TO BE PRINTED ON LOCAL HEADED PAPER
United Kingdom Childhood ITP Registry

(Version 2.0, 07.11.2009)
INFORMATION FOR General Practitioners, PAEDIATRICIANS AND HAEMATOLOGISTS

Chronic ITP in children is an uncommon disorder, and there still remain many uncertainties about its treatment and outcome.  The few ITP trials to date concentrate on ITP in adults, and few centres are large enough to allow single-centre registries to be set up.  The previous paediatric audits have collected data over a short period of time and were not designed for longer term analyses. By collecting fairly simple demographic and clinical data we will be able to follow patients over time, and learn more about the factors that determine clinical outcome.  It will be particularly helpful to identify factors that predict which children presenting with ITP will develop chronic ITP, and the outcome in children who are treated and those who are observed.  Although this study may not have an immediate impact on the individual management of your patients, we hope that it will benefit children with ITP in the future.    

The Registry is being generously financially supported by the ITP Support Group. The Royal College of Paediatricians and British Society of Haematology have written in support of the study.

Design of the Registry

Paediatricians and haematologists will be asked to notify children up to the age of 16 years with newly diagnosed ITP.  Age-appropriate patient information sheets and consent forms will be distributed.  Consent for participation in the Registry will be obtained locally.   No additional investigations or samples will be required.

Data for the registry can be entered directly via the registry website on the NHS secure server. All data will be anonymised with a unique patient number assigned to each new patient.   No other identifying information will be held on the database, in accordance with the Data Protection Act.  The Registry server is held securely with restricted access, and with established back-up and security procedures in place.

Initial presenting data will be collected within one year of diagnosis.   Further data will be requested at six months to collect data on symptoms, investigation and the need for treatment.  Children whose ITP has resolved by six months will not be followed further.  Children with chronic ITP (defined as persistently low platelet count at six months after presentation) will be followed annually, until resolution of their ITP or closure of the study.

Data analysis: link with international PARC registry

The UK Registry will contribute anonymised data by secure electronic transfer to an international registry, the Paediatric and Adult intercontinental Registry on Chronic ITP (PARC), which is centered in Basel, Switzerland.  In this way data can be analysed from a much higher number of children with chronic ITP, which will increase the likelihood of obtaining useful information.  
Your participation in this Registry will be important to ensure that the data collected will truly represent the incidence and outcome of childhood ITP in the UK.  Please do contact any of the investigators listed below if you would like further information. You will be kept informed of the progress of the Registry.
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Dr John Grainger

Royal Manchester Children’s

0161 9222245

Dr Paula Bolton-Maggs
Manchester Royal Infirmary

0161 2764811

Dr Mike Richards

St. James’ Hospital, Leeds

0113 2066295

Dr Mike Williams

Birmingham Children’s Hospital
0121 333 9843

Dr Nichola Cooper

Hammersmith Hospital

0208 383 5182
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