
 
 
 
Background 
The Friends of the National Center on Birth Defects and Developmental Disabilities grew out of 
efforts by a broad based coalition to pass the Children’s Health Act which authorized the 
National Center on Birth Defects and Developmental Disabilities (NCBDDD). These 
organizations formed the basis for the Friends of NCBDDD which has set as its mission the 
support and enhancement of the NCBDDD. The Friends of NCBDDD is dedicated to supporting 
the broad base of work of the NCBDDD and to disseminate information and educate 
constituencies about the work of the Center. The Friends of NCBDDD provides information and 
serves as a resource to the Center about needs, gaps in knowledge, services, and policy 
options. The Friends of NCBDDD maintains an Advocacy Coalition to advocate for 
appropriations on behalf of the center. 

 
NCBDDD Background 
The National Center on Birth Defects and Developmental Disabilities (NCBDDD) at the Centers 
for Disease Control and Prevention (CDC) was established in April 2001 as a result of the 
passage of the Children’s Health Bill of 2000 (H.R. 4365-P.L. 106-310). You can learn more 
about the NCBDDD at http://www.cdc.gov/ncbddd/. 

 
The NCBDDD promotes the health of babies, children, and adults; and enhances the potential 
for full, productive living. The Center’s work includes identifying the causes of birth defects and 
developmental disabilities, helping children to develop and reach their full potential, and 
promoting health and well-being among people of all ages with disabilities. 
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Chair 
Roberta Carlin, MS, JD 
American Association on Health and Disability 

 
Vice Chair 
Joseph Canose, MLS 
Christopher & Dana Reeve Foundation 

 
Alan Brownstein 
National Blood Clot Alliance 

 
Adriane K. Griffen, MPH, MCHES  
Association of University Centers on Disabilities 

 
Craig A. Mason, PhD 
National Birth Defects Prevention Network 

 
Eileen M. Ouellette, MD, JD, FAAP 
American Academy of Pediatrics

Judit Ungar, MSW 
National Tourette Syndrome Association 

 
Emil Wigode 
March of Dimes 

 
Patricia Wright, PhD, MPH  
Easter Seals, Inc. 

 
Advocacy Chair 
Clarke Ross, DPA 
Policy in Context Consulting 

 
Immediate Past Chair 
Russell Kirby, PhD 
National Birth Defects Prevention Network 

 
EPG Fiscal Agent 
George Jesien, PhD 
Associate of University Centers on Disabilities 

 
More Information 
You can learn more about the Friends of NCBDDD at  www.friendsofncbddd.org or by contacting Roberta 
Carlin, Friends of NCBDDD Chair at rcarlin@aahd.us. You can learn more about the Friends of NCBDDD 
Advocacy Coalition by contacting Clarke Ross, Friends of NCBDDD Advocacy Coalition Chair at 
clarkeross10@comcast.net. 
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Alpha-1 Foundation 
American Academy of Audiology 
American Academy of Child and Adolescent Psychiatry 
American Academy of Nurse Practitioners 
American Academy of Pediatrics 
American Academy of Physical Medicine & Rehabilitation 
American Association on Health and Disability 
American Cleft Palate-Craniofacial Association 
American College of Obstetricians & Gynecologists 
American College of Preventive Medicine 
American Music Therapy Association 
American Psychological Association 
American School Health Association 
American Society of Hematology 
American Society of Human Genetics 
American Speech-Language-Hearing Association 
American Thrombosis and Hemostasis Network 
Amputee Coalition of America 
Association of Maternal and Child Health Programs 
Association of Public Health Laboratories 
Association of State and Territorial Health Officials 
Association of University Centers on Disabilities 
Audiology HEARS 
Autism Society 
Autism Research Institute 
Autism Spectrum Disorder Risk Alert (ASDRA) 
Autism Speaks 
Baby Builders 
Bazelon Center for Mental Health Law 
B&D Consulting 
Brain Injury Association of America 
Brenau University/Essential Therapy Services. Inc. 
Bronx-Lebanon Hospital Center 
California AgrAbility 
Cavarocchi-Ruscio-Dennis Associates, LLC 
Center for Comprehensive Care and Inherited Blood Disorders 
CHADD - Children and Adults with Attention-Deficit/Hyperactivity Disorder 
Charcot Marie Tooth Association 
Christopher & Dana Reeve Foundation 
CityMatCH at the University of Nebraska Medical Center 
Cooley's Anemia Foundation 
Daniella Maria Arturi Foundation 
Diamond Blackfan Anemia Registry 
DuPont Hosp for Children, Jefferson Med College 
Easter Seals 
ECAC 
EP Foundation for Education, Inc ('EPFE') 
EP Global Communications, Inc/EP Magazine 
Epilepsy Foundation 
Family Voices, Inc. 
First Candle 
First Signs, Inc. 
Florida Newborn Screening Program 
Hawaii MCH LEND Program Heart, 
Head & Hand, Inc. Hemophilia 
Federation of America Hemophilia 
Foundation of Michigan HHT 
Foundation International, Inc. Hope 
and Light Foundation 
Holland & Knight 
Indiana University School of Medicine 
Kennedy Krieger Institute 
Lakeshore Foundation 

Learning Disabilities Association of America 
Louisiana Maternal and Child Health Coalition 
Lutheran Services in America-Disability Network 
March of Dimes 
Marcus Autism Center 
Massachusetts Department of Public Health 
MDA - Muscular Dystrophy Association 
Mental Health America 
Metro Nashville Public Health Department 
Mothers & Babies Perinatal Network of SCNY 
Mothers' Milk Bank at Austin 
National Blood Clot Alliance 
National Association of Councils on Developmental Disabilities 
National Association of County and City Health Officials 
National Association of County Behavioral Health and Developmental 
Disability Directors 
National Association of Pediatric Nurse Practitioners (NAPNAP) 
National Birth Defects Prevention Network 
National Center for Learning Disabilities, Inc. 
National Conference of State Legislatures 
National Down Syndrome Congress 
National Healthy Mothers, Healthy Babies Coalition 
National Hemophilia Foundation 
National Indian Justice Center 
National Marfan Foundation 
National Multiple Sclerosis Society 
National Organization on Fetal Alcohol Syndrome 
New York State Department of Health 
National Institutes of Mental Health 
Ohio Department of Health 
PACER Center 
Parent Project to End Muscular Dystrophy 
Physician-Parent Caregivers 
Rhode Island Department of Health 
RI Parent Information Network 
Riley Hosptial for Children, Indianapolis, IN 
RTI International 
Saint Louis University School of Public Health 
Seattle Children’s Hospital Research Institute 
Slippery Rock University of PA 
Sonnenschein, Nath, and Rosenthal 
Special Olympics International 
Spina Bifida Association 
Stop CMV-The CMV Action Network 
TASH 
TERIS/University of Washington 
The Arc of the United States and United Cerebral Palsy 
The Association of Maternal & Child Health Program 
The University of Iowa 
Tourette Syndrome Association 
Trisomy 18 Foundation 
Tuberous Sclerosis Alliance 
University of Colorado 
University of Kansas, Research and Training Center on Independent Living 
University of Maine 
University of Montana Research and Training Center on Disability in Rural 
Communities 
University of New Mexico 
University of Oklahoma Health Sciences Center (AUCD) 
Ural State Medical Academy, Russia 
Venous Disease Coalition 
Virginia Board for People with Disabilities 
 
For a full list please visit www.friends  www.friendsofncbddd.org. 
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