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Foreword

Reaching Out: A Directory of National Organizations Related to Maternal and Child Health has been compiled by the
National Center for Education in Maternal and Child Health (NCEMCH) to provide a reference to national
organizations with a maternal and child health focus. Information for this third edition was obtained by
communicating with organizations in the United States and Canada.

Part One of Reaching Out lists national organizations by subject area. These organizations provide a variety of
services and activities, including publishing educa.ional materials, disseminating general information, making
referrals, and furnishing support to assist the health professional or the health care consumer in mecting a specific
need.

Part Two lists self-help clearinghouses. These organizations collect and disseminate information about local self-
help groups and assist in the formation of new groups. This section is arranged alphabetically by state.

Two indexes are included. The first is a detailed subject index. The second is an alphabetical list of all
organizations.

The National Center for Education in Maternal and Child Health would like to thank all the organ.zations that
provided information for this directory. Reaching Out will be updated and expanded fur future editions;
suggestions and changes may be directed to:

Editor, Reaching Out
NCEMCH
38th and R Streets, N.W.
Washington, D.C. 20057
(202) 625-8400
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Pregnancy and Childbirth =——

General

American College of Nurse-Midwives

1522 K Street, N.W.

Suite 1120 (202) 347-5445

Washington, D.C. 20005 Mary Rita Prah, executive Director

American College of Obstetricians and Gynecologists (ACOG)

409 12th Street, SW. (202) 638-5577

Washington, D.C. 20024-2188 Wairen H. Pearse, M.D., Executive Director
Contact: Marvin J. Bennof

Healthy Mothers, Healthy Babies National Coalition (HMHB)

409 12th Street, S.W. (202) 863-2458

Washington, D.C. 20024-2188 Lot Cooper, Executive Director

NAACOG: The Organization for Obstetric, Gynecologic, and Neonatal Nurses

409 12th Street, SW. (800 533-8822
Washington, D.C. 20024-2191 (202) 638-0026
Sallye B. Shaw, R.N.. M.N., Executive
Director

Contact: Kay Hatman Tucker

Birth Settings

Childbirth Education Foundation (CEF)

P.O.BoxFive (215) 357-2792

Richboro, Pennsylvanla 18954 James C. Peron, Executive Director

Informed Homebirth/Informed Birth and Parenting (IH/IBP)

P.O. Box 3675 (313) 662-6857
Ann Arbor, Michigan 48106 Rabina Baldwin, Executive Director

Maternily Center Association (MCA)

48 East 92nd Street (212) 369-7300
New York, New York 10128 Ruth W. Lubic, Executive Director

Pregnancy & Childbirth
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National Association of Childbearing Centers
R.D. One. Box One (215) 234-8068

Perkiomenville, Pennsylvania 18074 Eunice K. M. Ernst, CN.M., M.P.H.,
Executive Director

Cesarean Birth

Cesarean Prevention Movement (CPM)

P.O. Box 152 (315) 424-1942
Syracuse. New York 13210 E.ther Booth Zorn, President

Cesarean Support, Education, and Concern (C/SEC)

22 Forast Road (617) 877-8266
Framingham, Massachusetts 01701 Beth Shearer and Norma Shulman,
Co-Directors

Childbirth Preparation

American Society for Prophylaxis in Obstetrics (ASPO/Lamaze)

1840 Wilson Boulevard (800) 368-44C4
Suite 204 (703) 524-7802
Arlington, Virginia 22201 Robert H. Moran, Executive Director

American Academy of Husband Coached Childbirth (Bradley Method)
P.0O. Box 5224 (800) 423-2397
Sherman Oaks, California 91413-5224 (818) 788-6662
James Hathaway, Executive Director
Counci: of Childbirth Education Specialists
168 West 86th Street (212) 362-7221
New York, New York 10024 Patrice Hassid, Registrar

International Association of Parents and Professionals for Safe Alternatives in
Childbirth (NAPSAC, International)

Route 1, Box 646 (314) 238-2010
Marble Hill, Missouri 63764 David Stewart, Executive Director

Pregnancy & Childbirth
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International Childbirth Education Association (ICEA)

P.O. Box 20048 (612) 854-8660
Minneapolis, Minnesota 55420 Trudy Keller, President

National Association of Childbirth Education (NACE)

3940 11th Street (714) 686-0422

Riverside, California 92501 Rebecca Smith, President
Multiple Birth

National Organization of Mothers of Twins Clubs, Inc. (NOMOTC)
12404 Princess Jeanne, N.E. (6505) 275-0955
Albuquerque, New Mexico 87112-4640 Lois Gallmeyer, Executive Secretary
Triplet Connection (TC)

2618 Lucile Avenue (209) 474-3073

Stockton, California 95209 Janet Bleyl, President
Twinline

P.O. Box 10066 (415) 644-0861

Berkeley, Califomia 94709 (415) 644-0863

Patricia M. Malmstrom, Executive Director
Contact: Rachel Biale

Twins Foundation (TF)

P.O. Box 9487 (501) 274-TWIN
Providence, Rhode Island 02940-9487 Kay Cassill, President
Contact: Anne Richards, Administrative
Assistant

Pregnancy & Childbirth




Perinatal Care

National Organization of Circumcision Infermation Resource Centers
(NO-CIRC)

731 Sir Francis Drake Boulevard (415) 545-5669

San Anselmo, Califomia 94960 Marilyn Fayre Milos, R.N., Executive Director

National Perinatal Association (NPA)

101 1/2 South Union Street (703) 549-5523

Alexandria, Virginia 22314-3323 Sandra Butler Whyte, Executive Director
Contact: Susan Smyth, Staff Associate

National Perinatal Information Center

One Blackstone Place (401) 274-0650

688 Eddy Street David Gagnon, Executive Director
Providence, Rhode Island 02903-4908

Physical Fitness

Positive Pregnancy and Parenting Fitness

51 Saltrock Road (800) 433-5523
Baltic, Connecticut 06330 (203) 822-8573

Sylvia Klein Olkin, M.S., Executive Director

Pregnancy Loss

A.M.E.N.D. (Aiding a Mother and Father Experiencing Neonatal Death)
4324 Berrywick Terrace (314) 487-7582

St. Louis, Missouri 63128 Contact: Maureen Connelly
Association for Recognizing the Life of Stilibomns (ARLS)

11128 West Frost Avenue (303) 978-9517
Litfleton, Colorado 80127 Frank J. Paviak, Executive Director

Pregaancy & Childbirth
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Compassionate Friends, Inc.

P.O. Box 3696
Oak Brook, llinois 60522-3696

(312) 990-0010
Therese Goodrich, Executive Director

National Perinatal Bereavement Alliance (NPBA)

13557 Wendy Lane
Saratoga, Califomia 95070

Pregnancy and Infant Loss Center (PILC)

1415 East Wayzata Boulevard
Suite 22
Wayzata, Minnesota 55391

(408) 867-6266
Contact: Pam Hoffmann

(612) 4739372
Susan Erling, Executive Director
Contact: Sherokee lise or Ronda Chinn

Recach Out to ikie Parents of an Unknown Child, Inic.

555 North Country Road
St. James, New York 11780

Resolve Through Sharing

La Crosse-Lutheran Hospital
1910 South Avenue
LaCrosse, Wisconsin 54601

(516) 862-6743
(516) 584-5525
Contact: Kathy Geldart

(608) 785-0530, Ext. 3675
Rana Limbo, R.N., Director

SHARE (Source of Help in Airing and Resolving Experiences)

St. Elizabeth’s Hospital
211 South Third Street
Belleville, lllinois 62222

Prenatal Care

(618) 234-2415
(618) 234-2120, Ext. 1430
Sister Jane Marie Lamb, Executive Director

Association of Childbirth Assistants

259 Meridian Avenue
Suite 18
San Jose, California 95126

(408) 225-9167
Claudia Lowe, Executive Director

Pregnancy & Childbirth
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March of Dimes Birth Defects Foundatio:

1275 Mamaroneck Avenue
White Plains, New York 10405

Midwives Alliance of North America (MANA)

30 Sou:h Main Street
Concord, New Hampshire (03301

Reproductive Hazards

(914) 428-7100
Charles Massey, President
Contact: Natalie Paul or Mary Bayha

(603) 225-9586
Carol Leonard, Executive Director

National Network o Prevent Birth Defecis
Box 15309

Southeast Station

Washington, D.C. 20003

Teratology Society

9650 Rockville Pike
Bethesda, Maryland 20814

(202) 543-5450
Erik Jansson, Coordinator

(301) 564-1493
Contact: Alexandra Ventura, Acministrative

Assistant
Reproductive Tecinologies
Deonor’s Offspiing (Artificial Insemination)
P.O. Box 33 (417) 548-3679

Sarcoxie, Missouri 64862

Candace Cay Tumer, Executive Director

Pregnancy & Childbirth
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Infant Health

General

American Academy of Pediatrics (AAP)

141 Northwest Point Boulevard (312) 228-5008

P.O. Box 927 James Strain, M.D., Executive Director
Elk Grove Village, llincis 60007 Contact: Cancdace Croft, Ph.D.
Breastfeeding

Iniernational Lactation Consultant Association (ILCA)

P.O. Box 4031 (413) 532-3374

University of Virginia Station Linda Desmarais, President

Charlottesville, Virginia 22903

La Leche: League International, Inc.

9616 Minneapolis Avenue (312) 455-7730

P.O. Box 1209 Betty Wagner, Executive Director

Franklin Park, lllinois 60131 Contact: Mary Gisch, Manager of
Membership Services

Early Intervention

National Center for Clinical Infant Programs (NCCIP)

733 15th Street, N.W. (202) 347-0308

Suite 912 Eleanor S. Szanton, Ph.D., Executive Director
Washington, D.C. 200056 Contact: Carol Berman or Emily Schrag
Infant Mortality

National Commission to Prevent Infant Mortality

330 C Street, SW. (202) 472-1364

Suite 2006 Rae Grad, Ph.D., R.N., Executive Director
Washington, D.C. 20201 ’

Infant Health
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Prematurity

IVH (Infraventr'zular Hemorrthage) Parents

P.O. Box 56-1111
Miami, Florida 33256

March of Dimes Birth Defects Foundation

1275 Mamaroneck Avenue

White Plains, New York 10605

Parent Care, Inc.

1010 1/2 South Union Street
Alexandiria, Virginia 22314

Sudden Infant Death Syndrome

(305) 232-0381
Ronnie Londner, M.Ed., Executive Director

(919 428-7100
Charles Massey, President
Contact: Natalie Paul or Mary Bayha

(703) 836-4678
Contact: Nan Streeter, Administrative
Licison

Association of SIDS Program Professionals

Massachusetts Center for SIDS
Ambulcatory Care Center, 5829

818 Harrison Avenue

Boston, Massachusetts 02118

(617)424-5742
Daniel Timmel, President
Contact: Mary McClain

Intemational Council of Guilds for Infant Survival

9178 Nadine River Circle
Fountain Valley, California 92708

(714) 968-7623
Chiris Elliott, Chairperson

National Center for the Prevention of Sudden Infant Death Syndrome (NCPSIDS)

330 North Charles Street

Baltimore, Maryland 21201

(800) 638-SIDS
(301) 547-0300
Thomas L. Moran, President

Infant Health
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National Sudden Infant Death Syndrome Clearinghouse
8201 Greensboro Drive (703) 821-8955

Suite 600 Saranne G. Booth, Project Director
Mclean, Virginia 22102

National Sudden Infant Death Syndrome Foundation, Inc.

8200 Professional Place (800) 221-SIDS
Suite 104 (301) 459-3388
Landover, Maryland 20785 Mitch Stoller, Executive Director

Contact: Patricia J. Lewis, Office Manager

Infant Health




Accident(Injury Prevention

Ambulatory Pediatrics Association

6728 Old Mclean Village
MclLean, Virginia 22101

© (703) 556-9222
George Degnon, Executive Director

American Academy of Pediatrics (AAP)

141 Northwest Point Boulevard
P.O. Box 927
Elk Grove Village, llinois 60007

American Trauma Society

P.O. Box 13526
Baltimore, Maryland 21203

Consumer Fedeiation of America

1424 16th Street, N\W.
Washington, D.C. 20036

(312) 228-5005
James Strain, M.D., Executive Director
Contact: Candace Croft, Ph.D.

(800) 556-7890
(301) 328-6304
Sandy Bond, Executive Director

(202) 387-6121
Mary Ellen Fise, Product Safety Director
Edith Furst, Product Safety Coordinator

Emergency Nurses Association (ENA)

230 East Ohio, #600
Chicago, lllinois 60611

Injury Prevention Center

Harvard University School of Pubiic Health
Department of Matemal and Child Health
677 Huntington Avenue

Boston, Massachusetts 02111

(312) 649-0297
Torry Mark Sansone, Executive Director

(612) 732-1079
Bernard Guyer, Director

National Association of EMS (Emergency Medical Services) Physicians

Center for Emergency Medicine
190 Lothrop Street, Room 113
Pittsburgh, Pennsylvania 15213

(800) 228-3677
Paul M. Paris, M.D., F.A.C.E.P., President

Child Hzalth




National Association of State EMS Directors

1317 Winewood Boulevard
Tallanassee, Florida 32399

(904) 487-1615
Contact: Larry Jordan

Nationai Coalition to Prevent Childhood Injury

111 Michigan Avenue, N.W.

Washington, D.C. 20010

National Emergency Medicine Association
306 West Joppa Road

Towson, Maryland 21204

National Safety Council

444 North Michigan Avenue
Chicago, llinois 60611

Adoption

(202) 939-4993
Herta B. Feely, Executive Director

(301) 494-0300
Howard Farmington, Executive Director

(312) 527-4800
T.C. Gilchrest, President
Contact: Janice Sutkus, Program Manager

AASK America (Aid to Adoption c¢f Special Kids)

1540 Market Street

San Francisco, Califomia 94102
Concerned United Birth Parents (CUB)
2000 Walker Street

Des Moines, lowa 50317

National Adoption Center

1218 Chesinut Street
Phlladelphia, Pennsyivania 19107

National Committee for Adoption

1930 17th Street, N.W.
Washington, D.C. 20009

(415) 543-2275
John D. Badger, National Director

(319) 359-4068
Carole J. Anderson, President

(215) 925-0200
Carolyn Johnson, Executive Director
Contact: Marlee Piasecki

(202) 328-1200
William Pierce, Executive Director

Child Health




Advocacy

Child Welfare League of Americq, Inc. (CWLA)

440 First Street
Suite 310
Washington, D.C. 20001

Children’s Defense Fund (CDF)

122 C Street, N.W.
Suite 400
Washington, D.C. 20001

(202) 638-2952

David S. Liberman, Executive Director

Contact: Sheni Griffin, Youth Outreach
Coordinator

(202) 628-8787
Marian Wright Edeiman, President

National Resource Center for Children in Poverly

164 Haven Avenue, Third Fioor
New York, New York 10032

Child Abuse/Neglect

(212)927-8793
Judith E. Jones, Executive Director

American Association for Protecting Children (AAPC)

Armerican Humane Associction
9725 East Hampden Avenue
Denver, Coiorado 80231-491%

(303) 695-0811
Patricla Schene, Director

National Center for Missing and Exploited Chilldren

1835 K Street, N.W.
Washington, D.C. 200046

(800) 843-5678
(202) 634-9821
Ellis Meredith, President

National Committee for Prevention of Child Abuse

332 Scuth Michigan Avenue
Suite 950
Chicago, ilinois 60604-4357

(312) 663-3520
Anne H. Cohn, Executive Director

Child Health




Child Care

Action Alliance for Children

3200 Adeline Street

Berkeley, Califomia 94703
American Council of Nanny Schools
Delta College

University Center, Michigan 48710
Child Care Action Campaign

99 Hudson Sireet

Suite 1233

Nevy York, New York 10013
Children’s Foundation

815 15th Street, N.W.

Washington, D.C. 20005
Ecumenical Child Care Neftwork
475 Riverside Drive

Room 572

New York, New York 10115-0050

National Association for Family Day Care

P.O. Box 71268
Murray, Uttah 84107

Dental Health

(415) 656-0535
Daphne Muse, Executive Director

(517) 6869543
Carol Emrich, Coordinator

(212) 334-9595
Barbara Reisman, Executive Director

(202) 347-330G
Contact: Kay Hollestelle or Linda Eggbeer

(504) 870-3342
Karen Collins, Executive Director
Contact: Margery Freeman, Field Associate

(801) 268-9148
Contact: Linda Geigle

American Academy of Pediatric Dentistry (AAPD)

211 East Chicago Avenue
Suite 1036
Chicago, linois 60611

(312) 337-2169
John A. Bogert, Executive Director

Child Health
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American Dental Association (ADA)

211 East Chicago Avenue
Chlcago, llinois 60611

(312) 440-2500
Thomas J. Glnley, Ph.D., Executive Director

American Dental Hygienists Association (ADHA)

444 North Michlgan Avenue
Suite 3400
Chicago. llinois 60611

(312) 440-8500
Albert J. Sunseri, Executive Director

American Society of Dentistry for Chilcren (ASDC)

211 East Chicago Avenue
Suite 920
Chicago. lllinols 60611

(312)943-1244
Carol Teuscher, Executive Director

Naticnal Foundation of Dentistry for the Handicapped (NFDH)

1259 14th Street
Suite 410
Denver, Colorado 80202

Development/Education

(303) 573-0264
Lamry Coffee, D.D.S., Executive Director

Action for Children’s Television
20 University Road

Carnbridge, Massachusetts 02138
Arnerican Montessori Society

180 Fifth Avenue
New York, New York 10011

(617) 876-6620
Peggy Charren, President

(212) 924-3209
Bretta Welss, Executive Director

Association for Childhood Education Intemational (ACED)

1141 Georgla Avenue
Suite 200
Wheaton, Maryland 20902

(301) 942-2443
A. Gilson Brown, Executive Director

Child Health




National Academy for Child Development
112 First Street (714) 798-3028
Redlands, California 92373 Robert J. Doman, Jr., National Director
National Association for the Education of Young Children (NAEYC)
1834 Connecticut Avenue, N.W. (800) 424-2460
Washington, D.C. 20009 (202) 232-8777

Contact: Barbara Willer,

Cynthia Thomas, or Fabyan Drake

National Congress of Parents and Teachers (National PTA)
700 North Rush Stre¢ * (312) 787-0977

Chicago. lllincis 60611 Manya Ungar, President
Contact: Jeanne Koepsell

National Education Association (NEA)

1201 16th Street, N.W. (202) 822-7200

Washington, D.C. 20036 Don C7 weron, Executize Director
M~ < U, President

National Head Start Association

1309 King Street, Suite 200 (703; 729-0875

Alexandiriq, Virginia 22344 Jim Matlock, Executive Director

Fa.nily Support

Family Resource Codlition

230 North Michigan Avenue (312) 726-4750

Room 1625 Gail C. Christopher, Executive Director

Chicago. lllinols 60601

Mcthers Withaut Custody

P.O.Box 56762 (713) 840-1622
Houston, Texas 77256-6762 Angie Mease, Executive Director
Contact: Cathy Knapp

hild Health
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National Council on Family Relations (NCFR)
1910 West County Road B (612) 633-6933

Suite 147 Mary Jo Czaplewski, Executive Director
Saint Paul, Minnesota 55113

Stepfamily Association of America, Inc.

602 East Joppa Road (301) 823-7570
Baltimore, Maryland 21204 Barbara Mullen, Executive Director
Pediatrics

American Academy of Pediatrics (AAP)

141 Northwest Point Boulevard (312) 228-5005
P.O. Box 927 James Strain, M.D., Executive Director
Elk Grove Village, iliinois 60007 Contact: Candace Croft, Ph.D.

Association of Medical School Pediatric Department Chairmen

Department of Pediatrics (801)58% "<73

University of Utah School of Mediclne Michas' .nmimons, M.D., Executive Director
2-A 152 Medical Drive

Salt Lake City, Utah 84132

National Association of Children’s Hospitals and Related Institutions (NACHRI)

401 Wythe Street (703) 684-1355
Alexandria, Virginia 22314 Robert H. Sweeney, President
Contact: Patricia Sealing, Director of Child
Health Analysis

National Association of Pediatric Nurse associates and Practitioners (NAPNAP)

1101 Kings Highway (609 667-1773
Suite 206 Mavic L. McGuire, R.N., M.A., C.P.N.P.,
Cherry Hill, New Jersey 08034 Executive Director
Contact: Joan Rukavina, National Office
Manager
Child Health
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Reye Syndrome

National Reye’s Syndrome Foundation

426 North Lewis (800) 233-7393
Bryan, Ohio 43506 (419) 636-2679
John Freudenberger, President

Child Health
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General

Adolescent Health

Center for Youth Services
921 Pennsylvania Avenue, S.E.
Washington, D.C. 20003
Child Trends, Inc.

1990 M Street, N.W.
Washington, D.C. 20036

National Center for Youth Law

1663 Mission Street
Suite 500
San Francisco, Califomia 94103

(202) 543-5707
Samuel Tramel, Executive Director

(202) 223-6288
Kristin A. Moore, Ph.D., Senior Research
Associate

(415) 543-3307
John OToole, Director

National Network of Runaway and Youth Services, Inc.

905 Sixth Street, SW.
Suite 411
Washington, D.C. 20024

Adolescent Medicine

(202) 488-0739
June P, Bucy, Executive Director

Society for Adolescent Medicine (SAM)
P.O. Box 3462

Granada Hills, Califomia 91344

Support Center for School-Based Clinics
5650 Kirby Drive

Suite 203
Houston, Texas 77C05

(818) 368-5996
Richard C. Brown, M.D., Executive Director

(713) 664-7400
Sharon R. Lovick, Executive Director

Adolescant Health
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Adolescent Pregnancy

Associdation of Junior Leagues

825 Third Avenue
New York, New York 10022

Center for Population Options (CPO)
Suite 1200

1012 14th Streef, N.W.

Washington, D.C. 20005

Children’s Defense Fund (CDF)

122 C Street, N\W.

Suite 400

Washington, D.C. 20001

Joseph P. Kennedy, Jr. Foundation
Community of Caring. Inc.

1350 New York Avenue, N.W., Suite 500
Washington, D.C. 20005

March of Dimes Birth Defects Foundation

1275 Mamaronack Avenue
White Plains, New York 10605

(212) 355-4380
Deborah Seidel, Executive Director
Contact: Sally Om, Director

(202) 347-5700
Judith Senderowitz, Executive Director

(202) 628-8787
Marian Wright Edelman, President

(202) 393-1250

George Zitnay and Herbert J. Kramer,
Directors

Contact: Eunice Kennedy Shriver

(914) 428-7100
Charles Massey, President
Contact: Natalie Paul or Mary Bayha

National Institute for Adolescent Pregnancy and Family Services

Seltzer Hall, Room 409

Temple Univeisity

1700 North Broad Street
Philadelphia, Pennsylvania 19121

(215) 787-6208
Lulu Mae Nix, Ed.D., Executive Director

National Organization on Adolescent Pregnancy and Parenting (NOAPP)

P.O. Box 2365
Reston, Virginia 22090

(703) 435-3948
Sharon Rodine, Coordinator
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Nationai Urban League, Inc.

500 East 62nd Street
New York, New York 10021

Behavioral Problems

(212) 310-9000
John E. Jacob, President

Toughlove

P.O. Box 1069
Doylestown, Pennsylvania 18901

Suicide Prevention

(215) 348-7090
Teresa Quinn, Exzcutive Director

Youth Suicide National Center

18251 Street, N\W.
Suite 945
Washington, D.C. 20006

(202) 429-0190
Chailotte P. Ross, Executive Director

Adolescent Health




1801 North Moore Street

Adington, Virginia 22209

American College Health Association
15879 Crabbs Branch Way

Rockville, Maryland 20855

American School Health Association

P.O. Box 708
Kent, Ohio 44240

Council of Chief State School Officers

Hall of States

400 North Capitol

Suite 379, Third Floor
Washington, D.C. 20020

Education Commission of the States
1860 Lincoln Street

Suite 300

Denver, Colorado 80295

Future Homemakers of America
1910 Association Drive

Reston, Virginia 22091

Healthy Children Program

Harvard University Division of Health Policy

641 Huntington Avenue
Boston, Massachusetts 0211

School dealth

American Association of School Administrators

(703) 528-0700
Bruce Hunter, Associate
Executive Director

(301) 963-11C0
Stephen D. Blom. M.B.A.

(216) 678-1601
Dana A. Davis, Executive Director
Contact: Lisa Passmore

(202) 393-8159
Gordon Ambach, Executive Director

(303) 830-3820
Robert C. Adringa, Executive
Director

(703) 476-4900
Alan Rains, Interim Executive Director

(617) 732-1407
Philip J. Porter, M.D., Director

Schoo? Health




National Association of Pediatric Nurse Associutes and Practitioners (NAPNAP)

1101 Kings Highway (609 667-1773
Suite 206 Mavis L. McGuire, RN., M.A.,
Chenry Hill, New Jersey 08034 C.P.N.P., Executive Director
Contact: Joan Rukavina, National
Office Manager

National Association of School Nurses, Inc.

Lamplighter Lane (207) 883-2117
P.O.Box 1300 Beverly Farquahar, Executive
Scarborough, Maine 04074 Director

National Association of Siate Boards of Education
701 North Fairfax Street 703) 684-.4000

Suite 340 Contact: Lana Muraskin
Alexandriq, Virginia 22314

National Association of State School Nurse Consultants

Division of Maternal and Child Health (803)734-4727
Department of Health and Environmental Mary Ellen Hatfield, President
Control

2600 Bull Street

Columbia, South Carolina 29201

National Congress of Parents and Teachers (National PTA)

700 North Rush Street (312) 787-0977

Chicago, lllinois 6061° Manya Ungar, President
Contact: Jeanne Koepsell

National Education Association (NEA)

1201 16th Street, N.W. (202) 822-7200

Washington, D.C. 20036 Don Cameron, Executive Director
Mary H. Futrell, President

National School Boards Association

1680 Duke Street (703) 838-6722
Alexandria, Virginia 22314 Dr. Thomas A. Shannon, Executive
Director
School Health




National School Health Education Commitiee

c/o American College of Preventive Medicine
1015 15th Street, N.W.

Suite 403

Washington, D.C. 20005

National School Volunteer Program
701 North Fairfax Street

Suite 320

Alexandria, Virginia 22314

New Futures School

2120 Louisiana, N.E.
Albuquerque, New Mexico 87110

(202) 789-0003
William M. Kane, Ph.D., Executive Director

(703) 836-4880
Contact: Shari Jackson

(505) 883-5680
Linda Bam, R.N., M.N., Family Life
Specialist

Robert Wood Johnson School Based Adolescent Health Care Program

Children’s Hospital National Medical Center
111 Michigan Avenue, N.W.
Washington, D.C. 20010

School Health Programs
University of Colorado Health Sciences Center

4200 East Ninth Avenue, C-287
Denver, Colorado 80262

(202) 745-2000
Julia Lear, Ph. D., Director

(303) 394-7435
Judith Igoe, Director

School Health




General

Women's Health

National Black Women’s Health Project
1237 Gordon Street, N\W.

Allenta, Georgia 30310

National Women’s Health Network

224 Seventh Street, S.E.

Washington, D.C. 20003

Women'’s International Network (WIN)

187 Grant Street
Lexington, Massachusetts 02173

(404) 753-0916
Byllye Y. Avery, Executive Director

(202) 543-9222
Victoria Leonard, Executive Director

(617) 862-9431
Contact: Fran P. Hosken

Women’s Occupational Health Resource Center (WOHRC)

117 St. Johns Place
Brooklyn, New York 11217

Family Conflict

(718) 230-8822
Jeanne M. Stellman, Ph.D., Director

National Coalition Against Domestic Violence

P.O. Box 15127
Washington, D.C. 20003-0127

Family Planning

(8C0) 333-SAFE
(202) 293-8860
Marcia Niemann, Executive Director

Alan Guitmacher Institute

2010 Massachusetts Avenue, N.W.
Washington, D.C. 20036

(202) 296-4012
Jeannie Rosoff, Executive Director




Association for Voluntary Surgical Contraception (AVSC)

122 East 42nd Sireet (212) 351-2500
New York, New York 10168 Hugo Hoogenboom, Executive Director
Contact: Jane Halpern

Couple to Couple i.eague, International (Natural Family Planning)

P.O.Box 111184 (513) 661-7612

Cincinnati, Ohio 45211-1184 R. Patrick Homan, Executive Director

Contact: Frederick Haas, Jr., Public

Information Director

National Family Planning and Reproductive Health Association (NFPRHA), Inc.

122 C Street, N.\W. (202) 628-3535

Suite 380 Scott R. Swirling, Executive Director

Washington, D.C. 20001-2109

Planned Parenthood Federation of America, Inc.

810 Sevenih Avenue (212) 541-7800

New York, New York 10019 Faye Wattleton, Executive Director
contact: Gloria A, Roberts, Head Librarian

Reproductive Health

American College of Obstetricians and Gynecoiogists (ACOG)

409 12th Street, SW. (202) 638-5577

Washington, D.C. 20024-2188 Warren H. Pearse, M.D., Executive Direcior
Contact: Marvin J. Bennof

American Fernility Society (AFS)

2131 Magnolia Avenue (205) 251-9764

Suite 201 Nancy C. Hayley, Administrative Director

Birmingham, Alabama 35256

DES Action USA

2845 24th Street (415) 826-5060
San Francisco, California 94110 Katherine Bella, Executive Director

Women's Health
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Endometriosis Association
P.O. Box 92187 (800) 992-ENDC

Milwaukee, Wisconsin 53202 (414) 962-8972
Mcry Lou Baliweg. Executive Director

NAACOG - The Organization for Obstetric, Gynecologic, and Neonatal Nurses

409 12th Street, SW, (800) 533-8822
Washington, D.C. 20024-2191 (202) 638-0026
Sallye B. Shaw, R.N., M.N., Executive
Director

Contact: Kay Hartman Tucker

Resolve, Inc. (Infertility)
5 Water Street 617) 643-2424

Arington, Massachusetts 02174 Beverly Freeman, Executive Director
Contact: Karen Berkeley

Sex Information and Education Council of the United States (SIECUS)

32 Washington Place (212) 673-3850
New York, New York 10003 Ann Welboume-Moglia, Ph.D., Executive
Director
Contact: Jennifer R, Strange, Administrative
Assistant
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Nutrition

American Academy of Pediatrics (AAP)

141 Northwest Point Boulevard (312) 228-5005
P.O. Box 927 James Strain, M.D.. Executive Director
Elk Grove Village. lllinois 60007 Contact: Candace Croft, Ph.D.

American Dietetic Association (ADA)

208 South LaSalle Street (312) 899-0040
Suite 1100 Dawn Treadwell, Executive Director
Chicago, lllinois 60604-1003 Contact: Karen A. Lechowich, R.D.

American Home Economics Association (AHEA)

2010 Massachusetts Avenue, N.W. (202) 862-8300
Washington, D.C. 20036 Joan R. McFadden, Executive Director

American Public Health Association (APHA)

1015 156th Street, N.W. (202) 789-5600
Washington, D.C. 20005 William H. McBeath, M.D., M.P.H., Executive
Director

Contact: Julie Gazmararian

Association of State and Territorial Health Officials (ASTHO)
Association of State and Territorial Public Health Nutrition Directors (ASTPHND)

6728 Old Mclean Village Drive (202) 556-9222
Washington, D.C. 22101 George K. Degnon, Executive Director

Center for Science in the Public Interest

1501 16th Street, N.W. (202) 332-9110
Weshington, D.C. 20036-1499 Michael Jacobsen, Ph.D., Executive
Director

Contact: Bonnie Liebman, M.S.

Sociely for Nutrition Education

1700 Broadway (415)444-7133
Suite 300 J. Michael McKenchnie, Executive Director
Cuakiand, Cadlifornia 94612 Contact: Suzanne Barkshire

Nutrition
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Genetic Services
American Sociely of Human Genetics (ASHG)
9650 Rockville Pike ' (301) 571-1825

Bethesda, Maryland 20814 Gerty Gurvitch, Executive Director

Association of Cytogenetic Technologists (ACT)

Natlonal Institutes of Health (301) 496-6501
Building 10, Room 12N-226 Contact: Turid Knutsen, Public Relations
9000 Rockville Pike Chairperson

Bethesda, Maryland 20892

Committee for Responsible Genetics (CRG)
186 South Street (617) 423-0650
Boston, Massachusetts 02111 Nachama Wilker. Exacutive Director

International Society of Nurses in Genetics (ISNG)

Division of Medical Genetics (319) 356-2674
University of lowa Hospitals and Clinics Elzabeth Thomson, R.N., M.S.. President
lowa City, lowa 52242

National Society of Genetic Couriselors (NSGC)

233 Canterbury Drive (215) 872-7608
Wallingford, Pennsylvania 19086 Bea Leopold, Executive Director

Genetic Services




====—= Chronic Illness and Disability ==———

General

Alliance of Genetic Support Groups

38th and R Streets, N.W. (202) 625-7853
Washington, D.C. 20057 Jayne Mackta, President
Contact: Joan Weiss

Association of Birth Defect Children (ABDC)

3526 Emerywood Lane (305) 859-2821

Orlando, Florida 32812 Betty Mekdecl, Executive Director
March of Dimes Birth Defects Foundation

1275 Mamaroneck Avenue (914) 428-7100

White Plains, New York 10605 Charles Massey, President
Contact: Natalie Paul or Mary Bayha

National Foundation for Jewish Genetic Diseases, inc. (NFIGD)

250 Park Avenue (212) 753-5155
Suite 1000 Contact: George Crohn
New York, New York 10017

National Organization for Rare Disorders, Inc. (NORD)

P.O. Box 8923 (203) 746-6518
New Fairfield, Connecticut 06812 Abbey S. Meyers, Executive Director
Auditory Disorders

DEAFNESS/HEARING IMPAIRMENT

Alexander Graham Bell Asse~‘rition for the Deaf (AGBAD)

3417 Voita Piace, N.W. (202) 337-5220 (Voice/TTY)
Washington, D.C. 20007 Donna McCord Dickman, Ph.D., Executive
Director

Contact: Susan Coffman, Director of
Professionai Programs and Services
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American Society for Deaf Children (ASDC)
814 Thayer Avenue (301) 585-5400 (Voice/TDD)

Silver Spring, Maryland 20910 Roberta Tr:omas, Executive Director
Contact: Mille Maisel, Business Manager

Deaf Children's Society of British Columbia

3644 Slocan Street (604) 435-9447 (Voice)
Vancouver, British Columbia V5M 3E8 (604) 435-9433 (TDD)

Canada Clifton F. Carbin, Executive Director

National Association of the Deaf (NAD)

814 Thayer Avenue (301) 587-1788 (Voice/TDD)
Silver Spring, Maryland 20910 Gary Olsen, Executive Director

National Center for Law and the Deaf

800 Florida Avenue, N.E. (202) 651-5373 (Voice/TTY)
Washington, D.C. 20002 Sy DuBow, Legal Director

National Information Center on Deafness
Gallaudet University (202) 651-5051 (Volce)
800 Florida Avenue, N.E. - (202) 651-5052 ADD)

Washington, D.C. 20002 Loraine DiPietro, Executive Director
Contact: David Wolfe

Self Help for Hard of Hearing People (SHHH)

7800 Wisconsin Avenue (301) 657-2248 (Voice)
Bethesda, Maryland 20814 Howard E. Stone, Sr., Executive Director

SPEECH AND HEARING

American Speech-Language-Hearing Association (ASHA)

10801 Rockville Pike (301) 897-5700 (Voice/TDD)
Rockville, Marylr~d 20852 Frederick T. Spahr, Ph.D., Executive Director

Chroric Illness and Disability / Auditory Disorders
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National Associction for Hearing and Speech Action (NAHSA)

10801 Rockyville Pike
Rockville, Maryland 20852

TINNITUS

(800) 638-TALK (Voice/TDD)
(301) 897-8682
Judith Shannon, President

American Tinnitus Association

P.O. Box Five
Portland, Oregon 97297

Cancer

(503) 248-9985
Gloria E. Reich, M.S., Executive Director
Contact: Patiicia Daggett

GENERAL

American Cancer Society

3340 Peachtree Road, N.E.
Atlanta, Georgia 30026

Canadian Cancer Society

77 Bloor Street West

Suite 1702

Toronto, Ontario M5S 3A1
Canada

National Cancer Care Foundation (NCCF)

1180 Avenue of the Americas
New York, New York 10036

(404) 320-3333
William Tipping, Executive Director
Contact: Ruth Donnelly Corcoran

(416) 961-7223
Douglas H. Barr, Chief Executive Officer

(212) 221-3300
Harvey Newman, Executive Director
Contact: Diane Blum
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BRAIN TUMOR

Association for Brain Tumor Research (ABTR)

2910 West Montrose Avenue (312) 286-5571
Chicago, lllinois 60618 Hal Jenkins, President
BREAST CANCER

National Alliance of Breast Cancer Organizations (NABCO)

1180 Avenue of the Americas (212) 719-0154

Second Floor Ruth Spear, Executive Director
New York, New York 10036 Contact: Diane Blum
CHILDHOOD CANCER

Candlelighters Childhood Cancer Foundation
1901 Pennsylvania Avenue, N.W. (202) 659-5136

Suite 1011 Julie Sullivan, Executive Director
Washington, D.C. 20006

GASIROINTESTINAL POLYPOSIS

Familial Polyposis Registry

Toronto General Hospital (416) 595-3934

200 Elizabeth Street Zane Cohen, M.D. Executive Director
Eaton Building 10-315 Contact: Theresa Berk, M.S.S.A., Clinical
Toronto, Ontaiio M5G 2C4 Director

Canada

G.l. Polyposis and Colon Ccincer Registry
600 North Woife Street (301) 955-3875

The Johns Hopkins Hospital Anne Krush, Coordinator
Baltimore, Maryland 21205

Intestinal Multiple Polyposis and Colorectal Cancer (IMPACC)

1006-101 Brinker Drive (301) 791-7526
Hagerstown, Maryland 21740 Dolores Boone, Administrator
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LEUKEMIA

Leukemia Society of Americq, Inc.

733 Third Avenue
New York, New York 10017

Cardiovascular Disorders

(212) 573-8484
Peter N. Cakridas, Executive Director
Contact: Marnana Jordan

American Association of Blood Banks
1117 North 19th Street

Suite 600

Adlington, Virginia 22209

American College of Cardiciogy

9111 Old Georgerown Road
Bethesda, Maryland 20814

(703) 528-8200
Gilbert M. Clark, Executive Director

(301) 897-5400
William D. Nelligan, Executive Vice-
President

Council on Cardiovascular Disease in the Young

American Heart Association National Center
7320 Greenville Avenue
Dallas, Texas 75231

Chromosomal Abriormalities

(214) 373-6300
Dudley Hafner, Executive Director
Contact: Kathiyn Taubert, Ph.D.

CRI-DU-CHAT SYNDROME

5p- Society

11609 Oakmont
Overland Park, Kansas 66210

(913) 469-8900
Kent W. Nicholls, Executive Director

Chronic Illness and Disability / Cardiovascular Disorders & Chromoscmal Abnormalities
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DOWN SYNDROME

Association for Children with Down Syndrome, Inc. (ACDS)

2616 Martin Avenue
Bellmore, Long Island, New York 11710

(516) 221-4700
Fredda Stimell, Executive Director

National Association for Down Syndrome (NADS)

P.O. Box 4542
Oak Brook, lllinois 60521

National Down Syndrome Congress (NDSC)

1800 Dempster Street
Park Ridge. lllinois 60068-1146

National Down Syndrome Society (NDSS)
141 Fifth Avenue

Suite 7S
New York, New York 10010

FRAGILE X SYNDROME

(312 3259112
Sheila Hebein, Executive Director

(800) 232-NDSC
(312) 823-7550
Diane M. Crutcher, Executive Director

(800) 221-4602
(212) 460-$330
Donna M. Rosenthal, Executive Director

Fragiie X Foundation
P.O. Box 300233

Denver, Colorado 80203
Fragile X Suprpon, Inc.

1380 Huntingiion Drive
Mundelein, lllinois 60060

(800) 835-2246. Ext. 58
Tad Jacksor, Executive Director

(312) 680-3317
David Franklin, Executive Director
Contact: David or Jackie Franklin

Chronic Illness and Disability / Chromosomal Abnormalities
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MONQOSOMY 9p

Support Group for Monosomy 9p

43304 Kipton Nickle Plate Road (216) 775-4255

La Grange, Ohio 44050 Jonathan C Storr, Executive Director

PRADER-WILLI SYNDROME

Prader-Willi Syndrome Association (PWSA)

6490 Excelsior Boulevard, E-102 (612) $26-1947

Saint Louis Park, Minnesota 55426 Marge A. Wett, Executive Director
TRISOMY 18/TRISOMY 13

Support Organization for Trisomy 18/13 and Other Related Dsorders
(SOFT 18/13)

5030 Cale (208) 237-8782

Pocatello, Idaho 83202 Pat Farmer, President

TURNER SYNDROIME

Turner's Syndrome Society

York Univarsity (416) 736-5023

Administrative Studies Building, #006 Sandi Hofbauer, Executive Director
4700 Keele Street

Downsview, Ontario M3J 1P3

Canada

Connective Tissue Disorders

EHLERS-DANLOS SYNDROME

Ehlers-Danlos National Foundation (EDNF)

P.O.Box 1212 (313) 282-0180

Soithgate, Michigan 48195 Nancy A. Rogowski, Executive Direcicr
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FIBRODYSPLASIA OSSIFICANS PROGRESSIVA

Internctional F.O.P. Association, Inc.

910 North Jerico Drive (407) 365-4194
Casselberry, Florida 32707 Jeannie Peeper, President

MARFAN SYNDROME

National Marfan Foundation (NMF)

382 Main Street (516) 883-8712
Port Washington, New York 11050 Priscilla Ciccariello, Executive Director

PSEUDOXANTHOMA ELASTICUM

National Association for PXE (Pseudoxanthoma Elasticum)

P.O. Box 6925 (518) 482-3647
Albany, New York 12203-1958 Diane E. Clancy, Executive Director

Craniofacial Disorders

GENERAL

FACES - The National Association for the Craniofacially Handicapped

P.O. Box 11082 (615) 266-1632

Chaltanooga. Tennessee 37401 Phyllis §. Casavant, E.D., Executive Director
National Foundation for Facial Reconstruction

5§50 First Avenue (212) 340-5400
New York, New York 10016 Robert E. Bochat, Executive Director

Chronic Illness and Disability / Connective Tissue & Craniofacial Disorders
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CLEFT LIP/PALATE

AboutFace

123 Edward Street

Suite 1405

Toronto, Ontario M5G 1E2
Canada

American Cleft Palate Association (ACPA)
The Cleft Palate Foundation

1218 Grandview Avenue
University of Pittsburgh

Pittsburgh, Pennsylvania 15211
Cleft Palate Parents’ Council

20 Bent Lane
Levittown, New York 11756

Box 711
Conccid, Massachusetts 07142

National Cleft Palate Association (NCPA)
1218 Grandview Avenue

University of Piftsburgh

Pittsburgh, Pennsylvania 15211

Prescription Parents, Inc.

P.O. Box 426

’ Lef's Face It
Quincy, V. ¢ chusetts 02269

(416) 593-1488
Betty Bednar, Executive Director

(800) 24-CLEFT
(412) 481-1376
Nancy C. Smythe, Executive Director

616) 731-7010

(616) 931-4252

Irv Fisher, Executive Director
Co. ‘act: Esther Peacock

(508) 371-3186
Betty Wilson, Chairman

(412) 481-1376
Donnie Schlereth. President
Contact: Nancy Smythe

(617) 479-2463
Laura I. Cohen, Executive Director

Chronic Illness and Disability / Craniofacial Disorders
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Developmental Disabilities

GENERAL

American Association of University Affiliated Progroms for Persons with

Developmental Disabilities (AAUAP)

1234 Massachusetts Avenue, N.W.
Suite 813
Washington, D.C. 20005

(202) 737-1511

Leonard Hall, Executive Director

National Association of Developmental Disabilities Councils

1234 Massachusetts Avenue, N.W.
Suite 103
Washington, D.C, 20005

AUTISM

(202) 347-1234

Susan Ames-Zieman, Executive Director

Autism Society of America
1234 Massachusetts Avenue, N.W.

Suite 1017
Washington, D.C. 20005-4599

CEREBRAL PALSY

Canadian Cerebral Palsy Association

40 Dundas Street West
Suite 222,P.0, Box 110
Toronto, Ontario M5G 2C2
Canada

United Cerebral Palsy Associations (UCPA)
UCP Research and Educational Foundation

66 East 34th Street
New York, New York 10016

(202) 783-0125

David Lorms, Executive Director

Contact: Ken Laureys, Director of
Information and Referrals

(416) 979-7923
Arthur M. Timms, Ph.D., Executive Director

(800) USA-1UCP
(212) 481-6300
Allin Proudfoot, Executive Director

ChroricIllness and Disability / Developmental Disabilities
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COCKAYNE SYNDROME

Share and Care
1204 “S" Sireet (516) 825-2284
North Valley Stream, New York 11580 Contact: Pat Cahill

CORNELIA de LANGE SYNDROME

Cornelia de Lange Syndrome (CdLS) Foundation, Inc.

60 Dyer Avenue (800) 223-8355
Collinsville, Connecticut 06022 (203) 693-0159
Julie A. Mairano, Executive Director

Center for Hyperactive Child Information, Inc. (CHCI)

P.O. Box 66272 (703) 920-7495
Washington, D.C. 20035-6272 John C. Malloy, Executive Director

KLIPPEL-TRENAUNAY-WEBER (K-T) SYNDROME

i
\
\
|
HYPERACTIVITY

K-T Support Group
4509 Wooddale Aveue (612) 925-2596
Edina, Minnesota 55424 Judy Vessey, President

LAURENCE-MOON-BIEDL SYNDROME

Laurence-Moon-Bied! Syndrome (LMBS) Network

122 Rolling Road (301) 863-5658
Lexington Park, Maryland 20653 Barbara Mielcarek, Executive Director
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LEARNING DISABILITIES

Association for Children and Adults with Learning Disabilities, Inc. (ACLD)

4156 Library Road (412) 341-1515
Pittsburgh, Pennsylvania 15234 Jean Petersen, Executive Director

Orton Dyslexia Society (ODS)

724 York Road (301) 296-0232
Baltimore. Maryland 21204 Anne L. O'Flanagan, Executive Director
MENTAL RETARDATION

Ametican Association on Mental Retardation (AAMR)

1719 Kalorama Road, N.W. (800) 424-3688
Washington, D.C. 20009-2684 (202) 387-1968
Valaida S. Walker, President

Association for Retarded Citizens of the United States (ARC)
2501 Avenue J (817) 040-0204
Arlington, Texas 76006 Alan Abeson, EA.D., Executive Director -

Contact: Sharon Davis, Ph.D., Director of
Research and Program Services

Joseph P. Kennedy, Jr. Foundation

1350 New York Avenug, N.W. (202) 393-1250
Suite 500 George Zitnay and Herbert J. Kramer,
Washington, D.C. 20005 Directors

Contact: Eunice Kennedy Shriver

National Apostolate with ivientally Retarded Persons (NAMRP)

P.O. Box 4711 (803) 782-2706

Columbiaq, South Carolina 29240 Charles M. Luce, Executive Director
Mental Retardation Association of America, Inc. (MRAA)

211 East 300 South Street (801) 328-1575

Suite 212 Dr. Emest H. Dean, President
Salt Lake City, Utah 84111
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National Association of State Mental Retardation Program Directors

113 Oronoco Street (703) 683-4202
Alexandria, Virginia 22314 Robert M. Gettings, Executive Diractor
Contact: Mae L. Matthews

National Association for the Dually Diagnosed (NADD)
(Menial liness/Mental Retardation)

110 Prince Street (914) 331-4336

Kingston, New York 12401 Robert J. Fletcher, A.C.S.W., Executive
Director

PROGERIA

Progeria International Registry

North Shore University (5616) 562-4610
Division of Hurnan Genetics W. Ted Brown, M.D., Ph.D., Executive
300 Community Drive Director

Manhasset, New York 11030

RUBINSTEIN-TA
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Rubinsteir-Taybi Syndrome (RTS) Parent Group

414 East Kansas (913) 282-6237
Smith Center, Kansas 66967 Contact: Lorie or Gany Baxter

SMITH-LEMLI-OPITZ SYNDROME

Smith-Lemli-Opitz Syndrome Support Group

Five Hampton Court (302) 834-4157
Newark, Delaware 19703 Contact: Carol Lolor
0 Chronic Illness and Diigb_ility/ Developmental Disabilities
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. Eating Disorders

American Anorexia/Bulimia Association, Inc. (AABA)

133 CedarLane (201) 836-1800
Teaneck, New Jersey 07666 Linda Rothenbert, M.S.W., Executive
Director

National Association of Anorexia Nervesa and Associated Disorders, Inc. (ANAD)

P.O.Box Seven (312) 831-3438
Highland Park, llinols 60035 Vivian Meehan, President
Contact: Christopher Athas, Vice President
or Dawn M. Ries, Administrator

Guastrointestinal Disorders

GENERAL

American Digestive Disease Society (ADDS)

7220 Wisconsin Avenue (301) 223-0179
Bethesda, Maryland 20814 Mariin |. Hassner, Executive Director
CELIAC DISEASE

American Celiac Society

45 Gifford Avenue (201) 432-1207

Jersey City, New Jersey 07304 Anita Garrow, Executive Director
Celicic Sprue Association/United States of America, Inc. (CSA/USA)
2313 Rocklyn Drive (615) 270-9689

Suite One Contact: Tracey Mohns

Des Molnes, lowa 50322

Gluten Intolerarice Group of North Americo (GIG)

P.O. Box 23053 (206) 32£-6980

Seattie, Washington 98102-0353 Elaine I. Hartsook, Ph.D., R.D., Executive
Director

Chronic Illness and Disability / Eating & Gastrointestinal Disorders
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ILETIS/COLITIS

National Foundcation for lleitis and Colitis, Inc. (NFIC)

444 Park Avenue South
New York, New York 10016-7374

LIVER DISORDERS

{212) 685-3440

George Theobald, Jr., Executive Director

Contact: Temy Jennings, Director of
Communications

American Liver Foundation (ALF)

998 Pompton Avenue
Cedar Grove, New Jersey 07009

Children’s Liver Foundation, Inc. (CLF)

76 South Crange Avenue
Suite 202
South Orange. New Jersey 07079

Genitourinary Disorders

(201) 857-2626

Thelma Kinn Thiel, President

Contact:  an Weiss, Public Relations
Director

(201 761- 11N
Maxine Turon, President

Interstitial Cystitis Association, Inc.

P.O. Box 1553
Madison Square Station
New York, New York 10159

Hematalogic Disorders

(212) 674-1454
Vicki Ratner, President

FANCONI AMEMIA

Fanconi Anemia Support Group

2875 Baker Boulevard
Eugene, Oregon 97403

(503) 686-0434
David B. Frohnmayer, Executive Director
Contact: Lynn or David Frohnmayer

Chronic Illness and Disability / Gastrointestinal, Genitourinary, & Hematologic Disorders
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HEMOCHROMATOSIS/
IRON OVERLOAD DISEASES

Hemochromatosis Research Foundation, inc.

P.O. Box 8569 (518) 489-0972
Altany, New York 12206 Margaret A. Krikker, M.D., President

Iron Overload Diseases Association, Inc. (IOD)

224 Datura Street (305) 659-5616

Suite 311 (305) 659-5677

West Palm Beach, Florida 33401 Roberta Crawford, Executive Director
HEMOPHILIA

Canadian Hemophilia Society

100 King Street West (416) 523-6414

Suite 210 Robert Shearer, Executive Director
Hamilton, Ontario L8P 1A2

Canada

National Herr.ophilia Foundation (NHF)

The Soho Building (212) 219-8180
110 Greene Street Alan P, Brownstein, Executive Director
Suite 406

New York, New York 10012

HEREDITARY HEMORRHAGIC TELANGIECTASIA
(Osler-Weber-Rendu Syndrome)

Hereditary Hemorrhagic Telangiectasia Foundation, Inc. (HHT)

Biochemistry Department (413) 545-2048 (Massachusetts)
University of Massachusetts (415) 328-4854 (Cdlifornia)
Amherst, Massachuseits 01003 Bruce Jacobszn, Ph.D., Executive Director
Contact: Sharon Victor (Palo Alto,
Cadlifornia)
44 =
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HISTICCYTOSIS-X

Histiceytosis-X Association of Americy, Inc.

609 New York Road (609) 881-4911
Glassboro, New Jersey 08028 Jeffrey M. Toughill, Executive Director
SICKLE CELL DISEASE

National Association for Sickle Cell Disease, Inc. (NASCD)

4221 Wilshire Boulevard (800) 321-8453

Suite 360 (213) 934-7205

Los Angeles, California 90010-3503 Dorothye H. Boswell, Executive Director
THALASSEMIA

Cooley’s Anemia Foundaition, Inc.

105 East 22nd Street (212) 598-0911

New York, New York 10010 Teresa G. Piropato, Executive Director
Thalassemia Action Group

105 East 22, 1d Street (212) 598-0911
New York, New York 10010 Ralph Cazetta, President

THROMBOCYTOPENIA ABSENT RADIUS
SYNDROME

Thrombocytopenia Absent Ra:dius Association (TARSA)

312 Sherwood Drive, R.D. One (609)927-0418
Linwood, New Jersey 08221 Edward and Sandra Purinton, Executive
Directors

— 45
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Immunologic Disorders

IMMUNE DEFICIENCY

Chronic Fatigue Immune Dysfunction Society

P.O.Box 23018 (503) 684-5261
Portland, Oregon 97223 Gidget Faubion, Executive Director

Immune Deficiency Foundation

P.O. Box 586 (301) 461-3127
Coiumbia, Maryland 21045 Marcia Boyle, President

SJOGREN SYNDROME

Sjogren’s Syndrome Foundation, Inc.

29 Gateway Drive (516) 487-2243
Great Neck, New York 11021 Elaine K. Harris, President

SYSTEMIC LUPUS ERYTHEMATOSUS .

The American Lupus Sociefy

23751 Madison Street (213) 373-1335
Torrance, California 90505 Milfon H. Abram I, President

Contact: Charlean Wakefield

Lupus Foundation of Americo (LFA)

1717 Massachusetts Avenue, N.W. (202) 328-4550

Suite 203 JamesE. Lewis, National President
Washington, D.C. 20036




Infectious Diseases

ACQUIRED IMMUNE DEFICIENCY SYNDROME

Foundation for Children with AIDS

77 BWaren Street (617) 783-7300

Brighton, Massachusetts 02135 Geneva Woodruff, Executive Director

Kidney Disorders

National Kidney Foundation, Inc.

2 Park Avenue (212) 889-2210

Suite 908 John Davis, Executive Director

New York, New York 10016 Contact: Gigi Politoski, Public Information
Director

National Association of Patients on Hemodialysis and Transplantation, Inc. (NAPHT)

211 East 43rd Street (212) 867-4486
New York, New York 10017 Stuart Kaufer, Executive Director

PKR (Polycystic Kidney Research) Foundation

922 Wainut Street (816) 421-1869

Kansas City, Missouri 64106 Jean G. Bacon, Executive Director
Contact: Judy Haines, Administrative

Assistant

Mental Health

Armerican Mental Health Fund

3299 Woodbum Road (703) 573-2200

Suite 335 David George, Executive Director

Arnandale, Virginia 22003
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American Orthopsychiatric Asscciation

19 West 44th Street (212) 354-5770
Suite 1616 Marian F. Langer, Ph.D., Executive Director
New York, New York 10036 Contact: Faith Lamb Parker, Ph.D.

Depression and Related Affective Disciders Association, Inc. (DRADA)

The Johns Hopkins Hospital (301) 987-5756

Meyer 4-181 (301) 955-4647, 3246

601 North Wolfe Street Charles Peck, President
Baltimore, Maryland 21205 Contact: Wendy Resnick

National Association for the Dually Diagnosed (NADD)
(Mental lliness/Mental Retardation)

110 Prince Street (914) 331-4336
Kingston, New York 12401 Robert J. Fletcher, A.C.S.W., Executive
Director

National M -ntal Health Association (NMHA)

1021 Piince Street (703) 684-7722
Alexandiriq, Virginia 22314 Preston J. Garrison, Executive Director
Contact: Bonnie F. O’Neill, Manage:,
Communications

Speaking for Qur Selves (340S)
(Multiple Personalities)

P.O. Box 4830 (213) 438-7467
Long Beach, Califomia 90804 Rachel A., President
Metabolic Disorders

ALBINISM/HYPOPIGMENTATION

National Organization for Albini>m and Hypopigmentation (NOAH)

1500 Locust Street, Suite 1811 (215) 471-2278
Philadelphia, Pennsylvania 19102-4316 (215) 471-2265
Janice L. Knuth, A.C.S.W., President

Chronic Illness and Disability / Mental Health & Metabolic Disorders
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CYSTIC FIBROSIS

Cystic Fibrosis Foundation

6931 Ardington Road (800) FIGHT CF
Bethesda, Maryland 20814 (301) 951-4422
Robert K. Dresing, President
Cortact: Mark Hansan, Executive Assistant

to the President
CYSTINOSIS
Cystinosis Foundation, Inc.
477 15th Street (415) 834-7857
Suite 200 Jean Hotz, President
Oakland, California 94612
DIABETES
American Diabetes Association, Inc.
1660 Duke Street (703) 549-1500
Alexandria, Virginia 22314 Robert S. Bolan, Ph.D., Executive Vice
President
Juveriile Diabetes Foundation International
432 Park Avenue Scuth (212) 889-7575
L 5thFloor Gloria Pennington, Executive Director
New York, New York 10016 Contact: Mary Kelley
DYSAUTONOMIA
Dysautonomia Foundation, Inc.
370 Lexington Avenue (212) 889-5222
New York, New York 10017 Lenore F. Roseman, Executive Director
o Chzonic Illness and Disability / Metabolic Disorders ®
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GALACTOSEMIA

Parents of Galactosemic Children, inc.

One Ash Court (914) 638-3650
New City, New York 10956 Contact: Linda Manis
GAUCHER DISEASE

National Gaucher Foundation, Inc.
1424 K Street, NJW. (202) 393-2777

Fourth Floor Karen Cohen, Executive Director
Washington, D.C. 20005

GLYCOGEN STORAGE DISEASE

Association for Giycogen Storage Disease

Box 896 (319) 785-6038
Durant, lowa 52747 ' Hollie Arp, President
LEUKODYSTROPHY

United Leukodystrophy Foundation, inc. (ULF)

2304 Highland Drive (£15) 895-3211
Sycamore, flinois 60178 Ron and Paula Brazeal, Co-Presidents
LOWE SYNDROME

Lowe’s Syndrome Association, Inc.

222 lincoln Street (317) 743-3634
West Lavayette, Indiana 47906 Kaye McSpadden, President




MALIGNANT HYPERTHERMIA

Malignant Hyperthermia Association of the United States (MHAUS)

P.O. Box 3231 (203) 655-3007
Darien, Connecticut 06820 - Suellen Gallamore, Executive Director
MAPLE SYRUP URINE DISEASE

Maple Syrup Urine Disease (MSUD) Family Support Group
RR #2, Box 24-A (606) 849-4679 -

Flemingsburg, Kentucky 41041 Joyce Brubacher, Executive Director
Contact: Peter Shaffer

MUCOLIPIDOSES/MUCOPOLYSACCHARIDOSES

ML {(Mucolipidosis) IV Foundation
Six Concord Drive (914) 425-0639
Monsey, New York 10652 Lynn Goldblatt, Executive Director

National MPS Society
(Mucopolysaccharidoses and Mucolipidoses)

17 Kraemer Street (516) 931-6338
Hicksville, New York 11801 Marie Capobianco, President

Zain Hansen M.P.S. Foundation
(Mucopolysaccharidoses)

1200 " =mwood Drive (707) 822-5421

P.O. z0x 4768 Carl Zichella, President

Arcata, Califomia 95521 Contact: LeAnna Carson-Hansen
NEURO-METABOLIC DISORDERS

Association of Neuro-Metabolic Disorders

5223 Brookfield Lane (419) 885-1497
Sylvania, Ohio 43560 Contact: Cheryl Volk
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ORGANIC ACIDEMIA

Organic Acidemia Association, Inc.

1532 South 87th Street (913) 422-7080
Kansas City, Kansas 66111 Lorie Asten, Coordinator
PORPHYRIA

American Porphyria Foundation

P.O.Box 11163 (205) 265-2200
Montgomery, Alabama 36111 Desiree Dodson, executive Director
TAY-SACHS DISEASE

National Tay-Sachs and Alliedi Diseases Association (NTSAD)
(Allied Diseases: Gaucher Disease, Krabbe Disease, Niemann-Pick Disease, Sandnoft Disease)

385 Elliot Street (617) 964-5508
Newton, Massachusetts 02164 Dale |. Carre, Executive Director

WILLIAMS SYNDROME i

Canadian Association for Williams Syndrome (CAWS)

3806 Garden Grove Diive (604) 433-8979
Burnaby, British Columbia V5G 4A7 Contact: Patiice Pratt
Canada

Williams Syndrome Association (WSA)

P.Q. Box 178373 (713) 376-7072
San Diego, California 92117-0910 Gordon Biescar, Executive Director
Contact: Kay Biescar, Administrative
Assistant

Chronic Illness and Disability / Metabolic Disorders
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WILSON DISEASE

Foundation for the Study of Wilson’s Disease, Inc.

5447 Palisade Avenue (212) 430-2091

Bronx, New York 10471 Contact: I. Herbert Scheinbert, M.D.
Wilson’s Disease Association (Also Menkes Disease)

P.O.Box 75324 (703) 636-3014

Washington, D.C. 20013 (703) 636-3003
Carol A. Terry, Executive Director

Musculoskeletal Disorders

GENERAL

American Academy of Orthopdaeadic Surgeons

222 South Prospect Avenue (312) 823-7186
Park Ridge, lllinois 60068 Thomas C. Nelson. Executive Director
Contact: Cindy Thomas

ARTHRITIS

Arthritis Foundation

American Juvenile Arthiitis Organization (AJAO)

1314 Spring Street, N.W. (404) 872-7100

Atlanta. Georgia 30309 Clifford Clarke, President

Contact: Linda Weatherbee, Vice
President for AJAO and Special Projects

ARTHROGRYPOSIS MULTIPLEX CONGENITA

AVENUES (National Support Group for Arthrogryposis Multiplex Congenita)

P.O. Box 5192 (209) 928-3688
Sonora, California 95379 Maiy Anne and Jim Schimidt. Executive
Directors
Q Chronir Illness and Disability / Metabolic & Musculoskeletal Disorders




FREEMAN-SHELDON SYNDROME

Freeman-Sheldon Parent Suppoit Group

1459 East Maple Hills Drive
Bountiful, Utah 84010

OSTEOGENESIS IMPERFECTA

(801) 298-3149
Joyce Dolcourt, Executive Director

Osteogenesis Imperfecta Foundation, inc. (OIF)

P.O.Box 14807
Tampa., Florida 34629-4807

(813) 855-7077
Rosalind James, President
Contact: Linda K. Phillips, Staff Assistant

Osteogenesis imperfecta—National Capital Area (OI-NCA)

Box 941
1311 Delaware Avenue, S.W.
Woashington, D.C. 20024

PAGET DISEASE

(202) 265-1614
Margaret Cauffield, Executive Director

Paget’s Disease Foundation, Inc. (PDF)

165 Cadman Plaza East
Brooklyn, New York 11201

SCOLIOSIS

(718) 596-1043
Charlene Waldman, Executive Director

National Scoliosis Foundation, Inc.
93 Concord Avenue

P.O.Box 547
Belment, Massachuseits 02178

Scoiiosis Association, Inc.

P.O.Box 51353
Raleigh, North Carolina 27609

(617) 489-0880

(617) 489-0888

Laura B. Gowen, Executive Director
Contact: Elzabeth Downie

(919) 846-2639
Barbara M. Shulman, President

Chronic IlIness and Disability / Musculoskeletal Disorders
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Neurologic Disorders

GENERAL

2221 University Avenue, S.E. 612) 623-8115

Suite 335 Jan Kolehmainen, Ex.ccutive Director
Minneapolis, Minnesota 55414 Contact: Richard P. Hames
ACOUSTIC NEUROMA

American Academy of Neurology
Acoustic Neuroma Association
|
|
|

P.O.Box 398 (717) 249-4783
Caitlisle, Pennsylvania 17013 Virginia Fickel, President
ALZHEIMER DISEASE

Alzheimer’s Disease and Related Disorders Association (ADRDA)
70 East Lake Street (800) 621-0379

|

| Chicago. llinois 60401 (312) 853-3060

1 Edward Truschke, President
\
|

ANGELMAN SYNDROME

Angelmcin Research Group

Box J-296, JHMHC (904) 395-0237
Division of Genetics/Department of Pediatrics Jilt Hendrickson, M.S., M.S.S.W., Coordinator
University of Florida

Gainesville, Florida 32610-0296

ATAXIA

Friedrich’s Ataxia Group in Americq, Inc. (FAGA)

P.O.Box 11116 (415) 655-0833
Oakiand, California 94611 Raymond S. McCarthy, Executive Director
Contact: Myrma J. Lesinsky, Administrative
Assistant

55

Chronic Iliness and Disability / Neurologic Disorders




National Ataxia Foundation

600 Twelve Oaks Center (612) 473-7666

15500 Wayzata Boulevard Donna Gruetzmacher, Patient Services Director
Wayzata, Minnesota 55391

BATIEN DISEASE

Batten’s Disease Support and Research Association

6707 197th Street East (206) 847-2926
Spanaway, Washington 98387 Judith A, Grant, President

Children’s Brain Diseases Foundation

350 Pamassus Avenue (415) 566-5402

Suite 900 J. Alfred Rider, M.D., Ph.D., Executive
San Fransisco, California 94117 Director

EPILEPSY

Epilepsy Foundation of America (EFA)

4351 Garden City brive (301) 459-3700
Landover, Maryland 20785 William Mclin, Executive Diector
Contact: Marie Ormsby, Director of
Information and Referal

GUILLAIN-BARRE SYNDROME

Guillain-Barré Syndrome Support Group International

P.O. Box 262 (215) 896-6855
Wynnewoced, Pennsylvania 19096 Estelle and Robert Benson, Executive
Direciors

Contact: Estelle Benson
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HEAD INJURY

National Head Injury Foundation, Inc.

333 Tumpike Road (617) 4859950
Scuthboro, Massachusetts 01772 Marilyn, Price Spivack, Executive Director,

Contact: Janet Wifliams, M.S.W., Director of

Clearinghouse
HUNTINGTON DISEASE
Hereditary Disease Foundation
606 Wilshire Boulevard (213) 458-4183
Suite 504 Alan J. Tobin, Ph.D., Executive Director,
Santa Monica, California 90401-9990 Scientific Adivsory Board

Contact: Nancy S. Wexler, Ph.D.
Huntington’s Disease Society of Americq, Inc. (HDSA)
140 West 22nd Street (212) 242-1968

New York, New York 10011-2420 Gary Wallach, Executive Director

Huntington Society of Canada

13 Water Street (519 622-1002

Suite Three Ralah Walker, Director, Research and
Box 333 Patient/Family Services

Cambridge, Ontaro NIR 5T8

Canada -

HYDROCEPHALUS

National Hydrocephalus Foundation (NHF)

Route One River Road (815) 467-6548
Box 210 A James A. Mazzetti, Executive Director
Joliet, lllinois 60436

Chzronic Illness and Disability / Neurologic Disorders
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JOSEPH DISEASES

International Joseph Diseases Foundation, Inc. (JDF)

P.O. Box 2550
Livermore, California 94550 Rose Marie J. Silva, Executive Director

NARCOLEPSY

American Narcolepsy Associction
P.O. Box 1187 (415) 591-7979

San Carlos, Cdlifornia 94070 William P. Baird, Executive Director
Contuct: Jolie A. Bou

NEUROFIBROMATOSIS

National Neurofibromatosis Foundation, Inc.

141 Fith Avenue (800) 323-7938
Suite 7-S (212) £40-8980
New York, New York 10010 Peter Beilerman, Executive Director
Contact: Prissi Shapiro, Assistant Executive
Director
PARKINSON DISEASE

American Parkinson Disease Association (APDA)

116 John Street (800) 223-2732
Suite 417 (212) 732-9550
New York, New York 10038-9982 Frank L. Williams, Executive Director

National Parkinson Foundation, Inc. (NPF)

1501 Northwest Ninth Avenue-Bob Hope Road (800) 327-4545
Miami, Florida 33136-.494 (305) 547-6666
Nathan Slewett, President
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Parkinson’s Disease Foundation, liic. (PCF)

650 West 168th Street (800) 456-6676

New York, New York 10032 (212) 923-4700
Dinah T. Orr, Executive Direcior
Zontact: Sheree Loftus

PEP (Parkinson’s Educational Program) USA
1800 Park Newport, #302 (800) 344-7872

Newport Beach, Califomia 92660 (714) 640-0218
Contact: Chailotte Jayne Drake

REFLEX SYMPATHETIC DYSTROPHY SYNDROME

Reflex Sympathetic Dystrophy Syndrome Association (RSDSA)

822 Wayside Lane (609) 428-6510
Haddo: field, New Jersey 08033 (609) 428-6980
i Audrey Thomas, R.N., Francis J. Davis, and
Rosalyn M. Davis, Co-chaimpersons

International Rett $/ndrome Association, Inc. (IRSA)

8511 Rose Marie Drive (301) 248-7031
Fort Washington, Maryland 20744 Kathy Hunter, President
SPASMODIC TORTICOLLIS

National Spasmodic Torticollis Association

P.O. Box 873 (313) 775-1367
Royal Oak. Michigan 48068-0873 (313) 547-2189

|

RETT SYNDROME
|

|

|

Contact: Al Shepherd or Harry Sterkel

|

|
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SPINA BIFIDA

Spina Bifida Association of America (SBAA)

1700 Rockville Pike (800) 621-3141

Suite 540 (B0H770-7222

Rockville, Maryland 20852 Norman A. Coe, Executive Director
STURGE WEBER SYNDROME

Sturge-Weber Foundation
P.O. Box 460931 (303) 693-2986

Aurora, Colorado 80013 Karen Ball, Executive Direr tor
Contact: Karen or Kirk Buil

TOURETTE SYNDROME

Tourette Syndrome Association, Inc. (TSA)
42-40 Bell Boulevarc’ (718) 224-2999

Bayside, New York 1361 Dennis Herschfelder, Executive Director
Contact: Jared Bernstein, C.&'W.

TUBEROUS SCLEROSIS

National Tuberous Sclerosis Association (NTSA)

4351 Garden City Drive (800) CAL-NTSA
Suite 660 (301) 459-9888
Landover, Maryland 20785 Vicky Whittemore, Ph.D.. President

Tuberous Sclerosis Association of America, Inc. (ISAA)

P.0O. Box 1305 617)947-8893
Middleboro, Massachusetts 02370 Shirley Cort, Executive Director
60
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Neuromuscular Disorders

AMYOTROPHIC LATERAL SCLEROSIS
(LOU GEHRIG'S DISEASE)

Amyotrophic Lateral Sclerosis Association (ALSA)

21021 Ventura Boulevard (818) 340-7500

Suite 321 Rodney L. Houts, Presidc.

Woodland Hills, California 91364 Contact: Lynn M. Kelin-Salas, Director of
Pdatient Services

CHARCOT-MARIE-TOOTH DISEASE/
PERONEAL MUSCULAR TROPHY

C}FT Internationdl, Inc.

34-B Bayview Drive (416) 937-3851
St. Catharines, Ontario L2N 4Y6 Linda Crabtree, President
Canada

National Foundation for Peroneal Muscular Atrophy
University City Science Center (215) 664-6010

3624 Market Street Contact: Karol B. Hitt
Philadelphia, Pennsylvania 19104

DYSTONIA

Benign Essential Blepharospasm Research Foundation, Inc.

P.O. Box 12468 (409) 832-0788

Beaumont, Texas 77706 Sherrie Dominy, Executive Director

Contact: Mattie Lou Koster, Founder and
Chairman of the Board

Dystonia Medical Research Foundation (DMRF)

8°13 Wilshire Boulevard (213) 852-1630 (California)

St.;e 800 Contact: Nancy Harris (California)

Beverly Hills, California 90210

777 Homby Street Lois Raphael, Executive Director (Canada)
Vancouver, British Columbia V6Z 184

Canada
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- NewYork, New York 10022 * Burfon J. Diamond, President ~

MULTIPLE SCLEROSIS

National Multiple Sclerosis Society

205 East 42nd Street (212) 986-3240
New York, New York 10017 Thor Hanson, President
MUSCULAR DYSTROPHY

Muscular Dystrophy Association (MDA)

810 Seventh Avenue (212) 586-0808
New York, New York 10019 Contact: Robert Ross, Vice President
MYASTHENIA GRAVIS

Myasthenia Gravis Foundation

7-11 South Broadway (914) 328-1717

Suite 304 Valerie M. Tennent, Executive Administrator
White Plains, New York 10601

MYOC ONUS

Myoclonus Families Uaited

1564 East 34th Street (718) 252-2133
Brooklyn, New York 11234 Sharon Dobkin, President

National Myoclonus Foundaticn

845Third Avenue (212) 758-565%

SPINAL MUSCULAR ATROPHY

Families of S.M.A.

(Aduif Progressive Spinal Muscular Atrophy, (Aran-Duchenne Type) Benign Congenital Hypotonia,
Kugelberg- lander Disease, Werdnig-Hoffmann Disease)

P.O. Box 146< (312) 432-5551
Highland Park, llinois 60035 Audrey N. Lewis, Executive Director
62
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Respiratory Disorders

GENERAL

American Association for Respiratory Care

1720 Regal Rew
Dallas, Texas 75235

American Lung Association

1740 Broadway
New York, New York 10019-4374

ALLERGY/ASTHMA

(214) 630-3540

Sarn P. Giordano, M.B.A., R.R.T., Executive
Director

Contact: Gary L. Peschka, MEd., R.R.T.,
Director of Education

(212) 315-8700
James A. Swomley, Executive Director
Contact: Karen D. Monaco

American Academy of Allergy and Immunology (AAAI)

611 East Wells Street
Milwaukee, Wisconsin 53202

(414) 272-6071
Donald L. McNeii, Executive Director

American Allergy Association (AAA)

P.O.Box 7273
Menlo Park, Cdlifornia 94026

(415) 322-1663
Carol Rudoff, Executive Director

Asthma and Allergy Foundation of America (AAFA)

1717 Massachusetts Avenue
Suite 305
Washington, D.C. 20036

Mothers cf Asthmatics, Inc.

5316 Summit Drive
Fairfax, Virginia 22030

(202) 265-0265
- Rebecca Fay, Executive Director

(703) 631-0123
Nancy Sander, Executive Director
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Short Stature

Human Growth Foundation (HGF)

4720 Montgomery Lane (301) 654-7540
Bethesda, Maryland 20815 Denise Orenstein, Executive Director

Little People of Americq, Inc. (LPA)

P.O.Box 633 (415) 589-0695
San Bruno, California 94066 Contact: Horriet or Al Stickney

Skin Disorders

ALOPECIA AREATA

National Alopecia Areata Foundation (NAAF)
714 C Street (415) 456-4644

Suite 216 Vicki Kalabokes, Exe cutive Director
San Rafael, Cdlifornia 94901

CONGENITAL PORT WINE STAIN

National Congenital Port Wine Stain Foundaton

125 East 63rd Street (212) 755-3820
New York, New York 10021 Martha Woodhouse, Executive Director
ECTODERVIAL DYSPLASIAS

National Foundation fer Ectodermal Dysplasias (NFED)

108 North First Street (5618) 566-2020
Suite 311 Mary Kaye Richter, Executive Director
Mascouiah, filinois 62558 Contact: Beverly Meier
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EPIDERMOLYSIS BULLOSA

Dystrophic Epidermolysis Bullosa Research Association of Americq, Inc. (D.E.B.R.A.)

c/o Kings County Medical Center (718) 774-87C0

451 Clarkson Avenue Arene Pessar, R.N., Executive Director
Builc ing E-6-101

Sixth Floor

Brooklyn, New York 11203

ICHTHYOSIS

Foundation for Ichthyosis and Related Skin Types, Inc. (F.LR.S.T.)

3640 Grand Avenue 415) 763-9839
Suite Two Chailes Eichhorn, Executive Director

Oakland, California 94610

SCLERODERMA

United Scleroderma Foundation, Inc. (USF)
P.O. Box 350 (800) 722-HOPE

Watsornville, California 95077-0350 (408) 728-2202
Diane Williams, Executive Director

XERODERMA PIGMENTOSUM

Xeroderma Pigmentosum Registry

UMDNJ - NJ Medical School (201) 456-6255

Department of Pathology W. Clark Lambert, M.D., Executive Director
Medical Science Building

Room C-520

100 Bergen Street

Newark, New Jersey 07103
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Substance Abuse

American Council for Drug Education (ACDE)

204 Monroe Street (301) 294-0600

Rockville, Maryland 20852 Lee I. bogoloff, Executive Director
Contact: Trina Brugger

American Medical Society on Alcoholism and Other Drug Dependencies

12 West 21st Street (212) 206-6770

Seventh Floor Contact: Claire Gsman

New York, New York 10010

Institute on Black Chemical Abuse (IBCA!

2614 Nicollet Avenue South (612) 871-7878

Minneapolis, Minnesota 55408 Peter Bell, Executive Director

National Association of State Alcohol and Drug Abuse Directors (NASADAD)

444 North Capitol Street (202) 783-6868

Suite 530 William Butynski, Executive Director
Washington, D.C. 20001

Nationul Association for Children of Alcoholics (NACOA)

31706 Coast Highway (714) 499-3889
Suite 201 Gerald S. Myers, Executive Director
South Laguna, California 92677-3044 Contact: Sharon Haight, Informatior;

Services Director

National Association for Perinatal Addiction Research and Education (NAPARE)

11 East Hubbard Street (312) 329-2512

Suite 200 Ira Chasnoff, M.D., President

Chicago, lllinois 60611 Contact: Pat O'Keefe, Communications
Director

National Association of Native Amierican Children of Alcoholics {NANACA)

c/o Secittle Indian Health Board (202) 324-9360
P.O. Box 3364 JoAnn Kauffman, Chairman
Sedtile, Washington 98104
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National Council on Alcoholism, Inc.

12 West 21st Street
Seventh Floor
New York, New Yorlz 10010

(800) NCA-CALL
(212) 206-6770

Thomas V. Seesel, Executive Director

Soivent Abuse Foundation for Education (SAFE)

1800 Rhode Island Avenue, N.W.
Washington, D.C. 20005

Stop Teenage Addiction to Tobacco (STAT)

P.O. Box 60658
Long Meadow, Massachusetts 01106

Visual Disorders

(202) 332-7233
Hugh F. Young, President

(413) 567-7587
Joe B. Tye, Executive Director

BLINDNESS/VISUAL IMPAIRMENT

American Council of the Blind

1010 Vermont Avenue, NW,
Suite 1100
Washington, DC 20005

American Foundation for the Blind, Inc.

15 West 16th Street
New York, New York 10011

Blind Chiidr 'n’s Fund

230 Central Street
Aubumndale, Massachusetts 02166-2399

(800) 424-8666
(202) 393-3666
Oral O. Miller, National Representative

(212) 620-2000

William F. Gallagher, Executive Director

Contact: Corinne Kirchner, Director of
Social Research

(617) 332-4014

Sherry Raynor, President

Contact: Susan W. Carson, Pareni
Coordinator
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Helen Keiler National Center for Deaf-Blind Youths and Adulls

111 Middle Neck Road (516) 944-8900

Sands Point, New York 11050 Steve Barrett, Director

National Association for Parents of the Visually Impaired (NAPVI)

Box 180806 (612) 323-5710

Austin, Texas 78718 Keitha Robinson, Acting Director

Mational Association for Visually Handicapped

22 West 21st Street (212) 389-3141

New York, New York 10010 Lomrcine H. Marchi, Executive Director

National Society to Prevent Blindness

500 East Remington Road {312) 843-2020

Schaumburg, IL 60173 Michael Weamer, Executive Director
Contact: Linda Shaub, Director of Marketing

and Communications
Vision Foundation, Inc.
818 Mount Aubum Street (617) 926-4232

Watertown, Massachusetts 02172 Barbara R, Kibler, Executive Director
Contact: Fran Wei'se

CATARACTS

Parents and Cataract Kids (PACK)

179 Hunter's Lane (215) 293-1917
Devon, Pennsylvaria 19333 N (215) 721-9131
Julie Gerhardt, President
Contact: Elaine Dickerson or Geraldine
Miller




RETINAL DEGENERATION

Association for Macular Diseases, Inc.

210 East 64th Street (212) 605-3719
New York, New York 10021 Nicholai Stevenson, President
Contact: Janet DeRosa

RP Foundation Fighting Blindness
(Retinitis Pigmentosa, Usher Syndrome, Macular Degeneration)

1401 Mount Royal Avenue (800) 638-2300

Baltimore, Maryland 21217 (301) 225-9400
Robeit Gray, Executive Director
Contact: Fran Ludman

Chronic Illness and Disability / Visual Disorders
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Special Health Care Needs

General

National Center for Youth with Disabilities

Adolescent Health Program (800) 333-NCYD
University of Minnesota (612) 628-2825
Box 721 -UMHC Nancy Okinow, M.S.W., Executive Director

Harvard Street at East River Road
Minneapolis. Minnesota 55455

National Resout..& Institute on Children and Youth with Handicaps (NRICH)

University of Washington (206) 543-2213
Mailstop WJ-10 Mary Richardson, Ph.D., Executive Director
Seattle, Washington 98195 Barry Mills, Project Manager

Mational information Center for Health Related Services

The Center for Developmental Disabilities (800) 922-9234
University of South Carolina (803) 777-4435
1244 Blossom Street Girish G. Yajnik, Director

Columbiaq, South Carolina 29208

Adoption
AASK America (Aid to Adoption of Special Kids)
1540 Market Street (415) 543-2275
San Francisco, Califomnia 94102 John D. Badger, National Director
Advocacy
. Alliance of Genetic Support Groups . -
38th andR Streets, N.W. (202) 625-7853
Washington, D.C. 20057 Jayne Mackta, President

Contact: Joan Welss

National Association of Radiation Survivors (NARS)

78 El Camino Road (415) 654-0010
Berkeley, Califomia 94705 Dorothy Legarreta, Ph.D., Executive Director
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National Organization for Rare Disorders, Inc. (NORD)

P.O. Box 8923 (203) 746-6518
New Fadirfield, Connecricut 06812 Abbey S. Meyers, Executive Director

National Organization on Disability (NOD)

910 16th Street, N.W. (202) 293-5690
Suite 600 (202) 293-5968 (TTD)
Washington, D.C. 20006 Alan A. Reich, President

TASH: The Association for Persons with Severe Handicaps

7010 Roosevelt Way, N.E. (206) 523-8446
Seattle, Washington 98115 Liz Lindley, Executive Director
Contact: Dian McKeman, Information
Specialist

Dental Health for the Disabled

National Foundaticn of Dentistry for the Handicapped (NFDH)

1259 14ih Street (303) 573-0264
Suite 610 Lanry Coffee, D.D.S., Executive Director
Denver, Colorado 80202

Fami. j-Centered Care

Association for the Care of Children’s Health (ACCH)

3615 Wisconsin Avenue, N.W. (202) 244-1801

Washington, D.C. 20016 Beverly H. Johnson, Executive Director
Children In Hospitals, Inc.

31 Wilshire Park (617) 482-2915
Needham, Massachusetts 02192 Barbara Popper, Executive Director
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Children’s Hospice Internationai

1101 King Street (800) 242-4453
Suite 131 (703) 684-0330
Alexandiia, Virginia 22314 Ann Armstrong Dailey, Executive Director

Federation for Children with Special Needs

312 Stuart Street (617) 482-2915

Second Floor Martha H. Ziegler, Executive Director

Boston, Massachusetts 02116

Make-A-Wish Foundation of America

4601 North 16th Street (602) 234-0960

Suite 205 Jean K, Elder, Ph. D., Executive Director

Phoenix, Arizona 85016

Make Today Count, Inc.

101 1/2 South Union Street (703) 548-9674

Alexandiia, Virginia 22314-3323 Wanda S. Kelly, Chairman of the Bocrd
Sandra Butler Whyte, Executive Director

National Association for Home Care

519 C Street, N.E., Stanton Park (202) 547-7424

Washington, D~ 20002 Val J. Halamandaris, President

National Association of Children’s Hospitals and Related Institutions (NACHRI)

401 Wythe Street (703) 684-1355
Alexandiria, Virginia 22314 Robert H. Sweeney, President
Contact: Patricia Sealing, Director of Child
Hedlth Analysis

National Hospice Organization (NHO)

1901 North Fort Myer Drive (703) 243-590C
Suite 307 John J. Mahoney, Executive Director
Atlington, Virginia 22209
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National Maternal and Child Health Resource Center

College of Law Building
The University of lowa
lowa City, lowa 52242

(319) 355-9067
John C. MacQueen, M.D., Director
Josephine Gittler, J.D., Co-Director

National Parent Chain (Codlition for Handicapped Americans Information Network)

"'90 East Wilson Bridge Road

Suite 297
Worthington, Ohio 43085

Parentele

5538 North Pennsylvania Street
Indianapolis, Indiana 46220

Sioling Information Network

Connecticut’s University Affiliated Program
on Developmental Disabilities

University of Connecticut

249 Glenbrook Road
torrs, Cernecticut 06268

SKIP (Sick Kids need Involved People), Inc.

216 Newport Drive
Severna Park, Maryland 21146

Recreation

(614) 431-1911
Margaret Burley, Executive Director
Contact: Donna Owens

(317) 259-1654
Pat Koerber, Acting Director

(203) 486-3783
Kathleen Bradley. Coordinator

(301) 261-2602
Karen A. Shannon. Executive Director

National Recreation and Pcrk Association
National Therapeutic Recreation Society

3101 Park Center Drive
12th Floor
Alexandria, Virginia 22302

Speciai Olympics Internclional
1350 New York Avenue, N.W.

Suite 500
Washington, D.C. 20005

(703) 820-4940
Dean Tice, Executive Director

(202) 393-1250
Sargent Shriver, President
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Very Special Arts

Education Office (202) 662-8899 (Voice)

John F. Kennedy Center for the Perfcrming Arts (202) 662-8898 (TTD)

Washington, D.C. 20566 Eugene C. Maillard, Chief Executive Officer
Contact: Kathy Winslow, Public Information

Coordinator

Rehabilitation

American Occupational Therapy Association, Inc. (AOTA)

1383 Piccard Drive (301) 948-9626

Suite 301 Jeanette Bair, Executive Directer

Rockville, Maryland 20850 Contaci: Barbara Hanft

American Physical Therapy Association (APTA)
1171 Nuiith Fairfax Sireet (703) 684-2782
Alexandria, Virginia 22314 Eugene Michaels, Interim Executive Director
Council of State Adminisirators of Vocational Rehabilitation
P.O.Box 3776 (202) 638-4634
Washington, D.C. 20007 Joseph H. Ower ;. Jr., Executive Director
National Easter Seal Society
2023 West Ogden Avenue (312) 243-8400 (Voice)
Chicago, lllinois 60612 (312) 243-8880 (TDD)
John R. Garrison, Executive Director
Contact: Jan Bakker
Nctional Rehabilitation Association
633 South Washington Street (703) 836-0850
Alexandria, Virginia 22313 David L. Mills, Executive Director
Nationai Rehabilitation Information Center (NARIC)
8455 Colesville Road  (301) 5889284

Suite 925 Dr. Richard Diener, Director
Silver Spring. Maryland 20910-3319
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Rehabilitation international

25 East 21st Street (212 420-1500

New York, New York 10010 Susan R. Hammerman, Secretary General
Sexuality

Codilition on Sexuality and Disability

853 Broadway (212) 242-3900

Suite 611 Thomas-Robert H. Ames, President

New York, New York 10003

Special Education

American Council on Rural Special Education (ACRES)

Miller Hall 359 (206) 676-3576

Wesiern Washington University Doris Helge, Ph.D., Executive Director
Bellingham, Washington 98225

Council for Exceptional Children (CEC)

1920 Association Drive (703) 620-3660

Reston, Virginia 22091 Jeptha Greer, Executive Director
National Association of State Directors of Special Education (NASDSE)

2021 K Street, N.W. (202) 296-1800

Suite 315 William V. Schipper, Executive Director
Washington, D.C. 20006

Nationa! Information Center {or Children and Youth with Handicaps (NICHCY)

P.O. Box 1492 (703) 893-6061
Washington, D.C. 20013 Carol Valdivieso, Project Director
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== Public Health Programs and Services =—

General

American Pubfic Health Association (APHA)

1015 15th Street, N.w. (202) 789-5600
Washington, D.C. 20005 William H. McBeath, M.D., M.P.H. Executive
Director

Contact: Julie Gazmararian, M.P.H.

-~ «> sy

Association of State and Territorial Health Officials (ASTHO)

6728 Old McLean Viliage Drive (202) 556-9222
Washington D.C. 22101 Gearge K. Degnon, Executive Director

Association of Teachers of Maternal and Child Health (ATMCH)
Division of Maternal and Child Health (619) 594-4493 -

San Diego State University Allan C. Oglesby, M.D., M.P.H., President
San Diego, California 92182

Public Health Foundation
1220 L Street, N.W. (202) 898-5600

Suite 350 Gary J. Clarke, Executive Director
Washington, D.C. 20005

Community Health

Association of Asian/Pacific Community Health Organizations (AAPCHO)
31G Eighth Street (415) 2729536

Suite 200 Laurin Mayeno, Executive Director

Oakland, CA 94607

National Asscciation of Community Health Centers (NACHC)

1625 Street, N.W. (202) 883-9280
Suite 420 Thomas Van Coverden, Executive Director
Washington, D.C. 20006
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National Association of Counties

440 First Street, N\W.
Eighth Floor
Washington, D.C. 20001

(202) 893-6226

John P. Thomas, Executive Director

National Association of County Health Officials

440 First Street, N.W.

Washington, D.C. 20001

National League of Cities

1301 Pennsylvania Avenue, N.W.
Washington, D.C. 20004

National Migrant Referral Project, Inc.
2512 South iH-35

Suite 220
Austin, Texas 78704

(202) 783-5550
Nancy Rawding, Executive Director

(202) 626-30C0
Alan Beals, Executive Director

(512) 447-0770
E. Roberta Ryder, Executive Director

Nationai Rural Health Care Association (NRHA)

301 East Armour Boulevard
Suite 420
Kansas City, Missouri 64111

Ref ee Health Issues Center

c/0 American Refugee Committee
2344 Nicollet Avenue

Suite 350

Minneapoilis, Minnesota 55404

Health Care Financing

(816) 756-3140

Robert T. Van Hook, Executive Director

Contact: Barbara A. Schaaf, Publications
Coordinator

(612) 872-7060
Garth Osborn, Manager

American Public Welfare Association
State Medicaid Directors’ Association

1810 First Street, N.E.
Suite 500
Washington, D.C. 20002-420%

(202) 682-0100

* A. Sidney Johnson, ill, Executive Director
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National Conference of State Legislatures

1050 17th Street
Suite 2100
Denver, Colorado 80265

National Governors' Association
444 North Capitol Street

Suite 250
Washington, D.C. 20001

Health Policy

(303) 423-7800
William Pound, Executive Director

(202) 624-5300
Raymond C. Schepp. ..h, Executive Director

Intergovernmental Health Policy Project

2011 | Street
Suite 200
Washington, D.C. 20006

McManus Health Policy, Inc.
48601 Massachuset*s Avenue, N.W.

Suite: 400
‘Washington, D.C. 20016

(202) 872-1445
Richard E. Menitt, Executive Director

(202) 895-1580
Peggy McManus, Executive Director

National Association for Public Health Policy (NAPHP)

208 Meadowood Drive
South Burlington, Vermont 05403

(802) 658-0136
Milton Terris, M.D., President

National Center fer Social Policy and Practice

7981 Eastern Avenue
Silver Spring, Maryland 20910

Office of Family Policy and Support
Assistant Secretary of De “ense
Force Management and Personnel

4015 Wilson Boulevard
Suite 903
Artlington, Virginia 22203

(301) 565-0333
Contact: Jim McTique, Ph.D.

(202) 696-4555
Contact: Kathleen Furukawa

Public Health Programs & Services
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Health Promotion

American College of Preventive Mecicine

1015 15th Streef, N.W.
Suite 403
Washington, D.C. 20005

(202) 789-0003

Wiliam M. Kane, Ph.D., Executive Director

American Occupational Medical Association (AOMA)

2340 South Arlington Heights Road
Arlington Heights, lllinois 60005

(312) 228-6850
Donald L. Hoops, Executive Director

Association for the Advancement of Heath Education

1900 Association Drive
feston, Virginia 22304

(703) 476-3437
Becky J. Smith, Executive Director

National Center for Health Education (NCHE)

30 East 29 Street
New York, New York 10016

(212) 689-1886

Stephanie Lederman, Executive Director

Contact: William Gross, Director of
Communications

National Council on Patient Information and Education (NCPIE)

1625 | Street, NJW.
Suite 1010
Washington, D.C. 20006

National Wellness Associction

Univarsity of Wisconsin—Stevens Point
South Hall
Point, Wisconsin 54481

(202) 466-6711
Robert M. Bachman, Executive Director

(715) 346-2172

David A. Emmerling, Ed. D., Executive Stevens
Dir .ctor

Contact: Patrick Salaski, Assistant Director
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Native Ainericans

American Indian Health Care Association (AIHCA)

245 East Sixth Street (612) 293-0233

Suite 815 William LaRoque, Executive Director
St. Paul, Minnesota 55101

National Indian Heuwilth Board

50 South Steele (303) 394-3500

Suite 500 Jake Wh'tecrow, Executive Director
Denver, Colorado 80209

State Maternal and Child Health Programs

Association of Matersial and Child Health Programs (AMCHP)

2001 L Street, N.W. (202) 775-0436
Suite 308 Catherine Hess, Director
Washington, D.C. 20036

National Center for Ecucation in Maternal and Child Health (NCEMCH)
38th and R Streets, N.W. (202) 625-8400

Washington. D.C. 20057 Robert C. Baumiller, S.J., Ph.D., Director
Rochelle Mayer, E.D., Program Director

National Maternal and Chiid Heaith Resource Center

College of Law Building (319) 355-9067
The University of lowa John C. MacQueen, M.D., Director
lowa City, lowa 52242 Josephine Gitler, J.D., Co-Director
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Health Care Providers

American Academy of Family Physicians (AAFP)

1740 West 92nd Street (816) 3339700
Kansas City, Missouri 64114 Robert Graham, M.D., Executive Vice-
President

American Academy of Pediatric Dentistry (AAPD)
211 East Chicago Avenue (312) 337-2169

Suite 1036 Dr John A. Bogert, Executive Director
Chicago, lllinois 60611

American Academy of Pediatrics (AAP)

141 Northwest Point Boulevard (312) 228-5005
P.O. Box 927 James Strain, M.D., Executive Director
Elk Grove Vilage, lllinois 60007 Contact: Candance Croft, Ph.D.

American College of Nurse-Midwives

1522 K Streef, N.W. ' (202) 347-5445

Suite 1120 Mary Rita Prah, Executive Director
Washington, D.C. 20005

American College of Obstetricians and Gynecologists (ACOG)

409 12th Street, SW. (202) 638-5577

Washington, D.C. 20024-2188 Warren H. Pearse, M.D., Executive Director
Contact: Marvin J. Bennof

American Dental Association (ADA)

211 Ea<t Chicago Avenue (312)440-2500

Chicago, lllinois 60611 Thomas J. Ginley, Ph.D., Executive Director
American Dental Hygienists Association (ADHA)

444 North Michigan Avenue (312) 440-8900

Suite 3400 br. Albert J. Sunseri, Executive Director
Chicago. lllinols 60611
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Americuan Die¢ *etic Association (ADA)

208 South LaSalle Street

Suite 1100

Chicago, lllinois 60604-1003

American Hospital Association (AHA)

840 North Lake Shore Drive

Chicago, lllinois 60611

American Medical Association (AMA)

535 North Dearborn Street
Chicago, lllinois 40610

American Nurses’ Association ¢/ Y

2420 Pershing Road
Kansas City, iviissouri 64108

(312) 899-0040
Julion F, Kaynes, Ph.D., Executive Director
Contact: Karen A. Lechowich, R.D.

(312) 282-6000
Carol M, McCarthy, Ph.D., J.D., President

(312) 645-4547

(312) 6£5-4663

Donald R. Bennett, M.D., Ph.D., Executive
Director

Contact: Charles Macenski

(816) 474-572u
Judith Ryan, Ph.D., R.N., Executive Director

American Occupational Therapy Association, Inc. (AOTA)

1383 Piccard Drive
Suite 301
Rockville, Maryland 20850

(301) 948-9626
Jeannette B. 'ir, Executive Director
Contcct: Barbara Hanft

American Physical Therapy Association (APTA)

1111 North Fairfax Street
Alexandiria, Virginia 22314

American Psychological Association (APA)

1200 17th Street, N.W.
Washington, D.C. 20036

(703) 684-2782
Eugene Michaels, Interim Execttive Director

(202) 955-7600
Leonard S. Goodstein, Ph.D., Executive
Officer

Health Care Providers

32




American Public Health Associction (APHA)
1015 15th Street, N.W. (202) 789-5600
Washington, D.C. 20005 William H. McBeath, M.D.. M.P.H..
Executive Director

Contact: Julie Gazmararian, M.P.H.
American Society of Human Genetics (ASHG)
9650 Rockville Pike (301) 571-1825
Bethesda, Maryland 20814 Gerry Gurvitch, Executive Director
Council of Socicii Work Education (CSWE)
1744 R Street, N.W. (202) 667-2300
Washington, D.C. 20009 Donald Beless, Ph.D., Executive Director
Emergency Nurses Association (ENA)
230 East Ohio, #600 (312) 649-0297
Chicago. lllinois 60611 Torry Mark Sansone, Executive Director
International Society of Nurses in Genetics (ISNG)
Division of Medical Genetics (319) 356-2674
University of lowa Hospitals and Clinics Elizabeth Thomso 1 R.N., M.S., President
lowa City, lowa 52242
Midwives Alliance of  America (MANA)
30 South Main Street (603) 225-9586
Concord, New Hampshire 03301 Carol Leonard, Executive Officer
National Association of EMS (Emergency Medical Services) Physicians
Center for Emergency Medicine (800) 228-3677

190 Lothrop Street, Room 113 Paul M. Paris, M.D., F.A.C.E.P., President
Pitisburgh, Pennsylvania 15213
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Nationai Association of Pediatric Nurse Associates and Practitioners (F'APNAP)

1000 Maplewood Drive
Suite 104
Shade, New Jersey 08052-1931

(609) 667-1773

Mavis L. McGuire, R.N., M.A., C.P.N.P., Maple
Executive Director

Contact: Joan Rukavina, National Office
Manager

National Association ¢f Social Workers, Inc. (NASW,

7981 Eastern Avenue
Silver Spring. Maryland 20910
National Black Nurses’ Association

1011 North Capitol Street, N.E.
Washington, D.C. 20002

(301) 565-0333
Mark Battle, Executive Officer

(202) 898-5232
Sadako S. Holmes, Executive Director

National Ccalition of Hispanic Mental Health and Human Services Organizations

. (COSSEMO)

1030 15th Street, N\W.

Suite 1053

Waishington, D.C. 20005

National League for Nursing (NLN)
Ten Columbus Circle

New York, New York 10019

National Medical Association (NMA)

1012 Tenth Street, . LW.
Washington, D.C. 20001

(202) 371-2100
Contact: Helen Munoz

(212) 582-1022
Pamela Maraldo, R.N., Executive Director

(202) 347-1895
William C, Garrett, Executive Vice-President

National Society of Genetic Counselors (NSGC)

233 Canterbury Drive
Wadllingford, Pennsylvania 19086

(215) 877-7¢08
Bea Leopoid, Executive Director

Health Caze Providers




NAACOG: The Organization for Obstetric, Gynecologic, and Neonatal Nurses

409 12th Street, SW. (800) 533-8822
Washington, D.C. 20024-2191 (202) 638-0026
Saliye B. Shaw, R.N., M.N., Executive
Director

Contact: Kay Hartman Tucker

Society for Adolescent Medicine (SAM)

P.O. Box 3462 (818) 368-5996
Granada Hills, Califomia 91344 Richard C. Brown, M.D., Executive Director
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Part II

Self-Help Clearinghouses
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Self-help groups offer people who face a common problem the opportunity to meet with others
and share experiences, knowledge, strengths, and hopes. Self-help clearinghouses collect and
disseminate information about local self-help groups and assist people In forming new groups.
Sefif-help clearinghouses differ in their ability to provide information and referals. This list of self-help
clearinghouses Is organized by state. If you are unable to locate a service to meet your needs, we
suggest you contact your state mental health associction. In addition, the National Self-Help
Clearinghouse, the New Jersey Self-Help Clearinghouse, or the iNational Center for Education in
Matemal and Child Health may be able to provide areferal.

UNITED STATES

National

Naticnal Self-Help Clearinghouse

Graduate School and University Center
of the City University of New York

33 West 42nd Street

Room 1227

New York, New York 10036

California

(212) 840-1258/9
Frank Riessman, Director

Bay Area Seif-Help Clearinghouse

Mental Health Association
2398 Pine Street
San Francisco, Califomia 94115

California Self-Help Center

University of Califomia - Los Angeles
2349 Franz Hall

405 Hilgard Avenue

Los Angeles, Califomia 90024

Merced County Self-llelp Clearinghouse

Menial Health Association
P.O. Box 343
Merced, Califomnia 95341

(415) 921-4401
Mara Weiss, Coordinator

(800) 222-LINK

(213) 825-1799

Mark Mayeda, Bonnie Burstein,
Co-Directors

(209) 723-8861
Geri Sfeward, Coordinator
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Mental Health Association of Conira Cosia

604 Feny Street (415) 229-0444
Martinez, California 94553

Sacramento Self-Help Clearinghouse

Mental Health Association (916) 456-2070
5370 Elvas Avenue Pat Camper, Coordinator
Suite B

Sacramento, Califomia 95819

Tri-County Clearinghouse (Placer, Yolo, Sacramento)
Mental Heaith Associaiion (916) 756-8181

P.0. Box 447 Elaine Talley, Coordinator
Davis, Califomia 95617

Connecticut

Connecticut Self-Help/Mutual Support Network

Consultation Center (203) 789-7645
19 Howe Street Marvin Steinberg, Sophie Tworkowski,
Haven, Connecticut 06511 Co-Directors

Contact: Vicki Spiro Smith, Coordinator

Illinois

Self-Help Center

1600 Dodge Avenue, Suite S-122 (312) 328-047C
Evanston, lllinois 60201 Daryl Isenberg, Ph.D. Director

Kansas

Self-Help Network

Campus Box 34 (316) 686-1205
Wichita State University Evelyn Middelstadt, Executive Director
Wichita, Kansas 67208-1595 David F. Gleason, Director

Self-Help Clearinghouses / United States
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Massachusetts
" Boston Self Help Center
18 Willston Road (617) 277-0080
Brookline, Massachusetts 02146 Concetta Panzarino, Executive Director

Masscichusetts Clearinghouse of Mutual Suppoit Groups

Massachusetts Cooperative Extension (413) 545-2313
113 Skinner Hall Warren Schumacher, Director ~
University of Massachusetts Thomas Zink, Coordinator

Arnherst, Massachusetts 01003

Michigan

Michigan Seli-Help Clearinghouse

Michigan Protection and Advocacy Service (800) 752-5858

109 West Michigan Avenue (617)484-7373

Suite 900 Toni Young, Coordinator

Lansing, Michigan 48933

Michigan Protection and Advocacy Service

109 West Michigan Avenue, Suite 900 (616) 983-0343
Lansing, Michigan 48933 Toni Young, Coordinator
Center for Self-Help

Riverwood Community Mental Health Cenier

512 Ship Street Contact: Rob Hess or Linda Hellenga
St. Joseph, Michigan 49085

Minnesota

Minnesota Mutual Help Resource Center

Wilder Foundation Community Core Unit (612) 642-4060

919 Lafond Avenue Thomas Duke, CCU Director

St. Paul, Minnesota 55104 Ron Brand, Clearinghouse Coordinator
90
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Misseouri

Support Group Clearinghouse
Kansas City Association for Mental Heaith

1020 East 63rd Street
Kansas City, Missouri 64110

Nebraska

(816) 361-5007
Sandy Sanders, Coordinator

Self-Help Information Services

1601 Euclid Avenue .
Lincoln, Nebraska 68502

New Jersey

(402) 476-9668
Barbara Fox, Director
Joyce Burgess. Information Specialist

New Jersey Self-Help Clearinghouse

St. Clares-Riverside Medical Center
Pocono Road
Denville, New Jersey 07834

New York

(800) FOR-MASH
(201) 625-7101
Edward J. Madara. Director

Brooklyn Self-Help Clearinghouse

30 Third Avenue
Brooklyn, New York 11217

CAPC Self-Help Clearinghouse

Community Action Planning Council of
Jefferson County

28 The Arcade Balcony

P.O. Box 899

Watertown, New York 13601

(718) 834-7341
Contact: Carol Berkvist

(315) 782-4900
Carman Bocciolott, Coordinator

Self-Help Clearinghouses / Uni‘ed States
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Cattaraugus County Salf-Help Clearinghouse

Crossties {710) 372-5800
American Red Cross - Qlean Branch Linore Lipka, Coordinator
130 South Union Street

Olean, New York 14760

Dutchess County Self-lielp Clearinghouse

United Way of Dutchess County, Inc. (914) 473-1500
P.O. Box 832 Evelyn Stevenson, Coordinator
75 Market Street

Poughkeepsie, New York 12601

Erie County Self-Help Clearinghouse

Mental Health Association of Erie County (716) 886-1242

1237 Delaware Avenue Linda and Joe Maggio, Coordinators
Buffalo, New York 14209

Franklin County Self-Help Clearinghouse

CEF (Clinfon, Essex, Franklin) Crisis/Helpline (800) DIAL-SOS

36 Brinkerhoff Street Cavid Rotman, Coordinator
Plattsburgh, New York 12901

Fulton County Self-Help Clearinghouse

Family Counseling Center (518)725-4310

113 Bleecker Street

Gloversville, New York 12078

Greene County Self-Help Clearinghouse

Greene County Community Action Agency (518) 943-9205

One Bridge Street Diane McElroy, Executive Director
Catskill, New York 12414

Haitian Self-Help Group Program

Haitian Centers Council, Inc. (718) 855-7275
50 Court Street Joseph Etienna, Executive Director
Suite 605

Brookiyn, New York 11201

92
L Self-Help Clearinghouses / United States

giie | - 101




Hetkimer County Self-Help Clearinghouse

Herkimer County Help Line
104 North Washington Street
Herkimer, New York 13350

Long Island Self-Help Clearinghouse

New York Institute of Technology
Student Activities Center
Cottage B8

Ceniral Islip, New York 11722

Monroe County Self-Help Clearinghouse
Mental Health Chapter of Rochester/Monroe

One Mount Hope Avenue
Rochester, New York 14620

(315) 866-1310
Donna Durant, Executive Director

(516) 348-3030
Audrey Lief Muller, Director
Pat Verdino, Coordinator

(716) 423-94%90
Pat Woods, Coordinator

Montgomery County Encblers Advocating for

New Support (MEANS)

Saint Mary’s Hospital
427 Guy Park Avenue
Amsterdam, New York 12010

(518) 842-1900
Sr. Rita Jean Dubrey, C.S.J., Coordinator

New York City Self-Heliz Clearinghouse, Inc.

P.O.Box 022812
Brooklyn, New York 11202

New York State Self-Help Clearinghouse

New York State Council on Children and Families
Mayor Erastus Ccing Second Tower

Empire State Plaza

Albany, New York 12223

Niagara County Self-Help Clearinghouse

Mental Health Association in
Niagara County, Inc.

151 East Avenue

Lockport, New York 14094

(718) 596-6000
Fran Dory, Director

(518) 474-6293
Mary Huber, Coordinator

(716) 433-3780
Carol Gettings, Coordinator
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Oneida County Self-Help Clearinghouse

Rome Voluntary Action Center (315) 336-5638

Voluntary #:ction Center of-Greater Utica Lois Portman, Coordinator
City Hali onthe Mall

Rome, New York 13440

Onondaga County Self-Help Ciearinghouse

The Volunteer Center, Inc. (315)474-701
115 Ecst Jefferson Street Sally Starr, Coordinator
Suite 300

Syracuse, New York 13202

Oswego County Self-Help Clearinghouse
Catholic Charities In Oswego County (315) 598-3980

365 West First Street Andrea McCabe, Coordinator
Fulton, New York 13049

Rensselaer County Self-Help Clearinghouse

Commission on Economic Opportunity (518) 272-6012
for the Rennselaer Contact: Karen E. Gordon
County Area

2331 Fifth Avenue
Troy, New York 12180

Rockland County Self-Help Clearinghouse and Information Center

Mental Health Association of Rockiand (914) 354-0209, Ext. 3609
Sdnatorium Road Sidney Paul, Executive Director
Building J

Pomona, New York 10970

Saint Lawrence County Self-Help Clearinghouse, Inc.

Reachout of Saint Lawrence County, Inc. (315) 265-2422
Potsdam College Karen Butler Easter, Coordinator
203 Sisson Hall

Potsdam, New York 13676
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Schenectady County Self-Help Clearinghouse

Human Services Planning Council of (618) 372-3395

Schenectady County, Inc. Catherine Raycroft, Coordinator
432 State Street
Room 220

Schenectady, New York 12305

Schuyler/Chemung Self-Heip Clearinghouse

Economic Opportunity Program, Inc. (600) 348-0448

207 South Catherine Street Kathy Lewis, Coordinator
Montour Falls, New York 14865

Tomkins County Support Group Clearinghouse

Tomkins County Mental Health Association (607) 273-9250

313 North Aurora Street Arlene Richardson, Coordinator
thaca, New York 14850

Westchester Self-Help Clearinghouse

Westchester Community College 914 347-3620
Academic Arts Building Leslie Brock, Director
75 Grasslands Road . Lenore Rosenbaum, Coordinator

Valhalla, New York 10595

Oregon

Northwest Regional Self-Help Clearinghouse

718 West Bumnside Street (503) 222-5555

Portland, Oregon 97209 Doreen Akkerman, Coordinator
Pennsylvania

Self-Help Group Network of the Pittsburgh Area

710 1/2 South Avenue (412) 247-5400
Wilkensburg, Pennsylvania 15221 Betty Hepner, Coordinator

Self-Help Clearinghouses / United States
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S.H.LN.E. (Seif-H2lp Information Network Exchange)

c/o Voluntary Action Center
225 North Washington Avenue
Park Plaza, Lower Level
Scranton, Pennsylvania 18503

South Carolina

(717)961-1234
Arlene S. Hopkins, Director
Dolly Michalczyk, Consultant

Midland Area Support Group Network
Lexington County Hospital

2720 Sunset Boulavard
West Columbia, South Carcling 26169

Tennessee

(803) 791-2426
Becky Stone, Coordinator
Lindy Watson, Assistant Coordinator

Cverlock Mental Health Center

3001 Lake Brook Boulavard
Knoxville, Tennessee 37909

Texas

(615) 588-9747
Contact: Diana Nelson

Duilas Self-Help Clearinghouse

Mental Health Association of Dallas County
2500 Maple Avenue
Dallas, Texas 75201-1998

Tarraint County Self-Help Clearinghouse

Mental Health Association of Tarrant County
3136 West Fourth Street
Fort Worth, Texas 76107-2113

(214) 871-2420
Carol Madisén, Director

(817) 335-5405
Christine B. Siegfried, Executive Director




Vermont

Vermont Self-Help Clearinghouse

c/o Parents Assistance Line
103 South Maln Street
Waterbury, Vermont 05676

Washington, D.C.

(800) 442-5356
(802) 241-2249
Donna Carpenter, Coordinator

Self-Help Clearinghouse of Greater Washington

(Washington, D.C.; Northem Virginia; and Scuthem Maryland)

Mental Health Association of Northem Virginla
100 North Washington Street

Suite 232

Falls Church, Virginia 22046

Wisconsin

(703) 536-4100

Elzabeth Lee McManus, Director
Contact: Information and Education
* Assistant

University of Wisconsin - Madison
610 Langdon Street
Madison, Wisconsin 53706

Mutual Aid Self-Help Association (MASHA)

P.O. Box 09304

Health and Human Services Outreach
\
|
’ Milwaukee, Wisconsin 53211

|

(608) 263-4432
Contact: Roger Williams

Deborah Mosley, President
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CANADA

Family Life Educcation Council of Calgary

223 12th Avenue, S.W. (403) 262-1117
Cailgary, Alberta T2R 0G9 Contact: Sonia Eisler
Canada

Camac, Inc.

14 Aberdeen (514) 484-74056
Montreal, Quebec J4P IR3 Contact: lrene Ranti
Canada

Saskaichewan Self-Help Development Unit

410 Cumberand Avenue North (306) 652-7817
Saskatoon, Saskatchewan S7N 1M6 Centact: Sharon Miller
Canada

Self-Help Clearinghouse for Metropolitan Toronto

40 Orchard View Boulevard (416) 487-4355

Suite 215 Lori Koclol, Executive Director
Tororito, Ontario M4R 189

Canada

Winnigeg Self-Help Resource Center

103-61 Tyndall Avenue (204) 633-5955
Winnepeg, Manitoba R2X 214 Contact: Bernice Marmel
Canadao
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Accident/Injury Prevention, 11

Achondroplasia, see Short Stature

Acoustic Neuroma, 55

Acquired Immune Deficiency Syndrome, 47
Adolescent Medicine, 18, 85

Adolescent Pregnancy, 19

Adoption, 11,70

Adrenoleukodystrophy, see Leukodystrophy
Adutt P.ogressive Spinal Muscular Atrophy (Aran Ducenne Type),
Affective Disorders, see Depression

AIDS, see Acquired Immune Deficlency Syndrome
Alagille Syndrome, see Liver Disorders

Albinism, 48

Alcoholism, 66

Alexander Disease, see Leukodystrophy

Allergy, 63

Alopecia Areata, 64

Alpha-1-Antitrypsin Deficlency. see Liver Diseases
Akheimer Disease, 55

American Indians, see Native Americans
Amyotrophic Lateral Sclerosis, 61

Angleman Syndrome, 55

Anorexia Nervosa, 42

Argininosuccinic Acidemia, see Organic Acidemia
Arthitls, 53

Arthrogryposis, 53

Arificial thsemination, 6

Aslan Americans, 76

Asthma, 63

Ataxia, §5

Ataxia Telangiectasia, see Ataxia

Auditory Disorden, 29

Autism, 38

Bardet-BledI Syndrome, see Laurence-Moon-Bied! Syndrome
Bassen-Komzwelg Syndrome, see Retinal Degeneration
Batten Disease, 56

Behavloral Problems, 20

Benign Congenital Hypotonia, 62

Bereavement, 4

Best Disease, see Reiinal Degeneration

Biliary Atresia, see Liver Disorders

Bith Defects, 6, 29

Birth Settings, 1

Bith Parents, 11

Blacks, 24, 66, 84

Blepharospasm, 61

Blindness, see Visual Disorders

Blood Banks, 33

Bradley Method, 2

Brain Tumor, 32

Breast Cancer, 32

Breastfeeding, 7
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Bulimia, 42

Canavan Disease, see Leukodystrophy, Tay Sachs and Allied Diseases
Cancer, 31 '
Cardiology. 33

Cardiovascular Disorders, 33

Cataracts, 68

Cat Cry Syndrome, see Cri-du-Chat Syndrome

Celiac Disease, 42

Celiac Sprue, 42

Cerebral Palsy, 38

Cesarean Birth, 2

Cerebrotendinous Xai rthomatosis, see Leukodystrophy
Chanarin-Dorfman Syndrome, see Ichthyosis and Related Skin Types
Charcot-Marie-Tooth Disease, 61

Chediak-Higashi Syndrome, see Albinism

Child Abuse/Neglect, 12

Child.Care, 13

Child Development, 14

Child Syndrome , see Ichthyosis and Related Skin Types
Chiidbearing Ceniers, 2

Childbirth Assistants, 5

Childbirth Preparation, 2

Childhood Cancer, 32

Child Heatlth, 10

Children of Alcoholics, 66

Children’s Hospitals, 16, 71

Chondrodysplasia Punctata Syndromes, see Ichthyosis and Related Skin Types
Choroidermia, see Retinal Degeneration
Chromosornal Abnormalities, 33

Chronic Fatigue !mmune Dysfunction, 46
Circumcision, 4

Clearinghouses, 87

Cleft Lip/Palate,

Cockayne Syndrome, 39

Colitis, 43

College Health, 21

Collodian Fetus, see Ichthyosis and Related Skin Types
Colon Cancer, see Gastrointestina! Polyposis
Colorectal Cancer, see Gastrointestinal Polypos:s
Community Health, 76

Community Heaith Centers, 76

Contraception, 24

Congenital Heart Defects, see Cardiovascular Disorders
Congenital Ichthyosiform Erythroderma (CIE), see Ichthyosis and Related SkinTypes
Congenital Port Wine Stain, 64

Connective Tissue Disorders, 35

Cooley’s Ar:emics, see Thalassemia

Cornelia de Lange Syndrome, 39

County Health Officials, 77

Craniofacial Disorders, 36

Crest Syndrome, see Scleroderma

Cid-du-Chat Syndrome, 33




Crouzon Syndrome, see Craniofacial Anomalies
Crohn Disease, see lleitis

Custody, 15

Cystic Fibrosis, 49

Cystinosis, 49

Cystitis, 43

Cytogenetic Technologists, 28

Darier Disease, see Ichthyosis and Reiaied Skin Types
DayCare, 13

Deafness, see Auditory Disorders

Dementiq, see Alzheimer Disease

Dental Health, 13, 71, 81

Dental Hygienists, 14, 81

Dentistry, 13

Depression, 48

Dermatitis Herpetiformis, see Celiac Disease
Dermatoryaositis, see Muscular Dystrophy
DES, 25

Development, 14

Developmental Disabilities, 38, 70

Diabetes, 49

Diethylistilbestrol. see DES

DiGeorge Syndrome, see Immune Deficiency

_ Digestive Diseases, see Gastrointestinal Disorders

Domestic Violence, 24
Down Syndrome, 34

- Drug Dependencies, 66

Drug Education, 66

Dwaifing Syndromes, see Short Stature
Dysautonomia, 49

Dyslexia, 40

Dystonia, 61

Eating Disorders, 42

Ectodermal Dysplasias, 64

Education, 14, 21

Edwards Syndrome, see Trisomy 18/13
Enhlers-Danlos Syndrome, 35
Emergency Medical Services, 10, 83
Endometriosis, 26

Epidermal Newvus Syndrome, see Ichthyosis and Related Skin Types

Epidermnolysis Bullosa, 65

Epidermolytic Hyperkeratosis, see Ichthyosis and Related Skin Types

Epliepsy. 56

Epstein-Barr Virus, see Chronic Fatigue Immune Dysfunction
Erythrokeratodermia Progressiva Symmetrica, see Ichthyosis and Related Skin Tvpes

Ethylmalonic Adipic Acidemia, see Organic Acidemia

Facial Dystonia, see Blepharospasm
Facial Reconstruction, 36

Familial Adenomatous Polyposis, see Gastrointestinal Polyposis
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Familial Dysautonomia, see Dysautonomia
Familial Polyposis, see Gastrointestinal Polyposis
Family-Centered Care, 13

Family Conflict, 12, 24

Family Physicians, 81

Family Planning, 24

Family Relations, 16

Family Support, 18

Fanconl Anemiq, 43

Fertility, 24

Fiorodysplasia Ossificans Progressiva, 36
5p-, see Cri-du-Chat Syndrome

Fragile XSyndrome, 34

Freeman-Sheldon Syndrome, 54

Friedrich Ataxia, 55

Galactosemia, 50

Gangliosidosis, see Tay-Sachs and Allied Dieseas=s
Gardner Syridrome, see Gastrointestinal Polyposis
Gastrointestinal Disorders, 42

Gastrointestinal Polyposis, 32

Gaucher Disease, 50

Genetic Counselors, 28

Genetic Disorders, 29

Genetic Services, 28

Gilbert Syndrome, see Liver Disorders
Genitourinary Disorders, 43

Gluten Intolerance, 42

Glycogen Storage Disease, 50

Growth, see Short Stature

Guillain-Barré Syndrome, 56

Gynecologists, 1, 25, 81

Haitians, 92

Harlequin Fetus, see Ichthyosis

Head Injury, 10, 57

Heaith Education, 79

Health Policy, 78

Heatth Promotion, 79

Hearing Impaiments, see Auditory Disorders

Heart Mumur, see Cardiovascular Disorders
Hematologic Disorders, 43

Hemochromatosis, 44

Hemodialysis, 47

Hemophilia, 44

Hereditary Colon Cancer, see Gastrointestinal Polyposis
Hereditary Hemorrhagic Telangiectasia, 44

Hereditary Motor and Sensory Neuropathy, see Charcot-Marie-Tooth Disease
Hereditary Spastic Paraplegia, see Ataxia
Hemansky-Pudlak Syndrome, see Albinsm

Hispanics, 84

Histiocytosis-X, 45
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Homebirth, 1

Home Care, 72

Home Economics, 27

Homocystinuria, see Organic Acidemia
Hospitals, 16,71, 82

Hospice, 72

Human Senetics, 28

Human Growth, 64

Hunter Syndrome, see Mucopolysaccharidoses
Hurtington Disease, 57

Hurler Syndrome, see Mucopolysaccharidoses
Hydrocephalus, 57

Hyperactivity, 39

Hypopigmentation, see Albinism

I-Cell Syndrome, see Mucopolysaccharidoses
Ichthyosis and Related Skin Types. 65

lleitis, 43

Immune Deficiency, 46

Immunologic Disorders, 46

Immunoiogy. 46

Indian Health Care, 66, 80

Infant Loss, 4

Infant Mortality, 7

Infectious Diseases, 47

Infertility, 26

Inflammatory Bowe: Disease (IBDY), see lleitis
Inflammatory Myopathies, see Muscular Dystrophy
Interstitial Cystitis, 43

Intestinal Muttiple Polyposis, see Gastrointestinal Polyposis
Intrauterine Growth Retardation, see Human Growth
Intraventicular Henothage, 8

Iron Oveiload Disorders, 44

Isovaleric Acidemia, see Organic Acidemia

Jewish Genetic Diseases, 29

Joseph Diseases, 58

Juveniie Arthritis, 53

Juvenile: Diabetes, 49

Juvenile Polyposis, see s astrointestinal Polyposis

Keratitis-lchthyosis-Deafness (KID) Syndrome, see Ichthyosis and Related Skin Types
Kidney Diseases, 47

Klippel-Trenaunay-Weber (K-T) Syndrome, 39

Krabbe Disease, see Leukodystrophy. Tay-Sachs and Allied Disecses
Kugelberg-Welander Disease, 62

Kyphosis. see Scoliosis

Lactation, 7

Lamaze, 2

Lamellar ichthyosis, see Ichthyosis and Related Skin Types
Laurence-Moon-Bied| Syndrome, 39
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Leaming Disabilities, 40

Leber Amaurosis, see Retinai Degeneration

Leukemia, 33

Leukodystrophy, 50

Liver Disorders, 43

Lordosis, see Scoliosis

Lou Gehrig’s Disease, see Amyotrophic Lateral Sclerosis

Lowe Syndrome, 50

Lupus, 46

Lysosomal Storage Diseases, see Tay-Sachs and Aliied Diseases

Macular Degeneation, 69

Macular Diseases, 69

Mallignant Hyperthermia, 51

Manic Depression, see Degression

Maple Syrup Urine Diseqrce, 51

Marfan Syndroms, 24

Maroteaux-Lamy Syndrome, see Mucopolycaccharidoses
Matemal and Child Health Programs, 76, 80

Matemity Centers, 1

Meige Lymphedemaq, see Blepharospasm

Menkes Disedse, 53

Mentd Health, 47

Mentdl lliress, 41,48

Mentai Retardation, 40

Metabolic Disorders, 48

Metachromatic Leukodystrophy, see Leukodystrophy, Tay-Sachs and Allied Diseases
Methylmalonic Acidemia, see Organic Acidemia
Midwifery, 1,6, 83

Migrant, 77

Military Families, 78

Minorities, see Asian Americans, Native Americans, Blacks, Haitians
Monosomy 9p, 35

Montessori, 14

Morquio Syndrome, see Mucopolysaccharidoses

Motor Neuron Diseases, see Muscular Dystrophy
Mucolipidoses, 51

Mucolipidosis IV, 51

Mucopolysaccharidoses, 51

Multiple Birth, 3

Multiple Persondlities, 48

Multiple Sclerosis, 62

Multiple Sulfatase Deficiency, see Ichihyosis and Related Skin Types
Muscular Dystrophy, 62

Musculoskeletal Disorders, 53

Myasihenia Gravis, 62

Myelomeningocele, see Spina Bifida

Myoclonus, 62

Myotonia Congenita, see Muscular Dystrophy

Myotonic Dystrophy, see Muscular Dystrophy

Myotubular Myopathy, see Muscular Dystrophy

Nannies, 13
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Narcolepsy, 58

Native Americans, 66, 80

Neonatal Addiction, see Perinatal Addiction
Necnatal Adrenoleukodystrophy, see Leukodystrophy
Neural Tube Defects, see Spina Bifida
Neurofibromatosis, 58

Neurologic Disorders, 55

Neurology, 55

Nouro-metabolic Disorders, 51

Neuromuscular Disorders, 61

Neuronal Ceroid Lipofuscinoses, see Batten Disease
Niemann-Pick Disease, see Tay-Sachs and Allied Diseases
Nurses, 1. 10, 16, 22, 26

Nutrition. 27

Nutrition Education, 27

Obstetrics, 1,25, 81

Occupational Health, 24, 79

Occupational Therapy, 74

Organic Acidemia, 52

Orthopedics, 53

Orthopsychiatry, 48

Osler-Weber-Rendu Syndrome, see Herecitary Hemorrhagic Telangiectasia
Osteogenesis Imperfecta, 54

Paget Disease, 54

Parenting, 1,8, 15

Parkinson Diseqas~, 58

Patau Syndrome, see Trisomy 13

Patient Education, 79

Pediatric Dentistry, 13, 81

Pediatric Nurses, 16, 22

Pediatrics, 16

Peeling Skin Syndrome, see Ichthyosis and Related Skin Types
Pelizaeus-Merzbacher Disease, see Leukodystrophy
Perinatal Addiction, 66

Perinatal Bereavement, 4

Perinatal Care, 4

Peroneal Muscular Atrophy, see Charcot-Marie-Tooth Disease
Peutz-Jeghers Syndrome, see Gastrointestinal Poly,yosis
Pierre Robin Sequence, see Cleft Lip/Palate

Pityriasis Rubra Pilaris, see Ichthyosis and Related Skin Types
Polycystic Kidney Disease, 47

Pompe Disease, see Glycogen Storage Disease

Porphyria, 52

Port Wine Stain, see Congenital Port Wine Stain

Poverty, 12

Prader-Willi Syndrome, 35

Pregnancy, 1, 19

Pregnancy Loss, 4

Premcturity, 8

Prenatal Care, 5

Preventive Medicine, 79
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Progeria, 41

Propionic Acidemia, see Organic Acidemia
Pseudoxanthoma Elasticum, 36

Public Health, 76

Radiation, 70

Raynaud Phenomenon, see Scleroderma
Recreation, 73

Reflex Sympathetic Dystrophy Syndrome, 59
Refsum Disease. see Ichthyusis and Related Skin Types, Leukodystrophy, Retinal Degeneration
Refugee Health, 77

Rehabilitation, 74

Reproductive Hazards, 6

Reproductive Health, 25

Reproductive Technologies, 6

Respiratory Care, 63

Respiratory Disorders, 63

Retinal Degeneration, 69

Retinitis Pigmentosa, 49

Rett Syndrome, 59

Reye Syndrome, 17

Rheumatic Diseases. see Arthritis

Rheumatic Fever, see Cardiovascular Disorders
Riley-Day Syndrome, see Dysautonomia
Rubinstein-Taybi Syndrome, 41

RuralHeclth, 77

Sandhoff Disease, see Tay-Sachs and Allied Diseases
Sanfiippo Syndrome, see Mucopolysaccharidoses
Sarcoldosis, see Liver Disorders

Scheie Syndrome, see Muccpolysaccharidoses
School-Based Clinics, 18, 21

School Heatth, 21

Scleroderma, 65

Scoliosis, 54

Self-Help, 87

Sex Education, 26

Sexuality, 75

Short Stature, 64

Stalicosis, see Mucolipidoses

Siblings, 73

Sickle Cell Disease, 45

SiDS. 8

Sjogren Syndrome, 46

Sjogren-Larsson Syndrome, see Ichthyosis and Related Skin Types
Skin Disorders, 64

Sleep Apneq, see Narcolepsy

Sly Syndrome, see Mucopolysaccharidoses
SocialWork, 83, 84

Solvent Abuse, 67

Spasmodic Torticollis, 59

Special Educatlon, 75

Special Health Care Needs, 70
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Speech, 30

Spina Bifida, 60

Spinal Muscular Atrophy, 62

Stargardt Disease, see Retinal Degeneration
Stepfamilles, 16

Stillboms, 4

Sturge Weber Syndrome, 60

Substance Abuse, 66

Sudden Infant Death Syndrome, 8
Sulclde Prevention, 20

Systemic Lupus Erythematosus, see Lupus

Tay-Sachs and Allied Diseases, 52

Television, 14

Teratology. 6

Thalassemla, 45

Thrombocytopenia Absent Radius Syndrome, 45
Thomsen Disease, see Muscular Dystrophy
Tinnitus, 31

Tobacco, 67

Tourete Syndrome, 60

Transplantation, 47

Trauma, 10

Treacher Collins Syndrome, see Craniofaclal Disorders
Triplets. 3

Trisomy 18, 35

Trisomy 13, 35

Trisomy 21, see Down Syndrome

Tuberous Sclerosls, 60

Tumer Syndrome, 35

Twins, 3

Ulcerative Colitis, see lleitis

Unilateral Congenital Ichthyosiform Erythroderma, see Ichthysosis and Related Skin Types

Usher Syndrome, 69

Visual Disorders, 67

Visua! Impairment, 67

Vitiligo., see Albinism,

von Willebrand Disease, see Hemophilia

Waardenbrug Syndrome, see Albinism
Wellness, 79

Werdnlg-Hoffman Disease, 62
Williams Syndrome, 52

Wilson Dlsecse, 53

Women's Health, 24

Xerodemna Pigmentosum, 65

Zelweger Syndrome, see Leukodystrophy
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Bay Area Self-Help Clearinghouse (California), 88

Benign Essential Blepharospasm Research Foundation, Inc., 61
Blind Children’s Fund, 67

Boston Self-Help Center, 90

Brooklyn Self-Help Clearinghouse, 91

Cadlifornia Self-Help Center, 88
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Childbirth Education Foundation, 1
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Chiidren’s Brain Diseases Foundation, 56

Children’s Defense Fund (CDP),12, 19

Chiidren’s Foundation, 13

Chiidren’s Hospice International, 72

Children’s Liver Foundation, Inc. (CLF), 43

Chronic Fatigue Immune Dysfunction Soclety, 46

Cleft Palate Parents’ Councll, 37

CMT Intemationdil, Inc., 61

Coailition on Sexuaiity and Disability, 75
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Depression and Related Affective Disorders Association, Inc. (DRADA), 48
DES Acticn USA. 25 .

Donors’ Offspring, 6

Dutchess County Self-Help Clearinghouse (New York), 92

Dysautonomia Foundation, Inc., 49

Dystonla Medical Research Foundation (DMRF), 61
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Guilidin-Barré Syndrome Support Group International, 56
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Healthy Chlldren Program, 21
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Hereditary Disease Foundation, 57

Hereditary Hemonrhagic Telangiectasia Foundation, Inc. (HHD, 44
Herkimer County Self-Help Ciearinghouse (New York), 93
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Huntington Society of Canada, 57

Huntington’s Disease Society of America, inc. (HDSA), 57
LV.H. (ntraventricular Hemorrhage) Parents. 8

Immune Deficiency Foundation, 46
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Institute on Black Chemical Abuse (IBCA), 66

Intergovernmental Health Policy Project, 78

Intemational Assoclation of Parents and Professionals for Safe Alternatives in Childbirth
(NAPSAC, InternationaD, 2

Intermnational Childbirth Education Association (ICEA), 3

International Council of Guilds for Infant Survivci, 8
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Intemnational Joseph Diseases Foundation, Inc. (IJDF), 58
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International Rett Syndrome Association, Inc. (IRSA), 59
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Leukemia Society.of America, Inc., 33

Little People of Americaq, Inc. (LPA), 64
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Make Today Count, Inc., 72

Make-a-Wish Foundation of America, 72

Malignant Hyperthemia Assoclation of the United State( A

Maple Syrup Urine Disease (MSUD) Family Support Giov  w¢
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Merced County Self-Help Clearinghouse (California), 88

Michigan Protection and Advocacy Service, 90

Michigan Self-Help Clearinghouse, 90
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Midwives Alliance of North America (MANA), 6, 83
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Montgomery County Enablers Advocating for New Support (MEANS) (New York), 93

Mothers of Asthmatics, Inc., 63

Mothers Without Custody, 15

Muscular Bystrophy Association (MDA), 62
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National Alllance of Breast Cancer Organizations (NABCO), 32

National Alopecla Areata Foundation (NAAR), 64

National Apostolate with Mentally Retarded Persons (NAMRP), 40

National Association for Children of Alcoholics (NACOA), 66

National Associatlon for Down Syndrome (NADS), 34

National Assoclation for Family Day Crre, 13
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National Codalition to Prevent Childhood Injury, 11

National Commission to Prevent Infant Mortality, 7
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National Organization on Adolescent Pregnaricy and Parenting, Inc. (NOAPP), 1y

National Organization on Disability (NOD), 71
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National Parkinson Foundation, inc. (NPF), 58
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S.HLN.E. Self-Help Information Network Exchange, Pennsylvania), 96
Sibling Information Network, 73

Sjogren’s Syndrome Foundation, Inc., 46

SKIP (Sick Kids need Involved People, Inc.), 73

Smith-Lemli-Opitz Syndrome Support Group, 41
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Support Group Clearinghouse (Missouri), 91

Support Group for Monosomy 9P, 35
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