coverage that focused the
fickle eye of public attention
on Willowbrook State School
produced a number of
results. Headlines, books,
token budget restorations
and reams of legislation
being some of the more
obvious. But, while the
headlines fade and the
legislature goes into recess
what looms to many as the
most promising result was a
little publicized conference
held in March and a series of
continuing actions that came
out of it.

Billed as a “Policy and
Action Conference for the
Handicapged,” the meeting
held on Staten Island was
called to investigate the
possibility of linking groups
and -~ individuals from
throughout New York State
to gather in a coalition to
work for improvement in the
delivery of essential ser-
vices, medical, educational
and residential, to all the
: and physically
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a true consumer movement
in the fields of health,
education and welfare.”’
Islanders organized and
participated in the confer-
ence and, as recent inter-
views indicate, while Willow-
brook provided the final

indignity, the forces that |
drove many of them to!
organize grew out of years of |

frustratien in -attempting to
deal with established ser-
vices (or their lack) for the
handicapped on the Island.

As Willowbrook provided

the impetus for the confer-
ence much of the meeting
and subsequent action was
concerned with actions and
policies to relieve conditions
at the school. Support for
“immediate and direct legis-
lative action’’ was not
recommended. Instead the
conferemce participants dis-
cussed with lawyers and an
international task force of
professionals a series of law-
suits concerned with ‘‘the

tate. As

pt "}‘ h ish’

right to treatment and.
gdueatiop”. of the retarded

Al

"Bt the March confer-

ence, their ramifactions are
extensive. ““The goal of the-

Alabama case is not only to
guarantee the right to
treatment and education, but
to explore and document,
with court decisions, the
failure of institutions as
healthy dplaces in which the
retarded and mentally ill can
grow.” If the intended affect
of pending suits in New York
State is successful, the
standards set could possibly
force the state to abandon its

| present mode of delivering

care to the g

admitted the failure of large
institutions to treat and care
for the handicapped. State-
ment after statement from
officials” of the Department

of Mental Hygiene have |

mentioned the development
of ‘““community based facilit-
ies’’ which would relieve
conditions at the larger

‘institutions. A'lack of funds,

have been ' credited- with
delays in extensions and
improvements of these ser-

vices. But, to those who

organized and attended the
conference, the ‘‘community
based facilities”’ of the State
offer little hope for the
future. : S
William Bronston, a clin-
ical physician- at Willow-

-brook and one of the

organizers of the conference,
in an article in the May 27th
edition -of the New York

Times addressed himself to

cal
caps in
mosaic pretest against frag-
mented and token services,
exclusions, mismanagement
and a profound lack of any
less drastic alternatives than
the institutions offered - by
the State.”” To those who
attended the conference, the
solutions being offered ' by

the state are already |

‘‘riddled with the attitudes,
faults and myopic visions
that resulted in the creation
of Willowbrook.” .

To overcome the deficien-
cies in already established
services and to insure a
controlling voice by parents
in )rograms are two of

in the Eﬁa]l

dnd . what ‘weriwants

s réady

Ibany, : idg a

Xperienced is
hesitancy of
arents of retarded and
andicapped children to
speak out due to the fear of
being stigmatized with the
onus associated with these
types of diseases. As the
final report of the conference
stated, ‘““There is no royal
road to learning, so therefore
it is important that parents’
meet often, be more inquir-
ing and not be bound by what
is. Rather, they should seek
what might be. We must
meet with experts and
professionals on equal terms
and tell them what we need

|

want |
e _ :

Rosalie Amaroso, parent of
a child at Willowbrook added
another factor to parents
fears for speaking out,
‘‘Many are afraid and feel
frustrated. They fear the
State might tell them to take
their “child out of the
institutions and there really
isn’t anywhere else to go.”
Rosalie talked of the friction
that exists among the
Benevolent Society at Wil- -
lowbrook, composed of many
of the parents who serve as
the only voice for the parents
in the operation. of the
institution: ‘“The members
who have been in Benevolent
for a long time don’t like the
new, active profile that
many are pushing for. They
don’t want to let go of their
positions, but, yet, they still
don’t move ahead.”

A recent election - of
officers for the Society-was
challenged by ‘the estab-
lished element’ because a
number of ‘‘more active
members of the society won
offices.” Basing their chal-
lenges on a ‘“‘technicality’’ in
the by-laws of the organiza-
tion they have appealed the
election results to the State
Association for Retarded
Children. And - as Connie |
Haney, another parent of ‘a-
child at Willowbrook, views
it “*That’s just the continua-
tion of the vested interest
approach that has affected
care for the retarded in the
past.” . 2

Connie’stharges of ‘‘vest-
- HEIQs ?

k.



| stated, ‘““A member of the
Board of Visitors who speaks
out to the public about
conditions at Willowbrook,
might as well resign.”

But, as evidence of the
changing trend in the
attitudes of parents with

retarded and physically
handicapped children, Con-
‘hiesta “#tWhatgver: the

-

= "'!!mEﬂty “ofth
Society " ig.. go tomovg'
ahead and push for ou
policies.”’

- One of the policies Connie
was referring to is stated in
the final report of the ¢onfer-
enee, ‘‘All programs recom-
mended by this conference
for care of the handicapped
through institutions or com-
munity services, should
specify governing boards
with a majority of parents
and consumers at all levels
of policy-making and re-
source allocation.”

_ Mark Marcarig, “afi™ 184
ind resident o neiped:

anize the March, confer:
ficeyechioed: Connie'e Views

ut “the”*importance of
parent control. ‘“We-have to
reverse the vested interest
approach that has made
programs on Staten Island
token and not capable of
servicing the numbers of
people who need them.”

Referring to the large
amounts of money that have
gone to Staten Island Mental
Health and Staten Island Aid
for the Retarded, two
organizations on Staten
Island that receive govern-
ment funds through ‘‘com-
munity based facilities pro-
grams,” he claims ‘‘There is
no outreach to the parents
and community with those
programs.” Speaking from
direct knowledge, (his four
year old ' son has

are the  roles
Hammond and Sternlicht |

of Drs.

who; while administering !
Willowbrookshave held staff '
positions on Staten Island
Aid for the Retarded, s
‘‘community program.” i
Sonia Braniff is another
parent and Island resident
who helped organize the
March ‘conference, she too
expressed a need  for the
“real consumers to have a
voice in the delivery of
services.”” One .of her
motives for becoming active
in the conference has also
motivated her to attempt to |
organize-all the parents of |
the 15 groups currently |
Jen-5iate "

<&

cxal. !ow, I can contact

g

parents in ' Westchester,
Nassau and all over the City
and exchange information
and increase our chances of
becoming an effective lobby-
ing force.” .
Mentioning the Cerebral
Palsy programs that her
daughter is enrolled in as
‘‘one of the better groups
existing on the Island,” she
also extolled the deficiency
and limited outlook of
established programs. “‘Our
group can provide services
for about 100 kids and young
adults. Other programs can
only provide for limited
numbers of those who need
them. And I know of many
parents who have had bad
experiences when they hav

o rates: pigce the |
er-of people suffering
from some form of retarda-
tion or physical handicap at 3
percent of the population - on
Staten Island alone this
,would mean 10,000 people.

{  While Staten Island is the
home for one of the oldest
and most professionally
respected community men-
tal health services in the
country, The Staten Island"
Mental Health Society, it is
often claimed that people

with special needs go lacking
or their families suffer
economic and psychological
hardships to obtain ser-
vices elsewhere. f
Sonia' Braniff mentioned |
the plight of the emotionally |
disturbed children of Staten |
Island who have begged for
classroom space. Mark
Marcario - wondered about
the perennial promise of a
“sheltered workshop” for
retarded individuals, a
romise that remains to be
ullfilled. Both mentioned
iparents they. knew who
experienced great difficulty
in aquiring any aid for their
children. But what might
stand as the best example of’
the lack of faith that many of
the conference participants

, . 4bou ! rooK.
A man choked to death at
Willowbrook last week. Ab-
sent " this time were the
cameras and newspapers
that elicited public support
in the past. A doctor
declared the man dead and
notified his parents he had
choked on a morsel of food- a
familiar complaint when the
headlines were present was
that the lack of staff to

as was a letter discovere
the man’s file. i

The letter written in 1948 to
the parents of a retarded
child advised them of their
son’s transfer out of an
overcrowded state ‘‘school”
to “a new wing of Halloran
Hospital on Staten Island.””
In the subsequent twenty
four years, the child became
a man and Halloran became
Willowbrook, and Willow-
brook became the site of the
man’s death last week.

To those who are organiz-
ing and working to insure the
success of any actions to
come forth from the confer-
ence that incident as one
man stated, “broug‘}n every-
 thing back home. :Yo ald.
voc Ein “this " gty e
what'a Head-end proposition
" Willowbrook and largé i
Lutions, Sknd. the. SRua
spresent “policy” were, !

epartment of Mental Hy-
giene recently announced
that 300 of Willowbrook’s
patients would be transfer-
red to recently opened |
facilities -- to ‘“‘relieve the |
overcrowding.” :

To provide a unified basis
around which to organized in |
support of their goals, ‘“to
develop a modern and !
humane system of services
for all persons with special |
needs, and to phase out of |
existence the New York
State School and State
Hospital systems in their
present form,’ the confer-
ence participants agreed on
six principles:
® ‘A continuum of services to
the  retarded and other
?ersons with special needs
rom birth through old age.
- ® Emphasis must be plac_;eg

Y, l! -\.

on - the prevention :a
intervention in 4 )€
handicap begir
{fnm,ﬂy 'co,unsgh, ;
uin all
healthg‘ anmlg
vices. &%
® Normal living conditions
and intergration into com-
munity life shall be the right
of every retarded or handi-
capped person and their
families., Every retarded
person and others -with
special needs must be
enabled - to develop to his
maximum potential as a
productive member of the
community. - S
® A single consolidated
agency shall administer all
programs, allocate all funds
and resources, set standards
of care and services and
regulate the quality of all
services. £ i
® The consumer commun-
. ity of parents of the retarded
vand swothers,. with special

D=




through Tocal, Tegiondl™ ana”
state-wide mechanisms. The {
professional commun,itﬁ
must be fully accountable to.
the parent-consumers com-

munity.

® The financial burden for

services for the retarded and

other persons with special

needs shall not be solely the,
responsibility of the indi-
vidual family, but shall fall
upon the state ,when it !

exceeds the basic expendi-
tures for a normal child and

the state shall be  further 1
responsible to guaxantee'
that - the services to bel.
provided meet the needs of
e person, regardless of
complexity of the need:.:
the profundity of the handi-
cap.

- From the appearances the
group of parents who met
with lawyers, doctors, pro-
fessionals and other inter-
ested community membersl
were acting out of anger, |
fear, frustration and a host |
of other reasons. What has
come of of those meetings is
a unified front that is
currently waging a number
of law suits, studying and
solidifying their positions for
future actions.

An additional factor to
their move for increased
services and control by
parents was expressed by
Doctor Bronston, ‘“The qual-
ity of services for the

handicapped is a barometer .

of the quality of service
being received by other
segments of the community.
Education, medical and
health services are declining :
for nlthtgo majority - of th)c:
r-population; st
ST R

movement.”

“IMt. " Aug
Retreat House on Campus
Road, Staten island with

| plans to be formulated for a
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second, “full scale” confer-
ence for next Fall. While the
local conference will be to
establish increased networks
of communication between

rall %roups and to discuss

problems that would stand in
the way of implementing the
six points formulated at the
March meeting, the Fall
conference will be to
“develop a thorough anal-
ysis of our sition and
rospects, and establish a
ong range (two years
minimum) plan for imple-
menting those goals through
le%is_lation, litigation and
public education and any
other necessary means.” -
- One can only speculate
what the circumstances of
the State Association for
Retarded Children’s founding
were. Similar intents such as
those being made by the
organizer of the conference
have been made in the past.
But, as notices for the next
meeting on June 24th state:
“In the next twelve months
or so, much can and will
6t ithout our °
support or diréction.” .




