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Paediatric Register of Inflammatory Bowel Disease


Patient Information for Children
This information sheet has been written to provide you with information about the Paediatric Register of Inflammatory Bowel Diseases.  The Register is a list of people who have been diagnosed with an inflammatory bowel disease (such as Crohn’s disease or ulcerative colitis) before they were 16 years old.  The register was set up in 1997 by the British Society of Paediatric Gastroenterology, Hepatology and Nutrition in order to find out more about inflammatory bowel disease in children. 

What information is on the register and what will it be used for?

The register also lists some information about each person.  This information includes how old you were when you had an inflammatory bowel disease and how long you were unwell before this.  We also need to know which part of your bowel has the inflammation in it.  We hope that this information will increase our understanding of inflammatory bowel diseases and will eventually allow us to provide better help and information for children with inflammatory bowel disease.

If you agree to have your name and details on the register you should sign the consent form, with your parents or guardian. We will then collect information about your inflammatory bowel disease from your doctor.    If you do not want to be on the register you do not need to send the consent form back.

If you do not want your name and personal information recorded, you can tell us and we will then only include information on your diagnosis with no personal information.

It is entirely up to you to decide whether you want to be on the register or not.  Nobody will be annoyed or upset if you do not want to have your name and information used.  The treatment and care that you receive will not be altered by your decision.

Who can I discuss my decision with?

In deciding whether or not to be on the register, you might want to discuss it with people you trust such as your parents.  You can also talk to your doctor at the hospital or you may want to talk to us.  

What will I need to do if I agree?

If you agree to take part you should sign the consent form and hand it to your consultant.  The form will be placed in your medical records and your consultant will complete a questionnaire that will be sent to the register.  

If you agree to take part you are entitled to know what information about you is on the register.  You can also ask us to remove the information at any time.

Only the people who run the register will be allowed to see the information about you.  If we publish any information from the register nobody will be able to identify you from the information that we use.

Who has funded the study?

The register is funded by Crohn’s in Childhood Research Association (CICRA), a registered charity that is dedicated to creating a wider understanding of Inflammatory Bowel Disease, particularly in children and young adults.  Nobody will be paid for your inclusion in the study.  This study has been reviewed and approved by the South Thames Multi-Centre Research Ethics Committee.

Further Questions, Worries or Complaints?

If you need to discuss the register further you should speak to your Consultant, GP or the Register research team.  If you have any questions or complaints regarding the register, you should contact the research team at the contact address on the front of this leaflet. 
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