alone. But I was a child that way
and I wanted to find out.”
PR

Melita Diaz is one of approxi-
mately 200 former Willowbrook
patients who live on their own.
The majority live in isolated
pockets of the mentally retarded
world, some in group homes or
with surrogate families, others in
institutions. For many, there is
little movement “from dependent
to independent” living.

Rita Martin’s Consumer Advi-
sory Board monitors treatment of
800 of the original 5,400 Willow-
brook clients, and she is critical of
state compliance with the Willow-
brook judgment.

“Four of our clients are living
independently,” she said recently
in her office on the almost de-
serted Willowbrook grounds.

“The 100 who are living in the
developmental centers (large fa-
cilities providing extra services
for hundreds of residents) are not
living in ‘the most normal living
conditions possible’ The centers
are far too restrictive.” By the
state’s estimate, more than 2,600
are in community placements —
group homes, with surrogate fam-
ilies, or in supervised apartments.

As for those clients living in
homes such as Seigel’'s and Wei-
ner’s, Rita Martin may not be
monitoring the Willowbrook class
when it is back in the community
as far as possible. Both her office
and the other monitor, the Special
Master, will be terminated in 1992
if the state can certify that all
class members have been placed
in “community or qualifying facil-
ities.”

Staffs at both offices expect to

be out of work then. “Community !

and qualifying facilities” have be-
come elastic terms.

A 1983 Federal Appeals Court
decision allowed placement of cli-
ents in facilities with up to 50
beds. Reformers are alarmed.
Carabello called the larger facili-
ties a “disgrace” and said, “the
state’s copping out.”

The state now classifies units
with up to 30 beds as community
residences. “Not everyone who
works for the state is happy with
that,” said Ellen Ashton of the
state Office of Mental
Retardation/Developmental Dis-
abilities (OMRDD). The Special
Master’'s Office wants a 14-bed
limit.

- Many.'group homes now are
categorized as Intermediate Care
Facilities in order-to-qualify for
Medicare payments. These facili-
ties can have more than 16 beds,
which runs against the spirit of
community placement. The trend
toward larger facilities is wide-
spread.

“They’re even opening up nurs-
ing homes for mentally handi-
capped patients with 30 beds,”
exclaimed Massarelli.

“In Massachusetts, they’re re-
building many of the state schools
for mentally retarded people.
Reinstitutionalization is happen-
ing, it’s not just a possibility.”

Rita Martin agreed. “In New
York, both the Department of
Mental Health and the Office of
Mental Retardation are regress-
ing to the use of larger facilities.”

“There is some movement to

the 30-bed facilities upstate,” Ms. '

Ashton said. “But there is substan-
tial compliance with the primary
standards of care.” There are, she
said, limitations — some budget-
ary, some attitudinal — to the
normalization process. - '

“The waiting list for the devel-
opmental centers here has hun-
dreds,” she said. “Every client is
ready for community placement,
but the community is not ready to
provide the sort of care they need.
Occupational and physical thera-
pist positions are very hard to fill.
Property for residences is expen-
sive, especially in the five bor-
oughs. And there is plenty of resis-
tance.

“Four homes under construc-
tion or renovation were torched,”
Ms. Ashton said, “in Queens in
1987, Northport in 1982, Shirley
Mastic in 1980 and Huntington in
1978 -
“It requires a real commitment
on the part of people that.the
clients should be ‘living ‘a8
mally as possible,” said Rita Mar-
tin. “It takes a lot of energy.” She
recalled one supervisor who
would sleep on the couch in new
group homes for- the first few
weeks to see how they were work-
ing out.

The energy will have to come
from ordinary citizens and not
just caseworkers. Only neighbors
can make a person feel he or she
is important to a community by
being their friend. R

* The task is' formidable, ‘given

the weight of society’s devalua-
tion of the handicapped and the
conversion, by the handicapped,
of society’s prejudice into a nega-
tive self-image. Massarelli told of
a deaf man who was mentally
retarded and sat in his room for
hours speaking in sign language to
himself.

“What’s he saying to himself?”
she asked the man’s caseworker.

“I hate you,” was the answer.

“The Willowbrook reforms
bring us to the point where we
have to change the character of
our communities,” Kendrick said.
“We have been so preoccupied
with the technical feats of
deinstitutionalization, and people
are so astounded to see that the
handicapped can live in the com-
munity, that we have stopped
learning.

“We see the handicapped as
government’s problem, and the
Willowbrook reforms have simply
changed the face of governmeént,
Instead of Willowbrook on Stdten
Island, we see smaller institutions
on our street,” Kendrick said it is
the average citizen’s turn to help.

“Just little things, like having a
mentally handicapped person
over for dinner — including them
in our lives — is what’s needed to
show that it can be done.” He,
Massarelli, Cohen, Rita Martin,
Grinnell and Thompson all enter-
tain and visit former clients on
their own time.

“The mentally retarded have
changed and adapted because of
deinstitutionalization but we
haven’t,” he said. “And now it us
as a community who have some-
thing to gain from them.”

(This is the fourth in a series
of five articles. Tomorrow:

Willowbrook’s oldest client.)




