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AYTS; Clerical Trainee The Royal Wolverhampton Hospitals NHS Trg§&P MDB PMSc (PAS)
ARenal Unit Clerk The Royal Wolverhampton Hospitals NHS Trgstlinical Data Input
AResearch Data ManagerBlack Country Cancer Research Netwefkatabase Development

ACancer Information Officec The Royal Wolverhampton Hospitals NHS Trg§tancer Waits, CMDS,
National Audits, Coding, transfer data, data sharing (video conferencing)

AResearch Coordinatar The Royal Wolverhampton Hospitals NHS Trasink data, screen + track
ANHS R&D Managey The Royal Orthopaedic Hospital NHS Foundation Teistional Ca. MDT, Ops

AHead of Operations West Midlands Academic Health Science NetwefRegional Partnerships and
Events

AHDR UK Programme Manager (Midlandd)niversity of Birminghang Network Development,
SharePoint Collaborate



126 AG Ef ad

A 17 August 1998

AYTS [NVQ Il Business Administration]

A Working in Clinical Support Unit

A £35 week




= Program Manager -

File Options MWindow Help

= Main - | -~
= Accessories w | -
- e =] = 1 - = =l
-'- E e I — o 1 1 i

Wik FPaintbrush £ || = h Applications
- y &I
o
| P _ Mw/UNDEL  Microsoft
. LIBEASIC
] Cardfile Calendar :




HDRUK

Health Data Research UK



HDRUK

Health Data Research UK

HDRUK

Health Data Research UK
R

:{"b CANCER
P RESEARCH
Britich Heart

viac pa National Institute for iy
gzzena:ﬁh N I H R Health and Care Research Beish Hear bt UK
ceo o » vmehwil lechyd ‘ h CHIEF HSC Public Health
i neering a Gofal Cymru i
and Social Eg Physiaal Scienices e SCIENTIST w/J Agency

Research Council Research Council Resaarch Wales OFFICE Research and Development




Partnerships at Scale sosanc -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
A National and regional responsibility

A Senior Scientific Leadership Committee

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

g TS B A/

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




Health Data Research Hubs
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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...
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Hypertrophic cardiomyopathy (HCM) HDRUK

Health Data Research UK

Risk stratification algorithm
A ICD10 codes

A Lab and Imaging Data
A Medication

A Procedures

A Outcome

Benign/Stable
(normal longevity)

- Intermediate

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

Risk of:
Sudden death Progressive  esrs Falure
) Sudden Death Heart Failure and End Stage AF and Stroke
Heart Failure and AF (obstructive)  (on-obstructive
! f ! !
ICD Drugs Transplant Drugs

Septal Myectomy Anticoagulants
(Alcohol Ablation) Ablation
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Second 5 yearsQQ?2

Our mission
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Our 20year vision Is for large scale data and advanced analytics to
benefit every patient interaction, clinical trial, biomedical discovery
and enhance public health.

Core funders

Medical m y% CANCER
Senoe National Institute for RESEARCH
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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,
Annual Report 2023 S e \ IS [
Health in an Agemg Society Most deprived 10% of small areas 51.9 years in good health m::::;l 1001¢ c | \ [ X
Executive summary and recommendations

Total life expectancy at birth ()
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=
+ » ]
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=
\ S
é % Least deprived 10% of small areas 70.7 years in good health @)
»
0 20 40 60 80

Years
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Source data: Office for National Statistics (ONS), Health state life expectancies by national deprivation deciles, England: 2018

to 2020°
Security Corporate security Personalised security




g i a8

Department for

Foragign, Commanwealth

Prime Ministar's Cffice

Soience. Innowvation
& Technology

& Development Office

Policy paper

, NE
£100 million investmer
Institute announced

Published

Dri

Delivering growth cm
thinking and new ide
businesses, but innoy
commercial success
make Britain the best

March 2004

The Chancellor h:
Turing Institute, tt
Artificial Intelliger

We will ensure our inc
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data-driven public s«
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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
FINANCIAL TIMES
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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



Butinhealth-i KSNBE Aa I 20 (2 RZ2 GI-?IDMH

Health Data Research UK

_ Analytical
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Link to data
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1. Accelerate Trustworthy Data Use HDRUK
Through a national data strategy Health Data Research Uk

NHS: NATIONALLY COLLATED, POPURLWIMENDATA NHS: REGIONAL DATA
TRE for England ":m%
SRR . A\ A ae =
/ SoCE T\ —
TRE for Northern TRE for Scotland %ﬁ?_”_-“-xm
Ireland (1.9M) (5.5M)
A-w-0 O-mo-F
\ / NONNHS: HEALFRELEVANT ADMINISTRATIVE DIATA
TR fo s | Syadzaz SRdzOF UAZ2YyZ @ noruc [0 A
B-m-_F il Research ‘g Office for
i Seotiand 7 SAILDATABANK ™ S National Statistics

PERSONAL MONITORING DAITI! ENVIRONMENTAL DATA RESEARGBENERATED DATA
- i - Longitudinal cohorts & clinical trials, e.g.

biobank" RECﬁ-VE RY

sed Evalua of COVID-19 Therapy




1. Accelerate Trustworthy Data Use HDRUK
XFyR 6é& |aasSyYotAy3a | Rl YyOSR™AVTN
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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
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@& 2. Empower Researchers HDRUK

Health Data Research UK

Valuing people with diverse

perspectives committed topen and HEALTH RECORDS
team scienceo advance scientific discovery
and delivempatient and public benefit. R

COMPLEX DISEASE

2. INFLAMMATION
AND IMMUNITY

']] ‘ IMPACT

3. MEDICINES IN
ACUTE AND
CHRONIC CARE

Driver Programmes

A Driving the design and delivery of
a worldleading health data
Infrastructure

5. PANDEMICS

A Generate UKvide 'researchready’ — AvouTeresks
data foundations for wider reise

Deliver health & 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 Y Qa

across 6/m people requirestaustworthy data and research ecosystem
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Health Data Research UK

1-1 trusted
relationships

Data custodian

Researcher

SECTOR MATURITY

Trustworthy systems, linked

data, connectivity,
governance, policies,

standards, technologies,
benefit sharing, track-record

to demonstrate:

competence, honesty and

reliability

Many-many
trustworthy ecosystem

Many cross-sector
data custodians

I Secure Data
Environments +

Many researchers &
innovators

Processing Environments (SPE)

NB. Secure Data Environments (SDESs) also known as Trusted Research Environments (TRES), Data Safe Havens (DSH) ot
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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:

1 Enhance regional
partnership with HDR UK

1 Speed up adoption of health
data science innovation into
practice

1 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
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