


House Rules

Welcome! 

• Transparency: Anyone is free to use information from our discussion, particular comments will not be 
attributed to individuals

• Optimism: Providing contributions that are positive and solutions-focused

• Respect: Promoting a culture of tolerance and inclusivity

• Courage: Be prepared to try new things and challenge

• Humility: Learning and respecting others and their diverse views

To read our meeting guidelines and etiquette in full visit our website: 

www.hdruk.ac.uk/news-opinion-events/events/

http://www.hdruk.ac.uk/news-opinion-events/events/


Agenda

• 14:00 – 14:05: Hello and welcome by Alison Elderfield, Programme Manager, HDR UK 

• 14:05 – 14:10: A brief history of the health data research hubs, David Seymour, Director of 

Infrastructure and Services, HDR UK

• 14:10 – 14:15: A patient perspective on health data research by Antony Chuter, PPIE Lead for 

Alleviate and Trustee of PainUK 

• 14:15 – 14:30: Spotlight on Alleviate, Gordon Milligan, Deputy Director of Alleviate and Chris Cole, 

Director of Alleviate and Senior Lecturer, Health Informatics Centre at the University of Dundee   

• 14:30 – 14:45: Spotlight on DATAMIND, Ann John, Co-Director of DATAMIND and Professor of Public 

Health and Psychiatry at Swansea University 

• 14:45 – 15:00: Q&A with speaker panel, chaired by Alison Elderfield  

• 15:00: Close 



A Q&A with…

David Seymour 

Director of Infrastructure and Services, HDR UK 

Antony Chuter

PPIE Lead for Alleviate and Trustee of PainUK 

Chris Cole

Director of Alleviate and Senior Lecturer, Health Informatics Centre, University of Dundee 

Gordon Milligan

Deputy Director of Alleviate 

Ann John

Co-Director of DATAMIND and Professor of Public Health and Psychiatry at Swansea 
University 



Thanks for attending.
We hope to see you again soon! 



An introduction and brief history of the 
health data research hubs

Data Access and Discovery Webinar

David Seymour, Director of Infrastructure & Services, Health Data Research UK6th February 2024



Our mission & vision 

HDR UK’s mission is to unite the UK’s health data to enable 
discoveries that improve people’s lives

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. 

Core funders 2023-28
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The scale of the ambition



We need a trustworthy health data research ecosystem to translate 
the potential of health data research at scale requires

Establishing a trustworthy health data research ecosystem to 
accelerate use of data for public benefit

Trustworthy data systems 
needed to link sensitive data, 

require consistency of 
information governance, policies, 

standards and interoperable 
technology and data

Health Data 
Research Hubs



Where it all began…the Digital Innovation Hub Programme

Part of the Industrial Strategy Challenge Fund (ISCF) Data to Early Diagnosis and Precision Medicine challenge



Read more about the Digital Innovation Hub Programme 
and its evaluation, published August 2023



Helping to shape and deliver the NHS Data for R&D Programme -
NHS Research SDE Network + NHS DigiTrials



Condition specific Hubs, Platforms and Data Science Centres
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Centres of excellence with expertise and tools enhancing data foundations and providing FAIR data & services

Cardiovascular & Diabetes (HDR UK) Inflammatory Bowel Disease (Cambridge)Acute Care (Birmingham)

Respiratory Health (Edinburgh, SeRP) Cancer (Leeds, National SDE)

Eye Health (Moorfields) Pain (Dundee) Mental Health (Swansea, Maudsley)

Dementia (Oxford, SeRP/Swansea)

NB.  Discover-NOW (Imperial), the health data research hub for real world evidence is condition agnostic and part of London Secure Data Environment 
development

https://www.hdruk.ac.uk/helping-with-health-data/bhf-data-science-centre/
https://gut-reaction.org/
https://gut-reaction.org/
https://www.pioneerdatahub.co.uk/
https://breathedatahub.com/
https://www.data-can.org.uk/
https://www.insight.hdrhub.org/
https://alleviate.ac.uk/
https://datamind.org.uk/
https://www.dementiasplatform.uk/
https://discover-now.co.uk/


Latest addition, focused on Traumatic Brain Injury
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Jointly funded by the Medical Research Council (MRC), the National Institute for Health 
and Care Research, the Ministry of Defence, Alzheimer’s Research UK



Why the Data to Early Diagnosis and Precision Medicine 
challenge still matters

“Patients want their data to be used to improve care. In fact, they’re often 
surprised it’s not used already.” Jacqui, cancer survivor and patient advocate



D r  C h r i s t i a n  C o l e  
a n d  

G o r d o n  M i l l i g a n



Background

• Chronic pain is defined as Pain lasting for three 
months or longer

• According to 2016 research by the British Pain 
Society around 28 million adults in the UK are 
living with Chronic pain

• Chronic pain is poorly captured in health data
• Chronic Pain first recognized as a condition under 

ICD-11 by WHO
• Improved evaluations
• Better treatment decisions

Feedback and opinions of people who live with pain is 
invaluable for pain related research



The Advanced Pain Discovery 
Platform (APDP) 

• Five year programme initially
• £34m from MRC, ESRC, 

BBSRC, Versus Arthritis and 
Lilly 



APDP Consortia

Alleviate is the data hub of the 
APDP, and will collaborate with 
the consortia to streamline 
access to data and on-board 
data into the Alleviate federated 
platform where appropriateADVANTAGE 

Neuropathic Pain

Visceral Pain
Adverse Childhood
Experience & Pain

Alleviate 
Data 
Hub



FAIR Principles

Findable Metadata and data should be findable for both humans and computers

Accessible Once found, users need to know how data can be accessed

Interoperable Data needs to work with applications or workflows for analysis, storage 
and processing

Reusable The goal of FAIR is to optimise data re-use via well described metadata



Solution to a Common Problem

• Pain datasets are 
in silos

• Hard to find
• Even harder to 

query
• Datasets are in 

different formats

Alleviate.ac.uk

https://alleviate.ac.uk/


HDR UK Metadata Catalogue
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HDR UK Gateway

• Registered 20 Pain datasets with HDR UK’s Metadata 
Catalogue
• Available in the Alleviate Collection

• Currently added three Pain specific data sets to HDR UK 
Cohort Discovery Tool
• Many further datasets in the pipeline for CDT

https://web.www.healthdatagateway.org/collection/18086026235858576
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Oxford Carpal Tunnel Syndrome
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GOAL
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Data Harmonisation & Standardisation

• Data harmonisation across data sources
• Observational Medical Outcomes Partnership 

(OMOP) Common Data Model (CDM)

• Using CaRROT Mapper and CDM Tools
• Initially developed during CO-CONNECT
• Continued development by Alleviate Team, Digital 

Research Services, University of Nottingham and HDR 
UK

Visit https://carrot4omop.ac.uk for more 
information on these tools

https://carrot4omop.ac.uk/


What Data is Being Mapped?

Pending ADVANTAGE FORECAST

In-Progress KPIC
Synovial 

fibroblast pain 
pathotypes

MICA

Being 
Validated CTS PINS DOLORisk

Oxford

Completed GOAL Webex Omega 3



Alleviate Strengths

Data Services Public and Patient Engagement Data Sharing

• Advice on mapping to OMOP
• End to end service to map your 

data to OMOP
• Guidance on setting up studies 

for efficient data management
• OMOP Data Linkage

• Clinical Data
• Genomics Data

• Trusted Research Environment 
(TRE)

• Access to an active patient group 
for input on e.g. academic 
proposal
• Time needs to be 

remunerated
• Awareness and visibility of 

Chronic Pain and its impacts
• Raising awareness of chronic pain 

through marketing campaigns
• Ran UK National Pain Survey

• Data sets standardised to OMOP
• Data sets discoverable through 

HDR UK Gateway
• Data access requests through 

HDR UK Gateway
• Data extracts available via 

Alleviate TRE



Data Mapping Experience

• Data Discovery and Re-use (FAIR)
• Data Team through Alleviate (+CO-CONNECT) have been 

involved in mapping >10 million health records: 
• Research cohorts
• Population scale clinical datasets

• All 19 datasets currently in HDR UK Cohort 
   Discovery Tool

https://www.healthdatagateway.org/about/cohort-discovery 

https://www.healthdatagateway.org/about/cohort-discovery


Data Mapping Experience

OMOP Common Data Model



Our Data Mapping Service

• Mapping health data to the OMOP CDM
• Review mappings to provide advice
• Provide guidance on your OMOP health data journey
• Provide training on best practices for OMOP use
• Review existing plans for implementing OMOP and providing 

feedback on improvements
• Including OMOP as part of a research collaboration

https://alleviate.ac.uk/data-services/ 

https://alleviate.ac.uk/data-services/


Trusted Research Environment

• Hosted by HIC, University of Dundee
• >10 years experience
• Flexible cloud compute

• “Five Safes” compliant

• We provide access to project data (following 
approvals), which is always pseudonymised and 
provisioned in a segregated workspace (green box 
for TRE). Diagram shows 5 Safes in blue and colour 
coded traffic light system for risk.

• Strict monitoring and auditing capabilities

DSPT



Collaborative Partners



Questions?

Alleviate.ac.uk

@alleviate-hub

@Alleviate_Data



Ann John- Co-Director



Research and data and MH
Studies face problems:

People most likely to experience poor MH may be least likely to take part
Many measures are self-reported and may be subject to bias and/or their 
clinical meaning may be unclear 
People are lost to follow up 

These partly overcome through using linkage to routinely collected data
Real world data
Cohorts important but numbers
It speaks to policy makers, the public and practitioners
Issues re trust and innovation



Overview

Public 
Participation, 

Partnerships & 
Governance

FAIR Curated 
Data

Business 
Development & 

Sustainability

Workforce 
Capacity, Training 
& Development 

Children & Young People

Excluded and Underrepresented Group

Interfaces between Physical and Mental Health

Severe Mental Illness (SMI)

Datasets available

Discoverable Schools Discoverable excluded and 
under-served populations

Linking physical & mental 
health in SMI

Reusable free text data Digitally enhanced trials Drug discoverability 

Core Activities

Challenge Areas

Milestone 1

Milestone 2

Milestone 3
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Edinburgh Pathfinder
Glasgow Pathfinder

Swansea Pathfinder

Cardiff Pathfinder

Cambridge Pathfinder

Bristol Pathfinder

UCL Pathfinder

KCL Pathfinder

Northern Ireland

Manchester



Ann John 
Principa l Investiga tor

and Co-director

Rob Stewa rt

Co-director

Andrew McIntosh
Chief Scientific  

Officer

Ma tthew Broa dbent  
Chief Operating 

Officer

Dara Almeida Medina 
Project Manager

Hala Rachidi 
PM Workforce

Ca pa city, Tra ining  & 
Development

Elena Triantafillopoulou PM 
FAIR Curated MH Data

Ma tthew Iveson  
PM Business 

Development &  
Sustainability

Cla ire McLoughlin  
Roadbuilders 

Innvations

Parisa  Mansoori  
Core Activity Lead

Ma tthew Broa dbent  
Chief Operating 

Officer

Rudolf Cardinal 
Core Activity Lea d

Dermot O'Reilly  
Chief Data 

Officer

Louise Arsenea ult  
Core Activity Lea d

Meet the Team

Leadership
Team

Management
Team

Linda  Jones  
PPI Lead



Public Participation, Partnerships
and Governance



https://datamind.org.uk/our-work/courses/data-literacy-short-course/





FAIR Curated DATA



SPECIALIST CATALOGUE AND ANNOTATION





Harmonisation
Other- annotation
Physical health data

MH across cohorts

Genetic summary tables

Data harmonization- HARMONY

Data from from third sector

UKLLC 

 







Training and Capacity



Core Activity 4: Workforce Capacity Training & Development



Workshop Series



Workshops & Meetings





https://twitter.com/DatamindUK

datamind@swansea.ac.uk 

https://popdatasci.swan.ac.uk/centres-of-excellence/datamind/

THANK YOU!

mailto:datamind@swansea.ac.uk

