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To what extent would you say that you trust
each of the following types of information?
Forensic evidence
Experience of friends and family
ONS survey data
Medical professionals in the media
Data from medical trials
Online review websites
General public in the media

74%
65%
39%
38%
37%
28%
9%

ComRes, 2016
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Why does transparency matter?

Academy of Medical Sciences, 2017

What is the current state of research
transparency in the UK?
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Registration: requirements

“I declare that any and all clinical trials approved
by the HRA since 30th September 2013 (as
defined on IRAS categories as clinical trials of
medicines, devices, combination of medicines
and devices or other clinical trials) have been
registered on a publically accessible register in
compliance with the HRA registration
requirements for the UK, or that any deferral
granted by the HRA still applies.” IRAS

Registration: performance
All clinical trials:

80%
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Registration: performance
All clinical trials (excluding medicines trials):

68%

Reporting results: requirements
“The findings of research, whether positive or
negative, should be made accessible… in a
timely matter after they have finished…”

For, CTIMPs a summary of the results
must be reported to EudraCT within 12
months of the end of the study (six
months for paediatric studies)
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Reporting results: performance
Reporting of results performance

What are we doing about it?
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Following up with sponsors
• Strong support for research transparency and our
plans to drive improvements
• Support for a UK-wide system that is easy to use and
accessible
• Some inaccuracies in EudraCT due to backlog of
study updates at MHRA
• Difficulties with using EudraCT
• Challenge of reporting historic trials when personnel
has changed

Acting on S&T committee report
• establish a programme to monitor compliance with
transparency requirements
• prepare a funding proposal to the Government
• publish information about individual trials which have
a) not registered, and b) not published in a journal
• develop within 12 months a detailed strategy for
achieving full clinical trials transparency
• introduce a system of sanctions to drive
improvements
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Our response
“We are committed to do more
to drive research
transparency, which is both a
good practice requirement and
long-standing ethical
principle… We will act on the
recommendations published
by the select committee today,
and report on our progress..”

Our response
“the Committee has set us a
challenge to step up our work:
to move away from encouraging
best practice and instead to
drive improvements.
We accept that challenge and
understand that if we are to see
significant improvements in
registration and publication
rates, we need to change our
approach...”
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Strategy group

Strategy timeline
June: start
consultation

April/May

June

July

August

Sept/Oct

November

Draft
strategy
developed

Open online
survey

Workshops:
researchers
and patients

Workshops:
HRA staff
and ethics
committees

Analyse
feedback
from
consultation

HRA Board
agrees
strategy

Ongoing engagement with key stakeholders

Early Sept: end
consultation

10

5/16/19

What are we consulting on?

What are we consulting on?
We want general feedback about:
• An overall vision for research transparency
• HRA’s role in achieving that vision
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What are we consulting on?
We want specific feedback about options for:
•
•
•
•

achieving 100% registration of clinical trials
improving reporting of results of clinical trials
increasing and improving feedback to participants
whether we should look at the past performance of
applicants for HRA/HCRW Approval

What would we like from you?
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Options for registration
• Stick with requiring registration and auditing
• Send registration information to HRA as soon as the
study is registered
• HRA registers the study
• Require evidence of registration before applying for
approval

Policy criteria

Targeted

Feasible

Effective

Proportionate

Transparent

Accountable
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Thank you for listening
juliet.tizzard@nhs.net
@Juliet_Tizzard
hra.transparency@nhs.net
Follow us on Twitter @HRA_Latest
Sign up for our monthly newsletter at www.hra.nhs.uk

www.hra.nhs.uk | @HRA_Latest

This presentation is designed to provide general information only. Our website terms
and conditions apply www.hra.nhs.uk
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