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. Memo: 10/26/93 

To: Mike Lux, Heather Booth, Bob Sevigny 

From: Justin Dart 8& Allen S. Gray 

Re: State Disability Constituency Hea.lth Care Reform Coordinators 

Accompanying this memo is a list of 51· key disability community leaders, one from 
each state and the District of Columbia. who have agreed to act as disability 
constituency health care contacts for The National Hea/thCare Campaign in their 
respective states. Each person is a proven, respected advocate for people with 
disabilities whose labor on previous legislation, such as the Americans with 
Disabilities Act, has led to victory. . . 

We telephoned t)BCn individual personally to secure their assistance in promoting 
the President's leadership on health core. A fotlow-up letter was sent to each 
confirmed contact with information on their state's National Healtheare Campaign. 
coordinator, national contact (Bob Sevigny) and what the position entailed. 

Each co~tact was advised they would be kept up-to-:date on all aspects of the 
campaign through their state coordinator, as well as The National Health Care 
Campaign Headquarters in Washington, DC. 

We will continue to fight to support the President's leadership for universal health 
care which includes people with disebi.lities. Please do not hesitate to contact us 
when we can be of particular assistance to The National Health Care Campaign. 

J . . 

HEALTH CARE FOR ALL AMERICANS NOW 




Mr. Duane French 
Executive Director 
Access Alaska, Inc. 
3710 Woodland Dr., Suite 900 
Anchorage, AK 99517 
907/248-4777 (V/TDD)
NICKNAME: Duane 
CONSTITUENCY: it 

Ms_ Susan A. Webb 
Executive Director 
Arizona Bridge 
to Independent Living 
1229 East Washington Street 
Phoenix, AZ 85034 
602/256-2245 (V), 254-5639 TDD 
602/254-6407 FAX 
NICKNAME: Sue 
CONSTITUENCY: il 

Or. Thomas Connors 
President 
Connecticut Coalition of 
Citizens with Disabilities 
340 Twin Lakes Rd. 
N. Branford, CT 06471 
203/488-0391 (1.1) 

NICKNAME: Or. Connors 
CONSTITUENCY: coali 

Mr. Jim Parrish 
Chairman 
Florida Disability Caucus on 
Disability Issues 
16100 S.w. 74th Court 
Miami, FL 33157 
305/235-5274 (V/TDD) 
305/254·2650 FAX 
NICKNAME: Jim 
CONSTITUENCY; ccdre 

Mr. Denny Hoyt 
Project Director 
Alliance for Parent Leadership 
100 Euclid St., Box 4158 
Des Moines, IA 50333 
515/280·1231 (1.1) 
515/243-0172 FAX 
NICKNAME: Denny
CONSTITUENCY: parfm 

Ms. Nancy Griffin 
Executive Director 
Indianapolis Resource Cll 
2511 East 46th Street, #V4 
Indianapolis, IN 46205 
317/541-0611 (V/TDD) 
3171542-8090 FAX 
NICKNAME: Nancy 
CONSTITUENCY: trner 

Ms_ Yadi Mark 
Advocacy Legislative Director 
Paralyzed Veterans of America 
3560 18th Street 
Metairie, LA 70002 
504/454-1178 (1.1) 
504/455-7315 FAX 
NICKNAME: Yadi 
CONSTITUENCY: pva 

Mr. Steven Tremblay 
Executive Director 
Alpha One 
169 Ocean 
South Portland, ME 04106 
207/767-2189, 947-2352 (1.1) 
207/799-8346 FAX 
NICKNAME: Steve 
CONSTITUENCY: il 

Mr. Larry Johnson 
Assistant Director 
Alabama Vocational Rehabilitation 
2129 E. S. BLvd. 
Montgomery, AL 36111 
205/281-8780 (1.1) 
205/281-1973 FAX 
NICKNAME: Larry
CONSTITUENCY: vr 

Simi Litvak 
World Institute on Disability 
1720 Oregon St. 
Berkeley, CA 94703 
510/763-4100 (1.1) 
510/465-3933 FAX 
NICKNAME: Simi 
CONSTITUENCY: int'l 

Ms. Ruth Royal Hill 
Administrator 
Voc. Rehab. Services Administration 
Dept. of Human Resources 
605 G Street, N.W., Room 1111 
Washington, DC 20001 
202/727-3227 (1.1) 
NICKNAME: Ruth 
CONSTITUENCY: vr 

Ms. Nancy Molton 

NICKNAME: Nancy
CONSTITUENCY: blind 

Mr. Kelly Buckland 
Director 
L1NC 
708 West Franklin Street 
Boise, ID 83702 
208/336-3335 (V/TDD) 
NICKNAME : Kelly 
CONSTITUENCY: il 

Ms. Gina McDonald 
Executive Director 
Kansas Association of Centers 
for Independet Living 
3258 South Topeka Blvd. 
Topeka, KS 66611 
913/267-7100 (1.1) 
913/267-0201 FAX 
NICKNAME: Gina 
CONSTITUENCY: il 

Mr. John Winske 
Executive Director 
Massachusetts Coalition of 
Citizens with Disabilities 
80 Boylston St., Suite 950 
Boston, MA 02116 
617/482-1336 (V/TDD)
617/482-2248 FAX 
NICKNAME: John 
CONSTITUENCY: coali 

Mr. Patrick Cannon 
Executive Director 
Commission on Handicapper Concerns 
P.O. Box 30015 
201 N. Washington Ave. 
Lansing, MI 48909 
517/373-8397, 373-0035 dir.(W) 
517/335-6811 FAX 
NICKNAME: Pat 
CONSTITUENCY: gc 

Ms. Nan Ellen East 
Executive Director 
Advocacy Services, Inc. 
1100 North Universitiy, Suite 201 
Little Rock, AR 72207 
501/324-9215 (V/TOD)
501/324-9219 FAX 
NICKNAME: Nan Ellen 
CONSTITUENCY: p&a 

Ms_ Hedy Margolis 
Chairperson 
'Colorado Coalition for Persons 
with Disabilities 
12100 w. Alameda Parkway
Lakewood, CO 80228 
303/987-2490 (V), 987-5433 TOO 
303/987-7678 FAX 
NICKNAME: Hedy
CONSTITUENCY: gc 

Mr. Robert Piech 
Di rector 
DE Assistive Technology Initiative 
A.I. DuPont Institute 
P.O. Box 269 Circle 
Wilmington, DE 19899 
302/651-6830, 651-6791 dir.(W) 
302/651-6793' FAX 
NICKNAME: Bob 
CONSTITUENCY: lead 

Ms. Carolyn Townsend 
Acting Executive Director 
Comm. on Persons W/Disabiliti.es 
500 Ala Moana Blvd. 
5 Waterfront Plaza, Room 210 
Honolulu, HI 96813 
808/586·8121 (1.1) 
808/586-8129 FAX 
NICKNAME: Carolyn 
CONSTITUENCY: gc 

Mr. Robert Kilbury 
Executive Director 
Coalition of Citizens with 
Disabilities in Illinois 
401 East Adams 
Springfield, IL 62701 
217/522-7016 (V/TDD) 
217/522-7024 FAX 
NICKNAME: Rob 
CONSTITUENCY: coali 

Ms. Kathy Williams 
Director 
Oiv. of Program Development 
Office of Voc. Rehab. 
Capital Plaza Tower - 9th Floor 
Frankfort, KY 40601 
502/564-3694 (1.1), 564-4440 TOO 
NICKNAME: ' Kathy 
CONSTITUENCY: lead 

Ms. Katy Beh Neas 
Director of Legislation
AAUAP 
8630 Fenton Street, suite 410 
Silver Spring, MD 20910 
301/588-8252 (1.1) 
301/588-2842 FAX 
NICKNAME: Katy
CONSTITUENCY: CCDRE 

Mr. Tom Brick 

Health Care Coordinator 

State Council on Disability

Suite 145, Metro Sq. Bldg. 

7th and JacKson Sts. 

St. Paul, MN 55101 

612/297-2920 (V/TDD)

612/296-5935 FAX 

NICKNAME: Tom 

CONSTITUENCY: gc 
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Mr. J~mes Tuscher 
Chai rman 
GCEPD 
PARACUAD 
5100 OakLand Ave., Suite 100 
St. Louis, 1010 63110 
314/534-5100 (W) 
314/534-0055 FAX 
NICKNAME: Jim 
CONSTITUENCY: gc 

Mr. Chester Helms 
Director 
Programs for AccessibLe Living 
1012 South Kings Dr., Suite G2 
CharLotte, NC 28283 
704/375-3977 (V/TDD)
704/375-5907 FAX 
NICKNAME: Chester 
CONST ITUENCY: i l 

Mr. Larry Robinson 
Co-Executive Director 
Granite State Independent
Living Foundation 
172 Pembroke Rd. 
Concord, NH 03301-5767 
603/228-9680 (W)
603/225-3304 FAX 
NICKNAME: Larry 
CONSTITUENCY: i L 

Ms. Donny Loux 
Chief 
Planning, Research and Program 
DeveLopment, Rehab. Division 
711 South Stewart Street 
Carson City, NV 89710 
702/687-4452, 800-992-0900 (W) 
702/687-3292 FAX 
NICKNAME: Donny
CONSTITUENCY: dd 

Ms. Helen Kutz 
Di rector 
Client Assistance Program 
Office of Handicapped Concerns 
4300 North LincoLn, Suite 200 
Oklahoma City, OK 73105 
405/521·3756 (W)
405/424-1782 FAX 
NICKNAME: Helen 
CONSTITUENCY: p&a 

Mr. James Healey
Rhode IsLand Arc 
99 Bald HiLL Road 
Cranston, RI 02920 
401/463-9191 (W)
NICKNAME: James 
CONSTITUENCY: arc 

Ms. Sharon Marie Hazard 
ADA Project Coordinator 
Coalition for Tennesseans 
with DisabiLities 
P.O. Box 4688 
Sevierville, TN 37864 
615/428-6266 (W), 428-6264 TOO 
615/428-6269 FAX 
NICKNAME: Sharon 
CONSTITUENCY: coali 

MS. Sandra Reen 
Director 
Virginia Board for the Rights 
with Disabilities 
P.O. Box 613 
Richmond, VA 23205-0613 
8041786-0016 (W)
804/786-1118 FAX 
NICKNAME: Sandy
CONSTITUENCY: gc 

Hr. Mark Smi th 
Executive Director 
CoaLition for Citizens with 
Disabi L ities 
2727 OLd Canton Road, Suite 173 
Jackson, MS 39216 
601/362-9599 (W) 
NICKNAME: Mark 
CONSTITUENCY: coali 

Mr. Darrell Farland 
Executive Director 
Governor's Comm. on Human Resources 
State CapitoL Annex, 3rd FLoor 
Bismarck, NO 58501 
701/224-3950 (W)
701/224-3000 FAX 
NICKNAME: DarreLL 
CONSTITUENCY: gc 

Mr. Ethan ELLis 
Director 
New Jersey DO CounciL 
32 West State Street, CN 700 
Trenton, NJ 08625 
609/292-3745 (W) 
NICKNAME: Ethan 
CONSTITUENCY: dd 

Mr. Robert Mauro 
Wri ter 

NICKNAME: Robert 
CONSTITUENCY: media 

Mr. Eugene Organ
Executive Director 
Oregon Commission for 
the Handicapped
1257 Ferry St., S.E. 
Salem, OR 97310 
503/378-3142(V),378-3599(TDD) 
503/378-3599 FAX 
NICKNAME: Eugene 
CONSTITUENCY: gc 

Ms. Bet~y' Easler 
Director 
S.C. DO Council 
Edgar Brown Building, Room 372 
1205 Pendleton St., Rm. 372 
CoLumbia, SC 29201 
803/734-0465 (W)
803/734-0356 FAX 
NICKNAME: Betty.
CONSTITUENCY: dd 

Ms. Belinda Carlton 
Executive Director 
CoaLition of Texans with 
Disabi l ities 
316 W. 12th St., Suite 405 
Austin, TX 78701 
512/478-3366 (V/TDD)
512/478-3370 FAX 
NICKNAME: Belinda 
CONSTITUENCY: coali 

Mr. David Sagi 
Coordinator 
ADA Implementaion Project
Vt. Dept. of Aging and DisabiLities 
103 S. Main St. 
Waterbury, VT 05671-2303 
802/241-3180 (V/TDD)
802/241-2979 FAX 
NICKNAME: David 
CONSTITUENCY; stada 

Ms. Zana Smith 
Project Director 
Montana Independent living
Project
38 South last Chance 
HeLena, MT 59601 
406/442-5755 (W) 
406/442-1612 FAX 
NICKNAME: Zana 
CONSTITUENCY: iL 

Mr. Mike Schafer 
Director 
Cil league of Human Dignity, Inc. 
1701 P Street 
lincoLn, NE 68508 
402/441- 7871 (W) 
402/441-7871 FAX 
NICKNAME: Mike 
CONST lTUENCY: it 

Ms. JuLie Ballinger
Acting Director 
Independence Resource Ctr. 
2520 Virginia, N.E., Suite 200 
Albuquerque, NM 87110 
505/271-1565 (W)
NICKNAME: Jul ie 
CONST ITUENCY: i l 

Mr. Ken CampbelL
Executive Director 
Ohio D.O. Council 
8 E. long Street, 6th Floor 
Columbus, OH 43215 
614/466-5205 (W) 
614/466-0298 FAX 
NICKNAME: Ken 
CONSTITUENCY: dd 

Ms. Kathleen Kleinmann 
President 
Penn. CounciL on Independent Living 
69 East Beau Street 
Washington, PA 15301 
412/223-5115 (W) 
412/223-5119 FAX 
NICKNAME: Kathleen 
CONST ITUENCY: i l 

Ms. Rae Unzicker 
Coodinator 
National Assoc. of psychiatric 
Survivors 
Box 618 
Sioux Falls, SO 57101 
605/334-4067 (W)
605/334-2298 FAX 
NICKNAME: Rae 
CONSTITUENCY: PSYCH 

Ms. Sherry Repscher 
Executive Director 
GCEPD 
120 North 200 West 
P.O. Box 45500 
SaLt lake City, UT 84145-0500 
801/538-4210 (W), 538-4192 TDD 
801/538-4279 FAX 
NICKNAME: Sherry
CONSTITUENCY: gc 

Mr. larry Watkinson 
Owner 
Munchies and Moren, Co., Ltd. 
P.O. Box 2075 
Olympia, WA 98507 
206/754-0900 (W)
206/754-0924 FAX 
NICKNAME: Larry
CONST ITUENCY: ? 
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Ms. Jayn Wittgnmyer Ms. Anne Weeks Mr. Darlo Koldenhoven 
Execu~ive Director Executive Director Program Consultant 
Wisconsin Council on Huntington Center Independent Living 
Developmental Disabilities for Independent Living 1'04 Hershler Bldg 
One West Wilson St., P.O. Box 7851 914 1/2 Fifth Avenue Cheyenne, WY 82002 
Madison, WI 53707-7851 Huntington, WV 25701 307/777-6841 (W) 
608/266-7826 (W), 266-6660 TOO 304/525-3324, 800-243-4245 (W) NICKNAME: Darlo 
NICKNAME: Jayn NICKNAME: Anne CONSTITUENCY: il 
CONSTITUENCY: dd CONSTITUENCY: il 



THE WHITE HOUSE 


WAS H I NGTO N 


TO: Judy Feder 
Mary Harahan 
Sara Rosenbaum 

FROM: Carol H. Rasco~_~~~ 

SUBJ: issues 

DATE: February 3, 1994 

I feel the need to sit down, if even for thirty minutes, for an 
update on disability issues as they relate to the Health Security 
Act. While I have several meetings in coming weeks where this 
issue might arise, I know for certain when I am on the floor of 
the Arkansas General Assembly next Thursday, I will be asked 
questions on this topic. 

I am asking Rosalyn Miller of my staff to contact each of you by 
the close of business tomorrow to try to find a time Monday, 
Tuesday or wednesday that we might sit and visit. If you feel 
there are others who should sit with us, please do not hesitate 
to share that with Rosalyn. 

Thank you. 

cc: Stan' Herr 
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v 0 ICE 0 F ' T'H ERE TAR D E D 

. , 5005 Newport Drive 


Suite: 108 

Rolling Meadows, IL 60008 


(70R) 253 - 6020'- Phone (708) 253 - 6054 - FAX/Ph( 

August 26, 1993 

The Honorable Jack Fields 
2228 Rayburn 
House Office Building" 
Washington DC 20515 

Dear Representative Fields, 
. ,,- t:,' 

As a ~ational non-profit organization representing 
the families of mentally retarded persons in 47 states, 
VOR is writing to express deep concern about the u.s. 
Senate Bill 1284, sponsored primarily by members of the 
Senate Committee. on Labor and Human Resources, and, we are 
told, drafted with the Consortium for Citizens with 
Disabilities. It would, in our opinion, invade the 
administrative sovereignty of states by giving certain 
federally-funded agencies a "first-among-equals" status for 
policy formulation~ These agencies in the· Consortium today 
do not really represent persons with retardation: rather, 
they represent the preferences of many individuals who have 
conflicts of interest regarding the agency activities. 

We are advised that this bill was heard by a 2-member 
Developmental Disabilities panel, as one of ~i~ 
reauthorization bills, on April 19, 199~. It then passed 
the Senate by a voice vote on August 5, 1993, and is now 
to be considered by the House Commi.ttee on Energy and 
Commerce. 

Our specific objections are' detailed 1n the attached 
pages. 

If we can be of assistance in providing further analysis 
or data, please let- us know. We'would like to telephone you. 
next week for further discussion. 

Sincerely, 

/i'f2.: ~;,.... .. 
Polly Spare 
President· 

An Association of IndiL-iduals and Parent Groups working for Persons with Mental Retardation 


Non-Profit TaiExempt Voluntary 
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Voice of the Retarded 
page 1 

ANALYSIS 

DEVELOPMENTAL DISABILITIES ASSISTANC& AND- BILh OF RIGHTS ACT. 
AMENDMENTS OF 1993 

PURPOSE 

" .•. To expand or modify cer.tain provisions relating·to 
programs for individuals with developmental disabilities, 
Federal assistance for priority area activities for" 
individuals with developmental disabilities, protection and 
advocacy of individual rights, university affiliated programs 
and projects of national significance ••• " 

ADDITIONAL PURPOSE 

" .•. To reunite families with members who have been- placed 
out of the horne ...• " 

POLICY 

It would be U.S. policy that all programs, projects an& 
activities receiving financial assistance under this Act 
be carried out consistent with principles that "individuals 
with developmental disabilities are capable of achieving 
independence, productivity and inclusion in the community." 

CONCERNS OF CONSUMER FAMILIES 

(1) 	 The notion that all individuals are' capable of 
independence and inclusion.is grossly unrealistic. The 
following is a June 1993 quote from Elizabeth Boggs, of 
The ARC: "I fear that wear~ going to go through a period 
of euphoria where we destroy all of the infrastructure we 
hav~ buil t up over the years. We-, will try to replace it 
with a faith that the community will take up the 
slack ..... 

(2) 	 In any family with a severely or profoundly mentally 
retarded member, returning that person to the home means 
a life sentence of 24-hour care for an. adult with a 
mental age of an. infant or .young child (bathing, 
diapering, laundry, cooking, handfeeding, transporting 
to medical care, in-horne therapists (where available) and 
social workers) 365 days per year for the rest of that 
disabled person's life or the end of the family, 
whichever comes first. Government would not. dare impose 
this sentence upon a criminal. --- ­

(3) 	 Choice option of residential care as a Health Care 
Financing Agency requirement would' be eliminated. This 
removes all consumer choice in an. essential service 
arena. 

http:inclusion.is


VOR IS DEDICATED, . 
TO:THE;::i " 

FOLLOWING- PRINCIPALS, 

• to create an' awareness of VOH/our 
concerns and goals; , """ ' 

• to be the foremost national organization 
to promote the general welfare of all 
persons with mental retardation~. 

• to assure quality' care; essential. ser;:. 
vices and to improve the quality 'of life 
for all. 

• to educate and disseminate information 
to the general public,. families,.Iawmak~ 
ers, state and federal officiais... 

• to act as aresource for parents, families, 
guardians and~ all persons who., are:, 
mentally retarded. . . ' , 

• to review and, monitor legislation that 
would impact'on developmentally dis­
abled persons :and their f~!,"ilies.. 

• to promote freedom of choice; a spec­
: ' trum of treatment/rehabilitation ser­
! vices, and residential services to meet. 

the special needs of special, c!tiiZens. 
~ ; .- .~ ..~ ~ . ..'", . 

• 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 
speak',for themselves".: :-~.: :.:~. 

REC'OSEP 3 

. . 

VOICE:OF.:THE~ RETARDED."" 

FOUNDED 1983 

.:. 

5005 NEWPORT DRIVE 

SUITE, 108' 

ROLLING.MEADOWS IL 60008,· 


!.,: ,," 

Phone (708) 253-6020 

FAX (708) 253-6054 ' 


~... ... -- .. -.. -_.. .." .' 
.~ .. . ,~.' -",',', 



WHO ARE-WE? ' 

We are an organization of parents, 
family members, providers, profession­
als,friends, and affiliated groups in 47 
states who are involved with peopl9 in 
institutional settings, community living 
arrangements, or at home; We strongly 
believe that a spectrum of services must 
be available to meet the diverse needs 
of our M. R. population. 

WE ARE A STRONG VOICE 

BEING HEARD~",. 


ACROSS_THE::USA 

FROM-?i 


NORTH'TO'~SOUTH 

EAST TO WEST: 

HISTORY.' 

VOR was incorporated in 1983 by 
a group of Illinois parents in response to 
proposed federal legislation that would 
have phased out all larger facilities by 
withdrawing eligibi lity for Medicaid fund­
ing. VORwas instrumental in defeating 
that' 6 year initiative. Today there are. 
newdirections that could eliminate small 
community homes as well as larger 
facilities. 

PURPOSE 

OLirgeneral,purpose is to act as a 
resource: for, families. with'mentally re-,:,,., 
tarded members. We provide informa-, ' 
tiof!; support; and· advocacy services 
according to individual andgroup needs. ' 
We keep public officials, legislators, and ­
the,-general public informed about is­
sues which, will' affect the' mentally' 're-;':" 
tarded. We'seekto create awholesome' 
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 hisl',­
her family. 

. ' .. _­

OURON.;GOING ACTIVITIES'INCLUDE:::, 

• 	 Participation in,panel and media dis:.-:;'­
cussionsto bring information to the .' 
general public about mentally retarded· .. 
people. 

• 	 Testimony before Federal, State, and 
local goyernmental bodies regarding 
the' problems of the retarded. 

.' 	Publication of a Quarterly Newsletter: 

• Co-Advocacy' on behalf of groups and 
individuals in reSidential, community, 
or ~_omesettings. 

• "Interaction' with other parent orgapi- ... 
zations who work with the retarded. 

WE'~INVITEVOUR SUPPORT" 

THEREIS'STRENGTHIN NUMBERS ~.' 

, ", 

" . 

.:--,' 

, , 

" ,.... 
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• -:- -.- :-. . A not-Jor-profit corporation·under the IiJws oj the State oj fflinois ...:. 

. SOOS Newport Drive, Suite 108.· RoUing Meadows, IL.60008 • (708) 2SJ - 6020'phone' 
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-SUMMER 1993 

HELLER v. DOE~ SUPREME COURT RECOGNIZEgSPECIAL NEEDS­
O~'RETARDED: AND: RIGHTS OF PARENTS TO PARTICIPATE ......,,-­

On' June" '24, 1993, the Unite,d States Supreme Court 
1' " 

_ 
issued a detis10n in the case of H'eller v. Doe . which will_ 'be~ 
welcomed by all par en ts and guard ians whoa-;;-i-es ponsi ble ,f or.-­
the care, placement and maintenance of retarded persons in 
residential treatment facilities. Because of the importance 
of the case, the Voice of the Retar.ded filed a brief in, the<:~­
case as an amicus curiae (friend of the_court). With very 
little time_" Bill Sherman, chairman of-the- VORIs Law, 
Committee, worked. around the clock and_over- weekends to 
prepare VORl's brief ._ Bill's position' in the, brief on the two':" 
crucial issues before the-- Court was' upheld, one by -a 5-4 
majority andt_he other by a 6-3 maj.orit.y of,the justices .•. 

. -....-~..---. ---:0-' 
The case is very significant· because. in it the Supreme":­

Court reco-gnizes that states can have an. easier procedure for':-­
approving placement of the retarded in residential facilit.ies,',­
than is required to commit the merrtall~ ill. Because the. 
case arose under the specific and-unusualprDvisions of 
Kentucky law; it may not have immediate application in other 
states. Mo~t states consider that placements for the 
retard~d differ from commitments of "the mentally ill •. 
Unfortunately, because of the previous: federal court cases' 
con test i ng' the Kent uck y laws, that s ta te had__ to cons ider 
placements of the retarded as though_ they wer~ "involuntary 
commitments" similar to the mentally ill. In the face of 
this mandate from the federal courts, the Kentucky 
legislature tried to make it easier ~o obtain approval of-xh~ 
"commitment" of a retarded person.__ ­

Under Kentucky's laws, to justify a placement in a~ 
institution there must be a finding that the mentally 
retarded person is a danger to self or-others, can benefit 
from treatment in a facility, and the placement is in the­
least restrictive alterna,tive for the,- person. To- make it 
easier to meet these tests for the mentally retarded, the 
Kentucky legislature declared that_ the burden of proof for_ 
placement of the retarded was to -be "clear and_ convi-ncing' 
e_vidence", rather than "evidence beyon_d a reasonabLe doubt": ',... --­
as was required_ for the mentally ill.. It ~s obviously easi~~' 
to prove something by "clear and convincing' evidence" than 
"beyond a reasonable doubt" - t h,e latter i sth e same s t an.d a rd. 
as the law re'quires for convicting a person of' a crime. 

(cont'd pg 11) 
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THE RRESIDENT'S MESSAGE ••••• 

It's been an outstanding year! 

VOR has gained national recognition. Our membership~ both 
organizational and individual, continues to grow. W~have~ 

through our actions in the U.S. Supreme Court and The Washington 
Initiative July 12 - 16, achieved status as a viable achieving 
national advocacy organization dedicated to voluntary service on 
behalf of Americans with mental retardation. 

Two new board members were elected at the June 12. 1993· 
meeting in Arlington Heights. Caroline Walsworth. of Arl~ngton 
Heights, IL was elected a Director and Treasurer. Marilyn Straw. 
of Waukee. IA was elected a Director. VOR is fortunate to have 
the support of these dedicated parents and active advocates in 
their states. 

This issue of our newsletter is dedicated to sharing our 
success with you all - our supporters - and extending our thanks 
to the many persons who contributed countless hours and weeks to 
help us establish credibility for VOR. We are the only nat~onal 
non-publicly funded. non-profit. non-provider corporation in the 
country serving people with mental retardation and their families. 

I want to take this opportunity to thank the 72 .selfless 
delegates from 19 states who participated at their own expense in 
the Washington Initiative. VOR was able to advise the U.S. 
Congress and the White House that our people with mental 
retardation who are "out-of-sight and out-of-mind" are indeed a 
population that must be included when long. term care plans are 
considered as part of National Health Care Reform. 

- Polly Spare, President 

***************************************************************** 
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'VOR'POSITION ONNATIONAh HEALT~ CARE REFORM.~._ •. 

. Because mental retardation lasts from birth to death, VOR 
'believes that a major goal of health care planning must be 
assurance of long-term care and treatments, so that American 
families will not be impoverished and destroyed by the burden of 
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 1 Medicare and private insurance. This 
includes about 250,000 persons with developmental disabilities who 
reside in state and privately operated care/treatment facilities 
for mentally retarded persons. 

Financing for this population provides:. 

SKILLED ACTIVE TREATMENT for per sons wi tho severe' or 
profound mental retardation. 

INTERMEDIATE ACTIVE TREATMENT for persons. wh~ are 
moderately or mildly mentally retarded 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 THE ONLY LONG TERM CARE OPTION 

Persons with severe and profound mental retardation need 
skilled care. THese are people who have mental ages of infants 
and young children. Some are subject to life threatening seizure 
disorders and other neurological impairments. They can be 
afflicted with physical ailments and be wheelchair bound, 
medically fragile, blind, deaf or- any combination of these 
disabilities. Others suffer from Autism, Prader Willi, Pica, 
Cerebral Palsy, etc. 

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 technological 
equipment as necessary supports, must be available in specialized 
residential facilities. 

WHAT MUST BE DONE 

Experience clearly indicates the need for: 

- An array of facilities, public and private, large and small. 
- Reasonable choice of vendors of service with, parental 

concurrence. 

." ..,~-



, '":C 

. . 

'Enh'a-n-c edand~enf:or c e'd' 'qual £t:i~ as~'uranc:e .. ~t an d'a i'd's' ~', 
-Better" 'sel.£:-.d isci p 1 ine' ,within professional gr ou p-s ( doctors, 

lawyers'; ,etc) •. 

Contro[:f'e:d~e'xp,endi'tures by: 
~ ;::~ ':~. ' , 

- Standardizing' costs of medicaL procedur,es wi thout, presenting 
dis,inceo't'ives to continued medical. advancements. 

- SimpliTY:±'n·g~ !.adm'irristr.ative ande'lafmc procedures. 
- Elimi,nat~in:g:"..malprac t ice' dama:ges' and~ sup port ing tort' reform. 

SOURCES' OF';FIlfAHCING' FOR' LONG: TERM'''CARE'''', 

- Better-administered Medicaid/Medicare or an equal or better 
social. insurance ~rogram. . 

- Eliminat~on of Medicaid/Medic~i~ fraud • 
. NOTE: qO,stprojections must be·act'u·arially sound. 

SOCIETAL SAVINGS' 
, . 

An' investment, in appropriate mental r'etardation' care.: 

- Enhances family stability. 

- Minimizescatastrophes.«: 


Reduces, homel~ssness. 
- Improves community acceptance. 
- Helps to' prevent. loss'es by poor' supervision, poor training and 

low' pay. 
- Co~tributes .. to reduction of cosxly litigation. 
- Reduces pi~son popUlations. . 
-,Offers new::,-,trea tmen t opt'ions, (co'caine bab ies ,and fetal 

alc,aho f'sy'rl'dr'dme:v ic t ims) .'" ,'; <;,' 

-, -Impr oves'c:?tti~~~~q'ua"li t'y" 0 f 'Tif:e··rO'r':"m'i,llions of' ~pe op Ie. 
~. ,.': ;.~:i~,~·; ,j~t-3j,~;~~1~-j~~~i ·.'~~i .~;.;' ~ ~. :. t .) '.- ""~-:',' :T',~':. i.~<".,,,'::~'; /-:: _ "'. . . 

" . " 

,', ************'**.*.**'*******,***********.******************************" 
- .. y. , 

REGRESSIVE POtTCIES WITH' DISASTROUS CONSEQUENCES •.•••• 
. :. .' , .. . .. ' . 

The 1 0 s:s 0 f fed era1 and s t a:t e fun d s f or Ion g t e r m car e 
(ICE/MR) for:p.er:sons with mental. retardation is a real threat in 
curren t· heal th" care negot ia t ions. Paren ts, fami I y member sand 
friends, are urged to act immediately to prevent this from 
happening. .. 

Join VOR~today! Ask .family members and friends for their 
su pport. A,1.er't:~ your sta,te and f ede,raLl.eg is1a tor s 0 f the, need for" 
quality long term care for: persons with mental retardation. 
Leg i s I a t or s· n e.e d t 0 k now the dire con seq u e n c e's 0 f 10 s s . 0 f fun din g 
and. how' it 'would' af f ec t you and your f ami 1 y members. 

http:ede,raLl.eg
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PARTICIPANTS CRITIQUE'THE WASHINGTON INITIATIVE ••••• ' 

From: 	 Carolyn Cowans 
Parent-Guardian Association 
of Arlington Developmental Cent~r 
Memphis" TN 

Parents and family members of mentally retarded, persons 
generated tremendous energy on Capitol Kill during the week of 
July 11, when~ we. met' with members of Congress and Legislative 
Aides on behalf of long-term, care for pe~sons with mental 
retardation. 

The Congressional officials and the~r aides were impressed by 
the effort of VOR. They expressed appreciation at hearing the 
concerns from the families. Man,y of them did not. realize the 
fragile conditions and special needs of our loved ones. 

VOR did an outstanding job organizing The Washington 
Initiative. I hope this effort will be repeated. We must keep 
our concerns befor.e Congress and support VOR as it continues to 
advocate on our behalf. 

***************** 

From: 	 Mark Fitzpatrick 
Parent Association for the 
Retarded of Teias 
Dallas, TX 

The spontaneous decision to join VOR in Washington, D.C. has 
permanently changed my involvement with the issues that confront 
us as parents. and family members of a severely retarded 
individual. Being a newcomer amongst the more experienced 
participants was a r~vealing education. Discussions about the 
trend toward deinst±tutionalization were as alarming as the 
successful activities of parent groups and individuals to confront 
these threats were encouraging. 

Our meetings with congressional members and their legislative 
aides were generally cordial and informal. We expressed our 
concerns about possible changes in Medicaid funding and the 
reported emphasis by the Task Force on home-based services. They 
said that little was known'of the Plan, and in every instance 
reassured us that our special-needs population would not be 
forgotten. 

Until our participants began to explain the trends at the 
state level, however, the deciSion-makers knew little of the 
conflicts betMeen institutions, community and home-based services. 
And only then did they begin to become aware of our vulnerability. 
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Being in a positian .to communicate this vulnerabili~y to persuns 
of'influence is both an empowering and a sobering. situation. 
Understanding the chall~nges that exist has given me the desire to 
do what I can to secure the public resources that my son and all 
mehtally retarded persons need. 

VOR is a beautiful example of the, desire and, hard-earned 
experience we as concerned ind·ivi.dua1s can. focus int.a a powerful 
group effo'rt. This latest Washington trip succeeded in many ways, 
and, there is much follow-up work to be done. The trip was 
exciting, fun and very satisfying. I'm proud to now be an active 
member of YORe 

*******,**********­

From: 	 Lex Wells 
VOR California State Coordinator 
Wildomar, CA 

When VOR asked that members come to Washingt,on, D.C. on Jul,y 
10th to discuss our concern'S wi.th our Congressmen on how the new 
health care reform plan would affect the mentally retarded, 
California formed a group of six members. Our California 
representatives were Dennis and Lex Wells from Fairview 
Developmental Center, Helen Hawkins from Sonoma Dev~lopmental 
Center, Joe Romozi and Doug Fratt from Lanterman Developmental 
Center , and David Swain f r om Cama rill 0 • These six. delegates 
contacted two Senators and 51 Congressmen. 

I am very happy to report that as of July 25, 1993 I have 
personally heard back f~omSenat~r Boxer' and 6 Congressmen. 

VOR 'and its' top staff 'were very instrumental in getting us an 
appointment at the White'Ho~se, with Carol Rasco, President 
C1i n ton,' s Do mest i cPo 1 icy A d vis 0 r-, and,. I f e 1 t t hat t his was 0 n e 0 f 
the biggest breaks onlett'ing the. President know of our' concerns. 

All of our parent organizations in California would like to 
thank VOR and its staff for making this opportunity occur. 
Communications today are so important and if we are· not united and 
stand' together to. form strength' for our cause, then we will never 
conquer our problems. VOR must do what no organization has ever 
done before and this is encourage growth and gain in strength and 
numbers. We, in California, stress that all of you ask your 
friends to join VOR - as we· are going to do - so that we can 
protect our loved ones during these difficult times. 

**************** 

PLAN TO JOIN US.FOR. WASHINGTON INITIATIVE PHASE II! 

LA T E FA LL. "9 3 ,~ date t 0 b e ann 0 u n c e d 
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********************************************.*********************" 

REPORT ON THE WASHINGTON~INITIATIVE ••••• 

Seventy-two VOR, advocates for. long term care traveled from, 19 . 
states to Washington DC at their own expense,. to meet with over 
300 legislators' and staff members. Te~met at the White House 
with Carol Rasco,. Domestic Policy Advisor to the President. 
Additional meetings were held to discuss. long term care with the 
National Catholic Conference,. the General Board of Church and 
Society of the' United Methodist Church" the. American. Association 
of Retired Persons, and the American Federation of State, County 
and Municipal Employees. 

In spite of the 98 degree temperature, the reception accorded 
VOR was enthusiastic and positive. VOR's position paper on long 
term health care was given to every legislator and staff member 
visited. A basis for continued sharing of ideas has been 
established, so that when the health care bilL is introduced, VOR 
reaction will be considered. 

Many Capitol Hill offices have rece.ived little information 
about the proposa.l. However, there is a consensus that families 
of .persons with mental retardation. will' only be given a choice 
between $500 per month Home and Com~unity based Medicaid Waiver, 
OR individual, state-defined payments for long term care 
services/home based paid for by federal block grants. 

To prove eligibility, each individual will have to show 
deficits in at least three activities of da~ly living. IT IS 
POSSIBLE THAT ONLY A FRACTION OF THOSE PRESENTLY ELIGIBLE FOR 
MEDICAID MAY PASS THE~ NEW TESTS, EVEN THOUGH A COGNITIVE ABILITY 
MEASURE MAY BE ADDED. 

VOR plans to return to Washington DC late in the. year, and 
will be in touch with the membership about this. Meanwhile, VOR 
has been. asked to send its concerns directly to tha White House, 
as well as to the U.S. Congress. 

It is also important that state legislators and officials be 
informed by VOR members and their friends about the need for long 
term health care. 

Parent power was' very evident in Washington DC this month, 
but we've just begun the long road to inclusion of our most 
disabled population in the long term. health care refor.m package. 

****************************************************************** 
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, HERE'S WHAT.- THEY: REPORT' IN~THE' NATIONAL PRESS ••••.• 

CASH/PCR News Release '(CAy). 6/8/93: The sta tewid'e assoc iation 
of; par:ents whose children'. reside in California's seven state. 
deyel6pmerrtalcenters has asked. couit permission to intervene in ~. 
sweep.ing lawsuit that. could.~ jeopar:diz'e future care for up to 2,000 
developmental d.isabled Californians. Attorneys for CASH/PCRhave 
pet:itioned the San' Francisc.o. S.uperior Court to let.' the. group 
inter ven'e in ,the. 1990 class-ac t.ioD sui t tit led Cof f el·t .!..:.. DDS. 

Tb~·Ha~tford Courant.. (CTY 5/27/93: The biggest state 
government overhaul in 15 years would begin in .one· month urider the 
plan approved Wednesday by ,the: Senate, which turned aside an 
at.t:empt·to-:postpone it for.a year: •. The· legisla.tion, which was 
sent to the House, would combine five agencies.. that. run social and 
health pro~~ams into two new departments that are expected to give 
bett.er ser.vice at lower cost .• 

Illinois Issues (IL) 6/93: Clear plans finally exist. to guide 
the depar tmen t (of Mental Heal th and.. Developmental Disa bil i ties) 
future.. Especially exciting: is .,the~ idea that a· broad range of 
peo:ple is ,taking part in hasht-ng out the stakeholders - consumers, 
parents,. patients who are living f~ll lives. 

Mi'sericordia.Newsletter' (IL) .5/93: Three years ago, 
Misericor:dia opened the Greenhouse Inn', a restaurant· 'offering its 
cus.tomersa delicious lunch: menu and affording. the residents of 
Misericordia .valuable work opport'unt-ties as.waiter:s and. 
wa'itresses, bus: per:sons, and" kitch'en assistants. At· about the 
same. ,time';' Mi"sericrod ia 's.staff. was;' encouraging .res·idents such as 
Joan ·to'go out and. look for jobs· in:.the communi.ty. Joan: has been 
working part time at. a' lo'caLveter inary hos p.i.tal..f.or.· nearly three 
ye a r.s,"· now:;;.:.. 

Detroit News (MI,) 5/23/93:: The head of the' nat.ion' s Social 
Securi.ty· Administration sai.d... he is "deeply troubled~" by reports' of 
widespread exploitation in Michigan's private' car a homes and will 
investigate complaints that. disabilit.y checks are being misused. 

Louis Enoff, acttng commissioner' of Social. Sec.urity, said he 
will examine. why monthly di~abtlixy checks continue to be sent to 
some Michi'gan. caretakers who· have records of exploiting residents 
in dangerous:, illegal care homes, like the one on Detroit's 
Pingree. Street where. 10 people died in a fire last summer. 

Mental Retardation Association Newsletter (MOr 6/93: The 
growing lis~-of. people who have severe mental retardation with 
multiple handicappitig conditions and behavior:s should be relieved, 
by pr.oviding ...ADDITIONAL group homes on state habilLtation center 
grounds ..• Tnere is a need f:or: protective environments, such as 
state habilitation centers in Mis~ouri, to accommodate the state's 
most vulnerable MRDD citizens, whos.e mental disabilities and 
be·havrors make.. it impossible for. them to live safely in the 
community. 

http:Securi.ty
http:p.i.tal..f.or
http:communi.ty
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. The Commercial Appeal ('MS) 5/30/93: A g rou p home 0 per a ted by 
the Warren Yazoo Mental Health Service in Vicksburg is being 
accused of physically abusing patients and of giving one patient's 
medication to another to keep the second patient quiet. 

Meriden Record-Journal (Ne) 7/6/93: .•• Some are reluctant to 
talk to an outsider about the five local youths charged with 
raping a 19-year old mentally retarded woman over two nights last 
winter ••• "This is a very moral community where something like this 
is totally out of place, "said ••• the pastor of Troutman Baptist 
Church .•. A friend of the woman's heard her discussing the incident 
and notified police. The woman - whQ a local psychologist says 
has an IQ of 70 and the social skills of a 5-year-old - told 
police several teens invited her to go to the movies on New Year's 
Eve. Instead, they took her to an apartment .•• 

The Cincinnati Enquirer (OH) 6/29/93: When Kathleen and 
Timothy Carroll began adopting disabled children, they knew it was 
against the odds that all of them would lead long lives. But five 
of their 10 adopted chi.ldren have died in the last nine months, 
alarming local authorities and devastating the family. 

The deaths began Sept. 21 when Hannah Carroll, 6, who had 
Down's Syndrome, died after getting into some household 
bleach •.• On Oct. 19, 7-week-old Chloe,. born with only a brain 
stem, died at a Columbus adoption agency where she was taken 
shortly after Hannah died. Noah, who was born to a drug-addicted 
mother and had a history of seizures, died at the Carroll home 
Nov. 15. A month later, Mary, 3, who was mentally retarded ... was 
found dead in her bed. On June 14, Josiah, who had cerebral palsy 
and asthma, was found dead in his bed. 

Ft. Worth Star-Telegram (TX) 5/28/93: The House approved a 
Senate human services bill yesterday that lacks a provision that 
would keep the Fort Worth State School open. It has been sent to 
Gov. Ann Richards, who is expected to sign it into law. Rep. 
Doyle Willis, D-Forth Worth, argued yesterday that a federal judge 
was bullying the Legislature into closing the school ••• The 
decision to close state schools in Tarrant and Travis counties is 
part of a settlement to end a 19-year-old lawsuit against the 
Texas Department of Mental Health and Mental Retardation. 

The Herald (Provo, OT) 2/2/93: Mike Stewart, new director of 
the Utah Department of Human Services, told employees of the State 
Department Center Friday that he has.no plans to close the 
institution. Stewart and Lt. Gov. Olene Walker had lunch at the 
center, then toured the facilities ••• 

Deseret News (OT) 5/27/93: Foster parents of an 18-year-old 
mentally reta.rded woman who died in a March 3 garage fire have 
been charged with murdering her. John and Tonya Vosburgh of 
Layton were charged Wednesday in 2nd Circuit Court with one count 
of first-degree homicide, aggravated arson and filing a false 
insurance claim. 
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The Virginian~Pilot ~nd Ledger-Star (VA) 5/17/93: Dogs have 
long been used to guide the blind and mor~ recently to assist 
people with hearing impairments or other physical disabilities. 
But Austin and Bishop are the fir.st participants in a local 

. project that uses dogs to help people with mental 
retardation •.• Pilot, a gol~en retriever, is being trained to 
summon help when Austin suffers seizures. Bishop has autism in 
addition to mental retardation. His sheltie has been taught. to 
sit. down at curbs and not let. his master cross the street until 
traffic has cleared. 

************************************************************** 

PATTI SHAPEN WINS SPECIAL QLYMPICSHONORS 

Patrice (Patti) Shapen, a 36-year-old resident of the Howe 
Developmental Center in Tinley Park, Illinois, was introduced by 
Sargent Shriver at a July 16 banquet in Orlando, FL commemorating 
the 25th anniversary of International Special Olympics. Three 
days later, Patti was honored as Grand Marshal of the Disney World 
parade, attended by 2,000 Special Olympics meeting participants. 
Patti was announced to all of the persons at Disney World and 
Epcot Center over the pa~ks' loudspe~ker system. 

Patti has been a Special Olympics athlete for 25 years. She 
loves sports, including bowling, swimming, tennis, downhill 
skiing, basketball, softball, the standing long jump, and 
horseback riding. Her best bowling score is 153: a sensational 
statistic for a young lady who, early in life was never supposed 
to be able to lift her head, stand, sit or walk. Patti often 
rides her favorite horse, Smokey, at Friends of the Handicapped 
Camp near Tinley Park. 

In 1980, Patti was a member of the Dixon Developmental Center 
basketball team that won the Illinois State Special Olympics 
championship. 

Today, Patti has a Grand Marshal Certificate, photographs, a 
VCR film, and gifts from Disney World with which to remember her 
very special trip to Orlando in 1993. 

In addition, Resolution #681 was introduced into the Illinois 
State Senate honoring Patrice Shapen and 16 other Illinois Special 
Olympians for 25 years of participation. The Resolution was 
introduced by Senator Aldo DeAngelis. 

Most likely, Patti gets some of her enthusiasm for life from 
her mother, Hazel, Past President of the Howe Parents Association, 
a long-time member of Voice of the Retarded, and an active 
advocate in Illinois for persons with mental retardation. 
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cont'd from pg 1 

The second thing the Kentucky legislature did was to 
give the parents and guardian of a retarded person the right 
to participate in the hearings regarding placement, and to 
appeal rulings they felt were not in the best interests of 
the retarded person. In other words, if someone was arguing 
against placement of a person in a residential facility, the 
parents or guardian could argue for it, and appeal if the 
placement was turned down. 

After the State of Kentucky amended its law to apply 
these different kinds of treatment to placement proceedings 
for the retarded, the Legal Aid Society of Kentucky filed a 
class action suit in the federal district court in Kentucky 
and argued that giving different treatment to the retarded 
violated the rights of the retarded under the U.S. 
Constitution! This was the same organization that had 
previously gone to the federal courts to force Kentucky to 
consider the placement of the retarded as an involuntary 
commitment proceeding. The theory of the Legal Aid Society 
seemed to be that placement of the retarded is always an 
adversary proceeding and that parents and guardians are the 
last persons who should have any say in the matter! 

The legal Aid Society was successful in having the 
federal district court strike down the two parts of the law 
that provided different treatment of the mentally retarded. 
The State Attorney General appealed, but the Court of Appeals 
for the Sixth Circuit affirmed the district court ruling. 
When the Supreme Court agreed to review the decision, 
President Polly Spare consulted the law committee and others 
and decided that VOR should file an amicus curiae brief to 
support the st.ate of Kentucky. VOR feels that the 
placement of the retarded in residential facilities should 
not be treated as an involuntary commitment, as required in 
Kentucky. However, Kentucky's efforts to consider the 
special situation of the retarded deserved support, and it 
would be a bad precedent if the lower federal courts' 
decisions were upheld. 

The decision of the Supreme Court in Heller v. Doe 
reversed the lower federal courts. The Court hel~that 
Kentucky could treat the mentally retarded differently under 
the law from the mentally ill. overruling the lower court 
decisions which held that the difference in treatment 
violated the Equal Protection and Due Process Clauses of the 
U.S. Constitution. 

On the matter of standard of proof, the opinion of the 
majority, written by Justice Kennedy, said, in part: 
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" .•• Kentucky's basic premise that mental retardation 
is easi er to diagnose than is me nt'al illness has a 
sufficient basis in fact .•. 

"This difference between the two conditions justifies 
Kentucky's decision to assign a lower standard of proof 
in commitment proceedings involving the mentally 
retarded ..• From the diagnostic standpoint alone, 
Kentucky's differential burdens of proof ..• are 
rational." 

When it came to allowing parents and guardians-to participate 
to appeal a determination regarding placement, the Court 
said: 

"There is a rational basis also for the other 
distinction .•. that Kentucky allows close relatives and 
guardians to participate as parties in proceedings to 
commit the mentally retarded but not the mentally ill . 
••• By definition, mental retardation has its onset 
during a person's developmental period. Mental 
retardation, furthermore, results in 'deficits or 
impairments in adaptive functioning,' that is to say, 
'the person's effectiveness in areas such as social 
skills, communication, and daily living skills, and how 
well the person meets the standard of personal 
independence and social responsibility expected of his 
or her age by his or her ~ultural group.' ••• Based on 
these facts, Kentucky may have concluded that close 

-relatives and guardians, both of whom likely have 
intimate knowledge of a mentally retarded person's 
abilities and experiences, have valuable insights 
which should be considered during the involuntary 
commitment process." 

Given the close decision in the Supreme Court, it was quite 
possible that. Bill Sherman's brief for the VOR, which was 
joined by many member groups who represent the interests of 
the retarded and their families, was persuasive to the 
majority in reaching its result. There were many national 
groups who joined in amici on the other side of the issue. 
It is interesting to note that those members of the Court 
usually considered the "conservatives"- Justices Kennedy, 
Scalia, Thomas, White and Chief Justice Rehnquist, decided to 
uphold the Kentucky law in both respects- Justice O'Connor 
joined them on the parents' right to participate. Justice 
Souter wrote the dissenting opinion and was joined by the 
more progressive or moderate justices, B1ackmun and Stevens, 
on both issues. With Justice White leaving the Court, it is 
not known how Justice Ginsburg would view. the question in 
this case should a similar issue arise in the future. 
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It is good that the court gave such strong recognition 
to the special situation of the retarded. In addition to all 
the .other problems facing parents, relatives and guardians of 
the retarded, they do not need to be put in a procedural mire 
when seeking placement for their loved ones and wards. 

But it is important to remember that state law is what 
gives the rights to parents and guardians. to seek the best 
placement for the retarded. VOR and its members must be 
alert to efforts in the states or elsewhere to make the 
placement procedures more difficult, or to cut out the rights 
of parents and guardians. In the meantime, the Supreme 
Court's decision is very welcome, and should encourage us all 
to pursue the interests of retarded persons in obtaining 
residential placements that are best suited to their needs •. 

- Sam Golden, VOR Law Committee 

Respondents 
Samuel Doe, by his mother and next friend, Mary Doe, et al 

Petitioner 
Leonard E. Heller, Secretary, Kentucky Cabinet for Human 

Resources 

Amici Curiae in Support Q£ Respondents 
1) The ment~ Health Law Project 
2) The American Association on Mental Retardation 

The ARC 
The ARC of Kentucky 
The Association for Persons with Severe Handicaps (TASH) 
TASH of Kentucky 
The American Association of University Affiliated 

Programs for the Developmentally Disabled 

The American Orthopsychiatric Association 

The Joseph P. Kennedy, Jr. Foundation 

The American Civil Liberties Foundation 
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1) Voice of the Retarded, et al (100 organizations) 

2) The States of New Jersey, Indiana, Michigan, 


Minnesota, Nebraska, South Dakota, and Virginia 
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