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Building Capacity in Advocacy and Community Organizations
April 1, 2004

The Honorable J. Dennis Hastert
Speaker

US House of Representatives
Washington, DC 20515

Dear Speaker Hastert,

We urge you to consider and pass the Genetic Information Nondiscrimination Act
[S. 1053], to prohibit discrimination on the basis of genetic information with respect
to health insurance and employment. This bill was passed unanimously (95-0) in the
Senate last year, is strongly supported by the President and currently sits at the desk
in the House.

We believe that all genetic information, including family history, deserves strong
and enforceable protections against misuse in health insurance and employment.
Such safeguards will protect the rights, privacy and confidentiality of the individual
and their family.

This is an exciting and hopeful time for genetic medicine.. It is imperative,
however, that we, the public, can take full advantage of new medical advances that
could help prevent disease before it develops. Genetic nondiscrimination legislation
will reduce the likelihood of genetic information being misused in health insurance
or employment decision-making. Genetic information is merely predictive
information. Simply having a positive genetic test does not mean one will develop a
disease -- thus this information should not be used to make decisions about
insurance coverage or employment.

As biomedical research advances, genetic testing will become a critical tool in the
provision of healthcare. As a result, many more people will know about their own
genetic makeup, putting them at risk of genetic discrimination. These issues will
affect you, your family members, neighbors and colleagues. We urgently request
that you pass a genetic nondiscrimination bill that truly protects all of us from that
risk now and into the future.

Thank you for all your hard work and efforts on this critical issue. We look
forward to continuing to work with you to ensure that the Genetic Information
Nondiscrimination Act passes and can be signed by the President this year.

Sincerely,

iy

Sharon F. Terry, MA
President/CEQO, Genetic Alliance

cc: Congressman Barton, Congressman Bilirakis, Congressman Boehner, Congressman
Delay, Congressman Johnson, Congressman Ney, Congressman Wamp

An international coalition of lay advocacy groups, researchers, professionals, government and industry



Affymetrix, Inc. — Santa Clara, CA

American Academy of Pediatrics — Chicago, IL

American Association for the Advancement of Science — Washington, DC
American Association on Mental Retardation — Washington, DC

American Autoimmune Related Diseases Association (AARDA) — Eastpointe, MI
American Cancer Society

American College of Medical Genetics — Bethesda, MD

American College of Preventive Medicine — Washington, DC

American Health Information Management Association (AHIMA) — Washington, DC
American Osteopathic Association — Washington, DC

American Psychiatric Association — Washington, DC

American Society of Clinical Oncology — Alexandria, VA

American Society of Human Genetics — Bethesda, MD

Angioma Alliance — Williamsburg, VA

The Arc of the United States — Washington, DC

Association of American Medical Colleges — Washington, DC

The Association of Women’s Health, Obstetric and Neonatal Nurses — Washington, DC
The Barth Syndrome Foundation, Inc. — Perry, FL

B'nai B'rith International — Washington, DC

BCCNS Life Support Network — Burton, OH

Boston Cure Project for Multiple Sclerosis — Arlington, MA

BPEI Family Network — Pullman, WA

Building Resources Corp. — Minneapolis, MN

CARES Foundation, Inc. — Short Hills, NJ

Caring Voice Coalition — Meridian, ID

Chromosome 18 Registry & Research Society — San Antonio, TX

Citizens for Quality Sickle Cell Care, Inc. — New Britain, CT

The Coalition for Heritable Disorders of Connective Tissue — Washington, DC
Colorectal Cancer Network — Kensington, MD

Commission on Social Action of Reform Judaism — Washington, DC

Cornelia de Lange Syndrome (CdLS) Foundation, Inc. — Avon, CT

Cystic Fibrosis Foundation — Bethesda, MD



The Digestive Disease National Coalition — Washington, DC

Duke University Medical Center — Durham, NC

Dysautonomia Foundation, Inc. — Washington, DC

The Dystonia Medical Research Foundation — Chicago, IL

Ehlers-Danlos National Foundation — Los Angeles, CA

Familial Dysautonomia Hope Foundation — New York, NY

Family Voices — Albuquerque, NM

FORCE: Facing Our Risk of Cancer Empowered — Coral Springs, FL
Foundation for Ichthyosis & Related Skin Types, Inc. — Lansdale, PA
GeneDx, Inc. — Gaithersburg, MD

Genetic Alliance — Washington, DC

Genetic Alliance BioBank — Washington, DC

Global Health Initiatives, Inc. — Potomac, MD

Gluten Intolerance Group of North America — Seattle, WA

Hadassah, the Women's Zionist Organization of America — Washington, DC
The Hemophilia Federation of America — Lafayette, LA

Hemophilia Association of the Capital Area — Falls Church, VA

Hunter's Hope Foundation — Orchard Park, NY

Huntington's Disease Society of America - Michigan Chapter — Detroit, M1
IEEE-USA — Washington, DC

IMDSA — Franklin, TX

Incontinentia Pigmenti International Foundation — Washington, DC
International Myeloma Foundation — North Hollywood, CA

International Rett Syndrome Association — Clinton, MD

International Society for Mannosidosis & Related Diseases — Baltimore, MD
International Society of Nurses in Genetics, Inc. (ISONG) — Newton, [A
IsoDicentric 15 Exchange, Advocacy & Support — Portland, OR

Jewish Women's Coaltion on Breast Cancer — Boston, MA

Joanne Silverman Memorial Fund — Chicago, IL

Lymphatic Research Foundation — Roslyn, NY

March of Dimes — White Plains, NY

Mid Atlantic Region, Minority Intervention and Kidney Education (MIKE) Program — Rockville, MD
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Mycosis Fungoides Foundation — Birmingham, MI

National Association of Catholic Chaplains — Milwaukee, WI

National Association of Social Workers, Inc. — Washington, DC

National Ataxia Foundation — Minneapolis, MN

National Alopecia Areata Foundation — San Rafael, CA

National Coalition of Health Professional Education in Genetics — Lutherville, MD
National Eczema Association for Science & Education — San Rafael, CA
National Endowment for Alzheimer’s Research (NEAR) — Philadelphia, PA
National Gaucher Foundation — Rockville, MD

National Marfan Foundation — Port Washington, NY

National Organization for Rare Disorders — New Fairfield, CT

National Organization on Fetal Alcohol Syndrome — Washington, DC
National Ovarian Cancer Coalition — Boca Raton, FL.

National Psoriasis Foundation — Portland, OR

National Partnership for Women & Families — Washington, DC

National Society of Genetic Counselors — Wallingford, PA

National Tay-Sachs & Allied Diseases Assoc., Inc. (NTSAD) — Boston, MA
National Workrights Institute — Princeton, NJ

NBIA Disorders Association — El Cajon, CA

NERGG, Inc. — Needham, MA

Ovarian Cancer National Alliance — Washington, DC

The Progeria Research Foundation, Inc. — Peabody, MA

Psychiatric Service Dog Society — Arlington, VA

PRISMS, Inc (Parents and Researchers Interested in Smith-Magenis Syndrome) — Dallas TX
Pulmonary Hypertension Association — Silver Spring, MD

Purine Research Society — Bethesda, MD

PXE International, Inc. — Washington, DC

Osteogenesis Imperfecta Foundation — Gaithersburg, MD

Sjogren's Syndrome Foundation — Bethesda, MD

Society for Research in Child Development — Ann Arbor, MI

Society for Women's Health Research — Washington, DC

Society of General Internal Medicine — Washington, DC
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Spina Bifida Association of America — Washington, DC
Sturge-Weber Foundation — Mt. Freedom, NJ
Texas Central Hemophilia Association — Dallas, TX

Tourette Syndrome Association — Washington, DC

United Cerebral Palsy — Washington, DC
Urban League of Flint — Flint, MI

USCSFN (United States Costello Syndrome Family Network) — St. Louis, MO

VHL Family Alliance — Brookline, MA

Wilson's Disease Association — Wooster, OH

Rochelle K. Abrams
Lantana, FL

Dianne Abuelo, M.D.
Director, Genetic Counseling Center
Rhode Island Hospital
Providence, RI1 02902

Pat Allinson, M.S., C.G.C.
Genetic Counselor
University of Virginia Medical Center

Jean Anderson, MA, RN, CPNP
Executive Director, ISONG
Newton, lowa

Lyn Applebee
SPF Foundation
Sterling Heights, MI

Kira Apse, ScM

Genetic Counselor

Beth Israel Deaconess Medical Center
Boston, MA

Leslie Aptekar, MS CGC
Department of Genetics

Yale University School of Medicine
New Haven, CT

Mary Ann Aronson
San Francisco, CA

Don Asmonga, MBA

Director, Government Relations
AHIMA

Washington, DC

Mary Castro Aten
Newton, MA

Jan R. Atwood, PhD, RN, FAAN
Endowed Professor
Major Midwest Health Sciences Center

Sharon Aufox, MS, CGC
Northwestern University
Chicago, IL

Ronald Bachman

Chief of the Department of Genetics at the Kaiser
Permanente Hospital

Oakland, CA

Martha V. Backstrom, MSW, MPH, RN
Richmond, CA

Patricia I. Bader, MD
Northeast Indiana

Genetic Counseling Center
Ft. Wayne, IN

Jennifer Bailey
Baraboo, WI



Sherri J. Bale, Ph.D., F. A.CM.G.
Chevy Chase, MD

President and Clinical Director
GeneDx, Inc. Gaithersburg, MD

Karen Ball
Sturge-Weber Foundation
Mt. Freedom, NJ

Nancy Barilani
Committee Member ISMRD
Shillington, PA

Shannon N. Barringer, MS, CGC

Interim Director, Genetic Counseling Program
College of Health Related Professions

Dept. Of OB/GYN

University of Arkansas for Medical Sciences
Little Rock, AR

Michael A. Barry

Deputy Director

American College of Preventive Medicine
Washington, DC

Krysta Barton

Genomics Program Consultant
Indiana State Department of Health
Indianapolis, IN

Bonnie Jeanne Baty, MS, CGC
Associate Professor, Pediatrics
Division of Medical Genetics
Salt Lake City, UT

Barbara Baum
Montvale, NJ

Randy Beall
Richardson, TX

Cathy Beaudoin
FORCE
O'Fallon, MO

John Beaudoin
O'Fallon, MO
Bobbi Bedinghaus
Columbus, OH

Carly Bedinghaus
Columbus, OH

Cary Bedinghaus
Columbus, OH

Theresa Beery PhD, RN, ACNP

Associate Professor

Institute for Nursing Research

University of Cincinnati - College of Nursing
Cincinnati, OH

Marjorie Benditt
Seattle, WA

Judith Benkendorf, MS, CGC
Certified Genetic Counselor
Gaithersburg, MD

Karin Bennett
Positive for BRCA1
Shelter Island, NY

Robin L. Bennett, MS, CGC
Certified Genetic Counselor
Bellevue, Washington

Linda Bennington
Old Dominion University
Norfolk, VA

John Benwell

Member of PLS friends
ALS Society

St. Louis, MO

Michelle Berkovitz

Vice President, Research

Familial Dysautonomia Hope Foundation
Mother of Eli, age 3, who suffers from
Familial Dysautonomia

Bethesda, Maryland

Ann Berube
Lewiston, ME

Robert G. Best, Ph.D.

Professor and Director, Division of Genetics
University of South Carolina

School of Medicine

Department of Obstetrics & Gynecology
Columbia, SC

Jane E. Bethel
Virginia Beach, VA



Melissa Bitter
Republican
Arlington, VA

Mary Pat Bland, MS, CGC
Kaiser Permanente Genetics
San Jose, CA

Stephen Blanton
Alpha-1 Advocacy Alliance
Bluffton, SC

Jessica Blasko, MS, CGC
Children's Hospital Boston
Boston, MA

Kaeta Blessing
Columbus, OH

Ida Blocker

Patricia S. Blumenthal
FORCE
Brentwood, TN

Ann Bogle Ph.D.
Phoenix Perinatal Associates
Mesa, AZ

Richard G. Boles, M.D.

Director, CCS Center for Metabolic and
Mitochondrial Disorders

Division of Medical Genetics

Childrens Hospital Los Angeles
Associate Professor of Pediatrics

Keck School of Medicine at USC

Allan T. Bombard, MD

Chair and Program Director

Department of Obstetrics & Gynecology
Lutheran Medical Center

Brooklyn, NY

Erin Bonacquisti
LeRoy, NY

Bobbie Bonhage

Director of Community and Patient Services
National Kidney Foundation of Maryland
Towson, MD

Joann A. Boughman, Ph.D.
Executive Vice President
American Society of Human Genetics

Judith H. Bowen
Member of WDA
Republican
Clayton, NC

Maureen Braun

Mary Anne Brazeal
Prairie Village, KS

Maureen E. Brewer, RN, MSN
Genetic Services Coordinator
San Diego Regional Center
San Diego, CA

Kerry Brooks

President of the Texas Central Hemophilia
Association

Dallas, TX

Jeffrey P. Brosco MD PhD

University of Miami

Mailman Center for Child Development
Miami, FL

Nicholas M. Brown Ph.D., CFACMG, MT.CLSp

(CG)

Associate Technical Director, Molecular Genetics

Chantilly, VA

Susan Taylor-Brown, PhD, MPH, ACSW

Greater Rochester Collaborative MSW Program

Rochester, NY

Cynthia Browning
Frankford Middle School
Spec. Ed. Team Leader
Dallas, TX

Marita Burmeister
Barth Syndrome Foundation
Lincoln NE

Erica Burner, M.S., C.G.C.

Genetic Counselor

University of Arkansas for Medical
Sciences/Prenatal Diagnosis Program
Little Rock, AR



Kristi Schmitt Burr

Executive Director

BCCNS Life Support Network
Burton, Ohio

Becky Butler, MSSW, LCSW

Director, Genetic Counseling Education Consortium
College of Health Related Professions

University of Arkansas for Medical Sciences

Little Rock, AR

Rhonda P. Buyers

Executive Director

National Gaucher Foundation
Rockville, MD

Nancy Callanan

Director, Genetic Counseling Program
UNC Greensboro

Greensboro, NC

Brandi Campbell

Friend of a family with two children with Cystinosis.

Aurora, IL

Marjorie Campbell
Basal Cell Carcinoma Nevi Syndrome (BCCNS)
Cookeville, TN

Traci Cantrell
Democrat
Warrenton, VA

Lorraine Carlino

RIPIN Parent Consultant

RI Department of Health
Newborn Screening Program
Providence, RI

Diane Carr
Registered Democrat
New York, NY

Christi Carter
Special Education Teacher
Plano, TX

Debra & Mitchell Case
four family members with IDIC15
Machesney Park, IL

Wendy Chaite, Esq.

Founder and President
Lymphatic Research Foundation
Roslyn, NY

Kathy Chamberlain

R. Chamberlain
Solon, OH

Shirley Chan, Ph.D.
Multimedia Producer

Dolan DNA Learning Center
Cold Spring Harbor Laboratory
Cold Spring Harbor, NY

Sarla Chand, Ph.D.

Professor & Director, Human Services
Administration

Anna Maria College

Paxton, MA

Ruth Ann Chappell
Rochester, WA

Nancy Charpentier
Seattle, WA

Nicole Chauche M.D.
F.O.R.C.E.
San Diego, CA

Philip Clancey
New York, NY

Lana L. Christensen
Member, CEDA Support List
Omaha, NE

Megan Clancy
Geneticist
ASHG

Aliso Viejo, CA

Kimberly Clark
New England Volunteer Coordinator for Force
Durham NH

Nicole Cleary, M.S.S.
Executive Director
IsoDicentric 15 Exchange, Advocacy & Support



Jannine Cody
Chromosome 18 Registry & Research Society

Monica Coenraads

Director of Research, Rett Syndrome Research
Foundation

Trumbull, CT

Mitchell Cohen

Carol Cherry, RNC, BSN, OCN
Project Manager
Family Risk Assessment Program

Fox Chase Cancer Center
Philadelphia, PA

Andrea Cohen
Cherry Hill, NJ

Jessica Collins
Yonkers, NY

Linda E. Collins BSN, RNC
Deale, MD

Sheri Collins
I have Ehlers-Danlos Syndrome, as do my 2 children
Brookeville, MD

Kristy Colvin
International Mosaic Down Syndrome Association
Franklin, TX

Berni Coleman PhD ACNP-BC
Cedars Sinai Medical Center
Los Angeles, CA

John G. Compton, PhD.
Scientific Director and CEO
GeneDx Inc.

Gaithersburg, MD

Janis Lambert Connallon
Policy Coordinator
Family Voices
Washington, DC

Heidi Cope

Genetic Counselor

Duke University Medical Center
Durham, NC

Sandra Corbett
Fox Chase Cancer Center
Philadelphia, PA

Peggy Cottrell, MS, CGC

Board Certified Genetic Counselor
Cancer Risk Assessment Program
Albert Einstein College of Medicine
Teaneck, NJ

John A Coxwell
Bountstown, Fl

Olie Coxwell
Blountstown, FLL

Michelle Craig MEd, RD
Aurora, OH

Rick Craig
Aurora, OH

Bob Crants
DC Investment Partners
Nashville, TN

Shannon Crants
Nashville, TN

Hewlette S. Crawford, PhD
USDA, retired
Eddington, ME

Kimberly G. Crawford

Family Services Coordinator

National Tay-Sachs & Allied Diseases Association
Boston, MA

Maria Cristallo

Client Development

RISK MANAGEMENT SOLUTIONS
Newark, NJ

M. Doreen Croser

Executive Director

American Association on Mental Retardation
Washington, DC

Lori Crossley
United States Costello Syndrome Family Network
Bloomington, IN



Pamela Croswell
Boise, ID

Camille Culbertson
Graphic Designer, The Heritage Foundation
Washington, DC

Heather Curran
New York, NY

Hailey Curtner
Parent with HSP Robert Curtner
San Francisco, CA

Sandy Daack-Hirsch RN, MSN
Clinical Nurse Specialist in Genetics
University of lowa

Iowa City, 1A

Therese A. Dannels, RN, MPH
Wyckoff, NJ

Mary Davidson, MSW
Executive Director
KS&A Associates
Washington, DC

Joie Davis APRN, BC, APNG
NIH/NHGRI
Silver Spring, MD

Mary Davis
Rays of Hope
Glens Falls, NY

Sheryl Day
Nashville, TN

Robert Cook-Deegan, MD

Director, Center for Genome Ethics, Law, and
Policy

Institute for Genome Sciences and Policy
Duke University

Durham, NC

Leah DeGuire
Dearborn, MI

Mary B. Deloe
Sylvania, OH
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Christopher M. Deloe
Sylvania, OH

Cathryn M. Delude

Science Writer and Affiliate of The Writing
Company

Andover, MA

David J. Dempsey, ACSW, Manager
Government Relations/Political Action
National Association of Social Workers, Inc.
Washington, DC

Patricia A. Dibble
Livermore, CA

Lori Dickerson-Odoms
Washington, DC

Susan L-J Dickinson, MS
Certified Genetic Counselor
Devault, PA

M. Joyce Dienger, DNSc, RN
University of Cincinnati College of Nursing
Cincinnati, OH

Chris and Ashley DiLorenzo
Duluth, GA

Patrick Dirlam
Jonathan D. Moreno, Ph.D.
Emily Davie and Joseph S. Kornfeld Professor and
Director,

Center for Biomedical Ethics
University of Virginia Health System
Charlottesville, VA

Sheila M. Dobin, Ph.D.

Clinical genetics/Dir. Cytogenetics

Scott and White Clinic

Assoc Professor Texas A&M health Science Center
Temple, TX

Diane E. Dorman, Vice President for Public Policy
National Organization for Rare Disorders, DC
Office

Washington, DC

Sue Dorsey
Chromosome 18 Registry and Research Institute
Evergreen, CO



Jessica Douglas
Brandeis Unversity
Worcester, MA

Carolyn Driscoll RN MSN FNP-C
University of Tennessee Health Science Center
Memphis, TN

Brian J. Dudgeon, Ph.D., OTR
Assistant Professor

Department of Rehabilitation Medicine
University of Washington

Seattle, WA

Ann M. Dylis, PhD, RN
Assistant Professor, Northeastern University
Boston, MA 02115

Chad Edwards
Chromosome 18 Registry & Research Society
Jacksonville, AR

Marla Edwards
Chromosome 18 Registry & Research Society
Jacksonville, AR

Roland C. Einhorn, M.D.
Baltimore, MD

Louise J. Elbaum, MS
Madison, WI

Sarah CR Elgin

Professor of Biology, of Genetics, and of Education
Washington University in St Louis

St. Louis, MO

Eric Ellwanger
Chromosome 18 Registry & Research Society
Flower Mound, TX

Gloria Ellwanger
Chromosome 18 Registry & Research Society
San Antonio, TX

Jim Ellwanger

Chromosome 18 Registry & Research Society
San Antonio, TX
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Tara Ellwanger
Chromosome 18 Registry & Research Society
Flower Mound, TX

Susanne Bross Emmerich

Founder and Executive Director

Incontinentia Pigmenti International Foundation
New York, NY

Joan Esnayra, Ph.D., President
Psychiatric Service Dog Society]
Arlington, VA

Charles J. Epstein, MD

Division of Medical Genetics and Program in
Human Genetics

Universiy of California,

San Francisco, CA

Sara Estes

Government Relations Coordinator
Society for Women's Health Research
Washington, DC

Rena Ellen Falk, M.D.

Associate Director, Cytogenetics Lab
Director, Prenatal Diagnosis Center
Cedars-Sinai Medical Center

Los Angeles, CA

Debra Farrell

Parent - two boys (ages 7 & 13)
with Phenylketonuria (PKU)
Arlington, MA

Julie C. Faucheux, MS, CGC
Instructor of Pediatrics, LSUHSC
Genetic Counselor, Children's Hospital
New Orleans, LA

Michelle Fedewa RNC, MSN

Clinical Nurse Manager/Nurse Practitioner
Michigan State University

Department of Obstetrics, Gynecology, and
Reproductive Biology

Lansing, MI

Jennie Feiger, MS, MA, CGC

Certified Genetic Counselor

Adult Medical Genetics Program

University of Colorado Health Sciences Center
Aurora, CO



Cindy Fenner
Member of Chromosome 18 Registry
Tiburon, CA

Heather Ferguson, MS, Certified Genetic Counselor

Brigham & Women's Hospital
The Developmental Genome Anatomy Project
Boston, MA

Aimée N. Moitz Fiorito, MS, CGC
Certified Genetic Counselor

Kaiser Permanente Genetics Department
San Jose, CA 95123 USA

Mindy Fitterman
Concord NH

Joan Flagler
Califon, NJ

Dr. Kathleen A. Fleiszar, FABMG

Professor Emerita of Biology

Consultant to Cytogenetic Technology Program
Kennesaw State University

Department of Biological & Physical Sciences
Kennesaw, GA

Dr. Stephen P.A. Fodor
Founder, Chairman and CEO of Affymetrix, Inc
Santa Clara, CA

Donna Foster

Manager of Finance & Accounting
Genetic Alliance

Washington, DC

James Fowler
Republican
Mesa, AZ

Joan Fradella
Lantana, FL

Uta Francke M.D.

Professor, Genetics and Pediatrics

Stanford University School of Medicine
Beckman Center for Molecular and Genetic
Medicine

Stanford, CA

Ellen G. Freedman
Jacksonville, FL
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Jaime L. Frias, MD
Professor and Director
USF Birth Defects Center
Department of Pediatrics
Tampa, FL

Seymour J. Friedland, Ph.D.

Executive Director, Jewish Family and Children's
Service

Boston, MA

Sue Friedman, DVM

Executive Director

FORCE: Facing Our Risk of Cancer Empowered
Coral Springs, FL

Susan M. Friedman

Deputy Director, Government Relations
American Osteopathic Association
Washington, DC

Melissa H. Fries, Col,USAF MC, MD
Director, Medical Genetics

Dept. Anatomy, Physiology, and Genetics
Uniformed Services University of the Health
Sciences

Bethesda, MD

Erica Froyd

Senior Legislative Analyst

Association of American Medical Colleges
Washington, DC

Sandra G. Galehouse
Mother of daughter who has MDS
Elkin, NC

Lisa Gallagher
National Alopecia Areata Foundation
San Rafael, CA

S. Zelda Gamzu
Hadassah affiliate
Newton, MA

Mary-Frances Garber ,MS,
Administrator
NERGG, Inc.



Micki Gartzke

Hunter's Hope Foundation

Director of Education and Awareness
Orchard Park, NY

Robert Gasparini, M.S., CLSp(CG)
Trabuco Canyon, CA

Thomas D. Gelehrter, M.D.

Professor and Chair

Department of Human Genetics
University of Michigan Medical School
Ann Arbor, MI

Katy George

Member of the Ehlers- Danlos National
Foundation

Canton, OH

Pam Gerrol, MS

Certified Genetic Counselor
Brigham and Women's Hospital
Boston, MA

Jayne Gershkowitz
Executive Director

National Tay-Sachs & Allied Diseases Assoc., Inc.

(NTSAD)
Boston, MA

Susan Ghanbarpour
Washington, DC

Ellen Giarelli, EdD, RN
Research Assistant Professor
University of Pennsylvania
School of Nursing
Philadelphia, PA

Randy Yudenfriend Glaser
Brooklyn, NY

Audrey Glickson

Cathleen M. Goetsch, MSN, ARNP, AOCN

Hereditary Cancer Risk Consultant
Virginia Mason Medical Center

Cancer Prevention Research Coordinator
Community Clinical Oncology Program

William D. Ginn

Board of Trustees, BCCNS Life Support Network

Chesterland, OH

Emily Glogowski, M.S., M.Sc., C.G.C.
Genetic Counselor

Memorial Sloan-Kettering Cancer Center
New York, NY

Rachel E. Goldberg, Ph.D.

Director of Senior Advocacy and Service
Development

Center for Senior Services

B'nai B'rith International

Washington, DC

Sima Golden

Project Administrative Assistant

National Coalition for Health Professional Education
in Genetics (NCHPEG)

Lutherville, MD

Michael A. Goldman, Ph.D.
Professor

Department of Biology

San Francisco State University
San Francisco, CA

Ellen & Steven Goldstein
New York, NY

Audrey Gordon, Esq. President
The Progeria Research Foundation, Inc.
Peabody, MA

Ora Karp Gordon, MD, MS

Director, GenRisk Adult Genetics Program
Cedars Sinai Medical Center

Assistant Professor of Medicine

UCLA School of Medicine

Medical Director, Graduate Program in Genetic
Counseling

California State University, Northridge

Los Angeles, CA

Theresa Jaworski Gosselin
Licensed Clinical Psychologist
Williamsville, NY

Marguerite Goulet, RN, BSN
Mount Carmel Cancer Risk Program Manager
Columbus, OH



Irwin and Sybil Grace

supporters of a family whose child has 18q -
syndrome, mosaic.

Hillsdale, NJ

Suzanne P. Graf, Director
Premature Ovarian Failure Support Group (POFSG),
Alexandria, VA

Joyce Graff, Executive Director
VHL Family Alliance
Brookline, MA

Leonard E. Graham
Minister Sugar Grove Presbyterian Church
Morgantown, WV

Patti Graham, R.N.
Lantana, FL

Sharron Graham

Genetic Nurse Specialist
Health Sciences Center
West Virginia University
Morgantown, WV

Dr. Joseph L. Graves, Jr.

Evolutionary Biologist

University Core Director and Professor of Biological
Sciences

Farleigh Dickinson University

Fellow, American Assoc. for the Advancement of
Science

Glendale, AZ

Mindy Greenberg

California State University, Northridge Genetic
Counseling Student

Los Angeles, CA

Carrie Greeson, MS, CGC
Certified Genetic Counselor
Kasier Permanente- Santa Teresa
San Jose, CA

Adriane K. Griffen, MPH, CHES
Director, Public Health Programs
Spina Bifida Association of America
Washington, DC
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Josephine Grima, Ph.D.

Director of Research and Legislative Affairs
National Marfan Foundation

Port Washington, NY

Diana Groome
Wilson’s Disease

Barbara Grossman

grandparent to a little girl with 18qg- syndrome
mosaic

Hillsdale, NJ

Richard Grossman

grandparent to a little girl with 18qg- syndrome
mosaic

Hillsdale, NJ

Robin Grossman, LCSW
San Diego, CA

Jeremy Gruber, Legal Director
National Workrights Institute

Donna Gruetzmacher
Executive Director
National Ataxia Foundation
Minneapolis, MN

Margaret L. Gulley, MD
Associate Professor

Dept of Pathology
University of North Carolina
Chapel Hill, NC

Michelle Gwin
Mullica Hill, NJ

Howard Gwin
Mullica Hill, NJ

Diane Hageman
Columbus, OH

Karen Hall
Dobbs Ferry, NY

Kristi Hall
Lemoore, CA



Rebekah Hamilton PhD RN

Post Doctoral Clinical Genetics Fellow
College of Nursing

University of lowa

Galena, IL

Lori Hamby, ScM, CGC

Project Director

The Genetic Counseling Video Project

The Johns Hopkins Bloomberg School of Public
Health

Baltimore, MD

Katherine M. Hammitt

Director of Research Development and Public Policy

Sjogren's Syndrome Foundation
Bethesda, MD

Colleen Hammond

Executive Director
Cystinosis Research Network
Burlington, MA

Don Han
Board of Directors, Hemophilia Federation of

Chairman of Advocacy Committee, HFA
Falls Church, VA

Sonja Hardy
My friends two children have Cyxtinosis
Dolton, IL

Heidi Harmon
Lee's Summit, MO

Asad & Ferda Haroon
Chromosome 18 Registry group
Vienna, VA

Betty Harris

Institute for Nursing Research
U.C. College of Nursing
Cincinnati, OH

Jessie Hastings
Student Brandeis University
Boston, MA

Shelby Hawthorne
Contact Person in VA for Mitochondrial Disease
Williamsburg, VA

Linda Chess Healy, R.N.
Cedars-Sinai Medical Center
Los Angeles, CA

Jennifer Heberer
Affected Parent
Portland, ME
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