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1 Customer details 

UK Biobank is: 

“a major national health resource, and a registered charity in its own right, with the aim of 

improving the prevention, diagnosis and treatment of a wide range of serious and life-

threatening illnesses – including cancer, heart diseases, stroke, diabetes, arthritis, 

osteoporosis, eye disorders, depression and forms of dementia.” 

Source: http://www.ukbiobank.ac.uk/about-biobank-uk/UK  

UK Biobank’s aim is to build a database that details a patient’s full medical history. Some 

data sources already available to UK Biobank are Hospital Episode Statistics (HES) and 

mortality data.  

It is believed by UK Biobank that having general practice data will add value to the existing 

data, fill gaps and provide a holistic view of the UK Biobank cohort records.  

UK Biobank recruited 500,000 people aged between 40-69 years in 2006-2010 from across 

the UK who have consented to the inclusion of their medical information in the UK Biobank 

database.  These individuals have already provided detailed information about themselves to 

UK Biobank, including the provision of blood, urine and saliva samples for future analysis.  

Over time, it is expected this will build into a powerful resource to help scientists discover why 

some people develop particular diseases and others do not. 

UK Biobank was established by the Wellcome Trust medical charity, Medical Research Council 

(MRC), Department of Health (DH), Scottish Government and the Northwest Regional 

Development Agency and is supported by the National Health Service (NHS) through the 

endorsement of the Department of Health’s Chief Medical Officer, Dame Sally Davies, and of 

the Chief Executive of the National Institute for Health Research Clinical Research Network. 

UK Biobank has funding from the Welsh Assembly Government and the British Heart 

Foundation.  It is hosted by the University of Manchester and also works with researchers 

from a large number of other British universities.  UK Biobank has funding until 2016. 

 

 

http://www.ukbiobank.ac.uk/about-biobank-uk/UK
http://www.wellcome.ac.uk/
http://www.mrc.ac.uk/index.htm
http://www.dh.gov.uk/en/index.htm
http://home.scotland.gov.uk/home
http://www.nwda.co.uk/
http://www.nwda.co.uk/
http://new.wales.gov.uk/?lang=en
http://www.bhf.org.uk/
http://www.bhf.org.uk/
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2 Customer benefits 

2.1 Extraction requirement benefits  

Current position Many symptoms and diseases present mainly or partly in a primary care 

setting (e.g. diabetes, asthma, psychological and psychiatric symptoms 

and disorders) There is currently no service that offers a source of primary 

care data linked with other data sources. 

UK Biobank has successfully flagged their entire cohort of 500,000 with 

UK death and cancer registries in England, Wales and Scotland. Linkages 

have also been made between UK Biobank participants and their 

secondary care Hospital Episode Statistics (HES in England, PEDW in 

Wales, SMR in Scotland), and data for most participants has been received 

up to the end of 2011. 

Benefit: Mechanisms for achieving primary care linkages have been developed in 

Scotland and Wales and now that GPES is operational, a solution for 

achieving similar linkages for the majority of UK Biobank participants is 

available. This will enable UK Biobank to obtain data on a much wider 

range of health outcomes among the majority of its participants than is 

currently the case. 

A linked dataset containing a range of sources will allow researchers to 

better understand complex causes of many conditions that are frequent in 

the British population as well as the rarer conditions. With the addition of 

primary care data, UK Biobank will be a cost effective way for identifying 

factors related to the causes of major diseases and conditions which will 

help lead to prevention and treatments of the population in the future.  The 

value of the UK Biobank resource therefore critically depends on 

establishing linkages to primary care data. 

Beneficiaries  Population: improved academic understanding of the determinants of 

a wide range of diseases will lead to improved strategies for prevention 

and treatment of disease. 

 Participants: knowledge that their participation is contributing to 

research into the causes of diseases of middle age and later life 

 Researchers: those applying to use UK Biobank as a research resource 

will have a significantly more complete source of data to draw upon 

Health care 

impact  
Short term: Within several months of receipt of data UK Biobank would aim 

to incorporate primary care data into the UK Biobank database, enhancing 

the value of the resource for health-related research. 

 

Mid term: evidence of benefit will come from work planned by UK 

Biobank’s Outcomes Working Group to pilot methods for adjudication of 

health outcomes. Pilot projects aiming to establish the source(s) of data 

most useful for identifying, confirming and subclassifying cases of 

diabetes, stroke, cardiac disease and cancer will run for 12 to 18 months, 

and assess the role of primary care data as well as other data sources. 

 

Long term: approved bona fide researchers will be able to apply to use fully 

anonymised extracts of UK Biobank data for health-related research, for 

population benefit. The outputs of this research will include medical 

scientific publications, and – in due course – an increasing knowledge of 

the determinants of a wide range of diseases, with the emergence of new 

strategies for prevention and treatment. 
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2.2 Benefit realisation dependencies  

The short term depends on successful transfer of data to UK Biobank by GPES and 

incorporation of fully anonymised data into the UK Biobank database by UK Biobank IT staff.  

The medium term depends on the leaders of the various outcome adjudication groups (they 

are trusted partners of UK Biobank and experts in their respective areas) and their teams. UK 

Biobank has established and is funding the activities of expert subgroups to work on the 

processes of ascertainment, confirmation and classification of cases of diabetes, stroke, 

heart disease, cancer, neurodegenerative outcomes, respiratory disease outcomes, 

musculoskeletal conditions, and mental health outcomes. UK Biobank also has a longitudinal 

follow-up working group which advises on the strategy for linkage to health-related records.  

Details of these UK Biobank working groups can be found at 

http://www.ukbiobank.ac.uk/expert-working-groups/. 

The long term depends on researchers with approval to access the resource being provided 

with fully anonymised data for their analyses, and returning their results to UK Biobank for use 

by subsequent approved researchers. UK Biobank’s overriding objective is to encourage the 

extensive and appropriate use of the resource for such research. The procedures and 

processes that have been applied to access to the Resource derive from the following key 

principles: 

 UK Biobank will seek active engagement with participants, researchers and society in 

general throughout the Resource’s lifetime (which is intended to be some decades), in 

particular regarding the research that is being conducted on it and the research findings 

that emerge. 

 

 All applications to use the Resource will be checked to ensure that they are consistent 

with the Access Procedures, Withdrawal Protocol, the Ethics & Governance Framework, 

and the consent that was provided by the participants, and that they have any relevant 

ethics approval that is required. 

 

 The Resource is available to all bona fide researchers for all types of health-related 

research that is in the public interest, without preferential or exclusive access for any 

person.  

 

 Access to the biological samples that are limited and depletable will be carefully 

controlled and coordinated. The quantity of sample that is required will be judged against 

the potential benefits of the research project, with advice from appropriate experts when 

required. 

 

 Safeguards will be maintained to ensure the anonymity and confidentiality of participants’ 

data and samples. Researchers will enter a legal agreement not to make any attempt to 

identify participants, and the data and/or samples provided by UK Biobank to researchers 

will not identify any particular participant (i.e. they will be “anonymised”). 

 

 Applicants will be expected to pay for access to the Resource on a cost-recovery basis, 

with a fixed charge for managing the application review process and a variable charge 

depending on how many samples, tests and/or data are required for the approved 

research project. 

 

http://www.ukbiobank.ac.uk/expert-working-groups/
http://www.ukbiobank.ac.uk/wp-content/uploads/2011/11/Access_Procedures_Nov_2011.pdf
http://www.ukbiobank.ac.uk/wp-content/uploads/2012/04/Withdrawal-protocol-030412.pdf
http://www.ukbiobank.ac.uk/wp-content/uploads/2011/05/EGF20082.pdf
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 UK Biobank will remain the owner of the database and samples, but will have no financial 

claim over any inventions that are developed by researchers using the Resource (unless 

they are used to restrict health-related research or access to health-care unreasonably). 

 

 All users will be required to publish their findings and return their results to UK Biobank so 

that they are available for other researchers to use for health-related research that is in 

the public interest. 

 

The processes for accessing UK Biobank data are described in full at 

http://www.ukbiobank.ac.uk/principles-of-access/. 

 

 

http://www.ukbiobank.ac.uk/principles-of-access/

