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9.1 INTRODUCTION

Collectively, congenital anomalies have an important public health impact in terms of 

• effect on the quality of life of affected children and adults and their families

• contribution to fetal and infant mortality, both in terms of loss of potential years of life and

emotional costs to the family 

• provision, quality, and financial cost of medical, social, and educational services to improve the

participation and quality of life of affected individuals and their families

• provision, quality, and financial cost of prenatal screening in the population and its

psychological cost to pregnant women.

In the majority of individual cases of congenital anomaly, the cause of the condition is unknown,

but is suspected to be an interaction of multiple environmental and genetic factors. For about 15%

of cases, there is an identifiable chromosomal abnormality. Under 5% of cases can be attributed to

a known single gene mutation, and under 5% to exposure to a single environmental teratogen

(such as a drug taken during early pregnancy).1 

Congenital anomalies straddle different public health agendas – perinatal and child health, rare

diseases, environmental health, drug safety surveillance, and major health determinants. Many

major “lifestyle” determinants of ill health in the population, such as alcohol, recreational drugs,

smoking, and obesity, are also risk factors for congenital anomalies. Any strategy to tackle these

health determinants should pay special attention to women of childbearing age, for the harm is

often done very early, before the pregnancy is recognised, and the fetus may have special

susceptibility. Policies aimed at ensuring “healthy pregnancy” or good perinatal outcomes include

congenital anomalies as part of a range of outcomes, including fetal and infant mortality, birth

weight, and neurodevelopmental outcomes. However, a system of pre- and peri-conceptional care

is needed for congenital anomalies. Much greater investment is needed in postmarketing

surveillance of medicinal drugs and assisted reproduction technologies, and in environmental

health surveillance, particularly of sources of environmental pollution that may have the potential

to harm the fetus. 

9.2 EPIDEMIOLOGIC SURVEILLANCE OF CONGENITAL ANOMALIES

Congenital (“present from birth”) anomalies which involve structural malformations diagnosed

prenatally, at birth, or within the first year of life, are the focus of epidemiological surveillance

through congenital anomaly registers. EUROCAT (European Surveillance of Congenital Anomalies)

is the principal source of information on the epidemiology of congenital anomalies in Europe.

EUROCAT is a network of population-based congenital anomaly registries that use multiple sources

of information to collect high quality data (both in terms of case ascertainment and diagnostic

detail). Registries cover affected live births, stillbirths, and fetal deaths from 20 weeks of gestation,

and terminations of pregnancy for fetal anomaly (TOPFA) following prenatal diagnosis (whether

before or after 20 weeks of gestation). Registries may cover only diagnoses made prenatally and in

infancy or extend registration to new diagnoses made during childhood.

The main issues for surveillance by EUROCAT are (i) the identification of environmental risk factors

and high risk groups leading to opportunities for prevention;1-5 (ii) the evaluation of preventive
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strategies (such as periconceptional folic acid supplementation);6-9 (iii) the estimation of the

numbers of children and families requiring specialist health or other services;10-14 and (iv) evaluation

of the impact of prenatal screening and diagnostic services.10,15-17 

In 2005, approximately 4 million euros was spent on congenital anomaly registers by European

Union countries. This equates to approximately 3 euros per birth in a registry area, or 1 euro per

birth in the European Union. 

Within Europe, there are geographic and socioeconomic inequalities in the prevalence of

congenital anomalies. These are now of two main types – variation in the prevalence of risk factors

affecting total prevalence, and additional variation in prenatal detection and termination of

pregnancy rates affecting prevalence among live births. 

9.3 POPULATION COVERAGE BY EUROCAT AND EURO-PERISTAT

EUROCAT started in 1979. There are currently 38 registers in 20 countries (see Table 9.1), covering in

total 1.4 million births per year. Annual birth coverage is 23.4% of births of the EU-15 countries,

35.0% of the EU new member states (acceded 2004-2007), and 25.6% of the EU-27. In addition to

the latter, Norway, Switzerland, and Croatia participate in EUROCAT (Table 9.1), as has Ukraine since

2007. The only EU countries with established registers of congenital anomalies not participating in

EUROCAT are the Czech and Slovak Republics, both of which are working towards full membership

in 2009. 

Table 9.1 Coverage of the European population by EUROCAT registries and/or EURO-

PERISTAT data sources, 2004
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SourceCountry Region covered Year No of births* % national coverage† 

Belgium

EURO-PERISTAT – SPE Flanders 2004 60 921 52.8

EURO-PERISTAT – linked birth Brussels 2004 16 288 14.1

and death certificates

EURO-PERISTAT  - Belgium Total 77 209 66.9

EUROCAT Antwerp 2004 18 604 16.1

EUROCAT Hainaut 2004 12 301 10.7

EUROCAT – Belgium Total 30 905 26.8

Czech 

Republic‡ EURO-PERISTAT - UZIS CR Czech Republic 2004 125 503 100.0

Denmark

EURO-PERISTAT - Danish 

perinatal database Denmark 2004 64 853 100.0

EUROCAT Funen County 2004 5297 8.2

Germany

EURO-PERISTAT - 

www.bqs-online.de Germany 2004 674 524 95.6

EUROCAT Mainz 2004 3140 0.4

EUROCAT Saxony-Anhalt 2004 17 414 2.5

EUROCAT – Germany Total 20 554 2.9

Estonia

EURO-PERISTAT - Govt annual 

report on morbidity incidences Estonia 2004 26 680 100.0

* Number of annual births provided by EURO-PERISTAT or EUROCAT  
† % national coverage was calculated as annual births in region divided by total births in country. Total births were calculated using   

EUROSTAT total population figures multiplied by EUROSTAT crude birth rate/1000 (year 2004 figures). 
‡ National non-EUROCAT congenital anomaly registry



SourceCountry Region covered Year No of births* % national coverage† 

Greece

0.0

Spain

EUROCAT Asturias 2004 7205 1.6

EUROCAT Barcelona 2003 14 659 3.3

EUROCAT Basque Country 2004 19 681 4.4

EUROCAT Madrid § 2004 104 009 23.1

EUROCAT - Spain Total 145 554 32.3

France

EURO-PERISTAT - Paris Birth 

Defects Registry data Paris 2004 39 857 5.0

EUROCAT Central-east France § 2004 91 841 11.5

EUROCAT Ile de la Reunion 2004 14 545 1.8

EUROCAT Paris 2004 39 532 5.0

EUROCAT Strasbourg 2003 12 712 1.6

EUROCAT - France Total 158 630 19.9

Ireland

EUROCAT Cork & Kerry 2004 8618 14.0

EUROCAT Dublin 2004 23 893 38.9

EUROCAT Southeast Ireland 2004 6632 10.8

EUROCAT - Ireland Total 39 143 63.8

Italy

EUROCAT Campania 2004 60 906 10.9

EUROCAT Emilia Romagna 2004 36 567 6.5

EUROCAT Northeast Italy 2003 58 070 10.4

EUROCAT Sicily 2004 19 880 3.6

EUROCAT Tuscany 2004 28 979 5.2

EUROCAT - Italy Total 204 402 36.5

Cyprus

0.0

Latvia

EURO-PERISTAT - Newborns 

Register of Latvia Latvia 2004 20 492 100.0

Lithuania

EURO-PERISTAT - Medical Data 

of Births Lithuania 2004 29 633 97.1

Luxembourg

EURO-PERISTAT - FIMENA Fiche 

M!dicale de Naissance Luxembourg 2004 5483 100.0

Hungary

EURO-PERISTAT – unspecified 

source Hungary unspec. 148 152 100.0

EUROCAT Hungary 2002 113 839 100.0

Malta

EURO-PERISTAT - Malta 

EUROCAT Registry data Malta 2004 3902 100.0

EUROCAT Malta 2004 3902 100.0

Netherlands

EURO-PERISTAT - The 

Netherlands Perinatal Registry Netherlands 2004 177 638 91.7
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Table 9.1 Coverage of the European population by EUROCAT registries and/or EURO-

PERISTAT data sources, 2004 (Continued)

† % national coverage was calculated as annual births in region divided by total births in country. Total births were calculated using   

EUROSTAT total population figures multiplied by EUROSTAT crude birth rate/1000 (year 2004 figures). 
§ Associate EUROCAT Registries (transmit aggregate data only)



SourceCountry Region covered Year No of births* % national coverage† 

EUROCAT northern Netherlands 2004 19 133 9.9

Austria

EURO-PERISTAT - Birth statistics Austria 2004 79 268 100.0

EUROCAT Styria 2004 10 510 13.4

Poland

EURO-PERISTAT - EUROCAT 

Wielkopolska data 2004 33 738 9.5

EUROCAT Wielkopolska 2004 33 738 9.5

EUROCAT Rest of Poland § 2004 269 957 75.8

EUROCAT - Poland Total 303 695 85.3

Portugal

EUROCAT Southern Portugal 2004 18 134 16.6

Slovenia

EURO-PERISTAT - National 

Perinatal system of Slovenia Slovenia 2004 17 946 99.9

Slovak Republic

EURO-PERISTAT - SOR - report 

on delivering mother Slovak Republic 2004 52 522 97.8

Finland

EURO-PERISTAT - The Finnish 

EUROCAT registry Finland 2004 58 199 100.0

EUROCAT Finland § 2004 57 945 100.0

Sweden

EURO-PERISTAT - The Swedish 

EUROCAT registry Sweden 2004 100 929 100.0

EUROCAT Sweden § 2003 99 516 100.0

United Kingdom

EURO-PERISTAT – 

National Congenital Anomaly 

System/Abortion Notifications  England and Wales 642 511 90.0

EURO-PERISTAT - Scottish Linked 

Congenital Anomaly Database Scotland 48 605 6.8

EURO-PERISTAT Total 691 116 96.8

EUROCAT England - NW Thames 2004 49 666 7.0

EUROCAT England - Northern region 2004 31 202 4.4

EUROCAT England - Oxford 2004 6921 1.0

EUROCAT England - E Midl/S Yorkshire 2004 66 346 9.3

EUROCAT England - Wessex 2004 27 180 3.8

EUROCAT Wales 2004 32 504 4.6

EUROCAT - UK Total 213 819 30.0

Norway

EURO-PERISTAT - Medical 

birth registry - EUROCAT Norway 2004 57 616 100.0

EUROCAT Norway 2004 57 989 100.0

Croatia EUROCAT Zagreb 2004 5444 13.5

Switzerland EUROCAT Vaud 2004 7092 9.7

Europe EURO-PERISTAT Total 2004 2485 260 51.0

EURO-PERISTAT from 

selected EUROCAT sources Total 2004 294 241 6.0

EURO-PERISTAT from other sources Total 2004 2191 019 45.0

Europe EUROCAT Total 2004 1502 967 30.8
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Table 9.1 Coverage of the European population by EUROCAT registries and/or EURO-

PERISTAT data sources, 2004 (Continued)

† % national coverage was calculated as annual births in region divided by total births in country. Total births were calculated using   

EUROSTAT total population figures multiplied by EUROSTAT crude birth rate/1000 (year 2004 figures). 
§ Associate EUROCAT Registries (transmit aggregate data only)




