
WHO Region Country Participating Organization Website

Worldwide Worldwide
Charter Organization: ICBDSR - International Clearinghouse for Birth 
Defects Surveillance and Research 

www.icbdsr.org

Worldwide Worldwide
Charter Organization: IF SBH - International Federation for Spina Bifida and 
Hydrocephalus 

http://www.ifglobal.org/en/

Worldwide Worldwide
Charter Organization: PMNCH - The Partnership for Maternal, Newborn & 
Child Health 

http://www.who.int/pmnch/en/

Worldwide Worldwide FFI - Food Fortification Initiative http://www.ffinetwork.org/

Africa Nigeria Aminu Kano Teaching Hospital http://akth.org.ng/

Africa Nigeria College of Medicine, University of Ibadan and University College Hospital http://uch-ibadan.org.ng/

Africa Nigeria SBH - Spina Bifida and Hydrocephalus Care Foundation https://www.facebook.com/neural.tube.defects/

Africa South Africa GASA - Genetic Alliance South Africa http://www.geneticalliance.org.za/

Africa Tanzania CCBRT - Comprehensive Community Based Rehabilitation Tanzania  http://www.ccbrt.or.tz

Americas - Latin 
American

Multinational
Charter Organization: Alianza Neonatal– Alianza de salud neonatal para 
América Latina y el Caribe 

https://www.facebook.com/AlianzaNeonatalparaAmeric
aLatinayelCaribe/?fref=ts

Americas - Latin 
American

Multinational Charter Organization: PAHO - Pan American Health Organization http://www.paho.org/hq/

Americas - Latin 
American

Multinational
Charter Organization: ECLAMC - Estudio Colaborativo Latino Americano de 
Malformaciones Congénitas 

http://www.eclamc.org/

Americas - Latin 
American

Argentina APEBI - Asociación para Espina Bífida e Hidrocefalia, Argentina http://www.apebi.org.ar/



Americas - Latin 
American

Argentina RENAC - Red Nacional de Anomalías Congénitas de Argentina http://www.msal.gov.ar/congenitas/

Americas - Latin 
American

Chile Facultad de Medicina de la Pontificia Universidad Católica de Chile http://medicina.uc.cl/

Americas - Latin 
American

Chile Ministerio de Salud http://minsal.cl/

Americas - Latin 
American

Chile RRMC - Registro Regional de Malformaciones Congénitas de Chile, Chile https://www.ssmaule.cl/

Americas - Latin 
American

Chile
Rama de Genética (Genetics Branch), Sociedad Chilena de Pediatría 
(Chilean Society of Pediatrics)

http://www.genetica.sochipe.cl/

Americas - Latin 
American

Chile Red de Salud UC CHRISTUS www.ucchristus.cl

Americas - Latin 
American

Colombia 
Cali Birth Defects  Surveillance & Follow-up Programme

http://www.anomaliascongenitas.org/ 

Americas - Latin 
American

Colombia
CBDSP - Congenital Birth Defects Surveillance Program, Pontificia 
Universidad Javeriana,  Bogotà

http://www.anomaliascongenitas.org/

Americas - Latin 
American

Colombia CR - Clínica Comfamiliar Risaralda, Colombia https://www.comfamiliar.com/

Americas - Latin 
American

Costa Rica INCIENSA - Centro de Registro de Enfermedades Congénitas
http://www.inciensa.sa.cr/inciensa/unidades_especializa
das

Americas - Latin 
American

Ecuador Hospital Carlos Andrade Marin - Instituto Ecuatoriano de Seguridad Social http://www.hgdc.gob.ec/

Americas - Latin 
American

Mexico
Facultad de Medicina campus Mexicali, Universidad Autonoma de Baja 
California

http://www.uabc.mx/

Americas - Latin 
American

Mexico Instituto Nacional de Ciencias Médicas y Nutrición Salvador Zubirán www.innsz.mx 

Americas - Latin 
American

Mexico ReDeConHU, University Hospital, UANL https://www.facebook.com/GeneticaMedicinaUANL/

Americas - Latin 
American

Mexico
RYVEMCE - Mexican Registry and  Epidemiological Surveillance of External 
Congenital Malformations 

www.innsz.mx 



Americas - Latin 
American

Paraguay
PNPDC - Programa Nacional de Prevención de los Defectos Congénitos del 
Ministerio de Salud Publica y Benestar Social, Paraguay

 http://www.mspbs.gov.py/piecito/

Americas - Latin 
American

Uruguay
Registro Nacional de Defectos Congénitos y Enfermedades Raras, 
Ministerio de Salud  

http://www.msp.gub.uy/marco-normativo/registro-
nacional-de-defectos-cong%C3%A9nitos-y-
enfermedades-raras 

Americas - North Canada Nutrition International https://www.nutritionintl.org/

Americas - North 
United States of 

America
Charter Organization: CDC - Centers for Disease Control and Prevention http://www.cdc.gov/

Americas - North 
United States of 

America
Charter Organization: NBDPN - National Birth Defects Prevention Network  http://www.nbdpn.org/

Americas - North 
United States of 

America
Charter Organization: MoD - March of Dimes Foundation  http://www.marchofdimes.org/

Americas - North 
United States of 

America
Adaptive Golfers 

https://www.adaptivegolfers.org/-
givingadaptivegolf.html

Americas - North 
United States of 

America
AED North American Antiepileptic Pregnancy Registry http://www.aedpregnancyregistry.org/

Americas - North 
United States of 

America
Arkansas Center for Birth Defects Research and Prevention     https://www.facebook.com/ArkansasChildrens

Americas - North 
United States of 

America
Association of Maternal & Child Health Programs http://www.amchp.org/ 

Americas - North 
United States of 

America
Center for Spina Bifida Prevention, Emory University Rollins School of 
Public Health 

http://preventspinabifida.org/ 

Americas - North 
United States of 

America
Global Hydranencephaly Foundation http://www.hydranencephalyfoundation.org

Americas - North 
United States of 

America
Indiana State Department of Health http://www.in.gov/isdh/

Americas - North 
United States of 

America
Iowa Registry for Congenital and Inherited Disorders https://www.public-health.uiowa.edu/ircid/ 



Americas - North 
United States of 

America
L.A. Best Babies Network https://facebook.com/LABestBabies

Americas - North 
United States of 

America
MotherToBaby, a service of the Organization of Teratology Information 
Specialists (OTIS)

http://mothertobaby.org/

Americas - North 
United States of 

America
PCHCC-National Preconception Health&Health Care Initiative https://beforeandbeyond.org/ 

Americas - North 
United States of 

America
Pregistry https://www.pregistry.com

Americas - North 
United States of 

America
State of New Hampshire, Department of Health and Human Services https://www.facebook.com/NHPubHealth/

Americas - North 
United States of 

America
Teratology Society http://www.teratology.org/

Americas - North 
United States of 

America
Texas Birth Defects Epidemiology and Surveillance Branch, Texas https://www.dshs.texas.gov/birthdefects

Americas - North 
United States of 

America
Utah Birth Defects Network http://www.health.utah.gov/birthdefect

Eastern 
Mediterranean

Iran ROoCa - Tabriz Registry of Congenital Anomalies  http://radoir.com

Eastern 
Mediterranean

Lebanon NCPNN – AUBMC - National Collaborative Perinatal Neonatal Network  http://www.ncpnn.org

Eastern 
Mediterranean

Pakistan National forum of youth with disabilities 
https://www.facebook.com/National-Forum-of-Youth-
with-Disabilities-NFYD-Pakistan-594182687407924/

Eastern 
Mediterranean

Saudi Arabia SSMG - Saudi Society of Medical Genetics http://www.ssmg.org.sa/en/

Europe Multinational
Charter Organization: EDRIC - European Dysmelia Reference Information 
Centre

http://www.dysnet.org/join/

Europe Multinational
Charter Organization: EUROCAT - European Surveillance of Congenital 
Anomalies 

 http://www.eurocat-network.eu/



Europe Croatia CSHG - Croatian Society of Human Genetics http://www.humana-genetika.org/

Europe Czech Republic National Registry of Congenital Anomalies of the Czech Republic http://www.vrozene-vady.cz/

Europe Multinational EDSA - European Down Syndrome Association http://www.edsa.eu/

Europe Multinational ESHG - European Society of Human Genetics https://www.eshg.org/

Europe Multinational EUROmediCAT http://euromedicat.eu/

Europe Multinational ETS - European Teratology Society https://www.etsoc.com/

Europe France ASSEDEA www.assedea.fr 

Europe France REMERA - Registre des Malformations en Rhône Alpes https://www.remera.fr/ 

Europe Germany OvGUM - Otto-von-Guericke University Magdeburg www.angeborene-fehlbildungen.com 

Europe Italy ACP - Associazione Culturale Pediatri http://www.acp.it/ 

Europe Italy AIPD - Associazione Italiana Persone Down Onlus http://aipd.it/

Europe Italy ANEP-Associazione nazionale per l'educazione prenatale www.anep.org 

Europe Italy AOGOI - Associazione Ospetrici Ginecologi Ospedalieri Italiani http://www.aogoi.it/ 

Europe Italy Azienda Ospedaliera Universitaria Integrata Verona https://www.aovr.veneto.it/

Europe Italy
Birth Defects Registry Campania and Medical Genetics Unit, Azienda 
Ospedaliera "Gaetano Rummo", Benevento

http://ao-rummo.it/ 



Europe Italy CNMR - National Centre of Rare Diseases. Istituto Superiore di Sanità http://www.iss.it/cnmr/

Europe Italy CiaoLapo www.ciaolapo.it

Europe Italy Collegio Ostetriche della Provincia di Varese http://www.collegioostetrichevarese.it/

Europe Italy IMER - Indagine Malformazioni Congenite Emilia Romagna http://www.registroimer.it/

Europe Italy Lions Club Arco Traiano, Benevento
www.lionsclubs108ya.it/i-club/club-benevento-arco-
traiano-78577

Europe Italy Ministero della Salute  http://www.salute.gov.it/

Europe Italy OPBG - Ospedale Pediatrico Bambino Gesù http://www.ospedalebambinogesu.it/home

Europe Italy Orphanet Italia, Italy
http://www.orphanet-italia.it/national/IT-
IT/index/homepage/

Europe Italy Ospedale Buzzi www.asst-fbf-sacco.it

Europe Italy Pensa alla salute pensallasalute.com

Europe Italy
SIMGePeD - Società Italiana Malattie Genetiche Pediatriche  e Disabilità 
congenite

 http://www.simgeped.it/

Europe Italy SIMP - Società Italiana Medicina Perinatale www.simponline.it

Europe Italy SIP - Società Italiana di Pediatria, Italy http://sip.it 

Europe Italy Surgery for Children - Onlus, Italy  http://www.surgeryforchildren.org/

Europe Italy Tuscany Registry of Congenital Defects http://www.rtdc.it/



Europe Italy UPPA - Un Pediatra per Amico. Italy https://www.uppa.it/

Europe Kosovo AMC - Action for Mothers and Children http://amchealth.org/

Europe Kyrgyzstan Alliance of Civil Society for Nutrition and Food Security SUN
https://www.facebook.com/Гражданский-альянс-за-
улучшение-питания-и-продовольственную-
безопасность-1595679560701390/

Europe Kyrgyzstan Kyrgyz Alliance of Civil Society for Nutrition and Food Security https://www.facebook.com/sunkyrgyzstan/

Europe Malta
MCAR - Directorate for Health Information and Research, Malta Congenital 
Anomalies Register

http://health.gov.mt/en/dhir/Pages/Registries/birthdefe
cts.aspx

Europe Slovak Slovak Medical University http://eng.szu.sk/ 

Europe Spain AEGH - Asociación Española de Genética Humana https://www.aegh.org/home/

Europe Spain
ASEREMAC - Spanish Association for the Registry and Study of Congenital 
Malformations Spain

 http://www.fundacion1000.es/

Europe Spain Asociación Madrileña de Espina Bífida www.ameb.es 

Europe Spain CIBERER - Centro de Investigacion Biomedica en Red Enfermedades Rara http://www.ciberer.es/

Europe Spain Hospital Santa Bárbara, Compejo Asistencial de Soria
https://www.saludcastillayleon.es/CASoria/es/complejo-
asistencial-soria/hospital-santa-barbara

Europe Spain Fundacion Hospital Calahorra http://www.fhcalahorra.com/

Europe Spain Hospital de Laredo http://www.scsalud.es/hospital-de-laredo

Europe Spain Fundació Hospital d'Olot i Comarcal de la Garrotxa www.hospiolot.com 

Europe Spain Agencia Sanitaria Alto Guadalquivir http://www.ephag.es/Paginas/default.aspx



Europe Spain Sector Saniario de Barbarstro http://sectorbarbastro.salud.aragon.es/es/

Europe Switzerland Bright Start Foundation http://www.brightstartfoundation.org/

Europe The Netherlands Eurocat Northern Netherlands www.eurocat.umcg.nl

Europe
United Kingdom,  

Wales
CARIS - Congenital Anomalies Register & Information Service http://www.caris.wales.nhs.uk/home

Europe United Kingdom Doula UK https://doula.org.uk/

Europe
United Kingdom, 
Northern Ireland

MFIRC - Ulster University, Maternal, Fetal and Infant Research, Northern 
Ireland

http://www.science.ulster.ac.uk/inhr/mfir/index.php

Europe United Kingdom NCARDS  Public health England www.gov.uk/phe/ncardrs 

Europe United Kingdom Nurturing Birth Limited www.nurturingbirth.co.uk 

Europe United Kingdom SOFT - Support Organisation for Trisomy 13 and 18 http://www.soft.org.uk/

Europe
United Kingdom, 

Wales
Welsh Doula Network

http://www.positivebirthmovement.org/welsh-doula-
network.html, 

Europe Ukraine OMNI-Net – UBDP - Ukraine Birth Defects Program http://www.ibis-birthdefects.org/index.htm

South-East Asia Charter Charter Organization: WHO – Regional Office for South-East Asia http://www.searo.who.int/en/

South-East Asia India Banka BioLoo http://www.bankabio.com/

South-East Asia India
BDRG - Birth Defects Research Group, School of Health Sciences, Savitribai 
Phule Pune University

https://www.facebook.com/profile.php?id=1000093725
53370

South-East Asia India Fetal Care Research Foundation http://fcrf.org.in/



South-East Asia India NIRRH -  National Institute for Research in Reproductive Health http://www.nirrh.res.in/newweb/

South-East Asia India PGIMER - Postgraduate Institute of Medical Education and Research pgimer.edu.in

South-East Asia Maldives Indira Gandhi Memorial Hospital 
https://www.facebook.com/IndiraGandhiMemorialHospi
tal/

South-East Asia Nepal DSAN - Down Syndrome Association of Nepal http://www.dsanepal.org.np/

South-East Asia Nepal Karuna Foundation http://www.karunafoundation.nl/

South-East Asia Nepal PMWH - Paropakar Maternity and Women’s Hospital http://www.prasutigriha.org.np/

South-East Asia Sri Lanka Perinatal Society of Sri Lanka
http://www.premium.lk/perinatal-society-of-sri-lanka-
annual-accedemic-session-2017.html

South-East Asia Thailand BDA - Birth Defects Association, Thailand http://www.birthdefectsthailand.or.th/

Western Pacific Australia WARDA - Western Australian Register of Developmental Anomalies
http://www.kemh.health.wa.gov.au/services/register_d
evelopmental_anomalies/

Western Pacific China School of Public Health, Xi’an Jiaotong University, China  http://sph.xjtu.edu.cn/

Western Pacific China
APEC Health Science Academy (HeSAY), Peking University/Institute of 
Population Research - WHO Collaborating Centre for Research in 
Reproductive Health and Population Science, Beijing

http://www.pku.edu.cn/

Western Pacific New Zealand New Zealand Birth Defects Registry  http://www.nzbdr.ac.nz

Western Pacific Philippines
IHG - Institute of Human Genetics, National Institutes of Health, University 
of the Philippines

http://ihg.upm.edu.ph

Western Pacific Philippines VYLHP - Volunteer Youth Leaders for Health-Philippines  
https://sites.google.com/site/vylhphilippines/home/abo
utvylhphilippines


