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RETINOBLASTOMA DATABASE PROJECT FINAL REPORT

The database project was started in May 1997 with a project grant from the Retinoblastoma Society.  The aim of the project was to create a Retinoblastoma database to facilitate research on the clinical, molecular and epidemiological data that was accumulated over the years.  A Retinoblastoma database based on Microsoft Access software was created by Pat Brownbill.  This database was designed for molecular and clinical data entry and for routine use in the laboratory by the Retinoblastoma Genetic Screening Unit (RGSU).  Retinoblastoma patient details, molecular data and some clinical data dating from October 1988 (covering Zerrin Onadim’s data from ICH and all of RGSU data) was entered into this database by Michele Stagg working part-time between May 1997 to April 2000.  After this date the Retinoblastoma Unit continued to enter laboratory data into database to keep it up to date.

In the laboratory, this database is used regularly for registration of new patients and addition of details of existing patients.  Diagnosis, treatment, surgery, cytogenetics tests details, every blood and tumour samples received, all DNA/RNA samples stored from each patient are entered.  Details of all gel runs are also recorded.  The test results in the form of polymorphism data and mutations identified are entered.  The database has a separate enzyme and RB1 gene sequence section and enzyme site search facility.  The database can be used to perform various searches on patient data including gels run and mutations.  There is also an administration section containing addresses and contact details of professionals.  

To date, data for 2600 individuals were entered.  1077 of these entries are from affected patients.  Among these are 559 cases of bilateral, 480 cases of unilateral and 4 cases of trilateral Rb.  There are 128 different Rb families (i.e. families in which there are at least two cases of Rb -familial Rb-), 28 unaffected mutant RB1 gene carriers and 14 regressed Rb cases on record.  The number of mutations entered into the database to date is 253.

The database is already an indispensable tool for clinical and laboratory work.  As part of the project ‘Epidemiological studies of retinoblastoma…’ being led from the Childhood Cancer Research Group, the mutation data will be linked to data on multiple tumours and family histories held by that group so as to try to identify possible relationships between type of mutation and (a) the risks of subsequent non-ocular cancers occurring in Rb patients (b) the risks of Rb in their siblings and children.
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