What is the British Paediatric Surveillance Unit (BPSU)?

The aim of the BPSU is to encourage the study of rare conditions in
children. It was founded in 1986 by the Royal College of Paediatrics
and Child Health, Public Health England and the University Of
London Great Ormond Street Institute Of Child Health.

What does the BPSU do?

It allows doctors and researchers to find out how many children in the
UK and the Republic of Ireland are affected by the particular disease
or condition each year - this is called epidemiological surveillance.
Doctors can also gather information about all the cases of a particular
rare condition so they can begin to understand what might have
caused it and how to diagnose and treat. BPSU studies can benefit
future patients with rare conditions.

How does the BPSU work?

Each month the BPSU sends an orange card to almost 3500
consultant paediatricians and specialists; the card lists the rare
conditions currently being studied. If any doctor has seen a child
affected by one of these conditions they tick a box on the card and
send it back. The BPSU informs the research team who send the
doctor a short confidential questionnaire asking for more information.
Researchers are not told the names and addresses of patients, and
families are not contacted.

What has the BPSU achieved?

The BPSU has now helped to undertake surveys on over 100 rare
conditions which may affect children. These have helped to increase
understanding of why the conditions occur and can help to provide
better diagnoses and treatments.

For further information contact:

British Paediatric Surveillance Unit, Royal College of Paediatrics and Child
Health, 5-11 Theobalds Road, London, WC1X 8SH,

T: +44 (0) 207 092 6173/4

Email: bpsu@rcpch.ac.uk Website: www.rcpch.ac.uk/bpsu/sdp
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BRITISH PAEDIATRIC SURVEILLANCE UNIT
Public Information Leaflet

Life threatening
Bronchopulmonary dysplasia

This leaflet provides information about a new BPSU surveillance
study on ‘life threatening bronchopulmonary dysplasia (BPD) . This
study aims to find out more about the very few babies each year who
are born early and get this very severe lung disease, and to look at
how they are managed.

What is Bronchopulmonary dysplasia?

Many babies born more very early will have some problems with their
breathing and need oxygen for many weeks. This is known as chronic
lung disease. It happens because the lungs have not developed fully
at birth. Most babies recover well, but some go home with oxygen. A
small number have such severe lung problems that they need
breathing help from machines for many weeks or months. Sadly a
small number die. Because such severe problems are very rare even
specialised baby doctors may only see a few cases a year.

How is it diagnosed?
We consider bronchopulmonary dysplasia (BPD) to be potentially life
threatening if babies have not outgrown their need for a breathing

machine of some sort by the time they are at their ‘due date’ (38
weeks corrected age).

How is this condition treated?

There are different ways of treating babies with this condition.
Treatments that may be offered include different sorts of breathing
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machines and medicines, including steroids, blood vessel regulating
medicines, and others.

What are the aims of this study?

This study aims to find out how many babies born early get this very
severe lung disease, and to look at how they are managed. We want
to look at this during their time in the baby unit, and after they are
moved either to a paediatric ward or sent home. By looking at the
nature of the babies, their treatments and when these are given, we
aim to improve understanding of this serious condition and explore
the effect of the types and timing of treatment on outcomes.

How will the information be collected?

All paediatric doctors will be asked every month how many life
threatening chronic lung disease of prematurity they have seen in the
last month. The research team will then send the reporting doctor a
short confidential questionnaire for more information about the
affected child and family (mainly diagnosis, health problems and
treatment). The researchers will not contact families. Information
collected will not identify any individual and all data collected will be
held securely and confidentiality will be maintained at all times.
Children with this condition will continue to get the normal standard of
care and treatment from their doctors.

How will the information be used?

For the individual there are no direct benefits for being included in this
study. We hope that this study will have benefits for future children
with the condition by providing us with more information on how many
children are affected.

Data collected will help us to improve our understanding of the
current problems associated with this condition. This will help target
future approaches for managing the condition. All data collected will
be held securely and confidentiality will be maintained at all times. An
ethics committee, made up of members of the public and
professionals, has assessed the risks and benefits of this study and
approved it

How to opt out of the research?

The NHS uses medical records for research to improve future health
and care. Hospitals and health professionals record when you do not
want your child’s notes to be used research so you must always let
your child’s consultant paediatrician know if you do not wish their
medical notes to be used for research. If this is the case, your child’'s
data will not be used in BPSU studies.

Where is this study happening?

The study is taking place in all hospitals across the United Kingdom,
Ireland and the Channel Islands.

How long will the study go on for?

The study will take place over a 13 month period starting in July 2017
with a 12 month follow-up.

Who is funding this study?

This study is being funded by Tiny Lives Trust
(http://www.tinylives.org.uk).

Further information

BPSU: www.rcpch.ac.uk/bpsu/epilepsy
Tiny Lives Trust: www.tinylives.org.uk
Bliss: www.bliss.org.uk

Who to contact if you have any questions?

Dr Sundeep Harigopal, Dr Janet Berrington, or Dr Sridhar Ramaiah,
Neonatal Unit, Royal Victoria Infirmary, Newcastle, NE1 4LP

Email: Tel: +44 (0) 191 282 5197
sundeep.harigopal@nuth.nhs.uk,

janet.berrington@nuth.nhs.uk,

sridhar.ramaiah@nuth.nhs.uk
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