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« UK Government research service supporting observational and
iInterventional research based on NHS patient records

- Patient records contributed network of 1150 GP practices from GP
practices across UK (>1 in 10 GP practices) [N

« 30 years of collecting anonymised longitudinal
NHS primary care data

» Support regulatory, academic & commercial public ‘*
health research worldwide
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Impact of CPRD data in observational research

>2000 peer-reviewed publications using CPRD data Drug safety
Drug use
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CPRD research output by disease areas
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CPRD UK Population Coverage
Over 35 million total patient lives on CPRD database

10 million currently registered patients — 15% of UK population

® O [ ]
Data representative of UK population '*“H‘ 'H"*\
Near real-time data collection — daily updates
A Longitudinal
Median follow up time of 10 years — some life long follow up? ?:dgllttt'grﬁf h

In-house quality checks to ensure a high quality research-ready data
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Coded data from primary care records

Over 3.4 billion consultations including

@ Drug exposure :{\%%g Diagnoses and symptoms(@
E Referrals @\'!”@“!\ Laboratory tests :->
AR
@ Vaccination history Iﬁ”ﬁ”ﬁ\'ﬁ' Demographic data .._
pedt

Linked to a range of other data sources
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CPRD GOLD Dataset Structure

Practice Patient Staff
Demographics Demographics Description

Consultation
Visits

I I I I I
Clinical Therapy Referral Test Immunisation

Symptoms, Diagnoses Prescriptions Specialists Laboratory results Vaccinations

Additional
Specific details

Emily Herrett et al. Int. J. Epidemiol. 2015;44:827-836
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Why use CPRD data linkage? 0

« There are gaps in the primary care data &

« Other data sources may be able to help us get a
clearer picture

* Questions linked data help us to answer:
— What was the cause of death?
— Were they hospitalised?
— Did they have surgery?
— Have they seen a specialist?
— When were they diagnosed with cancer?
— |Is this result associated with socioeconomic status?
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Linkage Process Overview

Identifiable data
Anonymised data

Primary care
GP SYSTEM

NHS Number
DOB
Postcode
Gender
System patient ID
System practice ID

System patient ID TRUSTED 3RD PARTY:

o

External data
custodian

NHS Number
DOB
Postcode
Gender
LINK ID
(LINK DATA)

(LINK ID)

System practice ID NHS D|G|TAL (LINK DATA)

PRIMARY CARE DATA

System patient ID
System practice ID

CPRD ID

PRIMARY CARE DATA

LINK ID
(LINK DATA)

CPRD ID

LINK ID
LINK DATA
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Extending scope of research through linkage

£ CPRD

Primary care
data

Cancer
registry

Mental
Health

Small
Area Data
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ISAC (Independent Scientific Advisory Committee)

What is ISAC?

« Expert advisory body for MHRA Database Research
« Consider scientific, ethical and confidentiality issues

When is ISAC approval required?

« Patient level data for research intended for publication
 When linked data is requested

The process

* New application form 2018 cprd.com/research-applications
 [Initial consideration (4 weeks) — resubmission if required

* Approval

« Amendment if required
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https://cprd.com/research-applications

10 General hints & tips on the forms & guidance

Make sure you have the current form & guidance
Read the guidance!

Look at what other people have done already
Answer all questions & complete all sections

Stick to 5-10 pages — if it doesn't fit, is it 2 protocols?
Include codelists as appendices

Number your pages

Speak to your collaborators!

. Speak to a CPRD Researcher

10. Speak to the ISAC Secretariat if anything isn’t clear

© 00N Ok wDhE
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Hints & tips on the application form

General information
« Ensure your title is meaningful and descriptive

Investigators & collaborators

« Carefully consider your Cl and collaborators:
— Cl will take overall responsibility for the study
— Corresponding applicant for ISAC comms.

— Collaborators should include everyone who might
end up as an author (hands on / off)
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Hints & tips on the application form

Access to the data

e Ensure the study funding is made clear
 Ensure it's clear who'll be conducting the study
« Consider using EMIS data...and chat to CPRD

Data linkages

« All linked data will be provided by CPRD

« Relatively new linked data must be discussed first
« Consider carefully which data you need

« |fit's not on the list, chat to CPRD first
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20 golden hints & tips on the protocol — part 1

A.
B.

O - IO TMMOUO

Ensure title is descriptive and easy to understand

Get your (eldest / youngest / least epi — stats — med —
tech - geek) friend to read your lay summary ©

. Talk about your analysis methods in the tech summary
. Include an overarching objective as well as your aims

Search the CPRD bibliography and reference papers
Be honest Iif you are hypothesis testing!

. Justify your study design to an epi/stats colleague
. Use your fobholders! Include feasibility counts!

Don’t assume big = powerful — prove it
Justify use of linked data and recognise limitations

# CPRD



20 golden hints & tips on the protocol — part 2

K.

WO TVOzIr

Describe start and end of follow-up carefully — drawing
pictures usually helps

Describe matching procedure in detail (not just PS!)

. Include algorithms/codelists — don’t have to be perfect!

Describe methods in detail — esp. if “novel”

. Talk about handling confounding (repeat if necessary)

Don’t ignore missing data — where could it occur?

. Consider involving patients and users — they help!

Tell ISAC you're going to publish — and do!
Be specific about the study limitations
Include references
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Requesting Linkages

« After ISAC approval

* Linkage Request Form+ patient identifiers
>>enquiries@cprd.com, copy in ClI

« Dataset Agreement Signed

« Data delivered within 10 working days

« Cancer linkages by Public Heath England
(PHE) delivered ~3 months
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How to access linked cancer registry data

Before submitting an ISAC protocol:

* If requesting a new cancer dataset discuss with CPRD
first

Complete a dataset agreement form |
» ask Eleanor Yelland (enquiries@cprd.com) to review your
application
=
)

When the agreement finalised, submit your ISAC protocol

CPRD extracts CPRD GOLD (and any other linked
datasets) and generates new patient identifiers

* The new ids cannot be linked back to the original cancer
reqgistry or to CPRD GOLD.

Dataset is sent to PHE who link to the cancer registry data
* PHE send the linked data back to CPRD




For more information please contact CPRD at:

enquiries@cprd.com
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