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Bureaucracy-busting measures

= 2007: National Research Ethics Service
NIHR research networks
Advice service on regulatory issues
Research Passport

» 2008: Integrated Research Application System
NIHR Portal
Coordinated System for NHS Permission

= 2009: IRAS linked to EUDRACT

Next ...

2010: Integrated Management Information System
Professional NHS research support services

Systems to notify patients of trials
Research Capability Programme
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Problems resulting from Privacy Laws?

AWe dondét quite have APrivac
the legislative landscape is impossibly complex: Data
Protection Act; Freedom of Information Act; Health and
Social Care/NHS Acts; Human Rights legislation;
Declaration of Helsinki; Research Governance
Framework for Health and Social Care; Coroners and
Justice Act etc, etc).

A Most people think that their Privacy is pretty important.
A If they think it is at risk, they push back very hard.

A Problems for whom?

A Clinical Trialists or the Public or both?
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Problems resulting from Privacy Laws?

Fundamentally this I s not an i1 nsol
deal with issues of Patient Confidentiality better and improve
communication and public engagement beyond all recognition.

A Ethically Approved Clinical Trials are usually a good thing and well-informed
people would usually be happy to participate.

A AiYou seem to forget how Ilittle | kno:

A Al am worried by the uninterrupted c

A Al donodot feel my confidenti al I nf or m

A AWhy isnodt there prominent I nf or mat i
explaining to me what goe ono?

A Al am prepared to conside this in p
me much, much bettero.
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Recent news:

« HM Revenue and Customs loses CD with millions of
records.......

+ Home Office loses personal details of prison officers.....

« Ministry of Defence hard disc with 100,000 servicemen’s
detailed records disappears........

« 722,000 DNA samples added to National Database which
now covers 4million people.......

[44,000 DNA samples identified at crime scenes.. ]
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A Day in the Life of National Programme for IT

On a typical day in NMovember 2008, the Mational Programme for IT enables:

« 408000 prescriptions to be transmitted electronically, reducing emors and ineficiencies
« 25000 Choose & Book electronic bookings to be made, putting patients in charge of their care
« 2,200 patient records transferred electronically bebwaen GF Practices

« Crear 1.8 million quernes to be recorded on the patient demographic system enabling letters to be posted to the
comect address and patient information to be handled more afficianty

+ 330 new users to ba registered for access to the NHZ Care Record Service (MNHZ CRS)
« 70,000 umigue authenticated users to accass the NHS Care Record Service
« 500 new MHS secure email users to be ragisterad

« 189,000 MHSmail users, @ach of whom has an email address for life, to send 1 million secure &-mails, ané third
af which contain confidential patent informaton

= TOMNHS Mational Network (N3) secure broadband connections to be installed

« 8,379 GP practices (28,000 GPs) to use the Quality Management Analysis System (QMAS) to deliver better care
to patients undeér the new GF contract

« 1.5 milion recards to be added to the Secondary Uses Sarice (SUS)
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Patient data in clinical research

The UKCRC Board Subgroup on Public Awareness aims to raise awareness, change attitudes and
encourage behaviour change through better information to the public about the use of, and benefits of
using, patient data for research.

The Subgroup brings together a broad range of UKCRC Partners and stakeholders who have met since
August 2008 and has made good progress to date. Initial findings have indicated that:

" The public need clearer information on how patient data are used in research

" There is a need to look at alternative ways to disseminate information to them other than through
the mainstream media

It has therefore been decded that a targeted communications campaign should be developed by the
Subgroup to increase public understanding of the use of personal data in research. The campaign may
include information sent to general practitioners (GPs) and other healthcare workers, patient
information leaflets available in GP surgenes and the development of a patient information web
presence, which could be used as a resource by both patients and the media. This collaborative activity
will build on, and link in with, other work by the Partners to bulld awareness about the uses and
benefits of patient data in research.
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A new national health research strategy

ABPI GUIDELINES FOR information

THE SECONDARY USE
OF DATA FOR MEDICAL
RESEARCH PURPOSES

R e I

A guide to w!
the NHS collects
information
about you and
s used

21433 DHW

Confidentiality of

Personal

Patient Information

InfO rmation Neoeplog Patients Informed
in Medical
Research NHS

Tayside

TOWARDS
CONSENSUS FOR
BEST PRACTICE

Use of patient records from
general practice for

research

June 2009

wellcome!rust
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