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Welcome to the 
first Update 
of 2008. The 

new year has got off to a busy 
start for the UKCRC Partners with 
the launch of three important 
initiatives.

In January, five new Public Health 
Research Centres of Excellence 
were established across the UK 
with funding from a consortium 
of UKCRC Partners and other 
stakeholders. The Centres will 
build up and reinforce the 
infrastructure needed to carry 
out high quality research into 
complex public health issues. 
January also saw the launch of the 
UKCRC Experimental Medicine 
Resources website, a valuable 
new information portal on where 
to find expertise, technologies 
and resources in experimental 
medicine. The launch of the 
Integrated Research Application 
System (IRAS) at the end of 
January was another major step 
forward in streamlining regulatory 
and governance processes 
in the UK and reducing the 
administrative load on researchers.

Developments in the e-health 
research agenda continue to move 
forward with the establishment 
of the NHS Connecting for Health 
Research Capability Programme 
in England. This new programme 
of work will address the 

recommendations of the UKCRC 
Advisory Group on the potential 
uses of electronic patient data for 
health research. The Research 
Capability Programme and other 
activities designed to take forward 
the recommendations of the 
Advisory Group are outlined in 
more detail on page 4.

The UK Health Departments 
continue to be key drivers of much 
of the change needed to carry out 
high quality research in the Health 
Service and the UKCRC Partners 
will carry on working closely 
together as these R&D strategies 
are implemented. The beginning 
of 2008 also marked the second 
anniversary of the Government’s 
R&D strategy for England - Best 
Research for Best Health. I 
doubt that anyone will fail to be 
impressed by the achievements 
detailed in the 2-year progress 
report, both by the scale of 
what has been accomplished 
and the speed of change. This 
newsletter also reports the 
creation of the National Institute 
for Health Research in Wales, 
the appointment of a new R&D 
Director in Northern Ireland, and 
the launch of a new streamlined 
R&D approval process in Scotland. 

The pace of activity in the Clinical 
Research Networks continues, 
and in this issue we focus on two 
tools for communicating what 

the networks have to offer. For 
the research community, a new-
look portfolio database has been 
launched with improved search 
capabilities. We also look at a new 
DVD designed to give patients and 
the public an insight into what 
it’s like to be involved in clinical 
research. 
 
We hope that the rest of 2008 will 
be as exciting as its first couple of 
months as we continue to deliver 
many of the things outlined in our 
workplan. Further developments 
to strengthen the clinical research 
workforce are on the horizon and 
more elements of a streamlined 
regulatory and governance 
environment will be delivered. We 
look forward to reporting progress 
on these and other areas of the 
UKCRC’s work in the Summer 
Update.

‘
‘

Dr Liam O’Toole
Chief Executive, UKCRC
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RecentNews

£20m joint UKCRC funding creates Public Health Research Centres

In January, five Public Health 
Research Centres were 

established across the UK with 
a joint investment of £20m from 
a consortium of UKCRC Partners 
and stakeholders. The centres will 
boost research into complex issues 
such as obesity, smoking and 
health inequalities. 
 
The successful Centres - based 
in Newcastle, Cardiff, Belfast, 
Cambridge and Nottingham - will 
each receive up to £5m over five 
years to create new academic 
posts and develop strong 
training and career development 
programmes. 

In the North East of England, 
a Centre for Translational 
Research in Public Health has 
been launched, led by Newcastle 
University in collaboration with 
Durham, Northumbria, Sunderland 
and Teesside Universities. The 
Centre is directed by Professor 
Martin White and will add to the 
significant amount of research 
already done in the North East 
by tackling some of the region’s 
biggest health challenges. 

The two other Centres established 
in England are the Diet and 
Physical Activity Public Health 
Research Centre, led by the 

University of Cambridge in 
partnership with the University 
of East Anglia and directed by 
Professor Nick Wareham, and 
the UK Centre for Tobacco 
Control Studies, University of 
Nottingham, directed by Professor 
John Britton. The research focus 
of the Cambridge Centre will shift 
beyond studying the individual to 
looking at whole populations. The 
Nottingham Centre is a strategic 
partnership between seven of 
the leading tobacco control and 
policy research groups in the UK: 
Nottingham; Bath; Edinburgh; 
Birmingham; Stirling; Queen 
Mary, University of London; and 
University College London. 

In Wales, a Centre for the 
Development and Evaluation of 
Complex Interventions for Public 
Health Improvement (DECIPHer 
for short) has been established. 
The Centre will by led by Cardiff 
University, in collaboration with 
Swansea and Bristol Universities, 
and directed by Professor Laurence 
Moore. The Centre will engage 
strongly with policy, practice and 
public user communities and is 
scheduled to open in September 
2008. 

Queens University Belfast is 
leading the UKCRC Northern 

Ireland Centre of Excellence 
for Public Health Research, in 
partnership with the Institute of 
Public Health in Ireland. This 
Centre is directed by Professor 
Frank Kee and its research will 
include looking at the economic, 
social and biological factors which 
cause chronic disease and the 
main causes of inequalities in 
health experiences.  

The funding provided by the 
UKCRC Partners will also 
support the infrastructure 
needed to carry out high quality 
research – including technical 
staff, IT systems, equipment, 
administrative support and 
research facilities. 

The UKCRC funding Partners 
that contributed the joint £20m 
investment were: the British Heart 
Foundation, Cancer Research UK, 
Economic and Social Research 
Council, Health and Social Care 
Research & Development Office 
for Northern Ireland, Medical 
Research Council, National 
Institute for Health Research, 
Wales Office of Research and 
Development - Welsh Assembly 
Government, and the Wellcome 
Trust.

Northern Ireland appoints new Health & Social Care Director of R&D
Professor Bernadette Hannigan 
has been appointed to the post 
of Health & Social Care Director 
of Research & Development in 
Northern Ireland.

Professor Hannigan will join the 
R&D Office on 1 April 2008 
leaving her current post as Pro-
Vice-Chancellor for Research & 

Innovation at the University of 
Ulster. Professor Hannigan also 
served as Dean of the Faculty 
of Life & Health Sciences at 
the University of Ulster where 
she previously worked as an 
Immunologist with particular 
interest in the relationship 
between nutrition and immune 
competence.

In her 
new role 
Professor 
Hannigan 
will also 
act as 
Chief Scientific Adviser to the 
Department of Health, Personal 
Services and Public Safety in 
Northern Ireland.
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RecentNews

New web resource signposts UK experimental medicine expertise

A new information resource on 
UK experimental medicine 

research was launched in January. 
UKCRC Experimental Medicine 
Resources (www.ukcrcexpmed.
org.uk) provides, for the first time, 
a central information repository on 
the UK’s capability and expertise 
in experimental medicine and early 
phase clinical trials. 

The resource was developed 
by the UKCRN’s experimental 
medicine team on behalf of 
UKCRC. It provides an optimum 
entry point for industry and 
academic investigators looking for 
information about experimental 
medicine facilities in the UK. 
Users can access up-to-date 
knowledge on available expertise, 
resources, techniques and 
technologies in experimental 
medicine. Importantly, it brings 
this type of information all 
together in one place for the first 
time.

The web resource is also 
designed to foster vital links 
between experimental medicine 
investigators, basic scientists, 
clinicians, and industry, helping 
to drive innovative ideas from the 
laboratory to the hospital clinic.
 
Detailed knowledge on over 40 
major UK experimental medicine 
facilities can be accessed through 
the website, including: 

Biomedical Research Centres 
funded by the NIHR 

Clinical Research Facilities 
funded by the Wellcome Trust, 
NIHR and partners in the 
Clinical Research Infrastructure 

►

►

Initiative (Wellcome Trust, 
Wolfson Foundation, British 
Heart Foundation, Cancer 
Research UK, the Medical 
Research Council, the four 
UK Health Departments and 
the Health Research Board of 
Ireland) 

Experimental Cancer Medicine 
Centres funded by Cancer 
Research UK and the four UK 
Health Departments 

Translational Medicine 
Centres funded by the Medical 
Research Council 

 
Further facilities which meet 
a defined criteria, including 
commercial facilities, will be 
added to the database at a later 
date. Discussions about which to 
include are now underway. 

Users of the site can search 
for facilities by location, health 
or disease research topic, or 

►

►

skills and equipment available. 
For example, a biotechnology 
company working in a particular 
therapeutic area such as oncology 
would be able to quickly find UK 
centres with the experience and 
imaging technologies needed to 
carry out early phase cancer trials. 
  
UKCRC Experimental Medicine 
Resources also includes pages on 
the regulatory requirements for 
experimental medicine, the latest 
news and events, background 
information to the website and 
a number of frequently asked 
questions.  

This work builds on over £200m 
investment by the UKCRC Partners 
in experimental medicine research 
and facilities over recent years. 
UKCRC Experimental Medicine 
Resources can be found at:  
www.ukcrcexpmed.org.uk
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Work underway to take forward UKCRC e-health research 
recommendations

RecentNews

Three major pieces of work 
are now underway to take 

forward the recommendations in 
the UKCRC’s June 2007 report 
on the technical, regulatory and 
governance issues around using 
patient records for health research. 

The NHS Care Records Service is 
currently being introduced across 
England, and this process will 
continue over the next few years. 
This Service will electronically 
link patient information from 
different parts of the NHS in a 
secure manner, so that authorised 
NHS staff and patients have 
the information they need to 
make care decisions. These 
electronic patient records also 
offer researchers the chance to 
study the complete patient journey 
from ‘cradle to grave’, providing 
opportunities to track diseases 
over long periods and to assess 
the impact, safety and long term 
effectiveness of different treatment 
options. The June 2007 Report 
of the Research Simulations 
produced by the UKCRC Advisory 
Group to NHS Connecting 
for Health made a number of 
recommendations about the 
potential for such work, which are 
now being taken forward.

The first activity to do this is a 
new, formal programme of work 
known as the NHS Connecting 
for Health Research Capability 
Programme. Its aim is to ensure 
that research achieves its full 
potential as core activity for 
healthcare, alongside other uses of 
NHS data to improve healthcare 
quality and safety in England. 

The programme’s action plan 
specifies how each of the 
recommendations will be 
progressed, whether directly 
under the Research Capability 
Programme or in collaboration 
with other programmes and 
activities. Work will be done in the 
context of other developments in 
e-Health and will take into account 
measures to strengthen the 
governance of health information 
used for wider purposes. 

Sir Alex Markham has been 
appointed Senior Responsible 
Owner and Chair of the Research 
Capability Programme Board and 
Peter Knight has been named 
Programme Director. Input to the 
Programme from research users 
is being provided through an 
External Reference Group chaired 
by Professor Ian Diamond.

The second activity to take forward 
the report’s recommendations 
will complement the work of the 
Research Capability Programme 
and is being taken forward by 
the OSCHR E-Health Records 
Research Board. This is chaired 
by Professor Ian Diamond and 
has the same membership as the 
External Reference Group for the 
Research Capability Programme. 
The OSCHR E-Health Records 
Research Board has a UK-wide 
focus. It will align the strategies of 
Government funders to provide the 
funding to meet these needs, and 
will also identify:

further research infrastructure 
needs that are unlikely to 
be met by the Research 

►

Capability Programme
methodological research that 
needs to be addressed to 
ensure meaningful research on 
e-health records
the research agenda for major 
uses of e-health records
ongoing research that already 
meets these needs/agendas

The third piece of work to take 
forward the UKCRC Advisory 
Group recommendations is a call 
for research on electronic patient 
records and databases, issued by 
the Wellcome Trust in partnership 
with the Economic and Social 
Research Council, the Engineering 
and Physical Sciences Research 
Council and the Medical Research 
Council. The aim of this call is to 
stimulate and support the use of 
electronic databases for health 
research, taking advantage of the 
new electronic technologies that 
are under development across the 
UK.  

These three activities will together 
take forward the recommendations 
of the UKCRC R&D Advisory 
Group to Connecting for Health 
across the UK through high quality 
research on patient records and 
databases, carried out within 
an appropriate governance 
framework. 

For further information on the 
Research Capability Programme 
please see:
www.connectingforhealth.nhs.
uk/systemsandservices/research.

►

►

►

http://www.connectingforhealth.nhs.uk/systemsandservices/research
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RecentNews

Streamlined R&D approval process rolled out across Scotland
Following the extended pilot of 
the MRAD (Multi-Centre R&D) 
model for coordinating Scotland-
wide R&D approval, the Scottish 
NHS Boards have refined their 
operation and introduced a revised 
and streamlined approval process 
across Scotland.   

Operating from 1 February, the 
process builds on the principles 
of MRAD but has two key 
differences. Firstly, the MRAD 
“committee” step, under which 
the main R&D review was carried 
out by representatives of R&D 
offices across Scotland, will 
be replaced by a system under 
which a single main review 
will be undertaken by one R&D 
office and the decision accepted 
by all others. As in MRAD, 
locality issues will continue to be 

considered by each participating 
Board. The same principles will 
apply for commercial trials, with 
common contractual and costing 
issues being considered once 
for the whole of Scotland. These 
arrangements will apply initially 
to multicentre studies. However, 
there is no reason why the same 
principle could not be extended to 
all studies in due course, allowing 
the possibility of any research 
proposal to be extended Scotland-
wide. 

Secondly, to ensure that all 
such decisions are supported by 
relevant expertise, such main 
decisions will be taken initially 
by Greater Glasgow & Clyde, 
Lothian, Tayside and Grampian 
NHS Boards. Other Scottish 
NHS Boards will contribute 

to this process by linking into 
these four Boards to form larger 
regional groupings. Through these 
groupings, staff and researchers 
will have access to the range of 
R&D support services currently 
available from their larger 
neighbours. This process mirrors 
the regional arrangements already 
being put in place across Scotland 
for the provision of ethics services.  
 
Although in its early stages, it is 
anticipated that this sharing of 
expertise and closer collaboration 
between Boards will deliver 
benefits both for R&D staff and 
researchers.

For more information please see:
www.sehd.scot.nhs.uk/cso

Wales to create National Institute for Health Research
A ‘virtual’ National Institute for 
Health Research (NIHR) is to 
be created for Wales to serve 
as the operational arm of the 
Wales Office of Research and 
Development for Health and Social 
Care (WORD). 

The role of NIHR Wales will 
be to commission and monitor 
health and social care research, 
with a particular emphasis 
on the prevention, detection, 
treatment and management of 
chronic disease, and service 
organisation and delivery. As a 
‘virtual’ institute, NIHR Wales 
will not require capital and high 
administrative start-up costs. This 
enables WORD to concentrate 
expenditure on directly supporting 
research, which will continue to be 
undertaken by a range of external 
organisations. 

NIHR Wales will work to raise 
standards and excellence through 

the creation of a ‘Faculty’. 
Faculty membership will include 
members at individual, project, 
and organisational level funded 
by WORD, its partners and 
other relevant Welsh Assembly 
Government policy departments. 

Through NIHR Wales, WORD 
will launch new competitive 
programmes. Initially these will 
include translational research 
platforms, to enable the rapid 
conversion of ideas from the 
laboratory to new treatments 
and clinical practices, alongside 
current research funding streams 
and fellowships in health and 
social care.  

NIHR Wales will help to maximise 
the opportunities for research and 
development offered by Wales’ 
membership of the Office for 
Strategic Coordination of Health 
Research (OSCHR).  

WORD is currently updating 
its Research and Development 
Strategy for Health and Social 
Care to ensure it fits with the 
Science Policy for Wales. R&D 
policy will continue to reflect the 
health and social care priorities of 
Wales and the revised strategy will 
build on current strengths such as 
the establishment of the Clinical 
Research Collaboration for Wales 
(CRC Cymru) and current capacity 
building programmes. 

The strategy will ensure that 
Wales is fully engaged in UK-
wide activities to streamline the 
research governance environment. 
It will focus on strengthening 
links with industry, and boosting 
R&D capacity, infrastructure 
and governance in the fields of 
primary and social care. It will 
also introduce new initiatives to 
incentivise the NHS to lead and 
participate in R&D.
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Best Research for Best Health: two years on

The health research strategy 
for England, Best Research 

for Best Health, is now two years 
old. In April 2006, the National 
Institute for Health Research 
(NIHR) was launched to help 
deliver the plans outlined in the 
strategy. Since then, the NIHR 
has achieved many tangible 
results which are transforming 
health research in the UK. 
Many more positive effects from 
implementation of the strategy are 
just around the corner.

Aims of the strategy 

The vision of Best Research for 
Best Health is to improve the 
health and wealth of the nation 
through research. The strategy 
envisaged the creation of “a 
health research system in which 
the NHS supports outstanding 
individuals, working in world-class 
facilities, conducting leading-edge 
research, focused on the needs 
of patients and the public”. The 
aim was to achieve this through 
five goals focused on boosting the 
UK’s international reputation for 
research, attracting and retaining 
high quality staff and research, 
creating streamlined research 
management and governance 
systems, and wise spending of 
public money. 

The Government has reaffirmed 
its commitment to support 
these goals; in October 2007, it 
announced that public funding 
for health research would rise 
to £1.7 billion per annum, with 
ring-fenced funding for the NIHR 
of £1 billion per annum by 2010 
– 2011.  

Two years on: what has been 
achieved? 

A major goal of the strategy 
was to establish the NHS as an 

internationally recognised centre 
of research excellence. Working 
towards this target, the NIHR 
has invested £32m since 2006 
in establishing topic specific and 
comprehensive research networks. 
The growing portfolio of high 
quality network trials is boosting 
trial participant numbers and 
beginning to improve the speed, 
quality and coordination of clinical 
trials, as well as strengthening 
links between the NHS and 
industry. One example of closer 
working with industry is the 
model Clinical Trials Agreement, 
developed in 2006. Early feedback 
shows that, when used without 
modification, the agreement can 
significantly reduce study start-up 
times. 

Primary care research has also 
been strengthened through the 
establishment of the Primary Care 
Research Network and the NIHR 
School for Primary Care Research. 
The School has created links 
between primary care settings 
such as GP surgeries and research 
centres of excellence. Examples 
of studies that have been set up 
as a result of these collaborations 
include research into new ways to 
diagnose cancer at an early stage, 
and group therapy for women with 
depression.  

Implementation of Best Research 
for Best Health has led to 
considerable investment in the 
infrastructure for translating 
basic research discoveries into 
new treatments, diagnostics and 
medicines. This has ranged from 
establishment of NIHR Biomedical 
Research Centres to investment 
by a partnership of public and 
charity research funders in the 
UKCRC Coordinated Initiative in 
Experimental Medicine. 

The second aim of the strategy 

was to attract, develop and retain 
the best research professionals to 
conduct people-based research. 
The creation of the NIHR Faculty 
is a key part of achieving this 
goal and its first cohort of Senior 
Investigators will be appointed 
from April 2008. In addition 
the NIHR’s Research Capacity 
Development Programme is 
coordinating implementation of 
the Integrated Academic Training 
Pathway, developed by the UKCRC 
and Modernising Medical Careers. 
To date, 306 Academic Clinical 
Fellows and 131 Clinical Lecturers 
have been appointed to the new 
training schemes. 

To ensure that it is supporting 
research that provides real 
benefits for patients, the NIHR 
has resolved to commission 
research focused on improving 
health and care. For example 
the NIHR’s Health Technology 
Assessment Programme produces 
independent research on the 
costs, effectiveness and impact of 
developments in health technology 
to make sure that the public and 
the NHS have access to the best 
information. Researchers are also 
being encouraged to come up 
with new practical solutions to 
conditions which cause significant 
disease burden or in areas where 
not enough funding is available 
through 

continued on page 7
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the NIHR’s Programme Grants for 
Applied Research. In November 
2007, the NIHR and MRC 
announced a new series of 
measures to drive translation of 
new research discoveries into new 
technologies and medicines that 
will more quickly benefit patients. 

A major goal of Best Research for 
Best Health was to strengthen 
and streamline the systems 
for research management and 
governance, which is an area in 
which the UKCRC Partners have 
been heavily involved. Rapid study 
start-up is crucial to making the 
UK a competitive place to do 
research. The NIHR, along with 
the Health Departments in Wales, 
Scotland and Northern Ireland, 
is working as part of the UKCRC 
Partnership to develop consistent 
processes, cut duplication and 
excessive bureaucracy, ensure 
consistent interpretation of 
regulations and deliver clear and 
authoritative advice. 
 
For example the Research 
Passport system for issuing 
honorary contracts, which 
is currently being rolled out 
across the UK, is a key measure 
identified by Best Research for 
Best Health to reduce unnecessary 
bureaucracy. The Passport will 
be used as standard system 
throughout the Comprehensive 
Research Network. 

All sectors have agree that 
addressing the issue of NHS R&D 
permissions is an important step 
in reducing bureaucracy and 
speeding study start-up times. 
The NIHR Coordinated System for 
gaining NHS Permission, NIHR 

CSP (which had the working 
title of Central Sign-Off), will 
provide a single application point 
for sponsors and investigators 
applying to start multi-centre 
studies. Through the system, 
clinical research studies will 
be approved quickly through 
consistent and streamlined 
processes while also meeting 
quality assurance and statutory 
research requirements. NIHR CSP 
will be rolled out by the UKCRN 
from April 2008.  

The provision of consistent and 
authoritative advice on regulatory 
and governance issues is another 
important part of Best Research 
for Best Health. The NIHR 
and the UKCRC Partners have 
collaboratively set up a UK-wide 
Regulatory & Governance Advice 
Service to meet this aim, and in 
May 2007, a dedicated website 
supporting the Advice Service 
(www.ukcrc-rgadvice.org) was 
launched. 

The final goal of the strategy was 
to act as sound custodians of 
public money for public good. 
To ensure that NHS research 
funding is used for only the 
highest quality of research, the 
NIHR is introducing new systems 
to ensure that funding follows 
research openly and sustainably 
and supports new ways of 
working for the different parts of 
NHS and Department of Health-
funded research. NIHR is directly 
accountable to the Department 
of Health, but is also subject to 
scrutiny by other bodies. The 
newly formed Office for Strategic 
Coordination of Health Research 
(OSCHR) is facilitating more 

efficient translation of health 
research into health and economic 
benefits in the UK through 
better coordination of healthcare 
research and more coherent 
funding arrangements to support 
translation. 

What’s next? 
 
Working in partnership with 
other public sector funders such 
as the MRC, and through the 
UKCRC Partnership, the NIHR 
will continue to implement Best 
Research for Best Health as a 
driver for change over the coming 
years. 

Some of the developments on 
the horizon include new training 
and career structures for nurses 
and allied health professionals, 
‘off the shelf’ model agreements 
for medical devices studies and 
for non commercial research 
in the NHS, and the newly 
established Connecting for Health 
Research Capability Programme, 
which is taking forward the 
recommendations of the UKCRC 
Advisory Group. 

Importantly the NIHR’s strategy 
has full Government backing 
– in the foreword to the Best 
Research for Best Health two-year 
progress report, Prime Minister 
Gordon Brown stated that “the 
science base in the UK is the 
foundation of the UK’s economic 
future and medical research is 
key to ensure that the NHS is well 
placed to benefit from the latest 
technologies”. 

Best Research for Best Health: two years on continued

For more information, please see the NIHR’s Best Research for Best Health progress report, which  
is available at:
www.dh.gov.uk/en/Researchanddevelopment/Researchanddevelopmentstrategy/DH_4127109
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News from the Networks

Diabetes Research Network launches DVD for patients
The Diabetes Research Network 
has recently launched a DVD 
which gives an insight into patient 
experiences of clinical research in 
diabetes.

Clinical Research in Diabetes – a 
Patient Perspective is designed to 
raise awareness of diabetes and 
diabetes research among patients 
and the public. It may also serve 
as a useful resource for healthcare 
professionals who want to learn 
more about patient perceptions of 
clinical diabetes research.

Although around 4% of the British 
population has diabetes, it is 
a relatively low profile disease 
and often remains undiagnosed. 
It can also be more difficult 
to recruit patients into clinical 
studies in diabetes than for 
better-known diseases such as 
cancer. Negative media coverage 
and misunderstanding have also 
compounded this problem. 

Diabetes Research Network staff 
Dr Eleanor Kennedy, Dr Paul 
Chester and Professor David 
Matthews from the Oxford Centre 
for Diabetes Endocrinology and 
Metabolism (OCDEM), who 
work on patient advocacy for the 
network, quickly realised that they 
had a huge task on their hands. 
Before they could promote the 
Diabetes Research Network and 
involvement in clinical trials to 
patients, they saw that it would 
first be necessary to take a 
step back to raise awareness of 
diabetes and diabetes research. 

The idea for the DVD originated 
from a slide set created by the 
team for use by the network’s 
research nurses for giving talks to 
patient groups. The slides included 
short film clip ‘soundbites’ of 
patients talking about their 

experiences of research. Feedback 
from clinical network leads, 
managers and nurses indicated 
that these clips were the strongest 
part of the slide set. Audiovisual 
communication is known to be 
a powerful way to engage with 
people, particularly given the 
rising popularity of websites such 
as YouTube and social networking 
sites like Bebo and Facebook. As a 
result of this feedback, the project 
was scaled up to a stand-alone 
DVD in June 2007 and a film 
production company was brought 
on board. 

Using contacts in the diabetes 
research field, a diverse sample 
of patients from across the UK 
were approached and interviewed 
on film, including paediatric 
patients with Type 1 diabetes 
from Scotland, Northern Ireland 
and England as well as patients 
from black and ethnic minority 
communities. Reaching patients 
who originate from the Indian 
subcontinent was seen as being 
particularly important because this 
patient group has a high genetic 
predisposition for diabetes and, 
historically, has been difficult to 
recruit from.

The 20-minute DVD consists of a 
series of clips from patients and 
research professionals speaking 
about their experiences of diabetes 
research in their own words. There 
are eleven chapters to allow the 
viewer to select sections of interest 
or to watch one section at a time. 
Some of the questions that the 
DVD aims to answer are: Why do 
people get involved in research? 
Why is research needed? What 
are the main benefits and 
drawbacks of taking part in 
research? and What’s it like being 
involved in research? 

“The DVD is completely unscripted 
– the patients spoke straight from 
the heart making the content 
much more powerful,” says Dr 
Kennedy, who helped conduct the 
interviews for the film clips.

The first version of the DVD was 
completed in February 2008, and 
a print run of 500 was made. The 
DVD was sent out to key opinion 
leaders, research staff running 
trials, healthcare professionals and 
local research networks. Feedback 
so far has been very positive. 
An informal trial of the DVD will 
hopefully soon be underway in 
Tower Hamlets, London, to assess 
whether supply of the DVD in GP 
surgeries has a positive effect on 
diabetes research trial recruitment.

In the long term, Dr Kennedy and 
her colleagues hope to supply 
copies to every primary and 
secondary care centre in the UK, 
with the help of the networks, 
particularly the Primary Care 
Research Network. It is envisaged 
that stacks of the DVDs will 
be available in GP surgeries 
for patients to take away. The 
resource will be particularly useful 
for helping newly-diagnosed 
patients to understand and come 
to terms with their diagnosis at 
their own pace, and GP surgeries 
often provide a TV in the waiting 
room on which the DVD could 
be screened to reach even more 
patients.

continued on page 9
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A second version of the DVD 
is already in development and 
is scheduled to be released on 
International Clinical Trials Day on 
20 May 2008. Filming has been 
done at the Plymouth Diabetes 
Centre to provide footage for a new 
chapter on diabetes in pregnancy. 
On another day of filming on-
camera interviews were conducted 
with healthcare professionals 
including Professor Paul Wallace, 
the director of the Primary Care 
Research Network, and Ms Shona 
Hynd, Scottish Diabetes Research 
Network Manager. 

The original 20-minute DVD was 
edited down from over 100 hours 
of footage. Plans are also being 
discussed to use some of this 
unused footage to create a DVD on 
clinical research in general, which 
could be circulated to all of the 
networks as a patient and public 
involvement resource. 

In tandem with the launch of the 
second version of the DVD on 
20 May, a new web resource will 
also be launched. The Diabetes 
Research Networking website will 
provide information from experts 
in the field, video streamed clips 

of patients speaking about their 
experiences of diabetes and 
research, and a forum for diabetes 
patients to communicate with one 
another and to gain support and 
advice. 

Please email diabetesresearch@
ocdem.ox.ac.uk for free copies 
of the DVD or further information 
about the project. The Diabetes 
Research Networking website 
will be launched on 20 May 
2008. Please register at www.
diabetesresearchnetworking.org 
to get an email alert when the site 
goes live.

News from the Networks

New-look Database launched for UKCRN Trials Portfolio
Expansion of the UKCRN’s 
portfolio of clinical studies 
continues as the Topic Specific 
and Primary Care Networks 
develop and flourish. The portfolio 
now includes around 800 fully 
confirmed studies, and over 
62,000 subjects have participated 
in portfolio studies since the start 
of April 2007. To meet the rapidly 
changing needs of the portfolio 
users, the UKCRN has recently 
launched a new-look version of its 
Portfolio Database with improved 
search capabilities, together 
with a new section of its website 
dedicated to the portfolio. 

In England, portfolio studies 
benefit from the support of 
UKCRN-funded staff working in 
Local Research Networks. This 
support might include publicising 
the study, help with R&D approval 
applications, or identification and 
recruitment of patients, depending 
on the resources available at 
individual sites. 

To be included in the UKCRN’s 
portfolio, trials and other well 
designed studies must meet the 
eligibility criteria drawn up by the 
relevant UK Health Department. 
In England, the NIHR criteria have 
been drawn up by the Department 
of Health and are available on the 
UKCRN website. Criteria include 
proof that the trial will provide 
new knowledge which will be 
of value to others and which is 
intended for wider dissemination. 
In order to be eligible, the study 
must also already have full 
research funding, awarded in open 
national competition following 
independent peer review.  

The new-look database can be 
found at: www.ukcrn.org.uk/index/
clinical/portfolio_new.html . The 
database incorporates feedback 
from colleagues across the four 
UK nations and those in the 
Topic Specific, Primary Care and 
Comprehensive Clinical Research 
Networks. The changes are part 
of an ongoing process to improve 

the Portfolio Database to meet the 
rapidly changing needs of portfolio 
users. 
 
Users can view and search the 
portfolios of England (NIHR), 
Northern Ireland, Scotland and 
Wales separately by clicking on 
the appropriate icon at the top of 
the main search page. 
 
The database can also be 
searched by Chief Investigator, 
Study Title and UKCRN Study 
ID number, and a new free text 
option allows users to search the 
Research Summary information. 
Within each record, there is also 
provision to include summaries 
of study methodology, objectives 
and principal questions. The new-
look Database also allows search 
results to be exported to an Excel 
spreadsheet, making it easier to 
take information away for local 
dissemination. 

A Portfolio Factsheet has also been produced, which can be downloaded from the UKCRN’s Portfolio website:
www.ukcrn.org.uk/index/clinical/portfolio_new/P_news/mainColumnParagraphs/03/document/
Portfolio%20Factsheet.pdf

http://www.ukcrn.org.uk/index/clinical/portfolio_new/P_news/mainColumnParagraphs/03/document/Portfolio%20Factsheet.pdf
http://www.ukcrn.org.uk/index/clinical/portfolio_new.htm
http://www.ukcrn.org.uk/index/clinical/portfolio_new.htm
mailto:diabetesresearch@ocdem.ox.ac.uk
mailto:diabetesresearch@ocdem.ox.ac.uk
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January saw the launch of the 
Integrated Research Application 
System (IRAS), which is expected to 
relieve the growing paperwork burden 
faced by UK health researchers. 

IRAS, which was developed under 
the auspices of the UKCRC, is 
designed to make the process of 
applying for approval to conduct 

research in the health sector easier 
and less bureaucratic. The system 
will ease the administration burden 
on researchers because it allows 

them to enter information about 
their study in one place. Until the 
launch of IRAS, researchers had 
to duplicate the same information 
in separate application forms 

for each type of approval, 
which was a time-
consuming and 
frustrating process.

IRAS combines 
seven review 
bodies’ 
applications 
(see table on 
next page 
for further 

detail). 

Once entered into IRAS, the 
information will populate the 
applications relevant to the type 
of research being undertaken. It 
also identifies when data has been 
changed after the permission/
approval has been given, flagging up 
the need to submit an amendment. 

On 29 January, an IRAS launch 
event was held in London, 
which was attended by 
research staff and many 
of those involved in its 
development. 

Sir John Lilleyman led 
the UKCRC Working 
Group set up to look at 
streamlining research 
applications. Speaking 
about the background to 

development of the system at the 
launch event, he said: “There had 
been pressure from researchers about 
the regulatory steeplechase required 
to gain approval to do a piece of 
research in the NHS. The number 
of organisations wanting to know 
what a researcher is doing has grown 
almost exponentially and people were 
getting increasingly fed up”.

It is hoped that IRAS will make this a 
thing of the past. Sir John Lilleyman 
says that within the next year, 
researchers will only need to 
fill in a single application once 
online, with an opportunity to 
tick the relevant organisations 
that need to receive the basic 
information. “These innovations 
make sense and that’s why they 
will work,” he says.

Researchers are advised to start 
completing their applications 
via IRAS now by going to www.
myresearchproject.org.uk.This will 
allow them to prepare for the phase 
out of traditional systems, such as 
the online ethics application system, 
later this year. 

“Many researchers have wanted to 
transfer their existing applications 
on the old ethics system into IRAS. 
This is not possible, although we will 
maintain access to existing ethics 
forms, so we really urge researchers 
to start using IRAS now to maximize 
the benefits of the integrated 
system,” says Dr Janet Wisely, 
Director of the National Research 
Ethics Service (NRES).

The development of IRAS is a UK-
wide project, led by NRES, a division 
of the National Patient Safety Agency. 
The project is being run under the 
umbrella of the UKCRC, and is also 
supported by the NHS R&D Forum, 
the major regulatory and governance 
bodies, the UK Health Departments, 
the UK Clinical Research Network, 
the Forum of NHS Wales for R&D 
Management in Health & Social Care 
and funders of research. 

Dr Liam O’Toole and Sir John Lilleyman at the IRAS launch 
event in London

Integrated Research 
Application System (IRAS)  
launched



��

IRAS: In brief 

IRAS is a single, integrated application system which brings together the information requirements for a range of 
permissions and approvals. It streamlines the application process by allowing you to enter your study information in 
one place without duplication in separate application forms for each type of approval. 

In addition, IRAS will soon provide a simple import/export mechanism with EudraCT. This will cover information 
needed for applications to the Medicines and Healthcare products Regulatory Agency (MHRA) for clinical trials of 
investigational medicinal products. The added functionality will mean that applicants will be able to enter information 
in IRAS and create an application form and .xml file to send to the MHRA on disk.

Review Body Type of Application

NRES / NHS / HSC 
Research Ethics Committee (includes Site 
Specific Information Form)

Application for ethical opinion

NHS / HSC R&D Offices Application for NHS management permission

Gene Therapy Advisory Committee (GTAC) Application for ethical opinion on a trial of gene therapy 
medicinal product

Patient Information Advisory Group (PIAG) Application under section 60 of the Health & Social Care 
Act to process identifiable patient data without consent 
(England and Wales only)

Medicines and Healthcare products 
Regulatory Agency - Devices Division (MHRA)

Notification of a clinical investigation of a medical device

Ministry of Justice
(National Offender Management System)

Application to conduct health research involving prisoners 
(England and Wales only)

Administration of Radioactive Substances 
Advisory Committee (ARSAC)

Application for ARSAC certificate by nuclear medicine 
professional administering radioactive exposures in 
research

Integrated Research Application System (IRAS)  
launched continued ....

For further information about IRAS, please see: 
www.myresearchproject.org.uk 

Feedback about the content, design, and practical operation of IRAS should be sent to:  
iras@nres.npsa.nhs.uk.
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Further information
Wider stakeholders’ involvement to identify key issues and take part in the development of solutions is crucial to 
achieving the UKCRC vision.  Because of the wide range of sectors involved in this Partnership, the most effective way 
of engaging with the Collaboration will be through the Partner organisations of the UKCRC. 

Further information can be obtained from the UKCRC Website or by contacting the UKCRC at:
UK Clinical Research Collaboration
20 Park Crescent
London
W1B 1AL
T:  +44 (0)20 7670 5452
F:  +44 (0)20 7637 6067
E:  info@ukcrc.org
www.ukcrc.org

Working in Partnership

What is UKCRC?
The UKCRC is a Partnership of organisations 
committed to making the UK a world leader in clinical 
research. The UKCRC also represents a new way of 
working in which complex long-standing issues are 
tackled by key stakeholders working together. In this 
way each organisation maximises their individual 
impact for the benefit of patients and the public.

Why was it set up?
The National Health Service should provide the perfect 
environment in which to carry out high quality clinical 
research in order to benefit patients.  Whilst a lot of 
good research takes place, there is now consensus that 
conducting clinical research in this country is much 
harder than it need be.    

The issues that need to be addressed in order to 
strengthen clinical research in the UK were highlighted 
in two key reports from the Academy of Medical 
Sciences (http://www.acmedsci.ac.uk/p_scr.pdf) and 
Biosciences Innovation and Growth Team (http://
www.bioindustry.org/bigtreport/).  The Government 
recognised the need for further investment and the 
importance of a collaborative approach through the 
Research for Patient Working Party and from this the 
UKCRC was born.

How does the UKCRC work?
The UKCRC Partner organisations have agreed to 
collaborate on a programme of work that with time 
will improve the clinical research environment in the 
UK. Each activity is led by one of the Partners or by 
the independent UKCRC Core Team, depending on 
the nature of the task.  The UKCRC Core Team is co-
funded by all the UKCRC Partners.

Why is the UKCRC important?
High quality clinical research results in benefit 
for patients through the development of new and 
improved treatments, the formulation of evidence-
based clinical guidelines, and  the enhancement of 
scientific knowledge.  Ensuring that the bioscience, 
healthcare and pharmaceutical industries remain 
active in the UK will also have important benefits. In 
addition to providing important inward investment into 
the UK, healthy industry involvement gives patients 
the opportunity for early access to new therapies and 
gives the academic community the opportunity to share 
expertise and technology with industry partners.


