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Welcome!

The Inaugural UK Health Data Research 
Alliance Symposium

Andrew Morris, Director, Health Data Research UK

@HDR_UK | #hdralliance



Our mission is to unite the UK’s health data to enable 
discoveries that improve people’s lives
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It’s a complex environment

Interoperability: to work across systems with no additional effort

Establishing processes for large-scale health data research at scale

http://www.google.co.uk/url?url=http://www.gazetteseries.co.uk/News/11555091.Report_showcasing_examples_of_public_health_work_in_the_South_West_published/?ref=rss&rct=j&frm=1&q=&esrc=s&sa=U&ei=43VLVYTpI8PvUouvgOAK&ved=0CBwQ9QEwAw&usg=AFQjCNH8LRjXVVXm60ApHniJd-YqLV0mEw


An alliance of leading healthcare and research organisations united 
to establish best practice for the ethical use of UK health data for 

research at scale. 

Knotty Issues 

- Information governance data access - Meaningful public engagement 

- Data quality - Technology strategy and standards 

- Sustainability and commercial models - Inter-operability 
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• No single organisation possesses all the 

information required to address every 

health and well-being issue facing society. 

• Timely access to data across organisations 

requires:

• Expertise 

• Trusted governance

• Interoperability

Design of the Alliance 
Inspired by global collaborations

Inspired by…

“As a neutral UK cooperative, we will be defined by our community of data controllers across the UK”.



• 12 000 000 image tiles from patients with a 
distinctly good or poor disease outcome 

• Four cohorts used to train a total of ten 
convolutional neural networks,

• If AI systems are to be developed and used widely, the 
use of diverse population data will be critical. 

• Sharing data between institutes and regions is 
becoming widely accepted as a necessity to AI 
research, 

• Pledges from NIH, US National Cancer Institute, 
Wellcome, and the Bill & Melinda Gates Foundation, 
which will require data gathered from any funded 
project to be made available to the scientific 
community. 

Why is this important?
A Case Study 



Aims of the Day 
• Build the community engaged with the development 

and use of the UK health data research infrastructure

• Celebrate and showcase achievements to date across 
Alliance, Gateway and Hubs

• Gain inspiration from analogous developments and 
international perspectives

• Help to shape priorities and plans for the future |  8



Thank you for listening!

The best preparation for tomorrow 
is to do today’s work superbly well

Wiiliam Osler 
July 12th 1849-December 29th 1919
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Welcome & introduction

Andrew Morris, Director, Health Data Research UK

@HDR_UK | #hdralliance

Engaging and involving patients and 
the public in uniting health data to  
enable discoveries that improve 
people’s lives

Angela Coulter, Chair, Public Advisory Board, Health Data Research UK

@HDR_UK | #hdralliance



Engaging and Involving Patients and 
Public in Uniting Health Data to Enable 
Discoveries that Improve People’s Lives

Angela Coulter

HDR UK Public Advisory 
Board

@acpatient



Having a clear plan to 
inform and involve people

Building confidence about 
privacy and security

Demonstrating public 
benefit



Core Principles for Engagement (DATA-CAN)

• We will ensure patients are included in our work 

• We will ensure our engagement is representative of the diverse, UK wide 
population 

• We will operate according to core principles of clarity, transparency and 
involvement

• We will act on what our community says is important 

• We will enable and empower people to be involved, engage in and influence 
our work



Safe Projects, 
Safe People, 
Safe Data, 
Safe Settings, 
Safe Outputs



Demonstrating 
Public Benefit

Understanding 
Patient Data
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Overview: Health Data Research UK 
Infrastructure

Caroline Cake, COO & Deputy Director, Health Data Research UK

@HDR_UK | #hdralliance
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Lots of these communities have come together today

30
Alliance

25
Hub

6 
Science 

community
1

7

8 
Sprint Exemplar

3

PAB + PPIE
4

2

Sandbox
4

Gateway
6

HDR UK 
Fellow

4

1
1

+ lots of others!!



Working in partnership with patients, the NHS, universities, 
business & charities to create a world-leading and robust health 
data infrastructure
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Gearing up the UK for quality health 
care, research and innovation

Enabling data science and innovation 
as a catalyst for change 

But with big data comes with 
big responsibilities!



Part of the industrial strategy
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Industrial Strategy for Life Sciences 
(November 2017) Hubs for 

health data research
(digital innovation hubs)

Funded as part of the Industrial 
Strategy Challenge Fund (ISCF) Data to 
Early Diagnosis and Precision 
Medicine Challenge 

Health Data Research UK asked to 
lead delivery of this programme on 

behalf of UK Research and 
Innovation in September 2018

Ensure that the enormous 
potential value of the UK’s health 
data assets can be realised

Four-year programme launched in 
September 2018
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We’ve been listening and designing a model that’s fit for the future of 
health data research 
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We’ve engaged with 
over

2,700
people

35

We’ve spoken to over

350 organisations

in the UK and globally
across NHS, industry
and academia

Events

32
Interviews
with Businesses

With thanks to
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We are delivering what patients expect and what industry, NHS 
and academic data users want

All underpinned by building people’s confidence and trust in how data is used 

|  22

Data: Longitudinal, event-based, multi-modal, 
curated datasets on disease sub-groups

Expertise: Access to domain specialists, AI and 
applied analytics, phenotyping

Multiple purposes: Real world data, ability to 
rapidly identify trial cohorts

Access: Single, easy-to-use route to data 

Scale: High quality data with UK-wide 
coverage

Speed: Fast response times and streamlined 
contracting, governance and approvals 

|  22



Creating a clear strategy for engaging patients and public

Our Public Advisory Board is one part of our strategy for involving patients and the public
Ensuring that our work is driven by delivering benefits to patients and the public |  23

Kush Kanodia Rachel Plachcinski Margaret Rogers Ben Johnson

Sara Brooke Claire Cooper Angela Coulter Colin Wilkinson
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Sprint Exemplar Projects – 10 initiatives spanning the UK

|  25|  25

Using encryption, linking 
and discovery for health 
data research at scale

Cloud-based integration 
of phenotype and 
genotype data for rare 
disease research

Integrated data platform 
for the largest prostate 
cancer dataset in the 
world

Improving care using data 
from a hospital-wide 
smartphone application

Using Routine NHS Data to 
Accelerate Clinical Trial 
Recruitment

Smart Hearts – Improving 
the lives of those with 
heart failure in Greater 
Manchester

PED4PED – Improving care 
of epilepsy patients and 
reducing unnecessary 
admissions to A&E

Improving child health by 
optimising the use of 
clinical data for research

Building the knowledge 
graph for UK health data 
science

MyEyeSite – Using data 
and technology to 
improve care for people 
with rare eye diseases



UK Health Data Research Alliance in numbers
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27 Alliance members 5 working sub-groups

• Data Quality & Standards convening >30 data officers

• Practitioner, Public & Patient Involvement and Engagement (PPPIE)

• Supporting development of the Innovation Gateway with

>400 datasets discoverable

• Promoting participation and improving access >300 viewers of 

live streamed event

• Aligning approach to Trusted Research Environments



7 Health Data Research Hubs
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UK Health Data Research Hubs in numbers
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100% of the 7hubs met milestone 1; 

involving >100 organisations from NHS, 

academia, industry and charities involved 

in 22 locations across England, NI, Scotland & 

Wales

>4 high profile global partnerships

6 disease areas prioritised

Cancer 
Diabetes 
Respiratory health 
Inflammatory bowel disease 
Eye health 
Acute care 

Quality of datasets

Level 4: Full technical submission

Demonstrated technical maturity and capability to submit 
quality metadata

• DATA-CAN
• DiscoverNOW

• INSIGHT
• Gut Reaction



Hubs meeting milestone 1: data, PPIE, teams and locations
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UK Health Data Research Innovation Gateway in numbers
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414 datasets in Minimum Viable Product 1,543 searches
Top 10 Gateway searches

1,036
users

16 organisations registered interest for the 

Technology Partnership

7 applied

3 selected for Rapid Development Task



Where the data has come from
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This is just the start. We can achieve a lot more together….
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“Alone we can do so little;
Together we can do so much.”

Helen Keller



Innovation Gateway

Gerry Reilly 
Chief Technology Officer
Health Data Research UK



A Gateway is born (healthdatagateway.org)
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https://healthdatagateway.org/


The MVP continues to evolve

Social Login 
(LinkedIn & Google)

Improved usability Search history Multiple dataset 
requests

Status monitoringSource available in GitHub 
(@HDRUK/gateway-mvp)

Institutional Login Usage Dashboard

Improved mobile / tablet 
rendering
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Enhancements to Dataset page
• Link to Metadata 

Catalogue

Enhancements to 
landing page

Improvements to Dataset 
Enquiry Form

Updates to privacy notice, 
cookie handling and notice 
and various bug fixes

We would also like you feedback to help us continue to improve the MVP email: support@healthdatagateway.org |  37



Improving The Metadata
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Improve metadata maturity across member 
organisations through continued support

Iterate metadata specification and 
complete outstanding attributes

Improve tooling and process automation

Support members to create sustainable 
metadata pipeline

Encourage members to publish an 
organisation metadata strategy

Next steps



Innovation Gateway, building a Technology Partnership

27th Jan 2015th Jan 2016th Oct 19 27th Mar 20 30th Apr 20 31st Oct 20 30th Apr 21

Launched
Procurement

Select RDT 
Participants

Started RDT

Technology
Partner Selected

Development
Starts 

Milestone 3

Milestone 2

Rapid 
Development 

Task

• 3 participants 

• 8 week agile and open source delivery

• Build a tools and artefacts repository

• Test technical and cultural fit for HDR UK
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Towards an End to End User Journey
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Advanced
Discovery Portal

Tools, Analytics and
Phenotype Libraries

Metrics and
Dashboard

Metadata
Management

Access Request
Management

Exemplary User
Experience

And more…

Trusted Research
Environment 
Integration

Innovation 
Gateway 

Functionality



Thank you!

Finally, please try the Gateway at
www.healthdatagateway.org

and provide feedback to
support@healthdatagateway.org



THANK YOU

www.healthdatagateway.org support@healthdatagateway.org
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UK Health Data Research Alliance –
Uniting the UK’s health data

Jane Ingham, CEO, HQIP
Yvonne Silove, Associate Director, HQIP

David Seymour, Partnerships Director, Health Data Research UK

@HDR_UK | #hdralliance



www.hqip.org.uk

HQIP as a member of the Alliance - the journey so far

Jane Ingham 
CEO
Yvonne Silove
Associate Director



Who is Healthcare Quality Improvement Partnership?





A description of HQIP work programme

Supports QI at local 
level via:

• Evidence-based 
guidance 

• Practical tools and 
case studies

• Patient and 
public involvement 

• eLearning and 
webinars

• Network support

30+ national audits 
covering:

• Acute
• Cancer
• Children and 

women's health
• Heart
• Long-term conditions
• Mental health
• Older people

6 ongoing national 
programmes:

• Child health
• Learning disability 

mortality review
• Maternal, newborn

and infant 
• Medical and 

surgical 
• Mental health 
• National child 

mortality

Collects joint 
replacement info: 

• Holds 2m+ records
• Includes hips, 

knees, ankles, 
elbows and 
shoulders 

• Covers England, 
Wales and 
Northern Ireland

• Mandatory for NHS 
since 2011



“You cannot fatten 

a cow by weighing it”

- Palestinian Proverb



Use of data for improvement

Anticipated date of next 
update  is 11/2016 



2017        I        2018        I        2019        I        2020       I       2021        I        2022         I     2024             ?                            

Vision

Ref: NIB, personal communications, relevant organisation 
specific operational plans

Questions:

• Role and update of HES
• Patient objections  - management of impact
• Influencing /positioning with EHR providers

• NIB and partners agreed on intra
operability standards

• NHS number mandated
• Digital maturity index published
• NIG and partners standards for real

time & interoperable care records • NHS D new platform to host national data
collections (1st phase planned)

• Entire system to adopt SNOMED clinical
terminology

NHS  digitised Citizens to have 
online access to 

GP records 

New primary care 
contract for extraction in 
place at NHS D

Information for QI in a digital NHS – steps to the Vision

GPs, patient 
held & hospital 

point of care

NHS D (data)

QI providers

HQIP 
commission 

STP level data

Establishment 
of NHS X





Reflections on our journey so far…



Understanding the ambition, scope, design, ethos



Metadata Onboarding



Metadata Onboarding



The Data Officers’ Group 



The Data Officers’ Group 



View to the future



Thank you

• Jane.Ingham@hqip.org.uk

• Yvonne.Silove@hqip.org.uk

mailto:Yvonne.Silove@hqip.org.uk

