
National Congenital Conditions and Rare Disease 
Registration Service (NCARDRS)

Data collection form 

Please notify any suspected or confirmed congenital conditions when identified – structural, 
chromosomal or biochemical. DO NOT WAIT until final confirmation before sending this form.
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BIRTH DETAILS

PREGNANCY OUTCOME DETAILS

CONDITION DETAILS

DEATH DETAILS (if applicable)

ADDITIONAL DETAILS

Place of delivery:

Birth weight (g):

Birth order: of

(still/live births only)

Date of death or
Death diagnosed if 
in utero

Postmortem: Yes No

Outcome: Live birth Stillbirth (24+ w)

Not known

Fetal loss (<24 w)

Termination of pregnancy (<24 w)
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Medical Surgical No

Not knownYes - unknown method

Feticide: Yes No Not known
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Condition description Suspected  How confirmed?
antenatally? E.g. cytogentics, x-ray, PM
(Yes/No) or clinically at delivery?

Yes

No

Date confirmed:

Yes

No

Yes

No

Yes

No

Yes

No

Yes

No

Date confirmed:

Date confirmed:

Date confirmed:

Date confirmed:

Date confirmed:

Use this box to extend answers or include any extra information you think 
is relevant

Please attach copied of any relevant scans/clinic letters/laboratory 
or post mortem reports.

Please send by secure electronic transfer to your regional NCARDRS 
office. DO NOT POST.

Details of each regional NCARDRS office can be found at 
https://digital.nhs.uk/ndrs/about/ncardrs-regional-offices

The NDRS has legal permission to collect patient-level data and to use it 
to protect the health of the population, under The National Disease 
Registries Directions 2021 and section 254 of the Health and Social Care 
Act 2012.
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