. ne‘g@f}\
Imperial College W E
London \3 R

neoWONDER study

Neonatal Whole Population Data Linkage Improving lifelong health and wellbeing of
pre-term babies

Information for parents and carers of preterm children born earlier than 32 weeks

Why is this research important?

Each year in the United Kingdom around 8,000 babies are born prematurely, before 32
weeks of the normal 40-week pregnancy cycle. These babies require specialised care in
neonatal units.

At present, we do not fully understand the longer term impact of all the neonatal care
and interventions (like feeding and breathing support) or of social and environmental
factors following hospital discharge.

Better understanding of the longer-term impact would help improve neonatal care.
However, this requires following up these children’s development, which can be complex
and costly.

neoWonder plans to address the problem

We plan to link health, and education data, to inform a more practical solution. Linking
the National Neonatal Research Database (NNRD), which holds information from neonatal
units, to other existing health and education data for over 100,000 pre-term babies born
in the last 14 years, is our initial ambitious aim.

This combined information will inform us how these babies progress through their
childhood. From this we could learn what neonatal unit interventions and/or post-
hospital social/environmental factors, may have impacted on their development.

How data will be linked

Linkage will be carried out by a trusted third parties NHS Digital, NHS Wales Informatic
Service (NWIS) and the Department for Education, who already hold personal
information like names, dates of birth, postcodes and NHS numbers (NHS Digital and
NWIS). Personal information will be transferred to the trusted third parties who already
hold these data. They will not be given any new data not already held. NHS numbers will
be used to link health records. Names, postcodes, and dates of births will be used to link
education data. All personal information will be removed secure transfer to researchers.

Why we use personal identifiers

NHS numbers alone can be used to link NNRD to other health data.
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Linking health to education data is more problematic because there

is no common identifier. The NNRD does not hold names, and educational records do
not hold NHS numbers.

To overcome this, a trusted third party, already holding personal information will link
both records.

Can researchers access personal information?

No. Researchers only have access to anonymous ‘de-identified’ information.

Is consent required if I'm happy for neoWonder to use de-identified data?

No, there is nothing you need to do. The study has approval from the Confidential
Advisory Group (CAG), to enable temporary use of secure identifiers for accurate
linkage, without need for explicit consent.

If you don’t want your child’s data included, you can opt-out

Including information on early pre-term babies helps ensure data are representative and
research findings are informative and helpful. If you would rather your baby’s data are
not included, just inform a staff member at any unit where your baby received care. They
will contact us on your behalf to ‘opt-out’. The study website has more information on
‘opt-out’ that neonatal units and parents may find helpful www.neowonder.org.uk.

Choosing not to contribute data will not impact on subsequent care in any way.

What will happen to me or my child if we take part

Nothing different will happen to you or your child. Only your data will be used. You will
not be contacted at any point of the study. The study will end in 2025, and data will be
kept for another 10 years to ensure the research is completed.

Who has reviewed this study?

This study has been approved by the Leicester South Research Ethic Committee.

Find out more or get involved in neoWONDER
We welcome parents and patients wishing to get involved.

To find out more or receive our regular newsletters, sign up on our website:
www.neowonder.org.uk

Email: info@neowonder.org.uk

Telephone: 020 3315 3047

Chief Investigator: Dr Cheryl Battersby
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