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ά¢ƻ ŜǎǘŀōƭƛǎƘ ŀ ƴŀǘƛƻƴŀƭ ƛƴǎǘƛǘǳǘŜ ƛƴ ōƛƻƳŜŘƛŎŀƭ ŀƴŘ ƘŜŀƭǘƘ Řŀǘŀ ǎŎƛŜƴŎŜ ǘƘŀǘ ōǊƛƴƎǎ ŎƻƘŜǊŜƴŎŜ ǘƻ ǘƘƛǎ 
ŎƻƳǇƭŜȄ ƭŀƴŘǎŎŀǇŜΣ ǿƛǘƘ ǎǳǎǘŀƛƴŜŘ ǎǳǇǇƻǊǘ ƻǾŜǊ ŀ ƭƻƴƎ ǇŜǊƛƻŘ ƻŦ ǘƛƳŜέ

ÅNational leadership

ÅA multi-disciplinary, geographically distributed and UK-wide research institute

ÅAn integrated network to provide core capability

ÅDevelop other strategic investments

ÅDevelop cutting-edge analytical tools and methodologies,

ÅDevelop a workforce of skilled data scientists

ÅTo collaborate with complementary initiatives in data science led by the funders.

Our mission

I5w ¦YΩǎ Ƴƛǎǎƛƻƴ ƛǎ ǘƻ ǳƴƛǘŜ ǘƘŜ ¦YΩǎ ƘŜŀƭǘƘ Řŀǘŀ ǘƻ ŜƴŀōƭŜ 
ŘƛǎŎƻǾŜǊƛŜǎ ǘƘŀǘ ƛƳǇǊƻǾŜ ǇŜƻǇƭŜΩǎ ƭƛǾŜǎ

Our 20-year vision is for large scale data and advanced analytics to 
benefit every patient interaction, clinical trial, biomedical 

discovery and enhance public health. 
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Programme fundersCore funders



One Institute Partnerships
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Three programmesworking with local, regional, national and international partners across NHS, 
academic and industrial ecosystems:

UK Regional Networks HDR Global Institute Office

Drawing on health data science expertise and infrastructure across the UK and globally.
Delivering the transformative potential of health data research to impact everyone, everywhere



Our future strategy focuses on three
integrated areas of activity
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Uniting health data 

Advancing research 
discoveries

Promoting 
partnerships



A trustworthy health data research ecosystem ςdifferentiated 
talent, emerging technology, robust datasets, all connected 
through a platform

| 5To transform science practice and health globally



1. Research Data Infrastructure and Services
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Uniting health data through delivery of FAIR Research Data Infrastructure and Services



Leading healthcare and 
research organisations 
united to establish best 
practice, standards and 
tools

Our aim is for the Alliance to be internationally recognised as a powerful collaboration that is 
enabling trustworthy useof health-relevant data at scale and networked to deliver public 

benefit.



¢ƘŜ ¦Y IŜŀƭǘƘ 5ŀǘŀ wŜǎŜŀǊŎƘ !ƭƭƛŀƴŎŜ όтл ƳŜƳōŜǊǎ ŀƴŘ ƎǊƻǿƛƴƎΧύ
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https://www.glassdoor.co.uk/Reviews/Office-for-National-Statistics-Reviews-E523692.htm
https://covid-19.hscni.net/
https://covid-19.hscni.net/
https://www.glassdoor.co.uk/Reviews/Office-for-National-Statistics-Reviews-E523692.htm
https://www.glassdoor.co.uk/Reviews/Office-for-National-Statistics-Reviews-E523692.htm
https://www.glassdoor.co.uk/Reviews/Office-for-National-Statistics-Reviews-E523692.htm
https://covid-19.hscni.net/
https://www.hdruk.org/news/why-ppie-is-so-important-to-health-data-research-sail-databank/
https://www.hdruk.org/news/why-ppie-is-so-important-to-health-data-research-sail-databank/
https://covid-19.hscni.net/


Research Data Infrastructure and Services

UK Health Data Research Alliance Data quality and standards

Leadership in public involvement Governance and ethics Capacity building

Health Data Research Innovation Gateway

We have built a UK-wide FAIR data infrastructure to accelerate and streamline health data research at scale 
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Our role in the landscape of
UK-wide health data and research

HDR UK is onepart 
of the ecosystem

& to succeed in our 
mission our role is 
to enable and 
convene other 
organisations 



JA Taylor et al. BMJ Open 2021;11:e047575

University Processes*

HRA REC

CAG

NICOR

ICNARC

PICANet

NHS Digital
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2018 2019 2020

Initial application
submission
Further information
Requested/ response

Information
Provided/chaser

Submitted to data
Controller/meeting

Cohort sent for linkage

Approval

Data providers waiting for
cohort identifiers

Waiting for CAG amendment

COVID-19 delay

¢ƘŜ ǊƻŀŘ ǘƻ ƘŜƭƭ ƛǎ ǇŀǾŜŘ ǿƛǘƘ ƎƻƻŘ ƛƴǘŜƴǘƛƻƴǎΧ

COVID-19



Streamlining access to health data Ą Accelerate research cycle times

ACCESS

From A. Bailey (MRC)



Building the Gateway for researchers and innovators to access health data
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www.healthdatagateway.org

άwŜŀƭƭȅ ƛƳǇǊŜǎǎŜŘ ǿƛǘƘ ǘƘƛǎ ǊŜǎƻǳǊŎŜΦ 

I think as a gateway to search by data type 
ŀƴŘ ƛƴŘƛŎŀǘƛƻƴΣ ƛǘΩǎ ŀ ǊŜŀƭƭȅ ǇƻǿŜǊŦǳƭ ǘƻƻƭΦά

David Leather, GSK

ÅAccess to request over 774 datasets, 188 tools, 199 educational courses and 
2000+ publications

ÅA dedicated collection of datasets for each Hub ς140 in total

ÅFacilitated 584 requests to access health datasets, in particular actively 
ǎǳǇǇƻǊǘƛƴƎ ǘƘŜ ƎƻǾŜǊƴƳŜƴǘΩǎ bŀǘƛƻƴŀƭ /ƻǊŜ {ǘǳŘƛŜǎ ƛƴǘƻ /h±L5-19 
όά5ŀǘŀ ŀƴŘ /ƻƴƴŜŎǘƛǾƛǘȅέύ





A platform already used by custodians to make their data available

V An independent Alliance of data 
custodians dedicated to improving 
human health

V50member organisations (incl. 

national bodies, hospital trusts, 
charities, cohorts)

V Guided by Principles for Participation 
based on transparency and public 
benefit

V Collaboratingto design best practice 
and standards for the use of health 
data

/ƻǾŜǊƛƴƎ ŀƭƭ ŦƻǳǊ ƴŀǘƛƻƴǎ ƻŦ ǘƘŜ ¦Y ŀƴŘ ŘƛǎŎƻǾŜǊŀōƭŜ Ǿƛŀ ŀ ǎƘŀǊŜŘ ΨŦǊƻƴǘ ŘƻƻǊΩ

49%

19%

17%

9%
7%

England Wales

Scotland NI

International



Accelerate FAIR-ness in a federated world ς
Metrics, Cookbooks, Data Utility Framework, Maturity levels



Layout for illustration purpose only

Health Data Gateway
Cohort Query 

Engine

Cohort Query

Dataset 1: 20K

Dataset 2: 3K

Dataset 3: 1K

é

Researchers

The Health Data Gateway ςCohort Discovery

Co-vars

Inc. Crit

Exc. Crit

Custodian controlled

Cohort Beacons

Query ProcessingQuery Results

Total Patients: 23K

Statistical Disclosure Control Policies:

ÅUser validation (e.g. Bona-fide Researcher)

Å Low number suppression (e.g. >50)

Å Query Count binning (e.g. 50, 60, 70, -)

Å Query Rate limiting

Å Researchers are able to reuse the cohort query to define their research protocol when 

submitting their data access request

Å Researchers will be able to reuse and compare cohort definitions between similar protocols

Å Cohort definitions will be able to reuse phenotype definitions (asthma, diabetes) without 

resorting to using ICD-10, Read, SNOMED-CT codes

Solution: Cohort Discovery enables researchers to discover, assess and request 

access to potential datasets that exactly match the research project cohort definition 

using standardised inclusion & exclusion criteria and co-variates

Datasets with female

patients between 18-35

who have asthma and 

diabetes and who are 

not smokers and not

pregnant

Cohort Definition



Improving data access ςour work so far

V Worked with Alliance members to develop a 
common data access form based on the Five 
Safes* for datasets listed in the Gateway

V We went through anharmonisation process to 
identify a set of essential questions common 
to all custodians

V Has launched on the Gateway for 283 datasets 
and 12 custodians (2 more soon). Look to 
continue to encourage datasets listed in the 
Gateway to use the new form

V Had 584 data access requests using the new 
form (requesting 90 datasets)

*Office for National Statistics: https://blog.ons.gov.uk/2017/01/27/the-five-safes-data-
privacy-at-ons/



USE PEOPLE PROJECT DATA SETTINGS OUTPUTS

SAFE

UNSAFE

Data Sensitivity Example Users

Public Data

Aggregated Data

Sensitive Data

Identifiable Data

SAFE People SAFE Project SAFE Data SAFE Setting SAFE Output

None None Low None None

Low Medium Medium Medium Low

High Very High Very High Very High High

Very High Very High Very High Very High Very High

General Public

Data Journalists

Hospital Analysts

Clinical Staff 

De-Identified Data Medium High High High Medium Researchers

Data Governance ςRisk Profiles based on the Five SAFE principles





Public Health, Primary Care, Secondary Care, Test & Trace, Administrative Datasets with increased adoption of data standards andinteroperability
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