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: : HDRUK
Kevin Dunn — The career journey to date...  #etomsresu

* YTS — Clerical Trainee - The Royal Wolverhampton Hospitals NHS Trust — GP MIDB / PMS — (PAS)

Renal Unit Clerk — The Royal Wolverhampton Hospitals NHS Trust — Clinical Data Input

Research Data Manager — Black Country Cancer Research Network - Database Development

Cancer Information Officer — The Royal Wolverhampton Hospitals NHS Trust — Cancer Waits, CMDS,
National Audits, Coding, transfer data, data sharing (video conferencing)

Research Coordinator — The Royal Wolverhampton Hospitals NHS Trust — Link data, screen + track

NHS R&D Manager — The Royal Orthopaedic Hospital NHS Foundation Trust - National Ca. MDT, Ops

* Head of Operations - West Midlands Academic Health Science Network - Regional Partnerships and
Events

* HDR UK Programme Manager (Midlands) — University of Birmingham — Network Development,
SharePoint Collaborate



How it all started...

17th August 1998

YTS [NVQ Il Business Administration]

* £35 week

Working in Clinical Support Unit
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Partnerships at Scale sessnc - HHDRUK

Health Data Research UK
Our initial investment supports six Sites. Each has world-class expertise; a track record in using health

data to derive new knowledge, scientific discovery and insight; and works in close partnership with

NHS bodies, industry and the public to translate research findings into benefits for patients and
populations.

1. Wales and Northern Ireland (Swansea and Queen’s
University Belfast)

2. Midlands (Birmingham, Leicester, Nottingham,
Warwick)

3. Scotland (Glasgow, Edinburgh, Dundee, Aberdeen,
Strathclyde, St Andrews)

4. London (Imperial, Kings, London School of Hygiene
and Tropical Medicine, Queen Mary, UCL)

6. Cambridge (EBI, Sanger, Cambridge University)
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HDR UK Directors & National Strategic Priorities HDRUK

Health Data Research UK
* National and regional responsibility

e Senior Scientific Leadership Committee

Simon Ball John Danesh Harry Hemingway Martin Landray Ronan Lyons Cathie Sudlow
Midlands Cambridge London Oxford Wales/NI Scotland

i
"'/f
;'

Beter Care Understanding Human Clinical Trials Public Health Applied
Cause of Phenome Analytics
disease




Health Data Research Hubs

HDRUK

Health Data Research UK

Page

BREATHE - The Health Data
Research Hub for Respiratory Health

BREATHE will enable high quality research
and cutting-edge innovation to improve the
lives of people living with respiratory
conditions, such as asthma and chronic
obstructive pulmonary disease...

Page
DATA-CAN - The Health Data
Research Hub for Cancer

DATA-CAN aims to transform how cancer
clinical data across the UK can be used to
improve patient care.

Page

Discover-NOW - The Health Data
Research Hub for Real World
Evidence

This Hub will work with data from the NHS in
London and Manchester, with appropriate
controls and consent, to support research to

find new ways to diagnose and treat disease
and make care for...

Page

G.l. Know - The Health Data
Research Hub for Inflammatory
Bowel Disease

The Centre will use data to address the urgent
need to better understand why patients with
Crohn's Disease and Ulcerative Colitis

respond differently to treatments in order to
improve people’s...

Page
INSIGHT - The Health Data Research
Hub for Eye Health

INSIGHT is focused on eye disease and its
application to wider health, including
diabetes and dementia. It will use
anonymised large-scale data and advanced
analytics, including artificial...

Page
NHS DigiTrial - The Health Data
Research Hub for Clinical Trials

The Hub will focus on the development of a
foundation service to improve the
assessment of clinical trial feasibility -
supporting improved planning and delivery of
clinical trials in the UK

Page
PIONEER - The Health Data
Research Hub for Acute Care

By integrating information about how acutely
unwell people access and use health services
- such as from community health, the
ambulance service and hospitals, PIONEER
will allow innovative...




HDR UK Better Care Partnership HDRUK
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Wales & NI




Hypertrophic cardiomyopathy (HCM) HDRUK

Health Data Research UK

Risk stratification algorithm
 |ICD10 codes

* Lab and Imaging Data
 Medication

* Procedures

* QOutcome

Benign/Stable
(normal longevity)

Intermediate

Unexplained thickening of the heart
Inherited cardiac condition
Affects 1in 500

Risk of:
) Advanced
Sudden dleath } Sl ggggfggfgxge Heaeiglive | | 4 ardstoke
Heart Failure and AF obstructive (non-obstructive)
ICTD DrIgs Tran[plant DrIgs

Septal Myectomy Anticoagulants
(Alcohol Ablation) Ablation
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HDRUK

Health Data Research UK,

Second 5 years - QQ2

Our mission

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
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The pace of change HDRUK The care context — waiting lists HDRUK

Health Data Research UK

Global population — now exceeds 8 billion A i
pop fealtibatiece il Total NHS waiting list for consultant-led elective care
August 2007 to August 2024
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See it in real time — https://www.worldometers.info/world-population

Pace of change - inequalities HDRUK New technologies are accelerating at pace HDRUK

Health Data Research UK Health Data Research UK
Chief Medical Officer's : i omaHco11 oot o Sensors Ubiquitous,networked
. + s s ARGA T Vi,
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Source data: Office for National Statistics (ONS), Health state life expectancies by national deprivation deciles, England: 2018
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10 Downing Street

1) Kickstart economic growth

to secure the highest sustained growth in the G7 -
jobs and productivity growth in every part of the ct
everyone, not just a few, better off.

2) Make Britain a clean energy sup

to cut bills, create jobs and deliver security with ch
carbon electricity by 2030, accelerating to net zerc

by halving serious violent crime and raising confid
police and criminal justice system to its highest lex

4) Break down barriers to opportm

by reforming our childcare and education systems
there is no class ceiling on the ambitions of young
Britain.

5) Build an NHS fit for the future

that is there when people need it; with fewer lives |
biggest killers; in a fairer Britain, where everyone liv
longer.

HDRUK

Health Data Research UK
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Prof Cathie Sudlow

Uniting the UK’s
Health Data: A Huge
Opportunity for Society

A review of the UK health data landscape commissioned by the
Chief Medical Officer for England, the UK National Statistician
and NHS England’s National Director for Transformation

November 2024

#SudlowReview



Key points

* Health data is used safely every day to improve people’s health and lives

* People overwhelmingly support use of their health data to benefit themselves and others
* The UK has abundant sources of health data, from the NHS and beyond

* Transformational insights come from linking different sources of data together

* But there are many obstacles and delays to access, link and analyse health data

* These barriers arise from the UK’s complex and inefficient data systems

* They prevent or delay crucial analysis and research about health conditions affecting
millions of people across the UK

* We need to recognise the UK’s health data as critical national infrastructure.



1)
2)

)

4)
5)

Recommendations

Coordinated strategy for England’s health data as a critical national infrastructure

Establish a national health data service for England with senior accountable leadership
Single national health data access system

Streamlined and standardised data governance and access

A national system for general practice data for the full range of beneficial uses

Improve and accelerate access to other major national and regional NHS data assets

Transform access to data from other sectors linked to healthcare data at national scale

Co-ordinated engagement with patients, public, health professionals, policy makers and
politicians

UK-wide approach for data access processes and proportionate data governance

UK-wide system for standards and accreditation of secure data environments holding
health data



But in health - there is a lot to do to “sort the data”

Link to data

The data...

T -

___ Analytical
method

HDRUK

Health Data Research UK
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1. Accelerate Trustworthy Data Use HDRUK

Through a national data strategy

Health Data Research UK

NHS: NATIONALLY COLLATED, POPULATION-WIDE DATA

TRE for England

NHS: REGIONAL DATA

PERSONAL MONITORING DATA

(57Mm) ﬁf::;:

/ SoCE T\ —

TRE for Northern TRE for Scotland ;Eﬂ%%:;::it;;d

Ireland (1.9M) (5.5M)
A -0~ O-m-CF
\ / NON-NHS: HEALTH-RELEVANT ADMINISTRATIVE DATA
TRE{gf_;gla'es Census, education, disability, income.... @ADRUK
D-m-F LAisiy Research o '@ Office for
i Seotiand 7 SAILDATABANK ™ S National Statistics
ENVIRONMENTAL DATA RESEARCH-GENERATED DATA

Longitudinal cohorts & clinical trials, e.g.

biobank" RECﬁ-VE RY

sed Evalu t of COVID-19 Therapy




1. Accelerate Trustworthy Data Use HDRUK

o o o Health Data Research UK
...and by assembling advanced infrastructure and services o

I 1
UK Health Data
Research Alliance

L -

Health Data Research >

Innovation Gateway

L
PILLAR L PILLAR 2 PILLAR 3 PILLAR 4
TESC,!'R';',?('{SSGY TRUST AND USEABLE CAPACITY
ECOSYSTEM TRANSPARENCY DATA BUILDING

| 23



. 2. Empower Researchers HDRUK

Health Data Research UK

Valuing people with diverse

. . 1. MOLECULES TO
perspectives committed to open and HEALTH RECORDS
team science to advance scientific discovery
and deliver patient and public benefit.

6. BIG DATAFOR
COMPLEX DISEASE

2. INFLAMMATION
AND IMMUNITY

']] ‘ IMPACT

3. MEDICINES IN
ACUTE AND
CHRONIC CARE

Driver Programmes

* Driving the design and delivery of
a world-leading health data
infrastructure

5. PANDEMICS
AND OUTBREAKS

* Generate UK-wide 'research-ready'
data foundations for wider re-use

DeIiver hea|th & care impact 4. SOCIAL AND ENVIRONMENTAL
DETERMINANTS OF HEALTH



The challenge! Working in partnership across the UK and globally

HDRUK

Health Dafa Research UK
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Realising the potential of UK’s multimodal longitudinal health records HDRUK

across 67m people requires a trustworthy data and research ecosystem Health Data Research UK
1-1 trusted Many-many
relationships trustworthy ecosystem

Many cross-sector
data custodians

™

Trustworthy systems, linked Secure Data
data, connectivity, Environments +
governance, policies,
standards, technologies,
benefit sharing, track-record
Researcher to demonstrate:
competence, honesty and
reliability

Data custodian SECTOR MATURITY

Many researchers &
innovators

NB. Secure Data Environments (SDEs) also known as Trusted Research Environments (TREs), Data Safe Havens (DSH) or Secure

Processing Environments (SPE)




HDRUK

Health Data Research UK

Research
l e dsant NHS .
_. National Scale Data for R&D

Streamlining secure A single programme delivering access to 55
access to the world's largest

linked health datasets

million population scale, whilst nurturing
regional innovation.

* Full coverage of rich multimodal data
across imaging, pathology, genomics and
structured data sets

* NHS and academic partnerships for
delivery spanning >200 staff

* 40 industry projects already underway

COMMON DATA +
ANALYTICS LAYERS

BRINGING TOGETHER the
NATIONAL DATA

| 27




Nine UK Regional
Networks

HDR UK regional funding has
been transformational in
creating the partnerships
necessary for health data
research. These networks will
be maintained and further
developed to:

Enhance regional
partnership with HDR UK
Speed up adoption of health
data science innovation into
practice

Act as a focus of investment
leverage

@ HDR UK Cambridge

@ HDR UK London
 HDR UK Midlands
@ HDR UK North

@ HDR UK Oxford

@ HDR UK Scotland
@ HDR UK South West

@ HDR UK Wales & Northern Ireland




The Midlands HDRUK

Health Data Research UK

Lincolnshire

Nottinghamshire

Derbyshire \

Staffordshire

Leicester,
Leicestershire &
Rutland

Shropshire,

,f’b
Black

A L
<« )

Coventry &
Warwickshire

Telford

Northamptonshire

Herefordshire &
Worcestershire

AMNMiAdAlIanA
wvigianas

Population ~11 Million, Ethnically Diverse (>20% non-White British) WEIES

Mix of industrial towns/cities and rural countryside

South East

21 Higher Education Institutions (HEIs) South West
outh Wes

11 integrated care systems and 42 Trusts (5 Major Trauma Centres)

3 NIHR BRCs, 3 NIHR CRFs, 2 NIHR ARCs, 2 NIHR CRNs, 2 Health
Innovation Networks (AHSNs)
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HDR UK Midlands Regional Community HDRUK

Health Data Research UK

Our Mission

Improve health through uniting the health care, social care and data science
communities across the Midlands region

Our Network Our People Our Opportunities

© 2 ©
Maintain and expand Upskilling and Maximising
the HDR UK Midlands improving the - opportunities for our
Regional Network knowledge and region through the
reaching out to all capabilities of our HDR UK Midlands
parts of our region workforce by learning Regional Community

from each other Platform



Expanding our network HDRUK
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Expanding our network

HDRUK
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HDRUK

Health Data Research UK

HDRUKMIDLANDS
Health Data Research UK

Home AboutUs Community Projects Events Opportunites HDRUK News ContactUs ¥y B @ 8 Q

Improving health through uniting the
healthcare and data science
communities across the Midlands

Our network is not exclusive and is therefore open to
anyone who has an interest in health data science. This
includes our patients and the public

Join our community




Monthly Data Grand Round (Data Science Meetings) HDRUK

Health Data Research UK

==w Federated Analytics

Adverse event reporting HDRUK

MHRA HPFB 8 TGA MEDSAFE
(UK) (Canada) (Australia) (NZ)
Ad . ses

jatabases

HDR UK Midlands | -
Data Grand Round == .

iing the burden and impact of musculos|
A ) P
COVID-19 - Get the latest information from s o s

the NHS about coronavirus %

The place for learnin

» Our Momhly Data Science Meeﬁng

------ Identifying & mitigating biases in perioperative predictive models .. (4 -
Watch Later Shaf
AN i oin our communi .
v A J dy Variability Components Mapped
o o onto BVS Diagram

Algorithms are deciding who A 72 )
gets organ transplants. Are / /'
their decisions fair? > £/ Y i

Watch on (£ YouTube
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= Federated Analytics

== |dentifying & mitigating 4

biobank“*

canie dcowrs st mprove

Watchon EBVYoulube [N 19017
h A, ) Gerontol,2017

ities and Challenges in Using Routine Data to Evaluate B

Watch on I3 YouTube
Variability Components Mapped
onto BVS Diagram Y, o var(Y,)

Variability of observed values
(time-points ¢ subjects ()

=a = -
Varisiby between-subjects

HDRUK

ty between-time-points ¢
ubjects | (‘signal’)

L—J%HE + w, ~ Fvar(wy,)

Watchon (£ Voulube w-lhm subjects { 'noise’)

Respon5|bly
8th Oct 2024

FDA
(CD)

MHRA
(UK)

Adverse event reportlng

(Canada)

¥amining the burden and impact of musculoskeletal.painaisi

COVID-19 « Get the latest inform:

HPFB TGA

(Australia)

MEDSAFE
(NZ)

Adverse atabases -Bbws

FSNs and
FSCAs

HDRUKMIDLANDS
Health Data Research UK

— a |

CVAROD

Medical devices included

Home AboutUs  Community

Making a difference: Using Data to Improve Care

29 Feb 2024

29 February 2024 / 1 - 4pm / Online (Via Zoom)

Contact Us vy B

Projects

N\

Events  Opportunities

HDRUK

Health Data Research UK

HDR UK

News



Medicines in Acute and Chronic Care

We aim to understand and transform the use
of medicines for patients of all ages,
especially those with complex care needs
caused by multiple long-term conditions.

Health g/

Innovation
East Midlands

MEDILINK
MIDLANDS

Health Data Research Hub Health Data Research UK

BB - PIONEERE T

i = Wz, MIDLANDS
: ' ) HEALTH

N I H R Birmingham Biomedical NI H R Leicester Biomedical N I H R Nottingham Biomedical
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HDR UK Midland Annual Conference

Annual Conference 2024




Midlands CCIO Network HDRUK

Health Data Research UK

64 Members from 52 NHS ; : NHS

Organisations

glrl]-lds(;rrr]zz’geznd ICBs involved M I DLANPS ,,
_‘€CIO NETWORK

Presentations from various \

CClOs, Al Incubator, Imaging A MIDLANDS
. ' CCIO

Networks, SDEs, Regional \\ <‘NETWORK

Analysts, |

Hosted by Health Data Research UKMidlands

64 Senior Clinicians from 52 NHS Organisations



Metrics (Key performance indicators — KPlIs)

Community members Number of
registered organisations involved

570 65

No of Events Held No of People Trained

34 1539

HDRUK

Health Data Research UK

Stakeholders
signed up

402

YouTube videos

/2




HDRUK

Health Data Research UK

500
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New members joining HDR UK Midlands Regional Network

(Cumulative totals)
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Number of people accessing learning events

(Cumulative totals)

HDRUK

Health Data Research UK
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Health Data Research UK

?

s going

How it’

| 43



Upcoming activities HDRUK

Health Data Research UK
The

* Webinar with Strategy Unit (NHS) — How data may not always be helpful Stra:;egy
nit

* Webinar with Keele University — Prof. Kelvin Jordan - Digital Society Institute Keele Ke ele
UNIVERSITY

* Annual Conference — Prof. Eiman Kanjo — Tech conference with Industry (agenda item 7)

* Patient and Public Involvement and Engagement (PPIE)

- Developing a new network for patients and the public

| 44



Health data Gateway supporting data discovery and much more

Health Data . .
Research Gateway > Search Community News Data Custodian Area

L

Welcome to the Gateway

Health Data ™
The Gateway streamlines the end-to-end user journey to search, > Research Gateway >

discover and request access to the wealth of health and associated
Datasets, Analysis Scripts & Software, Publications and Research

Projects from across the UK and beyond.

Cohort Discovery

Datasets & BioSamples Data Uses / Research Projects

Publications

Data Custodians Data Custodian Networks Collections

Courses

https://healthdatagateway.org/en

Phenotypes

Analysis Scripts & Software

HDRUK

Health Data Research UK



https://healthdatagateway.org/en

Building Capacity in Health Data Science HDRUK

Health Data Research UK

@ @ @ @

Continuing professional

Developing the next € ] Increasing diversity of the . .
R & : y D@E Supporting early careers development via the HDR UK
generation @Y workforce .
Futures learning hub
* Flagship PhD programme delivered in *  Widening access through initiatives like * Alumni network with 500+ health data * 14,000+ learners subscribed to our on-
collaboration with seven leading UK the award-winning Black Internship scientists from multiple career stages and demand and live courses to keep pace
universities, shaping the next generation Programme, with 316 internships sectors benefiting from careers advice, with the latest cutting edge skills and
of health data science leaders. completed across sectors networking and knowledge sharing. innovations
* Six new MSc programmes in Health Data * Support for apprenticeship programmes * Mentor scheme pilot modelled on the * 200+ modules across 15 CPD accredited
Science across the UK, enrolling 400+ including level 7 in health data. Academy of Medical Sciences approach learning pathways, with an average user
students. i
* Annual Early Career Researcher rating of 4.6/5.

* Partnering with medical research charities
to award 16 Masters Scholarships focused

on specificd
isease areas * Signposting to educational and training

programmes from trusted partners.

Conference * Leveraging expertise from the HDR UK
community and beyond.

* National fellowship programme
supporting 40 multi-disciplinary
researchers across the UK.

Governance

Oversight by a committee of 40+ multidisciplinary educationalists from HDR UK’s research programmes and regional networks.
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HDR UK Futures

FUTURES

Our new and
improved HDR UK
Futures is here

The same high-quality data science
content in an easy-to-use platform

Sign up for free today

hdruklearn.org

HDRUK

Health Data Research UK

HDRUK

Health Data Research UK
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HDR UK Black Internship Programme in Health Data Science

* National 8 week internship programme for
aspiring Black Health Data Scientists

* Why Participate?

Impactful Engagement: Contribute to a more
inclusive health data research community by
actively supporting the professional
development of Black data scientists

Mutual Benefit: Interns bring diverse
perspectives and fresh ideas that can enhance
your work and drive innovation.

Demonstrated Leadership: Show leadership in
the sector by being part of a flagship diversity
and inclusion initiative.

HDRUK

Health Data Research UK



Practical ways to get involved

HDR UK Midlands Insight Sharing Webinar

Failure Parade: why and how we learn more when
things don't go as planned

Delivered in partnership with the Strategy Unit (NHS) & Midlands Analyst

Network
Tuesday 28th January 2025,1 - 4pm - Online (Via TEAMS)

Webinar highlights include :

Midlands Analyst Network

Join us for the next Data Grand Round:

Using Healthcare Data to
Address Inequalities and
Transform Services

conomist and Di

Wednesday 18th December 2024 @ 12.30pm

Zoé Turner

Senior Data Scientist
The Strategy Unit (NHS

ML)

Community

Professor
Tricia
McKeever
Professor of Epidemiciogy
and Medical Stasistics

University of Noftingham

Community

Mr Colin
Monckton

Director of Performance
and Information
Nattingham Uneversity

Hospitals NS Truss

Community

Rachel Caswell

Sonior Healthcare Analyst
Midlands Analyst Network

Load Stratogy Unit

Community

Kelly Dixon
Senior Data Analyst =
Cancer Services

NMS Lincolnshire

HDRUKMIDLANDS
Health Data Research UK

Miss Jo
Thompson
Principal Analyst

NMS Arden & Greater Last

AboutUs Community Projects Events

Improving health through uniting the

healthcare and data science

communities across the Midlands

Our network is not exclusive and is therefore open to
anyone who has an interest in health data science. This

includes our patients and the public

Join our community

Opportunities

Mr Glen
Howard

Programme Manager

Health Analytics and

HDRUK  News

Contact Us

Mr Andrew
Barraclough

Hoad of Quality, Safety

and Improvement Analysis
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