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NCARDRS – key deliverables
• Support and empower patients and their carers, by providing a national register
of their disease or disorder.
• Provide a resource for clinicians to support high quality clinical practice.
• Provide epidemiology and monitoring of the frequency, nature, cause and
outcomes of these disorders.
• Support research into congenital anomalies and rare diseases.
• Inform the planning and commissioning of public health and health and socialcare provision.
• Provide a resource to monitor, evaluate and audit health and social-care services,
including the efficacy and outcomes of screening programmes.
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Congenital Anomaly Registers
EUROCAT

BINOCAR

Descriptive studies: prevalence
Neural tube defects
Rankin J, et al. Changing prevalence of neural tube defects: a population-based
study in the North of England. Paed. Perinat. Epid. 2001:14:104-10.

Bladder exstrophy-epispadias complex

Descriptive studies: factors influencing prevalence
Congenital anomalies in twins

Sex differences in congenital anomaly prevalence
Glinianaia SV, Rankin J, Wright, C. Congenital anomalies in twins:
a register-based study. Human Reprod. 2008;23:1306-11

Tennant PWG, et al. Sex differences in the prevalence of congenital
anomalies: a population-based study. Birth Defect Research Part A
2011;91:894-907.

Descriptive studies: temporal trends
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Project aim
To test the hypothesis that the birth prevalence of gastroschisis is
positively associated with use of recreational drugs in early pregnancy

Gastroschisis
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Methods
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•
•

8

•
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A matched case-control study was carried out in three UK, 2001-03
Cases matched by initial intended place of delivery, region, and
maternal age.
Maternal hair analysis provided independent verification of recreational drug use.

Gastroschisis was associated with first-trimester use of: any recreational drug and
vasoconstrictive recreational drugs (cocaine, amphetamines, ecstasy); aspirin use,
smoking, and prior history of gynaecologic infection/disease.
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Using register data to examine co-occurrence of conditions

Project aim
To determine the proportion of children with cerebral palsy (CP) who have a
congenital anomaly (CA) in three regions (Isere Region, French Alps; Funen
County, Denmark; Northern Region, England) where population-based CP
and CA registries exist (1991-90).

Project aim
To describe and quantify the association between congenital
anomalies and childhood cancer.

Survival studies using registry data
Project aim
To estimate survival up to 20 years of age for a range of congenital
groups and subtypes
Methods
•
•
•

NorCAS data, 1995-2003, grouped according to EUROCAT groups/subtypes.
Local hospital and national mortality records were used to identify the
survival status of liveborn children.
Survival up to 20 years of age was estimated by use of Kaplan-Meier.
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Projected prevalence for spina bifida and Down syndrome
Project aim
To estimate the number of individuals aged 0-16 living with spina bifida and Down syndrome in England and Wales by 2020

Methods
•
•
•

Cases of spina bifida born during 1985-2013 were identified from the NorCAS
and cases of Down syndrome born during 1996-2013 were identified from the
NDSCR.
Live births (1985 – 2014), by region, maternal age and year of birth were
available from the ONS.
Number of cases born annually in England and Wales until the end of 2019 was
estimated.

Using registry data for early detection of risk
Schmallenburg virus – emerging threat?

Syndactyly

UKTIS tasked with coordinating surveillance for any early signals
of a teratogenic effect from SBV infection in humans
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Rapid response of setting up of enhanced surveillance following detection of a new virus

Estimating risk from exposures - MWIs

Project aim
• To investigate the risk of congenital anomalies in babies born to mothers living within
10km of a municipal waste incinerator.
Methods
• 5 BINOCAR data, 2003-2010, grouped according to EUROCAT groups/subtypes.
• Postcodes of mothers living within 10km radius of 10 MWIs in England and Scotland
• Estimated daily mean ground-level PM10 concentrations from MWI emissions at
each postcode centroid within 10 km of MWI; Proximity to nearest MWI
• Confounders: maternal age, year of birth or termination, deprivation, ethnicity, road density

EUROCAT research
Neural tube defects
Microcephaly

Long-term outcomes of children born with congenital anomalies
Project aim
• To establish a European network of standardised datasets containing
information on the mortality, health, educational achievements/ needs of
children with CAs born from 1995-2014 up until 10 years of age.

Congenital anomalies in pregnancy after bariatric surgery
• Micronutrient deficiencies are increased after bariatric surgery and may therefore have implications for fetal
environment

Ten studies on congenital anomalies; significantly increased odds post-bariatric surgery. No UK study.
Project aim
• To investigate congenital anomalies in pregnancy after bariatric surgery
Methods
• Cases of CA notified to NCARDRS data (2015-2017)
• NHS HES bariatric surgery data from 2010

Establishing baseline trends in congenital anomaly prevalence
to assist in evaluating the impact of COVID-19

NCARDRS data pre 2017

Baseline trends in
congenital anomalies

Regional demographic data

Detect impact of COVID-19
NCARDRS data post 2017

Mortality in people with congenital anomalies during the COVID19 pandemic
Project aim
To quantify the risk of death and describe causes of death in people with congenital anomalies during the 2020 COVID-19 pandemic in
England.
Define cohort - NCARDRS
validated Hospital Episode
Statistics (HES) data

Quantify the risk of death in this
cohort during the 2020
pandemic, and in past 5 years.

COVID-19 and
mortality
Quantify and describe the people with
congenital anomalies who have tested
positive for COVID-19 using the Second
Generation Surveillance System (SGSS) data

Compare the risk of death during the
pandemic with general population, and
to the pre-COVID baseline risk in past 5
years.

Link the deaths identified through the HESvalidated data with the ONS mortality data

Describe the causes of death in
those identified in the linked
HES-validated and ONS mortality
data.

Mortality In People With Congenital Anomalies During The
COVID-19 Pandemic

Using congenital anomaly register data
• Value depends on:
• Collection of high quality data
• Consistent case ascertainment
• Early and good communication between data requester and data
managers
• Understanding of the strengths, and limitations, of the data
• Flow back of information to the register

Congenital anomaly register data
• Support research into congenital anomalies and rare diseases.
• Provide epidemiology and monitoring of the frequency, nature, cause
and outcomes of these disorders.
• National surveillance and monitoring of congenital anomalies and rare
diseases is a powerful tool to address child morbidity and mortality.
• Potential of linkage to other health and social care data sets.
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