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Organizations 

Organization Last Name First Name Title Contact Information 

Adult Congenital Heart 
Association 

Basken Amy National Advocacy 
Chairperson 

215-849-1260; 
abasken@achaheart.org 

 Verstappen Amy President averstappen@achaheart.org 

Alpha-1 Foundation Campbell Bob Communications Manager 305-567-9888; 
rcampbell@alphaone.org 

American Academy of 
Audiology 

Krieder Carey Cheryl Executive Director 703-790-8466; 
ccarey@audiology.org 

American Academy of Child 
and Adolescent Psychiatry  

   202-966-7300 

American Academy of Nurse 
Practitioners 

Towers Jan Director of Health Policy 202-966-6414;          
jtowers@aanp.org 

American Academy of 
Pediatrics 

Ouellete Eileen Past President 617-969-8650;        
eouellette@aap.org 

 Esquivel Michelle Director, Division of 
Children with Special 
Needs 

847-434-4989;       
mesquivel@aap.org 

 Griffin Holly Manager, Medical Home 
Surveillance & Screening 

847-434-7863;              
hgriffin@aap.org 

 Wyckoff Alyson  awyckoff@aap.org 



American Academy of Physical 
Medicine and Rehabilitation 

Stautzenbach Thomas Executive Director 847-737-6000; 
tstautzenbach@aapmr.org 

American Association on 
Health and Disability 

Carlin Roberta Executive Director 301-963-2343;               
rcarlin@aahd.us 

American Cleft Palate-
Craniofacial Association 

Corke Smythe Nancy Executive Director 919-933-9044; 
info@acpa-cpf.org  

American College of 
Obstetricians & Gynecologists 

Hawks Debra Senior Director 202-863-2445;             
dhawks@acog.org 

 Mahoney Jeanne Director, Provider's 
Partnership 

202-314-2352;              
jmahoney@acog.org 

 Gandell Rachel Government Affairs 
Representative 

rgandell@acog.org 

American College of Preventive 
Medicine 

Bonta Paul Associate Executive 
Director, Policy and 
Government 

202-466-2044;             
pbonta@acpm.org 

American Music Therapy 
Association 

Smith Rebecca Government Relations 
Assistant 

301-589-3300; 
smithr@musictherapy.org 

American Psychological 
Association 

Studwell Karen Senior Legislative and 
Government Affairs 
Officer 

202-336-5585;                
kstudwell@apa.org 

American School of Health 
Association 

Rubin Marcia Director, Research and 
Sponsored Programs 

330-678-1601;           
mrubin@ashaweb.org 

American Society of 
Hematology 

Becker Mila Director of Government 
Relations and Practice 

202-776-0544;          
mbecker@hematology.org 

 Kart Stephanie Government Relations 
Manager 

202-776-0544;         
skart@hematology.org 

American Society of Human 
Genetics 

Dougherty Michael Director of Education 301-634-7300;       
mdougherty@ashg.org 

 Long Kristen Communications Manager 301-634-7346;                   
klong@ashg.org 

American Speech-Language-
Hearing Association 

Paul Diane Director, Clinical Issues in 
Speech Language 
Pathology 

301-296-5688;                        
dpaul@asha.org 



American Thrombosis and 
Hemostasis Network 

Aschman Diane President and CEO 847-607-9479;                    
dashman@athn.org 

Amputee Coalition of America Stout Susan Interim President and CEO 202-360-5655; 
sstout@amputee-coalition.org 

 Isenberg Pat COO pisenberg@amputee-coalition.org 

 Gibson Mary Beth Communications Manager megibson@amputee-coalition.org 

Association of Maternal and 
Child Health Programs 

Gilbert Melody Program Associate 202-775-0436;           
mgilbert@amchp.org 

 Raskin Ramos Lauren Director of Programs 202-775-0436;             
lramos@amchp.org 

 Arguello, Jr. Julio Publications & Member 
Services Manager 

jarguello@amchp.org 

 Mullen Carolyn  cmullen@amchp.org 

Association of Public Health 
Laboratories 

Ojodu Jelili Manager, Newborn 
Screening and Genetics 
Program 

240-285-2772;           
jelili.ojodo@aphl.org 

Association of State and 
Territorial Health Officials 

Pliska Ellen MCH Senior Analyst 571-527-3187;             
epliska@astho.org 

 Terrillion Albert Family and Community 
Health Senior Director 

571-522-2314;     
aterrillion@astho.org 

Association of University 
Centers on Disabilities 

Jesien George Executive Director 301-588-8252;              
gjesien@aucd.org 

 Griffen Adriane Project Director 301-588-8252;                
agriffen@aucd.org 

Audiology HEARS Huber Teresa President  770-781-236;             
tihuber@comcast.net 

Autism Society Sell Jeff Vice President, Public 
Policy 

301-657-0881, x9004;                           
jsell@autism-society.org 

Autism Research Institute Redwood Lyn  866-366-3361;                          
lyn@autism.com 



Autism Spectrum Disorder Risk 
Alert 

Tiranoff Louise Producer/PI 718-788-6403;           
louise.tiranoff@verizon.net 

Autism Speaks Spielman Stuart  Senior Policy Advisor and 
Counsel 

202-955-3312;  
sspielman@autismspeaks.org 

 Bell Peter EVP Program & Services 609-228-7346;     
pbell@autismspeaks.org 

Avery's Angels Gastroschisis 
Foundation 

Hall Meghan CEO 919-259-1596; 
meghanhall@averysangels.org 

Baby Builders Zervas Chris  918-519-8485;    
chris@babybuilders.com 

Bazelon Center for Mental 
Health Law 

Stine Laura Director, Federal Relations 202-467-5730, x134; 
laurels@bazelon.org 

B & D Consulting Zook David Chair 202-312-7400;     
drzook@bakerd.com 

 Weir Sara Vice President 202-312-7475;  
sara.weir@bakerd.com 

Birth Defects Research & 
Education Foundation, Inc. 

George Bolanle President/CEO 404-819-4557; 
bmgee3@gmail.com or 
bolanlegeorge03@yahoo.com 

Brain Injury Association of 
America 

Ayotte Gregg Director of Consumer 
Services 

703-761-0750;           
gayotte@biausa.org 

Breast Health Access for 
Women With Disabilities 

Toveg Florita Manager 510-204-4522;        
maikif@suttterhealth.org 

Brenau University/ Essential 
Therapy Services 

Alvarado M. Irma Associate Professor/ 
Occupational Therapist/ 
CO-owner 

678-679-1261;     
ialvarado@brenau.edu 

Bronx-Lebanon Hospital Center Arnstein Ellis Developmental 
Pediatrician 

718-960-1373;    
earnstei@bronxleb.org 

California AgraAbility Stiles Martha Director 530-752-1613;    
calarga@ucdavis.edu 

Cavarocchi-Ruscio-Dennis 
Associates, LLC 

Dennis Lyle Partner 202-484-1100;                                     
ldennis@dc-crd.com 



Center for Comprehensive 
Care and Inherited Blood 
Disorders 

Baker Judith Director of Public Health 310-794-6254;                    
judithbaker@mednet.ucla.edu 

Centers for Disease Control 
and Prevention/National 
Center on Birth Defects and 
Developmental Disabilities 

Boyle Coleen Director 404-498-3907;                                  
cab3@cdc.gov 

 Krahn Gloria Division Director, Division 
of Human Development 
and Disability 

404-498-6743;                                 
gfk2@cdc.gov 

 Moore Cynthia Division Director, Division 
of Birth Defects and 
Developmental Disabilities 

 

 Brown Michael Scientific Program Officer 770-488-5118;                             
mab5@cdc.gov 

 Lucido Sal Associate Director for 
Policy 

404-498-4031;                             
sjl0@cdc.gov 

 Craddock Merita Program Assistant 404-498-3993;                           
mcraddock1@cdc.gov 

 Harden Camille Associate Directof for 
Policy, Planning, and 
Evaluation 

eah4@cdc.gov 

 Manns Monica Public Health Analyst 404-498-3552;                    
mmanns@cdc.gov 

 McAliser Sally Team Leader, Prevention 
Research Team 

404-498-6730;                             
sic4@cdc.gov 

 Morris Gaylon NCBDDD DC Liaison 610-888-7767;            
gmorris@morsolutionsdc.com 

 Stevens Melody Deputy Associate Director 
for Strategic Partnerships 

sme1@CDC.GOV 

 Nash Brook Health Communication 
Specialist 

404-498-0239;                                  
htb@cdc.gov 

 Parker Christopher Deputy Division Director, 
Division of Blood Disorders 

csp2@cdc.gov 



 Soucie Mike Associate Director for 
Science 

404-498-6737;                 
msoucie@cdc.gov 

 Yeargin-Allsopp Marshalyn Branch Chief, DD Branch 404-498-3842;                               
mxy1@cdc.gov 

 Yeung Lorraine Medical Epidemiologist 404-498-3824;                      
lyeung@cdc.gov 

 Phoenix Weir Ursula NCBDDD Communications 
Office 

uap3@cdc.gov 

 Gibbs Shields Julie Office of Policy, Planning 
and Evaluation  

vkb2@cdc.gov 

 Mitchell Betsy Associate Director for 
Communication Science 

bhm0@cdc.gov 

 Fehrenbach Nicole  Deputy Director, Division 
of Birth Defects and 
Developmental Disabilities 

ekk5@cdc.gov 

 Beckett Julie Consultant waivermom@earthlink.net  

Center for Disease Control and 
Prevention/Center for 
Emerging & Zoonotic 
Infectious Diseases 

Prue Christine  404-639-2273;                             
cprue@cdc.gov 

Cerebral Palsy International 
Research Foundation 

Blackman James Medical Director 609-452-1200;               
jblackman@cpirf.org 

CHADD Vosburgh Susan Director 301-306-7070, x 12; 
Susan_vosburgh@chadd.org 

 Smith Cindy Public Policy Specialist 301-306-7070; 
cindy_smith@chadd.org 

Charcot Marie Tooth 
Association 

Hall David CEO 312-996-1473;                        
dave@charcot-marie-tooth.org 

Christopher & Dana Reeve 
Foundation 

Valente Donna Director, Quality of Life 
Grants 

973-467-8270;           
dvalente@christopherreeve.org 

 Canose Joseph Vice President, Quality of 
Life 

800-539-7309, x7206; 
jcanose@christopherreeve.org 



City MatCH at the University of 
Nebraska Medical Center 

Simpson Patrick Executive Director 402-561-7500; 
psimpso1@unmc.edu 

 Brandert Katie Acting Associate Director 
of Programs 

402-561-7500; 
kbrandert@unmc.edu 

Cooley's Anemia Foundation Dennis Lyle Government Affairs 
Advisor 

202-484-1100;                                      
dennis@dc-crd.com 

 Schubert Kathryn Government Affairs 
Advisor 

202-484-1100;  
kschubert@dc.crd.com 

Daniella Maria Arturi 
Foundation 

Scott Shannon Washington Consultant 202-544-8555;    
shannon@obrienllc.com 

Diamond Blackfan Anemia 
Registry 

Vlachos Adrianna Executive Director 718-470-3610;                  
avlachos@lij.edu 

Disability Section of the 
American Public Health 
Association 

Kaye Steve 2011-2012 Chair 415-476-3005;          
steve.kaye@ucsf.edu 

DuPont Hospital for Children Brent Robert Professor of Pediatrics, 
Radiology, Pathology 

302-651-6880;     
rbrent@nemours.org 

Easter Seals Andrus Mary Assistant Vice President, 
Government Relations 

202-347-3066;        
mandrus@easterseals.com 

 Levenson Annie Disability Policy Fellow 202-347-3066;      
alevenson@easterseals.com 

 Kavalar Reenie Vice President, Program 
Services 

312-551-7115;           
rkavalar@easterseals.com 

 Wright Patricia  pwright@easterseals.com 

ECAC Ward Wendy Project Director 704-892-1321; 
mrsward@carolina.rr.com 

EP Foundation for Education, 
Inc 

Murphy Frank President and CEO 404-966-9500;     
frankjmurphy@comcast.net 

EP Global Communications, 
Inc/EP Magazine 

Valenzano Joseph President and CEO 201-888-8616; 
jvalenzano@eparent.com 

Epilepsy Foundation Meltzer Donna Senior Director of 
Government Relations 

301-918-3764;                                  
dmeltzer@efa.org 



Exceptional Parent Magazine Valenzano, Jr. Joseph President, CEO & Publisher 800-372-7368; 
jvalenzano@eparent.com 

Family Voices Inc. Pedraza Lynn Executive Director 505-872-4780;      
lpedraza@familyvoices.org 

First Candle Sokol Marian President 800-221-7437;     
sokol@firstcandle.org 

 Moore Dee Office Manager 410-653-8226;               
info@firstcandle.org 

First Focus Lesley Bruce President 202-657-0670; 
BruceL@firstfocus.net 

 Fitzgerald Carrie Senior Policy Advisor on 
Health 

2002-657-0670; 
CarrieF@firstfocus.net 

First Signs Inc Wiseman Nancy Founder and President 978-346-4380;       
nwiseman@firstsigns.org 

Florida Newborn Screening 
Program 

Taylor Lois Director 850-245-4670;         
lois_taylor@doh.state.fl.us 

Georgia Department of 
Education 

Murphy Alice Education Program 
Specialist 

404-657-9957;      
mmurpy@doe.k12.ga.us 

Hawaii MCH LEND Program Iwaishi Louise Program Director 808-956-3142;          
louiei@kapiolani.org 

Heart, Head, and Hand Inc. Fay Richard Infant Mental Health & 
Development Specialist 

386-986-8662;      
richardfay@cfl.rr.com 

Hemophilia Federation of 
America 

Morris Eboni Policy Analyst 202-675-6984;         
e.morris@hemophillifed.org 

 Cavanaugh Dave Government Relations 
Committee of Ten 
Thousand 

202-543-0988;                                        
cott-dc@earthlink.net 

Hemophilia Foundation of 
Michigan 

Kapica Suzanne Regional Coordinator, 
Deputy Director 

734-554-0015;            
suzanne@hfmich.org 

Hemophilia of Georgia Inc. Droze Karen Regional Coordinator 770-518-8272;              
kadroze@hog.org 

HHT Foundation Clancy Marianne Executive Director 800-448-6389;  
mariannes.clancy@hht.org 



Hope and Light Foundation Miller Stephanie President 678-591-8331;    
smiller@hopeandlight.org 

Holland and Knight Scholnick Andrew Legislative Assistant 202-469-5121; 
andrew.scholnick@hklaw.com 

Indiana University School of 
Medicine 

Diefenforf Allan Associate Professor 317-630-8979;              
adiefend@iupui.edu 

Kennedy Krieger Institute Lipkin Paul Associate Professor of 
Pediatrics 

443-923-3265;       
lipkin@kennedykrieger.org 

Lakeshore Foundation Malone Laurie Director of Research and 
Education 

205-313-7476;          
lauriem@lakeshore.org 

 Downs Dwight Associate Director of 
Development 

205-313-7425;        
dwightd@lakeshore.org 

Learning Disability Association 
of America 

Mandlawitz Myrna Policy Director 202-686-1637;            
mandlawitz@verizon.net 

Louisiana Maternal and Child 
Health Coalition 

Ward Martin Janie Executive Director 225-379-7922;             
janie.martin@lamch.org 

Lutheran Services in America - 
Disability Network 

Cooch Margaret Director of Policy and 
Advocacy 

202-626-7949;           
mcooch@lutheranservices 

March of Dimes Wigode Emil Director of Federal Affairs 202-659-1800;       
ewigode@marchofdimes.com 

 Habedank Melissa March of Dimes 
Foundation 

202-659-1800; 
mhabedank@marchofdimes.com 

Marcus Autism Center Chapes Farah Government 
Affairs/Lobbyist 

678-361-3720;                     
chapes@marcus.org 

 Pakula Amy  Developmental 
Pediatrician 

404-785-9413;           
amy.pakula@choa.org 

Massachusetts Dept. of Public 
Health 

Anderson Beverly  Director, Environmental 
Response 

617-624-5763;          
beverly.anderston@state.ma.us 

Muscular Dystrophy 
Association 

Cwick Valerie Executive VP, Research 
and Medical Director 

520-529-5496;                     
vcwick@mdausa.org 

Mental Health America Abreau Julio Senior Director of 
Government Affairs 

571-236-2802;         
jabreau@mentalhealthamerica.net 



Metro Nashville Public Health 
Dept. 

Wyche Etheridge Kimberlee Director, Family, Youth, 
and Infant Health 

615-340-5614;           
kimberlee.wyche@nashville.gov 

Mothers & Babies Perinatal 
Network of SCNY 

Chesna Sharon Executive Director 607-772-0517;        
schesna@mothersandbabies.org 

Mother's Milk Bank at Austin Sorensen Rebecca Milk Donor Recruiter 512-494-0800;           
rebecca@milkbank.org 

National Blood Clot Alliance Brownstein Alan CEO 914-220-5040;   
abrownstein@stoptheclot.org 

National Association of 
Councils on Developmental 
Disabilities 

Brogioli Michael Executive Director 202-506-5813;          
mbrogioli@nacdd.org 

National Association of County 
and City Health Officials 

Snebold Laura Senior Program Analyst 202-507-4235; 
lsnebold@naccho.org 

 Runnels Laura Senior Program Analyst lrunnels@naccho.org 

National Association of County 
Behavioral Health and 
Developmental Disability 
Directors 

Manderscheid Ron Executive Director 202-942-4296;       
rmanderscheid@nacbhd.org 

National Association of 
Pediatric Nurse Practitioners 

Jones Dolores Director of Practice, 
Education, and Research 

856-857-9700;               
djones@napnap.org 

 Chernis Anna Education Specialist 917-746-8294; 
achernis@napnap.org 

National Birth Defects 
Prevention Network 

Kirby Russell Former President 813-396-2347;  
rkirby@health.usf.edu 

 Mason Craig  craig_mason@umit.maine.edu 

National Center for Learning 
Disabilities Inc. 

Kaloi Laura Public Policy Director 703-476-4894;                             
lkaloi@ncld.org 

National Conference of State 
Legislatures 

Saunders Jennifer Policy Associate, Health 
Program 

303-856-1440;      
jennifer.saunders@ncsl.org 

National Council for Behavioral 
Health 

Rosenberg Linda President/CEO lindar@thenationalcouncil.org 



 Venkatesh Mohini Vice President, Practice 
Improvement 

202-684-7457, x230; 
MohiniV@thenationalcouncil.org  

 Foderingham Shelina  ShelinaF@thenationalcouncil.org  

National Down Syndrome 
Congress 

Carroll Jennifer Resource Specialist 770-604-9500;          
jennifer@ndsccenter.org 

 Mora Linda Diversity Outreach 
Coordinator 

770-604-9500;    
linda@ndsccenter.org 

National Fragile X Foundation Cohen Jeffrey Director of Government 
Affairs and Advocacy 

734-407-2413;                 
j.cohen@fragilex.org 

 Walker Beth Director of 
Communications 

248-882-3703; beth@fragilex.org 

National Healthy Mothers, 
Healthy Babies Coalition 

Dilber Melissa Program Associate 703-837-4792;                   
mdilber@hmhb.org 

National Hemophilia 
Foundation 

Wiseman Bobby Manager of Special Projects 212-328-3740;      
bwiseman@hemophilia.org 

National Indian Justice Center Myers Raquelle Staff Attorney 707-579-5507;                           
nijc@aol.com 

National Marfan Foundation Levering Carolyn President/CEO 516-883-8712;   
clevering@marfan.org 

 Martin Jonathan Director of Education 516-883-8712;           
jmartin@marfan.org 

National Multiple Sclerosis 
Society 

LaRocca Nicholas Vice President 212-476-0414;       
nicholas.larocca@nmss.org 

National Organization on Fetal 
Alcohol Syndrome 

Donaldson Tom  President 202-785-4585;       
donaldson@nofas.org 

New York State Department of 
Health 

Cross Philip Assistant Director 518-402-7950;         
pkc02@health.state.ny.us 

National Institutes of Mental 
Health 

Thurm  Audrey Staff Scientist athurm@mail.nih.gov 

Ohio Department of Health Starr Anna Genetics Section Advisor 614-995-5333;       
anna.starr@odh.ohio.gov 



PACER Center Goldberg Paula Executive Director 952-838-9000;    
pgoldberg@pacer.org 

Parent Project to End Muscular 
Dystrophy 

Furlong Pat Founding President and 
CEO 

513-424-0696;        
pat@parentprojectmd.org 

Parent to Parent USA Brill Kathy Executive Director 717 503-8992; ksbrill@comcast.net 

Physician and Parent 
Caregivers 

Bhagat Santi, KM President 301-983-0406;                          
santi@ppc-inc.org 

Reaching for the Stars. A 
Foundation of Hope for Children 
with Cerebral Palsy 

Frisina Gray Cynthia Executive Director cgray@reachingforthestars.org 

Rhode Island Department of 
Health 

Viner-Brown Samara Chief 401-222-5122;                                     
samara.viner-brown@health.ri.gov 

RI Parent Information Network Wardyga Dawn Director, Health and Public 
Policy 

401-270-0101; 
familyvoices@ripin.org 

Riley Hospital for Children O'Neil Joseph Neurodevelopmental 
Pediatrician 

317-274-4846;                    
joeoneil@iupui.edu 

RTI International Whitehead Nedra Senior Genetic 
Epidemiologist 

770-986-5051;                   
nwhitehead@rti.org 

St. Louis University School of 
Public Health 

Trevathan Edwin Dean and Professor 314-977-3240;                      
etrevath@slu.edu 

Seattle Children's Hospital 
Research Institute 

Olson Heather  206-987-3810;       
quiddity@u.washington.edu 

Slippery Rock University of PA Arnhold Robert Professor and Director 724-738-2847;        
robert.arnhold@sru.edu 

Sonnenschein, Nath, and 
Rosenthal 

Russell John Managing Director 202-408-9702;         
jrrussell@sonnenschein.com 

Special Olympics International     



Spina Bifida Association Struwe Sara President and Chief 
Executive Officer 

202-944-3285, x12; 
sstruwe@sbaa.org 

 Arvin Sherry Information and Referral 
Coordinator 

800-621-3141;                         
sarvin@sbaa.org 

 Head Carmen Director, Education & 
Support Services at Spina 
Bifida Association 

202-944-3282, x13;              
cjhead@sbaa.org 

Stop CMV-The CMV Action 
Network 

Greenlee Janelle President/Founder 209-712-9929;         
janelle@stopcmv.org 

 Gillis Karen Advocacy Coordinator 907-887-1148;               
karen@stopcmv.org 

TASH Baldwin L. Dara Advocacy and External 
Relations Manager 

202-540-9020, x17;  
dbaldwin@tash.org 

TERIS/ University of 
Washington 

Polifka Janine Faculty 206-543-2465; 
polifka@u.washingon.edu 

The Arc Cameron Caldwell Ann Chief Research & 
Innovations Officer 

202-534-3711; 
caldwell@thearc.org 

The Association of Maternal & 
Child Health Programs 

Fraser Michael CEO 202-266-3038;           
mfraser@amchp.org 

The University of Iowa Romitti Paul Associate Professor 319-384-5012;                                       
paul-romitti@uiowa.edu 

Tourette Syndrome Association Hewko Annetta President 718-224-2999;  
annetta.hewko@tsa-usa.org 

 Proctor Eldride Vice President of Public 
Policy 

718-224-2999;                                     
elridge.proctor@tsa-usa.org 

 Colletti-Flynn Tracy Manager, Public Relations 
and Communications 

718-224-2999;                                        
tracy.flynn@tsa-usa.org 

Trisomy 18 Foundation Miller Victoria Executive Director 703-878-7013; 
vjmiller@trisomy18.org 

Tuberous Sclerosis Alliance Luther Carlson Kari President and CEO 301-562-9890; 
kcarlson@tsalliance.org 



 Whittemore Vicky Vice President & Chief 
Scientific Officer 

240-638-4645; 
vwhittemore@tsalliance.org 

University of Colorado Stredler-Brown Arlene Adjunct Faculty 303-818-1258; 
arelene.brown@colorado.edu 

University of Kansas, Research 
and Training Center on 
Independent Living 

Rooney Howland Cat Project Coordinator 785-864-4095;                             
catr@ku.edu 

 Nary Dot Research Assistant 785-864-4095;                      
dotn@ku.edu 

University of Maine Mason Craig Associate Professor 207-581-1110; 
craig_mason@umit.maine.edu 

University of Montana Rural 
Institute: Center for Excellence in 
Disability Education, Research, 
and Service 

Seekins Tom  Director, Research and 
Evaluation 

888-268-2743;     
ruraldoc@ruralinstitute.umt.edu 

 Vogelsberg R. Timm Executive Director 406-243-5467;                                              
rtvogels@ruralinstitute.umt.edu 

University of New Mexico Luckasson Ruth Chair, Dept. of Educational 
Specialties 

505-277-6510;                        
ruthl@unm.edu 

 Cahill Anthony Director, Division of 
Disability and Health Policy 

505-272-2990;         
acahill@salud.unm.edu 

University of Oklahoma Reiner William Professor 405-271-6900;                                   
william-reiner@ouhsc.edu 

Ural State Medical Academy, 
Russia 

Boubnov Alexsandr Faculty 7-343-374-64-83;        
medprakt@mail.ru 

Venous Disease Coalition Benjamin Sheryl Executive Director 303-989-0500;         
sheryl.benjamin@vdf.org 

  



 

Advocacy 

Last Name First Name Contact Information Title Organization 

Acosta Annie 202-783-2229;  
acosta@thearc.org 

Policy Advocate The Arc 

Andrus Mary 202-347-3066;                        
mandrus@easterseals.com 

Assistant Vice President 
for Government Relations 

Easter Seals 

Brent Robert 302-651-6880;                                
rbrent@nemours.org 

Distinguished Professor of 
Pediat, Pathol, & Radiol 

Jefferson Medical College, 
DuPont Hospital for Children 

Brownstein Alan 914-220-5040;                        
abrownstein@stoptheclot.org 

Chief Executive Officer National Blood Clot Alliance 

Brownstein Cindy 202-944-3285, x14;                           
cbrownstein@sbaa.org 

President and CEO Spina Bifida Association 

Calhoun Kendra 202-360-5655;                                                          
kcalhoun@amputee-coalition.org 

President and CEO Amputee Coalition of 
America  

Carlin Roberta 301-545-6140, x206;                                
rcarlin@aahd.us 

Executive Director American Association on 
Health and Disability 

Christiansen Dane 202-544-7499;                                       
christiansen@hmcw.org 

 National Marfan Foundation, 
Health and Medicine Counsel 
of Washington 

Cohen Jeffrey 734-407-2413;                                        
j.cohen@fragilex.org 

Director of Government 
Affairs and Advocacy 

National Fragile X Foundation 

Dirks Dale 202-544-7499  National Marfan Foundation, 
Health and Medicine Counsel 
of Washington 

Fenninger Randy 202-419-2503;                                  
randy.fenninger@hklaw.com  

President, Senior Policy 
Advisor 

National Blood Clot Alliance, 
Holland & Knight 

Fraser Michael 202-775-0436;                                
mfraser@amchp.org 

CEO Association of Maternal and 
Child Health Programs 

Gillis Karen 907-887-1148 Advocacy Coordinator Stop CMV and The CMV 
Action Network 



Hansen Hilary 202-230-5103;                                             
hilary.hansen@dbr.com 

Senior Government 
Relations Manager 

Drinker Biddle & Reath, Spina 
Bifida Association 

Hughes Ruth 301-306-7070, x133;                        
ruth_hughes@chadd.org 

 Children and Adults with 
Attention-
Deficit/Hyperactivity 
Disorder (CHADD ) 

Ignaszewski Dan 202-742-1885;                                        
dan@amputee-coalition.org 

Government Relations 
Coordinator 

Amputee Coalition 

Jesien George 301-588-8252, x207; gjesien@aucd.org Executive Director Association of University 
Centers on Disabilities 
(AUCD) 

Kaplan Stephanie 202-776-0544;                                 
skaplan@hermatology.org 

 American Society of 
Hematology 

Lindberg Gavin 202-544-7499;                                  
lindberg@hmcw.org 

Washington 
Representative 

National Marfan Foundation 

Manetto Nicholas nicholas.manetto@faegrebd.com  Faegrebd Consulting 

Manganiello Michael 202-547-2222; 
michael_manganiello@hcmstrategists.com 

Partner HCM Strategists 

McGowan Joseph jospeh.mcgowan@faegrebd.com  Faegrebd Consulting 

Musheno Kim 301-588-8252, x208;                       
kmusheno@aucd.org 

Director of Legislative 
Affairs 

Association of University 
Centers on Disabilities 
(AUCD) 

Proctor Elridge 202-408-7009;                                                         
elridge.proctor@tsa-usa.org 

Vice President of Public 
Policy  

Tourette Syndrome 
Association, Inc. 

Riker Ellen 202-484-1100, x17;                                                
eriker@dc-crd.com 

Senior Vice President Cavarocchi Ruscio Dennis 
Associates LLC 

Ross Clarke 410-451-4295;                                 
clarkeross10@comcast.net 

 Policy in Context Consulting 

Schubert Kathryn 202-484-1100;                                                     
kschubert@dc-crd.com 

Government Affairs 
Advisor 

Cooley's Anemia Foundation 



Scott Jeremy 202-230-5197;                     
jeremy.scott@dbr.com 

Government Relations 
Director  

Spina Bifida Association, 
Drinker Biddle & Reath 

Smith Rebecca 301-589-3300, x108; 
smithr@musictherapy.org 

Government Relations 
Associate 

American Music Therapy 
Association 

Stout Susan 952-435-9726;                                   
sstout@amputee-coalition.org 

Chief Communications 
Officer, Public Policy 
Director 

Amputee Coalition 

Wigode Emil 202-659-1800;            
ewigode@marchofdimes.com 

 March of Dimes 

  



Individuals  

Last Name First Name Email 

Abreu Julio jabreu@mentalhealthamerica.net 

Adams Brandie badams@efa.org 

Adams Elizabeth adamse@ohsu.edu 

Afriyie-Gyawu Evans evansafriyiegyawu@georgiasouthern.edu 

Albrecht Gary garya@uic.edu 

Alms Marueen maureen.alms@state.mn.us 

Altman Brian brian.altman@dbr.com 

Altman Barbara b.altman@verizon.net 

Anderka Marlene marlene.anderka@state.ma.us  

Anderson Lynda ander447@umn.edu 

Andresen Elena  andresenphd@att.net 

Armstrong Bancroft Elizabeth ebancroft@ph.lacounty.gov 

Atkinson Julie juliea@alaskachd.org 

Auerbach Isabel isabel.auerbach@sfdph.org 

Aylward Lynn layward@specialolympics.org 

Bacon Ansley abacon@wihd.org 

Bagne-Walsh Jennifer bagne-walsh.jennifer@co.olmsted.mn.us 

Bain Jen vme8@cdc.gov 

Bal Sarah Bal@thearc.org 

Barnett Steven steven_barnett@URMC.rochester.edu 

Barnwell Elizabeth barnwell@gwmail.gwu.edu 

Barrette Sue sbarrette@cayugacounty.us 

Barwick Adeline abarwick@state.pa.us 

Bazzano Alicia aliciabazzano@hotmail.com 

Beatty Phillip phillip.beatty@ed.gov 

Becker Heather heatherbecker@mail.utexas.edu 

Bernier Oetzel Arielle abernier@arc-a.org 

Bezyak Jill jill.bezyak@unco.edu 

Bitto Adenike adenike.2doc@gmail.com 



Blechman Elaine eblechman@thesmartphr.com 

Block Sandra sblock@ico.edu 

Botticello Amanda abotticello@kesslerfoundation.org 

Bowers Rick rbowers@amputee-coalition.org 

Boyle Lauren leboyle@indiana.edu 

Braddock David braddock@cu.edu 

Brandt Diane brandtdi@cc.nih.gov 

Brandt Marc brandtm@nysarc.org 

Brasher Joel joelb@lakeshore.org 

Brock Angie brockangie@uams.edu 

Brown Jeanie jbrown@jccdc.com 

Brown Scott scott.brown@ed.gov 

Brown Vikki brown.vikkid@kendle.com 

Brune Lorenzo Susan smblorenzo@gmail.com 

Buck Page pbuck@wcupa.edu 

Burton Mary mjburt@med.umich.edu 

Butler Craig c.butler@cooleysanemia.org 

Callis Jeff jeff_callis@hcmstrategists.com 

Campbell Margaret margaret.campbell@ed.gov  

Campbell Vincent vbc6@cdc.gov 

Cannistraci Patricia cannnip@sage.edu 

Cao Yue supercaoyue@hotmail.com 

Casey Michelle michelle_casey@urmc.rochester.edu 

Cavenaugh Dave cott-dc@earthlink.net 

Chafetz Ross chafetz@comcast.net 

Chandan Priya priya.chandan@gmail.com  

Chapman Shawna shawna.chapman@dm.duke.edu 

Charles Jane charlesj@musc.edu 

Chevarley Frances fcharley@comcast.net 

Christensen Tory tchristensen@aucd.org 

Clarke Philippa pjclarke@umich.edu 

Coe Michelle mcoe@unmc.edu 



Conrey Frederica riki.conrey@gmail.com 

Cowley Pam pam.cowley@wahbexchange.org 

Crews John wzc0@cdc.gov 

Cunniff Christopher ccunniff@peds.arizona.edu 

Cwik Valerie vcwik@mdausa.org 

Danielewicz Deborah deb@mac.com 

Daskalov Rachel rdaskalov@aap.org 

Davis Brienne brienne.davis@gmail.com 

Dean-Clower Elizabeth edeanclower@gmail.com 

DeButts Shelly DeButts@thearc.org 

Deeghan Tisha tdeeghan@gencmh.org 

Defries Bouldin Erin erinbouldin@gmail.com 

DeHart Josephine jdehart@napnap.org 

Delisle Anthony tdelisle@hhp.ufl.edu 

Devine Mary Ann mdevine@kent.edu 

Devore Barbara barbaradevorel@gmail.com 

Diefendorf Allan adiefend@iupui.edu 

Dixon Alicia dixona@onid.orst.edu 

Domoto Katherine kkdomoto@gmail.com 

Dooha Susan sdooha@cidny.org 

Dorfman Sally sfdorfmanmd@aol.com 

Dunkle Margaret margaretdunkle@aol.com 

Eisenberg Yochai yeisen2@uic.edu 

Elias Eileen  eelias@jbsinternational.com 

Elliot Timothy telliott@tamu.edu 

Erme Marguerite ermema@ci.akron.oh.us 

Ferullo Donna donna_ferullo@hotmail.com 

Firestone Sarah sarah_firestone@chadd.org 

Firsing Stephen firsing@uab.edu 

Fischer Ryan ryan@parentprojectmd.org 

Fishman Linda lindazf@aol.com 

Flores Francisca faf14@pitt.edu 



Frank Gary gary.frank@tsa-usa.org 

Fredine Heidi hfredine@salud.unm.edu 

Froehlich-Grobe Katherine katherine.froehlich-grobe@utsouthwestern.edu 

Fullam Lisa lfullam@stoptheclot.org 

Furui Masayo masayo@cp-research.jp 

Garrett Lisa garrettli@wusm.wustl.edu 

Gary Kelli williamsjonk@vcu.edu 

George Bolanle bolanlegeorge03@yahoo.com 

Gerndt Krysta kgerndt@aap.org 

Gilson Stephen stephen_gilson@umit.maine.edu 

Glazier Raymond ray_glazier@abtassoc.com 

Goerdt Ann ag89@nyu.edu 

Gold Paul pgold@umd.edu 

Gondo George ggondo@amputee-coalition.org 

Gordon Wayne wayne.gordon@mssm.edu 

Gottlieb Meghan gottliebm@wusm.wustl.edu 

Gower-Getz April april_gower-getz@chadd.org 

Graff Joyce jgraff@uthsc.edu 

Gray David graydb@wusm.wustl.edu 

Gray Johanna jgray@dc-crd.com 

Green Jennifer green1jn@uic.edu 

Guerney Janis jguerney@familyvoices.org 

Gulley Stephen gulley@brandeis.edu 

Hall Jean jhall@ku.edu 

Harris Amy aharris@specialolympics.org 

Havercamp Susan susan.havercamp@osumc.edu 

Hayward Katharine khayward@mednet.ucla.edu 

Heaphy Dennis dheaphy@dpcma.org 

Heinemann Allen a-heinemann@northwestern.edu 

Heller Tamar theller@uic.edu 

Hendershot Gerry robert.bernard@va.gov 

Henry Alexis alexis.henry@umassmed.edu 



Hensley Malorie mhensley@isdh.in.gov  

Herbert Laura lhh2471@sru.edu 

Hertz Deborah deborah.hertz@nmss.org 

Heuman Kristina kristina.heuman@porternovelli.com 

Ho Pei-Shu hop2@cc.nih.gov 

Hobbs Charlotte hobbscharlotte@uams.edu 

Hollar David david_hollar@att.net 

Horner-Johnson Willi hornerjo@ohsu.edu 

Hostetter Jacki jhostetter@morsolutionsdc.com 

Hough John hou3gh@verizon.net 

Houtenville Andrew andrew.houtenville@unh.edu 

Howe Kate khowe@amchp.org 

Hsieh Jean cjean.hsieh@gmail.com 

Hsieh Kelly hsieh@uic.edu 

Huemann Judith jheuman@worldbank.org 

Humes Steven shumes@med.unc.edu 

Hunter Emily esh4814@gmail.com 

Hutchings B. Lynn blynnhutchings@gmail.com 

Hyde Anna ahyde@acog.org 

Ingham Cindy cindy.ingham@ahs.state.vt.us 

Ipsen Catherine ipsen@ruralinstitute.umt.edu 

Jahiel Rene jahiel@nso2.uchc.edu 

Jeffress Michael michael.jeffress@nicholls.edu 

Jensen Mark mjensen@u.washington.edu 

Johnson Kurt kjohnson@u.washington.edu 

Johnson Patrick pjohnson@aap.org 

Joice Eric ejoice@familyresourcenetwork.org 

Jones Erica ericajon@earthlink.net 

Jurkowski Elaine etjurkow@siu.edu 

Karczmarczyk Diana dkarczmarczyk@astho.org 

Karwoski Nikki nmk8410@sru.edu 

Keck Lois loiskech@aol.com 



Keer David david.keer@ed.gov 

Kelly Kim kfk03@health.state.ny.us 

Kelzer Pauline pkelzer@yahoo.com 

Kemeny M. Elizabeth elizabeth.kemeny@sru.edu 

Kemmerer Charlene ckemmerer@naccho.org 

Kern Stephen stephen.kern@jefferson.edu 

Khan Faiza fkhan@aap.org 

Kleppel Judy jkleppel@juno.com 

Knox Michael michael.knox@umdnj.edu 

Kochtitzky Chris csk3@cdc.gov 

Koplitz Michelle mkoplitz@gmial.com 

Kornblau Barbara barbaralk@aol.com 

Kothari Reena reena.kothari@odh.ohio.gov  

Kraus Lewis deputy@adapacific.org 

Kreindel Samantha samantha@cureepilepsy.org 

Kreutzer Cary ckreutzer@chla.usc.edu 

Krichner Corinne c.endreny.k@gmail.com 

Krok Kristin kkrok@northpointeresources.org 

Kruszyna Alyssa akruszyna@researchautism.org 

LaPlante Mitchell mitch.laplante@ucsf.edu 

Leavitt Ronnie  

Lee Jae Chul leej31@cc.nih.gov 

Lenhart Anna Maria alenhart@neweditions.net 

Li Carl carlli@buffalo.edu 

Li Henan hli48@uic.edu 

Licitra Ruth rlicitra@ruralinstitute.umt.edu 

Lin Sue lin.sue@gmail.com 

Loeb Mitchell mloeb@cdc.gov 

Lollar Donald  

Lullo Carolyn carolyn.lullo@gmail.com 

Maiki Florita toveg@sbcglobal.net 

Mancuso Rachel rachelmancuso09@comcast.net 



Mann Mary mrizzo3@uic.edu 

Marge Michael michael.marge@comcast.net 

Marshall Jennifer jmarshal@health.usf.edu 

McCabe Heather hamccabe@iupui.edu 

McCall Melissa mmccal1@uic.edu 

McCue Jenny jenny_mccue@hcmstrategists.com 

McDermott Suzanne suzanne.mcdermott@uscmed.sc.edu 

McDonough Christine cmm@bu.edu 

McKee Michael michael_mckee@urmc.rochester.edu 

McMinn Cassandra cem8755@sru.edu 

McMullen Kara mcmulk@u.washington.edu 

McNair Lois  

Meehan Judy jmeehan@hmhb.org 

Melich-Munyan Tanya taniamelich@gmail.com 

Mersereau Darcie dmersereau@specialolympics.org 

Meyer Tina tmeyer@westernu.edu 

Midgette Lynn lynnmidgette@gmail.com  

Miller Nancy nanmille@umbc.edu 

Miller Robert robmiller@fragilex.org 

Minihan Paula paula.minihan@tufts.edu 

Mishra Meenoo mmishra@astho.org 

Monson Todd todd.monson@co.hennepin.mn.us 

Montrose Gary g.montrose@att.net 

Moro Teresa moro@uchicago.edu 

Morris Megan mamorris@u.washington.edu 

Morrison Janet jdmorrison@austin.rr.com 

Mosley Bridget mosleybridgets@uams.edu 

Mucha Stephanie smucha@aap.org 

Mudrick Nancy mudrick@syr.edu 

Mulhorn Kristine kam426@drexel.edu 

Nehus Vanessa nehusvanessar@uams.edu 

Nelson Julie jknelson77@gmail.com 



Nevola Adrienne anevola@gmail.com 

Newman Sheila snewman@neweditions.net 

Nieuwenhuijsen Els elsni@comcast.net 

Northrop Kathy kathy.northrop@nebraska.gov 

O'Hara David dohara@wihd.org 

O'Neil Margaret moneil@drexel.edu 

Opalsky Chester opalcd@yahoo.com 

Oprendek Stephanie soprendek@cimh.org 

Packer Alan apacker@simonsfoundation.org 

Paeglow Theresa tnp01@health.state.ny.us  

Parish Susan slp@brandeis.edu 

Pastor Patricia php3@cdc.gov 

Patrick Donald donald@u.washington.edu 

Pauls Jake bldguse@aol.com 

Peay Holly holly@parentprojectmd.org 

Pecotte Brenda bpecotte@email.arizona.edu 

Pellegrini Cynthia cpellegrini@marchofdimes.com 

Perkins Elizabeth eperkins@mail.usf.edu 

Peterson Jana petersonjana@umkc.edu 

Pharr Jennifer pharrj@unlv.nevada.edu 

Poey Judith jpoey@impaqint.com 

Pollich Lisa lisrandy@aol.com 

Prvu Bettger Janet janet.bettger@duke.edu 

Putman Melissa mputman@marchofdimes.com 

Rader Anne raderan@aol.com 

Ramey Mary maryrameyphd@gmail.com 

Ramon Ismaila iramo001@waldenu.edu 

Rasch Elizabeth rasche@cc.nih.gov 

Rauworth Amy amyr@lakeshore.org 

Reardon Michael reardon.michael@dol.gov 

Redmon Susan redmon@tds.net 

Reeves Stefanie sreeves@apa.org 



Reichard Amanda reichard@ku.edu  

Rein Marcy marcy.rein@gci.net 

Rentas Betty prettywalkingfeet@yahoo.com 

Reznick Jeffrey jeffrey_reznick@nih.gov 

Richardson Stevenson gol8@cdc.gov 

Riddle Ilka ikriddle@udel.edu 

Rimmer James jrimmer@uic.edu 

Robertson Scott srobertson@ist.psu.edu 

Rodriguez Gonzalez Luis nolinrod@hotmail.com 

Romelczyk Sharon sromelczyk@aucd.org 

Rowland Jennifer jenrow@uic.edu 

Ruggiero Casey casey.ruggiero@umontana.edu 

Rutledge Molly molly.rutledge@fdihb.org 

Ryan Norma norma.ryan@odh.ohio.gov 

Sandin Karl karl.sandin@allina.com 

Schaffer Lori lorischaff@comcast.net 

Schenatzki Susan sschenat@gmail.com 

Schumacher Karin karinschu@msn.com 

Seay Jessica jessica.seay@wisconsin.gov 

Seltser Raymond rseltser@msn.com 

Shapiro Carol cj@hnf-cure.org 

Sheth Niketa nsheth@christopherreeve.org 

Shoup Jo jasst109@comcast.net 

Simeonsson Rune rjsimeon@email.unc.edu 

Sisirak Jasmina jsisirak@uic.edu 

Sloan Michelle jtq4@cdc.gov 

Smeltzer Suzanne suzanne.smeltzer@villanova.edu 

Smith Scott scott_smith@urmc.rochester.edu 

Smith Vanesa  

Smith Veronica smithveronicaj@uams.edu 

Snelling Anastnsia ssnelli@american.edu 

Sparling Eileen  sparling@udel.edu 



Standring Alison astandring@racbsb.state.va.us 

Staten Melanie melaniestaten@gmail.com 

Stewart Angela angela.stewart@providence.org 

Stice Melinda mbstice@hotmail.com 

Stob Heather hstob@aap.org 

Stone Jacqueline stone@kennedykrieger.org 

Stuifbergen Alexa astuifbergen@mail.utexas.edu 

Sumartojo Esther ems2@cdc.gov 

Suzuki Rie rsuzuki@umflint.edu 

Swanson Mark meswanson@cdc.gov 

Talley Ronda ronda.talley@wku.edu 

Tapay Valerie calval408@aol.com 

Taylor-Davis Crystal ctaylordavismd@hotmail.com 

Tepp Ronnie ronnie_tepp@hcmstrategists.com 

Tewey Elizabeth btewey@neweditions.net 

Thirumalai Mohanraj mthiru1@uic.edu 

Thompson Demeika dthompson@porternovelli.com 

Toomey Jack jtoomey@pmhcc.org 

Topf Beth btopf@efa.org 

Traci Meg matraci@ruralinstitute.umt.edu 

Trevethan Edwin etrevath@slu.edu 

Truitt Anjali artruitt@u.washington.edu 

Tucker Sue tuckers@wusm.wustl.edu 

Tymeson Garth tymeson.gart@uwlax.edu 

Uhl Monica muhl@vcu.edu 

Unger Judith judit.ungar@tsa-usa.org 

Unser Cody codyunser@gmail.com 

Vanderbom Kerri kam_h20ski@hotmail.com 

Vanik Leonor lvanik1@uic.edu 

Vasudevan Vijay vvasud2@uic.edu 

Venuti Tai t.venuti@allsupinc.com 

Verrall Aimee verrall@u.washington.edu 



Volpe Charles charles.volpe@autismspeaks.org 

Wade Kerri kwade@awhonn.org 

Walker Deborah debbie.walker@earthlink.net 

Walsh Emily walshem@ohsu.edu 

Wan Kristen kwan@astho.org 

Ward Julie jward@ucp.org 

Watkins Kayla kayla.watkins@gmail.com 

Weaver Jamie jweaver@ohiopha.org 

Weaver Priscilla paweaver@indiana.edu 

Webber Danielle dwebber@aaidd.org 

Webster LaShaunte lashaunte01@mailfresnostate.edu 

West Bernadette westbm@umdnj.edu 

Williams Aimée   aiwilliams@chla.usc.edu 

Williams Asha-Lateef asha@umd.edu 

Williamson Heather williamsonheather@mac.com 

Wilson Karen karen.wilson@emory.edu 

Wilson Lindsay lwilson@aap.org 

Wisk Lauren wisk@wisc.edu 

Witt Whitney wwitt@wisc.edu 

Wojciechowski Marsha mwojciechowski@ci.westallis.wi.us 

Wolf-Branigin Karen wolf-branigin@thearc.org 

Wolf-Fordham Susan susan.wolf-fordham@umassmed.edu 

Yamaki Kiyoshi kiyoshiy@uic.edu 

Yates Sarah syates@naccho.org 

Yelin Edward ed.yelin@ucsf.edu 

Young Daniel youngd@umich.edu 

Young Mary Ellen meyoung@phhp.ufl.edu 

Yun Stephen bhsyun@yahoo.com 

Zurovac Jelena jzurovac@mathematica-mpr.com 

 

 


