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1 Acronyms 

Acronym Description 

CRO Customer Request Output 

CRS Customer Requirement Summary 

DH Department of Health 

GP General Practitioner 

GPES General Practice Extraction Service 

GPES BU GPES Business Unit 

HSCIC Health and Social Care Information Centre 

GPET-E The element of GPES functionality that is provided by GP system 

suppliers to work with their GP clinical systems 

GPES IAG GPES Independent Advisory Group 

IG Information Governance 

MRIS Medical Research Information Service 

PID Participant Identifier 

PCT Primary Care Trust 
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2 Definitions 

Term Definition 

Anonymised Data Where the risk of revealing a patient’s identity is nil 

or negligible, data can be considered effectively 

anonymised. 

Customer Request Output 

(CRO) 

The data returned to the customer. 

Data extraction specification Referred to as the Extraction Requirement in the 

GPES business process, this is a specification that 

describes what data should be extracted from GP 

practice systems.  Extracted data may need to be 

transformed to deliver the Customer Request Output 

(CRO), so the data extraction specification may not 

necessarily match the CRO specification. 

Dataset A structured list of data items, each with a clear label 

and definition, codes and classifications. 

Extracted data Data extracted from GP practice systems, which is 

subsequently processed by GPES BU to produce the 

CRO. 

My IC A portal made available by the Health and Social 

Care Information Centre (HSCIC) that enables 

registered users to select appropriate health 

informatics content from HSCIC data sources.  With 

regards to GPES, ‘My IC’ will be portal via which 

users, if requested, can access the Customer Request 

Output. 

MRIS (Medical Research Information Service): an HSCIC 

service that links and manages study cohorts. 

Participant An individual who has joined the UK Biobank 

initiative.  May also be referred to as ‘patient’ within 

this document. 

Patient cohort A group of patients that share the same 

characteristics. 

Patient An individual who has joined the UK Biobank 

initiative.  May also be referred to as ‘participant’ 

within this document. 

Primary Care Data Model The GPES Primary Care Data Model represents a 

simplified subset of elements of participant-related 

information that provides a common reference via 

which extraction requirements can be expressed and 

which GPET-E system suppliers can support. 
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Requirement A GPES customer requirement. 

Returned data The data returned to the customer.  This is 

synonymous with Customer Request Output. 

Sample database A database that contains anonymised patient-level 

(participant-level) data for a subset of GP practices in 

England.  Generally, a sample database will contain 

data for 100-400 GP practices. 

3 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 participant’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.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://new.wales.gov.uk/?lang=en
http://www.bhf.org.uk/
http://www.bhf.org.uk/
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4 Customer requirement overview 

UK Biobank seeks to extract patient-identifying data from a participant cohort of 

5,000 of the 500,000 participants of the UK Biobank project to create a research 

database that will enable ongoing research studies.  

UK Biobank seeks to extract this subset as a pilot exercise, with the goal of carrying 

out a full extraction of the cohort of 500,000 participants once the results from the 

pilot have been analysed.  This initial analysis will consider whether the data UK 

Biobank has requested meets their requirements, prior to submitting an extraction 

request for the full cohort.  

UK Biobank has obtained the NHS numbers for the 500,000 participants from the 

NHS central register.  The Medical Research Information Service (MRIS) holds this 

information and has verified it as accurate against their database. As part of this 

extraction requirement, MRIS will provide a random selection of the 500,000 which 

will constitute the cohort of 5,000. 

UK Biobank plans to link primary care data extracted by GPES with other data 

sources already held by UK Biobank to build a fully functioning research database. 

The research database will not contain any personal identifiers such as names or 

addresses but some identifiable fields will form part of the requirement to be used 

to link the different data sources together, along with UK Biobank’s collected data. 

More details of which data items will be included can be found in Appendix 1. 
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5 What data is needed 

UK Biobank is seeking data that represents a participant’s full medical record and 

this requirement therefore does not place any emphasis on specific medical 

diagnoses.  

The data for this requirement can be split into five sections: 

i. clinical and diagnostic data 

ii. linking/matching data 

iii. referral data 

iv. consulting data 

v. patient data 

Section i (clinical and diagnostic data) contains data items that include only clinical 

and diagnostic information and no direct patient identifiers.  Data items such as 

event (diagnosis or prescribable item) and registration dates are included.  

Section ii (linking/matching data) contains information that will be used by UK 

Biobank to map the data to information held in their existing databases.  Section ii 

will contain direct (obvious) identifiers and quasi identifiers that will be used to link 

data and will be accessible to UK Biobank staff who will perform the linkage 

exercise.  Section ii information will not be accessed by researchers.  

UK Biobank sent NHS number, sex, date of birth and address (including postcode) to 

MRIS.  MRIS then ran their tracing algorithm against their database and will provide 

GPES with a list that contains NHS number and GP practice code.  MRIS will only 

provide this information for those NHS numbers that are traceable in their database.  

GPES will then use this file to map the NHS number to the relevant GP system 

supplier.  NHS number, date of birth and postcode are the direct identifiers 

extracted and supplied to UK Biobank for matching the data to their existing 

information.  

Sections iii and iv (referral data and consulting data) are specific areas of the Primary 

Care Data Model.  The primary research interest for UK Biobank is in establishing 

associations between risk factors and health outcomes. However, in UK Biobank’s 

view this data would also be of substantial interest to researchers in the health 

services research field; in particular referral data to assess associations between 

patient characteristics and referral patterns, and consulting data to assess 

associations between patient characteristics and consulting patterns. 

Section v (patient data) contains patient information that will be used for tracing 

participants throughout the lifetime of the project or until a participant opts out of 

the project. Reasons for this dataset would include follow-ups or newsletter 

mailings. 

More details of the specific data items for these sections can be found in Appendix 1. 
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5.1 Patient level or aggregate 

This customer requirement is patient level data.  

5.2 GP practice cohort 

The participants of the study are spread across the UK.  All GP practices in England 

who have UK Biobank participants on their patient list will be asked to participate in 

this requirement.   

5.3 Reporting parameters 

5.3.1 Reporting frequency 

This requirement will be run once and will return all participants’ data, for those 

patients whose GP practice took part.  

Going forward this requirement may be resubmitted to extract the full participant 

cohort of 500,000.  This will be submitted as a new requirement. 

5.3.2 Reporting period 

The reporting start date will be the beginning of the participant’s history, and the 

end will be as at the 31 March 2012.  

The reporting period must be sufficient to capture a useful amount of data and to 

highlight any potential problems UK Biobank may face if the full requirement is run 

at a later date.  

Therefore, as much data per participant as possible is required to be extracted for 

the 5,000 participants (i.e. a full medical history where possible). 
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6 Why the data is needed 

6.1 Strategic and/or business drivers 

Currently there is no national-level linkage of primary and secondary care data.  

UK Biobank is attempting to build a research database that has the capability to 

provide researchers and academics with a participant’s full medical history.  

The primary care data being requested through GPES is therefore pivotal to the 

success of this ambition. 

6.2 Rationale for using GP data 

UK Biobank’s aim is to build a database that details as many elements of a 

participant’s health care record as possible. Some 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.  
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7 How the data will be used by the customer 

7.1 Key uses 

The key uses that the customer proposes to make with the data are:  

1. Contributing to existing data (from other sources) to build a greater research 

source.  This will enhance the ability of researchers and academics to use this 

information for their studies.  

2. Use identifiers in the data to link the general practice data to existing data. 

Note that the identifiers will not be used as part of the research database, so 

they cannot be accessed by researchers.  

3. Use the data to manage the contact information of the participants in the UK 

Biobank cohort.  

The benefits to the customer and stakeholders are specified in the Benefits Plan. 

7.2 Links to study/research 

This requirement is to link directly to the existing data held within UK Biobank. 

7.3 Data linkage 

There is no requirement for the GPES Business Unit to carry out any data linkage for 

this request.  See section 5 for details of MRIS linkage activity. 

7.4 Data access and storage 

UK Biobank has strict guidelines in place around access to the data that is provided 

to them for research purposes and these will be applied to this extraction.  More 

information about the detail of these guidelines is contained in the UK Biobank IG 

Assessment. 

No other person or organisation will have direct re-use of the data extracted 

through GPES. 

7.5 Data retention and destruction 

Once the data has been provided to UK Biobank and this has been loaded into their 

system, the customer will destroy the CRO file.  

The processed information will then reside in the UK Biobank repository for as long 

as the UK Biobank project continues.  UK Biobank is currently funded until 2016. 

7.6 Data sharing agreement 

The customer will sign the GPES data sharing agreement determining how CRO data 

(i.e. returned data) is used. 
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8 Feasibility testing 

The purpose of feasibility testing will be to assess whether the information 

requirements are likely to derive appropriate good quality data.  Feasibility testing 

will be carried out by the GPES BU. 

 

9 Information requirements 

For each of the consenting participants (where the GP Practice is based in England) 

the data items in Appendix 1 will be extracted.  

UK Biobank engaged in a scoring exercise against all available data fields to identify 

the specific need for each of these fields against the five CRO sections listed in 

section 5 of this document.  

The detailed definitions of data items that were specifically requested are shown in 

Appendix 1. 

 

10 Customer Request Output (CRO) 

The data returned to the customer is referred to as the Customer Request Output 

(CRO). 

10.1.1 Number and file format of CRO files 

There are to be two CRO files. 

The first CRO file will contain the first extract of data, which includes data from the 

practices that participated within 3 months+ as part of the early adopter data 

extraction (+dates to be confirmed). 

The second CRO file will be data from the balance of GP practices, who consent to 

the extraction but who do not do so within the 3 month initial window.  It is likely 

that the two extractions will take place several months apart, and the final timing of 

extracts will be determined by progress of the implementation of GPES. 

10.1.2 Data recipient(s) and method of delivery 

Data will be made available to UK Biobank through the My IC portal. 

10.1.3 Delivery date and frequency 

The files will be delivered to the My IC portal for UK Biobank to download.  Delivery 

dates are yet to be confirmed (see section 10.1.1 above). The CRO files will be made 

available for 30 days, after which they will be automatically deleted. 

10.2 Customer Request Output (CRO) Summary Record 

Each CRO will be supplemented by a CRO Summary Record, which will list all GP 

practices and their decision to either opt in or opt out of the extraction request. 
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11 Consent and approvals 

The customer is requesting patient-identifying data from GP practices.  The customer 

has already received explicit consent from approximately 500,000 participants.  Of 

this figure 89% resided in England upon registering with UK Biobank.  The consent 

applies to obtaining access to a participant’s full record from the point of birth, up 

until the present time and going forward into the future.  A participant can choose 

to opt out at any time.  The consent was given to UK Biobank by participants 

between 2006 and 2010.  

 

The UK Biobank consent form can be found here:  

 

http://www.ukbiobank.ac.uk/wp-content/uploads/2011/06/Consent_form.pdf.  

 

12 Re-use of extraction 

Post customer transformation, the data will be made available to the research 

community by UK Biobank. 

13 Potential future GPES requirements 

If the pilot extraction meets the needs of UK Biobank then a new separate 

requirement will be requested for extracting the full medical records of those 

participants in the full UK Biobank cohort of 500,000 participants who are registered 

with GP practices in England. 

 

 

http://www.ukbiobank.ac.uk/wp-content/uploads/2011/06/Consent_form.pdf
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14 Appendices 

14.1 Appendix one – Data items 

Below are the data items UK Biobank are requesting from the Primary Care Data Model. GPES and UK Biobank have undertaken a 

scoring exercise to ensure that the minimum data for each of the defined CRO sections is extracted. Each data item has been assigned an 

ID which reflects which section the data item will apply to. 

The following sections contain the requested data items: 

i. clinical and diagnostic data 

ii. linking/matching data 

iii. referral data 

iv. consulting data 

v. participant details 

Data items marked * are required to link different data items to the same record within the model. This is a requirement for any 

extraction that calls for data items across different elements of the Primary Care Data Model. 



General Practice Extraction Service 

Customer Requirement Summary 

Copyright © 2012. Health and Social care Information Centre. All rights reserved. 

GPES Business Unit (BU) 
Customer Requirement Summary 

Page 14 of 20 

 

CRO data item 

(column header 

in CRO) 

Item description Data type 

(and format if 

required in 
CRO) 

Primary 

care data 

model Ref 

Primary care data 

model Item 
Code list 

Section applies 

to 

   T1A2 PID N/A * 

Dob Date of birth of patient YYYYMMDD T1A4 DATE_OF_BIRTH N/A 2 

Sex Sex of patient n1 T1A5 SEX 0 Not known 

1 Male 

2 Female 

9 Not specified 

2 

Pcode Postcode of current address an8 T1A6 POSTCODE N/A 2/5 

Pcode_sec Postcode sector of current 

address 

an6 T1A7 POSTCODE_SECTOR N/A 2/5 

Marital Current marital status an1 T1A8 MARITAL_STATUS S Single 

M Married 

D Divorced 

P Separated 

C Cohabiting 

W Widowed 

U Unspecified 

5 

Date_registered Date of registration at 

current GP practice 

n8 T1A12 REGISTERED_DATE N/A 1 

Date_removed Date of end of registration 
at current GP practice 

n8 T1A13 REMOVED_DATE N/A 1 

Date_death Date of death (if relevant) 

 

n8 T1A14 DATE_OF_DEATH N/A 1 
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CRO data item 

(column header 

in CRO) 

Item description Data type 

(and format if 

required in 
CRO) 

Primary 

care data 

model Ref 

Primary care data 

model Item 
Code list 

Section applies 

to 

Sha_resp Code of responsible 
Strategic Health Authority 

an8 T1A15 HA NHS organisation code 5 

Pct_resp Code of responsible Primary 

Care Trust 

an8 T1A16 PCG NHS organisation code 5 

Pract_reg Code of GP practice patient 

currently registered with 

an8 T1A17 PRACTICE NHS organisation code 5 

Surgery_usual Code of branch surgery 

where the patient is usually 

seen 

an8 T1A18 SURGERY Practice allocated 5 

Dispense Does the GP practice 

dispense for the patient 

an1 T1A20 DISPENSING Y Yes - dispensing 

N Not dispensing 

1 

NHS_no NHS Number n10 T1A24 NHS_NUMBER N/A 2 

Patient_add Current address of patient an180 T1A25 ADDRESS N/A 2 

   T2A2 PID N/A * 

Event_date Data of which the journal 

item applies 

n8 T2A4 DATE N/A 1 
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CRO data item 

(column header 

in CRO) 

Item description Data type 

(and format if 

required in 
CRO) 

Primary 

care data 

model Ref 

Primary care data 

model Item 
Code list 

Section applies 

to 

Event_rec_date Date of which the journal 

item is recorded 

n8 T2A5 RECORD_DATE N/A 1 

Code Indication of the event or 
intervention recorded (e.g. 

diagnosis or prescription) 

an10 T2A6 CODE  1 

Hcp_int_prof Profession of HCP who 

undertook the intervention 

an3 T2A8 HCP_TYPE A Principal GP 

B Locum GP 

C GP Registrar 

D Other Practice staff 

D06 Practice Nurse 

D07 Dispenser 

D08 Physiotherapist 

D09 Chiropodist 

D10 Interpreter / Link Worker 

D11 Counsellor 

D12 Osteopath 

D13 Chiropractor 

D14 Acupuncturist 

D15 Homeopath 

D16 Health Visitor 

D17 District Nurse 

D18 Community Psychiatric Nurse 

D19 “Mental Handicap Nurse” 

1 
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CRO data item 

(column header 

in CRO) 

Item description Data type 

(and format if 

required in 
CRO) 

Primary 

care data 

model Ref 

Primary care data 

model Item 
Code list 

Section applies 

to 

Occurrence Occurrence of the event an1 

T2A10 EPISODE 

(In a record with 
CODE for a 
diagnosis or 
problem) 

F First 

N New 

O Other 

Special case 

D Cause of Death 

1 

T2A11 EPISODE 

(In a record with 
CODE for 
prescribable item) 

A Acute  
(one-off issue) 

I Issue of repeat 

R Repeat authorisation 

1 

CodeDesc Text rubric or meaning 

associated with the code 

value of the attribute CODE 
(T2A6). 

 T2A14 RUBRIC N/A 1 

Val1 First numeric value. 

For example: 

With CODE for weight 

VALUE1 is the weight in Kg. 

With CODE for blood 
pressure VALUE1 is the 

systolic pressure in mmHg. 

 T2A16 VALUE1 

(In a record with 
CODE for 
investigation, 
measurement or 
result) 

N/A 1 

Val2 Second numeric value. 

For example: 

Diastolic pressure in mmHg. 

 

 T2A17 VALUE2 

(In a record with 
CODE for blood 
pressure) 

N/A 1 

   T2A18 VALUE1 

(In a record with 
CODE for 
prescribable item) 

N/A 1 
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CRO data item 

(column header 

in CRO) 

Item description Data type 

(and format if 

required in 
CRO) 

Primary 

care data 

model Ref 

Primary care data 

model Item 
Code list 

Section applies 

to 

   T2A19 VALUE2 

(In a record with 
CODE for 
prescribable item) 

N/A 1 

   T2A25 LINKS  * 

   T3A2 PID N/A * 

Ref_date Referral request date n8 T3A4 DATE N/A 3 

Ref_prof Profession of healthcare 

professional responsible for 

making the referral 

an3 T3A6 HCP_TYPE A Principal GP 

B Locum GP 

C GP Registrar 

D Other Practice staff 

 

3 

   T3A8 SPECIALITY Main Specialty and Treatment Function Codes 

as defined in the NHS Data Dictionary 

3 

Ref_prov Code of provider unit to 
which referred 

an5 T3A9 UNIT NHS Provider Number 3 

Ref_type Referral type an1 T3A10 TYPE O OPD 

A Admission 

D Day-case 

I Investigation 

V  Domiciliary visit 

3 

   T3A12 CONTRACTOR A NHS Trust 

T NHS Treatment Centre 

P Private 

O Other 

3 
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CRO data item 

(column header 

in CRO) 

Item description Data type 

(and format if 

required in 
CRO) 

Primary 

care data 

model Ref 

Primary care data 

model Item 
Code list 

Section applies 

to 

   T3A14 LINKS  * 

   T4A2 PID N/A * 

Appt_date Date of 

appointment/encounter 

n8 T4A4 DATE N/A 4 

Hcp_prof Profession of HCP with 

whom the 

encounter/appointment 

took place 

an3 
T4A6 HCP_TYPE A Principal GP 

B Locum GP 

C GP Registrar 

D Other Practice staff 

D06 Practice Nurse 

D07 Dispenser 

D08 Physiotherapist 

D09 Chiropodist 

D10 Interpreter / Link Worker 

D11 Counsellor 

D12 Osteopath 

D13 Chiropractor 

D14 Acupuncturist 

D15 Homeopath 

D16 Health Visitor 

D17 District Nurse 

D18 Community Psychiatric Nurse 

D19 “Mental Handicap Nurse” 

4 
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CRO data item 

(column header 

in CRO) 

Item description Data type 

(and format if 

required in 
CRO) 

Primary 

care data 

model Ref 

Primary care data 

model Item 
Code list 

Section applies 

to 

Session Session in which the 

appointment/encounter 

took place 

an6 
T4A7 SESSION G General consultations 

V Visit 

N Night visit 

A Ante natal 

H Health promotion 

C Child health surveillance 

3 Three year check 

7  75+ check 

O Other 

4 

Appt_loc Location of 

appointment/encounter 

an6 
T4A8 LOCATION S Surgery 

C Clinic 

A A+E 

H Hospital 

O Other 

4 

   T4A13 LINKS  * 

 

 

 


