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By-Mark Fast - -

What has California done tat
reform the way in which it
treats retarded children?

Well California, roughly,
has the same population as
New York, yet New York
has twice as many institu-
tionalized mentally retard-
ed persons as California.
They have about 25,000, we
have about 12,000,

The reason why we don't
have as many as New York
is because about 10 years
8g0 a leading European ex- |
pert on mental retardation |
came through California. He ;
visited our institutions for |
the mentally retarded. His’
response was “You don’t
take care of your mentally
retarded persons as well as
we take care of our cattle in
Denmark.

This statement received a
great deal of publicity, and
through the publicity sever-
al reporters actually visited
the state institutions and |
wrote articles un them, Fin-"|
ally, the state legislature ap- |
pointed a stndv commissinn
to investigate this-problem-|
rand found: several interest-
ing facts. One is that the’
state was not providing any
services to parents until the
family actually broke apart.
There was no intermediate
service to provide. There
was no effort made to help
the family to keep their
child at home. .

The second thing com-
mission found was that the
amount of money the state
was spending on mental re-
tardation was astronomical.
It was around $200 million.
So the commission immedi
ately recognized if it could
do something that would
better the service, yet cost
less money, it was some-
thing that it should do. Its
key recommendation was
that services should be pro-
vided to parents when a
child is diagnosed mentally
retarded and that those ser-

-, vices should be not the same

nor bedlrowided by the umei
te .
“vided residential care-includ-

ments that pro -] -
~ing te” Department of Men-|
ctal Health. S e -
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% Our Regional Center Pro=
s gram grew out of -this, and |
“it’s administered by our De-§
partmént of Public Health,
The Department of Mental
Health now only receives a
person in a state institution
if the regional center screens
‘that person and says he is
appropriate. What used to
happen was that. a retarded
person went to a state insti-
tution. If the institution had
an opening, they admitted
the ‘chud. Now the person
only goes to a state insti-
tution if they are sent there
by the regional center,
., On What basis do they send
them? . ]

The regional center has |

-two funding bases from the
‘state- one for staff and oper-
ating, and one for purchas-
ing service. If the child only
needs residential care, for
example, the regional center
can purchase care in the
family home, foster home,
or in a board and care
home. These are much
cheaper than what the state
can provide. For example,
you can get those for about
$400 a month, whereas, in
California, residential care
in state institutions costs
about $8,000. That’s quite a
little difference in cost to
the state.

Secondly we've been able
- ito reduce the number of
institutionalized retarded
persons almost by a third in
just the three or four years
of the centers’ existence. We
now have fewer patients in
our state institutions than

programming it to go down
to about 10,000.
Is it safe to say that ideally
there should be none or
very few, institutionalized
retarded? :
If we went to Willow-
brook, for example, we
would find that 2/3 of the
children there would not
. need a state hospital. In
| other words they don’t need
l a doctor every day to look
| at them like a sick person.
'But it is true t bo)
¥thitd of the kids there are

;teally quite severely handi- -
capped and need ongo: 1
: e |

|.medical carei. .« ki

we had in 1969, and we're |

. about a}

|

:cian, public -health nurse
ssoclal worker:and psycholos;
2ist, This is the basic core..

~Eroup “of
‘which should

de to-Action.

i 1" We found' thit fo'be true”

“in Califorpia. On’ a survey

“the state did of our. state
residents, two thirds didn’t
need the state instifution.
They were there because
there is no other facility or
community service to help
the family keep the child at
home.

| Is the situation comparable

| in New York?

Oh, I think so, and our |

state institutions in Cali-
fornia are a great deal better
than in New York. But I can
say, frankly, that both of
them are dehumanizing
systems. They do not help
the person to grow, but
instead they reduce him to a
vegetable status, so that he’s
less trouble to the people
who are taking care of him,
Is there evidence in the new
California programs that
bringing retarded children
out of institutions helps?
Yes. This is substantiated
in three ways. First of all we
have evidence that a person
coming out of a state insti-
tution and going into a
small family care group de-
velops better, not only fromt
- personality point of view,

“but.also in his ability“to*

_cooperate | and, work:with
& Al £

other people-

Secondly, the
| moving out of state institu-
tions leave the same staff
there to serve fewer patients
50 the program ip itself
18 Improving, simply because
th.ey have the same staff
with fewer numbers of cli-
ents.

Finally, it's saving the
State money because we
have a lower rate of institu-
tionalized persons, This is
important from the taxpay-
er point of view,

Is there anything in New
York State comparable to
the program in California?

Not that I'm aware of
My understanding here is
that, for example, on Staten
ls:land you don’t even have a
diagnostic service for the
mentally  retarded. One
manned, say, by a pediatri-
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professionals
evaluate re-
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N
‘that’ one, quarter: of &
3 h%ren%n%ng‘ to us”
actually weren’t even men-
tally retarded whe_n they
had a good evaluation. So
that’s the first thing that is
extremely important.
Why were they brought
there? 3
. They were brought thcre'

"because they were referred

by doctors who theught the,

“children It .

#They were children who had’

ibehavior problems, or hear-'

.ing problems, of visual prob-

"lems, or cerebral palsy, or a
combination of these kinds
of handicaps. .

' Are many children hospital-
ized because their parents
want them to be?

1 don’t think that’strue.
I think most children who
are hospitalized in our state
institutions are there be-
cause their parents just
 couldn’t face it any longer.

' They had struggled with it
rwithout any help, essential-
i ly feeling very isolatgd and
jalong. i
PAré the parents who now
* have their.children back 'at
‘home ' glad about the
change?

Most of the parents we
are dealing with never had

. their child go into the state!
institution.” For ;‘fexamfle,{—

! last year our center had 67:

Yequests for state’instjtu-

[tional care, but “when ‘wé

‘actually. evaluated ‘them on-

“ly 35 were bonafide and the
remainder are in community
programs at the present

phise | . By

21 -think. the “impértant

ghing.‘}' about the. regional

scenter is-that’ the state in-

-vests' momgy, earlier in the,
course of care of the retard-
ed child. It thereby prevents
disability and long term in-
stitutionaljzation.

What kind of programs are
carried on outside the hos
pital? ‘
Outside of the hospitals,
we have a public school
program for all children
who are mentally retarded
Not just the mildly retarded
or the trainable retarded
which New York has, bl:lt
also a program in the public
schools for the profoundly
retarded. So if a child starts
out at a ‘profoundly retard-
ed level, at three years of

age he's in_]proveq to where

go

I think the other interest-
ing thing is the relationship
between the regional center
and the state institution. A
person can only be admitted
to a state institution if
they're screened through a
regional center. The regional
center decides that the state |

/institution s the proper toj¢/
-and the proper facility for

; that person, and we amita .
person to a state institution

~for a specific program-in“a
specific period 6f time. The"
case is reviewed and remains |
active with the regional cen- |

|
\

ter, even while the person is
in a state institution,
Who staffs regional centers?

The regional center is
composed of an interdisciplin-
ery group of professional
people- pediatricians, social
workers, public health nurs-
s, nutritionists, psycholo- !
gists, educators and this
kind § personnel. We also
have 4 community advisory
board that’s composed of
professionals who advise us,
Lastly, we have a mental
retardation = area planning
board that’s composed of
parents of the mentally re-
tarded, so that we have a
parent group that hasa poli-
cy input in the terms of
how the center provides ser- i
vices. I

+ - S 1
Inwhat way?' . 5 i [
“Well the! mental retarda-..
tion area plan actually gov-
erns budget, and'is proposed
and 'written by: the. parents
with the assistance ‘of the
professional staff on the
area planning board. The
regional center is responsi-
ble to the area planning
board - for implementation
of policy.

One of the more general
problems of medical care on
Staten Island is the conflict
between consumers and pro-
viders. There is 2 feeling
among some community
groups, particularly minori
ty community groups, that
providers (officials in hospi-
tals, and so forth) dominate
all programs on Staten Is-
land nd that this is a bad
thin  Is there a similar
prob  m in California?

there is, and I think
this 1 a universal problem
here i he states. ‘The medi-

; cal prc: assion has been'very |
(Strongly “entrenched - and.
fecis it hasdone @ very good.

10D ‘tern
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u just 'don’t huveJ
T-working pegple -
“everybody wpuld
“Cotsider middle-class. If you
want to say that the Staten
Island community falls into
the same bracket as the
black in Chicago, or the
.Chicano communities in Cal.
1ia; s Tegards to the
handicapped, you'd be very 4
«accurate. “The professional ;
community: ' hasn’t been
‘stimulated’ to take an inter..]
‘est in the kinds of services:
that handicapped children
need. It requires a lot of
cooperation and a ot of
obenness, or non-doctored
people to be part of the
treatment and service team.
As long as the going motto
on the Island is “the private
physician in the com-
munity” we’re not going to
get the kinds of contempo- |
rary services that have |
shown themselves to be less
expensive, provide better
services and turn out a bet-
ter kind of situation for the
families to relate to.

Ou  mentioned different
categories of retarded chil-
dren, can you explain that? .

The mildly retarded gen-
erally hasan 1.Q. from 50 to
75. We know that, with
good services, three fourths
of them will be self-suppor-
ting as adults. The moder-
ately retarded person, with
an I. Q. of about 30 to 55,
is a person who generally
needs guidance most of his
life. He can learn self-help,
self-skills and work in limit-
ed kinds of situations like
workshops. The severely re-
tarded person js a, person
with an 1. Q. ofi*idss than |
*30, and generally.is a:depen- l
dent person who'needs help |
“and 'guid&nge for the rest of
his life. "* ; ¥ N tile
Are these 1.Q."s fixed?

No. They certainly are-
n’t. It used to be, for exanr
ple, when I got out of medi-
cal school 20 years ago we
thought an 1.Q. was fixed.
When you were born say
your I. Q. was 110 and that
was it, regardless of what
| you did. We know now that
1.Q. is definitely an enngh-
ing process. The learmng
process and thg PCIS%'}?_W;‘Y“
of the person-his, ambitios
P p};wat;:iuﬂﬁ‘é
SN,

/B ia,

hawe&iqmwﬁw;g
physical problem? et

?JMEMQ?-: Rgtarﬁﬁ‘lgm' Yis “34
Bmitation of the inteéllect2®
ually handicapped, and
there are over 168 different
diseases that can cause that, |
Years ago we used to think |
it was primarily genetic and, |
|if you remember, 20 years
| 380 we sterilized everybody -
 who came near an institu-
tion in California, for exam-
 ple. Now-a-days we realize
|genetic causes of ‘mental re- |
| fardation*are not too com- .
;mon. Actually; most mental |
retardation, in” ouf " experi-”
‘ence’ is ‘envirorimenta] And.
the ‘lack of prevention’ {n "
this country to stop mental
retardation is one of the
greatest desecrations to the
health of children existent.
We are not doing enough to
prevent mental retardation.
What sort of environmental
problems cause retardation?

Oh, poor prenatal care,
for example.

What other problems do in.

stitutionalized retarded chil-

dren face?

Historically, an orphaned
child in a state institution
automatically became t;e

| “ward” of the head of the
institution in which he was
hospitalized. |In other
words, the head of the insti-
tution became the child’s
legal guardian. You can see.
the problems in getting such

a child out of the hospital
to get outpatient assistance
under those circumstances,
The California law changed
that, but in New York and
most other states nothing
has changed,

How do administrators of
state programs react to
changes in the direction of
more outpatient treatment?

* People who run the insti-
tutions are very fearful of
the new programs. After all,
it threatens their jobs. Many
of them oppose changes in
public and then, when [ talk |
to them as a friend; they
Cadmit we're'right” % .77
What prevents the regional |
centers from developing the
= inds of hureaiicracies
We see in state pr .ams? », |

Regional cen’ore in Cali- '
fornia are contracted to the

state. | By haying -diversg
tyoes_running,, the, program,

viously, creates a pressure to
keep patients in - to over-
crowd and so forth. The
situation at Willowbrook is
typical of New York - that
is how bureaucracies devel-

op.
Wli'lat first steps can be tak-
en in New York toward
developing the kinds of pro-
grams you have been talking
about?

The first step is to create
a diagnostic center and
show that it can work. En- .
courage the state to initia_te
a study of the problem.m-\
cluding a close look at diag-
nostic centers. I would start
by taking the first 100 ap-
plicants to Willowbrook and
show that 75 don’t need to

20.
Jo you think the grant ap-
>lied for by the Family Hos
yital Cpsljtign.will help?; . 3

! T wouldn 't count.on get-
ting it. That's like asking the
flax%d,-ﬁggeedsfitseﬁjq bite
itself;’In ‘California it was
the parents who brought the
changes. That would make
the difference here. :

Editor’s Note: Dr. Koch was
brought to the Island to
outline an alternative to
New York State programs
for handicapped children
(such as Willowbrook State
School). He is presently a
professor of pedzamcs_ at
the University of S. Califor-
nia School of Medicwe_and
Director of the Regional
Center for the mentally re-
tarded at Children’s Hospi-
tal in Los Angeles. He is
considered a natiom;! and
international authority on
the subject and, in 1955,
tlaunched the ﬁ'a;.;r _mz‘gr-dgr
cipling. “diagnostic. and sers
is,-zafﬁe,,w%‘f:ﬁ i

Hosltal s surs . yasrnd
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