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THE WHITE HOUSE

WASHINGTON

July 12, 1993

MEMORANDUM FOR CAROL RASCO, MIKE LUX AND CHRISTINE HEENAN

FROM: Debbie Fine

SUBJECT; Voice of the Retarded

Voice of the Retarded (VOR) is an advocacy group primarily made 
up of the parents of developmentally disabled individuals, 
although providers and professionals working with the disabled 
are also included in the membership. VOR describes its mission 
as supporting services that, "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 services for others.

I would note that during 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 particularly closely 
with The Arc, an advocacy group primarily of parents of the 
developmentally disabled who support home and community based 
care. Paul Marchand, Director of Government Relations for The 
Arc and Chair of the Consortium of Citizens with Disabilities, 
describes this group as one that advocates institutionalization 
of the developmentally disabled - 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, spanning 10-15 
states. (Voice of the Retarded would not tell me their membership 
over the phone.)

My sense is that the philosophy of this organization 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 disabled 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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a national organization on menial retardation

INTRODUCTION TO THE ARC
VMisTteAit?

Arc” is Hie new name of a 42-year-oId oipnization 
kno>vn tor many y«am as Uie AsBuuiiiLluu for Betaided
Citizens oftiw United States.

It is the nation's lai'seet volunteer ergonjeotion solely 
devoted to improving the lives of aQ dtiwen and adults 
with mental retardation and their Thfi fl<;nwiattori
also fosters research and education r^arding the preven* 
tion of mental retardation in infants young

Ihe Are's name change is the result tf a vote by del- 
^fates attendizig the organization's ^nd annual national 
cuuvtiuUuji in FOitland, Ore., In October 1991 Members, 
chapter leaders, young parents and pet^le who have mental 
retiunlation had beoomc inercoaingdy uncomfortable over 
careless, in^ropriate and too^frequentuse of the label 
‘Vetarded.” The word tiierefomhAnTne unacceptable in the 
assoeiatioif s name.

The new name carries a tag Bne of eiqilanation: "a 
national organization on mental retardation,** AsafEliated 
chapters change their names to *”Ihe Arc,” eadi will lave a 
kiodized tag line leOecdng objectives and/br serviesa

WhoisTheAn;?
'ibe Arc is p6(9le • people with mantel retardatimi and 

other disabilities, iffirents and other family members, and 
friends of people with mental retenluUon andprafbssionals 
who work witii them. The Arc is essentially a grass roots 
organiaetion formed in IfiSO by a small group ^parents and 
other concerned individuals. Tod^ tiiere are 140,000 
members and 1,200 state and local (hanters across the 
nation. The National Hsadquaiters is in Arlington, Texas, 
and The Are's D^iaitinent os Govenimental A&irs is in 
Washington. D.C.

Why doesThe Alt exist?
The Are works to provide more than 7.2 millibn An en- 

canshavii^ mental retaidation and related disabnities with
services, indudi^ employment, training education, 
independent living and o^r opportuiuties to reodi I

JMSssion Statement
The^antaiorudorsanizatimonTrienMreUuxiation. 

is a>rnmitted to seauingfbr all pa:pUu4thrnental retarda­
tion the opportunity to chooee and ttaUxu dudruoals of
whsreaiui haw lhkfUoom,Uue, walk ^fiay.

The Arc is further committed toradudngthe incidence 
and Wiudngthe (msequenee<f maUd retardation ^ugh 
eduattim, research, advocacy and ihesujwort of families, 
friends and communify.

Through the successful pursuit of qualify and justice, 
The Arc will provide leadershxp in the field of mental 
retardation and develop necessary human end financial 
remurees to attain UsgoaU.

greatest level (^personal fulfillment and potential 
also etista because people with mental retardation need help 
to ensure that their rights as dtixens oftins country are| 
protected.

WhataresomeoflhecunentaciMiesofTheArc?
PiDjectsofTheAr^s Department of Research and 

Pr<»ram Services target a wide range of needs of children 
andadults who have mental retercu^on. Here are some 
current and recent efforts, which also induds prevention 
initiatives:

• Catheni^and disseminating information to futste^ 
services that s^^oit people who have a family member 
with mental retardation;

• Helpingpeople wi^ mental rdaidation understenid 
and avoid die human immunodefidency vims wbid> caliisee 
AIDS;

» Assisting burinesaes in oomplymg with provisions ^ 
the Americans with Disabilitiss Act;

• Educating pro^isetive parents abouyneventing some
causes of mental reteidaliun, particularly Fetal Alcoml ^ 
Syndrome; ^

• Helping young oduhs with mental retardation realize 
their fun potei^ as happy, productive citizens.

In addition, two Inng-tnrm projects, the National ij 
Emplo^nt Traii^ Program (NFIP) ai^ die
Bioengneeri^ Program, continue to earner success and 
recognition. »nce l^NETP has helped more dian47KX)0 
adults with mantel retardation find jobs. The lO'year-dd 
^oenglneerlng Program has captured national awards fir 
its achievements in applying today’s technologies to helpl 
children and adulter^ mental reUurduUiMi and other ! 
disabilities enjoy ^eato independence.

In advancing its misson. The Are also works with: j!
• organizations and coalitions tackling similar objsctfves;
• the nation’s policymakfiTR, tn protectrights and 

improve servi^
• the public at-large, to educate aD people about mental 

retardation and its prevention.
Because of its l^wledge, resources and commitment, 

The Arc has more dian 100 publications and videos whYrh 
are available to anyone needing irformation on research, 
employment, prevention, family and orgamzatkiDsl issutii.

National Headquarters 500 E. Border St. Suite 300, Arlington, Texas 76010 (817) 261-6d03
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YAKtisIhe dlnicture Of Ibe Arc?
Iho etate and nadonal componcrts rtF thp ftTganuation 

ar« the products of (he local chapters and work to Mrve 
ohaptpw in conducting activities whkh are statewide and
national in scope. . , j.- iVolunteer-iiven in policy and direction, a national 
board of directors is headed by a prudent, senior vice- 
president, secretary and treasurer. Thar deoaions and
goals are carried out by a staC

Howis'nieAiC6U()ported?

P.3/3

T^tardation and their feniilifls. There are m^y

programs also are available many
local dia^re. It is likely that your talents and skills are
needed by a duster in your community.

Hcwcm I (xintitHile tolhe Are?
'Hicro ars Bovertd ways you can support The A#c?s

««<.« ^
• Restricted gift - to support a particular mteretet, 

The Arc is a SOKcXT) nonpto^ tax-exemptc^ration program particular program or
andderivesitssupportprimarilyfioinitemem^l^,
government grants and project grants from fomdafaons.

Corporate donations are generated through 
sponsorship programs of The Arc. 
contributions and corporate promotions. Additional 
support is provided throuA the assomtion s ohsponsor- slSof Affitoty credit cardand long-distance telephone 
programs, in which the participation of supporters 
truKers company contributione to The Are.

The Arc also partidpates in the Combined Federal
Campaien Overseas in which federal employees and 
members of the armed services contribute to some 50
national voluntiiiyhoiiiaiorgamMtionfc

Individuals may also corteSbute to The Arc throu^
generddenotionc, tributes and momoriab, mating ^
programs of partidpating companies, andthrou^ pl^ed 
^fto^soch RS wiTIr, truata. life insiiranee, securities and/or
“^^Th?EwSSS^rflheArcoftheUnitedStateswas
estaUifihed in 1988 to support future operations and special 
pTogramsof'IheAre. A$4millionen^wnwnt^isa 
gom to provide a permanent financial base for TTie

Hwfcanlgetmoieinfomi^
The best way of getting current, tmtinlate information

about The Arc and Its activities as well im Uie latest news in
tiia mental retardatwn field is by becoming a member,
Memben automatically woiawo ThaAro tho
association’s national new^per, six times a ye».

AD loral and state rhaptors received Arc jyOto
monthly, anotiier resource of news and informtion, and
The Arc’s Gopemjneitfffeport.whi<h is pultohed twice 
monthly and ofibis a detailed exanunabon of gpvernnmntal
activities touriung the lives of people who have mental 
retardation.

HowcanlbecomehvdyBd iiTheArc?
You can find most local chapters ofThe Arc listed in the 

white pages offtie phone book Since diapters are still in

‘TheAre.’ , ^ _
If you cannotfind a local chapter, a memb^p 

flppTiratinn appiiara atthe end of this flyer. you
retiirnftwithaduespaytnentof$16,youwmbecpmea
member ofThe Are at the national, state and local levels and 
be advised ofyour closest chapter. .

Chapters in their services and interests, oSenng a
diverse array of activities and opportimities for b^miiig
involved witii die lives of diildren and adults with mental

service area of The Arc; , ,
• Tribute ^ in honor of a friend or loved one;
• Memorial gift in memory of a friend or loved onej
• Bequest of cash, securitico, life inBuranoe or property,
• Planned through a will of ca^ or properly;
. Contribution to thft Foundation of The Arc.
More inframation regarding any of these fmdng pro-

jrhngton, 
elsewhere in tills flyer.

numbetiHsted

RvlulherMomision onhowtojohltiBAreinls 

nlssta,|*»seietefcl«weWonMflonoii.
) membership 
) pidblications ,
) The Are and mental retardation 
) The Foundation ofThe Are and its pK®rams
am interested in the following planned ©ving

) Made Outright Now’’
) •OifteofAppreciiitedProp^
) “Rtflectii^onTommorrow”

Yes,! want to support The Artfs efforts...
) My introductory membership fee of$16 is enclosed.
) AdoiBUivnintbsaixKJuntoft
) A donation in the amount of $isendo^m

memory of __ _______________ _—, j--.—.) Adonationinthe amount of $ .. isendoaed in

() Other
UoTno

gtete,_____ Zto
DflvHmn
Evenings

Make diecks payable to The Arc and return to:
The Arc
National Headquarters 
P.aBoxBox 300649 
Aiibigtoa,TX 1^10

^ ^ "Revised February 1992
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VOICE OF THE RETARDED

(708) 233 - 6020 - PhotiE

5005 Newport Drive
Suite 108

Roiling Meadows, ILI
(708) 253 - (3034 - FAX/Phone

July 8, 1993

Ms. Carol Rasco
Uhlta House Domestic Policy Advisor 
The White House 
Washington, D.C. 20500

Dear Ms. Rasco!

When I read the June 16, 1993 article ahOuc you In t> 
T realised that you arc in o unique poaitioa tt 

the health care plans for the developmentany disable 
mother of a retarded son and daughter and president 
national organization I believp that one of the most 
consequences of the current system is that it has oft 
parents and set then against each other.

Some feel that ell developmantally dlsobled people sh 
small group hones Integrated Into a community. Other 
severely disabled need the greater protection of a 1 
like facility.

Our organization believes that different levalg of r- 
require different levels of care and we therefore tak 
rather than an either/or position on this question, 
ore not all alike. Sume can prosper well in the main 
Others will be easy victims, particularly those with 
medical conditions, blindness, deafness, or a dual di 
mental lllnesB and mental retardation. Some will be 
themselves and others.

e New YorV 
help with 

d. As the 
this 

tragic 
en divided

ould be in , 
believe the 

ge campus-

etardation
\

e a both/and 
The retarded 
stream, 
fragile 
Bgnofiis of 
a danger to

We have two requests. A group of parents from Minnes 
a 16 minute videotape that illustrates the position Oil l;,uhc w 
want state operated large facilities for their adult jhildren. W 
are enclosing it for your review. In addition, many )f these 
parents are coming tn Washington, D.C. the week of July 11 to 
advocate for long-term residential care for these sev 
disabled people. We would like you to meet with them 
are in the capital. Since time is short, we would ap 
phone call to let us know your decision.

9ta prepared 
Of those who

srp] y
while the! 

>reciate

President

Phone 2l5-3Aa-ifl^q__________ _______
202-638-1616 after Friday July 9

■V,

mTUMjL'uuimrvrinditilctuau and rtifvii Gmipi working for Pmom wun Mif W kstardation
Non-Profit TaxEumpl Vobintory



VOR IS DEDICATED 
TO THE

FOLLOWING PRINCIPALS
• to create an anfareness of VOR, our 

oonoems and goals.

• Id be the foremost national organization 
to promote the general welfare of aH 
persons with inonlal relardalion.

• to assure quality care, essential ser­
vices and Id improve the quality of life 
for ail.

• loeducale and dtesemhiale information 
to the general pubfic, faraffies, lawmak­
ers, state and federal officials.

- toactasaresourcefor parents, familes, 
gustfdians and all persons who are 
mmtally retarded.

• to review and monitor legislation that 
would impact on dewelopmenlally dis- 
aUed persons and their famlies.

• to promote freedom of choice; a spec­
trum of treatment/tehabiiitalion ser­
vice and rasidentiari ^rvicesto meet 
the special needs of special cozens.

• to promote research into the causes 
prevention and treatment of mental 
retardation.

• to seek caring persons to support our 
efforts on behalf of those who cannot 
spe^ for themselves.

VOICE OF THE RETARDED

FOUNDED 1983

5005 NEWPORT DRIVE 
SUITE 108
ROLLING MEADOWS IL 60008

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

CiJ

Q
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WHO ARE WE?

We are an organization of parents, 
family menters, provkS»s. profession­
als. friends, and affiiated groups in 47 
states who are involved with people in 
institutional settings, community living 

arrangements, or at home. We strongly 
believe that a qiectrum of sen/ioes must 
be avaiteUeto me^ the diverse nrads 
of our M.R. population.

WE ARE A STRONG VOICE 

BEING HEARD 

ACROSS THE USA 

FROM
NORTH TO SOUTH 

EAST TO WEST

HISTORY

VOR was inoorporated in 1983 by 
a group of Uiaois parents in response to 
proposed feceral legislation that would 
have phased out all larger tacitties by 
withdrawing ^ipbilrty for Medkaud fund­
ing. VOR was instrumental in defeating 
that 6 year i'titlative. Today there are 
newdireclionsthatcould eliminate small 
community homes as well as larger 
fac ies.

PURPOSE

Our general purpose is to act as a 
resource for femHes with mentally ro­
unded members. We provide informa­
tion. support, and advocacy services 
acconfngto individuai andgroupneeds. 
We keep public officials, legislalors, and 
the general public informed about is­
sues which will affect the mentally re­
tarded. We seek to create a whotesome 
and productive attitude about a variety 
of reskfemfel models and support ser­
vices which will best suit the needs of 
each mentally retarded person and his/ 
herfemily.

OUROH4SOINQ ACnvmES INCLUDE:

• Participation in parrel and media dis­
cussions to bring infomiallon to the 
gen^ pubic about mentally retarded 
people.

• TesHmony before Federal. Stale, and 
local govemmentaf bodies rega^ng 

the problems of the retarded.

• Publication of a Quarteify Newsletter.

• Advocacy on behalf of groups and 
Individuals in residential, community, 
or home settings.

• Interaction with other parent organi­
zations who work with the retarded.

WE INVITE YOUR SUPPORT 

THEREISSTRENG HINNI ERS
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