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There were 4,254 children born in England and Wales in 2008 notified to the National 
Congenital Anomaly System as having one or more congenital anomalies. In 2008, 37 per 
cent of all births in England and Wales were to mothers living in areas covered by a local 
congenital anomaly register. 
 
The notification rate for areas of England and Wales covered by a local congenital 
anomaly register was 133.7 per 10,000 live and stillbirths, compared with 20.5 per 10,000 
for areas not covered by a local register. The notification rates for cardiovascular 
anomalies and Down syndrome in areas covered by local registers was over fourteen 
times the rates in areas without a local register. 
 

Background 
 
The National Congenital Anomaly System (NCAS) was set up in 1964 to monitor the 
occurrence of congenital anomalies in England and Wales.  A congenital anomaly is a 
structural or functional abnormality of the human body that develops before birth. 
Reporting of affected live and stillbirths to the system is voluntary. The main purpose of 
NCAS is public health surveillance, but the system also provides the only national data on 
the number of children born with congenital anomalies.  The system is maintained by the 
Office for National Statistics (ONS). 
 
In 2007 a new classification of congenital anomalies was introduced.1 The new 
classification has been developed in conjunction with the British Isles Network of 
Congenital Anomaly Registers (BINOCAR).2 The new coding framework, which is based 
on the Eurocat guide to coding congenital anomalies3, incorporates tighter rules for 
deciding which cases should be included in ONS congenital anomaly statistics.  
 
ONS receives data from two sources: electronically from local congenital anomaly 
registers for the areas covered by a register, and on paper SD56 forms directly from NHS 
Trusts in areas without a local register.1 In 2008 ONS received data from seven local 
registers (Box One). These covered 32 per cent of births in England and all births in 
Wales. 
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BOX 1 Local registers exchanging data electronically with ONS 
 
Year register began 
sending data 

Register 

1998 Welsh Congenital Anomaly Register and Information Service (CARIS) 
1999 East Midlands and South Yorkshire Congenital Anomaly Register 
2000 North Thames (West) Congenital Malformation Register1

2000 Merseyside and Cheshire Congenital Anomaly Survey 
2002 Wessex Antenatally Detected Anomalies Register (WANDA)1

2002 Congenital Anomaly Register for Oxfordshire, Berkshire & Buckinghamshire 
(CAROBB) (Oxfordshire only prior to 2004) 

2003 Northern Congenital Abnormality Register (NorCas) 
2003 South West Congenital Anomaly Register 

 

Area coverage of each local congenital anomaly register.   Areas are health authorities (1996-2001) and 
former Strategic health authorities (2002-2006) unless otherwise stated. 
Some of the areas in 2007 used other geographic codes to delineate the registers as noted below. 
 

Boundaries used are those in existence at the time of the birth. 
 

East Midlands & South Yorkshire congenital anomaly register is comprised of Derbyshire, Leicestershire, 
Lincolnshire, Northamptonshire (since 2003), Nottinghamshire, South Yorkshire, South Humber (1996-2001), 
North Lincolnshire PCT (2002 onwards), North East Lincolnshire PCT (2002 onwards). Areas excluded from 
East Midlands & South Yorkshire register (and England & Wales as a whole) in 2006 : South Derbyshire, 
Lincolnshire and Nottinghamshire. 
 

North Thames (West) is comprised of Bedfordshire, Hertfordshire, Hillingdon, Barnet, Ealing, Hammersmith 
and Hounslow, Kensington, Chelsea and Westminster, Brent and Harrow. This register ceased sending 
records to the NCAS in September 2007 so the count for 2007 is an underestimate, and there are no data for 
2008. 
 

Merseyside is comprised of Cheshire and Mersey. 
 

Prior to 2007, Oxford is comprised of Oxfordshire, Berkshire (2004) and Buckinghamshire (2004). 
From 2007, Oxford is composed of the counties of Oxfordshire and Buckinghamshire plus the Unitary 
Authorities of Bracknell, West Berkshire, Reading, Slough, Windsor & Maidenhead, Wokingham and Milton 
Keynes. 
 

Prior to 2007, Wessex is comprised of Hampshire, Isle of Wight, Dorset, Salisbury LA (1996-2001), South 
Wiltshire PCT (2002 onwards) 
From 2007, Wessex is comprised of the Unitary Authorities of Poole, Isle of Wight, Bournemouth, 
Portsmouth and Southampton plus the counties of Dorset, Hampshire (excluding parts of Hart and East 
Hampshire and the whole of Rushmore) plus the district of Salisbury and parts of the districts of Arun and 
Chichester.  
 

Prior to 2007, Northern is comprised of Northumberland, Tyne and Wear, County Durham, Tees Valley, 
North Cumbria (1995-2001), Carlisle PCT (2002 onwards), Eden Valley PCT (2002 onwards), West Cumbria 
PCT (2002 onwards) 
From 2007, Northern is composed of the new North East Strategic Health Authority plus the districts of 
Allerdale, Carlisle, Copeland and Eden. 
 

Prior to 2007, South West is comprised of Avon, Cornwall, Devon, Gloucestershire, Somerset, Wiltshire 
excluding - Salisbury LA (1995-2001)/ South Wiltshire PCT (2002 onwards). 
From 2007, South West is composed of the new Primary Care Organisations of South Gloucestershire, 
Plymouth Teaching, Bath & North East Somerset, Swindon, North Somerset, Gloucestershire, Bristol, 
Somerset, Cornwall & Isles of Scilly, Devon plus the new Wiltshire Primary Care Organisation that contains 
the districts of Kennet, North Wiltshire and West Wiltshire. 
 
1 These registers are hospital based. Denominators use area boundaries which are not necessarily exact 
matches to the areas covered by the registers. 
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The local registers ascertain cases of congenital anomalies from multiple sources 
including SD56 forms from NHS Trusts, and information from cytogenetic laboratories, 
neonatal units, and other hospital and community child health services. Cases can be 
added to NCAS at any time after the birth. 
 
It is recognised that there is under-reporting in NCAS, particularly in the areas not covered 
by local registers.4,5   Table 1 shows the numbers and rates of notifications from 1998 to 
2008 for England and Wales, the area covered by each local register, and the rest of 
England. Notification rates for areas now covered by local registers all increased as the 
registers began participating in electronic data transfer to NCAS; for example, the rate in 
the South West was 93.7 per 10,000 live and stillbirths in 2002 and rose to 315.1 per 
10,000 in 2003, when the South West register began submitting data to NCAS.   In 1997 
all data submitted to NCAS was on a SD56 form; by 2008, 79 per cent of congenital 
anomaly notifications were for births from areas covered by local congenital anomaly 
registers.   However, only 37 per cent of all births in England and Wales occurred within 
these areas. 
 

 
  
A 2005 study compared ascertainment of anomalies on NCAS with data on four local 
English congenital anomaly registers, for births that occurred during the period 1991-
1999.4 This was before those local registers started submitting data to NCAS.  The overall 
ascertainment by NCAS was 40 per cent; ascertainment rates by condition varied from 12 
per cent for cardiac defects to 75 per cent for cleft lip.  The issue of under-reporting in 
NCAS in areas not covered by registers in NCAS was also acknowledged in the Chief 
Medical Officer for England’s Annual Reports for 2004 and 2005.6 



Statistical Bulletin |          Statistical Bulletin: Congenital anomaly notifications   |   Page 4 
 

 

The overall operation of NCAS was reviewed during 2009/2010 and the ONS are 
consulting on the requirements for statistics on congenital anomalies from January to 
March 2010.7
 
Notifications in 2008 
 
There were 4,254 children born in 2008 notified to NCAS (Table 1).  Of these, 3,377 (79 
per cent) were born to mothers resident in an area covered by a local congenital anomaly 
register.   The notification rate for these register areas was 133.7 notifications per 10,000 
live and stillbirths compared with 20.5 per 10,000 for the parts of England not covered by a 
local register.   A comparison of notification rates across registers shows that Wales had 
the highest notification rate in 2008 (234.0 notifications per 10,000 live and stillbirths).  
 
Due to the change in the classification of congenital anomalies, figures for the total number 
of notifications and overall notification rates for 2007 onwards are not comparable with 
those for earlier years. However, the numbers and rates for specific anomalies will be 
comparable, provided the ICD10 codes used are unchanged. 
 
In addition, the incomplete data from the North Thames (West) register also has an impact 
on time series analysis. In 2007, there were only 316 notifications from this register in 
comparison to 700 in the previous year. In 2008 the North Thames (West) register was 
classified as a non register and in Table 1 will show under ‘rest of England’. 
 
Tables 2 and 3 show trends in the numbers and rates of notification for areas covered, and 
areas not covered, by a local register. In these tables a birth is counted as within a register 
area if the mother was living at a postcode covered by a register at the time of the birth.    

Condition-specific notification rates 
 
There were substantial differences in condition-specific notification rates between areas 
now covered by local registers and those without a register (Tables 2 and 3 respectively).   
 
The largest difference was for cardiovascular anomalies, where the rate for areas covered 
by a register in 2008 was nearly 15 times that for areas without a register (36.9 
notifications per 10,000 live and stillbirths compared with 2.5 per 10,000 live and 
stillbirths). Cardiovascular anomalies are not readily apparent at birth and so may not be 
notified by a doctor or midwife on a SD56 form.4 The local registers identify anomalies 
which become evident later in the child’s life via alternative sources.   
 
Cleft lip is a congenital anomaly which is highly visible at birth.4 For this reason 
notifications to NCAS could be expected to be reasonably complete even for areas not 
covered by a local register.  In 2008 the notification rate for non-register areas was less 
than a third of that for register areas (2.0 and 6.7 notifications per 10,000 live and stillbirths 
respectively).   The size of this difference between rates for register and non-register areas 
for this very visible condition suggests that some cases in non-register areas are not being 
reported to NCAS.  
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Other patterns in the data from local congenital anomaly registers only 
 
Congenital anomaly notification rates were highest among children of mothers over 40 
years old.1 In areas covered by congenital anomaly registers the notification rate in 2008 
for mothers under 20 years old was 139.8 per 10,000 live and stillbirths.   Mothers aged 30 
to 34 had the lowest notification rate (116.5 notifications per 10,000 live and stillbirths) and 



Statistical Bulletin |          Statistical Bulletin: Congenital anomaly notifications   |   Page 6 
 

those aged over 40 years the highest (196.9 per 10,000). In areas not covered by a 
congenital anomaly register, mothers aged over 40 years also had the highest notification 
rate. 
 
Notification rates were also higher for children who were part of multiple births.1   In areas 
covered by local registers the notification rate for children who were part of a multiple birth 
in 2008 was 193.3 per 10,000 live and stillbirths, compared with 127.8 per 10,000 for 
singletons.  
 
Research8 linking congenital anomaly notifications to birth registrations between 1997 and 
2001 showed that 14 per cent of birth registrations classified as part of a multiple birth 
were not recorded as such on their congenital anomaly registration.   Only 2 per cent of 
registrations which were singleton births were not recorded as such on NCAS.   It is not 
known whether this systematic bias in NCAS notifications still exists; if so the notification 
rate for multiple births is likely to be an underestimate. 
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Background Notes  
 
1. The statistics in this publication relate to the National Congenital Anomaly System (NCAS) 

as at 20 October 2009. 
2. Details of the policy governing the release of new data are available from the media office. 
3. National Statistics are produced to high professional standards set out in the Code of 

Practice for Official Statistics. They undergo regular quality assurance reviews to ensure 
that they meet customer needs. They are produced free from any political interference.  
© Crown copyright 2010. 
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