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International Clearinghouse

for Birth Defects
Surveillance and Research

e

International Clearinghouse for Birth Defects Surveillance and Research (ICBDSR)

Website: www.icbdsr.org
Twitter: @ICBDSR, https://twitter.com/ICBDSR
Facebook: https://www.facebook.com/ICBDSR/

mCerh Ofd|mes March of Dimes Foundation, United States
Website: http://www.marchofdimes.org/

Twitter: @MarchofDimes, https://twitter.com/marchofdimes

Facebook: https://www.facebook.com/marchofdimes

CDC

U.S. Centers for Disease
Control and Prevention

Centers for Disease Control and Prevention (CDC), United States
Website: http://www.cdc.gov/

Twitter: @CDCgov, https://twitter.com/CDCgov

Facebook: https://www.facebook.com/CDC

ccemc  Estudio Colaborativo Latino Americano de Malformaciones Congénitas

(ECLAMC) / Latin American Collaborative Study on Congenital Malformations
Website: http://www.eclamc.org/
Facebook: https://www.facebook.com/profile.php?id=100009050638449&fref=ts
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South East Asia
Regional Office

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

Twitter: @ WHOSEARO, https://twitter.com/WHOSEARO
Facebook: https://www.facebook.com/WHOSEARO
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E CENTRO LATINOAMERICANO DE PERINATOLOGIA

£ serliaeseviss Pan American Health Organization (PAHO)
Website: http://www.paho.org/hg/
Twitter: @pahowho, https://twitter.com/pahowho
Facebook: https://www.facebook.com/PAHOWHO/?fref=ts
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DRIC

E ! European Dysmelia Reference Information Centre (EDRIC)
Website: http://www.dysnet.org/join/

Twitter: @DysNet, http://www.dysnet.org/join/#.VmBa7QT9Y84.twitter
Facebook: https://www.facebook.com/DysNet/?fref=ts

International Federation for Spina Bifida and Hydrocephalus (IF SBH)
Website: http://www.ifglobal.org/en/

Twitter:@ifsbh, https://twitter.com/ifsbh

Facebook: https://www.facebook.com/ifsbh/?fref=ts
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National Birth Defects Prevention Network (NBDPN), United States
Website: http://www.nbdpn.org/
Twitter: @NBDPN, https://twitter.com/NBDPN
Facebook: https://www.facebook.com/nbdpn?navtitle=idxpubs

eurd

european surveillance of

congenital anomalies — EUropean Surveillance of Congenital Anomalies (EUROCAT )
Website: http://www.eurocat-network.eu/

alianza

ne®natal

allianca

Alianza Neonatal/ Neonatal Alliance — Alianza de salud neonatal para

América Latina y el Caribe /Latin America and Caribbean Newborn Health Alliance
Facebook: https://www.facebook.com/AlianzaNeonatalparaAmericalatinayelCaribe/?fref=ts

The Partnership
for Maternal, Newborn

& Child Health

The Partnership for Maternal, Newborn & Child Health (PMNCH)
Website: http://www.who.int/pmnch/en/
Twitter: @pmnch, https://twitter.com/PMNCH
Facebook: https://www.facebook.com/PMNCHLive/?fref=ts

@

Action for Mothers and Children, Kosovo
Website: http://amchealth.org/
Twitter : @amckosovo https://twitter.com/search?f=users&q=%40amckosovo
Facebook: https://www.facebook.com/actionformothersandchildren/
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A Alliance of Civil Society
for Nutrition and Food Security

* Kyrgyzstan
Kyrgyzstan

Website: www.sun-kg.org

Facebook: https://www.facebook.com/IpasaaHCcKUIM-anbAHC-3a-y1yYLLIEHUEe-NTUTAHUA-U-NPOAOBObCTBEHHYIO-
H6e3onacHocTb-1595679560701390/

HeSAY & 4D
G @ & \ APEC Health Science Academy (HeSAY), Peking

University/Institute of Population Research, Peking University
Website: http://www.pku.edu.cn

Alliance of Civil Society for Nutrition and Food Security SUN,

~ Asociacion Espafiola de Genética Humana (AEGH), Spain

Website: http://www.aegh.org

Twitter: @AEGHGenetica https://twitter.com/AEGHgenetica

Facebook: https://www.facebook.com/pages/Asociaci%C3%B3n-Espa%C3%Blola-de-Gen%C3%A9tica-
Humana-AEGH/407370372752398

APEBI
Asociacion para Espina Bifida e Hidrocefalia (APEBI), Argentina

Website: http://www.apebi.org.ar/
Facebook: https://www.facebook.com/apebi.ong
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ACP
wwmiter - Associazione Culturale Pediatri (ACP), Italy
Website: http://www.acp.it/
Twitter: @ACP_it, https://twitter.com/ACP it
Facebook: https://www.facebook.com/Associazione-Culturale-Pediatri-ACP-138902899493432/

Associazione Italiana Persone Down Onlus, Italy

Website: http://aipd.it/

Twitter: @AIPDnazionale https://twitter.com/AIPDnazionale
Facebook: https://it-it.facebook.com/Associazione-ltaliana-Persone-Down-AIPD-Nazionale-

91463979840/
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Birth Defects Association, Thailand

Website: http://www.birthdefectsthailand.or.th/

Facebook: https://www.facebook.com/Thailand-Birth-defects-Association-
1114573131897377/?fref=ts

Azienda Ospedaliera
G. Rummo - Benevento

Birth Defects Registry Campania and Medical Genetics Unit, Azienda Ospedaliera

Gaetano Rummo Benevento, Italy
Website: www.aziendaospedalierarummo.it

Birth Defects Research Group, School of Health Sciences, Savitribai

Phule Pune University, India
Facebook: https://www.facebook.com/profile.php?id=100009372553370

2 INCIENSA
' ~ Centro de Registro de Enfermedades Congénitas-INCIENSA,
Costa Rica
Website: http://www.inciensa.sa.cr/inciensa/unidades especializadas
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omfamiliar , . - . .
o Clinica Comfamiliar Risaralda, Colombia
Website: https://www.comfamiliar.com/

Twitter: https://twitter.com/ComfamiliarRda

Facebook: https://www.facebook.com/ComfamiliarRisaralda

College of Medicine, University of Ibadan and University College
Hospital, Ibadan, Oyo State, Nigeria
Website: http://www.uch-ibadan.org.ng
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| CCBRT |

“man  Comprehensive Community Based Rehabilitation in Tanzania (CCBRT),
Tanzania

Website: http://www.ccbrt.or.tz

Twitter: @CCBRTTanzania https://twitter.com/CCBRTTanzania

Facebook: https://www.facebook.com/ccbrttz/?fref=ts
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0 Wales Congenital Anomalies Register & Information Service (CARIS),

Wales, United Kingdom

Website: http://www.caris.wales.nhs.uk/home

Twitter: @publichealthw https://twitter.com/PublicHealthW?lang=en
@babysafer https://twitter.com/babysafer?lang=en

Facebook: https://www.facebook.com/PublicHealthWales/
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*** Congenital Malformations Surveillance and Follow-up Programme -
Secretaria de Salud de Bogota - Pontificia universidad Javeriana, Colombia

Website: http://www.anomaliascongenitas.org/; http://javeriana.edu.co/ins-genetica/home
Twitter: @Unilaveriana https://twitter.com/unijaveriana

Facebook: https://www.facebook.com/unijaveriana
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Secretacia do Sal

CROATIAN SOCIETY
OF HUMAN GENETICS

Croatian Society of Human Genetics, Croatia
Website: http://www.humana-genetika.org/
Facebook: https://www.facebook.com/groups/1532736593689400/

uuuuuuuuuuuuuuuu

Directorate for Health Information and Research, Malta Congenital
Anomalies Register (MCAR), Malta
Website: http://health.gov.mt/en/dhir/Pages/Registries/birthdefects.aspx

Down Syndrome Association of Nepal (DSAN), Nepal
Website: http://www.dsanepal.org.np/
Facebook: https://www.facebook.com/dsanepal

euremedicat EUROmediCAT - Drug Safety During Pregnancy
Website: http://euromedicat.eu/

ds

EUROPEAN
DOWN SYNDROME

assocanon EUropean Down Syndrome Association
Website: http://www.edsa.eu/
Facebook: https://www.facebook.com/EDSA-European-Down-Syndrome-Association-
512500262241422/

ESHG

wosscro s EUropean Society of Human Genetics (ESHG)
Website: https://www.eshg.org/
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Food
Fortification
" Initiative
ennanang G o et v FOOM FOrtification Initiative (FFI )
Website: http://www.ffinetwork.org/
Twitter: @FFINetwork, https://twitter.com/FFINetwork

Facebook: https://www.facebook.com/FFInetwork/
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Fundacion Hospital Calahorra
Website: http://www.fhcalahorra.com

LET>

Genetic Alliance

SOUTH AFRICA

Genetic Alliance South Africa (GASA). South Africa
Website: http://www.geneticalliance.org.za/
Twitter: @GenAllianceSa, https://twitter.com/GenAllianceSA?lang=it
Facebook_https://www.facebook.com/GeneticAllianceSouthAfrica
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Mexico

Website: http://www.medicina.uanl.mx/genetica/
Twitter: https://twitter.com/GeneticaHU
Facebook: https://www.facebook.com/GeneticaMedicinaUANL/

¥ Genetics Department at Universidad Autonoma de Nuevo Leon,

Global Hydranen:enba(;:'
Foundation

~~’-“~«~w~w Global Hydranencephaly Foundation, USA

Website: http://www.hydranencephalyfoundation.org

Twitter: @Hydranencephaly https://twitter.com/#!/Hydranencephaly
Facebook: https://www.facebook.com/globalHYDRANENCEPHALYfoundation
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Hospital Carlos Andrade Marin, Instituto Ecuatoriano de Seguridad Social

(IESS), Ecuador

Website: https://www.iess.gob.ec/;
https://www.ute.edu.ec
Twitter: @IESSHCAM https://twitter.com/IESSHCAM
@IESSec https://twitter.com/IESSec
Facebook: https://www.facebook.com/iessecu
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REBO Hospital de Laredo, Spain
Website: http://hospitaldelaredo.es/inicio
Facebook: https://www.facebook.com/pages/Hospital-De-Laredo/242932445825393?nr
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U HOSPITALARIO 5 Sacyl
— Hospital Santa Barbara, Compejo Asistencial de Soria, Spain
Website: http://www.saludcastillayleon.es/CASoria/es/

Karuna foundation Nepal
Saving children from disability, one by one

Karuna Foundation, Nepal

Website: http://www.karunafoundation.nl/

Twitter: @KFNepal, https://twitter.com/kfnepal

Facebook: https://www.facebook.com/Karuna-Foundation-269875319700005/
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- Indagine Malformazioni Congenite Emilia Romagna (IMER), Italy
Website: http://www.registroimer.it/

A

institute of human genetics

Institute of Human Genetics, National Institutes of Health, University of
the Philippines, Philippines
Website: http://ihg.upm.edu.ph
Twitter: @IHGenetics https://twitter.com/IHGenetics
Facebook: https://www.facebook.com/profile.php?id=100011151766729

Website: www.lionsclubs108ya.it/i-club/club-benevento-arco-traiano-78577

M £it0 ot Ministry of Health, Italy

Website: http://www.salute.gov.it/

Twitter: @MinisteroSalute https://twitter.com/ministerosalute
YouTube: https://www.youtube.com/user/MinisteroSalute

O

Mother to Baby, a service of the Organization of Teratology Information
Specialists (OTIS), USA
Website: http://mothertobaby.org/

Twitter: @MotherToBaby https://twitter.com/mothertobaby
Facebook: https://www.facebook.com/MotherToBaby
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SALUD PUBLICA
Y BIENESTAR SOCIAL

DEFECTOS
CONGENITOS

National Birth Defects Program/ Programa Nacional de Prevencion

de los Defectos Congénitos del Ministerio de Salud Publica y Benestar Social, Paraguay
Website: http://www.mspbs.gov.py/piecito/
Facebook: https://m.facebook.com/piecito.mpybs; https://www.facebook.com/testdelpiecito/

s T4CNWIR

Cl ‘\ B‘ National Centre of Rare Diseases. Istituto Superiore di Sanita, Italy

Website: http://www.iss.it/cnmr/
Twitter: @cnmr_ISS https://twitter.com/cnmr_ISS?lang=en

IEEEEEEERED National Collaborative Perinatal Neonatal Network (NCPNN -

AUBMC), Lebanon
Website: http://www.ncpnn.org
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Vrozené

VEL

National Registry of Congenital Anomalies of the Czech Republic

Website: http://www.vrozene-vady.cz/
https://www.facebook.com/pages/Vrozen%C3%A9-vady/295153057165544

@ MR | nzbdr

i Bt
LAVERSITY OF NEW ZEALAND Disleciz Regisry

New Zealand Birth Defects Registry, New Zealand
Website: http://www.nzbdr.ac.nz

MatrormaTioN MONITORING CENTRE
SAXONY-ANHALT®
MechootFocul

e Otto-von Guericke University Magdeburg,

Germany
Website_: www.angeborene-fehlbildungen.com
Facebook: https://www.facebook.com/Fehlbildungsmonitoring

2 Paropakar Maternity and Women’s Hospital, Nepal
Website: http://www.prasutigriha.org.np/

Fabebook: https://www.facebook.com/Paropakar-Maternity-and-Womens-Hospital-
1049163781771949/?ref=bookmarks
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Perinatal Society of Sri Lanka

Website: http://www.perinatal.lk/
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(3 Rare Diseases

Foundation of Iran

Rare Disease Foundation of Iran
Website: http://radoir.com

TRENAGAP

RED NACIONAL DE

o covanms st Rad Nacional de Anomalias Congénitas de Argentina (RENAC) /

National network of Congenital Anomalies of Argentina (RENAC), Argentina

Website: http://www.msal.gov.ar/congenitas/
Twitter: @RENACArgentina https://twitter.com/RENACArgentina
Facebook: https://www.facebook.com/renacargentina/

22 RRMC- Maule
[ . Registro Regiol
= M Iformaci iones Congénitas

del Mavle Registro Regional de Malformaciones Congénitas de Chile/National
Registry of Congenital Malformation, Chile

Website: https://www.ssmaule.cl/

Twitter: @SSMaule https://twitter.com/SSMaule?lang=en

Facebook: https://www.facebook.com/Servicio-de-Salud-Maule-302311256612196/

=== Saudi Society of Medical Genetics, Saudi Arabia
Website: http://www.ssmg.org.sa/en/

School of Public Health, Xi’an Jiaotong University, China
Website: http://sph.xjtu.edu.cn/
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- Societa Italiana Malattie Genetiche Pediatriche e Disabilita congenite

(SIMGePeD), Italy
Website: http://www.simgeped.it/
Facebook: https://www.facebook.com/groups/131438863688911/

Societa
ltaliana di
Pediatria

Societa Italiana di Pediatria (SIP), Italy
Website: http://sip.it

Facebook: https://www.facebook.com/societaitalianadipediatria/

SIMGePeD
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ASEREMAC
ECEM(

Spanish Association for the Registry and Study of Congenital Malformations

(ASEREMAC), Spain
Website: http://www.fundacion1000.es/
Twitter: @fundacion1000 https://twitter.com/fundacion1000
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SBH

===~ Spina Bifida and Hydrocephalus Care Foundation (SBH), Nigeria
Facebook: https://www.facebook.com/neural.tube.defects/

R,

Supporting Familes. Clebativg Livs - SUPPOIt Organization for Trisomy (SOFT), United Kingdom
Website: www.soft.org.uk
Facebook: www.facebook.com/SOFTUK
Twitter: @soft_uk https://twitter.com/soft uk
Instagram: soft_uk
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SURGERYTror
CHILDREN

ONLUS Surgery for Children, Italy
Website: http://www.surgeryforchildren.org/
Facebook: https://www.facebook.com/surgeryforchildren

IHE

TERATOLOGY

SOCIETY

BIRTH DEFECTS RESEARCH + EDUCATION « PREVENTION

EST. 1960 The Teratology Society, USA

Website: http://www.teratology.org/
Twitter: @TeratologySoc https://twitter.com/TeratologySoc
Facebook: https://www.facebook.com/TeratologySociety

**
1o ﬁTEXAS
Department of
h Sate Healh Sevies Texas Birth Defects Epidemiology and Surveillance Branch, USA

Website: https://www.dshs.texas.gov/birthdefects
Twitter: @TexasDSHS https://www.twitter.com/TexasDSHS
Facebook: https://www.facebook.com/TexasDSHS

Birth
Defects k
Fﬁevennon
Omni-Net yaing Ukraine Birth Defects Program (OMNI-Net), Ukraine
Website: http://ibis-birthdefects.org/cms2/index.php/en/about-omni-net
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Ulster
University
Ulster University, Maternal, Fetal and Infant Research, Northern Ireland
Website: http://www.science.ulster.ac.uk/inhr/mfir/index.php
Twitter: @UIsterINHR https://twitter.com/UlsterINHR
Facebook: https://www.facebook.com/ulsteruniversity/?fref=tsu

4

& Un Pediatra per Amico (UPPA), Italy

Website: https://www.uppa.it/

Facebook: https://www.facebook.com/unpediatraperamico/?fref=ts
Google+: +unpediatraperamico

Instagram: uppagram

‘ & UTAH DEPARTMENT OF

HEALTH

ﬁ utah Birth DefectsNetwork Jtah Birth Defects Network, USA
Website: http://www.health.utah.gov/birthdefect
Twitter:@UtahDepOfHealth https://twitter.com/UtahDepOfHealth
Facebook: https://www.facebook.com/UtahDepOfHealth:

https://www.facebook.com/poweryourlifeutah/?fref=ts
YouTube: https://www.youtube.com/user/UtahDepOfHealth
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e Volunteer Youth Leaders for Health-Philippines (VYLH-Philippines),
Philippines

Website: https://sites.google.com/site/vylhphilippines/home/aboutvylhphilippines

Twitter: @vylhphilippines https://twitter.com/vylhphilippines

Facebook: https://www.facebook.com/vylhphilippines

YouTube: https://www.youtube.com/user/vylhphilippines

Western Australian Register of Developmental Anomalies (WARDA),

Australia
Website: http://www.kemh.health.wa.gov.au/services/register developmental anomalies/
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