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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 mental retardation

INTRODUCTION TO THE ARC

What isThe Arc?

“The Arc” is the new name of a 42-year-old organization
known for many years as U Assucinlivn for Returded
Ciﬁzlm glfuhu . laggeet lun lely |

t is the nation's voluntcer ization sole
devotad to tmproving the ives of all chlduen and aciults
with mental retardation and their families The acsneiation
also fosters research and education regarding the preven-
tion of mental retardation in infants and young children,

‘The Are’s name change is the result of a vote by del-
egates attending the organization’s 42nd annual national
:ﬂlaw“mlu" in Portland, Ore,, inggober %e%]ﬁon}f:mm. ]

ter leaders, arents w ve men
rehrdap tion had gewmm i i l:.ec'pr.:.mcmufort.nhle over

use of the label

“retarded.” word therefora hacame unaceeptable in the
’I.h ore line of explana
@ NEW NAME CATTIes 8 i tion: “a
national organization on me:ﬁ vetardation.” As afbliated
chapters change their names to “The Are,” each will have a
lnculized tag line reflecting objectives and/or services.

Whois The Arc?

The Arc i5 people - people with mental retardation and
other disabilities, parents and other family members, and
friends of people with mental rutardution and professionals
who work with them. The Arc is essentially a grass roots
organization formed in 1080 by a small group of parents and
other concerned individuals. Today there are 140,000 '
m%gnber%hangr alﬁgﬂw’im chnpteg across the
nation. The quarters is in Arlington, Texag,
'and'lheArc’sDeparhnentofGovemmentalhmsisin
‘Washington, D.C.

Mission Statement

The Arc, a national organization

s comumitted to ing for all Mo&m mental Mn.
Ls ¢o securing j -
tion the opportunity to choose and realice their yoals of
where and how they learn, live, work and play.

The Arc is further committed to reducing the incidencs
and limiting the uence of mental retardation through
education, research, a and the support of families,
friends and community.

Through the successfil pursuit of quality and justice,
The Arc will provide leadership in the field of mental
retardation and develop necessary human and financial
resources to attain its goals,

Why does The Arc exist?

The Are works to provide more than 7.2 milliofi
cans having mental retardation and related disabilities with
services, including employment, training, education, .
independent living and other opportunities to reach thoyr
greatest lavel of personal fulfillment and potential, n‘I}fJAre
also exigts because people with mental retardation nead help
t;wenmeﬂnatﬁmirﬁghtsas citizens of this country arel

Whakare some of the cuarent acivies of The Arc? |

Projects of The Are’s Department of Research and |
Pr Sawﬁmmgetamdem\geofmedsofdﬂﬂn
and adults who have mental retardation, Here are some
current and recent efforts, which also include prevention
- lll ll“: I: :
oCnﬂ&;tﬁww&mna' 1' hlﬁiwom. n!.o['uubl:;;
services that support people who have a family member:
mﬂxmerﬁaltetardahg: _
o Helping pecple with mental retardation understand
and avoid the human immunodeficiency vims, which ealnses

Ass:stng, isting businesses in complying with vmons
ﬂ\e};q;meiuﬁcmsmﬂxuisahiﬁﬁeua&m pro ?vf

cating prospective parents about i o
cnu;es of mental ratmdaliu?x, particularly edmlu

(. . .

« Helping young adults with mental retardation realize
their full potential as happy, productive citizens, )

In addition, two long-tarm pryjects, the National |
%h_.nployment and Training Program (NETP) and the

ineeri Proﬁx, continue to garner success

recogniti E'pn. gm NETP has helped more than??%m
adults with mental retardation find jobs. The 10-vear-ald
Bioengineering Program has eaptured national awards for
its achievements in applying today’s technologies to help!
children and adults with panha.l retardation und other |
disahilities en greater In epe.ndeme. :

In advangi.g’gitsmisﬁon, The Are also works with: j

« arganizations and coalitions tackling similar objectives;
. ethe nation’s policymakers, tn protect rights and
improve services; :

« the public at-large, to educate all people about mental
retardation and its prevention. -

Because of its knowledge, resources and commitment,
The Arc has more than 100 publications and videos which
are available to anyone neecﬁng information on research,
employment, prevention, family and organizativnal issus,

National Headquarters 500 E. Border St., Suite 300, Arlington, Texas 76010 (817) 261-6003
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What isthe struchure of The Arc?

The state and national components of the arganization
are the products of the local chapters and work to serve the
chapters in conducting activities which are statewide and
national in scope. _

Volunteer-driven in policy and direction, a national
board of directors is headed by a president, senior vice-
president, secretary and treasurer. Their decisions and
goals are carried out by & staff.

Howis The Arc supported?

The Are is 2 501(cX3) nonprofit, tax-exempt corporation
and derives its support primarily from its membership,
government grants and praject grants from foundations.

Corporate donations are generated through
sponsorship programs of The Arc, through employee
contributions and corporate promotions, Additional
support is provided through the association’s co-sponsor-
ship of Affinity credit and long-distance telephone
programs, in which the participation of supporters
tripgers company contributions to The Arc.

The Arc also participates in the Combined Federal
Cumpaign Overseas in which federal employees and
members of the armed services contribute to some 50
national voluntury huulili organizations.

Individuals may also contribute to The Are through
general donations, triktes and mamorials, m%giﬁ:
programs of participating companies, and through p ed
gifts such s wills, trusts, life insurance, securities and/or
appreciated property.

The Foundation of The Are of the United States was
established in 1988 to rt future operations and speciat
pr of The Are. A $4 million endowment fund isa
i% to provide & permanent financial base for The

C.

How can get more information about The Arc?

The best way of getting current, te information
about The Arc and its activitics as we us e latest news in
the menta) retardation field is by ing a member.

Members automatically veecive Tho Ar¢ , the
association’s national newspaper, six times a year,

All loea] and state chaptars receive The Arc Now
monthly, another resource of news and information, and
The Arc’s Government Report, which is published twice
mo. and offers a detailed examination of governmental
activities touching the lives of people who have mental
retardation, -

How can | become involved in The Arc?
You can find most local chapters of The Are listed in the

white pages af the phane book. Sinee chapters are still in

locally as “Association Retarded Citizens” or “ARC” #f not

“The Arc.”

If you cannot find a local chapter, a membership
applieation appaars. at the end of this flyer. 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 closest chapter.

Chapters differ in their sarvices and interests, offering a
diverse array of activities and opportunities for becoming
invelved with the lives of children and adults with mental

P.3/3

retardation and their famitias. There are many successful
parent support groups. Citizen advocacy and self-advacacy
programs, recreational activities, public education effoxts
and employment programs also are available through many
local chapters. 1t is likely that your talents and alkdlls are
needed by a chapter in your coremurity.

How can | contribue to The Arc?

Thero are several ways you can support The Ar's
garvices and programs, as:

o A general contribution - to support the work ¢f all;

o Restricted gift - to supporta p interest, -
program fund or research project; '

« Designated gift to support a particular program or
service area of The Arc;

« Tribute gift in bonor of a frivnd or loved one;

« Memorial gift in memory of a friend or loved one;

« Bequest of cash, securitics, lift insurance or property;

o Planned gift through a will of eash or property;

« Contribution ta tha Foundation of The Are. :

More information ing any of these giving pro- -

regarding
grams is availahle through the Department of Reso
De%;:m:nt at Naﬁorﬁh Headquarters, P.O, Box 3%49,
Arlington, Texas 76010, or use the telephone numbers listed
elsewhere in this flyer.

r--————--————----—h—

=Fofhmerhfomﬁm on how 1o join The Are injits.
§( ) membership .

'( )} publications

( ) The Arc and mental retardation

1( ) The Foundation of The Arc and its programs

|1 am interested in the following planned giving
1Y “Gifts Made Outright: Now”

1 ) “Gifts of Appreciatad

I( ) “Reflecting on Tommorrow”

|Yes,1\vantto support The Arc’s efforts...

l( ) Myi membership fee of $15 is enclosed.
() Advietivn in the amount of $____ is encloded.
() & donation in the smount of § s encloded in I

memory of . i

10 A.don:‘!.:ionint}m amountof §_______isencloged in |

() Other
| |
IName |
| |
=City _State i =
Itelephone () Naytima |
i ( ) _Evenings ]
lMake checks payable to The Arc and return to: !
IThe Arc 1
I National Headquarters |
]P.0. Box Box 300649 I
i X 76010 i
IFor more information please call: i i
L(8 17261-6003/FAX (8 17)277.3491/TDD (817)277-0553
-————--——————---—-ﬂuil

Revised February 1962

B
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(708) 253 - 6020 - Phone
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VOICE OF THE RETARD

$00S Newport Drive
Suite 108

Rolling Meadows, IL 60008

The whife Housej

202 456 b218is 2

ﬁ
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(708) 253 - 6034 - FAX/Phone

ED

July 8, 1003

Ms., Carol Rasco

White House Domestic Policy Advisor
The White House

Washington, D,C. 20500

R
»

Dear Ms. Rasco:
When I read the June 18, 1993 arcticle abour you in tH
Times I realized that you arc in @ unique position ty
the health care plans for the developmentally disablg
mother of a retardcd son and daughter and president

national organization I believe thet one of the most

consequcnces of the current sysiew is that it has ofd
parents and set them againgt each other.

Some feel that all develepmentally dimabled people sh
small group homes integrated into a community. Other
severely disabled need the grcater protection of « 1
like facility,

Our organization believes that different levels of re
raguire diffcrent levels of care aul we therefore tak
rather than an either/or position on this question.
are not all alike. Sume can prosper well in the main
Others will he easy victims, particularly those with
medical conditions, blindnress, deafness, or a dual di
mental {illness and mental retardation. GSome will be
theuwselves and others,

We have two requests. A group of parents from Minnes
@ 16 minute videcotape that illustrates 'Lhe position o
want state operated large facilities for their adult

sre encloaing it for your review, In addition, many

parents are coming to Washington, D,C, the week of Jy
edvocate for long~ierm residentisl care for these sav
disabled people. We would like you to meet with them
are lo Lhe capital, Since time is short, we would mp
phone call to let us know your decision.

President

Pho 5-348-

(gf 202-638-1616 afrer Friday July 0§ )

ducls and Faren) Groupr working for Parsons With
Non-Profit Tax Exsmpt

Voluntnry
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VOR IS DEDICATED
TOTHE
FOLLOWING PRINCIPALS

» {0 create an awareness of VOR, our
concems and goals.

+ 10 be the foremost national organization
to promote the general welfare of all

+ {0 assure quality care, essential ser-
vices and to improve the quality of life
for all.

. toemcateand&semlnmimomlaﬁbn
1o the general public, families, lawmak-
ars, state and federal officials.

= toact as a resource for parents, families,
guardians and all persons who are
mentally retarded.

- fo raview and monitor legislation that
would impact on developmentally dis-
abled persons and their famiies.

* 1o promote freedom of choice; a spec-
trum of treatment/rehabilitation ser-
vices, and residential services to meet
the special needs of special citizens.

» 10 promote rasearch into the causes,
prevention and treatment of mental
retardation.

* t0 seek caring persons to support owr
efforts on behalt of those who cannot
speak for themselves.

ir

VOICE OF THE RETARDED

Ve

14

FOUNDED 1983

5005 NEWPORT DRIVE
SUITE 108
ROLLING MEADOWS IL 60008

Phone (708) 253-6020
FAX (708) 253-6054
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WHO ARE WE?

We are an organization of parents,
family members, providers, profession-
als, friends, and affiiated groups in 47
states who are involved with people in
institutional settings, community hving
arrangements, or at home. We strongly
believe that a spectrum of services must
be available to mest the diverse needs
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 incorporated in 1983 by
a group of lllinois parents in response fo
proposed feceral isgisiation that would
have phased out all larger facifities by
withdrawing eligibility for Medicaid fund-
ing. VOR was instrumental in defeating
that 8 year initiative. Today there are
newdirections that could eliminate small
community homes as well as larger
fac ies.

PURPOSE

Our general purpose is to act as a
resource for families with mentally re-
tarded members. We provide informa-
tion, support, and advocacy services
according toindividual and group needs.
the general public informed about is-
sues which will affect the mentally re-
tarded. We seek to create a wholesome
and productive attitude about a variety
of residential models and support ser-
vices which will best suit the needs of
each mentally retarded person and his/
her family.

OUR ON-GOING ACTIVITIES INCLUDE:
 Participation in panel and media dis-
cussions to bring information 1o the
generalpublic about menially retarded
peopie.

« Testimony before Federal, State, and

local governmental bodies regarding
the problems of the retarded.

* Publication of a Quarterly 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
THERE IS STRENG HINNt ERS

VOICE OF THE RETARDED
Send this portion with appropriate remittance.
Individua! Membership - $15.00 - Association Membership - $150,

Contribution - $25 $50 $100 $500 other-

(Ploase print)

NAME
ADDRESS

ZIP

PHONE

-If Individual:

[J Legal Guardlan [ Concemed Citizen

O Friend

Ratardad parson rarides at: [ State Faclity [ Home [T Priv. Licensed Facility J Cummunity Living Amanggment

] Relative

O Sibling

Relationship: [ Parent

d JHL 40 3DI0A 20:0T1 E6.
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