that for a human being,” said
Murray Schneps, whose child was
a patient at the facility.

That is denied by state offi-
cials, who claim that patient care
at SIDC has improved tremen-
dously in the last decade.

“It's not utopia, but it's better.”
said Midge McGraw. spokes-
woman at the state Office of
Mental Retardation and Develop-
mental Disabilities. “The patients
are well-fed, clothed. They live in
cheerier surroundings in wards
that are not overcrowded.”

There are other issues. At the
same time advocates of the
Willowbrook clients say their
people are not receiving enough
care, others are claiming that
past and present Willowbrook pa-
tients are receiving preferential
placement in group homes.

This perception is particularly
keen among parents of commu-
nity clients who have never been
institutionalized. These parents
claim they handled their prob-
lems alone for many years, and
now when they ask for relief
from the state, they say they are
being ignored in favor of those
who abdicated their responsibil-
ities long ago.

“These parents (of community
clients) are turious,” said Gene-
vieve Benoit. executive director
of the Staten Island Regional Re-
tardation and Disabilities Coun-
cil. “They are behind bitterness
and into rage. They can’t under-
stand why their kids continue to
be shortchanged.”

While voluntary agencies have
been working with the state to
establish group homes, both sides
are struggling over who should
be placed in the homes.

The state 1s under mandate to
move people out of institutions;
the voluntary groups champion
the cause of community clients.
There is an “us-against-them”
mentality at work here, and to
some extent, it has led to a
breakdown in communication be-
tween the state and some of the
people i1t serves.

That particular situation is im-
proving, said John Lamendella,
administrator of the Staten Is-
Jand Boro Developmental Ser-
vices Office, but he does not deny
that tensions exist.

“Voluntary agencies served the
community population for many,
many years, and the consent de-
cree — :good or bad — really
addresses thegheeds of the
Willowbrook clients,” said
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A scene at Willowbrook in 1975, when beds were crammed three
inches apart into wards. Conditions have improved dramatically

since then.

Lamendella. “There are limited
beds and everybody has their
own priorities and different com-
mitments.”

The situation has been exacer-
bated by the recent economic re-
cession which has put pressures
on the state’s budget.

“People have to realize that
not enough resources exist to
achieve the level of idealism ex-
pressed in the original consent
judgement,” said Anthony Pinto,
president of the Benevolent Soci-
ety for Retarded Children. “They
shouldn’t abandon their goals —
those goals should always be
maintained — but they need to
accept the realities.

“Parents also have to realize
that there are other needs in soci-
ety, other kinds of social pro-
grams drawing on the state’s
resources. The question is
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back away from the original
goals, there is agreement that the
situation is at a crossroads.

“These are critical years,” said
Joel Levy, executive director of
the Young Adult Institute in Man-
hattan. “The question, of course,
is whether the state will be able
to achieve what was planned out.
History shows they haven’t done
that in the past.”

“It just depends on your per-
spective,” said Ms. McGraw at
OMRDD. “The dreams are being
fulfilled, but not as fast as par-
ents would like to see it happen.

“Are expectations unrealistic?
Yes, although it pains me to say
that. It's got to be difficult to
raise a mentally retarded child,
and we certainly have to be sen-
sitive to that. But from the state’s
perspective, we can’t do anything
more than what we are doing

g

right now.” g :

At

T TR -

il S
3?;: This is the first in @ series of
- ‘grticles. "% g - Ko o



