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<Put him away,” they said. “You

»

have other children, Forget you
had him.”

Although my parents had four
other children — including me,
born just 15 months after Mickey
and well on the way into this
world before it was known there
was anything “wrong” with my
brother — they took one look at
Long Island’s old Suffolk State
School, not far from our home,
and decided they’d rather take on
the unknown than condemn him
to hell.

Staten Island’s Willowbrook be-

came the catchword for the state"

. institutions where people like my
brother were warehoused, ne-
glected and abused, but rest as-

sured, that sort of place didn’t.

vary much from county to county
or state to state.

It’s easy to assume that Michael
would have died from one of his
nighttime coughing fits — we both
have respiratory problems, al-
though these days mine are worse
than his — if he'd become a ward
of the state 30-odd years ago. But
*““e had made it through that sys-

1 — against the odds — he
would have moved to a commu-
nity residence when the institu-
tions finally closed in the early
1980s.

Instead, Mickey lives in the
same place he always has.

Through luck and God’s ‘grace,
my parents found a wonderful day
program where he’s been thriving
for more than 25 years — the As-
sociation for the Help of Retarded

Children in Brookville, L.I., a par-

ent-driven organization that has
created programs and pioneered
-education methods.

Mickey started going té their"
camp at Hunter Mountain a few -
summers ago and, since my
grandparents became too old to
help out when my parents need a
break, he stays at a respite house
for the occasional weekend and
vacation.

For years my parents have re-
sisted the idea of Mickey moving
to a community residence before
" ir deaths, but the increasing
« -€ my grandparents need, re-
cent bouts with their own illnesses
and the simple process of aging
have nudged them closer to ac:
cepting that it might soon be time.
They put his name on the waiting
list a few years ago, figuring when
his name came up they’d be ready.
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Being a sibling, rather than par-
ent, it’s easier for me to say “it’s
time.” Although I've always had a
role in caring for Mickey, and
would be willing to take him into
my own home if the old state insti-
tutions were the only choice, it’s
also easier for me to see that he’'d
bé better off on his own.

I'll never forget a discussion
eight years ago with a woman
whose son lived in a community
residence.

That mother said she knew her
then-18-year-old ‘wasn’t getting
the same care he would have at

.. home, but asked me what kind of
- care he would be giving himself if

he were “normal” and away at
college? Certainly, she said, not
the care he would have gotten
from his mother.

Nor do I treat myself the way
my parents would if I lived with
them. They’d make sure I'd get
more sleep and eat better and so

on. But as an adult, I've made my- -

own life, for better or worse, and
Michael deserves the same oppor-
tunity. He’ll need more help than I*
do, of course, but most impor-
tantly, he’ll need a place to live: A
roof over his head, a bed to lie
down on, a place to plug in his
VCR and store his ever-growing
collection of videos.

As a homeowner, I understand
the concern people have when
they fear something “bad” coming
to their neighborhood. As a sister,
I'm angered to tears when I hear
misinformed people screaming ri-
diculous accusations about re-
tarded people coming to rape and
pillage. If that’s ever happened,

I've never heard about it. The
worst thing my brother ever did
was walk down the street pushing
a neighbor’s lawnmower because
he’s fascinated by the noise they
make.

Community residences are
homes. They're where people like
my brother live. They come home
from their daytime activities —
school or work, depending on their
abilities — and together they pre-
pare and eat dinner. They watch
TV or play a game. They may go
out to see a movie or bowl or play
some other sport in the evening,
then come home and go to bed.

Sounds pretty much like what .
goes on in every other house on
the block, doesn’t it? The main dif-
ference is, these “families” need a
little help from a few heroic peo-
ple who are willing to work with
them.

Since I was a child, I've at-
tended more community meetings
about the placement of commu-
nity residences than I want to

-count. The screaming and yelling,
- the fear and ignorance are always

the same. The arguments against
opening range from the outright
insulting to the seemingly reason-
able.

Some of the “antis” seem to
think the agencies picking loca-
tions don’t consider whether the
local busService will be adequate .

_or there’s a grocery store close

enough. They voice “concern” that
the agency made a mistake and
the location is somehow “inappro-

- priate.” I'Ve yet to run across an

agency that>sought to make this

' difficult work harder than it is by

picking bad locations. il
Those who raise the specter of-
increased traffic in quiet neigh-,
borhoods will never admit théy-
have no control over how many.
cars any other family down the’
block might have. Issues like noise
also are uncontrollable when a
home is purchased by random in- :
dividuals. In fact, when an agency*
opens a home in a neighborhood,it*
has every reason to be as commus»
nicative with its new neighbors ag?
possible, since the support of thosg-
surrounding makes life easier. - -
Who can say such a thing about "
the boor down the street who:
mows his lawn at 6 a.m. on a Sat<.
urday or allows his teen-agers to
run wild and terrorize the neigh+
‘bors? What about the jerk who lets
his trash pile up in his driveway"
for weeks on end, or the slob who
hasn’t painted the house in dec:-
ades? Which hurts the “quality of-
life” or “property values” more? - * .
Thankfully, state law makes it
pretty difficult for neighborhoods
to keep community residences:

~ from opening. And a few months

or years after they open, the:
houses rarely are a problem. Ask:
some people who live near them?*
on Staten Island. Many probably$
don’t even know their neighbor-:
hood hosts a community resi<¢
dence. ' :

/uoa;»» .



The only thing I can say to peo-}
ple who don’t want “those people™:
in their neighborhoods is, “look’
- around.” They're already there. - -

The expression we often use in
my family is, “everybody has:
somebody,” meaning almost all
families have some form of disaz
bility somewhere in the family :
tree. Amazingly, many of those
screaming “not in my neighbor-*
hood” have close relatives whe;
need the same kind of care. ~ ~7%*

What do they think will happen,
to them? :
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From the editor

Sunday’s headline kicking -
off the Advance’s four-part ;
series on the mentally re- -
tarded and other develop-’
mentally disabled adults
was troublesome for some. .

We received a number of
telephone calls from Staten .
Islanders upset over our use *
of the word “retarded” to de- -
scribe the people who live in
the community residences
that have become a flash
point in some communities.

Since Willowbrook, “we
have worked 25 years to
change all that,” said one
caller who works with the
developmentally disabled.
“We tell them they are spe-
cial, not retarded,” she said.

The decision to use “re-
tarded” in the headline was
not made glibly and the in-
tent, certainly, was not to in-
sult either the residents;
their parents, or the staffs.

Rather, it was an attempt
to clear confusion over ex-
actly who will be living in
the 40 community resi-
dences that local human
services providers estimate
the borough needs to comply
with a new state law.

We intentionally avoided -
vague terms like “disabled”
or “special” so readers
would know up front exactly |
who we are talking about —
the mentally retarded — be-
cause many are under the
erroneous impression these
residences will house the
mentally ill or recovering
drug addicts or troubled
teens.

Even though “retarded”
has taken on a derogatory
connotation through misuse,
it is still a valid diagnosis
that many in the human
services and medical fields
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continue to employ.



