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RESTRICTION CODES

Presidential Records Act - [44 U.8.C. 2204(a)]

P1 National Security Classified Information [(a)(1) of the PRA]

P2 Relating to the appointment to Federal office [(a)(2) of the PRA]

P3 Release would violate a Federal statute [(a)(3) of the PRA]

P4 Release would disclose trade secrets or confidential commercial or
financial information [(a)(4) of the PRA]

PS5 Release would disclose confidential advise between the President
and his advisors, or between such advisers [a)(5) of the PRA]

Pé Release would constitute a clearly unwarranted invasion of
personal privacy [(a)(6) of the PRA]

C. Closed in accordance with restrictions contained in donor’s deed
of gift.
PRM. Personal record misfile defined in accordance with 44 US.C.
2201(3).
RR. Docunient will be reviewed upon request.

Freedom of Information Act - [5 U.S.C. 552(b}]

b(1) National security classified information [(b)(1) of the FOIA]

b(2) Release would disclose internal personnel rules and practices of
an agency [(b)(2) of the FOIA]

b(3) Release would violate a Federal statute [(b)(3) of the FOIA]

b(4) Release would disclose trade secrets or confidential or financial
information [(b)(4) of the FOIA]

b(6) Release would constitute a clearly unwarranted invasion of
personal privacy [(b)(6) of the FOIA]

b{(7) Release would disclose information compiled for law enforcement
purposes [(b)}(7) of the FOIA]

b(8) Release would disclose information concerning the regulation of
financial institutions [(b)(8) of the FOIA]

b(%) Release would disclose geological or geophysieal information
concerning wells [(b)(9) of the FOIA]
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July 1, 1993 ‘ |

For more information contact:

POSITION OF VOICE OF THE RETARDED
0N
NATIONAL HEALTH CARE REFORM

Voice of the Retarded founded in 1983 and with
members in 47 states, is a not-for- proflt organi-
zation representing families with mentally retard-
ed members. VOR supports the concept that a varie-
ty of services are required to meet the long term
health care needs of mentally retarded persons.

I
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James Enrietto, Administrator or Polly Spare
VOICE OF THE RETARDED g : Preszdent
Tel: 708-253-6020 ‘ Tel 215-348-4059

Fax:

708-253-6054 ' Fax: 215~348j4029




MAJOR VOR CONCERN IS
FOR LONG TERM CARE AND TREATMENT

FOR PERSONS WITH MENTAL RETARDATION
|
Because mental retardation lasts from birth tio death, VOR

1

believes that a major goél of health care planning| must be

: §
assurance of long-term care and treatment so that %merican

families will not be impS?erished and destroyed by;the burden of

v

I
v

home-care.

Today, U.S. health care delivery to our disabled population
, \ |
--projected by A.A.R.P. to be 8.9 million by the year 2000--is

financed by Medicaid, Med%care, and private insurangce coverage.

)

This includes about 250,0@0 persons with developmental

l
disabilities who reside iq state and privately operLted
|
care/treatment facilities for mentally retarded persons.
i
i

Financing for this population provides:

SKILLED ACTIVE TREATMﬁNT for persons with severe or profound

" mental retardation. i : 3

!

INTERMEDIATE ACTIVE TREATMENT for persons who are moderately

or mildly mentally reéarded and or are dually diagnosed.

CUSTODIAL CARE for persons with mental retardation often
residing in nursing home environments. Typically custodial

care provides assistance with eating, dressing,

bathing and mobility.




CUSTODIAL CARE MUST NEVER BE ONLY LONG TERM{CARE OPTION
. ‘ o ! :
Persons with severé and profound mental retardation need
P !
skilled care. These are people who have mental aées of infants
‘ ' |

t
H

and young'éhildren. Some are subject to life thr%atening selizure

I . |
disorders and other neurological impairments. Théy'can be
|

afflicted with physical éilménts and be wheel chaiF‘bound
medically fragile, blind deaf or any combination of these
disabilities. Others suﬁfer from Autlsm, Prader Wllll, Pica,

| A { o i
Cerebral Palsy, etc. i ’

" Survival for some of?these people often requires a variety
| .
of medical skills and intervention provided 24 hours a day by
. ! .
technically trained staff. Life sustaining and te%
s

equipment as necessary supports, must be available an specialized

hnological

t
v

residential facilities.

\

WHAT MUST BE DONE ; E

Experience clearly indicat%s the need for: \
An array of fac111tieg, public and private, laﬂge and small.
Reasonable choice opt;on of vendors of serv1ce\w1th parental

i

concurrence. 5 i
? 1
Enhanced and enforcedquality assurance standards.
Better self discipliné within professional groubs (doctors,
¢

lawyers, etc). 1

Basic dental care for persons of all ages.

£
H

|
|
!
|
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Controlled expenditures by:

Standardizing costsi of medical procedures without presenting
|

disincentives to continued medical advancements.
i
Simplifying administrative and claim proceduries.

Eliminating malprac%ice damages and supporting tort reform,

!

i

SOURCES OF FINANCING FOR!LONG TERM CARE

Better-administeredtMedicaid—Medicare or an equal or better
social insurance érogram.~

Elimination of Medi;aid/ﬂedicare fraud.

NOTE: Cost projections must be actuarially sound.
i

i
! |

H

SOCIETAL SAVINGS |

An investment in appropri@te mental retardation care:
!

Minimizes catastrophes.
;

Enhances family stability.

Reduces homelessness.
{
t
i

Improves community acceptance.

Helps to prevent losses by poor supervision, poor training
and low pay. i
Contributes to reduction of costly litigation.
‘ .

Reduces prison populétions.
i A
Offers new treatment ' options (cocaine babies, and fetal

‘ [
alcohol syndrome victims).

Improves the qualityiof life for millions of people.




~ THE WHITE HOUSE

| WASHINGTON

- July 12, 1993

) _ |
MEMORANDUM FOR CAROL RASCO, MIKE LUX AND CHRISTINE HEENAN

FROM: Debbie Fine |

SUBJECT: Voice of the Retarded
l
|

Voice of the Retarded (VOR) is an advocacy group [primarily made
-up of the parents of developmentally disabled 1nd1v1duals,
although providers and professionals working wlth the disabled
are also included in the membership. VOR descrlbes its mission
as supporting services: ithat, "best suit the needs of each
mentally retarded person and his/her family." This includes
institutionalization for those who are severely disabled and more
independent living serv1ces for others. |

I would note that durlng the last year Mike Lux and I have worked
closely with people with disabilities, and have never come across
this group before. We have, however, worked partlcularly closely
with The Arc, an advocacy group primarily of parents of the
developmentally disabled who support home and communlty based
care. Paul Marchand, Director of Government Relatlons for The
Arc and Chair of the Consortium of Citizens w1th‘Dlsabllltles,
describes this group as one that advocates 1nst1tptlonallzatlon
of the developmentally’dlsabled - rather than the!more middle of
the road way they describe themselves. According to Paul, the
membership of this group is probably 5-7,000, spannlng 10-15
states. (Voice of the Retarded would not tell me their membership
over the phone.)

My sense is that the pﬁilosophy of this organizatlon leans toward
earlier beliefs that institutionalization is the better option

for developmentally disabled individuals, in contrast to today’s
prevalent belief in home and community based care. The latter is
what the majority of dlsabled advocates support.

For .your information, I have attached copies of the brochures of
both the Voice of America and The Arc.
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SENT QYIRS OX 135?339&31‘1\31:0 * ""E‘_:N LA S ST Tlia ks SIVEE YR OTEEROERITOT
VOICE OF THE RETARDED);, 1‘%
: ~ 5008 Newport Drive
‘Suite 108
- RolhngMcadows.lLGOOOS .
(708) 253 - 6020 - Phane (708) 253 - 6034 - PAX/Phone
July 8, 19903
‘Ms., Carol Rasco .o Qﬁ .
White House Domeetic Pelicy Anvxscr
The White House o 3"
Weahington, D,C. 20500
Dear Ms, ﬁaaﬁo: o
When I read the June 18,;1993 grticle about you in ¢He New Yor%k
Times I realized that you arc in o unique positiou td|help vith
the health care plans for the developmentally disabldd. 4Ae the
mother of a retarded son and -daughter and president df this -

national organigation I believe that one of the most tragic
consequcnees of the current sysiew is that it has ofgen d1vided'
parents and aet them agalnst sach other.

Someé fael that all‘develqpmen:ally disabled people sHould be in
amall group homes integrated into a community. Otherk believe the
severely disebled need the greater protection of a 1i rse canpus~
like facility.

Our organization bdelieves that different levels of retardation
. racuire diffcreat levels .of care aud we therefore takg a both/and
J‘rather than en either/or ,position on this question. The retardec
© are not all mlike.  Soume'cen prosper well in the maingtrean,
Others will he easy victims, particularly those with fragile
medical ‘conditions, blindness, deafness, or a dual dipgnosis of
' mental illness and mental retardotion. BSome will be B dunger to
theaselves and others. | , : .

We have Two requests. A group of parents from Minnespta preparcd

8 16 minute vidcotope that 1llustrates 'Lue position o
wanct state operated large facilities for their adult

are encloaing it for your review, In addition, many

parents are coming tn Washingter, D.C, the week of Ju
edvocate for loang-term residential care for these sev
disabled people. We would like you to meet with thenm
sre in Lhe capital, Since time is short, we would ap
phone call to let us know your decision.

f those who
children, W
hf these
ly 11 to
Eraly . -
while they

preciq&tQ/

I
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resident : “”,/, .

- : Pa———
Pho 5-348-40€9 <
. QI‘ 202-638-1616 afrear Fridemy July O, ' :
——mmwmm working for Parscns With Mevllal Retardation

Non-Profit +  Tux Exemp! Vohuntnry
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VOR IS DEDICATED
" TOTHE )

FOLLOWING PRINCIPALS -

> 10 Creaie an awareness o!VTM% our
mmmdgnais

« tobe the foremnost national organization

- to promote the general welfare of all
pumwmmmmdmn

* o assure quality care, aamuu%ﬂsar
wm&sandeuinxrovatheqnmﬁnrotmh
] fora!l o

mwmmmmmmnmm

to the genaral pubiic, families, lawmak-
eﬁusumaandﬁuﬁnﬂtﬁkﬁﬂ&

-lnmﬂasanmwumnnxpamumaﬁnumas'

guanians}and:an;uusonswuho are
mentally retarded.

« to review and monitor legislation that

would impact on developmentally dis-
aubdpamnnsandﬂnkhmmﬂes

-uapmmumaﬁoawmnoldMuno.aspaw

VOICE OF THE RETARDED

i
i

Vo,

'IE

FOUNDEDj!BS“

P

trum of treatment/rehabilitation ser-

vices, and residential services to meet
the spacial needs of special citizens.

-urpnmeBramnmduumaﬁmiadmwa

prevention and uummmmmtcﬂ nnumd."

rdardalnon

.uaseakcanmgpuuwnsuasunpmnour

sfiorts on behalf of those who cannat -

speak for themselves.

5005 NEWPORT DRIVE
SUITE 108

ROLLING HEADGHa IL° 60008

mnoa)zswozo |
FAX (708) 253-6054



WHO ARE WE? PURPOSE

Woe arean orgamzmion olparonts
tamily members, providers, profession-
als, friends, and affiiated groups in 47
states who are invoived with people in
institutional settings, community Bving
arrangements, or at home. We strongly
believe that a spectrum of services must
be available to mest the diverse needs
of cur M.R. population. _

_resource for familes with mentally re-
. tasrded members. We provide informa-

tion, support, and advocacy services

sues which will affect the mentally re-
- tarxded. We seek to create a wholesome
- and produciive attitude about a variety
- of residential models and support ser-

Our geneval purpose istoactasa

accordingtoindividualandgroupneeds.

We keep public officials, legislators,and -
the general public informed about is- -

g
"¢
&
o
. K= a
g9 < |
_ 3£ o
: o | ~ vices which will best suit the needs of agg N
WE ARE A STRONG VOICE each mentally retarded personandhis/y o 8T 8
“BEINGHEARD -~~~ =~ herfamily.” XB8S°
. = o
ACROSSTHE,USA S mmmm wgse |
FRoM R wai® |
NORTH TO SOUTH . Paticipation inpaneland mediadis: £ 8 + @
EAST TOWEST cussions to bring information to the E% 8« é
' - mmmmw S c2 |
poople. we .
_ - Q8&2c¢s
. Temmnybemr'mm,sm.m Oep =
HISTORY local governmenta! bodies regarding ><2 é
' the problems of the retarded. 2EE
vonwasmoorporamdmsasuy | #a=3
_ agmupolllhmsmmsmmspomm——“w‘—mhﬂdawmﬁ’ [ B
proposed faceral tegisiation that would - 2
have phased out all larger facities by Mvomcymbehallofgmspsmd_~ 5 ;
withdrawing eligibility for Medicaid fund- ndividuals in residential, community, £ & .
ing. VOR was instrumental in dsfeating orhome settings. ) | -
o w
e ey e % - ltoroton wth thorparentogan- $5 ¢
3 | zations who work with the 22 £
community homes as well as Iargef S
faciities. . | wsmzvounswmm |

meneussmmmmumsns SRR

If Individual:

" O Legal Guardian EJ Cmmgd Cltizen

O Relative O Friend
[J State Faciity [J Home [ Priv. Lioansed Facility ] Cummunity Living Amangemen

Relatonship: O Parent - CJ Sibl

Ratardad parson raskdas at:

|
ing

s ey Y] N T A SEASAT Of . PT A

if Association Name
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a nationa! organization on mental retardation

INTRODUC'HON TO THE ARC

\MﬁisTlaAm"

“DxeArc’xsthenewmmed‘aéZyew-oldwganmhon
" known far many yeass as U Associnlion for Returded-
Citizens of the United States, -

. Ttis the nation's largect sole
-dwam:mmvusx&ehmdandww Y

with mental retardation and their familiex The assaeiation
also fosters research and education regarding the preven-
tion of mental retardation in infants and young chaldren.
ccates concng o orgpeien e ool &
0!
‘ ;zmm:mwmquwg]&ﬁmw
ter leaders, parents and people who have men
- mc uncomfortable over

retardation had
careless, jate and use of the label
“retarded.” wcrdtheufumbmmaumcwptablemths
R
new name n
Amonnlargamahononmexﬁ As affiliated

clmptemchmxgetlwnmato“me&'c,’whwmlmvea
% reﬂecﬂngolzecumandformcaa

thisﬂekv?

'IheArcxspeople peop}ewxummntalretmdanonand
other & parenumdother&mﬂymmbem.md
tardution and professionals

ﬁ-xendsa?
who wark ehem. The Arc is essentially a grass roots

srganization
other soncerned individuals, ﬂwreamMOOOO
m?%mMand Aramﬂm
nanon Haadqum'tersxsm

| andﬂheAze’sDeparmmﬁGwemenmle

~ and avoid the human immunodefi
- AIDS;

ﬂxeAmsmansw:tthsahxhhesAd,

fomedm mobynmnng'oupofparemm

Mission Statement

The Are, o natlonal arganization on mental retardation,
securing for oll pecple

community.
Through the successfil uzt and justice,
The Arc will provide Ieadersmpmm ofquahéy men.t{al :
retardzion mzddewlopnaceswyhmmdﬂmnaal

rem‘ee:s to attain is

The Arc works to provide more than 7.2 milliofi -
mmhawngmcnzal on and related disabilities with
Eommrnras -
grea persg -
also exists because people with mental retardation
t0 ensurs that their ri asamemofﬂnswunu-yaré

Wmmdumrmﬁsdmmﬂ

Pmmdmmmmmnmefmchmﬂ
targetawxdemaged’needsof

g of s mgﬂdf@

mmmandreceuteﬂ‘orts,whmhalsom&udewenmn .

|
.Gaxhermgand d:saemumnngmﬁrmm t.cﬁas
mﬂmﬁmmpwplewhohaveafamﬂynmem m

« Helping pecple with mental retardation understand -

eieney vimg, which mmas

|

Asswtznghxsmessesmcomﬂymgmthprovmomnf
» Educating prospective parents about
cauaesofmentalrawdaw pumcularhr m'i
yozmgadu)!smthmentalretardaumrea})w

. Helm
their full as happy, pmdnctve dtizens, )
In ion, twn Inng-tavm peojects, the National !

Employmont and Training Program (NETP) and the

 Boghioy g S p e sl

adults with mental retarﬂahonﬁndpbs. The lo»year-cld

Bioengineering Program has nnuonalawards?r
its achievements in applying 's tachnologies to help!
c}uldmnandadultsm&memalremdnmnmnhtherpg
d:sahﬁhnesemoy Co

In advancingmm&momrgihom also workswith.
© » organizations ns tackling similar obecqvem

. ethenation’s pohc,ymaka tn protect rights and
mmprove
: .ﬁmapubbcablarge,toedumteaﬂpeopleabwtme
retardation and its prevention. nkal

. Because of its knowledge, resources and commitment,
The Arc has more than ﬁdﬁmum and videos which
are available to anyons information on research,
erployment, prevention, family and orgamzabunal issuess,

Naiional Headquarters 500 E. Border. St., Suite 300, Arlington, Texas 76010 (817) 261-6@0’3“

MPZ'



Whalis the struckure of TheArc?

The ctate and national components of the organization
are the products of the local chapters and work to serve the
ohapms in conducting activities which are statcwxde and

national in scope. .

Volunteer-dnve hcyanddxrecﬁon,ananonai
. byapr&ndmt,mtvﬁ:d ‘
‘ mdent,sea‘etmy Their decisions
glsmamdou:byam :

How is Thie Arc supported?

The Are is a 501 (eXR) nonprefit, tax-exempt corporation
: anddsnves:tsmpportpmnarﬁyfmmtsmemhmshxp,
government grants and praject grants from foundations.

Corporate donations are generated thr
sponsorshm programs of The Are, through employee

and eorpofate promotxons. Additional
the association’s co-sponsor-
- ghip of Afﬁpmty credit and long-distance telephone
programs, in which the participation of supporters
triggers company contributions to The Are.© . -

The Are also participates in the Combined Federal
Cumpuign Overseas in which foderal employees and
members of the armed aemceseontzibutzwsome&
natonal voluntary huulils organizations.

Imhdv;dnah may also eoa%hm to The Arc t}umzi}:ﬁ

companies, and ﬂu&%&d

app property.

~ 'BwFomxhuonof’I‘neArcdthoUmdStawaas

" established in 1988 to rt future operations and special-
D of The Arc. A $4 million endowmentfundisa
%mpwdeapemmm&mﬂm for The

'mwmlgamwmmmjm?

Ths best way of getting current,
abouz’meArcandimam\dhcsuawe
the mental retardation field is by & member.
Members mmymmm , the
assodanonsmhonalnewspaper,mbmasayear

- All loea) and stata chaptars receive The Arc Now
mnﬂﬁy,uwd&ermumofnewsmﬂnfnrmahon,axﬂ
TheArc’sGawnmmW twice
manthly and offers & detailed of governmen
admﬁeswm}mgthehvw ofpeople whnhavemental
retardation.

mmlbewmhvdvednmmt:? |

Youeanﬁndmoﬁbenlcthtemof'lbe;&rchstedmme
) whxtepa@saf‘&xephombook Since are stllin

chaphers
. their names, they may be listed
bea?%anon R&mded&bzens”w‘m:fmt
. Ifyouwuwtﬁndalwalchapter amambersh:p
applieation apmmﬁnttheendd'fmsﬂyer When you
return it with a dues payment of $15, you will become a

member of The Are at the national, state and local levels and
be advised of your ¢losest chapter.

tal

Chapters differ mthexrsemweandmwea.s, offeringa |

diverse array of activities and opportunities for becomning
involved with the hives of children and adults mth mertad

gxﬂsgwhaswﬂh,tmsts,lifemmm securitiesand/or

toinformation | 1
ﬂwlamtmwam’ ‘

L |
i |
|
N |
|
|
i
I
|
i
|
]
I
|
I ) et I
’:()A&mn%nmhummtd$ isenclogedin :
|

i

i

i

|

i

|

|

i

|

i

|

I

|

I

i

‘IName__

EE L
|

rwetardatxon w\d thair famitias. There are many succeéﬁx)
parent support groups. Citizen advocacy and self-advocacy
public education effoits

:ﬁmms. recreanonal activities,
‘ employment m@ns also are available through many
B .

local chapters. It1 that your talents and akills are
neededbyadmptermyourwﬁ:numty

;Mmlmhmm
Mmmmrdmyoucﬂnmppo&tm&c’s

" sarvices and

programs,
» A gengral contribution - to support the work of all;
o Restricted gift - to supportap interest, -
program fund or research pro;ect, : '
o Designated gift to support a pamcular progrém or

, semcaamd"m Arc;

' o’h‘lbmgiﬁ:mhonorofaﬁ'mzdodwedm,
‘ dg:ﬁ:mmamoryaf&oﬁnendarhvdom;
: Bvqucst cash, securitics, ife insurance or property;
. « Planned gift through a will of cash or pro
B it 24 to tha 'ﬁ'm!mdxhnn of The Afw

pmantatNaho Headquarters,PO.Box

hn%mg?éo oruse&:etdep)wnanmberéhted

p---——--n————n-nw-h—

IForfurther nformation: on how 1o join The Arc infls

|nissim pleasesmdhfolow&giﬂanﬂionau
|( ) mmwm - I
'( ) mGMmdmenmlmtardnﬁon

}( ) 'l‘heFoundnnonof'IheArcaninsprogxm

|Iammtereste&mtbefollomng plannedgmng ‘

i

()“ChﬁsMadtemgbtWow"

l( ) “Gifts of Appreciated Property’
“Reﬂectngon'fmnmomliw"

|Yesu want to support The Arc’s efforts...
mmbemh:pfeeafSleemlosed.
amountof$___ __  isenclosed.

]()Adon:tponmtlxeamountuﬂm_ﬂ.__ﬁendmdm -
=() —

|
|Adm

o Sute______Zio_
l’l‘clopbone( )J
|

DNaytima
Evenings

: }Makecheck.spayabletn’l‘he.ﬁ.rcandremto

lNauoml
] P.0. Box Box 300849

jArlington, TX 76010
For more information please call:
éB 17)26 1—6003/FAX (8 17)27 ‘7 »3491:"IDD (8 17)‘.”7‘?-&"»’%3

R.evxsed Febnmry 1992
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NOQO. 92-351

IN THE
SUPREME COURT OF THE UNITED STATES

October Term, 1992

LEONARD E. HELLER, SECRETARY,
KENTUCKY CABINET FOR HUMAN RESOURCES,

Petition e'r,
V.

SAMUEL DOE, BY HIS MOTHER AND NEXT
. FRIEND, MARY DOE, ET AL.

Respondents.

| On Writ of Certiorari To The
i United States Court of Appeals
: For The Sixth Circuit

BRIEF OF VOICE OF THE RETARDED (VOR), ET AL.
AS AMICI CURIAE IN SUTPORT OF PETITIONER

‘ William F. Sherman
! } Attorney for
‘ Voice of the Retarded

504 Pyramid Place
221 West Second St.
Little Rock, AR 72201
(501} 372-3148
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VOR IS DEDICATED
TO ‘
THESE PRINCIPLES

*+ A more cautious approach to the
downsizing and deinstitutionalization of
large facilities for developmentally dis-
abled persons.

» Program design based on individual
need.

« Choice of residential and rehabilitative
~ --services and supports. = - o

* Empowerment of families.

» Federal/state standards of quality
assurance measurable in terms of
consumer happiness, freedom from

harm, training, programmatlc contmuuty

-and quality of life. - - - -
* Independent monitoring of all programs.

» Continuing education of federal/state

VOICE OF THE RETARDED

O

FOUNDED 1983

officialsand the generalpublic as to the
diversity of the population of persons
with mental retardation.

» Research into causes, prevention and
treatment of mental retardation.

5005 NEWPORT DRIVE
g SUITE 108
"ROLLING MEADOWS, IL 60008

PHONE (708) 253-6020
FAX (708) 253-6054

JAMES ENRIETTO
ADMINISTRATOR .



HISTORY

VOR was incorporated in 1983 by
a group of parents in response to pro-
posed federal legislation to phase out
larger facilities for persons with mental
retardation by withdrawing Medicaid
funding.

Today, new initiatives threaten to
eliminate small community homes,
as well as larger facilities.

PURPOSE

VOR providesinformation, support

and advocacy services according to in-
dividual and group needs. We keep pub-
lic officials, legislators, and the general
public informed about issues which af-
fectpersons with mental retardation. We
support alternatives in residential living
and rehabilitation systems which best

- suitthe individual needs ofapersonwith -~ -

mental retardation and his/her family.

ACTIVITIES INCLUDE:

WHO ARE WE?

« VOR is a national not-for-profit advo-
cacy organization that strongly favors
a variety of services and supports to
meet the long-term care/rehabilita-
tion needs of persons with mental
retardation.

* VOR members in 47 states include
parents and families of mentally dis-
abled persons, providers, profession-
als, friends andaffiliated groups. Mem-
bership is open to all who share our
concerns.

* VOR opposes the rush toward

mainstreaming all persons with
mental retardation.

* VOR is a resource for related health
care data, federal/state court actions,
and national/state legislation.

+ VOR maintains a speakers bureau
Broadcast Interview Source.

° VOR has a 21-member board of di-
rectors, whose officers are:

and is listed as expert in the national - -
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«—Testimony-before federal; state, and
local governmental bodies regard-
ing the problems of retardation.

* Advocacy on behalf of groups and
individuals in residential, commu-
nity or home settings.

+ Cooperation and interaction with
other parent organizations which
share our concerns.

President: -
Polly Spare, Doylestown, PA

Vice Presidents:
Terry Turner, New Orleans, LA
Warren Snow, San Diego, CA

Secretary:
Biti Whetham, Des Plaines, IL

Treasurer:

Caroline Walsworth, Arlington Heights, IL
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‘.MEMORANDUM‘, -

“TO: . U. S"Senators;and Representatlves and their staffs .
FROM: - thlllam F. Sherman o »‘f,:'fj*-%'
. - Attorney at: Law R

PRENEE

SUBJECT:; Issues regardlng the developmentally dlsabled

| DATE: ;'July 9, 1993 j‘ Lo *=~1~ “ ﬁ.~
1.  As you might remember, I represented the Arkansas state-wrdej
parents' group (AHDCR) in Baldridge v.‘Cllnton, which was
“dismissed by Judge Woods, 'to the enormous joy and relief. of the
parents (about 1,000 1n!number) I represent. Advocates for Human
Development Center Re81dents in Arkansas' and similar groups .in-
- all states have endured for many years the attacks upon our

larger public facilities “for developmental disabled persons.. The -

pchallenges have been constant. It grieves us that we must look
forward to many years of meeting the contlnulng attacks in the
courts, legislative bodles, and other governmental agencies of
our country (advisory and decision-making). Many groups which
.are initiating the actlons to effect public policy changes are
\supported directly by public funds, which has created substantlal
'unfalrness to people 1nterested ln preserv1ng the: centers. .

2. I am now servrng as law commlttee chalrman for V01ce of the

~ Retarded (VOR), the Chicago-based organization which has done so‘f:

.much to challenge the de- 1nst1tutlonallvatlon ‘contentions of
~groups favoring closureland dowri- 8121ng of our. larger public’-

~ facilities. VOR'is a rapidly -growing organlzatlon ‘which has as
members most public developmental centers, individual - parent.

. organizations, coalltrons -0of parent groups, .private residential

~ facilities .(both large and group home programs), .and thousands of
individual members in 48 states. ' VOR exists today because no
‘other organization represents the needs of developmental center
'resrdents and thelr famllles. ‘

3. our members, parents and relatives throughout the country
are exhausted by the barrage of assaults’ upon our centers, whlch
we honor as we do other basic institutions in the society - ‘
‘,churches, schools, and publlc facrlltles. ,Our group supports the
- expansion and lmprovement of community support systems for - ¢
‘disabled people. - However', many communlty activists (most. of
whose disabled relatives would never be considered- qualified for
admission to the larger facilities), express no appreciation or
. concern for the needs of our children. We do not oppose the
- civil rlghts movement for disabled people. It should be -
recognlzed however that most people seeklng greatet opportunltles
in employment and community housing and 'in the work place are. .not
people. who would quallfy for admlsSLOn to a-human- development
‘oenter. L : . g o
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. 4. Pre51dent Bush announced that 47 mllllon Americans would
. benefit from the Americans with Disabilities Act passed in 1990. .
Most families of developmental center residents do not think the'
ADA benefits them or thelr disabled loved ones at all, although-
they do appreciate that there are beneflts for many other people.
The last Developmental Disabilities Act . passed by Congress, in
Jits preamble, stated that there were 3 mllllon developmental
.dlsabled persons in the country ‘_ SR :

I
v

- 5. By law, persons ‘with developmental d1sablllt1es have one or
more-of four different disabilities: mental retardation,
epilepsy, autism, and cerebral palsy. Persons with mental B
retardation are now included w1th1n one-of four broad categorles,‘
based upon the severity of mental 1mpa1rment mild,. moderate,

- severe, and profound. Statistics show a basic d1v1s1on of the
- percentages of those within each of the four: categories as
follows: mild 90%, moderate 6%, severe 2-1/2%, and profound l—
1/2%. Most of those persons Stlll residing in our larger.
congregate facilities- ‘are severely or profoundly retarded. Most
of those with higher levels of mental retardation still residing

“in the larger facilities: have other disabilities which make it
difficult for them to- functlon 1n the larger soc1ety

'6; ' Most of the people now res1d1ng in human development centers.

"are "at risk" when they are living in the society at large. Many
are at risk because theyido not recognlzelthe dangers existing

. there.. My own twenty-three year old, disabled son ‘has been
‘injured far more -at home than while 11v1ng at Arkadelphia  HDC.
Last winter, he sustained a serious fall at home.  He suffered. ‘
4abras1ons and laceratlons on his hand and' abdominal area, but was
not seriously hurt. He could ‘have been severely injured or '
killed. This incident was reminiscent of' the time when he lived'
with us full time.’ Briefly out of our sight, he walked into the
street and sat down. We‘were shocked to find him there with-a
car stopped two feet away blaring its horn. There were hundreds
“of such. incidents ‘when he lived at home, from swallowing objects -

" to cutting himself on sharp edges. Supportlng him at home became

an exhausting challenge, which was reason: enough to justify his
. admission to an HDC. But more importantly, he has learnhed at
Arkadelphia HDC things we could never teach him. 1In addition to
the structural support systems there, he has access to tralnlng
and treatment opportunltles which he would not have at home.

7. When I first became actlve in the natlonal and state .
‘¢controversy, I thought advocates for de-institutionalization were‘-
simply ignorant of the realltles. It has been a chilling, ‘

‘”-,shocklng revelation to me and my family to learn that many of the

advocates, usually profes51onals and families of people with

A‘ different or lesser 1mpa1rments, are actually w1111ng to accept

- the dangers for-our.most severely affllcted people in the
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ccmmunlty They make such statements as "llfe is not worth .
~living if 1t is in an- 1nst1tutlon" and "in the balance, between ‘i
-freedom of the community and isolation. and segregation of _
institutions, we must have the freedom of ! 'community." It 1s .
becoming recognized - what ‘many families have recognized all =
along - that community living - arrangements are for some people -

©  far more restrictive than the larger facilities, which is the

~ basis for a new revelatlon ‘in the DD field called '"paradigm."

Many advocates are  now saylng that only llVlng in private

residences -is acceptable |(with families or in foster care) for

- disabled people. Nothing better 1llustrates our .¢ontention that -
- the de-institutionalization movement in this - nation has been

filled with deception and misrepresentation than this .new concept j[”

- of "paradlgm change, " whlch means simply "model or pattern." The
.new model is to :send the {disabled people from residential care .
facilities, large and small to their homes, and if their parentsl

cannot accept them or are no lcnger llVlng, send them to foster
‘care.‘_" . 1\ o _ i- . s
L | e . _ :

- 7. I am enclosrng for ycdr 1nformatlon copy of an am1c1 curlae
brief which I wrote to the United States Supreme Court in the .
Heller, recently decrded.A I send it only!for the information it
provides.. The views. expressed reflect the posrtlons of v1rtually
~all families whose disabled families reside in the larger . -

/. centers. In a period of[seven days when I was writing this |

brief, 103 parent organlzatlons nation-wide requested to join the
brief as amici. There was not adequate time to make contact with.
many other groups, whlch;have 51nce 1nd1cated they would have
jolned also. L .; ; 1 . . .

. ' . “t . = g )

'8.’ The U. S Supreme Court 1n 1ts de0151on dellvered on June 25
1993 resoundingly:. affrrmed ‘the rights of parents to. participate
in proceedings concernlng thelr disabled children:.. The Court
‘accepted the position argued by VOR; the Court denied arguments
“made by many old-line advocacy groups 1n our natlon Wthh took

* the other s1de of the 1ssue. : .
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|
T0: OFFICE OF ASSISTANT TO PRESIDENT FOR DOMESTIC POLICY
ATTIN: ROSALYN KELLY
FROM: CAROLE LYNN SHERMAN

. JULY 12, 1993
RE! VOICE OF THE: RETARDED MEETING WITH CAROL RASCO MONDAY,
JULY 12, 2:00 B.M. |

!

Following are the ten (10) participants at our meeting:

Carol L. Sherman Arkansas |

Carolyn Cowans Aj Tennessee

Mike Sullivan : Wiéconsin

Carolyn Walsworth . Illinois

Marty Pratt i Illinois

Louise G, Underwo&d Kentucky P
Pblly Spare | Pennsylvan%a

George O'Donnell ; Wisconsin |

Alexine Wells E California;

Sandra L. Held  Louisiana f

Thank you for your cooperation,

" ———



VOICE OF THE RETARDED

5005 Newport Drive -
| Suite 108 ‘
" Rolling Meadows, IL 60008

(708) 253 - 6020 - Phone : 5 (708) 253 - 6054 - FAX/Phone

July 8, 1993

Ms. Carol Rasco

White House Domestic Pollcy Advisor
The White House . ;
Washington, D.C. 20500

Dear Ms. Rasco: E

Times I realized that you, are in a unique pposition to help with
the health care plans for the developmentally disabled.  As the
mother of a retarded son and daughter and president of this

national organization I believe that one of the most tragic AU@&\
consequences of the current system is that it has often divided '

parents and set them agalnst each .other. 'i _ R ' (ﬁkhef\b&hJ
[ 1 .

Some feel that all developmentally d1sab1ed people should be in .
small group homes integrated into a community. Others believe thé\ ‘¥U““00h,
severely disabled need the greater protection of a large campus-—- X

like facility. , _ | *\%}Q C%QVQ

When I read the June 18, 1993 .article about you in the New Y;ﬂQ&X§‘ UJQﬂRg

Our organization believes that different llevels of retardation ' "
require different levels of care and we therefore take a both/and
rather than an either/or position on this 'question. The retarded
are not all alike. Some can prosper well 'in the mainstream.
Others will be easy victims, particularlyjthose with fragile
medical conditions, blindness, deafness, or a dual diagnosis of
mental illness and mental retardation. Some will be a danger to
themselves and others. 3 ‘

f i

We have two requests. A 'group of parents from Minnesota prepared
a 16 minute videotape that illustrates the position of those who
want state operated large facilities for the1r adult children. W
are enclosing it for youri review. In addition, many of these
parents are coming to Washington, D.C. the week of July 11 to
advocate for long-term relsidential care for these severely
disabled people. We would like you to meet with them while the
are in the capital. Since time is short, ‘we would appreciate a
phone call to let us know your decision. |

Yours sincerely,

/&c_;

Polly are ¢ . ?
Pres1dent o - '

Phone 215 348 40

dividuals and Parent Groups working for Persons with Mental Retardation

Non-Profit - TaxExempt - ' Voluntary



T BT (53 @6:15 £XOTIC IS-aTSE
MESSAGE BY FAX TO: CAROL RASCO ‘ - |
DOMESTIC POLICY ADVISOR TO THE PRESIDENT
FAX NO. 202-456- 2878

FROM1 RDTF 1. ]RHFRMAN
P6/b(6)
DATE : - JULY 9, 1993 |
RE 1 REQUEST FOR MEETING WITH NATIONAL HEALTH

CARE ADVISORY BOARD MEMBER/MEMBERS
REGARDING LONG TERM' CARE FOR SEVERELY
j RETARDED‘CITIZENS
T |
DEAR CAROL, { ’ j
I AM SENDING ALONG A MEMO OF INTRODUCTION FOR YOUR USE.
THANK YOU FOR YOUR CONSIDERATION IN ARRANGING A MEETING. I
WILL BE HAPPY TO COME TO ANV MEETING ALONE; OR, IF IT IS
APPROPRIATE, I WOULD LIKE TQO BRING SOME FRIENDS WHO ARE

ACTIVE IN VOR. | |

I HAVE TOLD ONLY BILL AND THE PRESIDENT OF VOR (POLLY SPARE
OF PA) OF THIS REQUEST. ‘

Wyt &)\\»‘ﬂ%,\,@«/

f§ ) K\MJ}L |
Yoacd 1 . - e
(Jﬁp) fﬂgu if/~b/r\ ' __j)ﬂ}ﬂ/{§

(’ i
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Wlthdra§ al/RedacUon Marker
- Clinton Library

DOCUMENT NO. SUBJECT/TITLE ‘ ( DATE RESTRICTION
AND TYPE ‘ ;
. ] ' .
001. letter From Carole L. Sherman re: Vé)R (2 pages) 07/09/93 P6/b(6)

P
1 : ' I
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This marker identifies the orlglnal location of the withdrawn item llsted above.
For a complete list of items withdrawn from this folder, see the
Wlthdrawal/Redactmn Sheet at the front of the folder.
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COLLECTION:
Clinton Presidential Records
Domestic Policy Council
Carol Rasco (Meetings, Trips, Events)
OA/Box Number: 4592

"FOLDER TITLE:
Voice of the Retarded 7-12-93 2:00 p.m.

! rwld7
|  RESTRICTION CODES!
Presidential Records Act - [44 U.S.C. 2204(a)] ‘ ) Freedom of Information Act - [5 U.S.C. 552(b))]
P1 National Security Classified Information [{a)(1) of the PRA/ b(1) National security classified infoermation [(b)(1) of the FOIA]
P2 Relating to the appointment to Federal office [{a)(2) of the PRA] b(2) Release would disclose internal personnel rules and practices of
P3 Release would violate a Federal statute [(a)(3) of the PRA] & an agency:[(b)(Z) of the FOIA]
P4 Release would disclose trade secrets or confidential commercial or . b(3) Release would vielate a Federal statute [(b)(3) of the FOIA]
financial information [(a)(4) of the PRA] i b(4) Release would disclose trade secrets or confidential or financial
P5 Release would disclose confidential advise between the Presndent mformanon [(b)}(4) of the FOIA]
and his advisers, or between such advisors [a)(5) of the PRA] b(6) Release would constitute a clearly unwarranted invasion of
P6 Release would constitute a clearly unwarranted invasion of personal pr:vacy [(b)(6) of the FOIA]
personal privacy [(a)(6) of the PRA] b(7) Release would disclose information cempiled for law enforcement
) purposes [(b)(7) of the FOIA]
C. Closed in accordance with restrictions contained in donor’s deed b(8) Release would disclose information concerning the regulation of
of gift. financial institutions [(b)(8) of the FOIA]
PRM. Personal record misfile defined in accordance with 44 U S.C. b(9) Release would disclose geological or geophysical infermation
2201(3). ! concerning wells [(b)(9) of the FOIA]

RR. Document will be reviewed upon request. | ) ) |

i

H '



U NEVRINTED BY PERMISSION

UL B3 193 BRI 21 EXOTIC ITS-47S8

}
o

EDITOR'S NOTEBOOK/Bernard Rimiand, Ph.D.

. Community, my foot!
The LAPD, autism, and residential alternatives

Maay ‘oonths have passed since the vl

cous unprovoked beating of motorls

Rocey King by members of the L.A, Polles

enk i appesred on our TV soreent.

‘Most of us have soch the replays 50 often that

we o Winmon them to our rund'y eye
without-thd banefit of dlectronlc oquipment,

. The Rodney King affalr unlegshed &
kom of public outrage and protost, Cries
For reform were widaly heard and many sug-
gestford for Improving pollce accountabliity,
in Los Angoles and elsewhere, word made.
Some reforms have been adopted. Displis
the highly emotlonally charged situstion,
there were, 30 far as | know, no calls {or the

towal abolition of the Lot Angeles Pollcs .

Department, nor the abolition of other pollee
depurtment elsewhere, where simllar incle

dents-have since sirfaced, §t is widely um .

derstood and accepled that even though
there. g Sastances of abuse, poligs dopan-
menis perform an important 3ad Necessary

social function, and-the §ood they do far

outweighs the bad, .
Nontraxt the nbove situation with what
~has eceymed dudag the past seveml
deeados whh regard 9 “mental™institutions,
Histonically, people with serious mental in
' capmeitiet  such s . schizophreni, severs
retardation, or autism were 12l 10 wander
-stregts of citles and’ towns, defending
themseiwes a3 best they ¢ould from attack by
thhers strounging food from wherevér [hey

tould-find it including-the gutter. trylng to’
find-shwher from cold and saow, To Srenie s |

safe-ond humane eavironment for thess une
fortunats  {ndividusls, soclety
usylumd—places of safety and rofuge-for

- HEPRINTED BY PERMISSION

created -

ML D3 793 G621 EXOTIC 375-a752

tlons- everywhers, and & 'c_bdcodwdxeffon} io.

gt patients out of insdlutlons Into what s
cuphemistically dalled “the communlty.”

The delinstitutionalization movement took -

heold with 8 vengeance, Countless thousinds

+ of penple who we uasbie to cops with the
© problems of survival In s hursh and unearing -
sociyty wers dumped [ato the siveats, or inly -

small, privtely cunt faciilties, under the W

posed protection and care of & large number

of expensive, but inadequaté and ineflsctive,
“eommunity mental heaith contse.” '

Dclnéuxuximzt;guaa:pmed t0'b 4 Cure |

worse 1han the disease. At loast flve
books hive been published In 1he past thres
gem detailing 'its traglc consequences.
gymous Ssrmson of Yale Unlyerity, oneof
the lsadérs ‘of- the deinstitutionalization
movement in" the U.8,, describes thess ofv

forts In hjs receni autoblography, The -
Mzking of an Amerizan Prychologist, He -

concludes. that the most sarious profewional
mivaka 'of hfs lfs was his sdvocacy of
deingtiturioaalization. (1 tip my hat 1o you,
D, Sarsson, Faw. of us have 1he doursge
ind Integrity to own up 1o our miswakes.)
-As the leglons. of poorly {ad, physicaily

and menially | homeless gérsons on our

streels ‘allest, moving pasple out Inte that
wonderfully warm sad nurtueing mythical
“community” wain't hecestarily 8 bright
idea. Some of the Instltutions they leR were
excelient places; others were terrible, Stime

of the community pladds they ware.moved -
to were excellent; other were terrible. . |

If abuse and neglect are going to ocour,
they can occur far mare eAsily knd more

" sacratly In small group hames in the com-

_____________________________ 1
§

© Ife? Community, my foot]. -

e

___________________________

':";,”“"’“J‘ 2l 1 ain awire’ afaza;?gafm;
whore real community, cani & long -
et relationships, exist in &‘mc. ’ K
ommuonity once' impHed Niman eelateds
nass. Now it refers- Marely 10 an urban -
area. Communlty {lvingwewith no other ops

‘Uons—Iis an ideclogy pushed with religious

ferver by the sancUmenlous byt misguided
Assecistion for Pettons with' Sevarm Hangs.

lcaps CPASH). | read with grim amusement "¢
the complalnt in thelr most recent adwales .
e - “Although pérons “with savere. diy. -
sbiiides have been living inthe’'community -
physically for some . Ume,’ they. have -not’ -

nerally been 9Wd§aun§;m”mf’,ﬂmﬁ
ife of those comemunities.” What shared

L . Wk fuzzy -
fesling that the werd: “communlty” s in *

tendéd to instill. Let ug net be.

Lt us ot be misled by thew

the word “instiution™ has come 10 connote,
T am 1n touch -with [lterally” thousinds of .
parents “of ‘autistic children . and .. aduls
throughout . the - world. . Many. of ' these
chiliean are maintained .In-healihy
and 16 them and their pann,u.»-ulijfyinl;;aﬂ» t
e e pvaces o s g0
stitutions, public vatg, tht do. . !
nat 'wam‘tgn 188 clomf ww S
me -,«;:;ny; p:mag:mm : ;- ‘urban
}anlvqxgim‘ those who. insist that' ubin -
“group hames ‘mist-be the' goly nesidentlal’

| “Sptlens I favor the existence of &

optiong 10 At different family, and individual -
needs and préfarences, Wa need et only .

urban aroup homes but rurl resi

PRESERVAT | ON

PHOTOCOPY

a5
 the feeling of sbandoriment and neglect thar
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. publlc was not lresled
- glean, - well-fed  and  welltrsated mental
. pallents tasking in thé sun or panticipating -
in exarcife clisses In well-equipped gyms,

" federat

shy tnonths have passed since tw vle
cous unprovoked beating of molorst

Rixiney King by members of the L.A. Pollee

d flest appenad on our TV soneens.
‘Most of us have saen the replays 0 Often that
Cowe can o wmmon that to our mind's eye
without the benefit of electronic equipment,
.. The Rodney King afflr unieashed »
ko of public outrage and prowit, Crids
Tov.reform wers widely heard and many sug-
~ gestlons for Improving pollee accountabllity,
TincLos Apgeles and tlsewhere, were made,
Some reforms have bogn adopted, Desplis
the highly emotlonally chargad silystion,
there were, 30 far a3 | knaw, no calls for the
1oal sholition of the Lot Angeled Polles
‘Department, nor the sbolition of viher polles
depanments elsewhers, when simllad inels

dents- have ‘since sirfaced. Tt is widely une.

dersiood and accepied thet even though
" there zro instances of abuse, polics depart
mens perform an importanl and netessary
weis] function, and the good they do far
Sutweighs the bad. y .
orkrast the above situation with what
nas occurred dudng the past seversl
dacades with regerd to “menial™ institutions,
Ristonigally, poopls with sriovs mental in

W capwites such s schizophrenia, sovers

retardation, o avtism were 16Nt {0 ‘wandes
streets of citles and’ lowns. defending
thermsetves as best they coutd from attack by
.ﬁm.ﬁrwn?k\?- Tood from whersver they
" eould find 11, Including the guttet, trylng to
find shwiter from cold snd snew, TO creste »
safe wnd humane environment fof these une
fortunats  Indlvidualy, eclety
iy Nima—places "ol "safely and tefugeslar

 better than living the life of homeless and
daspised vagrasls on the ttreats, Many of

thase Institurional zzylums ‘did & wonderfu)
Job. Othert did a very p&dr job, and per.
. miticd terrible abuse, and negloct of the resl-

. denis 1o occur.

, .. Along come television. Guesa wlm;? The
to the (pestacle of

fnsicad the public was shown the ‘worst of
the "sake pin.” Chrisimas In Purgatery,
and the horrible ravelations about patients’
lives M Willowbrook, were presented 10 na
tional audlences. This of course is 10 be ¢x»
ted, and s in fact & good thing, becausd
t exposed problems that. required reforms
458 Jed o the earablishment of state and
idetines, But it gave a very dis
toned glore of - Iv true sliuation. How
"much saticnal media ¢overage would have
© beea given to storeily videotaped images of
LAPD officens helping littte old -Todies
sirons the siroed?
++The exposés of negleet and abuse &l
* pore lnstitutions- led 10 an Indiscriminate
smearing of the roputations of all institu-

f oy
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created

S & arac mopuron '

tlons giﬁfc;ywher& and a E&;éc'ri::d'e(foﬁ o

+ get patients oyt of instilutions into what 1s
cuphemlatically called the community,”

“The delnstitutionalization movement ook -

hotd with & vingseanos, Countless thousands
- of péople who we unable to'gope with the

problems of survival in'g han and-uncaring

soslsty were dumped Into the sureets, or [nlg
small, privately run facitities, under the supe
posad protection and ¢yre of 4 [arge number

of expensive, bul inadequate and Ineflective, .

“oommunizy mental health centers,”

Dtlmttmicnﬂ {zatlon, proved to be a cire

wors than the disease. At least flve
books have been published In the past thres
§¢m detalling j18 traglc conssquencek
eymour Ssrasen of Yale Univenity, one of
the leaders 'of the deinglitutionalization
movement in the U.S,, describes thess ofe

forts In his recenl autebiography, - The .-
v O‘fé’h H‘ ’
concludés that the most sarious profassionat

Making .of an American Psyc
mistake ;of-his 1fe was his advocacy of
deinstiutionalizatfon. (I tip my hat to you,
Dr. Sareson. Few of us have the cournge
_and integrity 10 0w up 10 our mistakes.) |

As the legions of poorly fed, physically

and mentalty (Il homeless parsons oa our

stroctd -atlest mav!ngdpcdph out inte that

wonderfully warm: and .nurturing mythleal

“commuinity” wasn't necessarily a bright
ides. Some of the institutions they lsft were -

sxzellent places; khers were tervible, Some
of‘ﬂm‘e«mmmuaity plactd they were maved

to were excellant; others wers fermible, .7

1 sbuse and noglect e going 1o occur,
they s occur far more edsily and more

+ wgherally! 10:small-group.hames In:the coms |,
*““mivnity than théy caa in 4 -majof institutlon -

with many other people presént, Group

‘homes ‘can come snd go very rapidly.

Some lagt many years. others lagt on F
months, Tt 45 not unknown, for the resis
dents of gueh homss to be Ish on the
streel whea the owner of the fdellity
decides, that he or she ean’ no longer
tolerie the strate of trying to find encugh

semb-quaiifiad, misimum-pay,  hgh-lims~
over workers (¢ care fOr the regidents, | -

beﬁ word “esmmunlty® sesds careful axe
sminstion. It derves from “zommon,"

and implles a degree: of coherence, shared -
interests - and concerns (hat is lodsy rarsly
found in wrban environments, The word .
"eommualty” conjures an-imags of a whites.
halred gesndmotherly lady ai ona's door, ase

m;. Jan you uge this {reshly bgked. apple
{w.” When was the fast time tha-happened
in your neighborhood? Many group homes
In the U.8. are located in places that would

be beitér described a5 urban jungles than -

communitles. I am aware of group homes in
#reas thay are so dangerous that the sexidl
workses will visit them oaly in pafrs—on

those rars occasions when there {5 any §Us .

. are employed- by -advocacy grou
* than by the organization’ mnrgh?
_ home  or- Cindtitutlon. . M

ple? We Just have too many spples: IMs

PRESERVAT ION PHOTOCOPY

)

EDITOR'S NOTEBOOK/Bernard Rimiand, Ph.D,
- Community; my foetl .
e The LAPD, autism, and residential alternatives

natitions,

e, o ¥
pervisiol ® all. | amlawan' o
le, long

where read community, saring

term relationships, exist in ghw € o

ommanity onée Implied himan relued-

-ndts, Now It Tefers merely to an usbaa

prea. Community lvingsmwith. no othe op-
Hons—is an idaclogy pushed with religiods
ferver by the sanctimonious.but ‘misgyided -
Assscistion for- Penons with Sevare Han

fcaps CTASH), | mad with grim tmusement -
the camplalnt in thelr most receit newsless .
e "Altheugh : aves .
- abilities have bean living in-the sommunity - .
phydically for. some . tms, they. have :aot: "

pérsons.. with severe . diy-

ﬁcnmlly been puﬂéipatmg;.tn”nn;;ﬂwed*
e of these communities
!ifcﬁ&ommsnlty.m foot ]

ey

ul ot be misied by I, 5
feeling that the ‘word’ “community™ iy in-
tended to instill, Lat Ug net de. inta -

*(ha fesling of sbandonment and nugiect that

the word “{nstiution”! has come 10 connote, -

T am in touch ‘with llterally \thousdnds of . -
parents of aullstie. children and adults
throughout . the - world . Many: .of  theso.
childeen sre malntained In' healthy, happy,
and to them and their parents, uﬁ;fy&n‘;_m- 3
virgnments on farms and rsnches ‘and in ine- .

“stitatlons, public and private, that parents do. . L
" ; oufouhlmm S

oot want (o see¢l ‘

graup homes are excellent, T

X Jhile “many, perhapimost; uban

. strongly with those who Insist. m L

- ‘group homes must.be.the only ‘mesidentdal’ .

- option, [ favor the atistence of S-varlety of - -

" aptions to it different f:mﬁy.-"w'indivmg' '
-

needs ond- prefarences, ' Wae .need pot

Urban group homes DUk’ TURI nesidencet ... ..
~such aa' (e and ranehes, And wenegd i <. -
stitutions=—=good, well-nin - institutions—fer

some of our sonz'and daughierd, 5 L -

I'belleve that with the proper techndiogy,

ol Xinds of resldentin) fachiitier can beun. ¢

in safg and responsible - ways,” Bath small
poup, homes and-large Institutions could be
montiored fréquently By randemly seheduled

' surprise drop-in visits from Inépectoes who

or- - -Monitoringy by . .
electronic “survaillance - provides - another, . "
means of protestign: gy oo
" Laat yaar we published in ARRT A\
editocial ttied “The Noa:lrban Altemative,”.

, rathee 5 .
. |

1 in which we advbested the avajiablliey of ="
farm and ranch residencss far iautlatfe -
“gividurls, such: a3 Bitierswees: Farms-or.

Rusty's- Morningstar  Raneh: - For-.many

months sfterward, and even 1o this day, we | .

reccive. enthusiastic levers’ from. pareniy
whe want that option svailable for thelr

.¢hildran when they are no. longer:here-to

gxre {or them. Tha rural option, the urban

-grovp home option, and 1he state-instituy .
nongl aption should alt be avallable so '
families can execclse {reedom of cholce, - -

What: shared . .-

Whin fuzzy
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Home’ for my mentalb retarded son

PHYU.IS HARLOW

here 13 something terribly wrons with our
state’s polley toward serving the mentally re-
tarded, Instead of being driven by the needs of
individual clfents and their families, it 1s fueled
by the entigovernment sentimenta of vigid ideologues.
They ate that large, state-operated institutions mtet be
closed so that the money can be used for smaller, com-
munity-based faciilties. It sounds nice, and indeed, soms
people ¢an be served effectively this way, But the Weld
administration’s policy fails to donsider the needs of se-

 ‘verely handieapped-individuals-for. whom: group hcmes. .

ars inappropriate or simply unavallable

My 3T‘yearvold gon Clifton fi profoundly retsrded
and autistie, He has lived at the Pawl Dever School In
Taunton singe age 9 except for u brief perlod in 1985,
That year, tg'noﬁxg my better judgment, I allowed Clif
to leave Dever for a vendor-run residence not {ar from
our home,

Aftar six months he had loat o lot‘. of walght end the
selzures to which he's prone were more frequent, some-
times followed by cornaa of up to 10 hours. His neurolo-
giat belleved Clifton was dying. “We usad to cull it dying
of 8 broken heart” he told me. “He's glven up hops.”

Clif was raturned to Dever on 8 stretcher. He lived
for & year in the inflrmary, wheve he gained 26 pounds.
His selozure activity declined. He was allowed to wander
. the halls and play aa he chose, He waa at “home." The
neurclogist recommended that he not be moved again,

I wish I could fee! confident that the doctor’s recom-
mendationg will be followed, But I can't. [ have seen the

- Department of Mental Retardation memos that talk

i

PRESERVATION PHOTOCOPY

about eleging the Dever School in September 1993, |
know parents — many of them elderly « who ave being
asked to agree to move thelr sons and daughters, But
why? I8 It really in the cllent’s best intarast? Or is it
simply part of the adminiatration’s determination to twn
over more and more govermment services to private con-
tractors?

Look what happensd in Californis when the stats
turned over almost ita entire system of eare for the men-
tally retarded to private providers, An examination in
1689 and 1090 by the Los Angeles Times fourd “a wide-
spread pattern of lethal negleet, phymical and sexual
abuse and financil exploitation of retarded people living
In privately run facllitles throughout the stats.”

‘1 support the Daver.School becatias 1t has ah éxpert:.” '

amed. professional and devoted staff whose members
know the clients and how to care for them. It {4 a safs,
clean and modern fucllity with the medical resources and
squipment that my son requires. Large windows look out
onto beautiful swroundings and let in abundant sun.
shine, It Is & stable and invaluable resource for my son,
Tf he 1s forced to move, there Is a real question as to
whether he could survive,
Services for the mentally retarded shouldn't be saen
as an “"either.or” situation. Some individuals are able to

live and function well in a community setting, but uthers

nead and deserve the care providad by state-run schools.
As the Los Angeles Timen noted in an editortsl following
lta reports, "Honoring & general commitment to commu-
nity care {8 not 2 good resson to {gnore the fast that for
some individuals state houpitals are more suitable.”

Phylits Harlow 18 the p'reﬂdant of the Dever Association
,fm' tha Rmma .
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Mrs. Carol H. Rasco L .
Irene Apartments, No: 309 T
Chevy Chase, MD 20815

I

_;

Dear Carol: J
Enclosed is copy of a letter sent todey to Hillary

requesting a meeting;with her and/or a member of her health

care committee the week of July 12. I would apprecxate your
seeing that my request is not "lost".

Bill and I, as are most parents of profoundly retarded
children, are most anxlous to convey to those planning our
nation's health care!our concerns about our disabled
children's future care. We are active members of VOR (Voice
of the Retarded) and feel that parents/family members with
our particular concerns have not been; heard. .

Your assistance woulg be appre01ated.

Best, i !

i
i As ever,
: Carole L ‘Sherman
i .
;
; P6/b(6)
i

cc: Mrs. Hillary R. Clinton :
’ ’ I :
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“June 28, 1993

Mrs. Hillary R 'Clihton'
, D.C. 20500
" Dear Hiila y: :.y'

) I w1ll be. in Washlngton Sunday, July 11 - Tuesday, July 13,

" ‘and I write to request a meeting with you and/or a member of

your health planning- commlttee. If possible, I would like

. to-bring several friends and the. ‘purpose of our meeting

“would be to express our. concern for our severely dlsabled
chlldren. _ S : o -

. b

I am an actlve member of the V01ce of the Retarded (VOR) . ,

VOR is, to my knowledge, ‘the only natlonw1de advocacy group '

“which is concerned for -the welfare of our developmentally

disabled populatlon who are most 1mpa1red ' :

I look forward to your reply
Wlth all good w1shes,
‘ Very truly yours, =

i
t

5arole‘L. Shernan

P6/b(6)

i

!

7P~S, I am sendlng axcopy of my letter to Carol :
" because of tlme eonstralnts, and not know1ng if you

. would receive thls.v/// L
ce: '~Mrs. Carol H. Rasco o i

o st b i



