Is system friend or
foe to handicapped?

By JULIE MACK
Advance Staif Writer

Who is to blame for the plight
of Joey DelLillo?

His mother blames the Sys-
tem. Her advocates also blame
the attitude of state officials.
State and local officials blame
the shortage of resources for the
handicapped and the lack of op-
tions.

But for some reason, it took
Gloria DeLillo three years to
move her 20-year-old son out of
her home and into a residential
placement which she says he so
desperately needs. And even

‘now, Joey’s future is a question
mark.

Joey, who turns 21 on April 4,
has Prader-Willi Syndrome, a
rare disorder which causes men-
tal retardation, lack of physical
development, behavior problems
and an insatiable appetite which
can lead to obesity and, in turn,
diabetes, hypertension and heart
trouble,

Since 1980, Mrs. DeLillo has
been trying to move him from
the Richmond Occupational
Training Center (OTC) to a resi-
dential school in upstate New
York specially geared for young-
sters with Prader-Willi, Mrs,
DeLillo and her advocates said
the placement is necessary be-
cause neither she nor OTC could
handle Joey’s temper tantrums
or monitor his uncontrollable
eating.

But the placement has been
blocked by the Board of Educa-
tion’s Committee on the Handi-
capped which said Joey's needs
could be served on Staten Island.

After Mrs. DeLillo and her
advocates made a desperate
plea to the state Office of Mental
Retardation and Developmental
Disabilities, Joey was finally
moved out of the DeLillo’s home
in November and placed in the
respite center at Staten Island
Developmental Center.

Five months later, Joey is still

at  Willowbrook, * everi - through

the respite center is designed for
short-term care only. Officials at
OMRDD, which is now han ling
the case, have still not figured
Oout a permanent solution for
Joey.

Despite Mrs. DeLillo’s diffi-
Culty in obtaining care for her
Son, state and local officials
sidestep blame. Indeed, some of-
ficials say there is no blame
associated with the case; that, in
fact, the DeLillos have been
served well by the system.

“We've done as much as we
can do for him,” says Thomas
Dugan, chairman of the Commit-
tee for the Handicapped in Dis-
trict 31.

It was Dugan’s office which
refused to approve Joey’s place-
ment in a residential facility.
Dugan says the decision in Jo-
ey’s case was based on Joey’s
educational needs, which Dugan
says were being met at OTC.

But what about Joey’s other
needs? The uncontrolled eating?
The temper tantrums? The prob-
lems his parents experienced in
handling the boy?

“Those are management is-
sues, not educational issues,”
Dugan says. “We have to see if
we can meet educational needs.”

Dugan points to the results of
an impartial hearing held in
June 1983 on the DeLillo case.
The hearing officer agreed with
the Committee on the Hamdi-
capped that Joey helonged at
OTC, although the officer ac-
knowledged some reservations.

“Without question, Joseph
would be better served in an
institution specifically devoted
to care of Prader-Willi pa-
tients,” the hearing officer said
in his written decision. “Current
law, however, does not require
the Board of Education to pro-
vide an optimum enviroment for
special education students, but
only a suitable and appropriate
placement.” i .. gt 4
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its continued ignorance about
Joey’s unique disabilities,

“It Is unfortunate that the
Committee on the Handicapped
and school personnel were so
poorly informed about Prader-
Willi Syndrome throughout Jo-
seph’s stay at the Richmond
Occupational Training Center,”
the hearing officer wrote. “Fail-
ure of the Committee on the
Handicapped and its school per-
sonnel to independently attempt
to learn something about
Prader-Willi Syndrome must be
condemned.”

Dugan shrugs off philosophi-
cal discussion on whether the
state has evaded its responsibil-
ity to the DeLillo family by ig-
noring all but Joey’s educational
needs.

“That gets into the whnle
question of the role of state gov-
ernment,” he says. “I think all
the due process rights in this
case were fulfilled.”

Officials from the Office of
Mental Retardation and Devel-
opmental Disabilities, which en-
tered the case in November
when Joey was placed at
Willowbrook, are more sensitive
to the problems experienced by
Joey’s family, although they are
also defensive about their agen-
cy's response to the case.

“We appreciate the problems
suffered by the family,” said
Barbara Hawes, OMRDD asso-
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wide services. “But I should note
that in this instance we were
able to provide service when the
need arose, and we're still work-
ing on the case.”

Ms. Hawes acknowledged that
Joey's present placement at the
Willowbrook respite center is
not ideal, and that he should be
moved into permanent place-
ment as soon as possible.

“But access to group homes is
a difficult problem for every-
body,” she said. “There are not
enough residential beds avail-
able for patients who need the
service. We are opening beds as
fast we can, hut we can’t open
them as fast as people need
them.”

While everybody involved in
the DeLillo case agrees that the
shortage of residential beds is
one barrier to Joey’s permanent
placement, advocates for the
DelLillos perceive an additional
barrier — the inaction of bu-
reaucrats who are processing
the case.

“Nobody wants to assume
responsibility,” said Jerry
Teehan, member of the Staten
Island Borough President’s Com-
mission on the Handicapped.
“They want to pass the buck.”

Teehan says the DeLillo case
is symptomatic of the obstacles
faced by parents in seeking ser-
vice for handicapped children.
“It takes a sophisticated, dy-

namic, intellectual and wise per- .

son to know where to go for
help,” he says. “Most parents
stumble around until someone
notices them.”

And once parents are put in
touch with the right agencies,
the families must live with deci-
sions made by bureaucrats who
may lack understanding of the
family’s situation, Teehan said.

“They decide for us and not
with us. Rehabilitation is sup-
posed to be an agreement be-
tween the client and the
bureaucracy. Ideally, it’s the set-
ting of a goal,” he says. “But
more often than not, government
agencies take a patriarchal atti-
tude and just decide what they
think is best.”

Bureaucrats, not surprisingly,
disagree.

“I don’t see it in such conspir-
atorial terms,” said William
Combes, program coordinator
for the state Commission on
Quality of Care. “It’s not so cut
and dried.

“A lot of people need to be
served and there are not a lot of
places to serve them,” he said.
“And I don’t think the system
has too much flexibility — it’s
too strained.”

Another issue is whether the
service system for the handi-
capped has become too weighted
and too complex, which unnec-
essarily slows down the deci-
sion-making process_ in
situations like the DeLillos’™~

Anne Seery, senior legislative
aide to Assemblyman Robert
Straniere and one of the
DelLillos’ advocates, says she has
been overwhelmed by the num-
ber of agencies and people asso-
ciated with the DeLillo case.

“The red tape is a terrible
problem,” she said. “It’s not the
lack of concern, it's the sheer
numbers which makes it so frus-
trating.”

Ms. Hawes debates that point.

“I think in cases like the
DeLillos’, many people are
working very hard to see that
Joey has every opportunity,” she
said. “The officials are not work-
ing to make the process cumber-
some.”

Mary Jane Barnett, another
OMRDD official working on the
DeLillo case, said she does not
see the DeLillos as victims of
the system. “Mrs. DeLillo is not
a victim,” she said. “She is more
a ship tossed around in the wind
because of Joseph’s problems.”

But Teehan sees it differently.

“Damn right that kid’s a vic-
tim of the system,” he said. “And
I don't believe this case is an
exception. It may be in a minor-
ity, but it’s not an exception.”

“I'm not the only one,” Mrs.
DeLillo said. “There are a lot of
kids who are just like Joey.”

(This is part three of a se-
ries. Tomorrow: Other kids
like Joey, and the nproblem
called ‘aging out.’)




