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A VISION FOR THE FUTUREE:

Institute

he avalanche of information emerging from cancer research in recent years presents a quandary for researchers in the field.

The opportunities for using this data to enhance our understanding of the disease and advance the delivery of novel anti-cancer
treatments are greater than they have ever been but, without the necessary tools to collate and analyse the information, we are also
in danger of being buried by it.

An international panel of experts' brought together by the National Cancer Research Institute’ (NCRI) - a partnership of the UK's
main funders of cancer research - has created a vision of an internationally compatible informatics platform that would facilitate
access to, and analysis of, data generated from research funded by all NCRI partner organisations. Enabling this sharing of
knowledge across disciplines, from genomics through to clinical trials, will benefit patients and researchers by channelling the
development of novel therapeutics and diagnostics in a more effective way.

The NCRI partner organisations have signed up to this joint long-term vision of cancer research informatics in the UK and agreed to
adopt the NCRI Strategic Framework for achieving it. As a first step, the NCRI partner organisations are developing a joint data
sharing policy which advocates the sharing of publicly funded cancer research data.

We recognise that this is a complex and ambitious challenge that should be achieved gradually by creating an environment that
facilitates greater access to, and dissemination of, research data. This will require the use of standardised research data described
by common vocabularies, ontologies and data models, and shared in accordance with rigorous patient confidentiality and security
standards. The NCRI will discuss and agree these security standards with the Department of Health and the Information
Commissioner.

As a group of research funders we have agreed on the vision and recognise that we need strong leadership from within the scientific
and clinical research communities to make this happen. A High-level Implementation Steering Committee® has been established to
oversee the Framework.

The cancer community itself must develop and agree on the data standards that will make data accessible to the wider research
community. Professor Richard Begent, of the Royal Free & University College Medical School, has been invited to Chair a Task
Force that will represent the cancer community and will undertake the implementation of the Framework. The involvement of NCI
and EBI will ensure that this project has maximum international impact. Both the NCI and EBI have played an important role in
generating the Framework. The NCRI Framework complements ongoing US development activities. The NCI's continuing
involvement facilitates the joining of the Framework efforts with the NClI's Cancer Biomedical Informatics Grid (caBIG).

We are publishing this Statement to raise awareness of the Framework and look forward to working with you to take the Framework
forward. An Informatics Coordination Unit has been established and work is already underway to identify projects that are
contributing to the vision. These are being mapped in an online planning matrix (www.cancerinformatics.org.uk). We invite
interested parties from the scientific and clinical communities who would like to be involved to contact us
(info@cancerinformatics.org.uk).
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Professor Alex Markham,
Chairman, National Cancer Research Institute

' Chairman Dr Richard Wooster (Sanger Institute), Professor Alan Rector (U of Manchester), Dr Kenneth Buetow (NCI), Professor Richard Begent (UCL), Dr Alvis
Brazma (EBI), Professor Max Parmar (MRC), Dr John Sgouros (CRUK) and Professor Nic Jones (CRUK).

*Further information on the NCRI can be found at www.ncri.org.uk

° Chairman Sir John Pattison (Director NHS R&D); Professor Mike Richards (National Cancer Director), Professor Colin Blakemore (CEO MRC), Professor Alex
Markham (CEO Cancer Research UK), Dr Mark Walport (Director, The Wellcome Trust), Professor John Williams (Director R&D Wales, Director RCP Informatics
Unit), Dr Phillip Campbell (Nature), Mrs Joanne Rule (Cancer BACUP), Professor Alan Horwich (Caldicott Guardian), Dr Andrew von Eschenbach (Director, NCI)
invited, and an Industry Representative .
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