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•• Welcome to new membersWelcome to new members

•• Minutes last meetingMinutes last meeting

•• Terms of referenceTerms of reference

•• Examples of new researchExamples of new research

AgendaAgenda

•• Examples of new researchExamples of new research

•• Data linkage projectData linkage project

•• Patient Information & Practice noticePatient Information & Practice notice

•• Benefits back to contributing practicesBenefits back to contributing practices

•• General discussion and adviceGeneral discussion and advice

•• AOBAOB



•• To oversee the general working of QResearchTo oversee the general working of QResearch
data handling, the type of analyses and access todata handling, the type of analyses and access to
the database.the database.

•• To oversee communication with and benefits backTo oversee communication with and benefits back

Terms of ReferenceTerms of Reference

•• To oversee communication with and benefits backTo oversee communication with and benefits back
to contributing practicesto contributing practices

•• To agree and update the criteria and principles forTo agree and update the criteria and principles for
access to the database and oversee theiraccess to the database and oversee their
application.application.

•• To advise on policy for accessing dataTo advise on policy for accessing data

•• To offer advice on professional issuesTo offer advice on professional issues



Terms of referenceTerms of reference

•• Is there anything else to add to TORIs there anything else to add to TOR

•• other groups which should be represented?other groups which should be represented?

•• Currently haveCurrently have

•• NUGNUG

•• BMA & GPCBMA & GPC

•• RCGPRCGP

•• Patient representativePatient representative

•• UoN and EMISUoN and EMIS

•• Scientific representativeScientific representative



1.1. Researcher employed by UK universityResearcher employed by UK university

2.2. Research original and capable of publicationResearch original and capable of publication

3.3. Independence and free to publishIndependence and free to publish

Criteria for projectsCriteria for projects

4.4. Scientifically robustScientifically robust

5.5. Ensure outputs publically availableEnsure outputs publically available

6.6. AAcknowledge database & EMIS practicescknowledge database & EMIS practices

7.7. NOT to attempt to identify patient(s) orNOT to attempt to identify patient(s) or
practice(s)?practice(s)?

8.8. Only use data for specific projectOnly use data for specific project



Ethics approvalEthics approval

•• Generic agreement with Trent RECGeneric agreement with Trent REC

•• Covers all research using databaseCovers all research using database

•• Requires scientific reviewRequires scientific review

•• Risk assessmentRisk assessment wrtwrt patient and practicepatient and practice
confidentialityconfidentiality

•• Annual report.Annual report.



•• Now about 680 current practicesNow about 680 current practices

•• 55 million current, 14 million ever patientsmillion current, 14 million ever patients

•• Ongoing linkage to linked to ONS cause ofOngoing linkage to linked to ONS cause of
deathdeath

Update on QResearchUpdate on QResearch

deathdeath

•• Focus more on academic serviceFocus more on academic service

•• Now up to about 120 project/programmesNow up to about 120 project/programmes
since 2003since 2003

•• Wide range of researchers many universitiesWide range of researchers many universities

•• MREC approval process working wellMREC approval process working well

•• No security breaches or complaintsNo security breaches or complaints



Consent and confidentialityConsent and confidentiality

•• Practices all opt into QResearch either byPractices all opt into QResearch either by

•• -- activating systemactivating system

•• -- notifying me in writingnotifying me in writing

•• All data pseudonymised BEFORE leavesAll data pseudonymised BEFORE leaves
practice. No strong identifierspractice. No strong identifiers

•• Patients can ask to be opted outPatients can ask to be opted out

•• Software in system enables this.Software in system enables this.



•• Still no infrastructure funding for researchStill no infrastructure funding for research

•• Ad hoc research grantsAd hoc research grants

•• MRCMRC

•• HTAHTA

Research fundingResearch funding

•• HTAHTA

•• NIHRNIHR

•• DeptDept HealthHealth

•• HPAHPA

•• National School for Primary Care ResearchNational School for Primary Care Research



•• All research publications on websiteAll research publications on website
•• http://www.qresearch.org/public/publications.aspxhttp://www.qresearch.org/public/publications.aspx

•• >110 papers in total>110 papers in total

•• Good number in high rankingGood number in high ranking

Research outputsResearch outputs

•• Good number in high rankingGood number in high ranking

•• Some very high profile papersSome very high profile papers

•• Wide authorship range universitiesWide authorship range universities

•• International reputationInternational reputation

http://www.qresearch.org/public/publications.aspx


EXAMPLES NEW RESEARCHEXAMPLES NEW RESEARCH



Depression in older peopleDepression in older people

•• Depression is a commonDepression is a common
condition in older peoplecondition in older people
(around 15%)(around 15%)

•• It is associated withIt is associated with•• It is associated withIt is associated with
increased rates of morbidityincreased rates of morbidity
and mortalityand mortality

•• It is mainly treated in primaryIt is mainly treated in primary
care, frequently withcare, frequently with
antidepressantsantidepressants

1
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Antidepressant safetyAntidepressant safety

•• Very little known aboutVery little known about
safety of antidepressantssafety of antidepressants
in elderlyin elderly

•• But important to knowBut important to know•• But important to knowBut important to know
what adverse effectswhat adverse effects
might occurmight occur

•• Which are safest inWhich are safest in
elderly patients in realelderly patients in real
world settingworld setting



Independent studyIndependent study
undertakenundertaken

•• Identified 60,000 elderly on antidepressantsIdentified 60,000 elderly on antidepressants

•• Followed up for range of effects over 10Followed up for range of effects over 10
years for different drugs includingyears for different drugs including

•• DeathDeath•• DeathDeath

•• SuicideSuicide

•• StrokeStroke

•• Hip fractureHip fracture

•• Fits/seizuresFits/seizures

•• Blood problemsBlood problems



Risks by type of antidepressantRisks by type of antidepressant
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Risks by individual drugsRisks by individual drugs
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Excess stroke risksExcess stroke risks

For each 10,000 patients treated with:For each 10,000 patients treated with:

•• SSRIsSSRIs -- 38 additional people would have a38 additional people would have a
stroke in one year compared with nostroke in one year compared with nostroke in one year compared with nostroke in one year compared with no
treatmenttreatment

•• other antidepressantsother antidepressants -- 81 additional people81 additional people
would have a stroke in one year comparedwould have a stroke in one year compared
with no treatmentwith no treatment

1
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QScoresQScores –– risk prediction toolsrisk prediction tools



QScoresQScores –– Family ofFamily of
Risk prediction toolsRisk prediction tools

•• Individual assessmentIndividual assessment

•• Who is most at risk of preventable disease?Who is most at risk of preventable disease?

•• Who is likely to benefit from interventions?Who is likely to benefit from interventions?

•• What is the balance of risks and benefits for myWhat is the balance of risks and benefits for my•• What is the balance of risks and benefits for myWhat is the balance of risks and benefits for my
patient?patient?

•• Enable informed consent and shared decisionsEnable informed consent and shared decisions



Criteria forCriteria for chosingchosing clinicalclinical
outcomesoutcomes

•• Major cause morbidity & mortalityMajor cause morbidity & mortality

•• Represents real clinical needRepresents real clinical need

•• Related intervention which can be targetedRelated intervention which can be targeted•• Related intervention which can be targetedRelated intervention which can be targeted

•• Related to national priorities (ideally)Related to national priorities (ideally)

•• Necessary data in clinical recordNecessary data in clinical record

•• All then available as Open Source softwareAll then available as Open Source software

•• Ideally integrated back into system for use byIdeally integrated back into system for use by
practicespractices



Current algorithmsCurrent algorithms



Cancer:Cancer:
The problem of diagnosisThe problem of diagnosis

•• Some cancers diagnosed very late whenSome cancers diagnosed very late when
curative Rx not possiblecurative Rx not possible

•• Symptoms very common in general practiceSymptoms very common in general practice

•• Single symptoms not very specificSingle symptoms not very specific•• Single symptoms not very specificSingle symptoms not very specific

•• Earlier diagnosis improves options & outcomeEarlier diagnosis improves options & outcome

•• NICE guidelinesNICE guidelines

•• ComplicatedComplicated

•• Miss patients & false positiveMiss patients & false positive

•• No indication of risk of patient having cancerNo indication of risk of patient having cancer



QCancerQCancer scoresscores –– what theywhat they
need to doneed to do

•• Accurately predict level of risk for individualAccurately predict level of risk for individual
based on risk factors and symptomsbased on risk factors and symptoms

•• Discriminate between those with and withoutDiscriminate between those with and without
cancercancercancercancer

•• Help guide decision on who to investigateHelp guide decision on who to investigate
and degree of urgency.and degree of urgency.

•• EEducational tool for sharing information withducational tool for sharing information with
patient. Sometimes will be reassurance.patient. Sometimes will be reassurance.



+ Results – the algorithms/predictors

Outcome Risk factors Symptoms

Lung Age, sex, smoking,
deprivation, COPD,
prior cancers

Haemoptysis, appetite loss, weight loss, cough,
anaemia

Gastro-
oeso

Age, sex, smoking
status

Haematemsis, appetite loss, weight loss,
abdo pain, dysphagia

Colorectal Age, sex, alcohol,
family history

Rectal bleeding, appetite loss, weight loss,
abdo pain, change bowel habit, anaemia

Pancreas Age, sex, type 2,
chronic pancreatitis

Dysphagia, appetite loss, weight loss,
abdo pain, abdo distension, constipation

Ovarian Age, family history Rectal bleeding, appetite loss, weight loss,
abdo pain, abdo distension, PMB, anaemia

Renal Age, sex, smoking
status, prior cancer

Haematuria, appetite loss, weight loss,
abdo pain, anaemia



Integration backIntegration back
into GP systeminto GP system

•• Publically available websitesPublically available websites

•• Where possible resulting tools integratedWhere possible resulting tools integrated
back into GP system for practices to useback into GP system for practices to use

•• Discussion on how this is workingDiscussion on how this is working•• Discussion on how this is workingDiscussion on how this is working



The Research CycleThe Research Cycle
‘clinically useful epidemiology‘clinically useful epidemiology -- new knowledge & utilities to improve patientnew knowledge & utilities to improve patient care’care’



QResearch DataQResearch Data
Linkage ProjectLinkage ProjectLinkage ProjectLinkage Project



QResearch DataQResearch Data
Linkage ProjectLinkage Project

•• QResearch database already linked toQResearch database already linked to

•• deprivation datadeprivation data

•• cause of death datacause of death data

•• Very useful for researchVery useful for research

•• better definition & capture of outcomesbetter definition & capture of outcomes

•• Health inequality analysisHealth inequality analysis

•• Improved performance of QRISK and similarImproved performance of QRISK and similar
scoresscores



QResearch Linkage ProjectQResearch Linkage Project

Data sourceData source ContentContent

•• Cancer registryCancer registry

•• MINAP ‘MyocardialMINAP ‘Myocardial
Infarction National AuditInfarction National Audit
Project’Project’

•• Cancer type, grade stageCancer type, grade stage

•• Heart attack type andHeart attack type and
treatmenttreatment



New approachNew approach
pseudonymisationpseudonymisation

•• Need approach which doesn’t extractNeed approach which doesn’t extract
identifiable data but still allows linkageidentifiable data but still allows linkage

•• Legal, ethical and NIGB approvalsLegal, ethical and NIGB approvals

•• Secure, ScalableSecure, Scalable•• Secure, ScalableSecure, Scalable

•• Reliable, AffordableReliable, Affordable

•• Generates ID which are Unique to ProjectGenerates ID which are Unique to Project

•• Applied within the heart of the clinical systemApplied within the heart of the clinical system

•• Minimise disclosureMinimise disclosure



Pseudonymisation: methodPseudonymisation: method

•• Scrambles NHS number BEFORE extractionScrambles NHS number BEFORE extraction
from clinical systemfrom clinical system

•• TakesTakes NHS number + project specific encryptedNHS number + project specific encrypted
‘salt code‘salt code’’‘salt code‘salt code’’

•• One way hashing algorithm (SHA2One way hashing algorithm (SHA2--256)256)

•• Cant be reversed engineeredCant be reversed engineered

•• Applied twice in to separate locations before dataApplied twice in to separate locations before data
leaves EMISleaves EMIS

•• Apply identical software to external datasetApply identical software to external dataset

•• Allows two pseudonymised datasets to be linkedAllows two pseudonymised datasets to be linked





•• This goes up in waiting roomsThis goes up in waiting rooms

•• System allows opt out for individual patientsSystem allows opt out for individual patients

•• Any changes needed?Any changes needed?

Practice noticePractice notice



THIS SURGERY IS A QRESEARCH PRACTICE.

As you know GPs keep information, notes, about all patients so that each patient can
receive the appropriate care and treatment.We may also ask you for information
about yourself.We may use this information for other reasons, for example, to plan
future health services, to train staff or to carry out medical and other health research
for the benefit of everyone.

We are currently contributing to the QResearch database run by the University of
Nottingham and EMIS, who are a computer supplier.We would like to involve all
patients in the practice. The process requires taking anonymous information (ie ie
information which cannot identify you) from individual patients’ electronic health
records which may then be linked to other health records such as hospital records.records which may then be linked to other health records such as hospital records.
The information is then used for research. It is important to emphasise that neither
you nor any other patient can be identified or recognised from the information that is
taken from health records as it is anonymised before it is removed from the notes.

If you would like to know more or have any concerns about how we use information
about you, please speak to your GP or our practice manager. If you would prefer that
anonymised data about you is not included in the QRESEARCH data base, you can opt
out by speaking to your GP. For more information on QRESEARCH please visit
www.qresearch.org

EVERYONE WORKING FOR THE NHS HAS A LEGAL DUTY TO KEEP
INFORMATION ABOUTYOU CONFIDENTIAL

http://www.qresearch.org/


Public benefits & engagementPublic benefits & engagement

•• Practice noticePractice notice

•• PatientPatient page on ourpage on our websitewebsite

•• Press release all new researchPress release all new research

•• Leaflet to PPA conferenceLeaflet to PPA conference

•• Do radio showsDo radio shows –– egeg radio 4 and local radioradio 4 and local radio

•• Some discussion on research questions andSome discussion on research questions and
results (results (egeg drug safety)drug safety)

•• Answer many queries from publicAnswer many queries from public

http://www.qresearch.org/SitePages/Information for patients.aspx


Public benefit & engagementPublic benefit & engagement

•• What other things can we do toWhat other things can we do to

•• -- raise awareness of databaseraise awareness of database

•• -- raise awareness resultsraise awareness results

•• -- increase public benefitincrease public benefit



Practice benefits &Practice benefits &
engagementengagement

•• Presentation at annual conferencePresentation at annual conference

•• Article for NUG user magazineArticle for NUG user magazine

•• Brochure on Q related projectsBrochure on Q related projects

•• IntegrationIntegration QScoresQScores into clinicalinto clinical systemsystem
where possiblewhere possible

•• QFeedback (also for QSurveillance)QFeedback (also for QSurveillance)

••



Quote from GP from OxfordQuote from GP from Oxford

•• “My“My experience of teaching GPs throughout theexperience of teaching GPs throughout the
country is the main thing they love about the Qcountry is the main thing they love about the Q
tools is the sense of inclusivity that comes fromtools is the sense of inclusivity that comes from
knowing it is theirknowing it is their EMIS dataEMIS data being usedbeing used –– theytheyknowing it is theirknowing it is their EMIS dataEMIS data being usedbeing used –– theythey
have a sense of ownership and trust itshave a sense of ownership and trust its
applicability. And, of course, that they are soapplicability. And, of course, that they are so
simple to use!simple to use! QfractureQfracture,, QriskQrisk,, QinterventionQintervention etcetc
are now part of daily practice helping GPs helpare now part of daily practice helping GPs help
patients in an evidencepatients in an evidence--based way that trulybased way that truly
empowersempowers them.them. TThankshanks for all the great work sofor all the great work so
farfar””



QFeedback: updateQFeedback: update

•• Interactive tool for QResearch andInteractive tool for QResearch and
QSurveillanceQSurveillance

•• Allows practices to view own data comparedAllows practices to view own data compared

•• PCT, SHA, UKPCT, SHA, UK•• PCT, SHA, UKPCT, SHA, UK

•• Similar practicesSimilar practices

•• Graphs, Maps, Export data to excelGraphs, Maps, Export data to excel

•• Deployed to 3,400 EMIS LV sitesDeployed to 3,400 EMIS LV sites

•• Uptake 2885 practices in 1Uptake 2885 practices in 1stst 6 months6 months

•• Final of E Heath innovation awardsFinal of E Heath innovation awards



QFeedback dashboardQFeedback dashboard



Example mapsExample maps



GP from Huntingdon onGP from Huntingdon on
QFeedbackQFeedback

•• “This is a brilliant resource. I found it quick“This is a brilliant resource. I found it quick
and easy to use and the results have beenand easy to use and the results have been
thought provoking for our practice. As well asthought provoking for our practice. As well as
giving us an insight into our own incidence ofgiving us an insight into our own incidence ofgiving us an insight into our own incidence ofgiving us an insight into our own incidence of
seasonal problems such as flu it also enablesseasonal problems such as flu it also enables
us to compare how we are doing on longerus to compare how we are doing on longer
term issues such as heart disease”term issues such as heart disease”



Get switched onGet switched on

summaries forsummaries for
practices on variouspractices on various
Q Projects andQ Projects andQ Projects andQ Projects and
results of researchresults of research



Practice benefitsPractice benefits

•• What other things can we do toWhat other things can we do to

•• -- increase awareness of developmentsincrease awareness of developments

•• -- increase recruitment to databaseincrease recruitment to database

•• -- increase benefits back to practicesincrease benefits back to practices



General DiscussionGeneral Discussion

•• Comments, questionsComments, questions, suggestions., suggestions.
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