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Introduction 

This report summarises the outcomes from the workshop sessions at the Strengthening the UK’s 

capability in health informatics conference in London on 1st and 2nd May 2013. The conference 

launched the e-Health Informatics Research Centres and associated Network and was sponsored 

by the MRC and the Wellcome Trust in partnership with Arthritis Research UK, the British Heart 

Foundation, Cancer Research UK, the Economic and Social Research Council, the Engineering and 

Physical Sciences Research Council, the National Institute of Health Research, the National Institute 

for Social Care and Health Research (Welsh Assembly Government), and the Chief Scientist Office 

(Scottish Government Health Directorates). The purpose of the workshop sessions was to inform 

the development of a five year strategy for the Health Informatics Research Network. 

Background 

The National Health Service contains a wealth of longitudinal health data from cradle to grave on 

the UK population. The advent of electronic patient records provides unique opportunities for 

researchers to identify more effective treatments, improve drug safety, assess risks to public health 

and study the causes of diseases and disability at a faster pace and on a scale not previously  

possible. No other country has such a large and rich source of data on the long term health of its 

people. The potential to use this information for research, places the UK in an unrivalled position 

globally, leading to marked benefits for UK health and wealth. 

Infrastructure initiatives in England, Scotland and Wales1 are allowing researchers access to e-health 

records in a secure environment that protects patient confidentiality. Linking UK e-health records 

with other forms of routinely collected environmental, social and economic data or with research 

data sets, such as population cohorts, offers unprecedented opportunities to enhance patient and 

public health and advance social and medical research. 

As more health data becomes available it will become important to ensure that the UK research 

community is in a strong position to fully exploit the research potential offered by these resources. 

In January 2011 the MRC, on behalf of a consortium of UK research funders2, published a report 

on the UK e-health records research capacity and capability which determined the requirements to 

support a sustainable e-health informatics research base in the future. 

To optimise the use of health records in research and in response to the capacity and capability 

issues highlighted in the report, a consortium of ten UK funding agencies3, co-ordinated by the 

MRC, launched a £19m initiative to fund a number of Centres of Excellence in e-health informatics 

research across the UK.

1. Research Capability Programme (RCP), Welsh Secure Anonymised Information Linkage system (SAIL), Scottish Health Informatics Programme  
for research (SHIP)
2. Cancer Research UK (CRUK), Chief Scientist’s Office, Scottish Government Health Directorates (CSO), Economic and Social Research Council (ESRC), 
Engineering and Physical Sciences Research Council (EPSRC), Medical Research Council (MRC), National Institute for Health Research (NIHR),  
National Institute for Social Care and Health Research (NISCHR) and the Wellcome Trust,  
3. Arthritis Research UK, the British Heart Foundation, Cancer Research UK, the Economic and Social Research Council, the Engineering and Physical Sciences 
Research Council, the Medical Research Council, the National Institute of Health Research, the National Institute for Social Care and Health Research  
(Welsh Assembly Government), the Chief Scientist Office (Scottish Government Health Directorates) and the Wellcome Trust
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e-Health Informatics Research Centres 

In 2012, four e-Health Informatics Research Centres (HIRCs), based at University College London, 

University of Manchester, Swansea University and the University of Dundee, involving a total of 19 

UK universities and two MRC Units, were funded in the £19m initiative. A full list of the participating 

institutions can be found at Table 1.

The aims of the HIRCs are

• Undertake cutting edge research linking e-health records with other forms of research and  

 routinely collected data, including NHS health records, administrative data and research datasets. 

• Build the UK’s capacity in health informatics research

• Develop novel methodologies;

• Encourage and facilitate interdisciplinary working across biomedical, social and 

 informatics research;

• Establish interdisciplinary career development and training opportunities. 

A broad range of clinical and public health research will be covered by the HIRCs, with each Centre 

having a different research focus or area of expertise.

Table 1 – Partner institutions of Health Informatics Research Centres

Centre Lead Institution Partner institutions Director

CIPHER
http://www.swansea.ac.uk/
medicine/cipher/

Swansea  
University

University of Bristol
Cardiff University
University of Leicester
University of Sussex

Professor  
Ronan Lyons

CHAPTER
http://www.ucl.ac.uk/ 
chapter

University  
College London

London School of Hygiene 
and Tropical Medicine
Queen Mary University  
of London
MRC Clinical Trials Unit
University of Oxford
Health Protection Agency

Professor  
Harry Hemingway

N8
http://www.herc.ac.uk

University of  
Manchester

University of Manchester 
Lancaster University
University of Liverpool
University of York

Professor  
Iain Buchan

Scotland
http://www.dundee.ac.uk/
pressreleases/2013/july13/
institute.htm

University  
of Dundee

MRC Human Genetics Unit 
University of Aberdeen
University of Edinburgh
University of Glasgow
University of St Andrews
University of Strathclyde

Professor  
Andrew Morris
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UK Health Informatics Research Network

To add value to the initiative, the Centres will be linked by a UK Health Informatics Research  

Network which will draw in expertise from the wider UK research community. The Network will  

coordinate training and career development opportunities in health informatics, share good  

practice and explore methodological developments and governance issues. It will also play an 

important role in engaging with the public to promote better understanding of the benefits of 

using e-health records in research, and provide an interface for collaborations with industry, the 

NHS and policy makers.

Together the Centres and the Network will create a world leading environment that will enable the 

UK to capitalise on the unique research opportunities offered by the NHS in an environment that 

will safeguard the confidentiality and privacy of patients. 



6 | MRC

Conference summary

Strengthening the UK’s capability in health informatics research

The e-Health Informatics Research Centres and Network were launched at a UK health informatics 

conference held on 1st and 2nd May, 2013. The aim of the event was to explore the scientific  

challenges in research using health records, and in particular, how the Network can effectively build 

UK informatics capacity and translate research outputs for patient and public benefit.  

The conference programme can be found in Annex 1.

The conference opened with the formal launch of the Centres and Network by The Rt Hon David 

Willetts MP, Minister for Universities and Science. Over 200 delegates attended including academics 

and professional societies, the NHS, health professionals, IT and pharmaceutical industries, research 

funding organisations and the media. A full list of the conference attendees is in Annex 2.

The first day of the conference began with an overview of the four HIRCs and proposed Network 

activities. It was followed by perspectives on the research opportunities in the UK from different 

stakeholders including, international researchers, the NHS and patients, pharma and IT industries.  

The second day of the conference was a scientific meeting with a mix of talks and parallel breakout 

sessions. Talks focussed on international and UK experiences in health informatics research. Five 

facilitated workshop sessions were held in parallel to discuss the key issues, risks and challenges that 

the UK faces in capitalising on the use of electronic health records for research; these included:

• Translating UK health data for patient NHS benefit

• Building careers – NHS/Academia/Industry

• Driving analysis at UK scale (Access and Methodology) 

• Maintaining public trust

• Harnessing big data from across society (Administrative Data Taskforce)
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Workshop sessions

Each of the conference workshop sessions were attended by 35-60 delegates encompassing a 

broad spectrum of informatics research interests including the pharmaceutical industry, academia 

and the NHS. The aim of the workshop sessions, facilitated by two expert leads, was to explore key 

issues impacting on UK health informatics research, which would inform the developments of the 

UK Health Informatics Research Network strategy. 

The five workshop sessions and facilitators were:

Translating UK health data for patient NHS benefit

Dr Simon Denegri, Chair of INVOLVE and NIHR’s National Director for Public  

Participation and Engagement in Research 

Professor Jonathan Kay, NHS Commissioning Board

Building careers – NHS/Academia/industry

Dr Rick Jones, University of Leeds 

Sir Peter Rubin, University of Nottingham 

Driving analysis at UK scale (Access and Methodology) 

Dr Andrew Roddam, Amgen Ltd 

Professor Paul Burton, University of Leicester

Maintaining public trust

Baroness O’Neill, House of Lords 

Professor Graeme Laurie, University of Edinburgh

Harnessing big data from across society (Administrative Data Taskforce)

Professor Paul Boyle, ESRC 

Dr Mark Elliot, University of Manchester

Summaries of the key issues discussed in those sessions follow. 
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Translating UK health data for patient  

NHS benefit 

This session discussed the importance of engaging the NHS and the public in the e-health records 

research agenda. Involvement at many levels will be essential, including facilitating access to data 

for research, participating in and shaping research and directly benefiting by translating research 

outcomes. It will be necessary to co-ordinate a range of activities and existing infrastructure  

to maximise interoperability and translate methodological advances and research outcomes for 

patient benefit.  

Issues were raised in 6 key areas:

1. Articulating the benefits of e-Health research 
It is important that the HIRCs can demonstrate the value for money of funding, establishing  

systems and metrics to measure progress. The benefits of this research should not be measured by 

traditional outputs alone (such as papers), but also the value added to society, for example to NHS 

patients in the improving understanding of interventions. Some key examples/case studies of such 

benefits could be developed. 

2. Engaging the public in the e-Health agenda 
The HIRCs have a role to play in informing the public about the benefits of e-Health research 

through engaging examples and case studies. In addition, NHS patients need to be engaged  

to become involved in their own records, which will benefit patients themselves and can contribute  

to improvements in data quality. 

3. Delivering training and education for key stakeholders
Capacity building was seen as a key role for the HIRCs: First, in educating and sharing good practice 

between researchers, for example in different methodological approaches, and; Second in  

engaging with clinicians to build understanding of the importance of clinical data sets for research 

and providing training for them in data entry to improve data quality. 

4. Developing a roadmap for high quality data
A coordinated approach needs to be developed to improve the quality of data collected in the NHS, 

for example improving coding to ensuring consistency and the capture of nuanced information, 

and linking high resolution phenotypic data with emerging genomic data. A suite of measure will  

be needed to improve the range and quality of data, for example simplifying systems for data  

collection and educating and incentivising clinicians. 

5. Maximising the benefits of existing data
The HIRCs were encouraged to undertake a mapping exercise to understand what NHS datasets are 

currently available and share this knowledge among researchers. To utilise the full potential of these 

data resources, the HIRCs will need to develop and promote methodologies for the meaningful 

analysis of less-than-perfect data sets.
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6. Building an interface between communities and structures
The HIRCs can act as a key interface between the research community and the NHS at

the local level by liaising with clinicians, NHS IT departments and the Academic Health Sciences 

Networks. The HIRCs can also act as an important bridge to key structures in the health system - 

such as NHS England, the Information Standards Board and Public Health England - particularly in 

England where it can be difficult to “engage the monolith”.
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Building careers – NHS/Academia/industry

This session covered the requirements for developing and coordinating training and career  

development opportunities. Individuals working in e-health research come from a range of  

backgrounds and will have a variety of training needs that need to be addressed. New types of  

training and new collaborations between the NHS, Academia and Industry will be required to ensure 

the UK flourishes in the field and discussions focused on how the HIRCs and Network can best 

facilitate this.

Issues were discussed in 5 key areas:

1. Embedding health informatics training
Training should reflect the fact that health informatics is now embedded within healthcare  

delivery, but should also take into account the diversity of roles within the healthcare environment 

and recognise the role of specialists. Bridging the gap of understanding between research and NHS 

staff is a key challenge especially as regards use of data standards. An integrated systems-level  

approach is required to maximise the benefits of this technology, as real life conditions can be  

difficult to replicate in a controlled training environment. This will involve training all health  

professionals in core topics (such as informatics literacy), as well as training a smaller number of 

highly specialist technical staff (see point 2). A shift to making training modular, available as  

e-learning packages and an increased emphasis on Continuing Professional Development and “on 

the job” training may be required to achieve this. Training should be outcome focussed.  

Governance issues may need to be addressed, such as access to electronic records by students. 

2. Frameworks for careers in health informatics
Many delegates were concerned at the current lack of structure, stability and adequate  

compensation for those working in the health informatics field. Recognition of the role that health 

informatics professionals play in delivering healthcare needs to be improved. Data managers, in 

particular, were singled out as being under-valued. More attention needs to be paid to developing 

frameworks for careers, and recognition that career paths are often undulating.

The HIRCs should play a role in promoting such ideas to policy makers in the NHS, universities, 

industry and research funding bodies. 

3. HIRCs as knowledge brokers and beacons of good practice
The HIRCs have the potential to play an influential role in the development of health informatics 

training through disseminating good practice and setting standards, thereby avoiding duplication of 

effort. For example, through the development of standard operating procedures and training  

curricula, and by publicising the work of agenda-setting research groups. The HIRCs should work 

with industry and the NHS to identify collaborative research challenges of common interest. 

4. Bridging the gap
If the benefits of health informatics are to be maximised then system change will be required.  

The HIRCs have the potential to catalyse collaboration between the NHS, healthcare professionals,  

industry and academic researchers, as well as bringing in international expertise (such as  

secondments of staff and students).  
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5. Engagement with industry
Delegates were not aware of any significant engagement between HIRCs and industry. Delegates 

would urge early interaction with industry to identify collaboration opportunities in health  

informatics training. Industrial placements were widely encouraged to enhance both graduate/

post-graduate training and to increase cooperation between academia and industry. Promotion of 

studentships such as CASE should be encouraged. 
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Driving analysis at UK scale  

(Access and Methodology) 

This session focused on the challenges of scaling up access and the ability to link and analyse  

large health data sets. Technological and methodological developments are needed to facilitate  

interoperability, linkage and data analysis on a UK wide scale. The HIRCs and Network will need  

to engage a variety of stakeholders to achieve this and will play an important role in sharing best  

practice and encouraging the adoption of standards. 

Issues were raised in 6 key areas:

1. Key clinical questions
• The HIRCs should identify a few key clinical questions, the answers to which might be of

 national importance, and use these as a basis on which to develop informatics methodology.

• Will require working closely with clinicians and scientists.

• Projects could be pilot/small scale, but need to show clinically/scientifically relevant results, within

 2-3 years. i.e. no point spending years creating the perfect methodology if it doesn’t address a  

 key clinical question.

• HIRCs are open to suggestions for suitable research ideas, e.g.:

 o Rare diseases that attract public interest, e.g. those that cause childhood death,

  mitochondrial disease. 

 o These are likely to require linking across different datasets, e.g. GP, hospital, social. 

 o Comparative research across UK nations, and linking differences found to differences in  

  regional policies.

2. Datasets and Interoperability
• Big central data repositories and small datasets will continue to be needed.

• Analysis needs to be at the appropriate scale for the question, e.g. few questions are likely  

 to require datasets covering the whole of the UK.

• HIRCs should aim to make analysis easier for researchers, whatever type of dataset (small, large,

 national, local etc.) is being used.

 o Encourage sharing of data between databases (overcoming local politics), which is likely 

  to require work on interoperability between different platforms.

 o Maintaining flexibility without technological barriers/database silos

 o Harmonisation of data.

 o Provide opportunities for researchers in the field to learn from the HIRC network – form a

  framework for collaboration.  Lowering the activation energy of national and/or single  

  database analysis.

• Data needs to be returned to clinicians in a timely manner, so they can use it to improve clinical

 care. This will help to encourage improvements in overall data quality, through more accurate and

 timely inputting of data by healthcare professionals.
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3. Metadata and ontology
• There is a need for better characterisation of datasets through use of metadata, and the HIRCs

 can push for this to happen. Types of metadata that should be provided alongside the datasets

 should include:

 o Where is it from - provenance

 o About the data - quality, diagnostic fields, completeness, 

 o About the analysis, what has been done with the data, etc.

• Data quality is in the eye of the beholder, but good metadata characterisation allows the best

 possible analysis.

• A key strand of the work of the HIRCs should relate to developing ontologies for the various data

 sets, to encourage greater discovery within datasets, machine learning, reasoning etc.

4. Nature and role of HIRCs
• HIRCs are not expected to do everything related to data and informatics health research in the UK

 – but they should aim to be an important part of the picture.

• HIRCs should not just focus on epidemiology, but need to involve a wide complement of expertise

 from bioinformaticians, computer scientists, ethicists etc. HIRCs provide the umbrella under which

 all these disciplines can work together in an integrated fashion.

• There is also a role for data mining (i.e. not purely hypothesis-driven research). There is currently

 often a lag between signals being picked up in data and having them tested. HIRCs could facilitate

 rapid response testing of such signals, across the network.

5. Patient involvement and consent
• An issue was highlighted about the implications of discovering outcomes for specific patient

 benefit within anonymised and unconsented data – how could this information be fed back 

 to the  patients in question, and what are the ethical implications? It was suggested that this was

 something the HIRCs could look into.

• An international compendium of where anonymised (unconsented) records have been used  

 for the greater public good and benefit to patients will be available towards the end of 2014  

 (led by CIPHER).

• It was agreed that public understanding and engagement is much easier when there is a link to

 clear and important question. Public opinion is different (and often negative) if the message  

 is too complicated.

6. Other suggestions for the HIRCs - Influencing
• The HIRCs have a unique influencing power and could use this to lobby for legislation to have

 deaths recorded promptly in England, Wales and Northern Ireland.

• Use informatics to improve areas such as recruitment to trials, data capture, and study design.

• Influence the design of electronic health record systems that will be used in secondary care (i.e.

 through commissioning boards), so they can be useful for research as well as clinical care.  

 Influence the flows of data around the healthcare system (e.g. what would useful pathology data  

 look like to clinicians, patients, researchers? How can industry trial data be better connected  

 to NHS patient records?)
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Maintaining public trust

This session discussed the challenge in engaging the public in the benefits of using health records 

in research and considered the issues that will be of public interest and concern. Gaining support 

from the Government and media as well as engendering public trust will be crucial to the success of 

the HIRCs. There is a need to explain how health records can be successfully used to support new 

treatments and health care delivery without breaching confidence. 

Issues were raised in 6 key areas:

1. Establishing and maintaining Trust
Openness and building up of relationships with both participants and the research community was 

discussed during the workshop session. Establishing trust is difficult and needs to be developed over 

time. However, sustaining it can be even harder as trust is fragile and open to external influence. 

There is a range of understandings and meanings of trust as it is context dependant and trust has 

many levels: Persons, Systems, Organisations, and Data. For example, we may trust the integrity of 

the people having access to the data and believe that they will do the right thing. Or we may have 

trust in the IT or legal system because it provides sufficient protection or security.

Organisations or systems with a disciplinary structure and established rules are more likely to  

warrant trust as this gives confidence that the people overseeing this research would enforce the 

rules. This also raises questions around the human element involved in safe havens. A final concern 

was voiced about the system (or the Network) being seen as a whole and trust being absolute.  

If trust were to fail, it would fail for the whole enterprise.

2. Importance of meaningful, clear communication
Various examples were given that highlighted a need for clear and unambiguous communication 

between all parties. It was discussed that we don’t need more trust but more well placed trust. This 

can only be achieved through understanding what it is that we are expected to trust. Individuals 

who wish to instil trust must demonstrate that they are honest, competent and reliable. An example 

of good communications is the “Your Health records save lives” leaflet distributed to GP Practices  

to explain to patients how health record can be used to inform research. Patients tend to trust  

GPs and Clinicians. It was noted that some GP systems have been approached to make proactive  

participation in research and use of data as part of consultation. This would provide a way of  

obtaining consent and understanding of the reasons for participating in research.

It was considered to be beneficial to use the public to inform a communication strategy  

to ensure that there will be meaningful communication. It must be clear who the target is so that  

we can provide information in their terms and perspective, and build trust by respecting and seeking 

their views. Systems are complex and difficult to explain so we must work to develop some citizen 

friendly information that provides clarity on de-identification specifically. 

It was suggested that it might be helpful to have a systematic way of collecting the bad news  

stories also, so that they can be handled and disseminated better. Recognising that there are risks 

and addressing them or being open about mistakes can be helpful for (re-) establishing trust.  

However, it was also acknowledged that being more transparent may also generate mistrust.  

The group was also concerned that selective publication of information can be just as damaging  

as full disclosure. Finally, there was a suggestion that the NHS and the UK in general should be  

proud of privacy protection measures.
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3. Consent
There was a lot of debate on how valid the notion of informed consent is. Consent procedures can 

be generators of mistrust as they may ask consent for issues that may not be understood. People 

want to place trust in practical measures they have control of. Individuals should be reminded that 

their data is also used for Administrative and Management purposes where the risk for identification 

is more prevalent. [This is made clear in the NHS Constitution] It was questioned whether this issue 

about collection and use of data is just a research issue or whether it is also a wider NHS issue? 

It was noted that where there was a sense of “ownership” over the data, i.e. was personally related 

to them then there it became more meaningful to them. However, there needs to be a clarification 

between the interest of the researcher in the data rather than an interest in the where the data  

originated or is about. 

4. Changing/clarifying terminology
It was noted that Canada has a long and successful history of linked data management. 

However, the Canadian Public find it hard to appreciate the difference of identified data and 

de-identified data. To ensure that individuals know what they are trusting researchers with we  

need to standardise the usage of terms such as anonymised, pseudonomysed, identified,  

de-identified, and re-identified. 

Simple changes such as replacing “consent” with “request” can alter the perception of how the 

data is used or collected. The term” research” was also discussed as it may disenfranchise people/

patients? The group agreed that we need to be clearer that research is about improving health care 

and that the way things are explained is important. 

5. Managing expectations
It is important to understand and manage the expectations of the people giving their trust. There is 

some evidence that there is an expectation/assumption that data is being used and linked already. It 

was noted that some patients are very willing to share information, for example, those who register 

with ‘Patientslikeme’, which sells this data (openly). This may be a trade-off to them finding other 

personal benefit. It was noted that there were very low levels of opt out in both the US and the  

UK but that concerns are raised when it is perceived that an organisation is using it for commercial  

purposes and making money out of selling data. Commitment to benefit sharing can have a  

reduction in the concerns over excessive profit from selling data. 

6. Information on the outputs of data 
The group discussed how to deal with requests for information on the outputs of data. Although 

individuals have the right to withdraw, this can end up being very limited or meaningless given the 

large data. However, being able to raise an objection gives a degree of control even if it can’t undo 

the research that has been done.

The role for feedback policies was also discussed. Giving people a choice whether they would like  

to receive feedback may reduce selection bias, however, there were doubts whether individuals 

would be able to make an informed choice and whether too much choice would complicate the  

procedure too much. It was asked what feedback policies existed for UK Biobank and to what 

extent it is possible to go back to research subjects. It was noted that this is re-identification, not 

de-identification. If there is a reversibility sanctioned by a policy that has to be fully explained to the 

research participant and they need to know the scenarios where this re-identification is permissible.
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Harnessing big data from across society  

(Administrative Data Taskforce)

This workshop reflected on the recommendations of the Administrative Data Taskforce (ADT) 

report, The UK Administrative Data Research Network: Improving Access for Research and Policy5, 

and the lessons that can be learnt. It considered the scientific opportunities and methodological 

challenges in linking health records with environmental, social, economic or other data from  

Government Departments and discussed how best practice can be shared across domains.

8 key questions were addressed:

1. What can be learnt from the ADT review?
The ADT made five recommendations: there should be an administrative data research centre 

(ADRC) in each of the four UK countries, providing accredited researchers with access to  

de-identified data via a secure access facility, plus 15-20 safe centres within universities with virtual 

access to the ADRCs. Legislation is needed to create a generic legal gateway allowing access for 

research (but not operational) purposes to data that is currently subject to specific legal constraints. 

There should be a single UK-wide accreditation process to allow researchers to use data via the 

ADRCs. A public engagement strategy is needed to inform people about the use of their data and  

to address their concerns. Resources will be required to establish the ADRCs and the safe  

centres in HEIs, support the linkage work carried out on their behalf by trusted third parties, run  

the governance, audit and accreditation processes, and support the provision of data by  

Government Departments.

2. What are the methodological challenges in linking health records  

to other datasets?
Establishing identity in older datasets is a key challenge. Dealing with differences in how identity  

is represented in different datasets is another. One suggestion from the floor was that there may  

be scope for engaging the public in the process, for example asking people to validate  

address information. 

3. How can experience and best practice be shared?
The review identified a range of views among Government departments about private sector access 

to the data held in ADRCs. Some were opposed on the grounds that it would damage public trust 

and could subsequently impair their ability to collect information. Others were keen to do this, in 

the interests of economic growth, and the HIRCs also anticipated engaging industry in their  

activities. Understanding public attitudes is clearly important, but practical demonstrations of ways 

in which access can be provided safely, and in ways that create public benefit, could help to  

overcome opposition and build up public trust.

 5. The UK Administrative Data Research Network: Improving Access for Research and Policy, December 2012,  
http://www.esrc.ac.uk/_images/ADT-Improving-Access-for-Research-and-Policy_tcm8-24462.pdf
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Developing sustainable business models is another area where experience could usefully be shared. 

It is envisaged that ADRCs will provide data at no charge to academic researchers, as is the case 

with the Scottish Longitudinal Study (SLS), but in other domains there is a tradition of charging for 

access to health data, for example by Clinical Practice Research Datalink (CPRD) in England and  

electronic Data Research and Innovation Service (eDRIS) in Scotland. It is important that these 

differing business models do not undermine one another. 
 

4. What role could the HIRCs and Network play?
There is likely to be cross-membership of ADRCs and HIRCS, and HIRCs may, if they wish, 

bid to run ADRCs. 

5. Will ADRCs manage data from sources other than central government,  

such as local authorities and businesses?
This is not envisaged at present, given the scale of the task involved in acquiring and linking the  

key central government datasets. Local authorities also tend to lack the resources and expertise  

to carry out the necessary work to make their administrative data fit for research. There is a  

separate initiative, also funded through the ESRC’s capital allocation, to create ‘business data safes’ 

which will handle commercial data.

6. Will ADRCs conduct research themselves?
Their funding will enable them to conduct research as well as to support other researchers. This  

is important from the point of view of developing expertise. However ADRC-based researchers  

will not have privileged access to data held in the Centres, and the Centres will be accountable to  

a Governance Board and ultimately the UK Statistics Authority for providing data in a timely way.

7. How much of a threat is the proposed EU Data Protection Regulation?
The regulation itself is not a threat as long as there is a wide exemption for research, but there  

are concerns that some of the proposed amendments are potentially harmful. However there has 

been a strong response from the research community, and Science Europe, a consortium of the  

51 largest European science funders, would shortly be submitting a position statement relating 

to the proposed amendments. The UK’s information commissioner is opposing any changes that 

threaten research access.

8. Will administrative data linkage replace the Census?
This is unlikely, in the immediate future (i.e. for 2021), because not all of the information  

collected in the Census is available from administrative data, but it may allow some of the  

information currently collected in the Census to be obtained more efficiently from other sources.  

ONS are seriously considering the viability of using administrative data to provide a continually 

updated age/sex population count.
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Summary of Outcomes

A number of overarching messages emerged from the conference workshop sessions:

• There are opportunities for coordinating health informatics training across graduate and post

 graduate courses and career development in research, healthcare professions and industry. The

 HIRCs are well placed to play a central role in championing, developing and embedding training

 opportunities across the constitute university partners and NHS.

• Methodological development including interoperability between datasets is best driven by 

 identifying key clinical questions that can only be addressed by research at scale. The HIRCs are in

 a prime position to lead methodological innovation and data sharing across different regions of 

 the UK.

• A way of successfully engaging the NHS and healthcare professionals in raising the standard

 of data collected is important. This could be done by demonstrating the value of research using

 patient records for enhancing clinical care. Understanding the importance of clinical data should

 incentivise stakeholders in the NHS to improve the quantity and quality of data collected.

• An essential component of public engagement is the use of clear communication messages 

 from trusted individuals to explain what personal data will be used in research, how it will be

 safeguarded and explained with examples of beneficial health outputs resulting from research

 using patient records.

• Linkage to administrative data can enrich health datasets and there are common methodological

 issues for linkage in both types of datasets. The HIRCs should work with the ESRC funded 

 Administrative Data Research Centres to tackle some of these shared methodological challenges.

• The HIRCs are ideally placed to play a central leadership role in collaborating with industry, and 

 promoting good practices and standards in health research informatics across the UK. 

Next Steps
 

Following this conference, the Directors of the HIRCs will review the recommendations identified 

by the broad range of stakeholders who contributed to the workshops and incorporate this input 

into the UK Health Informatics Research Network Strategy. The Strategy will provide a blueprint for 

the Network activities which are designed to harness expertise and engage stakeholders in health 

informatics research across the UK for the coming five years and beyond. 
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Annexes
Annex 1 Workshop programme

Strengthening the  
UK’s capability in health  
informatics research

1st May – 2nd May 2013 

This two day event is the first UK 
health informatics conference 
supported by 10 UK funders aimed 
at strengthening the UK’s capability 
and competitiveness in research 
using large health data sets.

Venue: Royal College of General
Practitioners, 30 Euston Square,
London, NW1 2FB
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Day One – 1st May 2013

12.30 – 14:00  •  Welcome Reception and Buffet Lunch

Session 1: Formal launch of e-Health Informatics Research Centres and Network
Chair: Professor Sir John Savill
  
14.00 – 14.15  •  Vision for eHealth Informatics Research in the UK, Professor 
  Sir John Savill, Chief Executive of MRC

14.15 – 14.30  •  Formal launch of Centres and Network, David Willetts MP,  
 Minister for Universities and Science

14.30 – 14.45  •  UK Network – Aims, Objectives, Opportunities and Impact  
 on global health care Professor Andrew Morris

14.45 – 15.00  •  HERC N8; The North; Professor Ian Buchan

15.00 – 15.15  •  HERC CIPHER; Professor Ronan Lyons 

15.15 – 15.30  •  HERC London: Professor Harry Hemingway

15.30 – 15.45  •  HERC Scotland; Professor Jill Pell 

15.45 – 16.05  •  Break

Session 2: How the Network can accelerate impact and international competitiveness
Chair: Dr David Lynn

16.05 – 16.45  •  Opportunities and challenges for UK e-Health Informatics  
 Research – an International Perspective – Professor Samuel

  Thier (Harvard University) 

16.45 – 17.00  •  NHS and patient perspective; Dame Julie Moore, Birmingham 

17.00 – 17.15  •  Pharma Industry perspective; Dr Cathy Emmas (Astra Zeneca) 

17.15 – 17.30  •  Computer Science Industry Perspective; Professor Tony Hey
  (Microsoft Research Connections)  

17.30 – 17.50  •  Discussion

17:50 – 19:00  •  Drinks Reception at the Royal College of Practitioners

19:00 Day 1 Ends

19:45 – 22:00  •  Networking dinner at the Pullman London St Pancras
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Day Two – 2nd May 2013

Session 3: International Experience 
Chair: Professor Alan Silman

09.00 – 0940  •  Experience of health informatics and lessons learnt
  Professor Don Detmer (University of Virginia)

Session 4: Research Challenges for UK Health Informatics
Chair: Professor Alan Silman

0940 - 09.55   •  Prof David Hogg (University of Leeds) –
  Creating secure portals and safe havens 

09:55 – 10.10  •  Dr James Brenton (University of Cambridge) – 
  Challenges of linking to omics data

10.10 – 10.25  •  Prof Brendan Delaney (King’s College, London) – 
  Integration of clinical and research data and systems

10.25 – 10.40  •  Dr Dermot O’Reilly (University of Belfast) – 
  Opportunities of linking data in Northern Ireland

10.40 – 10.55  •  Dr Theodoros Arvanitis (University of Birmingham) – 
  Medical Imaging and Informatics

10.55 – 11.20  •  Coffee

Session 5: Workshops 

11.20 – 12:50  •  Parallel Session 1 –

  a. Building careers – NHS/Academia/industry • Rick Jones , Sir Peter Rubin

  b. Driving analysis at UK scale (Access and Methodology) •  
 Andrew Roddam,  Paul Burton 

  c. Maintaining public trust • Baroness O’Neill, Graeme Laurie

  d. Translating UK health data for patient NHS benefit. •  
 Simon Denegri, Jonathan Kay 

  e. Harnessing big data from across society (administrative data  
 taskforce) • Paul Boyle, Mark Elliot
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12.50 - 13.50   •  Lunch 

13.50 – 15:20  •  Parallel Session 2

  a. Building careers – NHS/Academia/industry •  
 Rick Jones , Sir Peter Rubin

 
  b. Driving analysis at UK scale (Access and Methodology) •  

 Andrew Roddam,  Paul Burton  

  c. Maintaining public trust • Baroness O’Neill, Graeme Laurie

  d. Translating UK health data for patient NHS benefit. •  
 Simon Denegri, Jonathan Kay

 
  e. Harnessing big data from across society (administrative data  

 taskforce) • Paul Boyle, Mark Elliot

Session 6: Closing Plenary
Chair: Professor Peter Johnson 

15.20 – 15.50  •  Use of patient clinical records to understand disease 
  mechanisms - Professor Isaac Kohane 
  (Boston Children’s Hospital)

15.50 – 16.00  •  Next Steps for UK Network 
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Name Affiliation

Mr John Ainsworth University of Manchester,  
Centre for Health Informatics

Dr David Ansell Cegedim Strategic Data

Dr Theodoros Arvanitis University of Birmingham

Mr Lee Barker University College London

Michael Barnes Director of Bioinformatics Queen Mary  
University of London

Dr David Batty UCL

Dr Denise Beales CHAPTER, UCL

Professor Marion Bennie University of Strathclyde

Professor Sheila Bird MRC Biostatistics Unit, Cambridge

Alison Bourke CSD Medical Research UK

Professor Paul Boyle ESRC

Dr James Brenton CRUK, University of Cambridge

Enzo Brienza Prolinx Ltd

Dr Sinead Brophy Swansea University

Professor Iain Buchan University of Manchester

Professor Paul Burton University of Leicester

Professor Chris Butler Cardiff University

Professor Jackie Cassell Brighton and Sussex Medical School

Dr Tito Castillo UCL

Professor Mark Caulfield William Harvey Research Institute Barts and the  
London Queen Mary University of London

Miss Mary Cavill Information Officer, Royal College of  
General Practitioners

Ms Giovanna Ceroni Clinical Epidemiology Group, UCL

Dr Chin-Kuo Chang Psychological Medicine Department, Institute of 
Psychiatry, KCL

Miss Donna Chung London Cancer / UCLPartners

Dr Susan Clamp University of Leeds

Cynthia Clark Personalised Healthcare Alliance

Professor Helen Colhoun University of Dundee

Dr Ed Conley CIPHER (Swansea University eHIRC)

Dr Anne-Marie Coriat MRC

Professor Peter Coveney University College London

Dr Peter Craig Chief Scientist Office, Scottish Government Health 
and Social Care Directorates

Annex 2 Attendee list
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Name Affiliation

Mr Jonathan Cresswell University of Liverpool

Professor Sarah Cunningham-Burley Centre for Population Health Sciences University  

of Edinburgh

Dr Vasa Curcin Imperial College London

Dr Philip Curran MRC Unit for Lifelong Health and Ageing

Dr Vanessa Cuthill ESRC

Ms Nirupa Dattani City University London

Professor Jim Davies University of Oxford

Professor Brendan Delaney King's College London

Miss Hilary Delaney IDBS

Spiros Denaxas UCL/CHAPTER

Dr Simon Denegri INVOLVE/NIHR

Mr Michael Denis South London and Maudsley NHS Foundation Trust

Professor Don Detmer University of Virginia

Professor Carol Dezateux University College London

Dr Will Dixon University of Manchester

Dr Richard Dobson Kings College London

Ms Denise Downs Infromation Standards Delivery, HSCIC

Dr Peter Dukes MRC

Dr Ken Dunn University Hospital of South Manchester

Mr Aniruddha Dwarakanath London Cancer

Dr Rob Edwards Centre for Cancer Prevention, Queen Mary 
University of London

Dr Mark Elliot University of Manchester

Dr Catherine Elliott MRC

Dr Beverley Ellis UCLan

Mr Fadi El-Turk Cerner

Dr Cathy Emmas Astra Zeneca

Dr Dai Evans PRIMIS University of Nottingham

Professor Matthew Evans Queen Mary University of London

Miss Ingrid Evans National Institute for Health and Care Excellence

Dr Wendy Ewart Deputy Chief Executive MRC

Ms Natalie Fitzpatrick University College London

Mr Thomas Fleming University of Leeds

Professor David Ford Swansea University

Professor Ian Ford University of Glasgow Robertson Centre  
for Biostatistics

John Frank SCPHRP
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Name Affiliation

Dr Christopher Gale LIGHT Labs University of Leeds

Mr Andrew Gaughan AstraZeneca

Nigel Gaymond Executive Chairman, Personalised Healthcare Alliance

Professor Ruth Gilbert UCL Institute of Child Health

Professor Brian Godman Strathclyde Institute of Pharmacy and Biomedical 
Sciences, Strathclyde University

Dr Arturo Gonzalez-Izquierdo UCL Institute of Child Health

Dr Sharon Gordon University of Aberdeen

Dr Jane Green University of Oxford

Ms Toto Anne Gronlund Health and Social Care Information Centre

Dr Richard Gunn EPSRC

David Guzman UCL

Mr Richard Haigh NHS HSCIC

Dr Matthew Hall GlaxoSmithKline R&D

Dr Janet Hanley NHS Lothian

Professor Philip Hannaford University of Aberdeen

Professor Nicholas Hardiker School of Nursing, Midwifery and Social Work,  
University of Salford

Dr Richard Hayes Kings College London, Institute of Psychiatry

Mr Martin Heaven College of Medicine Swansea University

Ms Saskia Heijnen Wellcome Trust

Dr Anne Helme Cancer Research UK

Professor Harry Hemingway UCL

Professor Jenny Hewison Leeds Institute of Health Sciences University of Leeds

Professor Tony Hey Microsoft Research

Mrs Barbara Heyes PRIMIS

Christine Hill Cambridge Institute of Public Health

Professor John Hobcraft University of York

Dr Alan Hogg Accenture

Professor David Hogg University of Leeds

Lesley Howell Director, pH Associates

Dr Tim Hubbard Wellcome Trust Sanger Institute

Mr Rhodri Huws NISCHR, Welsh Government

Haroon Ibrahim IDBS

Emily Jefferson University of Dundee

Owen Johnson University of Leeds

Professor Peter Johnson Cancer Research UK

Miss Jennifer Johnston University of Dundee
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Name Affiliation

Dr Kerina Jones CIPHER, College of Medicine, Swansea University

Dr Rick Jones University of Leeds

Hallgeir Jonvik UCL Institute of Neurology

Dr Kelvin Jordan Keele University

Jane Juniper Consultant, Pharmonyze Limited

Professor Dipak Kalra UCL

Professor Jonathan Kay NHS Commissioning Board

Dr John Keily MRC

Mr Sajan Khosla AstraZeneca

Dr Jeffrey Kipling GSK R&D

Chris Kula-Przezwanski Quintiles

Dr Monika Knight Public Health England

Professor Isaac Kohane Harvard Medical School

Dr Martin Landray Oxford University Clinical Trial Service Unit

Professor Graeme Laurie University of Edinburgh/Scotland HERC

Mr Andrew Lawton GSK

Emmanouil Lazarides NICOR / UCL

Mr Nathan Lea CHIME, UCL

Dr Louise Leong ABPI (Association of the British  

Pharmaceutical Industry)

Dr Xinzhong Li Plymouth University

Pamela Linksted Generation Scotland, University of Edinburgh

Loy Lobo Director of Strategy & Innovation, BT Global Health

Dr Jennifer Logue University of Glasgow

Mr Robert Luben University of Cambridge

Dr Peter Ludman Queen Elizabeth Hospital Birmingham

Dr David Lynn Wellcome Trust

Professor Ronan Lyons University of Swansea

Professor Alison Macfarlane City University London

Professor John Macleod School of Social and Community Medicine, 

University of Bristol

Dr Amrik Mahal AstraZeneca

Dr Ann-Marie Mallon MRC Harwell

Professor Sir Alex Markham University of Leeds

Dr Daniel Mason Bradford Institute for Health Research, Bradford 

Teaching Hospitals NHS Foundation Trust

Ms Maggie Massam CPRD, MHRA

Professor Margaret Maxwell University of Stirling



MRC | 27

Name Affiliation

Dr Astrid Mayer London Cancer

Dr Colin McCowan Robertson Centre for Biostatistics  

University of Glasgow

Dr Mark McGilchrist University of Dundee

Miss Christiana McMahon UCL

Dr David Mellor ESRC

Chris Molloy IDBS

Dr Jonathan Monk University of Dundee

Dr Alan Moodie GlaxoSmithKline

Dame Julie Moore University Hospitals Birmingham

Professor Andrew Morris University of Dundee

Professor Paul Moss University of Birmingham

Mr Stephen Mott Medstream

Dr Katherine Morley University College London

Mr Nader Mozakka Public Health England

Dr Declan Mulkeen MRC

Dr Vishal Nangalia University College London

Alex Newberry NISCHR, Welsh Government

Baroness Onora O'Neill House of Lords

Dr Dermot O'Reilly Queens University Belfast

Mrs Helen Page MRC

Dr Claudia Pagliari University of Edinburgh Centre for  

Population Health Sciences (eHealth Group)

Dr Jacky Pallas UCL

Dr John Parkinson CPRD, MHRA

Chris Paton George Centre for Healthcare Innovation,  

University of Oxford

Dr Hannah Patrick NICE

Professor Richard Pebody Respiratory Diseases Department Centre for  

Infectious Disease Surveillance and Control (CIDSC), 

Public Health England

Professor Jill Pell University of Glasgow

Nicola Perrin Wellcome Trust

Dr Steffen Petersen Queen Mary, University of London

Dr Richard Phelps University of Edinburgh

Dr Mark Pitman MRC

Professor John Powell University of Oxford / NICE

Dr Mar Pujades Rodriguez UCL
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Mr Justin Riordan-Jones Department of Health
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Dr Sarah Rodgers College of Medicine Swansea University
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Miss Lauren Rooney MRC

Professor Martin Rossor University College London

Professor Sir Peter Rubin University of Nottingham

Mr Ronan Ryan Public Health, Epidemiology & Biostatistics  

University of Birmingham

Aida Sanchez University College London

Dr Penny Sarchet Research Fortnight

Dr Serena Scollen Pfizer

Dr Paul Schofield University of Cambridge

Dr Philip Scott Centre for Healthcare Modelling & Informatics,  

University of Portsmouth

Nick Scott-Ram Director of Policy, Personalised Healthcare Alliance

Professor Sir John Savill MRC

Miss Nayha Sethi University of Edinburgh and Scotland HERC

Dr Stefan Siebert Institute of Infection, Immunity & Inflammation, 

University of Glasgow

Professor Aziz Sheikh University of Edinburgh

Dr Fangmin Shi University of Birmingham

Professor Alan Silman Arthritis Research UK

Mr Peter Singleton University College London

Dr Michelle Simon Medical Research Council, Harwell

Professor Liam Smeeth London School of Hygiene & Tropical Medicine

Professor Peter Smith London School of Hygiene & Tropical Medicine
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General Hospital
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Professor Tjeerd van Staa London School of Hygiene & Tropical Medicine & 
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Dr Janet Valentine MRC
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Miss Angharad Walters Swansea University College of Medicine
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Arwen Wilcock Clinical Innovation and Research Centre, The Royal 
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