Friends of NCBDDD

in Support of the Maoonal Center on Birth Defects and Developmental Disabilicies

Current as of February 26, 2010

Alpha-1 Foundation
2937 SW 27th Avenue, Suite 302
Miami, FL 33133

Bob Campbell, Communications Manager
rcampbell@alphaone.org
305-567-9888

American Academy of Audiology
11730 Plaza America Drive, Suite 300
Reston, VA 20190

Cheryl Kreider Carey, Executive Director
ccarey@audiology.org
703-790-8466

American Academy of Nurse Practitioners
P.O. Box 40130
Washington, DC 20016

Jan Towers, PhD, NP-C, CRNP, FAAN, FAANP, Director of Health Policy
jtowers@aanp.org
202-966-6414

American Academy of Pediatrics
141 Northwest Point Blvd
Elk Grove Village, IL 60007



215 Brookline Street,
Newton Center, MA 02459-2802

Eileen Ouellette, Past President
eouellette@aap.org
617-969-8650

Michelle Esquivel, Director, Division of Children with Special Needs
mesquivel@aap.org
847-434-4989

Holly Griffin, Manager, Medical Home Surveillance & Screening
hgriffin@aap.org
847-434-7863

American Academy of Physical Medicine & Rehabilitation
9700 W. Bryn Mawr, Suite 200
Rosemont, IL 60018-5701

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

American Association on Health and Disability
110 N. Washington Street, Suite 328J
Rockville, MD 20850

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

American Cleft Palate-Craniofacial Association
1504 East Franklin Street, Suite 102
Chapel Hill, NC 27514

Jeremy Baggish, Deputy Director



jbaggish@acpa-cpf.org
919-933-9044

American College of Obstetricians & Gynecologists
409 12th St, SW
Washington, DC 20024

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

Jeanne Mahoney, Director, Provider's Partnership
jmahoney@acog.org
202-314-2352

American College of Preventive Medicine
455 Massachusetts Ave., NW, Suite 200
Washington, DC 20001

Paul Bonta, Associate Executive Director, Policy and Government Relations
pbonta@acpm.org
202-466-2044

American Music Therapy Association
8455 Colesville Rd., Ste. #1000
Silver Spring, MD 20910

Rebecca Smith, Government Relations Assistant
smithr@musictherapy.org
301-589-3300

American School Health Association
7263 State Route 43, P.O. Box 708
Kent, OH 44240



Marcia Rubin, Director, Research & Sponsored Programs
MRubin@ASHAweb.org
330-678-1601

American Society of Hematology
2021 L Street, NW, Suite 900
Washington, DC 20036

Mila Becker, Director of Government Relations & Practice
mbecker@hematology.org
202-776-0544

Stephanie Kart, Government Relations Manager
skart@hematology.org
202-776-0544

American Society of Human Genetics
9650 Rockville Pike
Bethesda, MD 20814

Joann Boughman, Executive Vice President
jboughman@ashg.org
301-634-7307

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

American Speech-Language-Hearing Association
American Speech-Language-Hearing Association, 2200 Research Blvd
Rockville, MD 20850

Diane Paul, Director, Clinical Issues in Speech-Language Pathology
dpaul@asha.org
301-296-5688



Association of Maternal and Child Health Programs
2030 M Street NW Suite 350
Washington, DC 20036

Lauren Raskin Ramos, Director of Programs
Iramos@amchp.org
202-775-0436

Association of Public Health Laboratories

8515 Georgia Avenue

Silver Spring, MD 20910

Jelili Ojodu, Manager, Newborn Screening and Genetics Program
jelili.ojodu@aphl.org

240-285-2772

Association of State and Territorial Health Officials
2231 Crystal Drive, Suite 450
Arlington, VA 22202

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

Albert Terrillion, Family and Community Health Senior Director
aterrillion@astho.org
571-522-2314

Association of University Centers on Disabilities
1010 Wayne Avenue, Suite 920
Silver Springs, MD 20910

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

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



Danielle Edson, Project Specialist
dedson@aucd.org
301-588-8252

Audiology HEARS
6130 Southard Trace
Cumming, GA 30040

Terese Huber, President; Audiologist; Cert. AVT
tihuber@comcast.net
770-781-2376

Autism Speaks
1990 K Street, NW
Washington, DC 20006

Stuart Spielman, Senior policy advisor and Counsel
sspielman@autismspeaks.org
202-955-3312

1060 State Road, 2nd Floor,
Princeton, NJ 8534

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

B&D Consulting
1050 K Street NW, Suite 400
Washington, DC 20001

David Zook, Chair
drzook@bakerd.com
202-312-7400

Sara Weir, Vice President



sara.weir@bakerd.com
202-312-7475

Brain Injury Association of America
1608 Spring Hill Rd Ste 110
Vienna, VA 22182

Greg Ayotte, Director of Consumer Services
gayotte@biausa.org
703-761-0750

Breast Health Access for Women with Disabilities (BHAWD)
2001 Dwight Way, 2nd Floor, #2362
Berkeley, CA 94704

Florita Toveg (Maiki), Manager
Maikif@sutterhealth.org
510-204-4522

Brenau University/Essential Therapy Services. Inc.
4640 Martin Road, Ste. 300
Cumming, GA 30041

M. Irma Alvarado, Associate Professor/Occupational Therapist/Co-Owner
ialvarado@brenau.edu
678-679-1261

Bronx-Lebanon Hospital Center
650 Selwyn Avenue, Suite # 6D
Bronx, NY 10457

Ellis Arnstein, Developmental Pediatrician
earnstei@bronxleb.org
718-960-1373



California AgrAbility
UC Davis, BAE, One Shields Ave.
Davis, CA 95616

Martha Stiles, Director
calagra@ucdavis.edu
530-752-1613

Cavarocchi-Ruscio-Dennis Associates, LLC
600 Maryland Ave. SW, Suite 835W

Washington, DC 20024

Lyle Dennis, Partner
Idennis@dc-crd.com
202-484-1100

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

Mailing Address:
1600 Clifton Road, MS E-86
Atlanta, GA 30333

Physical Address:
1825 Century Blvd.
Atlanta, GA 30345

Ed Trevathan, Director
netl@cdc.gov
404-498-3989



Coleen Boyle, Director, Division of Birth Defects and Developmental Disabilities
cab3@cdc.gov
404-498-3907

Gloria Krahn, Division Director, Division of Human Development and Disability
gfk2@cdc.gov
404-498-6743

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

Carol Cook, Associate Director for Policy
csco@cdc.gov

Merita Craddock, Program Assistant
Mcraddockl@cdc.gov
404-498-3993

Camille Harden, Associate Director for Policy, Planning, and Evaluation

eah4@cdc.gov

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

Sally McAliser, Team Leader, Prevention Research Team
sicd@cdc.gov
404-498-6730



Gaylon Morris, NCBDDD DC Liaison
gaylondmorris@gmail.com
610.888.7767

Brook Nash, Health Communication Specialist
htb5@cdc.gov
404-498-0239

Christopher Parker, Deputy Division Director, Division of Blood Disorders

csp2@cdc.gov

Mike Soucie, Associate Director for Science
msoucie@cdc.gov
404-498-6737

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

Lorraine Yeung, Medical Epidemiologist
LYeung@cdc.gov
404-498-3824

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

1600 Clifton Rd., MS D-76

Atlanta, GA 30329

Christine Prue, Associate Director for Behavioral Science
cprue@cdc.gov
404-639-2273

CHADD - Children and Adults with Attention-Deficit/Hyperactivity Disorder
8181 Professional Place, Suite 150
Landover, MD 20785

10



Clarke Ross, CEO
clarke_ross@chadd.org
301-306-7070, ext. 111

Timothy MacGeorge, Director, National Resource Center on AD/HD
tim_macgeorge@chadd.org
301-306-7070 ext. 12

Cindy Smith, Public Policy Specialist
Cindy Smith@CHADD.ORG
301-306-7070

Charcot Marie Tooth Association
2700 Chestnut Street
Chester, PA 19013

David Hall, Chief Executive Officer
dave@charcot-marie-tooth.org
412-996-1473

Christopher & Dana Reeve Foundation
636 Morris Turnpike, Suite 3A
Short Hills, NJ 7826

Donna Valente, Director, Quality of Life Grants
dvalente@christopherreeve.org
973-467-8270

Joseph Canose, Vice President, Quality of Life
jcanose@christopherreeve.org
800-539-7309 x7206

CityMatCH at the University of Nebraska Medical Center
Department of Pediatrics, 982170 Nebraska Medical Center



Omaha, NE 68198-2170

Patrick Simpson, Executive Director
psimpsol@unmc.edu
402-561-7500

Cooley's Anemia Foundation
CRD Associates, 600 Maryland Avenue, SW, Suite 835W
Washington, DC 20024

Lyle Dennis, Government Affairs Advisor
Idennis@dc-crd.com
202-484-1100

Daniella Maria Arturi Foundation
203 C Street, S.E.
Washington, DC 20003

Shannon Scott, Washington Consultant
shannon@obrienlic.com
202-544-8555

Diamond Blackfan Anemia Registry
269-01 76th Avenue
New Hyde Park, NY 11040

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

DuPont Hosp for Children, Jefferson Med College
Room 308 R/A, Box 269
Wilmington, DE 19899
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Robert Brent, Distinguished Professor of Pediat, Radiol, Path
rbrent@nemours.org
302-651-6880

Easter Seals
1425 K St. NW, Suite 200
Washington, DC 20003

Mary Andrus, Assistant Vice President, Government Relations
mandrus@easterseals.com
202-347-3066

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

233 S.Wacker Drive, Suite 2400
Chicago, IL 60606

Reenie Kavalar, Vice President, Program Services
rkavalar@easterseals.com
312-551-7115

ECAC
907 Barra Row, Suites 102-103
Davidson, NC 28081

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

EP Foundation for Education, Inc ("EPFE")
871 Spaulding Drive
Sandy Springs, GA 30328

Frank Murphy, President & CEO
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frankjmurphy@comcast.net
404-966-9500

EP Global Communications, Inc/EP Magazine
416 Main Street
Johnstown, PA 15901

Joseph Valenzano, President & CEO
jvalenzano@eparent.com
201-888-8616

Family Voices, Inc.
2340 Alamo SE, Suite 102
Albuquerque, NM 87106

Sophie Arao-Nguyen, Ph.D., Executive Director
san@familyvoices.org
505-872-4775

First Candle
1314 Bedford Ave, Suite 210
Baltimore, MD 21208

Marian Sokol, President
marian.sokol@firstcandle.org
800-221-7437

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

First Signs, Inc.
P.O. Box 358
Merrimac, MA 1860

Nancy Wiseman, Founder and President
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nwiseman@firstsigns.org
978-346-4380

Florida Newborn Screening Program
4052 Bald Cypress Way, Bin A-06
Tallahassee, Florida 32399-1707

Lois Taylor, RN, BSN, CPM, Director
Lois_Taylor@doh.state.fl.us
850-245-4670

Hawaii MCH LEND Program
Department of Pediatrics, 1319 Punahou Street
Honolulu, HI 96826

Louise Iwaishi, Program Director
louisei@kapiolani.org
808-956-3142

HHT Foundation International, Inc.
P.O. Box 329
Monkton, MD 21111

Marianne Clancy, Executive Director
mariannes.clancy@hht.org
800-448-6389

Hope and Light Foundation
1355 Cortez Lane NE
Atlanta, GA 30319

Stephanie Miller, President
smiller@hopeandlight.org
678-591-8331
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Indiana University School of Medicine
Department of Otolaryngology, Head & Neck Surgery: Suite 0860, 702 Barnhill Drive
Indianapolis, IN 46202-5230

Allan Diefendorf, Associate Professor and Director: Audiology and Speech/Language Pathology

adiefend@iupui.edu
317-630-8979

Kennedy Krieger Institute
707 North Broadway
Baltimore, MD 21205

Paul Lipkin, Associate Professor of Pediatrics
lipkin@kennedykrieger.org
443-923-3265

Lakeshore Foundation
4000 Ridgeway Drive,
Birmingham, AL 35209

Laurie Malone, Director of Research & Education
lauriem@Iakeshore.org
205-313-7476

Dwight Downs, Associate Director of Development
dwightd@lakeshore.org
205-313-7425

Marcus Autism Center
1920 Briarcliff Road
Atlanta, GA 30329

Farah Chapes, Government Affairs/Lobbyist
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chapes@marcus.org
6783613720

Amy Pakula, Developmental Pediatrician
amy.pakula@CHOA.org
404 785 9413

Massachusetts Department of Public Health
250 Washington Street, BEH
Boston, MA 2108

Beverly Anderson, Director, Environmental Response
beverly.anderston@state.ma.us
617-624-5763

MDA - Muscular Dystrophy Association
3300 East Sunrise Drive
Tucson, AZ 85718

Valerie Cwik, Executive VP - Research & Medical Director
vewik@mdausa.org
520-529-5496

Metro Nashville Public Health Department
311 23rd Ave N, Rm 310
Nashville, TN 37203

Kimberlee Wyche Etheridge, Director, Family Youth and Infant Health
kimberlee.wyche@nashville.gov
615-340-5614

Mothers & Babies Perinatal Network of SCNY
457 State Street,
Binghamton, NY 13901
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Sharon Chesna, Executive DIrector
schesna@mothersandbabies.org
607-772-0517

Mothers' Milk Bank at Austin
2911 Medical Arts St, Suite 12
Austin, TX 78705

Rebecca Sorensen, Milk Donor Recruiter
rebecca@milkbank.org
512-494-0800

National Alliance for Thrombosis and Thrombophilia
120 White Plains Road, Suite 100
Tarrytown, NY 10591

Alan Brownstein, CEO
abrownstein@stoptheclot.org
(914) 220-5040

National Association of Councils on Developmental Disabilities
1660 L St NW, Suite 700
Washington, DC 20036

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

National Association of County and City Health Officials
1100 17th St NW, 2nd Floor
Washington, DC 20036

Laura Snebold, Program Associate
Isnebold@naccho.org
202-507-4235
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National Association of Pediatric Nurse Practitioners (NAPNAP)

20 Brace Road, Suite 200
Cherry Hill, NJ 8034

Dolores Jones, Director of Practice, Education and Research
djones@napnap.org
856-857-9700

National Birth Defects Prevention Network
USF College of Public Health, 13201 Bruce B Downs Blvd MDC56
Tampa, FL 33612

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

National Down Syndrome Congress
1370 Center Drive, Suite 102
Atlanta, GA 30075

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

National Healthy Mothers, Healthy Babies Coalition
2000 N. Beauregard St., 6th Floor
Alexandria, VA 22311

Melissa Dilber, Program Associate
MDilber@hmhb.org
703-837-4792
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National Hemophilia Foundation
116 West 32nd Street, 11th Floor
New York, NY 10001

Bobby Wiseman, Manager of Special Projects

bwiseman@hemophilia.org
212-328-3740

National Indian Justice Center
5250 Aero Drive
Santa Rosa, CA 95403

Raquelle Myers, Staff Attorney
nijc@aol.com
707-579-5507

National Marfan Foundation
22 Manhasset Avenue
Port Washington, NY 11050

Carolyn Levering, President/CEO
clevering@marfan.org
516-883-8712

National Marfan Foundation
22 Manhasset Avenue
Port Washington, NY 11050

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

National Multiple Sclerosis Society
733 Third Avenue
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New York, NY 10017

Nicholas LaRocca, Vice President, Health Care Delivery and Policy Research
nicholas.larocca@nmss.org
212-476-0414

National Organization on Fetal Alcohol Syndrome
1200 Eton Court, NW, Third Floor
Washington, DC 20007

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

New York State Department of Health
Flanigan Square, Room 200, 547 River Street
Troy, NY 12180

Philip Cross, Assistant Director, Bureau of Environmental and Occupational Epidemiology
pkc02@health.state.ny.us
518-402-7950

National Institutes of Mental Health
Pediatrics and Developmental Neuroscience, 10 Center Dr, rm 4N208, MSC 1255
Bethesda, MD 20892

Audrey Thurm, Staff Scientist
athurm@mail.nih.gov

Ohio Department of Health
246 N. High Street
Columbus, OH 43215
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Anna Starr, Genetics Section Administrator
Anna.Starr@odh.ohio.gov
614-995-5333

Rhode Island Department of Health
3 Capitol Hill, Room 407,
Providence, R1 2908

Samara Viner-Brown, Chief, Center for Health Data and Analysis
samara.viner-brown@health.ri.gov
401-222-5122

RI1 Parent Information Network
1210 Pontiac Avenue,
Cranston, R1 2920

Dawn Wardyga, Director, Health & Public Policy
familyvoices@ripin.org
401-270-0101

Riley Hosptial for Children, Indianapolis, IN
702 Barnhill Drive, rm 1601
Indianapolis, IN 46032

Joseph O'Neil, neurodevelopmental pediatrician
joeoneil@iupui.edu
317-274-4846

RTI International
6110 Executive Blvd. Suite 902
Rockville, MD 20852

Marian Sullivan, Senior Research Epidemiologist
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msullivan@rti.org
301-230-4677

2951 Flowers Road, Suite 119
Atlanta, GA 30341

Nedra Whitehead, Senior Genetic Epidemiologist
nwhitehead@rti.org
770-986-5051

Slippery Rock University of PA
15 Stoner Educational Complex, Center on Disability & Health
Slippery Rock, PA 16057

Robert Arnhold, Professor & Director
robert.arnhold@sru.edu
724-738-2847

Sonnenschein, Nath, and Rosenthal
1301 K Street Northwest
Washington, DC 20005-3364

John Russell, Managing Director, Public Law and Policy Strategies Practice
jrrussell@sonnenschein.com
202- 408-9702

Special Olympics International
1133 19th Street, N.W.
Washington, DC 20036-3604

Steve Corbin, Senior Vice President, Constituent Services
scorbin@specialolympics.org
202-628-3630

Spina Bifida Association
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4590 MacArthur Blvd.,NW
Washington, DC 20007-4226

Cindy Brownstein, President and CEO
cbrownstein@sbaa.org
202-944-3285

Sara Struwe, Chief Operating Officer
sstruwe@sbaa.org
202-944-3285 x12

Sherry Arvin, Information and Referral Coordinator
sarvin@shaa.org
800-621-3141

Stop CMV-The CMV Action Network
P.O. Box 62214
Sunnyvale, CA 94088

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

TASH
1025 Vermont Ave, NW 3rd Floor
Washington, DC 20005

L. Dara Badwin, MPA, Advocacy & External Relations Manager
dbaldwin@tash.org
202-540-9020 Ext. 17

TERIS/University of Washington

Center on Human Development & Disability/University of Washington, Box 357920

Seattle, WA 98008
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Janine Polifka, Faculty
polifka@u.washington.edu
206-543-2465

The Arc of the United States and United Cerebral Palsy
1660 L St., NW, Suite 701
Washington, DC 20036

Liz Savage, Director of Health and Housing Policy
savage@thedpc.org
202-783-2229 ext. 12

The Association of Maternal & Child Health Programs
2030 M Street, NW, Suite 350
Washington, DC 20036

Michael Fraser, Chief Executive Officer
mfraser@amchp.org
202-266-3038

The University of lowa
Department of Epidemiology, C21-E GH, 200 Hawkins Dr
lowa City, IA 52242

Paul Romitti, Associate Professor
paul-romitti@uiowa.edu
319-384-5012

Tourette Syndrome Association
42-40 Bell Boulevard, Suite 205
Bayside, NY 11361

Judit Ungar, President
judit.ungar@tsa-usa.org
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718-224-2999 ext. 224

Eldride Proctor, Vice President of Public Policy
Elridge.Proctor@tsa-usa.org
708-224-2999

Tracy Colletti-Flynn, Manager, Public Relations and Communications

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

Trisomy 18 Foundation
4419 Cheshire Station Plz, Suite 157
Dale City, VA 22193

Victoria Miller, Executive Director
vjmiller@trisomy18.org
703-878-7013

Tuberous Sclerosis Alliance
801 Roeder Road, Suite 750,
Silver Spring, MD 20910

Kari Luther Carlson, President and CEO
kcarlson@tsalliance.org
301-562-9890

Vicky Whittemore, Vice President & Chief Scientific Officer
vwhittemore@tsalliance.org
240-638-4645

University of Oklahoma Health Sciences Center (AUCD)
Urology - WP 3150, 920 Stanton L. Young Blvd
Oklahoma City, OK 73104

William Reiner, Professor
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william-reiner@ouhsc.edu
405-271-6900

University of Arizona College of Medicine
1501 n. Campbell Avenue
Tucson, AZ 85724-5073

Christopher Cunniff, Professor of Pediatrics
ccunniff@peds.arizona.edu
520-626-5175

University of Colorado
2501 Kittredge Loop Road, SLHS Department - C.B. 409
Boulder, CO 80309

Arlene Stredler-Brown, adjunct faculty
arlene.brown@colorado.edu
303-818-1258

University of Kansas, RTCIL
Docking Center, Rm 4089, 1000 Sunnyside Ave.
Lawrence, KS 66025

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

University of Maine
5703 Alumni Hall # 200
Orono, ME 04469-5703

Craig Mason, Associate Professor of Education and Applied Quantitative Methods
craig_mason@umit.maine.edu
207-581-1110
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University of New Mexico
MSCO05 3040, 1 University of New Mexico
Albuquerque, NM 87131

Ruth Luckasson, Chair, Department of Educational Specialties
ruthL@unm.edu
505-277-6510

Anthony Cahill, Director, Division of Disability and Health Policy
acahill@salud.unm.edu
(505) 272-2990

Ural State Medical Academy, Russia
620049, Komsomolskaja st. 48, Ekaterinbourg
Ekaterinbourg, AK 62049

Alexandr Boubnov, Faculty of Children's IlInesses, Assistant Professor
medprakt@mail.ru
7-343-374-64-83

Virginia Board for People with Disabilities
Washington Building, Capitol Square, 1100 Bank Street, 7th Floor
Richmond, VA 23219

Tom Driscoll, Strategic Planning & Marketing Manager
thomas.driscoll@vbpd.virginia.gov
804-786-9380
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