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“Outcomes in clinical research — whose responsibility?”
The James Lind Alliance, and the Social Science Research Unit
Thursday 20" November 2008, 10:00 — 16:00

Institute of Education, University of London
20 Bedford Way, London WC1H OAL

Aims of the seminar:

* Promote debate about the role of patients, clinicians and researchers in
determining what are the important outcomes to be measured in clinical
research

* Provide examples of Patient Reported Outcomes, and Patient Important
Outcomes

» Explore how best to progress patient and public engagement in influencing
clinical research outcomes

* Promote networking of researchers, patient groups, clinicians, charities, and
other health research groups

Speakers include:

a Chair, Sir lain Chalmers, Editor, James Lind Library

a Dr Kirstie Haywood, Royal College of Nursing Research Institute, School of
Health and Social Studies, University of Warwick

a Prof Sandy Oliver, Deputy Director, Social Science Research Unit

o Dr Diana Rose, Senior Lecturer in User-Led Research and Co-director
Service User Research Enterprise (SURE) Institute of Psychiatry, King's
College London

a Prof Suzanne Skevington, Director: WHO Centre for the Study of Quality of
Life, Department of Psychology, Bath University

a Alex Wyke, Director, Patient View

As well as speakers there will be discussion sessions

To register your interest in this seminar please complete the attached
registration form and send to the organiser Marty Kilby: Mutfords, Hare Street,
Buntingford, Herts, SG9 OED. Tel: +44 (0)1763 289191 Fax: +44 (0)1763 289888
Email: marty.kilby@virgin.net

The James Lind Alliance has a small fund available (to help people with the cost of
fees, care assistance, travel etc) for those who do not have funding from other
sources, such as a user support group or a voluntary organisation. For more
information please contact Marty Kilby.
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REGISTRATION FORM
“Outcomes in clinical research — whose responsibility?”
Thursday 20" November 2008

Please fill in your name, title and place of work as you would like them to appear
on the delegate list. Please use BLOCK CAPITALS

*Full name:
Prof/Dr/Mr/Mrs/Miss/Ms

*Post or job title:

Place of work:

*Correspondence address:

*Telephone No:

Email address:

Special requirements (diet, disability, etc):

The attendance charge includes lunch, all refreshments and seminar materials.
The cost for the day will be £50. Limited bursaries are available; please contact
Mrs Marty Kilby for more details.

Seminar reservation.

PAYMENT: Please fill in ONE option.

[ ] | enclose my cheque for £ made payable to ‘The Medical Research Council’

[ ] | wish for my organisation to be invoiced

Please return this form to: Marty Kilby, Mutfords, Hare Street, Buntingford,
Herts, SG9 OED, Tel: +44 (0)1763 289191 Fax: +44 (0)1763 289888
Email: marty.kilby@virgin.net

Registrations will not be accepted over the telephone and acceptance is at the
discretion of the event organiser. Places are only guaranteed upon written
confirmation. Cancellations must be received in writing 4 working days prior to the
meeting and will be refunded less a 156% processing charge. After this date we
regret no refunds will be given. Substitutions may be made at any time without
charge. Cheques must be in sterling drawn on a UK bank account. In the event that
the JLA cancels the meeting, our liability will be limited to registration fees already
paid to the JLA for the meeting.
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