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NHS Long Term Plan

January 2019

Saving and Improving Lives

March 2021

Life Sciences Vision

July 2021

Genome UK

March 2022

Mandate for change
We are delivering a range of ambitions across life sciences, research, and data-driven innovation

Up to £200 million to boost NHS 

healthcare data research

March 2022

Goldacre review 

April 2022

Data Saves Lives Strategy 

June 2022

James 

O'Shaughnessy's Clinical Trials 

Review

May 2023



Why are we shifting from data sharing to data access?

The current process is complicated and difficult for researchers 

and innovators to navigate. 

It is hard for the public to understand and challenge how their 

health data is being used.

Current processes slow down how quickly researchers and 

analysts can access data and find out new information, stifling 

innovation.

A reliance on data dissemination is not reflective of best practice 

data security and protection. This limits the richness and quality 

of datasets available to researchers and innovators.



Large-Scale Public Engagement Plans

• Around £2 million is currently allocated to spend on public engagement 

workstreams, including large-scale engagement. This was recently announced via 

a press release, and information is available on Transformation Directorate 

webpages.

• Deliberative engagement will run from early 2024 into 2025, in a similar format that 

was delivered by OneLondon. Large-scale engagement will cover a variety of 

topics, including the development of trust products committed to in Data Saves 

Lives, reform of the National Data Opt-Out, plus governance and access rules 

for Secure Data Environments.

• These deliberations will support development and delivery of programmes including 

the NHS Research SDE Network and the Federated Data Platform, building on 

specific programme engagement.





Programme overview
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National Scale Data for R&D

A single programme delivering access to 55 

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



The NHS Research SDE Network



Docking in with the ecosystem



Search whole 

network  using clinical 

terms by registered 

user via web portal 
(Health Data Gateway)

Query 

converted to 

OMOP, sent 

to all SDEs

Data collected and 

aggregated results 

returned to user

Aggregate data released 

to researchers via airlock 

at project end

SDE data doesn’t persist, 

unless for specific need 

e.g. regulation, cohort to 

be followed, etc

User applies once for 

access, giving 

sufficient detail to 

check safe researcher 

& safe project

A single SDE will 

’Prime’, providing an 

interface and arranging 

contracts on behalf of 

contributing SDEs

User can access data in 

what looks and feels to them 

as a single environment, 

although data can flow in 

from other SDEs

1011001110 
GATTACA

Standardised governance enables access to data from 

all required SDEs. Federation model depends upon 

research question and is agreed with SDE 

contributors

Multi-SDE Research

S251 approval model 

empowers SDE's 

single DAC to approve 

research activity



Introducing the NHS SDE Network 'Collection'
https://www.healthdatagateway.org/collectioncategories/secure-data-environments-sde
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https://www.healthdatagateway.org/collectioncategories/secure-data-environments-sde




Programme Engagement
Enhanced stakeholder engagement

• Strategic Partners meeting with membership 
bodies, will now shift to a formalised Steering 
Group

• New Data Subcommittee of Life Sciences 
Council.

• Individual quarterly meetings for key 
membership groups, please work with 
ABHI, ABPI, BIA, TechUK and AMCR

• Launch of the programme supported national 
public engagement on the use of health 
data. The majority of this funding will be spent 
on “large-scale public deliberations”, similar to 
the methodology successfully used by 
OneLondon .



Powered by Data

Objectives Approach Impact

1. Increase public awareness of 

how NHS data is used and the 

benefits. 

2. Increase public confidence in the 

use of NHS health data for 

purposes beyond direct care.

 

3. To build a partnership of 

stakeholder organisations and 

help them to showcase the 

importance of patient data to 

their work.

1. A social media campaign

2. Focused on building understanding

3. Encouraging emotional 

4. Showing how NHS data is behind 

amazing work in a variety of settings

5. Focused on the outcomes of the 

data use.

6. Partnership approach and chance to 

showcase partner organisations

1. Around one in thirteen of the 

population of England has 

watched a Powered by Data 

video all the way through

2. 28m impressions on social 

media

3. 4.3m video views 

4. Support to allow secure access 

to NHS data by other 

organisations to improve patient 

care increased from 63% in June 

to 66% in August



Our next film
Premiere of the first edit



Thank You



Dr Rich Scott

Acting CEO, Genomics England

30 October 2023

Genomics – linking 
clinical care and 
research



Our vision is a world 
where everyone benefits
from genomic healthcare
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Timeline condensed version

2013 Launch of the 100,000 Genomes Project

2015 First patients diagnosed as a result of the 100,000 Genomes Project

2018 The 100,000th genome is sequenced

2020
• GenOMICC COVID-19 study established
• Launch of the Genome UK strategy
• First whole genome sequenced in the NHS GMS

2021 Newborn sequencing pilot and Diverse Data programme announced

2022
The government publishes the Genome UK: 2022 to 2025 
implementation plan for England, highlighting our Cancer 2.0 and 
Diverse Data initiatives and Newborn Genomes Programme
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The UK ecosystem

Academia ~4000 researchers

BioPharma & Start-ups

Tech 
(e.g., AWS, Nvidia, Lifebit, Congenica)

Lab Tech 
(e.g., Illumina, Oxford Nanopore)

Funders 
(e.g., Innovate, BEIS, MRC, CRUK, Wellcome, 
Lifearc)
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Turning science into healthcare, together
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How do academics and biotech/pharma co’s
work with us? 

Project 
proposals

Project 
proposals

Project 
proposals

Access Review 
Committee

Research domains

Researcher

Researcher

Researcher

Research projects 
(Pharma biotech)

Cloud-based Research 
Environment

Data

Publication 

Diagnostic discovery 

New science
/ insights

Treatments

Data

Data Data

Data



More data, more complexity 

150k+
Genomes sequenced 80k+

Digital Pathology
images

500k
Government target for genomic 
interpretations

90+
petabytes 
Genomic and
medical data

7/10
top pharmaceuticals
as partners

200+
academic 

& clinical

institution

100+
publications

using GEL

data assets

673
research

projects

1,859
Researchers with access to data 

(academic and commercial)

99+ bioinformatic 
pipeline 
workflows



Research initiatives
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Cancer 2.0

Diversity

Newborns

Evolving

genomic

healthcare

Patient

Accelerating

genomic

research

Researcher
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Multimodal
Programme

Combining digitised patient 

imaging data with clinico-

genomic data to enable better 

predictive models of diagnosis, 

prognosis and response to 

treatment

Currently:

>80k pathology images

>45k radiology series

Build
Provide the world’s 
largest library of 
linked genomic, 
clinical and imaging 
data

Accelerate
Understanding the utility 
of morphological changes 
in cancer and its 
relationship to genomic 
sequencing

Enable
Accelerate the way for 
the NHS to become an 
entirely digital 
pathology service

Multimodal
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Foundations for the 'lifetime genome'
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Ethics, engagement and empowerment - every data 
point has a face



31

Thank you
www.genomicsengland.co.uk

http://www.genomicsengland.co.uk/
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