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• Children's Hospital Genetics Center • Children's Hospital of the King's Daughters • Children's
Liver Alliance • Children's Medical Center, The Genetics Center • Children's PKU Network •
Chromosome 18 Registry & Research Society • Chromosome 22 Central • Chromosome 9p-

Network • Chromosome Deletion Outreach •  • Chronic Granulomatous Disease Association •
Cleft Palate Foundation • Climb • Coalition for Heritable Disorders of Connective Tissue •

Colorectal Cancer Network • Congenital Heart Anomalies-Support, Education & Research •
Cooley's Anemia Foundation • Cornelia de Lange Syndrome Foundation • Council for

Responsible Genetics • Craniofacial Foundation of America • Craniosynostosis and Parents
Support • Cyclic Vomiting Syndrome Association • Cystic Fibrosis Foundation • Cystinosis

Foundation • Cystinuria Support Network • Dandy-Walker Syndrome Network • Depression &
Related Affective Disorders Association • Dianon Systems • Disorders of Chromosome 16

Foundation • DNA Dynamics • Dubowitz Syndrome Information and Parent Support • Duke
University Medical Center • DuPage County Health Department • DysautonomiaFoundation,
Inc.• Dystonia Medical Research Foundation • Dystrophic Epidermolysis Bullosa Research •

Association of America • Ectodermal Dysplasia Support Group • Ehlers-Danlos National
Foundation • EITAN - Israeli Union of Rare Disorders • Ellis-Van Creveld Support Group •

Engelhorn Foundation for Rare Diseases • Erythropoietic Protoporphyria Research and
Education Fund • Eunice Kennedy Shriver Center • Exceptional Parent Magazine • Facing Our
Risk of Cancer Empowered • Familial Gastrointestinal Registry • Families of Spinal Muscular

Atrophy • Family Empowerment Network • Family Support Network of North Carolina •
Family Voices • Fanconi Anemia Research Fund • Ferguson Inherited Colorectal Cancer

Registry • Ferre Institute - Genetic Counseling Program •
 FOD Family Support Group •

600 Advocacy 
Organizations



Footsteps Institute for Rare Diseases • Foundation Fighting Blindness • Foundation for Blood
Research • Foundation for Ichthyosis & Related Skin Types • Foundation for Nager & Miller

Syndromes • FRAXA Research Foundation • Freeman-Sheldon Parent Support Group •
Friedreich's Ataxia Research Alliance • Gallaudet University • GeneClinics Medical Genetics
Database • GeneCare Medical Genetics Center • Genetic Interest Group • Genzyme Genetics •

Genetic Health • Genetic Research on Hereditary Hearing Loss • Genomic Health • Georgetown
University Medical Center • Gilda Radner Familial Ovarian Cancer Registry • Glaucoma
Research Foundation • GlaxoWellcome • Gluten Intolerance Group of North America •

Goldenhar Syndrome Research & Information Fund • Greenberg Center for Skeletal Dysplasias •
Greenwood Genetic Center • Ground Zero Pharmaceuticals • NBIA Disorders Association •
Harvey Institute for Human Genetics • Hemochromatosis Foundation • Hereditary Cancer
Program • Hereditary Colon Cancer Association • Hereditary Colon Cancer Newsletter &

Webpage • Hereditary Disease Foundation • Hermansky-Pudlak Syndrome Network • HHT
Foundation International • Human Growth Foundation • Huntington's Disease Society of America
• Huntington's Disease Society of America - MD • Huntington's Disease Society of America - MI

• Huntington's Disease Society of America - West PA • Hydrocephalus Association  •
Hydrocephalus Support Group • Hypertrophic Cardiomyopathy Association • Illinois

Neurofibromatosis Inc • Immune Deficiency Foundation • Incyte Genomics • Indiana State
Department of Health • Inherited High Cholesterol Foundation • Inherited Metabolic Diseases
Clinic • Institute for Family-Centered Care • International Children's Anophthalmia Network •
International Fibrodysplasia Ossificans Progressiva Association • International Joseph Diseases
Foundation • International Mitochondrial Disease Network • www.myotonicdystrophy.com •

Xeroderma Pigmentosum Society • XLH Network

1000 Diseases



International Organization of Glutaric Acidemia • International Patient Advocacy Association •
International Rett Syndrome Association • International Society for Mannosidosis and Related

Diseases • International Tremor Foundation • Intestinal Multiple Polyposis and Colorectal
Cancer Foundation • Iron Disorders Institute • Johns Hopkins University-Center for Med.

Genetics • Joubert Syndrome Foundation Corporation • Kaiser Permanente - Dept of Genetics •
Kids with Heart National Association for Children’s Heart Disorders • Klinefelter Syndrome

and Associates • Klippel-Trenaunay Support Group • Kniest Syndrome Group • Langer-Giedion
Syndrome Association • Late Onset Tay-Sachs Foundation • Let's Face It • Little People of

America • L.I. Program in Regional Genetics & Sickle Cell • Lowe Syndrome Association, Inc.
• Lutheran General Children's Health Resource Center • MAGIC Foundation for Children's

Growth • March of Dimes Birth Defects Foundation • Massachusetts Down Syndrome Congress
• Medical College of Wisconsin • Mercy Medical Airlift • Michigan State University • Mid-
Atlantic Regional Human Genetics Network • Moebius "Warriors" International • Mommies
Enduring Neonatal Death • Montgomery Heart Foundation for Cardiomyopathy • Mountain
States Regional Genetics Services Network • MSL Help • Multiple Sclerosis Association of

America • MUMS National Parent-to-Parent Network • Mycosis Fungoides Foundation •
Myotubular Myopathy Resource Group • Myriad Genetic Laboratories • Narcolepsy Network •

National Alliance for the Mentally Ill • National Alopecia Areata Foundation • National
Association for Pseudoxanthoma Elasticum • National Ataxia Foundation • National Center for
Chromosome Inversions • National Center for Education in Maternal & Child Health •  National

Coalition for Cancer Survivorship • National Coalition for PKU & Allied Disorders •
Y-ME National Breast Cancer •

25 Million 
Affected

Individuals



National Deaf Education Network and Clearinghouse • National Down Syndrome Congress •
National Down Syndrome Society • National Foundation for Ectodermal Dysplasias • National

Foundation for Facial Reconstruction • National Foundation for Jewish Genetic Diseases •
National Fragile X Foundation • National Gaucher Foundation • National Genealogical Society

• National Healthy Mothers, Healthy Babies Coalition • National Hemophilia Foundation •
National Incontinentia Pigmenti Foundation • National Lymphedema Network • National

Marden Walker Organization • National Marfan Foundation • National MPS Society • National
Neurofibromatosis Foundation • National Niemann-Pick Disease Foundation • National Org. for
Albinism and Hypopigmentation • • National Parent Network on Disabilities • National Parent
to Parent Support & Information System • National Psoriasis Foundation • National Society of
Genetic Counselors • National Tay-Sachs & Allied Diseases Association • National Tuberous

Sclerosis Association • National Urea Cycle Disorders Foundation • National Vitiligo
Foundation • Nebraska Newborn Screening/ Genetics • Nephrogenic Diabetes Insipidus

Foundation • New Jersey Self Help Clearinghouse • NF and Neurogenetics Clinic, MGH •
Neurofibromatosis Inc. • Neurogenetics Clinic • NKH International Family Network • NYU
Medical Center - Human Genetics Prgm. • Office of Rare Diseases, NIH • Organic Acidemia

Association • Osteogenesis Imperfecta Foundation • Ovarian Cancer National Alliance •
Oxalosis and Hyperoxaluria Foundation • Pacific Northwest Regional Genetics Group • Pacific
Southwest Regional Genetics Network  • Parent Assistance Committee on Down Syndrome •
Parents and Researchers Interested in Smith-Magenis Syndrome – PRISMS • Parents Helping
Parents • Parents of Galactosemic Children, Inc. • Ped. Adolescent Gastroesophageal Reflux
Assoc. •  VHL Family Alliance • Virginia Breast Cancer Foundation • Vision World Wide •

All 50 States
& 

International



Pediatric Associates • Pediatric Neurotransmitter Disease Association • Periodic Paralysis
Association • Peter's Anomaly Online Support Group • PhRMA • Pierre Robin Network • Pilot

Parent Partnerships  • Polycystic Kidney Research Foundation • Prader-Willi Syndrome
Association • Progressive Osseous Heteroplasia Association • Project DOCC--Delivery of

Chronic Care • Proteus Syndrome Foundation • Public Responsibility in Medicine & Research •
PXE International • Research!America • Restless Legs Syndrome Foundation • Rockford

Memorial Hospital • Rubinstein-Taybi Parent Group USA • Share and Care Cockayne
Syndrome Network  • Shwachman-Diamond Syndrome International • Sickle Cell Association,

TX Gulf Coast • Sickle Cell Disease Association of America, East NC • Sjogren's Syndrome
Foundation • SmithKline Beecham • Society for Alstrôm Syndrome Families • Sotos Syndrome

Support Association • Southeastern Regional Genetics Group • Special Needs Advocate for
Parents • Spina Bifida Assoc. of Lancaster County • St. Joseph Perinatal Center • Stickler

Involved People  • Sturge-Weber Foundation • Sudden Arrhythmia Death Syndromes
Foundation • Support Organization for Trisomy 18, 13 and Related Disorders • Tennessee

Department of Health • Texas Department of Health • Texas Neurofibromatosis Foundation •
Texas Regional Genetics Network • The ARC • The Noonan Syndrome Support Group • The
Prune Belly Syndrome Network • The Queen's Medical Center • Thomas Jefferson University

Hospital • Tourette Syndrome Association • Treacher Collins Foundation • Trisomy 9
International Parent Support • Turner's Syndrome Society of the US • Tyler for Life Foundation

• United Leukodystrophy Foundation • University of Arkansas for Medical Sciences •
University of Michigan - Pediatric Genetics • University of Oklahoma Health Science Center -

Department of Pediatrics • Valley Children's Hospital • Velo-Cardio-Facial Syndrome
Education Foundation • Velo-Cardio-Facial Syndrome Research Institute

Largest 
Provider of

Genetic
Services



Examples of Partnerships
Ad-hoc Committee for Consumer Issues, The American Society of Human Genetics
Advisory Committee on Informed Consent, Centers for Disease Control, Atlanta, GA
American Academy of Dermatology, Consumer representative, Women’s Dermatology Committee
American Association for the Advancement of Science
American College of Medical Genetics
American Society of Human Genetics Information and Education Committee
American Society of Matrix Biology Board of Directors
Aneurysm Outreach Inc., Professional Advisory Board
Association for Research in Vision and Ophthalmology
Autosomal Recessive Polycistic Kidney Disease Alliance, Professional Advisory Board
Biotechnology Institute, Board of Directors
Center for Biologics Evaluation and Research Advisory Committee, FDA
Coalition of Advocates for Research on the Eye (CARE)
Coalition of Heritable Disorders of Connective Tissue
Coalition of Patient Advocates for Skin Disease Research
Ethical, Legal and Social Issues Research Advisors, NIH
Genetic Services Research Advisory Board, HRSA
Genetics and Public Policy Center, Johns Hopkins University, Advisory Board
International Genetic Alliance
National Human Genome Research Institute, Liaison to the Advisory Council
National Institute of Arthritis Musculoskeletal and Skin Diseases Council, NIH
Office of Rare Diseases, NIH, Rare Diseases Clinical Research Network, Advisor
PXE France, Scientific Council
Rare Disease Testing Working Group – Office of Rare Diseases,  NIH and CDC
Representative to the Research Council, American Academy of Dermatology
Society of Investigative Dermatology Government Liaison Committee



Government Partnerships
21st Century Medicine Coalition
Ad-hoc Committee for Consumer Issues, The American Society of Human Genetics
Advisory Committee on Informed Consent, Centers for Disease Control, Atlanta, GA
American Association for the Advancement of Science
American College of Medical Genetics
American Society of Human Genetics Information and Education Committee
American Society of Matrix Biology Board of Directors
Aneurysm Outreach Inc., Professional Advisory Board
Association for Research in Vision and Ophthalmology
Autosomal Recessive Polycistic Kidney Disease Alliance, Professional Advisory Board
Biotechnology Institute, Board of Directors
Center for Biologics Evaluation and Research Advisory Committee, FDA
Coalition of Advocates for Research on the Eye (CARE)
Coalition of Heritable Disorders of Connective Tissue
Coalition of Patient Advocates for Skin Disease Research
Ethical, Legal and Social Issues Research Advisors, NHGRI, NIH
Genetic Services Research Advisory Board, HRSA
Genetics and Public Policy Center, Johns Hopkins University, Advisory Board
IOM Roundtable on Translational Research
International Genetic Alliance
National Human Genome Research Institute, Liaison to the Advisory Council
National Institute of Arthritis Musculoskeletal and Skin Diseases Council, NIH
Office of Rare Diseases, NIH, Rare Diseases Clinical Research Network, Advisor
Rare Disease Testing Working Group – Office of Rare Diseases,  NIH and CDC
Representative to the Research Council, American Academy of Dermatology
Society of Investigative Dermatology Government Liaison Committee

Careful Regulation 
Patient Safety

But
Remove Obstacles
Advance Research
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Professional Society Partnerships
21st Century Medicine Coalition
Ad-hoc Committee for Consumer Issues, The American Society of Human Genetics
Advisory Committee on Informed Consent, Centers for Disease Control, Atlanta, GA
American Academy of Dermatology, Consumer representative, Women’s Dermatology Committee
American Association for the Advancement of Science
American College of Medical Genetics
American Society of Human Genetics
American Society of Matrix Biology Board of Directors
Aneurysm Outreach Inc., Professional Advisory Board
Association for Research in Vision and Ophthalmology
Autosomal Recessive Polycistic Kidney Disease Alliance, Professional Advisory Board
Biotechnology Institute, Board of Directors
Center for Biologics Evaluation and Research Advisory Committee, FDA
Coalition of Advocates for Research on the Eye (CARE)
Coalition of Heritable Disorders of Connective Tissue
Coalition of Patient Advocates for Skin Disease Research
Ethical, Legal and Social Issues Research Advisors, NIH
Genetics and Public Policy Center, Johns Hopkins University, Advisory Board
International Genetic Alliance
National Human Genome Research Institute, Liaison to the Advisory Council
National Coalition for Health Professional Education in Genetics (NCHPEG)
Office of Rare Diseases, NIH, Rare Diseases Clinical Research Network, Advisor
Rare Disease Testing Working Group – Office of Rare Diseases,  NIH and CDC
Representative to the Research Council, American Academy of Dermatology
Society of Investigative Dermatology Government Liaison Committee

Provider Education 
for

Early Adoption
of New Technologies

and Treatments
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NGO Partnerships
21st Century Medicine Coalition
Ad-hoc Committee for Consumer Issues, The American Society of Human Genetics
Advisory Committee on Informed Consent, Centers for Disease Control, Atlanta, GA
American Academy of Dermatology, Consumer representative, Women’s Dermatology Committee
American Association for the Advancement of Science
American College of Medical Genetics
American Society of Human Genetics Information and Education Committee
American Society of Matrix Biology Board of Directors
Aneurysm Outreach Inc., Professional Advisory Board
Association for Research in Vision and Ophthalmology
Autosomal Recessive Polycistic Kidney Disease Alliance, Professional Advisory Board
Biotechnology Institute, Board of Directors
Center for Biologics Evaluation and Research Advisory Committee, FDA
Coalition of Advocates for Research on the Eye (CARE)
Coalition of Heritable Disorders of Connective Tissue
Coalition of Patient Advocates for Skin Disease Research
Ethical, Legal and Social Issues Research Advisors, NIH
Genetic Services Research Advisory Board, HRSA
Genetics and Public Policy Center, Johns Hopkins University, Advisory Board
IOM Roundtable on Translational Research
International Genetic Alliance
National Human Genome Research Institute, Liaison to the Advisory Council
National Institute of Arthritis Musculoskeletal and Skin Diseases Council, NIH
Office of Rare Diseases, NIH, Rare Diseases Clinical Research Network, Advisor
Rare Disease Testing Working Group – Office of Rare Diseases,  NIH and CDC
Representative to the Research Council, American Academy of Dermatology
Society of Investigative Dermatology Government Liaison Committee

Partnerships to 
Leverage 

Each Other’s Resources
for Common Agenda
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Improved Health Outcome

What Matters?



How do we
transform the
paradigm - beyond
membership to
network?



Network - dissemination, and resource sharing

Social Network Theory
The Long Tail
Flat Earth
Wisdom of Crowds



National Consumer Center
for Genetics Resources and Services



Resources
Phone and in-person guidance
Interactive Guide to Advocacy

MemberForum
Listservs
Website

G. Advocacy
Weekly Bulletin
Policy Bulletin

Guide to Understanding Genetics
Strategies for Success

Annual Conference
Institute for Advocacy

Advocates Partnership Program
Resource Repository
Disease InfoSearch





















Programs

• Access to Credible Genetics
Resources Network
(funded by the Centers for Disease Control and
Prevention)

• Community Focused Family
Health History

• (funded by Health Resources and Service Administration)



• Family health history
• Folklore
• Genetics

Community Centered Family
Health History

Individuals and families gather health history to 
make positive health choices. 



Does It Run In the Family?
Toolkit

• Accessibility
• Community Input
• Sustainability
• Evaluation
• Resource Sharing



Newborn Screening
Two new grants to determine
consumer concerns and
issues:

–Educational needs
–False positives
–Carrier identification



Discrimination in
Insurance and
Employment
Lab Services
Enhanced CLIA
FDA Regulation
Innovation
Access
Medicare Reform
Reimbursement
Newborn Screening
Disease Priorities
Open Access

Policy Issues



Eyes on the Prize:
Truth Telling about Genetic Testing

This two-day meeting will bring
together a wide variety of
stakeholders to examine the
current genetic testing
landscape and propose
solutions to advance the field of
quality diagnostics.



Save the Date

Transformational Leadership:
Signature Events

Genetics Day on the Hill
– July 10, 2008

• Annual Conference
– July 11–13, 2008



We are transforming
ourselves, our issues, our

community


