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Transition from School to
Self-Directed Services

A Vision & A Plan
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. ning. Since she was twelve years-old, Aailya had been job sampling in the
Services community. Now, at 21, she has options open to her, and trained staff in place
to support her, at home and on the job.

e Aailya, who has significant physical and cognitive disabilities, began her
' school career at the Warren County Day Training Center. While there, her
mother, Lorraine, began to explore her vision for Aailya's future and real-

ized that the highly segregated Day Training Center was not the way to get
there. “She got out when she was 10,” declared Lorraine, “and has been in in-

clusive settings ever since.” She went to Brass Castle Elementary and then
to Warren Hill High School. “She was fully supported every step of the way.”
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“We did hit snags along the way,” admits Lorraine. “There were people who
didn’t appreciate why Aailya was there (in the general education classroom),
especially because she was functioning on a different academic level. We were
fortunate to have had a great case manager, Elaine. We locked arms and moved
forward for Aailya. Elaine ‘got it’ and that made planning for Aailya's future
a lot easier.”

After Aailya made the ceremonial ‘graduation walk’ with her class in 2001,
she still had a few more years of schooling available before her 21st birth-
day. Returning to the high school was not the best use of Aailya's time since
it would do little to prepare her for life as an adult. Instead, the district opt-
ed to contract with Allies Inc., a Hamilton-based non-profit agency, to pro-
vide community-based transition services. By the time Aailya left school in
2004, Allies, Inc. was providing all of Aailya's services.

continues on page 2




A Self-Directed Transition
(continued from the cover)

Issues that might normally present problems, such as insur-
ance, licensure and teacher certification, were overcome.
“If you look hard enough,” says Lorraine, “you can always
find a stumbling block. We never took that approach. We just
worked it out.”

“Just tell me what | have to plan with
and | will figure it out.”

For Lorraine, being in charge of Aailya's supports meant mak-
ing choices. “The school was spending $86,000 a year to
educate Aailya, but the adult services system would allo-
cate only about $26,000. You can’t make that jump in a day.
I knew we had to figure it out THEN, while she was still in
high school.”

Lorraine believes that allowing families to take responsibili-
ty for allocating dollars for services promotes a more sensible
approach to setting goals. “Now Aailya has basic goals with
services incorporated into her daily routine, not highly special-
ized services that happen once a week.” Aailya no longer
received daily related services such as occupational therapy
and physical therapy. “Allies worked instead on life skills,
such as increasing the functional use of her hands. She didn’t
need therapists to do that - just someone who had good training
and was well supervised.” For that reason, Lorraine made sure
that Aailya's IEP always included training and consultation
for direct care staff.

Transportation was another challenge for the D'Sylvas, who
live in rural northwest New Jersey where there is no public
transportation. “I was ready to give up my own car to make it
work,” says Lorraine. “School bus transportation costs are
prohibitive. In those last years, I could have had the school
just pay for all the bussing, but I said, ‘no, let’s figure this
out now.”

“Good staff is all
about relationships.”

Finding and maintaining staff in a field known for high rates
of turnover did not present a barrier to the D'Sylvas. They
looked close to home for people they knew and built a team
from there.

“People ask me, ‘How can you do that? What if they quit?’ I
have found that if you respect people, value their contribu-
tions and develop a relationship, they stay.”

“They are not just workers, they are people,” adds Lorraine.
“Yes, they are professionals and yes, they are paid for their
work and we have to consider things like benefits and sick
time. But I believe people don'’t leave jobs, they leave man-
agers. When there is a lot of turnover, you have to look at the
management.”
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“Its not perfect.

Even with all these self-directed services in place, there are
still some gaps. “I do all the over nights and we still do most
weekends. It is hard, because I have to slowly move away from
being the one who provides direct care for Aailya. My job
now is to manage her support hours in a way that works for
her and for our family.”

“There are always loose ends,” admits Lorraine. “ I am still
the one making things happen and coordinating things. It
would be ideal to have a ‘community connector’ to put things
together for us.”

While she values the fully inclusive life Aailya now leads,
Lorraine has found Aailya's experience to be somewhat iso-
lating. “We fought so hard to do our own things, now we have
to look for chances for Aailya to be with other folks who have
disabilities.” Adds Lorraine, “I think that could provide a
sense of belonging; a chance to blend in and not be noticed.
I need that community connection and so does Aailya.”

“A Highly Personal
Solution.”

The D'Sylvas got involved with self-directed supports in1998
when Self- Determination was introduced. “We were at a
breaking point,” recalls Lorraine. “We would have had to place
her.”

“It was perfect for us,” says Lorraine. “We could not have
continued to support Aailya without the services in our home.”
Even then, however, Lorraine was not sure if self-directed
services were for Aailya. “I even took her with me to the initial
meeting so that DDD staff could see who we were talking about;
she has some very significant needs. [ was reassured that self-
determination was open to her.”

Lorraine sees self-directed services as a vital part of the adult
service continuum. “This works for us, now. Yes, I'm still
changing diapers and having to lift my daughter, but other fam-
ilies have heavy loads, too. The solution is highly personal.”



A Self-Directed Transition
(continued from page 2)

“I think self-directed services allow for natural progression - not one
that’s determined by disability, but by age,” says Lorraine. “As our
kids grow up, we will be making decisions that mirror typical fami-
lies. When our youngest son leaves the nest, it will be time for Aailya
to leave too. At that point, we will be looking forward to a more in-
dependent living situation for her.”

Lorraine knows that her family is an important part of Aailya's future.
“Aailya is the oldest of my three children and I know her brothers will
always be there for her - that bond is natural. They are the most crit-
ical of the direct support staff we have.” They can describe times in
their lives when Aailya's disability has had a negative impact on their
lives, such as when her seizures made them late to karate. “But,” adds
Lorraine, “they can also describe times when she brings joy to their
lives. She is their sister.”

“More challenges, more opportunities.”

“I am already planning the next transition - the ‘move’ I know she will
make one day. Iknow the time will come when my other children are
ready to move out; that time will come for her, too.

If the transition is to happen seamlessly, Lorraine knows that the plan-
ning must continue. “I hope to see her live in a college town where
there is a steady supply of potential staff and young people. I envi-
sion a roommate, perhaps someone who has similar support needs,
so we can pool resources. Lorraine knows that Aailya's supports will
be built on relationships and friendships. Most of her staff have been
people she either went to school with her, or met someplace.

“I know it will work,” says Lorraine confidently. “It has to. If I put
her in a group home or developmental center, the little light in her
eyes would go out. And I'just can’t do that.”
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