developmentally disabled and their family in New York
State? Is the new apprdach to meeting the service needs of those with developmental
disabilities going to bepmore individualized and in fact provide better services, as
claimed by those reprepenting the Governor?

According to the Transformation Agenda the NYS Office for People with Developmental
Disabilities (OPWDD) shibmitted to the federal Centers for Medicare and Medicaid
Services (CMS), the enjcted budgets for 2011-12, 2012-13 and 2013-14 contained more
than $692 million (grosg) in savings and, of this, approximately $346 million were cuts to
supports and services for people with developmental disabilities. The 2014-15 State
Budget also inctuded % elimination of $330 million from OPWDD service investment in
supports and services for people with developmental disabilities for years to come. All of
this funding would havp supported critical new services for individuals with
developmental disabili§es. Essentially, this elimination of funding represents another 2%
to 3% reduction in OP __ DD resources each year. As a result, thousands of New Yorkers
with developmental dighbilities either are being or will be denied supports or are only
receiving limited suppqrts that do not fully meet their needs.

e The NYS/OPWDI budget calis for no new Residential or Day Program development.

v A family, Whose disabled child has graduated or will be graduating from the
school, has no guarantees of a day program spot. And should a spot become
available, fhey must accept it regardless of location or provider agency.

v A family irf need of residential placement for their disabled family member will
need to g¢ on a waiting list, with no guarantees of when or where that next
placemenf opportunity will occur.

v Some ind§iduals wait up to 9 months to receive day and employment services
while those in need of residential services have to wait more than ten years for a
residentiaf spot.

e Fewer StructuredjCommunity-Based Day Program ouvomcuamm for individuals with
developmental digabilities. Greater expectations that individuals with DD to remain at

or two dajs a week, depending on what the State develops by way of eligibility
criteria tojqualify for structured day program services. The expectation will be
that disatiled individuals simply remain at home when not in program. This will
be particlarly challenging for single working parents who’s developmentally
disable inflividual lives at home.

v Families, jnany of whom are already overburdened and are seeking help, will be
expectedRo remain the primary care-giver and provider of natural supports for
their devdlopmentally disabled individual.
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¢ Individuals are often confined to hospitals for weeks, months and even years due to the lack of
community based residential development - even though there was no real medical reason why
they needed to be in a hospital.

Unnecessary Confinement to Hospitals and Nursing Homes is a “lose — lose” situation. Neither the
individuals nor the taxpayers of NY are benefitting from situations like this.

Such confinement is also a flagrant violation of the Olmstead Act, which specifies that individuals
(whether with a developmental disability or any other problem that requires custodial care) must be
served in inclusive settings. NY is interpreting this as group home settings of 4 or less, yet due to current
systems failures, these individuals are ending up in hospitals and nursing homes!

¢ Families who have saved the state millions of dollars by keeping their children at home should
have equal access — 50/50 — to new development. For individuals living at home OPWDD offers
only vacancies in existing residences, which sometimes works but is often not viable.

Not for profit agencies provide 80% of the services to people with developmental disabilities in NYS
have been systematically de-stabilized over the past 8 years.

¢ This is will affect the ability of the state to meet the needs of people with developmental
disabilities for decades to come.

e NYS based not-for-profit agencies have been subjected to continual cuts and increased
regulation. Rates are actually the same or lower now than they were 6 years ago, while
regulations and expectations increase almost daily!

e Health Insurance and workers compensation costs, energy costs and regulatory requirements
have increased dramatically over the past 6 years, simultaneous to reductions in rates!

e Long established agencies are serving a generation of senior citizens in their residences who
require extra staffing in order to safely evacuate the residence.

* Hospitals and nursing homes require agencies to provide one to one staffing when individuals
are hospitalized because they are unable to provide staff to supervise them and have not been
trained in managing behaviors without using restrictive techniques like physical and
pharmacological restraints. During the hospitalization and nursing home stay the not for profit
agency cannot bill for its services.

* Duetoregulatory changes that occurred in 2014, agencies cannot make rate appeals related to
vacancies or increased labor costs and this is creating unsustainable losses for many agencies.

The above factors are creating unsustainable losses in the not-for-profit agencies that are the
lifeblood of the NYS service system. NYS must re-evaluate ways to fund the not-for-profit agencies
based upon the complexity and level of need of the individuals they care for and must reinstate the
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e Temporarily, OPWDD is using the DDP2, an old instrument that was never meant to be utilized
to determine funding levels. The assessments are completed by people who don’t even know
the individuals to be assessed. The assessments will determine how much, how many, what
type of services the person may receive and the dollar amount in the person’s “budget” for
services.

® The “Front Door” is broken and is being called the “Slammed Door” by many parents and
advocates. Attempts to get services lag months and months if not longer.

There seems to be a disconnect between reality and the way services and supports are envisioned by
OPWDD and NYS Government in General.

We are all told that there will be no more “bricks and mortar” residential development; that parents
must keep their adult children with developmental disabilities at home as long as possible and that
when services are absolutely necessary that they should be developed in a “creative” manner that does
not call for 24 hour supervision.

* Those of us in the field and who are family members know that a very limited number of people
with developmental disabilities can actually live safely without 24 hour supervision.

e If OPWDD is not paying for bricks and mortar, what will it pay for? If leases, who will hold the
lease? Will the allowable lease amounts be reflective of fair market appraisals in the region?
We are told CMS does not want agencies controlling properties, that it must be “money follows
the person”.

e There are models described as imminent but seemingly never arriving, ever changing answers
given, no actual protocols that have worked and no end in sight.

Our direct care workforce is at risk. They work for very low salaries as it is and have only recently
gotten any kind of raise. If the minimum wage is raised to $15 or more, people with developmental
disabilities and the agencies that serve them are in real trouble. There must be some legislation related
to keeping direct support professional’s salaries advancing as minimum wage advances.

All of the above are setting the civil rights/human rights movement for people with developmental
disabilities back decades.

Recommendations To Stabilize the OPWDD Service System

1. Appoint an actual Commissioner (not another acting commissioner) to OPWDD. The
Commissioner must have first-hand knowledge of actually running a service agency as well as
knowledge about public policy, including knowledge of how OPWDD operated for many
decades. Cuts to OPWDD over the past years have caused a damaging loss of institutional
memory. Well thought out systems of the past have been replaced with new systems and
policies that have not been well thought out and tested prior to implementation. This has
resulted in a constantly changing set of procedures for even the simplest tasks, which has been
confusing to families and providers and further stalled service delivery.
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adults in the home are being cared for is honestly just a ridiculous supposition. This is a ridiculous
concept | heard from OPWDD staff as to how the funding being provided under self-directed care would
be enough to make sure our children’s makeshift homes are being run properly and our children are
being cared for.

Creating and running a makeshift home is a burden that no family with low functioning, high needs
children should have to bear for the rest of their children’s lives after taking care of their children for 21
or more years. There is just so much a parent can handle before cracking, especially as they and their
children age. And there have been countless cases of parents cracking under the pressure of raising
severely disabled children with autism and other special needs. Too many of those stories have been in
the news.

The government also needs to provide low income housing solutions for the disabled as it does for the
poor, tax incentives for real estate investors, contractors and architects, and higher rent and mortgage
allowances to make creating these makeshift homes an actual feasible reality rather than an impossible
feat, especially in New York City where the budgets allotted for rent or mortgage payments fall very
short of what is actually needed.

I understand New York state is under financial pressure but the government is supposed to take care of
the least fortunate in society who need the most help. And disabled children and their parents are at the
top of that list. | urge the government to start building homes again, small homes are fine so that
disabled adults can be integrated into the community, which is a commendable goal, but the homes
should be started and run by nonprofit social service agencies as they have been for years until the
government declared it was no longer building new homes. And claimed that self-directed care would
lead to higher functioning adults moving out of homes and making space for lower functioning adults
like my daughter.

But we know that that is not happening, certainly not at any pace that makes a real difference for
families like mine and there are thousands upon thousands of families on waiting lists who have no
residential options for their children and disabled adults living at home way into their 30s and 40s
usually because families have no other option. This is just way too much of a burden to put on aging
parents and the siblings of disabled adults. | simply cannot pass this huge responsibility onto my other
children who need to care for their own families. The government takes care of the homeless, people
with low income, veterans, the mentally ill and many of society’s most needy populations. The
government needs to continue to care for the disabled by continuing to build residential homes and by
providing the funding to hire people to do the work of creating these homes, staffing them and
managing them as well as increasing the payments for rent or mortgage under OPWDD's self-directed
care program.

I would like to get a sense of whether parents here feel they could benefit from the services | described
and if they would be interested in working with me or a company similar to mine in the future. | would
like to know if I should be focusing solely on my PR business, which is my actual profession after years as
a journalist for Reuters, AP and The Hollywood Reporter, or trying to further develop Ray of Light
Residence Solutions, named for my daughter Keren, whose name means Ray of Light in Hebrew. Can |
see a show of hands? | feel that | could really help other parents like myself and | feel a sense of moral
obligation to do so if there is a need. It's apparent that this is way too large a burden to put on the
parents of special needs children who will not live forever. It’s apparent that someone, actually many
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prices or cut profits or use cheaper ingredients. Therefore, any wage increases must be
funded by New York State and not taken out of funding for existing services.

Need for 24-hour Residential Services

| was one of the lucky ones. My son was able to obtain 24-hour residential services
before the gates clanged shut about 8 years ago. Since then, OPWDD has developed
new residences for people leaving the developmental centers and people aging out of
residential schools. But for individuals living at home, there has been virtually no
development.

The NYS Legislature recognized this critical unmet need when it directed OPWDD to
report by February on the scope of residential need. OWPDD did conduct a phone
survey of needs, but reached only 4,000 people out of the 11,000 on its original
residential waiting list. Moreover, parents complain that when they attempted to call
back, they were unable to reach anyone at the call center. Many parents who wanted to
be added to the residential waiting list report that the call center refused to take
information on people not already on the OPWDD list. It appears that OPWDD’s survey
may not fully reflect the need.

New York State cannot forever deny the reality that sooner or later most people will
need some type of out-of-home residential services.

* First, OPWDD should dedicate 50% of all new residential development to people
living at home.

» Second, OPWDD needs to remove barriers to residential development by increasing
its scandalously outdated rental AND PURCHASE thresholds.

CMS Overreach

I would like to raise a federal issue, especially because it is quite possible that tonight
we are addressing a future Congressman.

As you know, Medicaid funds over 95% of services for people with developmental
disabilities. The Centers for Medicare and Medicaid (CMS) has taken to
micromanaging our services, dictating the minutiae of the service settings they will and
will not pay for. For instance, every residential service recipient must have a key to
his/her room, must have 24-hour access to food, must be permitted to have visitors—
including overnight visitors—at any time, must control his/her personal resources. My
son is incapable of managing a house key, let alone his money. For the many
thousands like my son, these criteria are nonsense. Although providers may file
modifications to these requirements for individuals for whom they are not appropriate,
that exercise will entail a huge expenditure of time and resources with no benefit to the
individuals involved.
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plenty of talk about personhood, individualism, self-direction and community. BUT there is literally
no housing for a person with disabilities unless the caregiver parent or family member falls ill, is
hospitalized, or dies. There are over 300,000 people with disabilities state wide, the majority of whom
are still residing with family members.! Without new housing and without new housing options, none
of these individuals will receive residential placement or have an opportunity to live outside of their
childhood homes until an emergency forces a placement — which placement is usually in a more
restrictive and more expensive setting. > Housing by crisis is not the solution.

New York City has prioritized housing for other specialized populations. New York City has
prioritized housing for veterans, and I applaud this. New York City has prioritized housing for the
mentally ill, and [ applaud that too. I support all these priorities but now is the time to make housing
for people with disabilities a priority.

There are steps we can take: New York City must prioritize the creation of new housing for people
with disabilities. We need to educate housing providers on the needs of those with developmental
disabilities, we need the City and State to incentivize them to build and offer apartments to
people with disabilities. We need to allow people with disabilities to have choices in housing and
have their services follow them. We need real housing options for people with disabilities. And
we need them now.

Thank you again for allowing me to present tonight.

Karel S. Karpe

Parent and

Family Advocacy Liaison/Family
Advocacy Movement project (FAMp)
kkarpe(@karpelaw.com
Karel@iacny.or:

917 608 0010

! The New York State Office of People with Developmental Disabilities (OPWDD) provides services to only 128,000
people statewide, so a significant number of people needing services are not even being reached.
http://www.opwdd.ny. gov/opwdd_about/overview_of agency

2 Maltby, J., Napierski,C. (2015) “Report to the Housing Task Force”, Albany, NY. NYSACRA
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care of Joel, who | loved very much, but did not think my taking care of
him 24/7 would be in his or in my best interest.

My brother died three years ago at the age of almost 64. He had lived

in an AHRC IRA for 18 happy years. When my brother became ill, frailer,
and suffering with Alzheimer’s disease, he was able to then be cared for
in a special ICF, Dickson/Goodman Apts., right here on 126" street until
he died. The dedication of the staff, their kindness and competence is
unparalleled. Families need to know that our loved ones will not be
relegated to nursing homes, a very inappropriate place for those who
we care for and about. And this illustrates another point; we need
special skilled care homes for our population.

And while | am speaking of the dedicated staff, | must ask you as well to
provide the level of funding necessary that will allow these caring and
competent staff to have an adequate salary so that they may have a
living wage, live in decent and safe neighborhoods with good schools
for their children, and have healthy diets and quality medical care.

In conclusion, | am asking you to make funding for residential services,
including facilities for those who are aging and frail, and salary at
appropriate levels for staff, the very highest priority as you make
budget decisions.

| thank you for listening.

Marilyn Jaffe-Ruiz, EdD, RN
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Everything is changing at once
Testimony for January 14t, 2016
Submitted by Elly Rufer

family — our children are hypersensitive to change and cannot face the loss of a
parent and the loss of a home without tremendous psychological damage. That is
the fear families live with, and not without reason. Just this last spring a 53-year-
old man from Brooklyn ended up in Jacobi Hospital, a city run hospital, for 8
months. He was there because there because there was nowhere else for him to
go after his mother passed away from cancer. There is nothing out there, not
now and not in the future either, only beds that become available because dies or
moves away.

Now there is talk that some residences are being threatened with closing based
on what is, to us, an arbitrary number of people permitted to live together, and a
misunderstanding of what “in the community” means.

Moving people without having somewhere appropriate for them to go is far too
reminiscent of the time New York State emptied the institutions for the Mentally
Ill. It sounded lovely - move them to smaller, more appropriate settings in the
community, except they never built those smaller settings. Now, many of our
communities are struggling with a population of desperate people inadequately
clothed, fed or sheltered, without even the semblance of appropriate
programming. It is heartbreaking.

This cannot and will not be allowed to happen to our loved ones.
The other problem is that EVERYTHING is TRANSFORMING at ONCE.

Providers have been mandated to switch from a fee-based delivery system to a
needs-based system while dealing with Rate-rationalization, which cut
reimbursement. This has reduced the funding necessary to run their programs
properly and safely. How are they going to able to execute change?

At the same time providers are also being required to implement new regulations
like Workforce Transformation, the Code of Ethics and Core Competencies
without the benefit of the necessary financial support and time it takes to initiate
new programs.

We have not given up on what our loved ones are able to accomplish. We simply
know from bitter and tear-filled experience that wishing or expecting things to be
a certain way does not make it so.

OPWDD was created as a separate agency because at the time New York State
recognized that people with Intellectual and Developmental Disabilities are

different —It isn't a medical issue with the expectation of a cure, my daughter isn't
"sick", she is a person who needs help with many activities that the rest of us can
do with ease and take for granted. She will need some sort of help until she dies.
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And | wish that were the happy ending to this story. But what happened next is |
said, "Please write the check. You said 'Yes' after a 101 days of No, so please now
pay for the program."

Their answer: "We can't help you, your request for payment falls outside of the
90-day window."

| hope this helps make it concrete for you, with one small example of the way it is
not easy. | hope it helps you understand why you encounter so very many very
angry parents, when you go out into the developmental disability community.

This was my unique story-- but the shape of it is absolutely typical,
and all-too-familiar.

Thank you.

Jim Karpe 516 655 2813 karpe.jim@gmail.com
www.nycfair.org wWww.swannys.org

J.Karpe 2
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years on securing all of this funding only to now see it potentially fade
away? What is the alternate to the alternate ? Leave self direction the
way it was — on first design FI's were happy to be in this program and it
was working — families were happy- it needed to keep getting simpler with
change and more flexible not more complex and rigid. Parents are angry-
things have been promised and not delivered all through out the system —
yes change needs to happen but with common sense! | just don’t know
what to do.
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