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PARTICIPANTS LIST



NAME
Abeson, Ed.D.

Adler

Allison, D.O.

Anderson, Ph.D.

Autrey
Babin
Babula

Baffuto

Bailey, Jr., Ph.D.

Balser
Barber
Barfield
Barnes

Bartholomei-Hill

Bauer, MSW
Bauer

Beatty
Beckwith
Beedon, Ph.D.
Bennett
Benson, Ph.D.
Bergman

Bestgen

Alan

Michelle

Patricia
Robert
Bill

Susan L.
Maureen
Tom
Donald B.

Dr. Richard

Kammie
M. Alton (Al)

Steve

Louise

Elizabeth W.

Yolande

TITLE
Executive Director

Disability Statician

Dept. of Psychology
President

Advisor

Administrator

President

Assistant Executive Director
Director

Director of Special Services
Senior Housing Specialist
President

Director

Welfare Specialist

Policy Specialist
Executive Director

Executive Director
Senior Analyst

Program Coordinator for Students

Diroctor

AFFILIATION
The Arc - U.S.

Office of the Assistant Secretary for
Planning and Evaluation (ASPE/HHS)

University of Oklahoma

D.C. Arc

People of Louisiana

Division of Developmental Disabilities
National Down Syndrome Congress
Project Hire

Frank Porter Graham Child Dev. Center

Department of Rehabilitation Medicine

Peopile First of Ruston
Arc/Housing Development Services

Office of the Assistant Secretary for
Planning and Evaluation (ASPE/HHS)

The Education Program

Michigan Protection and Advocacy Services

Howard County Arc

American Association of Retired Persons
Office of Special Education
with Inteliectually Disabilities

State-Feoderal Relations

Vice President of Government Relations American Rehabilitation Association

Room 424-E - HHH Building

The Arc of New Jersey
Univ. of North Carolina at Chapel Hill

Maine Medical Center

Room 424-E - HHH Building

N'tnl Conference of State Legislators

Public Policy Institute, AARP
Mary E. Switzer Building - Room 4620

Atlanta Public Schools

United Cerebral Palsy Association, Inc.

ADDRESS
500 East Border Street, S-300

Dept. of Health and Human Serv.
200 independence Avenue, S.W.

3427 East 75th Street

5701 Nebraska Avenue, N.W.
P.O. Box 715

600 New London Avenue

201 Buttonwood Lane

985 Livingston Avenue

105 Smith Level Road

22 Bramhall Street

3900 Wisconsin Avenué, N.W.
Route 2, Box 169

P.O. Box 29594

200 independence Avenue, S.W.

1560 Broadway - Suite 700

106 West Allegan Street - Suite 210
10705 Charter Drive #330

P.O. Box 121211

601 E Street, N.W. - B6-510

330 C Street, SW.

2930 Forrest Hill Drive, S.W.

1522 K Street, N.W. - Suite 1112

609 S. Oak Street

Arlington, TX 76010

Washington, D.C. 20201

Tulsa, OK 74136
Washington, D.C. 20015
Rustin, LA 71270
Cranston, Rl 02920
Phillipsbury, NJ 08865
North Brunswick, NJ 08902
Chapel Hill, NC 27599-8180
Portland, ME 04102-3175
Washington, D.C. 20016
Dubach, LA 71235-9455
Greensboro, NC 27429

Washington, D.C. 20201

Denver, CO 80202
Lansing, Ml 48933-1709
Columbia, MD 21044
Nashville, TN 37212
Washington, D.C. 20049
Washington, D.C. 20202
Atlanta, GA 30315
Washington, D.C. 20005

Falls Church, VA 22046

TELEPHONE
(817) 261-6003

(202) 6906172

(918) 8384645
(202) 363-9095
(318) 225-9105
(401) 464-3234
(201) 579-0560
(908) 246-2525
(919) 9664250
(207) 871-2463
(202) 752-4263
(318) 777-8136
(919) 2734404

(202) 690-7148

(303) 830-2200
(517) 487-1755
(410) 730-0638
(615) 297-2734
(202) 434-3870
(202) 205-8555
(404) 827-8679
(202) 842-1266

(703) 716-4064



-

Beyer

Birenbaum, Ph.D.

Blanck, J.D.
Boggs, Ph.D.
Braddock, Ph.D.
Bradley
Braden
Brann, M.D.
Brown
Brown
Browning
Burke

Byars

Campbell

Chartton

Chavan

Cohen, M.D.
Coliins
Collins
Cooper
Coppens
Crocker, M.D.
Croser

Cummins

Kathy
Arnold

Peter

Elizabeth M.

David
Valerie J.
Dennis
Edward
Robert
Robert E.
Jane
Edward P.
Dennis M.

Ken

Linda

Nitina

Herbert J.
Koquese
Michael
Robin
Barbara
Allen

M. Doreen

Jeannie

Vice President

Assoc. Dir., Rose F. Kennedy Center
Professor & Senior Fellow
Member Gov't Affairs Comm.
Professor of Human Dev. & Direct
President

Student Communications Officer
Chief

Director of Evaluation

Member

Director of Community Services
Acting Executive Director
Nebraska State Senator

Executive Director

Wash. County Services Coordinator

Director
Secretary

Lecturer

Medical Assistance Community Services

Director
Executive Director

Project Coordinator\Advisor

People First of Northern Virginia
Albert Einstein College of Medicine
lowa College of Law\Annenberg

The Arc

Institute on Disability and Human Dev.
Human Services Research Institute
PG-Arc\People on the GO.

Mental Retardation Prevention Section
Office of Inspector General
President's Committee on Mental Retardation
The Arc of Maryland, Inc.

National Council on Disability

Chair, NCSL-DD Task Force

Ohio Dev. Disabilities Planning Council

Developmental Disabilities Office

Rose F. Kennedy Center

Albert Einstein College of Medicine

Mayor's Office

University of Vermont

Bureau of Developmental Disabilities Services
Playa del Sol #204

Developmental Evaluation Chruc

American Association on Mental Retardation

People First of Northern Virginia

Yeshiva University

University of lowa

The University of lllinois at Chicago

Ctrs. for Disease Control and Pre;/ention

Room 5660 - Wilbur J. Cohen Buiiding

Department of Mental Retardation
and Development Disabilities

Dept. of Health and Human Services
Washington County

Yeshiva University

College of Ed. and Social Services

Children's Hospital

105 Tollgate Way

1410 Pelham Parkway South
College of Law - 431 BLB

19 Henderson Road

1640 West Roosevelt Road
2336 Massachusetts Avenue
11015 Woodlawn Boulevard
1600 Clifton Road, N.E.

330 Independence Avenue, S.W.
P.O. Box 462

6810 Deerpath Road - Suite 310
1331 F Street, N.W.

State Capitol - Room 1012

8 East Long Street, 6th Floor

304 Rolling Knoll Drive

115 North First Street

1410 Pelham Parkway South
19974 Ferguson

4399C Waterman Building

P.O. Box 7851 - Rm. 418 BDDS
401 Cooperiand Road

300 Longwood Avenue

444 N. Capitol St. - Suite 846

100 N. Washington St., Suite 234

Falls Church, VA 22046
Bronx, NY 10461

lowa City, IA 52242
Hampton, NJ 08827
Chicago, IL 60608
Cambridge, MA 02140
Upper Mariboro, MD 20772
Atlanta, GA 30333
Washington, D.C. 20201
Put-In-Bay, OH 43456
Baltimore, MD 21227
Washington, D.C. 20004
Lincoln, NE 68509

Columbus, OH 43215

Bel Air, MD 21014

Hillsboro, OR 97124

Bronx, NY 10461

Detroit, Ml 48235
Burlington, VT 05404-0160
Madison, Wl 53707-7851
Cherry Hill, NJ 08002
Boston, MA 02115
Washington, D.C. 20001

Falls Church, VA 22046

(703) 237-8773
(718) 430-2440
(319) 335-9043
(908) 735-8408
(312) 413-1647
(617) 876-0426
(301) 336-1281
(504) 488-7400
(202) 619-0480
(419) 285-3500
(410) 379-0400
(202) 272-2004
(402) 471-2620

(614) 466-5205

(410) 838-0385

(503) 693-4909

(718) 430-2440
(313) 224-2616
(802) 656-2936
(608) 267-9741
(609) 779-0196
(617) 735-6509
(202) 387-1968

(703) 532-7279



Daniels
Daniels, Ph.D.
Davis, Ph.D.
Davies
Dawson
Donofrio
Donofrio

Douglas

Dunn

Dybwad, Ph.D.
Edelstein
Eidelman
Ekdund

Ellis
England-Joseph
Eustin, FAIA

Ferguson
Ferguson, Ph.D.
Fifield, Ed.D.
Ford, Ph.D.
Ford, Esq.

Forts

Fountain, Ed.D.

Fritz

Russell
Susan
Sharon
Robert G.

Gordon R.

Rick

David
Gunnar
Terry
Steve
Elaine M.
Ethan
Judy
Andrew F.

Christine

Diane

Marvin G,

Hiawatha

Joni

Associate Commissioner
Director

Assistant Director
Facilities Manager

Executive Director

Executive Director

President
Protessor Emeritus
President
Execttive Director
Associate Director
Director

Director

Sr. Urban Design & Energy Program
Officer

Legislative Dir. & Gen. Counsel
Co-Chair

Director

Associate Professor

Assistant Director

Associate Superintendent for Spec. Ed.

Executive Director

—— ===

=
dministration on Developmental Disabilities— Room 336-D - Hubert H. Humphrey Bldg.

Research and Program Services The Arc - USA

Housing and Family Care Bureau New York State Office of MR/DD
Clark County Maintenance & Operations

Choices

Choices

President’s Committee on Elﬁployment
of People with Disabilities

The Arc - U.S.

Brandeis University

Connecticut Community Providers Association
Joseph P. Kennedy Jr. Foundation

American Assoclation of University Affiliated Prog.
New Jersey Developmental Disabilities Council
Housing and Community Development lssues " General Accounting Office

Community Planning and Development Dept. of Housing & Urban Development

Senator John H. Chafee S.D. - 567 Dirksen

Specialized Training Program
Centers for Persons with Disabilities
University of Wisconsin-Milwaukee
Office of Governmental Affairs The Arc

Montgomery County Public Schools

American Network of Community Options and Resources

121 North Main Street, #A-B
200 Independence Avenue, S.W.
500 East Boarder - Suite 300

44 Holland Avenue

4700 N.E. 78th Street

135 E. Live Oak Avenue #104
135 E. Live Oak Avenue #104

1331 F Street, N.W.

1230 N.W. 4th Street

390 Linden Street

1080 Elm Street

1350 NY Avenue, N.W. - Suite 500
8630 Fenton Street, Suite 410

32 West State Street - CN 700

441 G Street, N.W. - Room 1842

751 7th Street, S.W. - Room 7244

Senate Office Building
University of Oregon-Eugene
6800 Utah State University
P.O. Box 413

1522 K Street, N.W. - Suite 516
P.O. Box 644

850 Hungerford Drive

4200 Evergreen Lane - Suite 315

Belchertown, MA 01007
Washington, D.C. 20201
Arlington, TX 76010
Albany, NY 12208
Vancouver, WA 98665
Arcadia, CA 91006
Arcadia, CA 91006

Washington, D.C. 20004-1107

Rochester, MN 55901
Wellesley Hills, MA 02181
Rocky Hill, CT 06067
Washington, D.C. 20005-4709
Silver Spring, MD 20910
Trenton, NJ 08625-0700
Washington, D.C. 20548

Washington, D.C. 20410

Washington, D.C. 20510-3902
Eugene, OR 97403-1235
Logan, Utah 84322
Milwaukee, Wi 53201
Washington, D.C. 20005-1247
Center Harbor, NH 03226
Rockville, MD 20850

Annandale, VA 22003

(413) 323-6036
(202) 690-5891
{817) 261-6003
(518) 473-1973
(206) 699-2446
(818) 447-5477
(818) 285-5342

(202) 376-6200

(507) 289-9248
(617) 235-9448
(203) 257-7909
(202) 393-1250
(301) 588-8252
(609) 292-3745
(202) 512-7631

(202) 708-1911

(202) 224-2921
(503) 346-2491
(801) 797-1982
(414) 229-6566
(202) 785-3388
(603) 2536722
(301) 279-3604

(703) 642-6614



Fujiura, Ph.D.
Galbraith
Galloway
Gardner, Ph.D.
Gerky
Gettings
Glaser

Goldberg, Esq.

Gran, Esq.
Grandy
Gray
Gris

. Grosch
Hackney
Haggerty, Esq.

Halloran, Ph.D.

Handmaker, M.D.,Ph.

Hardman, Ph.D.

Harper

Harre

Healy, M.D.

" Heller, Ph.D.

Hippolitus

Glenn

Suellen R.

Charlie
James F.
Pat
Robert M.
Neal

Larry

Judith

Chris

Vincent C.

Robert
Vicki
Lucy
Dennis E.

William

Stanley
Mike
Jim
David S.

Alfred

Tamar

Paul

Assistant Director for Public Policy
Director

Chief Executive Director

Executive Director
Vice President

Associate Chief Counsel to
the Inspector General

Staff Attorney

Director

Ohio Special Program Coordinator

Program Associate

Sr. Research Specialist

Director

Professor and Chairman
Director of Human Resources
Sr. Disability Advisor

Directot

Associate Profeasor

Duoctor

University Affiliated Program

Amer. Network of Comm. Options and Resource

The Accreditation Council for Services for

Speaking for Ourselves

National Association of State Directors for

Group Health

Office of Inspector General

Public Interest Law Center

Dept. of Human Services

United Cerebral Palsy Association, Inc.

Ohio Family Consortium Program

Health Division

Secondary Education and Transition
Services Branch, OSERS/ED

University of New Mexico
Department of Special Education

Wacker Siltronic Co.

Supported Housing for Persons with Disabilities

lowa University Affiliated Program
Division of Developmental Disabiities

University of lilinois

Oftice ot Plans, Projoct and Service

Training Toward Self-Reliance, Inc.

People with Disabilities

Developmental Disabilities Serv.
VHA of New Jersey

U.S. Dept. of Health & Human Serv.

2700 Martin Luther King Ave., S.E.

Ohio Department of MR/DD

Children's Defense Fund

Mary E. Switzer Building - Room 4625

School of Medicine

University of Utah-Milton Bennion Hall

U.S. Dept. of Housing and Urban Dev.

University Hospital School

President’'s Committee on Employment
of People with Disabilities

‘University of lllinois at Chicago

4200 Evergreen Lane - Suite 315
2755 Cottage Way, #15

8100 Professional Place - Suite 204
One Plymouth Meeting, Suite 430
113 Oronoco Street

68-A South Main Street

Wilbur J. Cohen Blidg. - Room 5541
330 Independence Avenue, S.W.

125 South 9th Street - Suite 700
209 Davidson Drive

801 East Bldg. - Suite 2037
1522 K Street, N.W. - Suite 112
30 E. Broad Street - Room 1250
25 E Street, NW.

140 E. Chelser Circle

330 C Street, SW.

229 University of Utah
P.O. Box 83180
451 7th Street, S.W. - Room 6116

The University of lowa

1640 West Roosevelt Road

U.S. Department of Labor
1331 F Street, N.W. - 3rd Floor

1640 West Roosevelt Road
Annandale, VA 22003
Sacramento, CA 95825
Landover, MD 20785-2225
Plymouth Meeting, PA 19462
Alexandria, VA 22314
Cranbury, NJ 08512

Washington, D.C. 20201

Philadelphia, PA 19107
Charleroi, PA 15022
Washington, D.C. 20032
Washington, D.C. 20005
Columbus, OH 43266
Washington, D.C. 20001
Newton Square, PA 19073

Washington, D.C. 20202

Albuquerque, NM 87131

Salt Lake City, UT 84112
Portland, OR 97203
Washington, D.C. 20410-0001

lowa City, IA 52242

Chicago, IL 60608

Washington, D.C. 20004

(312) 413-1977
(703) 6426614
(916) 483-3817
(301) 459-3191
(610) 825-4592
(703) 683-4202
(609) 395-7776

(202) 619-1306

(215) 627-7100
(412) 4834372
(202) 279-6002
(202) 842-1266
(614) 466-7508
(202) 662-3559
(215) 356-0567

(202) 732-1112

(505) 272-3000
(801) 581-8122
(503) 241-7506
(202) 708-2866

(319) 353-6390

(312) 4131537

(202) 376-6200



-

Hoftman

Hollowell, Jr.,M.D.

Hormuth
Hubbard

Hunter

Imparto
Ingram
Inlow

Isbister

Jacobs
Jamison

Janicki, Ph.D.

Jaramillo
Jaskulski
Johnson, Ph.D.

Jones, Ph.D.

Jorgensen, Ph.D.

Juhrs
Karan, Ph.D.

Karp

Kastner, M.D.

Kattout

Michelle
Joseph
Rudolph
James W.

Dawn

Andy
Terry
Ron

Fred

Gail
Sharman Davis

Matthew P.

Reggie
Tecla M.
David R.
William E.
Cheryl
Patricia
OrvC.

Naomi

Thedore

Gregory

Support Staff

Chief

Public Health Analyst
Maryland State Delegate

Chief of Severe Disabilities Branch

Counsel

Director of Auxiliary Services

Chief, Special Projects Branch

Executive Director
Project Coordinator

Director

Associate Director
Executive Director
Project Coordinator
Executive Director

Director

Special Advisor to Assistant Secretary

Self-Advocates Becoming Empowered
Developmental Disabilities Branch
Maternal & Child Health Bureau
House of Delegates

Division of Educational Services

Cloverbrook Estates

Rehabilitation Services Administration

Options in Commuruty Living
PACER Center

Aging Services for the New York

Jaskulski and Associates

Institute on Community Integration

Ctrs. for Disease Control & Prev.

Office of Special Education Programs

Senate Subcom. on Dis. Policy

University of Richmond

U.S. Department of Education

In Hume Services and Support

State Office of Mental Retardation
and Developmental Disabilities

University of Minnesota - 6 Pattee Hall

American Association of University Affiliated Program

Institute on Disability

Heidelberg-Harris Building

Community Services for Autistic Adults and Children

A.J. Pappanikou Center

of Educational Research and improvement

Director

Consumer Advocate

Developmental Disabiiities Conter

Skills of Central PA - Arc

Capitol Place Building - Room 522

Morristown Memorial Hospital

1601 S. Main - Suite 300

1600 Clifton Road, N.E.

5600 Fishers Lane

House Office Building - Room 208

Mary E. Switzer Bidg. - Room 4620

Senate Hart Office Bidg.
7280 Highway 555
Tyler Haynes Commons Building

Mary E. Switzer Bldg. - Rm. 3228
330 C Street, SW.

22 N. Second Street
4826 Chicago Avenue South

44 Holland Avenue

417 East 23rd Street, A-16
6547 River Clyde Drive

150 Pilisbury Drive, S.E.

8630 Fenton Street - Suite 410
University of New Hampshire
751 Twinbrook Parkway

1776 Ellington Road

555 New Jersey Avenue, N.W.

100 Madison Avenue, Box 60

1901 16 Street

Tulsa, OK 74119
Atlanta, GA 30333
Rockville, MD 20857
Annapolis, MD 21400

330 C Street, SW.
Washington, D.C. 20201

Washington, D.C. 20510
Willowsprings, NC 27592
Richmond, VA 23173

Washington, D.C. 20202

Madison, Wi 53704
Minneapolis, MN 55417

Albany, NY 12223-0001

Glenwood Springs, CO 81601
Highland, MD 20777
Minneapolis, MN 55455
Silver Spring, MD 20910
Durham, NH 03824
Rockville, MD 20855

South Windsor, CT 06074

Washington, D.C. 20208-5524

Morristown, NJ 07962

Altoona, PA 16601

(918) 582-8272
(404) 4887360
(301) 443-1080
(301) 858-3103

(202) 205-5809

(202) 224-6265
(919) 557-5878
(804) 289-8477

(202) 203-4297

(608) 249-1585
(612) 827-2966

(518) 473-7855

(303) 945-0666
(301) 854-3030
(612) 624-1062
(301) 588-8252
(603) 862-0426
(301) 762-1650
(203) 648-1205

(202) 219-1586

(201) 971-4095

(814) 9428559



Katz

Keltner, R.N., Ph.D.

Kennedy

Kessel, M.D., M.P.H.

Kiernan, Ph.D.

Klein

Laird

Lakin, Ph.D.

Langner

Laski
LePore
Levy
Lottrnan
Malawer
Mank, Ph.D.
Marchand
Martin

McClain, Ph.D.

McDonnell, Ph.D.

McGill

McGill-Smith

Ruth

Bette
Michael

Samuel

William E.

Jay

Patricia A.

K. Charlie

William R.

Frank
Dick
Joel M.
Thomas
Mark
David M.
Paul
rving
John
John

J. Kenneth

Patricia

Sr. Social Analyst

Professor of Nursing
Training Associate

Director

Director

Director

Program Specialist

Director for Research and Dissemination

Education Program Specialist

Deputy Director

Chiet Executive Officer

Adult Medical Services Coordinator
Executive Director

Associate Professor

Director of Governmental Affairs

Kennedy Fellow

Professor

Division of Long-Term Care & Aging Policy

Civitan Intemational Research Center
Center on Human Policy

Division of Systems Ed. and Science

Community and Support Services

National Hoyo Alliance
Home of Your Own Coordinator
Minnesota University Affiliated Programs

on Developmental Disabilities

Division of Adult Education & Literacy
Vocational and Adult Education

Boston College ,7

California Dept. of Developmental
Young Adult Institute

University Affiliated

MCIE

Specialized Training Program

The Arc

c/o Advocating Change Together
House Sub. Comm. on Select Education

Department of Special Education

Spocial Assistant to the Associate Commissioner

Executive Director

National Parent Network on Disabilities

Dept. of Health and Human Services
Room 424-E - HHH Building

University of Alabama at Birmingham

Maternal and Child Health Bureau, DHHS

Children Hospital Medical Center
University of New Hampshire
Admin. on Developmental Dis.
Dept. of Health & Human Services

University of Minnesota

Mary E. Switzer Bldg. - Room 4415

Disabilities Services

Cincinnati Center for Dev. Disorders

University of Utah

Oftice of Disability
Social Security Administration

200 Independence Avenue, S.W.

SC 313
200 Huntington Hall - 2nd Floor

Parklawn Building, Room 18-05
5600 Fishers Lane

300 Longwood Avenue

Heidelbert-Harris Building
125 Tech Drive

Room 321D - HHH Building
200 Independence Avenue, S.W.

6 Pattee Hall

330 C Street, S.W.

Campaign Hall

1600 Sth Street - Room 240

460 West 34th Street

3333 Bumet Avenue

7275 Parkway Drive - Suite 209

1235 University of Oregon

1622 K Street, NW. - Suite 516

1821 University Avenue, S-363 South
518 O'Neil Hob.

217 MBH

Room 5456 - Altmeyer Building
6401 Security Boulevard

1600 Prince Street - Suite 115

Washington, D.C. 20201

Birmingham, AL 35294
Syracuse, NY 13244

Rockville, MD 20857

Boston, MA 02115

Durham, NH 03824

Washington, D.C. 20201

Minneapolis, MN 55455

Washington, D.C. 20202

Chestnut Hill, MA 02167
Sacramento, CA 95814

New York, NY 10001-2382
Cincinnati, OH 45229
Hanover, MD 21076-1306
Eugene, OR 97403-1235
Washington, D.C. 20005-1247
St. Paul, MN 55104
Washington, D.C. 20515

Salt Lake City, UT 84112

Baltimore, MD 20235

Alexandria, VA 22314

(202) 690-6443

(205) 934-1130
(315) 443-3851

(301) 443-2340

(617) 735-6506

(603) 862-0550

(612) 624-5005

(202) 205-5410

(617) 552-4236
(916) 654-1963
(212) 563-7474
(513) 559-4639
(410) 712-4837
(503) 346-2477
(202) 785-3388
(612) 614-0297
(202) 226-7532
(801) 5816158

(410) 965-3988

(703) 836-1232
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McGinley, Ph.D.

McLaughlin

McPherson, M.D.

McWhorter

Meadours

Merriman

Merriman

Metzler

Mills

Milner

Miranda, Ph.D., MPH

Monroe
Nellis
Nietupski

Nisbet, Ph.D.

Norley, Esq.

Nurney

O'Brien

Obermayer

Parkinson, D.S.W.

Peterson, M.D.

Piet

Kathleen

William

Merie

Celane
James
Dawn
Don
Christina

Isabel T.

Margaret

Magarita

TJ.
Tia
John

Jan

Dolores

Tom

John

Liz

Charlotte B.
Raymond M.

Jim

Deputy Director

Director

President of Oklahoma People First

Senior Legislative Representative

Executive Director

Acting Director

Director, Developmental Disabilites
Institute

Self-Advocacy Specialist
Employment Project Director

Director

Attorney

Project Director

President

Program Speciahst

Exccutive Director

The Arc

National Institute of Disability

and Rehabilitation Research Services (OSERS)

Division of Services for Children
with Special Health Needs

Office of Governmental Relations

Amer. Occupational Therapy Association

NY State Developmental Disabilities
Planning Council

Ottice of Elderly und Assisted Housing

University Affiliated Program

People First of Tennessee
Peopile First of lilinois
lowa University Affiliated Program

Supported Employment

N.H. Self-Determination Project

Responsive Systems Associates

Brooklyn Cathohie Chanties

San Diego Hegional Center
for the Developmentally Disabled

Room 3060 - Mary E. Switzer Building

Maternal and Child Health Bureau

United Cerebral Palsy Association, Inc.

1383 Piccard Drive

U.S. Dept. of Housing and Urban Dev.

Graduate School of Public Health -
Medical

257 University Hospital School

New Hampshire University Affiliated
Program Organization

Monadnock Dev. Services, Inc.
Robert Wood Johnson Foundation

1522 K Street, N.W.

330 C Street, SW.
Parklawn Building, Room 18A-27

1522 K Street, N.W. - Suite 1112
1601 S. Main - Suite 300

2515 Rockhurst

2515 Rockhurst

P.O. Box 1725

155 Washington Avenue - 2nd Floor

451 - 7th Street, S.W. - Room 6130

Science Campus, University of
Puerto Rico

P.O. Box 121211
225 North Avenue
The University of lowa

Institute on Disability - Morill Hall
University of New Hampshire

529 San Souci Avenue

640 Marlboro St. - Route 101

58 Willowick Drive

4308 Hamilton Drive

412 tast 85th Street

4355 Ruttin Road, Suite 204

245 Main Street-Court Yard #21

Washington, D.C. 20005
Washington, D.C. 20202
5600 Fishers Lane
Rockville, MD 20857
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PRESIDENT’S COMMITTEE ON MENTAL RETARDATION

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
Administration for Children and Families
Washington, D.C. 20201-0000

Mrs. Carol H. Rasco

Assistant to the President
for Domestic Policy

The White House

Washington, D.C. 20500

Dear Mrs. Rasco:

Thank you for agreeing to participate in the April 24-26, 1994,
Presidential Forum: "The President's Reform Agenda and People
with Mental Retardation -- 21st Century Reality." The Forum
will be convened at the Radisson Plaza Hotel at Mark Center,
5000 Seminary Road, Arlington, Virginia. A tentative agenda
accompanies this letter.

Please note that the Forum is scheduled to begin at 12:30 p.m.,
Sunday, April 24, 1994, and you are scheduled to speak at

11:00 a.m., Tuesday, April 26. Your expertise will be of great
benefit to the participants in developing quality recommendations
to the President.

I look forward to seeing you at the Forum.

Sincerely,

Y ‘
Cj& H e~ "™

Gary H. Biyﬁenthal
Executive Director
Enclosure



KRA

X . 95-1591
Corporation 1010 Wayne Avenue, Suite 850 (01) 4
p Silver Spring, Maryland 20910 Fox (301) 495-2919
MEMORANDUM
To: All Participants
From: Julie Furman

Conference Planner

Subject: President's Committee on Mental Retardation Conference (PCMR)
April 24-26, 1994

Date: March 11, 1994

We are delighted that you have agreed to attend the President's Committee on Mental Retardation
Conference. KRA Corporation (KRA) has been selected as the logistics contractor for this

conference. The following information includes details relevant to your participation in the
conference.

CONFERENCE SCHEDULE INFORMATION

Preregistration will begin Sunday morning, April 24, 1994 at 10:00 a.m. A tentative agenda is
enclosed for your information and review. The conference will begin Sunday, Aprl 24, 1994,
promptly at 12:30 p.m.

CONFERENCE REGISTRATION FEE

A registration fee of $75.00 is being collected from all the attendees of the PCMR Conference.
This fee must be collected prior to the conference registration cut-off date of April 11, 1994.

HOTEL AND LODGING INFORMATION

A single sleeping room has been reserved in your name at The Radisson Plaza Hotel at Mark
Center for arrival on Saturday, April 23, if you are from out of town. The special single sleeping
room rate is $113.00, inclusive of all tax. You will be responsible for all charges (e.g., room and
tax, valet, movies, mini-bar, room service, laundry, and all phone calls) upon checkout. Self-
parking is available at the hotel at a rate of $3.50 per day; valet parking is $10.00 per day; local
guest parking is $1.50 per hour - $6.00 maximum.



KRA is not authorized to guarantee your hotel room for late arrival. It is imperative that you call
the hotel directly at (703) 845-1010 to guarantee your room with your personal credit card
information if you will be arriving after 6:00 p.m. Please refer to the group name 'President's
Committee on Mental Retardation."” Check-in time is 3:00 p.m. and check-out time is 12:00 noon.
If you do not need sleeping room accommodations, please call the hotel to cancel the reservation.

TRAVEL ARRANGEMENTS

If you are travelling from out of town, and need assistance with your travel arrangements, KRA's
corporate travel agency, Montgomery Travel Center, is available to assist you. Their phone
numbers are: (301) 587-2121 or (800) 862-3322. You are responsible for all travel costs.

GROUND TRANSPORTATION

A Radisson Plaza Hotel brochure and a Metrorail Pocket Guide are enclosed for your information.
The hotel offers complimentary van shuttle service from National Airport every 30 minutes from
10 after and 40 after every hour. The cost of a taxi from National Airport is approximately $13.00
and the cost of a taxi from Dulles International Airport is approximately $60.00. The Washington

Flyer offers transportation from both National and Dulles airports. Please refer to the attached
schedule for information.

SPECIAL NEEDS

Please advise KRA if you require any special accommodations or assistance for this meeting (ADA
accessible sleeping room, large-type meeting materials, sign language interpretation or readers.)

It is our pleasure to be of assistance to you. If you have any questions regarding the logistics of
this meeting, please contact me at (301) 495-1591.



PRESIDENT’S COMMITTEE ON MENTAL RETARDATION

REGISTRATION FORM

INSTRUCTIONS TO REGISTRANTS:

1. Participant registration fees include admission to all sessions and conference sponsored meal
functions.

. Guest registration fee includes Sunday’s Networking Social and Monday’s Forum Luncheon.
. Only one (1) person may register per form.
. All fees are per person.

. This form must be accompanied by payment (check. money order. or government purchase order.)

wm AW

BADGE & REGISTRATION INFORMATION: This is how your badge will read. Please pnint clearly!

ENEREE B
|
1T 1T
HEEEEEE HEEEEREREN

Companv/Affiliation

Mailing Address

Ciry State Zip Code

Telephone Fax

! Please indicate any special needs (including dietary)

S

CONFERENCE DATES

METHOD OF PAYMENT

Please register me for the President’s Commit-
tee on Mental Retardation Conference.

Total Amount Due $

Please Check One: S
Q Enclosed is Check #
payable to KRA Co;pofation._

Please write fegistfam( s) name on check.
Q Enclosed is a Government, Parchase
Order # . \ )

N~
Please complete one registration form per
person on pirchasc order.

Payment is due with registration form.

Q April 24-26, 1994
Alexandria, Virginia
Radisson Plaza Hotel at Mark Center
Ph: (703) 845-1010
(April 11, 1994)*
*Registration Cut-Off Date

O Registration fee: $75.00

RETURN COMPLETED FORM AND FEE TO:

KRA Corporation * Registrations received after 5 p.m. (EST) of
Attn: Conference Services Department the cut-off dates will be processed on-site.
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PRESIDENTIAL FORUM:
THE PRESIDENT’S REFORM AGENDA AND PEOPLE WITH
MENTAL RETARDATION - 21st CENTURY REALITIES

PURPQOSE

The twaofold purpose of this conference is to provide a forum for selected
national leaders in the field of mental retardation and related
developmental disabilities to:

a)  discuss the impact of six of the President’s major reform
areas on citizens with mental retardation and related
developmental disabilities; and

b)  chart the direction for future activities, policies, and
implementation strategies.

The issues identified and recommendations developed will form the basis
for the next President’s Committee on Mental Retardation Annual Report
to the President.

The six selected reform area topics are:

Health Care Reform and People with Mental
Retardation and Related Disabilities,

Welfare Reform and People with Mental
Retardation and Related Disabilities,

Long-Term Care Reform and People with Mental
Retardation and Related Disabilities,

Housing Policy Reform and People with Mental
Retardation and Related Disabilities,

Education Reform and People with Mental
Retardation and Related Disabilities; and

'Employment/Financing and People with Mental
Retardation and Related Disabilities.



The President’s Committee on Mental Retardation (PCMR) acknowledges
and extends appreciation to the following organizations and agencies for
their co-sponsorship of the Presidential Forum: "The President’s Reform
Agenda and People with Mental Retardation -- 21st Century Realities.”

The Administration on Aging (AoA)
U.S. Deparmment of Health and Human Services

The National Institute on Disability
and Rehabilitation Research (NIDRR)
Office of Special Education and Rehabilitative Services
U.S. Department of Education

The Social Security Administration (SSA)
U.S. Department of Health and Human Services

The Administration on Developmental Disabilities (ADD)
Administration for Children and Families
U.S. Department of Health and Human Services

The National Institute of Child Health
and Human Development (NICHD)
National Institutes of Health
U.S. Department of Health and Human Services



President's Committee on Mental Retardation (PCMR)

A Presidential Forum:
The President's Reform Agenda
and
People with Mental Retardation --
2Ist Century Redlities

Radisson Plaza Hotel
Apnl 24-26, 1994

Tentative Agenda

Sunday, April 24, 1994

10:00 a.m. Registration
PLENARY SESSION

12:00 Noon Greetings and Purpose
Gary H. Blumenthal
Executive Director
President's Committee on Mental Retardation
7 Vice Chair

President's Committee on Mental Retardation

Valerie Bradley
President

Human Services Research Institute, Cambridge, Massachusetts

Welcome
Vincent C. Gray
Director
Department of Human Services, District of Columbia

12:15 p.m. Administration for Children and Families: Vision and Goals
Mary Jo Bane, Ph.D
Assistant Secretary for Children and Families
U.S. Department of Health and Human Services



12:30 p.m.

1:30 p.m.

2:30 p.m. -
2:45 p.m.

Panel I: Setting Visions and Goals
Moderator: David J. Dunn

President

The Arc, Rochester, Minnesota

Self-Advocates' Perspective
T.J. Monroe
Knoxville, Tennessee

Tia Nelis
Wayne, Illinois

Parents' Perspective
Koquese Collins
Detroit, Michigan

Don and Dawn Merriman
Salina, Kansas

Linda Charlton
Bel Air, Maryland

PANEL II: Implications of the President's Reform Agenda on
Citizens with Mental Retardation and Related Disabilities
Moderator: Valerie Bradiey

President

Human Services Research Institute, Cambridge, M assachusetts

Susan Daniels, Ph.D.
Associate Commissioner
Administration on Developmental Disabilities

Katherine Seelman, Ph.D.
Director

National Institute on Disability and Rehabilitation Research

Paul Miller

Deputy Director

W hite House Office of Consumer Affairs
. The White House

BREAK



2:45 p.m.

3:15 p.m.

3:50 p.m.

4:05 p.m.

4:15 p.m. -
4:30 p.m.

4:30 p.m. -
6:00 p.m.

Legislative Concerns of Consortium for Citizens with Disabilities (CCD)
Paul Marchand

Chairperson
Consortium for Citizens with Disabilities (CCD)

Tony Young
Co-Chairman
CCD Long Term Services and Support Task Force

Panel III: Congressional Perspectives: The Impact of Reform

Initiatives on Policies Affecting Citizens with Mental
Retardation and Related Disabilities

e

Moderator: Ann Rosewater

Deputy Assistant Secretary for Policy and External Affairs
Administration for Children and Families

Impact of Reform Initiatives on Policies Affecting Citizens with

Mental Retardation and Related Disabilities
Andy Imparato

Counsel

Senate Subcommittee on Disability Policy

Christine Ferguson
Legislative Director
Office of Senator John Chafee

Questions and Answers

Work Group Session Assignments

William E. Jones, Ph.D.
Executive Director
American Association of University Affiliated Programs

BREAK

WORK GROUP SESSIONS (convening concurrent)

[. Health Care Reform and People with Mental Retardation
Leaders: David Braddock, Ph.D.
Theodore Kastner, M.D.

[I. Welfare Reform and People with Mental Retardation
Leaders: Marsha M. Seltzer, Ph.D.
Sharon L. Ramey, Ph.D.



III. Long-Term Care Reform and People with Mental Retardation
Leaders: Steve Eideiman

Robert Gettings

IV. Housing Reform and People with Mental Retardation
Leaders: K. Charlie Lakin, Ph.D.
Jay Klein

V. Education Reform and People with Mental Retardation
Leaders: Jan Nisbet, Ph.D.
Diane Ferguson, Ph.D.

VL Employmer@-‘inancfﬁg and People with Mental Retardation
Leaders: David M. Mank, Ph.D.
William Kiernan, Ph.D.

6:00 p.m. RECESS
6:30 p.m. - NETWORKING SOCIAL
7:30 p.m.

Monday, April 25, 1994

7:30 a.m. Registration/Continental Breakfast
8:30 a.m. PLENARY SESSION

Moderator: John Pride
Acting Deputy Executive Director
President’'s Committee on Mental Retardation

Goals 2000... School to Work
Judith E. Heumann
Assistant Secretary
Office of Special Education and Rehabilitative Services
U.S.Department of Education

Community Inclusion and Older Americans with Mental Retardation and
Related Developmental Disabilities

Fernando M. Torres-Gil

Assistant Secretary for Aging

U.S. Department of Health and Human Services



Cultural Diversity and Citizens with Mental Retardation and
Related Disabilities

Robert Williams

Commissioner

Administration on Developmental Disabilities
Administration for Children and Families

9:05 a.m. - Questions and Answers

9:15 a.m.

9:15 am. WORK GROUPS SESSIONS, continued
10:45 a.m.

Health Care Reform

Welfare Reform

Long-Term Care Reform
Housing Reform

Education Reform
Employment/Financing Reform

10:45 am. - BREAK

11:00 a.m (At the discretion of the Group Leader)
11:00 a.m. - WORK GROUPS

12:15 p.m.

Health Reform and Welfare Reform, (convening join:ly)
Long-Term Care Reform

Housing Reform

Education Reform

Employment/Financing Reform

12:30 p.m. - FORUM LUNCHEON
2:00 p.m.
Introduction of Keynote Speaker
(b 29 Mary Jo Bane, Ph.D.
Assistant Secretary for Children and Families
U.S. Department of Health and Human Services

7 " KEYNOTE: "A Time for National Reform: Preparation for the
21st Century”

Secretary

U.S. Department of Health and Human Services
Chair

President's Committee on Mental Retardation

\\ The Honorable Donna E. Shalala
|
i
|



2:15 p.m. - WORK GROUPS
3:45 p.m.
Education Reform and Employment/Financing Reform, (convening jointly)
Health Care Reform
Welfare Reform
Long-Term Care Reform
Housing

BREAK
(At the discretion of the Group Leader)

4:00 p.m. - WORK GROUPS
5:30 p.m.

Long-Term Care Reform and Housing Reform, (convening jointly)
Health Care Reform

Welfare Reform

Education Reform

Employment/Financing Reform

5:30 p.m. RECESS

Tuesday, April 26, 1994

8:00 a.m. - Registration/Continental Breakfast
8:30 a.m.

8:30 am. - WORK GROUP - Concluding Session
10:00 a.m.

Health Care Reform

Welfare Reform

Long-Term Care Reform
Housing Reform

Education Reform
Employment/Financing Reform

10:00 am. - BREAK o 15 / pa , oo

11:00 a.m. — 7o
11:00 a.m. - FORUM SUMMATION

12:30 p.m.

Moderator: Gary Blumenthal
Executive Director
President's Committee on Mental Retardation



12:30 p.m.

Work Group Reports and Recommendations
(Chairperson for each work group)

Summary and Acknowledgement of Recommendations
Glen Fujuira, Ph.D.

Introduction of Closing Speaker ST
Stanley Herr, Esq.
Kennedy Public Policy Fellow
Office of Domestic Policy
The White House

Speaker: Carol Rasco

A ssistant to the President for Domestic Policy
The White House

Summary and Closing Remarks
Valerie Bradiey

Human Services Research Institute

ADJOURNMENT

Thank you for your participation!
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Michelle Adler

MaryLee Allen

Patricia Allison, M.D.
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J. Kenneth McGill
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Cliff Poetz
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Robin Stone
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virginia Williams

LONG TERM CARE REFORM

Carol Beaty

Alan Bergman
Valerie J. Bradley
Robert Brown
Dennis M. Byars
Mike Chapman

Robin Cooper

M. Doreen Croser
Derrick Dufresne
Steve Eidelman
Celia Feinstein
Martha Ford, Esq.
Joni Fritz

Glen Fujirua, Ph.D.
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James F. Gardner, Ph.D.
Robert M. Gettings
Gail Jacobs

Tecla M. Jaskulski
Ruth Katz

Fred Krause

Frank Laski

Dick LePore

Michael Kennedy
Joel M. Levy

Paul Marchand

Isabel T. Mills
Debbie Robinson
Lynn Seigel

Michael Smull, Ph.D.
Michael A. Strouse, M.A.
Nancy Thaler

E. Duane Thompson
Brenda Kaye Turner
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Susan Babin
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Elizabeth W. Bauer
Robert E. Brown

Ken Campbell

Russell Daniels

Susan Daniels, Ph.D.
Robert G. Davies
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Becky Donofrio

Joe Donofrio

Judy England-Joseph
Andrew F. Eustin, FAIA
Suellen R. Galbraith
Charlie Galloway

vicki Grosch

Dennis E. Haggerty, Esq.
David S. Harre

Reggie Jaramillo
Lawrence A. Kane, Jr., Esq.
Jay Klein

K. Charlie Lakin, Ph.D.
Margaret Milner
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Maureen E. Babula
Donald B. Bailey, Jr., Ph.D.
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Hiawatha Fountain, E4.D.
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Bena L. Smith
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A special meeting will be held on the future of the
United States International Council on
Mental Retardation and
Related Developmental Disabilities
on Tuesday, April 26, 1994
from 1:30 - 3:30 p.m.
following the closing of the
PCMR Presidential Forum.

I will attend the special meeting on USICMR.

I cannot attend but would like more information.

For more information, please contact:
Fred J. Krause
U.S. Department of Health and Human Services
Administration for Children and Families
President’'s Committee on Mental Retardation
Room 5325, Cohen Building
Washington, D.C. 20201-0001
Phone: (202) 619-3463
“Fax: (202) 205-9519

)//4, 2¢c "ol




o, . ALEXANDRIA; VIRGINIA:

GEORGE
WASHINGTON
PARKWAY

N
RS
N

W

C LEESBURG PK.
LS

\56)

VIRGINIA

|F)

NATURE PARK
[ ]

WASHINGTON D.C. GEORGETOWN

PEny AR

PENTAGON @

WASHINGTON
NATIONAL | 3
ALEXANDRIA AIRPORT | =
g g
>
SEMINARY RD. 2
GEORGE =
WASHINGTON )

PARKWAY —

i °
WHITE HOUSE capITOL®

MARYLAND

Z5>

AMENITIES:

* 500 spacious guest rooms and suites.
in the tower and in the adjoining
conference center refreat

®  Guest rooms may include refrigerators,
wet bars, saunas, hot tubs, whirlpools
and sun decks

®  Plaza Club penthouse offers
complimentary breakfast, afternoon teq,
cocktails and hors d'oeuvres in the
VIP lounge

» Concierge service and Executive
Secretarial Center

® Room service

*  Sameday laundry/valet service

*  Four restaurants offering a variety of
ambience and cuisines, including fresh
local seafood

3 lounges for cocktails including
live comedy

*  Executive Health Club with 4 racquetball
courts, 2 tennis courts, indoor/outdoor
pool

* 80 wooded acres of walking paths

* free shuttle service to/from Washington
National Airport and Metrorail station

LOCATION:

* in Alexandria at 11395 and Seminary
Road

®  Just minutes from Capitol Hill, National
Airport, Pentagon, downtown Washing-
ton, D.C.

*  Close to monuments, Arlington National
Cemetery, Mount Vernon and the
Smithsonian

>
Radisson.
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Employment/Financing Reform TR H\—%T
Presidents Committee on Mental Retardation =~ 0"\

The President’s Reform Agenda and People with Mental Retardation:
The 21st Century Realities

Introduction

For the past 15 years there has been a growing emphasis on integrated employment
(competitive and supported) opportunities for persons with mental retardation and
developmental disabilities. The accomplishments of the supported employment effort are
considerable in that thousands of persons, who in the past would have been considered as
being unemployable, have become employed in community job settings where the
predominance of their co-workers are persons without disabilities. Recent studies and reports
have raised the question as to whether there has been a slowing of the movement from
segregated to integrated employment settings (Mank, in press; McGaughey, Kiernan,
McNally, Gilmore & Keith, 1994; Wehman & Kregel, 1993; West, Revell, & Wehman,
1992). |

A recently published national study reports that in 1991 seven out of ten persons served
in day and employment programs are served in segregated settings. Of the projected 1.02
million persons served nationally, approximately 700,000 are served in segregated or non-
work settings (McGaughey et al., 1994). In addition, during the 1991 survey period, more
persons entered segregated settings than integrated employment settings. The challenge for
expanding integrated employment includes both creative redirection of existing resources as
well as an expanding commitment on the part of all of the key stakeholders (parents, people
with disabilities, employers, service providers, and the general public) to the movement
toward integrated employment opportunities for all persons with disabilities.

The following report offers recommendations for people with disabilities, advocates,
family members, employers, and the President’s Committee on Mental Retardation (PCMR)
as we address the issues related to expansion of integrated employment for persons with
mental retardation and developmental disabilities. It should be noted that employment cannot

be dealt in isolation. It must be coordinated with other major life activities such as



community living, integrated leisure recreation, and other support services. The following
report, while recognizing the interrelationship between major life areas, focuses
recommendations predominantly on issues of employment and the need to assure that all
persons with mental retardation and developmental disabilities realize greater economic
independence through real work. The emphasis of the report is upon serving those
individuals who have the highest support needs with a strong emphasis upon the provision of
supports in work settings where persons without disabilities are employed.
Presidential Forum Procedures

The Presidential Forum, sponsored by the President’s Committee on Mental
Retardation, met April 24 through 26, 1994 in a series of six groups of people with
disabilities, family members, advocates, employers, professionals, and other interested
parties to discuss the impact of six of the President’s major reform areas on citizens with
mental retardation and related developmental disabilities and to chart the direction for future
activities, policies and implementation strategies. The six selected areas were health care
reform, welfare reform, long term care reform, housing policy reform, education reform,
and employment/ financing.

A panel of 34 persons participated in the employment/financing reform working group.
The meetings used an open discussion format with the emphasis on identifying the purpose,
goals and objectives for employment/financing for persons with mental retardation and
related developmental disabilities. The group considered issues related to education reform
jointly with members of that panel to discuss issues related to school to work and recognizes
the relationship of the objectives identified here to each of the other five selected reform
areas.
Findings in Employment/Financing Reform

The following presents the purpose, general goals, individual objectives and
recommendations to PCMR regarding the employment of persons with mental retardation in
the United States. |

Purpose of Employment
[Financing Reform: Increase the number of persons with mental retardation and

developmental disabilities who enter work in business/industry

- -



settings (target in 5 years an additional 400,000 persons entering
integrated employment)

1.  Assure individual involvement, choice and control of supports for all persons with
mental retardation and related developmental disabilities

2. Invest in community capacity building to realize integrated employment for all
persons with mental retardation and related developmental disabilities

3.  Assure funding sources which promote integrated employment
4. Require integrated employment goals in all transition plans
5. Assure that all federal policies and practices promote integrated employment

Goal 1  Assure individual involvement, choice and control of supports for all persons with
mental retardation and related developmental disabilities
Rationale

The passage of the Americans with Disabilities Act [P.L. 101-336] reinforces the need
to assure access by persons with disabilities to all of the services, resources, and employment
available to persons without disabilities. It also reinforces the concept that persons with
disabilities must play an active role in developing and implementing their supports and
services. There is reaffirmation of the concepts of consumer empowerment and inclusion of
persons with disabilities in all life activities through the legislative language included in the
Rehabilitation Act Amendments of 1992 [P.L. 102-569], the Individual with Disabilities
Education Act [IDEA; P.L. 101-476], and the Administration on Developmental Disabilities
authorizing legislation.

The active involvement of persons w1th disabilities, their family members, and their
significant others has been shown to be an effective means of developing a coordinated and
comprehensive response to issues such as school inclusion, integrated employment,
community membership and ﬁssurance that persons with disabilities have equal opportunities
in all community experiences. The growing emphasis on the dévelopment of personal futures
planning, whole life planning, or person centered planning supports the belief that the central
person in the planning process must be the individual with a disability, not just in the



acceptance of the plan, but in the initiation, identification of objectives, and agreement on
outcomes related to a service and support plan (Butterworth, Hagner, Heikkinen, Faris,
DeMello, & McDonough, 1993; O’Brien, 1987).

The legislative intent over the last five years clearly creates a stronger role for people
with disabilities and families at all levels. The implementation of this effort has been
somewhat varied in that much of the financial support for programs continues to go directly
to providers rather than consumers and family members. The selection of the supports and
services are more often than not in the control of persons other than the consumer and family
members. Some attempts at creating personalized family supports, use of monies to support
individual choice and selection, and direct payment to individuals with disabilities are
beginning to reinforce the practice of direct support to individuals so that they may
implement their own services or purchase their own supports (Bradley & Knoll, 1990). In
some cases, consumers may choose not to receive direct fiscal supports but rather be able to
select within a service system the actual supports that they feel they need. In this latter
situation the consumer may be provided a range of services from which to select while in the
earlier scenario the consumer may seek out supports from any source and pay for them
directly. In either case, the control and choice belongs to the individual not to the service
provider or an external group of individuals.

The movement away from professionally driven services to a individually designed
support systems is clearly articulated in national policy. The implementation of these
services at the individual service provider level and the abilities to get states to provide
resources that are individually focused is evolving. The following recommendations for the
President’s Committee on Mental Retardation would strongly encourage that there be a
greater amount of effort exerted in moving from a service system designed to provide slots
or fixed structures to one which looks at customization and the provision of supports for all
persons with mental retardation and related developmental disabilities. To this end the
following objectives are offered: |
Objectives

Objective 1.1. Provide support and training for people with disabilities in all planning
processes (IEP, ITP, IWRP) relating to school transition and rehabilitation

-1
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Objective 1.2. Change financial controls so that people with disabilities control
expenditures of monetary and personnel resources (e.g. vouchers, choice of
services provided etc.)

Objective 1.3. Develop service and support standards which reflect individual chbice
and control rather than compliance to staffing patterns, physical facilities and
structured training schedules exclusively.

Objective 1.4. Monitor the implementation of the Rehabilitation Act Amendments to
assure that any person seeking employment supports and services is offered those
services in an integrated setting and that the individual rehabilitation plan includes
the consumer in all stages of development of the plan.

Objective 1.5. Assure that transition planning includes full involvement of people with
disabilities and other interested persons as well as educators, adult service
providers (public and not for profit when appropriate and consistent with the
wishes of the consumer) and that the outcomes reflect the interests and wishes of
the consumer.

Objective 1.6. Develop research which identifies best practices in assuring informed
and participatory decision making for persons with disabilities, developing
effective methods of identifying interests and preferences and establishing ways of
documenting levels of satisfaction and quality of life for persons with disabilities

Goal 2. Invest in community capacity building to realize integrated employment for all
persons with mental retardation and related developmental disabilities

Rationale

As in the first goal, developing integrated employment opportunities for persons with
mental retardation and developmental disabilities is the responsibility of not just the
individual service provider but the individual, family members, employers, and the
community at large. The emphasis upon expansion of integrated employment opportunities
(that is competitive and supportive employment where the predominance of the co-workers
are persons without disabilities) has been present for the past decade and a half.
Historically, the responsibility for the development of employment opportunities was
perceived to be that of the public rehabilitation agency or the non-profit community
rehabilitation provider. Research now has documented new employer leadership and ’family
friend’ networks. as well as the existing general employment services network are effective

tools in expanding employment opportunities for persons with disabilities.



With the broadening of the involvement of others in the employment process, it is
essential that there be an active way for employers and other interested parties in becoming
involved in the creation of jobs for persons with disabilities. In some instahces, employers
are willing and interested in becoming involved through a recognition of the capabilities and
skills that persons with disabilities bring to an employment setting. While in other instances,
the emphasis of the Americans with Disabilities Act may serve as the incentive for employers
to reach out to persons with disabilities. In either case, there needs to be a flexible strategy
for assuring that employers can play a role in creating job opportunities and assisting persons
with disabilities in not only entering employment but also advancing in the work setting.

The accomplishments of the system change efforts through the Rehabilitation Services
Administration had been documented through several studies (McGaughey et al., 1994;
Schalock, McGaughey & Kiernan, 1993: West, Revell & Wehman, 1992). Unfortunately,
the expectation that systems change would occur in a five year cycle does not appear to have
been justified (Mank, in press). More recently, data are showing the continuation of a dual
system of employment (Mank, in press; McGaughey et al., 1994). It is critical that the
emphasis of all employment services be consistent with the intent of the Rehabilitation Act
Amendments, the Americans with Disabilities Act, IDEA, and other similar federal
legislation which calls for the development of opportunities for persons with disabilities to be
employed in real work settings. The creation of such settings will require innovative and
unique partnerships between employers, community rehabilitation programs, and persons
with disabilities.

Though historically there have been partnerships among employers and community
rehabilitation provider groups, the growing recognition that all persons with disabilities can
be served in integrated settings will require a broadening of the view of these relationships.
Creative options for support directly to employers may serve to stimulate the growth of
integrated employment for persons with disabilities. Other flexible alternatives need to be
stimulated and developed. The role of the federal government as well as state initiatives can
serve to enhance the creativity of the general public and the community employer by
providing seed money and supports to employers, community, rehabilitation providers,
consumers, and other interested parties in expanding integrated- employment.
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The following objectives offer some strategies for the creation of a more flexible
approach to the design, development and expansion integrated employment for all persons
with mental retardation and related developmental disabilities.

Objectives

Objective 2.1. Develop demonstration programs which stimulate alternative ways of

supporting persons with disabilities in obtaining integrated employment (employer

sponsored programs, personal placement supports, head hunter designs,
employment collaboratives etc.)

Objective 2.2. Require new priorities and project monies to be available at federal and
state levels to support replication of best practices in integrated employment.

Objective 2.3. Provide integrated employment option grants and incentives to
community entities which expand integrated employment options for persons with
disabilities

Objective 2.4. Assist community rehabilitation programs in closing their segregated

settings

Objective 2.5. Develop support options for persons transitioning from one job to
another and in career advancement

Objective 2.6. Assure that there are sufficient training monies at the federal and state
levels such that key stakeholders develop the skills and competencies related to
the development of integrated employment for persons with mental retardation
and related developmental disabilities.

Goal 3.  Assure funding sources promote integrated employment
Rationale

Some of the concern raised about establishing integrated employment by community
rehabilitation providers centers around limited monies available to develop integrated
employment opportunities and inadequate funding streams to assure ongoing supports.
Recent data have shown that at the state level, 80 cents in every dollar are used to reimburse
segregated employment settings while at the federal level 90 cents in every dollar spent in
day and employment services go toward supporting segregated employment outcomes
(McGaughey, Kieman, McNally, & Gilmore, 1993). Through initiatives such as the
Rehabilitation Services Administration supported employment systems change grants there
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have been increases in the number of persons entering supported employment. However, the
short duration of those projects, that is, a five year systems change effort, may be inadequate
to assure that there is a permanent shift in emphasis from segregated to integrated settings
(Mank, in press; McGaughey et al., 1994; Wehman & Kregel, 1993).

Furthermore, a study recently completed by the Institute for Community Inclusion
(1994) while showing a greater percentage of persons entering integrated employment than
those entering segregated employment, in absolute numbers more persons entered segregated
settings than integrated employment in 1991. These data reflect the efforts of community
rehabilitation providers in 1991 some 8-10 years after the initiative on supported employment
was begun.

One of the concerns raised by parents and persons with disabilities is the apprehension
relating to entering integrated employment and experiencing job failure or a need to leave a
position and having no alternatives. Often this is referred to as concerns relating to the
absence of a ’safety net’ or some capacity to provide assurances that individuals, if they are
in an integrated setting and need to change a job, will receive supports and services in order
to make that change. Initial data have shown that of those leaving integrated employment,
approximately one-third return to segregated outcomes while one-third go into other
integrated settings (generally with less supports provided) and one-third remain at home or
enter a waiting list (McGaughey et al., 1994). Much of the support provided by community
rehabilitation providers for individuals who have left integrated employment is done through
the providers own resources rather than through public monies (Mental Retardation/
Developmental Disabilities agency or the Rehabilitation Services Administration state
vocational rehabilitation agency), another issue of inadequate funding.

The predominance of the fiscal support for day and employment services at a state level
comes from state Mental Retardation and Developmental Disabilities agencies. It is
estimated that approximately 5,800 community based rehabilitation providers are located
throughout the United States servihg about 1.02 million persons (McGaughey et al., 1994).
Of this number, more than eight out of ten persons are reported to have a diagnosis of
mental retardation or developmental disabilities. The most freguent source of support for
integrated settings in these community based rehabilitation programs are the state Vocational
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Rehabilitation agencies while the state Mental Retardation and Developmental Disabilities
agencies are the most frequent supporters of segregated settings in the community based
rehabilitation provider systems (McGaughey et al., 1994). Part of the support for segregated
settings may come through Medicaid. The restriction on the use of Medicaid money to
support only those individuals who have been or are at risk of institutionalization limits the
number of persons who can be supported through this system. Though many states have
supported employment as an approved service under their Medicaid waiver, it is seldom
utilized as an employment outcome at the state level (Smith & Gettings, 1993).

A frequent concern raised by families, consumers, and providers is the apprehension
associated with the loss of benefit, particularly medical benefits but also cash benefits. The
current work incentives of the Social Security Administration are not fully understood and
are inadequately utilized by those receiving Supplemental Security Income (SSI) benefits. Of
those receiving Disability Insurance benefits (SSDI), similar work incentives do not exist.
Often persons receiving SSDI benefits places themselves at risk of loosing all of their DI
benefits and then having to petition to receive SSI benefits if they are what is referred to as a
’dual’ beneficiary. The structure of the Work Incentives of the Social Security
Administration must be reviewed and revised such that they are consistent for SSI and SSDI
beneficiaries and that these incentives mirror those received by persons who are blind.

If the emphasis on integrated employment is to continue it is critical that the money
provided at the federal, state and local levels be focused on supporting integrated
employment outcomes for persons with mental retardation and developmental disabilities.
Additionally, all federal initiatives, particularly those associated with employment as in the
case of the National Service Corp. and the School to Work efforts through the US
Department of Labor should include a role for persons with mental retardation and related
developmental disabilities.

Finally, as noted in the following objectives, careful consideration must be given to the
capacity of states to run a dual sjstem, that is, supporting both segregated and integrated
employment outcomes. A much more aggressive approach towards expanding integrated
employment will require a thoughtful allocation of resources supporting segregated programs.
State funding practices must reflect the yalues of the federal legislation and thus move to
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supporting integrated employment as the desired outcome for all persons with mental
retardation and developmental disabilities. _

The following lists the objectives associated with the creation of funding sources to
promote integrated employment.
Objectives

Objective 3.1. Require that RSA monies (including Section 110 monies and those

monies received from state allocations as part of the required match for
participation) support integrated employment and consumer choice

Objective 3.2 Remove all limitations to use of Medicaid monies for integrated
employment

Objective 3.3. Eradicate individual work disincentives in federal programs (as in the
case of Social Security SSI and DI; assets levels must be raised, incentives
expanded and opportunities for consumer control of monies expanded as in the
case of capacities to purchase supports and services by the individual which
reflect preference and interests and which will directly or indirectly lead to
securing and/or maintaining a job in business/industry)

Objective 3.4. Coordinate all employment efforts at the federal level such that persons
with mental retardation and related developmental disabilities are included in any
employment or economic development initiative (i.e., School to Work programs,
National Service Corp, etc.)

Objective 3.5. Require that state and local governments develop a comprehensive
integrated employment support system for all persons with mental retardation and
related developmental disabilities to be realized in ten years

Objective 3.6. Require utilization of all state funding for employment supports and
services to focus on the outcome of integrated (and not segregated) employment

Goal 4. Require integrated employment goals in the transition plans for all students for
whom employment is the goal after high school

Rationale

With the increase emphasis upon inclusion in community schools, many students with
mental retardation and related developmental disabilities are having greater opportunities to
relate to students without disabilities in both academic and non-academic classroom settings.
The emphasis through IDEA on the transition planning process beginning at age 16 and
preferably at age 14, has resulted in planning for the movement from school into aduit life to
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begin at an earlier age for all students with disabilities. A concerns that has been raised
about the transition implementation is the limitations of the employment opportunities for
persons who are moving from school into adult life. For some students who have
participated in an integrated or inclusive school experience, the only outcome recommended
at the time of exit from school is participation in a segregated day or employment setting.

It is critical that transition outcomes reflect both the needs and interest of the students
as well as the opportunities to continue the experiences of the student in an integrated
settings. Recent data have shown that approximately 3% of the new entries into mental
retardation and developmental disabilities day and employment programs annually are
students who have moved from school into adult life (McGaughey et al., 1993). Some are
scheduled to enter segregated settings. In order to address this issue it is important to
advocate for the establishment of integrated employment objectives for students who are not
seeking post secondary outcomes as part of their transition plan. These objectives will be
consistent with the educational experiences of the student and are reflective of what students
and parents have expected in their school curriculum, that is, an opportunity to relate to
others and to have a job.

In order to accomplish this goal, there would need to be a closer working relationship
between schools and community rehabilitation providers as well as an increased knowledge
among key stakeholders (educators, adult service providers, consumers, family members, and
employers) as to effective strategies for collaborative transition planning for students with
disabilities. Emphasis upon knowledge among these key stakeholders of methods of
developing integrated employment opportunities, approaches to job accommodation,
strategies for job creation, and designs for provision of ongoing job supports as part of the
transition process will be essential.

Establishing integrated employment as an outcome in the transition process will require
that schools, the business community, and adult service agencies work more collaboratively
together in planning for the continuation of the supports for an individual in a work setting as
they move from school into adult life. In order to accomplish this, the following objectives
have been identified. |
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Objectives
Objective 4.1. Require that training (preservice and inservice) in integrated employment
be provided to all educators

Objective 4.2. Provide technical assistance to consumers, family members, employers
and school systems in development of integrated employment options for all
students

Objective 4.3. Have integrated employment (and not placement into segregated settings)
as an outcome of all transition plans

Objective 4.5. Insure participation of students with disabilities in the implementation of
the School to Work Act
Goal 5.  Assure that all federal policies and practices promote integrated employment
Rationale

Over the past five years, significant legislation at the federal level has been passed
reflecting the issues of independence, inclusion, consumer control, and whole life planning
among other items. With the passage of the Americans with Disabilities Act, IDEA, the
Rehabilitation Act Amendments, and the existence of the Developmental Disabilities
legislation, the intent of the federal legislation is clearly toward recognizing skills and
abilities of individuals with disabilities, the incorporation of persons with disabilities at all
levels in the planning and implementation of services and supports, and the full inclusion of
persons with disabilities within community settings.

As was noted previously, though these legislative mandates exist, funding and
reimbursement practices appear to reinforce the idea of segregation or specialized services
for persons with disabilities. It is important that all monies including those administered by
the Rehabilitation Services Administration, the Social Security Administration, Medicaid, and
special education programs reflect the principles and values as stated in the above noted
legislation. Additionally, legislative and administrative initiatives reflecting issues of creation
of employment opportunities and economic development for all persons must include a role
for persons with disabilities as an equal partner.

In order to assure that all federal policies and practices promote integrated employment,
there needs to be an increased effort on building the skills and -competencies of professionals

g -
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and paraprofessionals who offer supports and services to persons with disabilities. Thus,
federal funding priorities in the areas of training (both preservice and inservice) must reflect
an increased emphasis on interdisciplinary training focusing upon the inclusion of persons
with disabilities in community settings. Additionally, research needs to be funded which
assist in the identification of best practices and the documentation of current practices in the
areas of integrated employment. It is critical that knowledge about current employment
activities as well as identification of innovative and promising factors is vigorously pursued
through national and state research activities. Documentation of the current ’state of the
practice’ for persons with disabilities should be part of national surveys including those
relating to the census, health, secondary education, unemployment, and other national survey
activities.

In order to assure that the state and federal practices promote integrated employment,
there is a need for skills and competencies associated with the expanding integrated
employment by the key stakeholders. In addition, there must be clear documentation of
outcomes relating to choice, preference and changes in quality of life as result of federally
funded system change initiatives, demonstration programs, and training projects as well as
state offered employment service programs. The following objective reflect those issues.
Objectives

Objective 5.1. Require that all federal programs comply with the values expressed in

IDEA, ADA, and the Rehabilitation Act Amendments of 1992

Objective 5.2. Require that all RSA monies be utilized to support integrated
employment (including extended evaluation and work adjustment monies)

Objective 5.3. Assure that persons with disabilities are included in all employment
program initiatives sponsored by the federal level (School to Work, National
Service Corp., etc.)

Objective 5.4. Conduct studies at the national, state and local levels documenting
integrated employment outcomes for person with disabilities

Objective 5.5. Assure that adequate research addressing innovations in integrated

employment approaches, practices and designs are conducted at the national, state
and local levels
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Objective 5.6. Provide adequate training monies to support interdisciplinary preservice

and inservice training activities directed at the development of the skills and
competencies in integrated employment among a wide range of professionals and
direct service staff. '

Summary and Recommendations

In summary, the above goals and objectives state clearly the emphasis upon the

expanding the role of persons with disabilities in community settings with a specific emphasis

upon integrated employment opportunities for persons with mental retardation and related

developmental disabilities. Further, the President’s Committee on Mental Retardation is in a

unique position to influence federal policy and to advocate for state adopt of policies and

practices which will provide greater opportunities for persons with mental retardation and

developmental disabilities to become more economically independent and included in

integrated work settings in the future. Following is a summary of specific objectives which

the President’s Committee should address during the coming years.
Recommendations for PCMR:

1.

Advocate that all programs be consistent and coordinated with a focus on
inclusion, consumer choice, and personal control of both resources and services.

PCMR should expand its membership to include representatives from the business
community.

PCMR should develop an action plan reflecting the goals and objectives in these
and the other reports and that this action plan will be disseminated widely

PCMR should also expand its membership to include other essential federal
agencies including Commerce and Transportation

PCMR should convene a working group with a specific and continuing emphasis
upon developing an employment focus within PCMR

PCMR should address the issues of Medicaid reform and the disincentives which
this system places upon the development of integrated employment for all persons
with mental retardation and related developmental disabilities

PCMR should work with the Department of Education in the areas of teacher

preparation and the expansion of training grants to include issues related to
transition and employment.
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PCMR should advocate for research which will document current practice,
identify state of the art approaches, report innovative approaches and disseminate
such approaches, and support investigation which identifies effective strategies
which support the values and principles expressed in federal legislation.

PCMR should continue to place the emphasis upon the development of
employment options for persons with the highest support needs.
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