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1. Customer requirement overview 

Details of this customer requirement can be found in the updated addendum to 
Customer Requirement Summary (NIC-178106-MLSWX.A0914). 
 
This document is an updated benefits plan following the original submission for 
the care.data general practice extract (NIC-178106-MLSWX) in March 2013 and 
the previous addendum submitted in September 2013. The original submission 
requested access to the data for commissioning purposes only. This updated 
benefits plan sets out the benefits case for widening access to the data for 
purposes other than commissioning that will benefit patient care, specifically:  

 Research 

 Health intelligence (includes public health and healthcare regulation) 

The data referred to in this paper do not include any identifiers such as the NHS 
number.  Identifiers are replaced with a unique pseudonym. 

A decision was announced in May to adopt a phased approach to the 
implementation of extracting general practice data, with the introduction of a 
‘Pathfinder stage’ to enable the programme and general practices to evaluate, test 
and refine materials and processes (including communications processes) ahead 
of any wider roll-out. The Care.data programme team will work with pathfinders 
throughout the autumn. 

The decision to return to the GPES IAG to present this updated addendum has 
been discussed with, and is supported by, the Care.data Advisory Group and the 
Care.data Programme Board. It reflects what has been heard during engagement 
with a wide range of stakeholders since February, both in terms of supporting 
research and being clear and up-front in our communications. Our 
communications need to be clear about the purposes the data will be used for in 
advance of fair processing activities commencing in pathfinder areas. This is 
important even though data will not be accessible outside of the secure data 
facility until the pathfinder stage has concluded. During the pathfinder stage data 
will only be available through the secure data facility provided by the HSCIC. 

2. Introduction 

The care.data programme has been listening to the views of patients, the public, 
general practice and stakeholders on how best to build trust and confidence in the 
programme. As part of the listening exercise we have heard mixed views in 
relation to access for non-commissioning purposes. Concern has largely focused 
on a misunderstanding that confidential health information is being sold to 
commercial providers, including insurance companies, for commercial purposes.  
 
The care.data programme have also heard from representatives of the research 
community who have emphasised the value of these data for research and the 
importance of extending access beyond commissioning purposes. This viewpoint 
has been put to us by representatives from Macmillan, the Academy of Medical 
Sciences, the Medical Research Council, Cancer Research UK, the Genetic 
Alliance UK, Wellcome Trust, Arthritis Research UK, British Heart Foundation, 
and the Association of Medical Research Charities amongst others.   
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Most of the feedback received, however, has not focused on who should have 
access to the data. Rather, people tend to be more interested in wanting to 
understand the uses, the benefits, and the risks of data being collected and 
disseminated. The care.data programme have heard that (i) the public want clarity 
about the purposes for which their data will be used so that they can make an 
informed choice; (ii) general practices likewise want to understand the uses so 
that they can explain care.data to their patients; and (iii) researchers want clarity 
because they are concerned that confusion about data uses will have a negative 
impact upon objection rates and thus the completeness and representativeness of 
data for research.   
 
At the moment, the programme is only able to provide clarity about the data being 
used for commissioning purposes; all other purposes are purely aspirational and 
therefore cannot be communicated unambiguously to the public. The programme 
team therefore views this current application as an important step in addressing 
the current lack of clarity around how patients’ data will be used. This paper 
provides an opportunity to articulate the non-commissioning uses of the data and 
the benefits that these uses will bring to improving health, health care, and social 
care. The current situation around sharing patient data is often confusing and this 
is made more confusing by the need to distinguish between different datasets 
which can have different access rules. Approving this addendum would help 
simplify the situation in terms of aligning the rules with other datasets. This would 
mean that we only needed to communicate one set of rules and processes to the 
public 
 
Specifically, this addendum seeks to allow third-party organisations – including 
NHS organisations, universities, data analytics companies, and think-tanks – to 
analyse patient level, data for purposes that will benefit health, health care, and 
social care. Outside organisations already make use of other data sets held by the 
HSCIC, such as HES. Over the years, many of the most innovative uses of these 
data have come from researchers and analysts working in universities, medical 
charities, think tanks, and data analytics companies. The tools and data 
applications they develop are often later adopted across the NHS. Many of these 
tools provide invaluable information to the NHS which is used to help monitor and 
improve the quality of care being provided.  

 

3. Ensuring the extraction meets the healthcare needs of patients and the 
wider public 

The NHS needs information to know whether it is providing high quality care for 
all. The aims of the care.data programme are to:  

 enable others to ensure the highest standards of care and clinical safety 
are consistently met throughout the NHS and highlight  where standards 
drop, allowing prompt action to be taken;  

 help understand what happens to people, especially those with long 
term conditions, who are cared for away from hospital, and lead to the 
better treatment of diseases; 
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 provide the vital information needed to assist and support research into 
new medicines, and the better treatment of disease. 

These aims are centred around the healthcare needs of patients and the wider 
public but cannot be fully realised without extending access to the data for non-
commissioning purposes. We are therefore proposing that the existing IAG 
recommendation to proceed from March 2013 be amended to allow joined general 
practice and HES data to flow for non-commissioning purposes (e.g. to 
researchers and other analysts). The two main purposes, (a) research and (b) 
health intelligence (including public health and healthcare regulation) are 
described below in more detail.  

(a) Research - helping researchers better understand disease and develop 
treatments that can save lives 

According to the Association of Medical Research Charities, 'Patient records are a 
valuable resource for health research. Access to the information in these records 
helps researchers better understand disease and develop treatments that can 
save lives'1. There are countless instances of how data have been used to 
improve care. For example: 

Research allows us to monitor the safety of drug treatments: 

 Joined up primary care and hospital records at a sub-national level have 
been used to help understand the risks and effectiveness of treatments that 
are taken for many years but are not easily studied in clinical trial type 
approaches. For example, joined up general practice records were used to 
help discover that there are subsets of women for whom oral 
contraceptives have a higher risk of adverse side effects (e.g. smokers). 
Research has allowed these sub-populations to be defined, with the 
knowledge gleaned being used to inform treatment guidelines.2 

 There have been concerns that a drug prescribed to treat obesity (Orlistat) 
can increase the risk of liver problems. Joined up primary care and hospital 
data were used to show that this is not the case and that the drug is safe to 
use.3 

 There were concerns that a drug used to treat high blood pressure and 
heart failure could increase the risk of cancer. Joined up primary care and 
hospital data were used to show that this is not the case and that the drug 
is safe to use.4 

                                                 

1 Association of Medical Research Charities, 2014. Statement on the use of patient data for research. 

http://www.amrc.org.uk/publications/policy-statement-patient-data. 

2 Wellcome Trust. 2014. Improving the safety of oral contraceptives. http://www.wellcome.ac.uk/About-

us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-

information/index.htm [Accessed 14 February 2014]. 

3 MRC. 2014. Orlistat and obesity. http://www.wellcome.ac.uk/About-us/Policy/Spotlight-

issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm 

[Accessed 14 February 2014]. 

4 British Heart Foundation. 2014. Showing that a drug commonly used to treat high blood pressure and 

heart failure does not increase the risk of cancer. http://www.wellcome.ac.uk/About-

 

http://www.amrc.org.uk/publications/policy-statement-patient-data
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
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Conversely, a lack of joined-up data has been known to cause suffering and harm 
where the side effects of drugs are not appreciated. For example: 

 Aspirin sometimes causes permanent disability or death in children when 
given for a febrile illness. However, this link between Aspirin and Reye’s 
syndrome was not appreciated for many years and many children suffered 
unnecessarily as a result. Once the association was made, controls were 
placed on the prescribing of the drug in children and, as a result, Reye’s 
syndrome has all but disappeared.5 

 Beta blockers are a commonly used drug. One particular type of beta 
blocker can, in rare instances, cause a fibrotic disease that is often fatal. 
The lack of joined-up data meant this side-effect took many years to 
uncover as it was too rare to be detected in clinical trials.6  

Research allows us to find out about risk factors associated with disease: 

 Joined up primary care and hospital data were used to find out why the 
2010/11 ‘flu season was so severe. Researchers found that this severity 
was due to a shift in infections from children to adults. This finding led to a 
long-term programme to extend ‘flu vaccinations to children.7 

 Joined up primary care and hospital data were used to identify 40,000 men 
and women with type 2 diabetes and 200,000 without the disease. 
Researchers compared how many people in each group had experienced a 
heart attack. They found that the risk of having a heart attack was much 
higher in women with diabetes than in men with diabetes. This knowledge 
allows doctors to provide better care to their patients with diabetes.8 

Research helps us improve treatments: 

 Research has informed prescribing practice for non-steroidal anti-
inflammatory drugs, which are used by millions of people with diseases 
such as osteoarthritis. Systematic reviews of joined up primary care and 
hospital data have been used to find out which sub-groups of patients are 

                                                                                                                                                   

us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-

information/index.htm [Accessed 14 February 2014] 

5 Professor Peter Weissberg. Pg 7. 

http://data.parliament.uk/writtenevidence/WrittenEvidence.svc/EvidencePdf/6788  

6 Professor Peter Weissberg. Pg 7. 

http://data.parliament.uk/writtenevidence/WrittenEvidence.svc/EvidencePdf/6788 

7 MRC. 2014. Influenza surveillance. http://www.wellcome.ac.uk/About-us/Policy/Spotlight-

issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm 

[Accessed 14 February 2014] 

8 Wellcome Trust. 2014. Women with diabetes have a greater relative risk of having a heart attack 

compared with men with diabetes. http://www.wellcome.ac.uk/About-us/Policy/Spotlight-

issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm. 

[Accessed 14 February 2014]. 

http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://data.parliament.uk/writtenevidence/WrittenEvidence.svc/EvidencePdf/6788
http://data.parliament.uk/writtenevidence/WrittenEvidence.svc/EvidencePdf/6788
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
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more susceptible to different side effects. This research has been used by 
NICE to inform clinical guidance.9 

 Joined up data have been used to review the management of chronic 
kidney disease. Research highlighted differences in practice between 
different GPs and their teams, and identified areas to improve treatment.10 

How the care.data programme think care.data can improve research: 

There is currently no national dataset of linked general practice and hospital data. 
This means that it is not possible to carry out whole-population research. The 
research that is carried out using the existing sub-national general practice -
hospital data datasets excludes geographical areas and socio-economic groups. It 
is important that a whole-population dataset is collected so that research can be 
based on a full picture of the demographic profile of the population.  

Patients’ and citizens’ health needs can only be properly assessed by looking at 
the full care pathway (i.e. their interactions with all parts of the NHS as well as 
with public health services and social care services). It is estimated that 90 per 
cent of patient care takes place outside of hospital. The joined general practice 
and hospital data generated as part of the care.data programme provides an 
opportunity for researchers to look at patterns across the whole population. For 
the first time, national general practice data will be joined to hospital data, which 
will allow researchers to gain much greater insight; for example, to understand the 
care provided in the time preceding a hospital admission and after discharge. As a 
result, research will be improved by, for example, providing a more detailed 
understanding of illnesses treated in the community and how patients interact with 
their GP over the course of their survivorship. It will also allow us to better identify 
patient groups whose needs are not being met in the most appropriate way.   

 

Public attitudes to research 

Research into public attitudes towards data sharing for research is generally 
favourable,11 and more so once the context for sharing data is explained 
alongside the safeguards in place to protect those data. A recent report 
highlighted how the acceptability of data sharing varies according to the purpose 
of use.12 While most people are happy for their data to be shared with researchers 
                                                 

9 Arthritis UK. 2014. Guiding the use of anti-inflammatories for osteoarthritis. 

http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-

records/Why-do-researchers-need-your-information/index.htm [Accessed 14 February 2014]. 

10 Kidney Research UK. 2014. Reviewing the management of chronic kidney disease. 

http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-

records/Why-do-researchers-need-your-information/index.htm [Accessed 14 February 2014] 

11 Wellcome Trust. 2013. Summary report of qualitative research into public attitudes to personal data 

and linking personal data. 

http://www.wellcome.ac.uk/stellent/groups/corporatesite/@msh_grants/documents/web_document/

wtp053205.pdf  

12 Royal Statistical Society research on trust in data and attitudes toward data use / data sharing, 

2014. 

http://www.statslife.org.uk/files/RSS_Data_trust_and_data_sharing_attitudes_research_note(1).pdf  

http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/About-us/Policy/Spotlight-issues/Personal-information/Patient-records/Why-do-researchers-need-your-information/index.htm
http://www.wellcome.ac.uk/stellent/groups/corporatesite/@msh_grants/documents/web_document/wtp053205.pdf
http://www.wellcome.ac.uk/stellent/groups/corporatesite/@msh_grants/documents/web_document/wtp053205.pdf
http://www.statslife.org.uk/files/RSS_Data_trust_and_data_sharing_attitudes_research_note(1).pdf
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in universities and similar organisations for  government funded research (50% 
support and  17% oppose) they are less keen on data being used by companies 
solely for the purpose of them improving their service offerings (27% support; 39% 
oppose). These concerns have been addressed through the changes in the Care 
Act 2014 (see section 4) and by giving patients the right to object to of their data 
being shared if they have concerns. During the pathfinder stage, all participating 
general practices will be ensuring that their patients understand their choices. 

 (b) Health Intelligence - bringing data to life so that Clinical Commissioning 
Groups (CCGs), providers and patients can use information to improve care. 

The health and social care system cannot ensure that patients are receiving the 
highest standards of care if we do not have data that shows what is happening 
across the health and social care system. Whilst there may be some 
commissioners that have the capability and resources to do this type of analysis 
themselves, there are many more that do not. Third party analytics organisations 
have provided invaluable services to the NHS for many years through the 
provision of data visualisation tools, metrics, and analysis.  

Data is also necessary to support the roles of public health and healthcare 
regulatory organisations such as Public Health England, the Care Quality 
Commission, and Monitor. For example the Local Cancer Intelligence tool 
produced by Macmillan and Public Health England’s National Cancer Intelligence 
Network (NCIN). It is designed to help commissioners and Macmillan’s regional 
teams gain insights into the changing burden of cancer in their local area. It 
launches on 11th August to Macmillan staff and 25th August to external 
stakeholders.13 

By analysing national data, analysts will be able to identify examples of best 
practice, which can then be promoted nationally to improve the equity of care 
provision and to improve the quality and efficiency of care for all. Whilst some 
CCGs are choosing to analyse data themselves, or contract with a CSU to do it 
for them, others prefer to look outside the NHS for data analysis services. Where 
these services are provided as part of a contractual agreement (i.e., where a third 
party is acting on behalf of a CCG), our current approvals may cover their access 
to data; however, there will be some scenarios in which a third party is taking 
proactive action to develop tools and analyse the data without a specific NHS 
customer in mind. Private companies and think tanks have the time and budget to 
invest in developing such tools and analyses and this activity is crucial to the 
ongoing development of the NHS.  

 
Analysis of joined up data can be used to help monitor the safety and 
performance of healthcare providers. This use of data for healthcare regulatory 
purposes is vital if we are to have confidence that our clinical care is being 
delivered to acceptable standards. Data can be used to highlight areas where 
there may be poor performance so that action can be taken to rectify any issues 

                                                 

13 Local Cancer Intelligence. http://lci.cancertoolkit.co.uk/ 

http://lci.cancertoolkit.co.uk/
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before another incident occurs such as that at Mid Staffordshire NHS Foundation 
Trust.  
 
How the care.data programme think care.data can improve health intelligence 
 

 It is important to monitor and compare the quality of care across the whole 
country so that we can (a) detect and stop substandard care, and (b) detect 
and promote excellent care. The intelligence available about what is 
happening across the NHS and social care system is compromised without 
this national insight. NHS England, Public Health England, the Care Quality 
Commission and Monitor all recognise that this data is needed to be able to 
do these things and therefore support this addendum.  

 

4. Ensuring that benefits are proportional to risks for all affected groups 

Respecting confidentiality: 
 
This updated addendum does not seek to alter the data to be extracted from 
general practices, which has previously been recommended to proceed by the 
IAG for commissioning purposes. It does, however, extend the purposes for which 
the data can be used, and therefore the organisations that can seek access to the 
linked data.   
 
It is recognised that some patients may have concerns about their general 
practice data being shared outside the NHS and this anxiety was captured as part 
of the care.data listening exercise. However, conversely, the care.data 
programme also heard that many patients and other stakeholders were in favour 
of sharing with non-NHS bodies, including research institutes.  
 
A number of steps have been taken since February to help ensure that the 
benefits are proportionate to the risks. For example: 
 

 The Care Act 2014 places the Health Research Authority’s Confidentiality 
Advisory Group (CAG) on a statutory footing14 and under this new 
legislation, CAG will provide independent advice to the HSCIC on data 
disclosures15. Secondary legislation will set out the matters to which CAG 
must have regard when giving advice to the HSCIC in relation to data 
disclosures. No data collected as part of the programme will be released 
until these regulations are in place; 

                                                 

14 Clause 8(1) Schedule 7 of the Care Act 2014. http://www.legislation.gov.uk/ukpga/2014/23/contents/enacted 

15 Section 122 amends the HSCA 2012 (Part 9, chapter 2, section 262A - when publishing or disseminating 

information the HSCIC 'must have regard to any advice given to it by' CAG.   In addition schedule 7 of the Care Act 

legislates for CAG to advise the HSCIC in connection with: (i) the exercise by the Centre of functions conferred in 

regulations under section 251 of the National Health Service Act 2006 (processing of patient information for 

medical purposes); (ii) any publication or other dissemination by the Centre of information which is in a form which 

identifies an individual to whom the information relates or enables the identity of such an individual to be 

ascertained. 
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 Under the Care Act 2014, the HSCIC can only disseminate information for 
a) the provision of health care or adult social care, or (b) the promotion of 
health.16 The programme team will work with pathfinder general practices 
to ensure that communications are clear about which types of 
organisations will receive the data and for what purposes; 

 The care.data programme has appointed a research agency, IPSOS Mori,  
which will explore with the public how best we articulate who will have 
access to the data to ensure that patients can make an informed choice 
and object if they wish; 

 The HSCIC is working to see how best it can develop and implement a 

“secure data facility” that will enable researchers and other analysts to 

query and analyse the data it holds, while the linked data (which could 

potentially be misused to re-identify individuals) never leaves the secure 

environment of the HSCIC.  

 As part of the pathfinder stage for the general practice extraction, those 

practices involved in the pathfinder will have a role in ensuring that patients 

are aware of their rights to object to having their data collected for 

care.data. The first stage of the roll out of care.data will be close work with 

between 100 and 500 pathfinder practices to test, evaluate and refine all 

aspects of the data collection process ahead of national roll-out. 

 

Addressing health inequalities: 
 
All sectors of society could benefit from the extraction and subsequent linkage 
and analysis of general practice data, since the whole population relies on general 
practice services at some point in their lives.  
 
However, the most vulnerable people in society have the most to benefit because 
the people with the greatest need for health care generally have the worst access 
to high quality care.17 The availability of the extract will enable analyses of 
inequalities both in access to healthcare and in health outcomes. Analysis of the 
data will highlight unwarranted variations in care and it will identify examples of 
best practice, which can then be disseminated nationally, but also areas of sub-
standard care that need to be improved.  
 
The availability of national data will, for the first time, allow all sectors of society to 
be included in any analyses. This extract of data will cover all geographic areas in 
England and thus all socio-economic groups. As stated in the NHS Atlas of 
Variation, 
 

                                                 

16 Section 122 amends the HSCA 2012 (Part 9, chapter 2, Section 261) to restrict the dissemination of 

information by the HSCIC to 'purposes of (a) the provision of health care or adult social care, or (b) the promotion of 

health. 

17 Tudor Hart, J. (1971). The inverse care law. The Lancet, 297(7696), 405-412. 

http://www.thelancet.com/journals/lancet/article/PIIS0140-6736(71)92410-X/abstract  

http://www.thelancet.com/journals/lancet/article/PIIS0140-6736(71)92410-X/abstract
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“some variation is warranted because different populations have different levels of 
need. However, highlighting variation…..is fundamental to the achievement of 
better value in healthcare” 18 
 

5. Planned benefits 

In this section, we describe the benefits of making joined general practice and 
HES data available to analysts and researchers for purposes that are in the public 
interest and that will aid (a) the provision of health care or adult social care, or (b) 
the promotion of health.  

Benefit 1.  

i. Topic / area of care 

Medical research 

ii. Current position 

Macmillan’s ‘Routes from Diagnosis’ research programme19,20 links information 
collected nationally about cancer with hospital data to build a detailed national 
picture of what happens after a patient has been diagnosed with four types of 
cancer.  By linking and analysing routinely collected data, such as Cancer 
Registry data and HES, researchers have been able to map the cancer journey 
'from diagnosis to death or continued survival, describing the health outcomes 
that patients experience.'    

1.1.1.1.1  
As a result of this research, clinicians, who treat cancer patients after their 
treatment, are more aware of the survivorship issues cancer patients face. For 
example in South Yorkshire, which has some of the highest levels of cancer in 
the country, different services are working together to use this approach to re-
design and tailor follow up and survivorship services so that patients get the right 
level of support and after care, at the right time, and in the right place. The 
research showed that the cost of ongoing in patient care can be higher than the 
treatment itself. Redesigning care pathways helped ensure that unnecessary 
follow up and services are not using valuable resources whilst at the same time 
making sure each person gets what they need.  
 
Macmillan’s Routes from Diagnosis programme was not able to look at the costs 
for the whole patient journey because general practice and community care data 
was not linked to hospital data (HES). We do not know how costs build up along 
a patient's journey and the impact of implementing particular treatments, or 

                                                 

18 NHS Atlas of Variation. http://www.rightcare.nhs.uk/index.php/nhs-atlas/atlas-downloads/  

19 Macmillan's Routes from Diagnosis. 

http://www.macmillan.org.uk/Aboutus/Ouresearchandevaluation/Programmesofwork/Routesfromdiag

nosis.aspx 

20 Macmillan, 2014. Routes from diagnosis: the most detailed map of cancer survivorship yet (full 

research report). 

http://www.macmillan.org.uk/Documents/AboutUs/Research/Researchandevaluationreports/Routes-

from-diagnosis-report.pdf 

http://www.rightcare.nhs.uk/index.php/nhs-atlas/atlas-downloads/
http://www.macmillan.org.uk/Aboutus/Ouresearchandevaluation/Programmesofwork/Routesfromdiagnosis.aspx
http://www.macmillan.org.uk/Aboutus/Ouresearchandevaluation/Programmesofwork/Routesfromdiagnosis.aspx
http://www.macmillan.org.uk/Documents/AboutUs/Research/Researchandevaluationreports/Routes-from-diagnosis-report.pdf
http://www.macmillan.org.uk/Documents/AboutUs/Research/Researchandevaluationreports/Routes-from-diagnosis-report.pdf
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taking certain actions. Care.data will link datasets so that we have an even 
better picture of how resources are being spent, not just for cancer but so that 
we can target funding and support where it is needed. 

Cancer research charities have been leading the way with this type of research.  
The cancer registries provide data which is not available for many other 
conditions. Care.data may allow this type of valuable research for many other 
conditions. 

iii. Benefit to patients and public  

Public interest: 

 Promote healthcare research 

 Reduce health inequalities 

 Better patient outcomes  

 Patient participation e.g. engaging patients in understanding outcomes 

Research is currently restricted by the lack of national general practice data 
available. Allowing national general practice and HES data to be used for 
research will significantly increase the robustness of research as interactions 
between primary and secondary care can be studied to assess what is working 
well and what isn’t. For example, comparable research to the Routes from 
Diagnosis example described above could be carried out for any number of 
other diseases and conditions. Research could help identify opportunities to 
improve health outcomes by pinpointing the most opportune time to diagnose 
conditions, or highlight which care pathways have the best outcomes.  

Research charities also play an important role in helping patients understand 
their conditions e.g. by presenting their findings in meaningful ways to patients 
or keeping patients updated on news of the latest research.  This can help 
empower patients and help them understand their choices.    

iv. Benefit to  customer 

 Research into the full range of medical conditions and treatments and service 
improvement models will improve the quality of care for all whilst ensuring 
that the NHS is getting value for money.  

 If we were able to link general practice data into this picture we could 
understand the needs of many people with various health conditions who 
have less serious health conditions that do not require hospital treatment, 
and therefore support patients to live healthier lives after their treatment. 

v. Measurable outcomes 

 The volume of research papers published in academic journals that 
reference the general practice and HES linked dataset.  

 The volume of research papers published in academic journals that focus on 
national cohorts or specific socio-economic geographies.  

 Increased value for money – Involvement of the Third Sector in working with 
the health sector in driving improvement in patient outcomes. 

vi. Benefit dependencies 

 Allowing the general practice and HES data to be used for the purpose of 
research and service improvement. 
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Benefit 2.  

i. Topic / area of care 

Service improvement and planning 

ii. Current position 

Analysts can be asked to help CCGs and trusts with their service planning and 
improvement. At present this is limited by the availability of data. For example, 
analysts were asked to help an NHS trust investigate why it had been breaching 
its A&E 4 hour target.  

They were asked to investigate recent pressures on their emergency care 
pathway and the significant increase in emergency admissions. This had 
attracted performance management attention from the local health economy and 
the trust’s board had asked for a due diligence investigation to give them a 
diagnosis of the problem; drivers of increased growth from primary to secondary 
care. 

Over the 2012/13 financial year the trust experienced a sustained increase in the 
number of A&E attendances and unplanned admissions. This had severe 
impacts on the whole system leading to an inability of the A&E department to 
cope with the demand. Patients often waited in excess of 4 hours after initial 
triage to be seen.  

An assessment of the underlying factors contributing to this heightened pressure 
on the A&E department and the drivers of growth from primary to secondary 
care was undertaken using HES A&E and inpatient data for unplanned 
admissions for benchmarked against regional and national trends.  

The absence of primary care data meant that a significant part of the story was 
missing which limited the robustness of the analysis.  

iii. Benefit to patients and public 

Public interest: 

 Reduce health inequalities 

 Improve population health 

 Maintain a system that is run effectively and efficiently 
 
Patients suffer when services are not optimised, as in the example provided 
above where the 4 hour A&E waiting time target was being breached. The 
provision of care within primary care has an obvious impact on the demand for 
A&E services and by analysing the flows between the two problems can be 
identified and rectified.  
 
By analysing trends in primary care it will be possible to better plan the required 
capacity for secondary care emergency services.  

iv. Benefit to customer 

 Analysts will be able to provide a far more thorough analysis of situations like 
this if they have access to general practice data. Without it, they are 
attempting to solve problems with a significant part of the story missing.  

v. Measurable outcomes 
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 Use of data by NHS managers to monitor and manage performance issues. 

 Improvements in service standards. 

 More efficient capacity planning and management.  

vi. Benefit dependencies 

 Access to joined up general practice and HES data for purposes that have 
clear benefits for the health and social care sector.  

 

Benefit 3.  

i. Topic / area of care 

Benchmarking, and data visualisation.  

ii. Current position 

To date, data analysts and researchers have only been able to use general 
practice data on a very limited basis, either as a sample of data from practices 
scattered across the country or using data from a small number of individual 
PCTs/CCGs.  

Allowing researchers and data analysts access to a national general practice 
standard data extract joined to hospital data would facilitate a wide range of 
intelligence and benchmarking opportunities that are not currently possible. The 
provision of national data would, for the first time, ensure that all geographies 
were included in any analysis.  

Data visualisation tools are widely used, including for public health purposes as 
described below. 

Public Health England’s 'Longer Lives' highlights premature mortality across 
every local authority in England, giving people important information to help 
them improve their community’s health. By clicking on your local authority, you 
are provided with instant access to information about the total number of 
premature deaths and how your local authority is ranked.  

These types of tools and visualisations are vital for bringing data to life so that it 
can be understood by CCGs, providers and the public.  We believe it is vital that 
analysts, think tanks and commercial companies with expertise in deriving useful 
information from raw data to support improvements in the health and social care 
service should have access to the data. 

Another example of data visualisation tools is the NHS Atlas of Variation.  This 
uses linked data to demonstrate variations in care helping clinicians to identify 
what is happening in their area. Examples have been provided of how the Atlas 
has helped inform planning activities. The Atlas use practice level data; person 
level data will offer an even greater insight into variations of care to help inform 
decision making and planning. It will be possible for example to look at individual 
care pathways or compare groups of patients having the same treatments to see 
which produce better outcomes, as described in benefit 7. 

iii. Benefit to patients and public 

Public interest: 

 Reduce health inequalities 

 Improve patient choice 
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 Patient participation and empowerment 

 Promote healthcare research 

 Maintain a health system that is run effectively and efficiently 

The public will be more confident that decisions about the health service are 
evidence based. They will be informed about variations e.g. in response to this 
evidence of variation in emergency admissions, Asthma UK launched a 
campaign called Compare your Care. This informs people with asthma of the 
services they should expect, promotes transparency about the services that are 
actually delivered and empowers people to challenge services in areas where 
care is substandard.   

Clinicians will have evidence to understand or explain variation which may be for 
valid reasons or may highlight where improvements can be made which will 
bring benefits to patients.   

Analysts will be better able to detect:  

 instances of substandard care so that these can be swiftly investigated and 
rectified, 

 examples of excellence so that these can be recognised and publicised.  

We are confident that researchers and analysts will develop innovative 
visualisations of the data that will be of value both to commissioning 
organisations and to providers, but also in the way data are presented to the 
public in aggregated form.  

iv. Benefit to customer 

 Analysts can analyse data to provide analytical services and insights in to 
NHS care.  

 Presenting data in meaningful ways can help improve the quality of health 
services and reduce unwarranted variations in the quality and efficiency of 
care. 

 Benchmarking is known to act as a stimulus to improvements to care.  

v. Measurable outcomes 

 Greater use of the joined up data by analysts. 

 Greater use of the data ensuing insights by commissioners, providers, the 
public and researchers.  

 Examples/case studies of where visualisation tools and benchmarking 
information have been used to inform planning decisions.  

vi. Benefit dependencies 

 Access to general practice and HES data for analysts. 
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Benefit 4.  

i. Topic / area of care 

Development and improvement of predictive models and impactibility models.  

ii. Current position 

Predictive models can be used to identify types of patients at high risk of a ‘triple 
fail’ event. A triple fail event is defined as being simultaneously (1) undesirable 
to the patient (2) costly to the health service, and (3) a potential marker of sub-
optimal care. Examples of triple fail events are unplanned hospital admissions 
and readmissions, nursing home admissions, and overly invasive treatment for a 
preference-sensitive condition such as lower back pain. These models can be 
used for commissioning purposes (for example, as part of a local health needs 
assessment) or to develop models for case finding purposes (where a GP with 
clinical responsibility for a practice population can use the model developed 
using data to determine which types of patients are at risk).  

Impactibility models can be used to identify subgroups of high-risk individuals 
that are most likely to benefit from different forms of preventive care. Data can 
be used to build and test such models. As with predictive models, impactibility 
models can be used by commissioners using data as part of a local needs 
assessment, or by a general practice as part of the delivery of preventive care.  

There is a growing evidence base that the addition of general practice 
consultations data joined to hospital datasets results in models with greater 
predictive accuracy.  

iii. Benefit to patients and public 

Public interest: 

 Help identify groups of people, by type, at risk of diseases  

 Help advance the agenda on rare diseases through information 

 Maintain a health system that is run effectively and efficiently 

If this addendum is approved then those applicants who are granted access 
under this release will only be provided with general practice and HES data. 
They will not have access to any patient identifiers. Therefore, individual patients 
deemed by the models to be at risk will not be identified.  

However, there is a clear benefit to patients and the public in ensuring that 
analysts with expertise in this area can develop predictive models and 
impactibility models that can subsequently be implemented across the health 
service both for planning purposes and assessing local health needs and for 
targeting preventive services. 

iv. Benefit to customer 

 Increased opportunities for research into predictive modelling and 
impactibility modelling.  

 Greater use of the data to improve the efficiency of preventive care.  

v. Measurable outcomes 

 Increased accuracy of predictive models and impactibility models, leading to 
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improvements in the accessibility, efficiency, and equity of preventive care.  
 

vi. Benefit dependencies 

 Access to joined up data required for analysts. 

 Analysts seeing value in the joined up data for modelling and delivering these 
improvements.  

Benefit 5.  

i. Topic / area of care 

Analysis of treatment pathways. 

Making general practice data available as a pre-joined dataset would allow 
analysts to analyse care pathways across the whole country. It would help 
improve the equity, efficiency, and quality of patient care while obviating the 
need for researchers to process identifiable data.  

ii. Current position 

Colorectal cancer is the third most common cancer after breast cancer and lung 
cancer, and is a major cause of mortality. Patients’ chances of survival at five 
years are far higher when colorectal cancers are detected at an early stage 
(93%) versus those diagnosed late (6%)21; however, one quarter of colorectal 
cancer cases are diagnosed during emergency presentations to hospital.  

The North East London Cancer Network identified a marked variability in the 
timeliness and accessibility of diagnostic services for patients with colorectal 
symptoms. The colorectal pathway is highly complex, with patients being 
referred to diagnostic services from both the community and by many different 
secondary care services.  

High quality data are required to guide the development and implementation of 
care pathways, and to support patients and clinicians in making shared, 
informed decisions about treatment options.  

At a local level, general practice data joined to hospital data are being used in a 
study that is examining variations in routes to diagnosis among patients with 
colorectal cancer in outer North East London22. The project is exploring existing 
diagnostic pathways and aims to identify those pathways that result in the best 
outcomes for patients including the fewest avoidable healthcare episodes.  

This addendum seeks to facilitate this type of study for a wide range of 
                                                 

21 National Cancer Intelligence Network (NCIN) [Online]. Colorectal Cancer Survival by Stage - NCIN 

Data Briefing. Available at: 

http://www.ncin.org.uk/publications/data_briefings/colorectal_cancer_survival_by_stage [Accessed 

29 August 2013]   

22 London Cancer [Online]. Colorectal pathway board constitution. Available at: 

http://www.londoncancer.org/cancer-professionals/colorectal/colorectal-pathway-board-constitution/  

[Accessed 29 August 2013]   

http://www.ncin.org.uk/publications/data_briefings/colorectal_cancer_survival_by_stage
http://www.londoncancer.org/cancer-professionals/colorectal/colorectal-pathway-board-constitution/
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presenting symptoms, diseases and conditions across the whole of England.  

iii. Benefit to patients and public 

Public interest: 

 Improve patient choice of healthcare 

 Reduce health inequalities 

 Maintain a system that is run effectively and efficiently 

Every patient wants to be confident that they are receiving the best possible 
care. However, poorly designed pathways of care tend to result in more 
fragmented, inefficient care, and poor patient experience. By joining general 
practice and hospital data, analysts can help to define what constitutes optimal 
care along coordinated care pathways. This information can then be used by 
NHS commissioners to reduce the variability in current pathways of care, 
thereby helping to ensure equal access to the best treatment options across the 
country.  

The North East London Cancer Network is an example of how the care.data 
dataset could be used to expand a local example of good practice into a service 
that could improve the quality, efficiency, and equity of care across the whole of 
England. By providing access to an individual-level, national dataset of joined up 
general practice and hospital data, researchers will be able to spend less time 
collecting and collating data and more time investigating patterns and trends, 
such as the time lags between diagnosis and treatment for a whole range of 
cancers and other diseases, together with any unwarranted variation in these 
lags across the country and between different patient groups.  

The analysts could then use the data to calculate the time a patient presented 
with symptoms to the time they were treated, and the subsequent outcome of 
the treatment.  

An example: if patients in Bristol experience a 12 week delay from presentation 
to treatment compared with a 3 week delay for patients in Bath, then further 
research can take place to understand why there is a difference. What is the 
NHS in Bath doing differently from Bristol? Where are the delays occurring on 
the patient’s journey? Are patients in Bristol having more appointments? What 
can be learnt from Bath and applied to other areas? It is not necessary to know 
the identities of patients receiving care in Bristol or Bath to conduct this type of 
research, but it is necessary to combine the information from the general 
practice and the hospital to look at these types of scenarios in detail. The 
lessons learnt could then be used to improve the delivery of services and care 
across the country.  

iv. Benefit to customer 

 Improved analysis of care pathways from presentation in general practice 
through to discharge from secondary care and post-hospital care.  

 Improved efficiency and quality of care and increased consistency in the 
provision of care (i.e. reductions in unwarranted variation).  

 Improved patient experience through the analysis of data joined to patient 
feedback.  
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 Increased research activity.  

v. Measurable outcomes 

Outcomes will be delivered through patients, commissioners and NHS managers 
acting on the uses of the data by researchers, analysts, etc.  

 Improvements in the quality and efficiency of treatment pathways.  

 Improvements in equity.  

 Reductions in unwarranted variations in care.  

 Increased number of research publications using general practice data joined 
to hospital data.  

Analysts working with the North East London cancer network, for example, are 
measuring whether there is an improvement in one year survival rates following 
the implementation of optimised care pathways, and also whether there is an 
improvement in patients’ self reported experience of the care they receive.  

vi. Benefit dependencies 

 Providing access to a joined up dataset to analysts.  

 Making researchers aware of the value of the joined up dataset  

 
 
 

Benefit 6.  

i. Topic / area of care 

Quality assurance 

ii. Current position 

The lack of national general practice data makes it difficult to accurately assess 
how well national treatment guidelines are being followed across the country.   

For example, it would currently be very difficult to assess whether acute 
coronary syndrome patients were being treated in line with national guidelines 
and to identify variation in the adherence to those guidelines. The lack of general 
practice data means that it is not possible to identify what prescriptions a patient 
is receiving post acute event. This same scenario can be applied to any number 
of medical conditions.  

iii. Benefit to patients and public 

Public interest: 

 Reduce health inequalities 

 Improve population health 

 Promote healthcare research 
 

By analysing joined general practice and HES data it will be possible to assess 
whether acute coronary syndrome patients are being prescribed appropriate 
secondary prevention medications (e.g. aspirin, beta blockers) following their 
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acute event.   
A similar argument applies to a range of other medical conditions where follow-
up preventative medications are an important part of patient care.   

iv. Benefit to customer 

 Analysts will be better able to assess and monitor compliance with guidelines 

 Improved efficiency and quality of care and increased consistency in the 
provision of care (i.e. reductions in unwarranted variation).  

v. Measurable outcomes 

 Monitoring of adherence to national guidelines and reporting of breaches. 

 Improved patient outcomes due to better adherence to guidelines 

vi. Benefit dependencies 

 Access to joined up general practice and HES data for research and health 
intelligence 

 

Benefit 7.  

i. Topic / area of care 

Assessing how treatment decisions affect outcomes 

ii. Current position 

It is currently difficult to assess how treatment decisions affect patient outcomes 
at a national level and to evaluate whether there is any regional variation in this.  

For example, patients with diabetes can be managed in various ways and it 
would be beneficial to be able to look at what combination of medications were 
being used to help manage their condition, and to look at whether there is any 
link between treatment options and hospital admissions. Research into what 
other conditions patients with diabetes have and how they impact on treatment 
options and outcomes would also be valuable. 

iii. Benefit to patients and public 

Public interest: 

 Reduce health inequalities 

 Improve population health 

 Promote healthcare research 
 

Local variations in treatment for medical condition may have a substantial impact 
on patient outcomes. Without analyses of joined general practice and HES data 
it is very difficult to identify which treatment combinations are most effective for 
different groups of people; to identify where local areas are performing better or 
worse than expected; and to use that information to improve care for all.  

iv. Benefit to customer 

  Analysts will be able to provide higher quality analyses of data to ensure that 
the most effective treatment combinations are identified. 

 Conversely, the same data can be used to identify poor performing treatment 
combinations and cost ineffective treatments.  
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v. Measurable outcomes 

 Patient outcomes for various medical conditions categorised by the 
treatments that have received. E.g. does switching to a particular treatment 
improve outcomes. 

 Identification of potential cost savings for commissioners who could use the 
analyses to identify where alternative treatment combinations offer improved 
outcomes for lower costs.  

vi. Benefit dependencies 

 Access to the joined general practice and HES data for analysts. 

 

Benefit 8.  

i. Topic / area of care 

Regulatory uses of data 

ii. Current position 

Regulators are currently unable to access national datasets to facilitate their 
functions. This prevents them from: 

 Taking a national view of resource utilisation by segment across health care 

settings for purposes of system planning and efficiency.  Enabling regulators, 

at a national level, to assess where the highest areas of demand and cost 

are, and hence where efforts to improve efficiency can be targeted. This may 

also be helpful from an evaluative perspective in measuring the impact of 

service changes on patient cohorts, and identifying and rolling out best 

practice  

 Outcome tracking and outcome based payment models 

o For a patient cohort: e.g. improving diagnosis of dementia patients, 

based on the number of patients with an acute dementia admission 

but no GP diagnosis 

 Creating new payment models, analysis of population segments can indicate 

the average spend associated with each, and used as a basis for the level of 

population-based payments 

iii. Benefit to patients and public 
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Patient segmentation 

Segmenting the population according to similar care needs and demands helps 

to achieve a more meaningful understanding of where care needs are for the 

purposes of system planning and efficiency. It allows for more consistent 

comparisons both within and across localities and helps regulators understand 

the drivers of care demand at a more nuanced level.  

Segmentation is based on person characteristics that determine their needs and 

care demands, like the number and nature of their medical conditions, and their 

age. The resulting segmentation provides a framework by which to analyse 

needs and spending, and creates a starting point for thinking about population-

based payment models. 

Understanding current and future population needs and resource 

utilisation 

A linked view of care gives a clear view of where use, spend and cost are 

focussed by setting and sub-setting, which helps to inform where pressures 

might arise and where efforts at improving efficiency might be focussed. Data 

can be used to build up pictures of the patterns of spend or cost by different 

segments.   

Tracking outcomes, and meeting outcome targets 

Outcomes tracked can be: 

 For a provider overall: e.g. the number of acute admissions in a given 

general practice 

 For a patient cohort: e.g. improving diagnosis of dementia payments, 

based on the number of patients with an acute dementia admission but 

no GP diagnosis 

Creating new payment models 

Analysis of population segments can indicate the average spend associated with 

each, and used as a basis for the level of population-based payments.  

Analysis of the variability of spend within each group can also indicate the 

variability of spend, and hence of the risk faced by providers given a move to a 

population-based payment. Knowledge of how spend varies within clinically 

similar segments helps to inform the size of population needed to prevent a 

provider being saddled with a high level of demand risk, and the nature of risk-

sharing arrangements that need to be put in place. 

iv. Benefit to customer 

  Regulators would have the ability to carry out their functions with ease.  

v. Measurable outcomes 

  Reported ease of access to data necessary to carry out their functions 
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 Development of new payment models and funds saved as a result 

vi. Benefit dependencies 

 Access to linked general practice and HES data for regulators 

 
 
 


