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NHS Research Conference 1.10.12

* Speaking at the conference, Health

Secretary Alex Neil MSP launched a
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new research register, which aims to
recruit patients to participate in
healthcare research.

* The Scottish Health Research Register
(SHARE) will establish a database of
people who are willing to participate
in research, and aims to build up one
million registered users within the
next five years.
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What is SHARE?

* Aregister of people aged 16 or over and living
in Scotland who have said they are interested
in helping with healthcarq research,
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* Builds upon Scotland’s excellent informatics

— Databases
—Record Linkage
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NEW CENTRES PUT HEALTH RECORDS AT THE HEART OF
UK MEDICAL RESEARCH

A conso rtium of 10 UK government and charity funders, led by the Medical Research Council {(MRC)
has made a historic £19 million investment to establish four e-health research Centres of Excellence in
London, Manchester, Dundee and Swansea. The funding awards were announced today at the British
Business Embassy's life sciences summit at Lancaster House by the Minister for Universities and
Science David Willetts. The Centres will open in late 2012 and will hamess the wealth of UK electronic
health records to improve patient care and public health



How does SHARE work

eHealth records linked using the unique CHI
number

Eg. Researcher needs patients who have had a
fractured leg in last year for study

SHARE can link its registrants with the
National Fracture Register and find suitable
patients right across Scotland.

Recruitment time ( and screen failure rate )
significantly reduced.
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Why SHARE is needed

* Patients ( especially with LTCs ) are often keen
to take part but arent aware of studies in their
area

* Recruitment to studies often fails resulting in
under powered findings

* Need to match up patients and researchers to
achieve patient benefits



Recruitment Initiatives

Traditional ‘medical’ model
Community based model
Nationwide radio campaign
National screening programmes
Scottish Citizen’s Account

Social media
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Case Study 1

Phase III NCE cardiovascular outcomes trial.
target recruitment 10 patients in 18 months.

10 patients contacted from research register,
all 10 screened and randomised.

Site hit target in < 2 weeks and was global
top recruiter for 3 months.



Case Study 2

Device Study.

Target recruitment 40 patients, 3 visits
each 7 days apart and whole study to
be completed in 1 calendar month.

40 patients recruited, screened and
randomised in 2 days.

Study completed in 3 weeks.



Next Steps

. Awareness raising amongst patient groups /
public

2. Awareness raising amongst researchers

3. More case studies

4. Development of the ‘search ‘ criteria for

patients
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