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Context 

This technical report accompanies the Congenital Anomalies in Scotland (2012-2017) 

publication report. It provides background information on the methods used to produce the 

estimates of the occurrence of congenital anomalies in Scotland presented in that report. 

 

The full publication, publication summary, and supporting summary data tables can be found 

via the links below: 

Publication Report 

Publication Summary 

Data Tables 

Inclusion and Exclusion Codes 

 

https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Publications/2019-11-26/2019-11-26-Congenital-Anomalies-in-Scotland-2017-Report.pdf
https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Publications/2019-11-26/2019-11-26-Congenital-Anomalies-in-Scotland-2017-Summary.pdf
https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Publications/data-tables2017.asp
https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Publications/2019-11-26/2019-11-26-Congenital-Anomalies-in-Scotland-2017-ICD10-Codes.xlsx


Information Services Division 

 
3 

Methods 

Overall aim of the analysis 

We aimed to identify the number of babies affected by (and hence calculate birth prevalence 

of) major congenital anomalies as defined by EUROCAT and CARDRISS. This means all live 

born babies diagnosed within the first year of life; spontaneous stillbirths occurring at ≥24 

weeks gestation; spontaneous late fetal losses occurring at 20-23 weeks gestation; and 

pregnancies terminated at any gestation affected by a major structural or chromosomal 

anomaly or recognised syndrome. We aimed to provide figures for pregnancies ending in 

Scotland in 2012 to 2017 inclusive. 

 

Identifying babies affected by an included anomaly 

In the first instance, records from the following national data sources were linked together 

to identify pregnancies ending in Scotland in 2012 to 2017 inclusive and to provide additional 

clinical information on the pregnancies: 

• National Records of Scotland (NRS) statutory live birth registration records 

• NRS statutory stillbirth registration records 

• Hospital maternity care delivery and abortion discharge records (SMR02) 

• Statutory termination of pregnancy notification records 

• Hospital neonatal care discharge records (Scottish Birth Record) 

• General hospital discharge records for babies aged up to 1 year (SMR01) 

• NRS statutory death registration records for babies aged up to 1 year 

• Perinatal death enhanced surveillance records 

o Scottish Stillbirth and Infant Death (SSBID) records for 20121 

o Mothers and Babies: Reducing Risk through Audits and Confidential 
Enquiries across the UK (MBRRACE-UK) records for 2013 to 2016 

 

All ICD102 diagnostic codes contained on the records were then examined to identify babies 

affected by an included anomaly. 

 

In general, ICD10 code lists provided by EUROCAT3 were used to define included 

babies/anomalies. We made a small number of amendments to the standard EUROCAT 

code lists to account for local coding methods, in particular to avoid over-inclusion of minor 

anomalies that would not generally be included by EUROCAT registries. 

                                            
1 SSBID ceased to exist after 2012 and was replaced by MBRRACE-UK. 

2 International Classification of Diseases and Related Health Problems 10th Revision. 

3 EUROCAT is a European network of population based congenital anomaly registries. It provides standards 
and guidance on the epidemiological surveillance of anomalies. 

https://eu-rd-platform.jrc.ec.europa.eu/eurocat
https://www.isdscotland.org/Health-Topics/Maternity-and-Births/CARDRISS/
https://www.ndc.scot.nhs.uk/National-Datasets/index.asp
http://www.healthcareimprovementscotland.org/our_work/reproductive,_maternal__child/reproductive_health.aspx
https://www.npeu.ox.ac.uk/mbrrace-uk
https://www.npeu.ox.ac.uk/mbrrace-uk
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EUROCAT recommends that anomaly registries use 5th digit extension ICD10 codes to allow 

greater precision in coding of specific anomalies that do not have a standard 4 digit code 

available. These 5th digit extension codes will be used by CARDRISS but are not used in any 

of the existing national records used for this analysis. This meant that we were unable to 

apply EUROCAT inclusion/exclusion rules using 5 digit codes. 

 

Some anomaly cases were identified from SMR02. As this is the mother’s record, returned to 

ISD following her discharge from an episode of maternity care in hospital, the ICD10 codes 

contained on these records relate to the mother rather than the baby. We therefore used the 

ICD10 code O35x (excluding O35.7) to identify SMR02 records relating to a pregnancy 

affected by an anomaly. O35x is defined as ‘Maternal care for known or suspected fetal 

abnormality and damage’. Using this code has allowed us to make use of this valuable 

source of information but it is possible that anomaly cases that are ‘suspected’ do not always 

turn out to be confirmed congenital anomaly cases. To minimise possible over-ascertainment 

of ‘suspected’ anomaly cases, we only used SMR02 records to identify affected babies that 

were not live born (termination of pregnancy, spontaneous late fetal loss or stillbirth). ICD10 

O chapter codes are not used by EUROCAT.  

 

MBRRACE-UK records do not contain ICD10 codes. In these records, the cause of death 

(stillbirth or neonatal death) is coded using the CODAC4 classification system. In the unusual 

event of a pregnancy ending in 2013-2016 (the years for which we had MBRRACE-UK 

records available) just having an MBRRACE-UK record available (and no other relevant 

records such as a statutory stillbirth or death registration record), the CODAC codes 

contained were examined to identify babies affected by an anomaly (CODAC code 3xx). 

Again, CODAC codes are not used by EUROCAT. 

Other points to note in relation to the use of MBRRACE-UK records in this analysis include: 

• MBRRACE-UK records for babies born in 2017 were not available for use at the time 
the analyses were carried out 

• SSBID covered all late fetal losses at 20-23 weeks gestation, stillbirths, and infant 
deaths. By contrast, MBRRACE-UK only covers late fetal losses at 22-23 weeks 
gestation, stillbirths, and neonatal deaths. MBRRACE-UK therefore does not cover 
late fetal losses at 20-21 weeks gestation, or post-neonatal deaths 

• In addition, MBRRACE-UK did not cover perinatal deaths following termination of 
pregnancy in 2013 and 2014. These deaths have been covered from 2015 onwards. 

 

                                            
4 See https://www.repository.cam.ac.uk/handle/1810/237913 
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Assigning affected babies to groups/types of anomalies 

The specific ICD10 codes available for affected babies were then used to assign babies to 

specific group(s) (for example nervous system anomalies) and type(s) (for example spina 

bifida) of anomalies as appropriate. Again, standard EUROCAT code lists were used to 

define the groups and types of anomalies. Bespoke mapping of ICD10 O35x codes (i.e. 

O35.1, O35.2, etc) and CODAC 3xx codes was used to assign babies identified through 

these codes to the relevant EUROCAT anomaly group/type. 

If the records relating to a baby contained codes for more than one anomaly they have been 

counted against each relevant anomaly group and type, but only once in the overall count of 

affected babies. 

The full list of ICD10 codes used, including which EUROCAT anomaly group and type they 

map to (and the bespoke mapping used for ICD10 O35x and CODAC 3xx) can be found 

here. 

 

Identifying affected cases with a known genetic condition 

Each included baby was then categorised as having/not having a known genetic condition. 

All babies recorded as having an anomaly in the EUROCAT chromosomal; skeletal 

dysplasias; or genetic syndromes and microdeletions anomaly groups were assumed to have 

a known genetic condition. If a baby with one of these anomalies was also recorded as 

having an anomaly assigned to another group/type (for example a congenital heart defect), 

their other anomaly was assumed to also be caused by their underlying genetic condition and 

classified as such. This distinction is made as anomalies due to an underlying genetic defect 

have different causes and risk factors (and hence potential for prevention) than anomalies 

without an underlying genetic defect. 

 

Determining the pregnancy outcome of affected babies 

Based on the record types available, and the wider coding they contain, all affected babies 

were assigned to one of four pregnancy outcomes: 

• Live birth 

• Spontaneous stillbirth (occurring at ≥24 weeks gestation) 

• Spontaneous late fetal loss (occurring at 20-23 weeks gestation) 

• Termination of pregnancy for fetal anomaly (TOPFA) (occurring at any gestation) 

 

Identifying live birth cases 

Data sources: 

• NRS statutory live birth registration records 

All babies born between 2012 – 2017. 

https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Publications/2019-11-26/2019-11-26-Congenital-Anomalies-in-Scotland-2017-ICD10-Codes.xlsx
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• Hospital neonatal care discharge records (SBR) 

All SBR records for babies born between 2012 – 2017 containing an ICD10 code 
indicating an included anomaly. 

• General hospital discharge records relating to babies aged up to 1 year (SMR01) 

All SMR01 records for babies born between 2012 – 2017 containing an ICD10 code 
indicating an included anomaly up to and including the baby’s first birthday. 

• SSBID (2012 only)  

All SSBID records for babies born in 2012 containing an ICD10 code indicating an 
included anomaly. 

• MBRRACE-UK (2013 – 2016) 

All MBRRACE-UK records for babies born between 2013 – 2016 containing a CODAC 
code indicating an included anomaly (3xx). 

• NRS statutory infant death registration records 

All NRS death registrations for babies born between 2012 – 2017 who died on or 
before their first birthday, containing an ICD10 code indicating an included anomaly as 
a cause of death. 

Method: 

All NRS live birth registrations were extracted and if a congenital anomaly was identified in 

one of the other data sources listed above, information on the type of anomaly was matched 

onto the birth registration record using the baby’s CHI number5. Cases with no known 

anomaly were then removed. 

 

Identifying spontaneous stillbirth cases: 

Data sources: 

• NRS statutory stillbirth registration records 

All stillbirths occurring between 2012 – 2017 where: 

o An ICD10 code indicating an included anomaly is recorded. 

o The ICD10 code P96.46 was NOT recorded. 

• Hospital maternity care delivery discharge records (SMR02) 

All pregnancies ending in the time period 2012 – 2017 where: 

o Condition on discharge=3 (delivered) 

o Outcome of pregnancy=2 (stillbirth) 

o An ICD10 code indicating an anomaly was known or suspected (O35x 
excluding O35.7) is recorded. 

                                            
5 The Community Health Index (CHI) is a population register, which is used in Scotland for health care 
purposes. The CHI number uniquely identifies a person on the index 

6 ICD10 code P96.4 is defined as: termination of pregnancy, affecting fetus and newborn 
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• SSBID  

All SSBID records for pregnancies ending in 2012 where: 

o Type of case=SB (stillbirth) 

▪ Cases coded as a stillbirth all had a gestational age of at least 24 weeks 

o Termination of pregnancy=2 (no) 

o An ICD10 code indicating an included anomaly is recorded. 

• MBRRACE-UK 

All MBRRACE-UK records for pregnancies ending between 2013 – 2016 where: 

o Gestation is greater than or equal to 24 weeks 

o Final outcome of pregnancy=stillbirth 

o A CODAC code indicating an included anomaly (3xx) is recorded. 

Method: 

All cases identified from the sources above were added together and records that identified 

the same case were grouped to avoid double counting. This was carried out using the mother 

CHI number and date the pregnancy ended. Manual checks showed that whilst pregnancy 

end dates were very similar across data sources, they were not always exactly the same. A 

discrepancy of up to 30 days was allowed when comparing pregnancy end dates to group 

records from the same stillbirth case together.  

 

Identifying spontaneous late fetal loss cases: 

Data sources: 

• Hospital maternity care delivery discharge records (SMR02) 

All pregnancies ending between 2012 – 2017 where: 

o Condition on discharge=2 (aborted) 

o Type of abortion is NOT equal to 4 (therapeutic abortion) 

o Gestation is between 20 and 23+6 weeks 

o An ICD10 code indicating an anomaly was known or suspected (O35x 
excluding O35.7) is recorded. 

 

• SSBID  

All SSBID records for pregnancies ending in 2012 where: 

o Type of case=LFD (late fetal death) 

o Termination of pregnancy=2 (no) 

o Gestation is between 20 and 23+6 weeks 

o An ICD10 code indicating an included anomaly is recorded. 
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• MBRRACE-UK 

All MBRRACE-UK records for pregnancies ending between 2013 – 2016 where: 

o Gestation is between 22 and 23+6 weeks7 

o Final outcome of pregnancy=late fetal loss 

o A CODAC code indicating an included anomaly (3xx) is recorded. 

Method: 

All cases identified from the sources above were added together and records that identified 

the same case were grouped to avoid double counting. This was carried out using the mother 

CHI number and date the pregnancy ended. Manual checks showed that whilst pregnancy 

end dates were very similar across data sources, they were not always exactly the same. A 

discrepancy of up to 30 days was allowed when comparing pregnancy end dates to group 

records from the same late fetal loss case together.  

 

Identifying termination of pregnancy for fetal anomaly cases 

Data sources: 

• Statutory termination of pregnancy notification records 

All terminations carried out between 2012 – 2017 where an anomaly code was 
recorded under any of the seven statutory grounds for termination or where any 
Ground E8 code was recorded. 

• NRS statutory stillbirth registration records 

All stillbirths occurring between 2012 – 2017 where: 

o An ICD10 code indicating an included anomaly is recorded. 

o The ICD10 code P96.49 is recorded. 

• Hospital maternity care delivery discharge records (SMR02) 

All pregnancies ending in the time period 2012 – 2017 where: 

o Condition on discharge=2 (aborted) 

o Type of abortion=4 (therapeutic abortion) 

o An ICD10 code indicating an anomaly was known or suspected (O35x 
excluding O35.7) is recorded. 

• SSBID  

All SSBID records for pregnancies ending in 2012 where: 

o Termination of pregnancy=1 (yes) 

o An ICD10 code indicating an included anomaly is recorded. 

                                            
7 MBRRACE-UK captures cases from 22 weeks gestation onwards. 

8 Ground E terminations are those carried out because there is ‘substantial risk that if the child were born it 

would suffer from such physical or mental abnormalities as to be seriously handicapped’. 

9 ICD10 code P96.4 is defined as: termination of pregnancy, affecting fetus and newborn 
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• MBRRACE-UK 

All MBRRACE-UK records for pregnancies ending between 2015 – 2016 where: 

o Termination of pregnancy=1 (yes) 

o A CODAC code indicating an included anomaly (3xx) is recorded. 

Method: 

All cases identified from the sources above were added together and records that identified 

the same case were grouped to avoid double counting. This was carried out using the mother 

CHI number and date the pregnancy ended. Manual checks showed that whilst pregnancy 

end dates were very similar across data sources, they were not always exactly the same. A 

discrepancy of up to 30 days was allowed when comparing pregnancy end dates to group 

records from the same TOPFA case together.  

 

Reconciling discrepancies across data sources in recorded pregnancy 
outcome 

As it is possible that some cases may be classified differently in different datasets, checks 

and de-duplication procedures were carried out between the above groups of cases as 

follows. 

TOPFA and spontaneous fetal deaths (late fetal losses and stillbirths) were added together 

and records that identified the same case were grouped to avoid double counting. If a 

termination record existed anywhere then the case was reclassified as a termination, even if 

it was recorded as a spontaneous fetal death elsewhere. 

The combined list of terminations and spontaneous fetal deaths was then split into two files; 

one containing all singleton pregnancies and one containing all multiple pregnancies. The file 

containing singleton pregnancies was added to a list of all singleton live births and records 

that identified the same event were grouped to avoid double counting. A small number of live 

birth cases were grouped with a termination record. This is because a very small number of 

late termination cases may result in a live birth if the mother does not receive an injection to 

stop the fetal heartbeat (feticide) prior to delivery. These cases were reclassified as a 

termination of pregnancy. 

These checks could only be carried out on singleton pregnancies as termination and 

spontaneous fetal death cases do not have a baby CHI number and it is valid that a mother 

may have multiple records if she has had a multiple pregnancy. 

 

Additional demographic information available on anomaly cases 

Maternal NHS Board area of residence 

Where possible, the mother’s postcode of residence at the end of the affected pregnancy 

was taken from NRS live and stillbirth records. For cases where there was no live or stillbirth 

record (e.g. a termination) or no available postcode information on the NRS record, postcode 
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was taken from SMR02 or AAS record(s) relating to that pregnancy. Postcode was then used 

to derive maternal NHS Health Board10 of residence.  

Maternal age 

Maternal date of birth is not available to ISD on NRS records therefore date of birth was 

captured from the mother’s SMR02 record or AAS record. Any gaps that existed were filled in 

by extracting date of birth from the mother’s CHI number. This allowed for the calculation of 

maternal age at the affected pregnancy end date. 

 

Maternal deprivation level 

The mother’s postcode of residence at the end of the affected pregnancy was used to derive 

maternal deprivation level (Scottish Index of Multiple Deprivation (SIMD) quintile). The latest 

version of SIMD was released in 2016 with the previous version being released in 2012. For 

pregnancies ending in 2012 and 2013, SIMD 2012 quintiles were used. For pregnancies 

ending between 2014 and 2017, SIMD 2016 quintiles were used. 

 

Infant sex 

The baby’s sex is often not known or not recorded for pregnancies that end in a spontaneous 

fetal death or termination of pregnancy, so all analyses involving infant sex were based on 

live births only. Infant sex was taken from NRS live birth records with the exception of cases 

where the congenital anomaly indeterminate sex was recorded. For these cases, sex was set 

to unknown to match the diagnostic information recorded.  

 

Singleton / multiple status 

The baby’s singleton/multiple status is often not known or not recorded for pregnancies that 

end in a spontaneous fetal death or termination of pregnancy, so all analyses involving infant 

multiplicity status were based on live births only. This information was taken from NRS live 

birth records. 

 

                                            
10 The 2019 NHS Scotland Health Board configuration was used. 
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Definitions and calculations used 

Approach to calculating birth prevalence 

Two prevalence rates are presented in the main report and accompanying tables; live birth 

prevalence and total birth prevalence. Prevalence is always cited as per 10,000 births and 

has been calculated in the following way: 

 

Live birth prevalence =  number of live birth cases X 10,000 

      number of live births 

 

Total birth prevalence =      total number of cases*    X 10,000 

    total number of births (live and still) 

 

* i.e. live birth, spontaneous stillbirth, spontaneous late fetal loss, and TOPFA cases 

 

The number of live and still births used as denominators is taken from NRS statutory live and 

stillbirth registrations. 

 

Confidence intervals 

95% confidence intervals are calculated using the Poisson distribution, as per EUROCAT 

guidelines11  

 

 

 

 

 

For anomaly groups with zero cases, the lower confidence limit was set at 0. 

                                            
11 https://eu-rd-platform.jrc.ec.europa.eu/sites/default/files/Section%204.1-%2027_Oct2016.pdf  

https://eu-rd-platform.jrc.ec.europa.eu/sites/default/files/Section%204.1-%2027_Oct2016.pdf
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Comparability with other Scottish statistics 

For babies born in Scotland up to 2011, ISD included high level estimates of the number of 

babies with certain types of anomalies in the annual Scottish Perinatal & Infant Mortality & 

Morbidity Report (SPIMMR). These previous estimates are not directly comparable to those 

provided in this publication as they were based on different underlying records and a different 

approach to linking together different records relating to the same baby. In addition, the 

estimates provided in SPIMMR were only for singleton babies (twins and higher order 

pregnancies were excluded), and bespoke ICD10 code lists (rather than EUROCAT standard 

lists) were used to define specific groups and types of anomalies. 

 

ISD releases an annual publication on termination of pregnancy. This publication is 

based solely on statutory termination of pregnancy notification records. The publication 

includes information on the number of terminations notified as performed under Ground E of 

the Abortion Act 196712. These figures are not directly comparable to those provided in this 

publication on the total numbers of TOPFAs. TOPFA figures in this publication have been 

derived drawing on Ground E notifications; notifications under other Grounds if a relevant 

diagnostic code indicating a fetal anomaly is provided; and other national records such as 

hospital maternity discharge records (SMR02). 

 

Accuracy and reliability 

The estimates of anomaly birth prevalence presented in the main publication and 

accompanying tables are the best currently available for Scotland. They are fit for purpose in 

terms of monitoring the occurrence of anomalies within the Scottish population and for 

planning services for babies and families affected by anomalies. When CARDRISS is up and 

running, we will be able to further improve our national statistics on congenital anomalies, as 

our methods of ascertaining babies affected by an included anomaly will widen; cases will be 

confirmed as definitely meeting EUROCAT inclusion criteria; and detailed coding of all 

anomalies present in included cases (including use of 5th digit ICD10 extension codes where 

appropriate) will be done. In addition, new items of information not currently available from 

existing national records, for example on the timing and method of diagnosis of a baby’s 

anomaly, will be available for analysis. 

 

 

                                            
12 Ground E terminations are those carried out because there is ‘substantial risk that if the child were born it 
would suffer from such physical or mental abnormalities as to be seriously handicapped’. 

https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Stillbirth-and-Infant-Deaths/
https://www.isdscotland.org/Health-Topics/Maternity-and-Births/Stillbirth-and-Infant-Deaths/
https://www.isdscotland.org/Health-Topics/Sexual-Health/Abortions/
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Glossary 

CARDRISS Congenital Anomalies and Rare Diseases Registration and Information 

Service for Scotland. 

CHI Community Health Index. A number that uniquely identifies a patient 

within the NHS in Scotland. 

EUROCAT European network of population-based registries for the 

epidemiological surveillance of congenital anomalies. 

Gestation The time between conception and the end of a pregnancy. 

ICD10 International Classification of Diseases and Related Health Problems 

10th Revision. 

ISD Information Services Division. 

Live birth Delivery of a live born baby at any gestation. 

MBRRACE-UK Mothers and Babies: Reducing Risk through Audits and Confidential 

Enquiries across the UK. Has conducted enhanced surveillance of 

perinatal deaths across the UK from 2013 onwards 

Multiple pregnancy A pregnancy of two (twins) or more (triplets, etc) babies. 

NRS National Records of Scotland. 

SBR Scottish Birth Record. A dataset that records all births in Scotland. 

SIMD Scottish Index of Multiple Deprivation. A measure of deprivation based 

on postcode. 

Singleton A pregnancy of one baby. 

SPIMMR Scottish Perinatal & Infant Mortality & Morbidity Report. Annual reports 

on perinatal mortality in Scotland produced between 1977 and 2012. 

(Spontaneous) late fetal 

loss 

Miscarriage of a dead fetus between 20+0 and 23+6 weeks gestation 

(not as the result of a termination of pregnancy procedure). 

(Spontaneous) stillbirth Delivery of a dead fetus from 24+0 weeks gestation onwards (not as the 

result of a termination of pregnancy procedure). 

SSBID Scottish Stillbirth and Infant Death Survey. Conducted enhanced 

surveillance of perinatal and infant deaths in Scotland up to 2012. 

Therapeutic abortion Termination of pregnancy, i.e. a procedure carried out to intentionally 

end a pregnancy. 

Total Births The combined number of live births and stillbirths. 
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Appendices 

Appendix 1 – Background information 

Data Completeness 

The target population these statistics aim to cover is all babies with an included pregnancy 

outcome in Scotland between 2012 and 2017 that were affected by an included congenital 

anomaly. In general we expect ascertainment of affected babies to be high given the range 

and quality of existing national records used in the analysis, and the care taken to link (and 

de-duplicate) records relating to individual babies together. However, there are specific 

issues that may have limited ascertainment in more recent years as noted below. 

 

MBRRACE-UK records are not currently available for pregnancies ending in 2017. We would 

not expect to identify many anomaly cases by MBRRACE-UK records alone as these babies 

should also have other types of records available (such as a statutory stillbirth or infant death 

registration record), however the absence of MBRRACE-UK records may have marginally 

reduced ascertainment of affected pregnancies in 2017. 

 

NHS Borders and NHS Dumfries & Galloway have recently had difficulties submitting their 

SBR records to ISD. At the time that the data extracts used in this analysis were taken 

(October 2019), no ICD10 diagnostic codes were available through the SBR for babies 

discharged from the neonatal unit in NHS Borders from June 2017 onwards, and in NHS 

Dumfries & Galloway from April 2018 onwards. ISD is currently working to improve national 

neonatal care discharge records, but definite timescales for this work are not yet available. 

 

As we seek to include affected live born babies diagnosed at any time up to their first 

birthday, this means we rely on records for up to the end of 2018 to ascertain cases born in 

2017. Whilst records (for example general hospital discharge records) for late 2018 should 

have been complete by the time extracts were taken to support this analysis (October 2019), 

it is possible some relevant records have not yet been submitted to ISD. 

 

Due to the reasons outlined above, results for 2017 provided in this publication should be 

considered provisional. In next year’s publication, in addition to providing new (provisional) 

results for babies born in 2018, we will provide updated figures for all previous years. 

 

Scottish Index of Multiple Deprivation 

Deprivation for individuals is estimated from aggregate data derived from the census and 

other routine sources. These are used to estimate the deprivation of individuals in small 

geographical areas. The Scottish Index of Multiple Deprivation has seven domains (income, 

employment, education, housing, health, crime, and geographical access), which have been 
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combined into an overall index to pick out area concentrations of multiple deprivation. The 

SIMD postcode mappings do not attempt to identify individuals who are deprived. 

A small percentage of records could not be mapped to a SIMD quintile due to missing 

postcode information. The sum of the individual quintiles therefore may not match the total 

figures at Scotland level.  

Further information about SIMD can be found at:  

http://www.isdscotland.org/Products-and-Services/GPD-Support//Deprivation/SIMD   

 

A more detailed explanation about the application of SIMD, its advantages and 

disadvantages is available at:  

 

http://www.isdscotland.org/Products-and-Services/GPD-

Support/Deprivation/SIMD/_docs/PHI-Deprivation-Guidance.pdf  

 

ISD analyses use population-weighted deprivation categories (e.g. quintiles or deciles). It is 

important not to confuse these categories with the unweighted deprivation categories used by 

the Scottish Government (SG) and National Records of Scotland (NRS). The reason for this 

can be found here. 

 

NHS Board 

NHS Boards are responsible for the healthcare of the Scottish population and report to the 

Scottish Government. 

On 1st April 2014, NHS Board boundaries were changed to align with those of local 

authorities. The purpose of the change was to help NHS Boards and local authorities work 

closer together in the provision of care in the local community. 

Since 31 March 2006 there have been 14 NHS board areas (also known as health board 

areas) in Scotland, based on groups of the local government regions and districts that existed 

before the introduction of council areas in 1996.  

A small percentage of records could not be mapped to an NHS Board area. This may be due 

to the postcode not being recorded / being recorded incorrectly or because the person had 

no fixed address or was not usually resident in Scotland. The sum of the individual NHS 

Board areas therefore may not match the total figures at Scotland level.  

http://www.isdscotland.org/Products-and-Services/GPD-Support/Deprivation/SIMD
http://www.isdscotland.org/Products-and-Services/GPD-Support/Deprivation/SIMD/_docs/PHI-Deprivation-Guidance.pdf
http://www.isdscotland.org/Products-and-Services/GPD-Support/Deprivation/SIMD/_docs/PHI-Deprivation-Guidance.pdf
https://www.isdscotland.org/Products-and-Services/GPD-Support/Deprivation/SIMD/_docs/SIMD-Why-does-ISD-use-population-weighting.pdf
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Appendix 2 – Publication Metadata 

 

Metadata Indicator Description 

Publication title Congenital Anomalies in Scotland (2012-2017) 

Description This publication presents birth prevalence rates for a wide range of congenital 
anomalies in Scotland for pregnancies ending in the time period 2012 – 2017. 

 

Figures are presented at Scotland level and also by Health Board of 
residence, maternal age, deprivation quintile, sex of baby, singleton/multiple 
pregnancy 

Theme Health and Social Care 

Topic Maternity and Births 

Format PDF publication full report, technical report, and publication summary with 
accompanying Excel workbooks. 

Data source(s) NRS Live Birth Registrations, NRS Stillbirth Registrations, Scottish Birth 
Record, SMR02, SMR01, Notification of Abortion Statistics, SSBID, 
MBRRACE-UK, NRS Death Registrations 

Date that data are acquired October 2019 

Release date 26 November 2019 

Frequency Annual 

Timeframe of data and 
timeliness 

All pregnancies ending in the time period 2012 – 2017. 

 

MBRRACE-UK data was not available for 2017. 

Continuity of data Perinatal death enhanced surveillance was conducted by SSBID for babies 
born in up to 2012 and MBRRACE-UK for babies born from 2013 onwards. 

MBRRACE-UK perinatal death records relating to terminations of pregnancy 
are only available from 2015 onwards.  

Revisions statement N/A – this is a new publication 

Revisions relevant to this 
publication 

N/A – this is a new publication 

Concepts and definitions See Methods and Appendix A1.  

 

Relevance and key uses of 
the statistics 

Providing prevalence figures for a wide range of congenital anomalies for the 
first time in Scotland. Making information publicly available for population 
health monitoring, and service planning and provision.. 

Accuracy Although this is the first publication of its kind, the data sources used are long 
standing population based datasets that are completed to a high standard. 
Data was compared with similar work carried out with other EUROCAT 
member registries. 

Completeness MBRRACE-UK records for babies born in 2017 not available at the time of 
data extraction/analysis. Missing data on SBR from NHS Borders from June 
2017 onwards and NHS Dumfries & Galloway from April 2018 onwards. 

Comparability The analysis has been conducted to provide data that is as comparable as 
possible to that collected by other congenital anomaly registers following 
EUROCAT guidance. 

Accessibility It is the policy of ISD Scotland to make its web sites and products 
accessible according to published guidelines.  

 

Coherence and clarity Tables and charts are accessible via the ISD website.  

 

http://www.isdscotland.org/About-ISD/Accessibility/
https://www.isdscotland.org/Health-Topics/Maternity-and-Births/CARDRISS/
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Value type and unit of 
measurement 

Numbers and rates per 10,000 births 

Disclosure The ISD protocol on Statistical Disclosure Protocol is followed.  

Official Statistics 
designation 

Official Statistics 

UK Statistics Authority 
Assessment 

These statistics have not been submitted for assessment by the UK 
statistics Authority.  

Last published N/A 

Next published October 2020 

Date of first publication 26 November 2019 

Help email nss.cardriss@nhs.net  

Date form completed 15 November 2019 

 

https://www.isdscotland.org/About-ISD/Confidentiality/disclosure_protocol_v3.pdf
mailto:nss.cardriss@nhs.net
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Appendix 3 – Early access details 

 

Pre-Release Access 

Under terms of the "Pre-Release Access to Official Statistics (Scotland) Order 2008", ISD is 

obliged to publish information on those receiving Pre-Release Access ("Pre-Release Access" 

refers to statistics in their final form prior to publication). The standard maximum Pre-Release 

Access is five working days. Shown below are details of those receiving standard Pre-

Release Access. 

 

Standard Pre-Release Access: 

Scottish Government Health Department 

NHS Board Chief Executives 

NHS Board Communication leads 

 

Early Access for Quality Assurance 

These statistics will also have been made available to those who needed access to help 

quality assure the publication: 

Chief Medical Officer 

NHS National Services Scotland, National Services Division 
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Appendix 4 – ISD and Official Statistics 

 

About ISD 

Scotland has some of the best health service data in the world combining high quality, 

consistency, national coverage and the ability to link data to allow patient based analysis and 

follow up. 

Information Services Division (ISD) is a business operating unit of NHS National Services 

Scotland and has been in existence for over 40 years. We are an essential support service to 

NHSScotland and the Scottish Government and others, responsive to the needs of 

NHSScotland as the delivery of health and social care evolves. 

Purpose: To deliver effective national and specialist intelligence services to improve the 

health and wellbeing of people in Scotland. 

Mission: Better Information, Better Decisions, Better Health 

Vision: To be a valued partner in improving health and wellbeing in Scotland by providing a 

world class intelligence service. 

 

Official Statistics 

Information Services Division (ISD) is the principal and authoritative source of statistics on 

health and care services in Scotland. ISD is designated by legislation as a producer of 

‘Official Statistics’. Our official statistics publications are produced to a high professional 

standard and comply with the Code of Practice for Official Statistics. The Code of Practice is 

produced and monitored by the UK Statistics Authority which is independent of Government. 

Under the Code of Practice, the format, content and timing of statistics publications are the 

responsibility of professional staff working within ISD.  

ISD’s statistical publications are currently classified as one of the following: 

• National Statistics (ie assessed by the UK Statistics Authority as complying with the Code 
of Practice) 

• National Statistics (ie legacy, still to be assessed by the UK Statistics Authority) 

• Official Statistics (ie still to be assessed by the UK Statistics Authority) 

• Other (not Official Statistics) 

Further information on ISD’s statistics, including compliance with the Code of Practice for 

Official Statistics, and on the UK Statistics Authority, is available on the ISD website.  

 

http://www.isdscotland.org/About-ISD/About-Our-Statistics/
http://www.isdscotland.org/About-ISD/About-Our-Statistics/
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