


Agenda for today

DARE UK

Agenda Item

Welcome and Introduction (5-10
mins) — DARE UK

Lightning Talks from Interest Groups
(~50 mins total)

Lightning Talks from Working Groups
(~12 mins total)

Closing Remarks and Call to Action (5
mins) — DARE UK

UK Research
and Innovation

|\
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Brief introduction to DARE UK Community Groups initiative and where we are now.

3-4 mins for presentation + 2 mins for questions for each group.
Presentation order:

e  Statistical Disclosure Control — Reducing Barriers to Outputs from TREs (SDC-REBOOT)
e UK TRE Community — Community Management and Engagement

e Public Engagement and Data Research Initiative (PEDRI)

e UK TRE Community Information Governance Interest Group

e  Best Practice for Research Imaging (BESTIES)

e Standardised Architecture for Trusted Research Environments (SATRE)

e Secure Data Access Professionals (SDAP)

e International Secure Data Facility Professionals Network (ISDFPN)

3-4 mins for presentation + 2mins for questions for each group
Presentation order:

e  Synthetic Data Working Group
e PEDRI PIE Good Practice Standards Evaluation and Adoption Working Group



DARE UK
House rules

* Please remain muted at all times unless invited to ask a question during the
Q&A session.

« To ask a question during the Q&A session: please use the ‘raise hand’
function if you wish to ask a question out loud; or you can ask your question
via the chat box before and during the Q&A session.

« During the discussion, please remain respectful, do not |
ensure any guestions or comments remain on-topic.

* Please keep your video off during presentations — you a
your video on during the Q&A/discussion session.

« The webinar is being recorded.
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DARE UK

DARE UK

Vision

For all research and innovation to benefit from seamless, secure use of diverse
sensitive data, at a pace, efficiency and scale approaching that of the open data
ecosystem, that revolutionises research productivity and accele
deliver public good.

Mission

To put the UK at the forefront of sensitive data research a
assembling the tools, technologies and standards needed to strea
linkage and use.
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DARE UK %) DARE UK

Phase 1: Design & Dialogue Phase 2: Build, Test & Establish
July “21 — March ‘24 August '24 — March ‘27

£7.5m £18.2m

UK Research ‘
and Innovation | 6




DARE UK Community Groups (The ‘what’) DARE UK

Modelled on the Research Data Alliance community groups: open invitation for people to
submit proposals that align with the DARE UK vision and objectives

Community Charter Code of conduct Co-Chair leadership Open publishing
| 4 ti ot
A *\‘=l/§
Common, Clear rules Identifiable, Transparent
specific and motivated
purpose expectations leadership for
community
coordination

UK Research ‘v
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https://www.rd-alliance.org/

Different kinds of DARE UK community groups DARE UK
for different functions...

1) Interest Groups

m

m
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Different kinds of DARE UK community groups DARE UK
for different functions...

1) Interest Groups
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Current DARE UK community groups: 2023 DARE UK

Community Management
and Engagement IG

AI Risk Evaluation
Community Group

UK Research ‘v
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DARE UK community groups: 2025 DARE UK

SATRE,

Community Management
and Engagement IG

ISDFPN

o
A Risk Evaluation
Community Group
v/ .
Safe Data Access Professionals
|
UK R h .
L 3 ADR
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Statistical Disclosure Control — Reducing Barriers to Outputs
from TREs (SDC-REBOOT)

HDRUK
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developing and sharing and best
practices in Output Statistical

& _ Disclosure Control ...
4 \ ...to ensure research outputs
' \ (especially Al) protect private
. . data and keep it secure
\ / SDC-REBOOT
L N g COMMUNITY



.E: {%ﬁEENlI{"I((GROUPS Building Cap ability a DARE UK
.nd CAPACItY

Themes

Activities

Peer support for adoption Monthly virtual meetings
Theory and stgndar@s _ Website development(s)
development and dissemination

Risk assessment of ML models F2F meeting in September

Partners

DARE Communities of Interest

TREvolution SA. SA. SA TRE

Data services — not just TREs

:'3\ International partners

%, SDC-REBOOT

# COMMUNITY
-

mailto:sdc-reboot@jiscmail.ac.uk
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UK TRE Community — Community Management and Engagement
Interest Group

HDRUK
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DARE UK Community Groups: Strengthening Collaborations,
Driving Impact
Pete Barnsley (UK TRE co-chair, Francis Crick Institute)

Current Co-chairs

Pete Barnsley, Francis Crick Institute 24th Februrary 2025

Madalyn Hardaker, Kings College London
David Sarmiento, Alan Turing Institute
Simon Li, Dundee University




The UK TRE Community on a page

Our History Member skills
50 Sep _
people 2022‘ Technologists

SDE/TRE
engineers
100 Oct
people 2023‘ Governance
[
o
o
o
~320 S€P
people2024
people

Public Voice

Information \

Data engineers ah
Strategy &

Mar 26th: Information Governance for federated UK research

Jun: How to fund the federated UK research eco-system
Jun: Technical deep dive into federation options

Sep: TRE Community Conference: with other communities

SDE = Secure Data Environment

TRE= Trusted Research Environment

STRE

Member affiliations

SDE/TRE Orgs =5,

Orgs=21, UKRI, 9, 3%

operations ORG, 39, 11%. Public, 17, 5%

SDE/TRE &

managers @R S ~“'
.-...350 Orgs=9, '~

SOftware people GOV, 10, 3% _
i Orgs=32,
englneers Bl Commergcia|,46, 13%

Orgs =60,
_ Academic, 207, 59%

Members by type : Feb 2025

® Public = Academic = Commercial =GOV = NHS = ORG = UKRI

Seven Working groups

Funding and Sustainability — how to
fund

Citizen Agency —ensure public choice
SDE / TRE Definition — how they differ
Extending Control (information Governance)
Glossary - what words mean
Cybersecurity Risks

SATRE - specification for TREs





https://www.uktre.org/en/latest/
https://github.com/uk-tre
https://www.jiscmail.ac.uk/cgi-bin/wa-jisc.exe?SUBED1=UK-TRE-COMM&A=1
https://join.slack.com/t/uktrecommunity/shared_invite/zt-26r7jz25d-J5iV0XoqyLepEiKk4XpJVg
https://www.youtube.com/channel/UCd7AZjyH33aCmIojGHMfqEg
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Public Engagement in Data Research Initiative (PEDRI)
Interest Group

HDRUK
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Public Engagement in Data Research
Initiative/ DARE Interest Group

Doreen Tembo (Strategic Lead)



PEDRI Strategic Objectives

Learning and
development

Collaboration Good PIE
and Partnerships Practices

Culture of PIE

“It’s not about getting people to
trust you; it’s about
demonstrating trustworthiness”
(Public Contributor)













In the beginning....

|

 Convened by HDR UK in Feb 2019, the Alliance was established through funding from Innovate UK as part of
the Digital Innovation Hub (DIH) programme, to develop tools, processes and capabilities to help
organisations unlock data-driven research and innovation.

* We launched with 9 founding members:

-
][ o
m £4: CPRD O%O i Genomics Bublc Health HDR m .

England MAT England Digital
\
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What are we trying to achieve?

Our mission is to accelerate improvements in biomedicine, health and care by encouraging
widespread and responsible use of health-relevant data for research and development.

* AGREE ON BEST PRACTICE

* CONVENE

e SHARE KNOWLEDGE * CO-DEVELOP STANDARDS

« REDUCE DUPLICATION Shape * PUBLISH RECOMMENDATIONS
 ALIGN CETETE e SHARE RESOURCES

..... -doption
of best practice

\//

* SUPPORT ORGANISATIONS
* FACILITATE IMPLEMENTATION
* INCENTIVISE CHANGE



Current Alliance workstreams and working groups

Trust &
Transparency

Data Standards

Technology
Services

Capacity Building

¢ Pan UK Data Governance Steering Group and Action Forces
¢ Public Engagement in Data Research Initiative (PEDRI)
e Researcher Registry Information Governance & Policy Working Group

¢ Data Officers Group

e OMOP Special Interest Group

e Diversity in Data Special Interest Group

e Clinical Trials Key Stakeholder Prioritisation Forum

e Co-development of the ‘Enhanced Gateway’
* Contribute to various communities convened by DARE UK

* Black Internship Programme
* Support to development of new training and resources on the HDR UK Futures Platform

International communities with Alliance representation

QUANTUM - EU
Horizon Programme

Background: Data holders are expected to make their datasets available for secondary use, providing a notion
of their quality and utility and the maturity of their data quality procedures. Article 56 proposes this would take
the form of a label

Goal: Developing and implementing a label mechanism that could be ideally adopted in the future
HealthData@EU


https://ukhealthdata.org/trust-and-transparency/
https://www.pedri.org.uk/
https://ukhealthdata.org/data-standards/
https://ukhealthdata.org/data-standards/common-data-models/
https://ukhealthdata.org/data-standards/common-data-models/
https://ukhealthdata.org/data-standards/diversity-in-data/
https://ukhealthdata.org/data-standards/diversity-in-data/
https://ukhealthdata.org/data-standards/data-enabled-clinical-trials/
https://ukhealthdata.org/data-standards/data-enabled-clinical-trials/
https://ukhealthdata.org/data-standards/data-enabled-clinical-trials/
https://healthdatagateway.org/en
https://dareuk.org.uk/
https://www.hdruk.ac.uk/study-and-train/train/health-data-science-black-internship-programme/
https://hdruklearn.org/

. . B 1
What impact has the Alliance made? UK Health Data

L -
Tr‘u St & ® Responding to the COVID-19 pandemic by enabling UK wide research through harmonsied data access.
e Improving transparency in data use through the Data Use Register Standard and more recently access
Tra NS pa Fen Cy processes through the Pan-UK Data Governance Steering Group Transparency Standards.
D t e Supporting interoperability and useability of data from standards on paper to standardised analytics:
atd e Publication of Data Standards White Paper in 2021, supporting the EHDEN UK Data Partner call in 2022,
Sta N d 3 rd S establishing OHDSI UK and the Alliance OMOP SIG in 2023 and more recently establishing the Real World

Evidence (RWE) Network in 2024.

* Making data Findable, Accessible, Interoperable and Reusable (FAIR) through the Gateway by developing
a Metadata Specification and encouraging alliance members to publish their datasets.

¢ Shaping policy and best practice for Trusted Research Environments (TREs) through the White Paper on
Principles and Best Practice for TREs.

Technology
Services

Ca pa Clty * Addressing the data science skills gap by encouraging Alliance members to become host organisations in
the Black Internship Programme.

Building



https://zenodo.org/records/5902743#.ZDgTHcrMKUn
https://zenodo.org/records/8262453
https://ukhealthdata.org/wp-content/uploads/2021/12/211124-White-Paper-Recommendations-of-Data-Standards-v2-1.pdf
https://www.hdruk.ac.uk/news/hdr-uk-with-ehden-to-announce-a-total-of-22-data-partners-have-been-selected-in-the-7th-and-last-ehden-data-partner-call/
https://www.ohdsi-europe.org/index.php/national-nodes/uk
https://ukhealthdata.org/data-standards/common-data-models/
https://www.hdruk.ac.uk/news/new-real-world-evidence-network-co-ordination-centre-for-the-uk/
https://github.com/HDRUK/schemata
https://zenodo.org/records/5767586#.YbZ8PvnP25c
https://zenodo.org/records/5767586#.YbZ8PvnP25c
https://www.hdruk.ac.uk/study-and-train/train/health-data-science-black-internship-programme/
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UK TRE Community — Information Governance Interest Group

HDRUK
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INFORMATION GOVERNANCE
INTEREST GROUP




HELLO FROM THE CO-CHAIRS

KATHERINE AMY TILBROOK FELIX RITCHIE PETE BARNSLEY YVONNE
O’SULLIVAN UNIVERSITY OF THE FRANCIS ADEBOLA
UNIVERSITY UNIVERSITY OF THE WEST OF CRICK PUBLIC MEMBER

OF SHEFFIELD EDINBURGH ENGLAND INSTITUTE



WHY DO WE NEED AN INFORMATION
GOVERNANCE INTEREST GROUP?








mailto:TRE-IG@jiscmail.ac.uk
https://lu.ma/nm27fo56




Funded by DARE UK Community Interest Groups 24-25

Group Info Page: https://dareuk.org.uk/community-groups-listing/best-
practice-for-research-imaging/

Sign up here:  https://forms.office.com/e/acmtWfhFW8 Image provided by Claire MacDonald

Image taken from Image Technology News: https://www.itnonline.com/article/infinitt-showcase-new- Image taken from Lab Manager: https://www.labmanager.com/integrating-artificial-intelligence-with-digital-
products-enhancements-himss24 pathology-22148



https://forms.office.com/e/acmtWfhFW8
https://dareuk.org.uk/community-groups-listing/best-practice-for-research-imaging/
https://dareuk.org.uk/community-groups-listing/best-practice-for-research-imaging/

W
- Digital Pathology Ophthalmology PACS Radiology PACS
- %t% RRER

-
Best Practice for
Research Images

o8 i

Image taken from University of Washington: Image taken from University of Edinburgh: https://clinical- Image taken from Radiology Café:
https://homes.cs.washington.edu/~shapiro/digipath.html sciences.ed.ac.uk/edinburgh-imaging/research/themes- https://www.radiologycafe.com/interview-
and-topics/body-systems/eyes-retinal application/career-in-radiology/

Short-term outcomes:

* Generate ideas from participant discussions for areas of focus
* Create at least one working group
* Develop at least one BPR

* Produce a report on the analysis of work package outputs and recommendations for areas to develop best practice recommendations and
test in future workstreams

Long term aims:

* To develop WGs which will explore further areas for focus. The WGs will conduct deeper explorations of the issues and how they should be
addressed.

* Use the outputs from the WGs to generate best practice recommendations.



Group Co-Chairs

Claire MacDonald
Head of Clinical Data
Science
Manchester University
NHS Foundation Trust

Dr Steve Harris
Chief Research
Information Officer
University College London

Dr Anthony Wilson
Group Chief Medical
Informatics Officer
(Research & Innovation)
Manchester University
NHS Foundation Trust

@

Dr Nicholas Payne
Medical Physicist and
Research Associate
University of Cambridge

Steve Sweeney (Public
Representative)

Dr Katie Wilde
Head of Digital
Research University of
Aberdeen

A\ \ \'\
WHW
>
N -
r 4 -~ r 4

'
Best Practice for
Research Images

Sign up here:
https://forms.office.com/e/acmtWfhFW8

BESTIES (BEST practice
for research ImagES)

An Interest Group dedicated to those develop-
ing imaging pipelines for health and social care
research.


https://forms.office.com/e/acmtWfhFW8
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Standardised Architecture for Trusted Research Environments
(SATRE)

HDRUK

Health Data Research UK | 44



Standard Architecture for Trusted
Research Environments

https://satre.uktre.org satre-contact@dundee.ac.uk

What are we doing?

Maintaining our best-practice guide to
building and operating Trusted Research
Environments (TRES)

Finding a sustainable model for SATRE:
e Governance
e [Formal accreditation
e Extending SATRE

Who benefits? Get involved

Public: Better understanding of what's
happening with your data

TRE operators & developers: more
sharing of knowledge and technology

Users: More consistency amongst TREsS

https://uktre.org https://securedatagroup.org

Join a collaboration café
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Secure Data Access Professionals (SDAP)

HDRUK
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An Introduction to
SDAP

Leigh Tate — UK Data Service

v/

Safe Data Access Professionals

Economic
and Social
Research Council

Copyright © 2025 UK Data Archive. Created by Leigh Tate, UK Data Service.




]

Co-chairs Safe Data Access Professionals

Dr James Scott Leigh Tate
UK Data Service UK Data Service

48
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Safe Data Access Professionals

To support collaboration across the Secure Data landscape, intended
to drive innovation and service development

To facilitate the sharing of expertise, good practice and knowledge
between those working In Trusted Research Environments




v/

Safe Data Access Professionals

Our members

Working in collaboration with other Data Community networks and
Interest Groups to broaden our reach and impact

Membership from over 40 organisations, representing the day-to-day
management or administration of a Safe Data setting




v/

Safe Data Access Professionals

Our events and resources

Quarterly online events, with presentations from guest speakers on a
wide range of community-led topics

A suite of online resources (such as a Statistical Disclosure Control
handbook and competency framework for staff working in a Safe

Setting) available at securedatagroup.org

51


https://securedatagroup.org/
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International Secure Data Facility Professionals Network
(ISDFPN)
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A new endorsed DARE UK Interest Group:
ISDFPN - The International Secure Data
Facility Professionals Network

Beate Lichtwardt (UKDS), Sharon Bolton (UKDS), Kristi Winters (GESIS)
Co- and Deputy Chairs ISDFPN

DARE UK Community Groups: Strengthening Collaborations, Driving Impact.
Online, 24 February 2025



S .
|ﬁ/; UK Data Service _

DARE UKIG o
2025 ::ggl;EBOOT

e UK TRE Community - IG

ISDFPN -
The story

D5.10 White Paper

2019-2022 * D5.9 Framework

e D5.12 ISDFPN (2022)
SSH OC, WP 54 . D5.11 ERAN Pilot

ERAN
2018

e Pathfinder Project



https://dareuk.org.uk/community-groups-listing/international-secure-data-facility-professionals-network/
https://ukdataservice.ac.uk/about/research-and-development/international-secure-data-facility-professionals-network-isdfpn/
https://doi.org/10.5281/zenodo.6676393
https://doi.org/10.5281/zenodo.6719121
https://doi.org/10.5281/zenodo.4534286

S |
Im/; UK Data Service _

ISDFPN —
Topical
Network
Events

3 Events/year
2 Talks/event

Online

v Vv VYV V

Next event:

05 March 2025



N ,
m/; UK Data Service

ISDFPN — |
Webviews by country  Turkey

Some facts i

= Syria
m Switzerland
O,
» 30 Individual '
members

= Sweden
—3
» 20 Organisations ]

> 9 Countries
l/

= South Africa
m Russia

= Poland

= Netherlands
® Jordan

= Japan

Italy
= [srael
m |reland

= [ndonesia
m [ndia
= Hungary
= Germany
= France
Dominican Republic
= Croatia

'l = Colombia
// China
Cameroon

Brazil
m Bolivia
= Belgium
m Argentina

ISDFPN Zenodo Community

Space
» Event presentations

> Other resources

Presentations and Publications
about ISDFPN

» WCQR

> |ASSIST

> ESRA

» UKDS Impact Blog

» |ASSIST Quarterly

» SSHOC Zenodo




N |
"2 UK Data Service _

Thank youl

If you would like to join the ISDFPN, offer a talk or request more information regarding the Network,

please email isdfpn@ukdataservice.ac.uk.

https://ukdataservice.ac.uk/about/research-and-development/international-data-access-network-idan/

https://dareuk.org.uk/community-groups-listing/international-secure-data-facility-professionals-network/



https://ukdataservice.ac.uk/about/research-and-development/international-data-access-network-idan/
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Synthetic Data Working Group
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Meet the Co-Chairs

4 3

Lewis Hotchkiss Emma Squires Simon Thompson John Gallacher Tim Rittman Emily Oliver
Dementias Platform UK Dementias Platform UK Dementias Platform UK, Dementias Platform UK University of Cambridge Administrative Data
SAIL Databank, SeRP Research UK

Cristina Magder Fiona Lugg-Widger Robert Trubey Sophie McCall Anmol Arora Steve Moore
UK Data Service Centre for Trials Research Centre for Trials Research Research Data Scotland University College London Public Representative

)V( UK Synthetic Data
7Y Community Group







DATABANK

DPUK/SeRP Synthetic Data Work “ Dementias Dy SAIL ({]SeRP|ur

Dementias Platform UK has developed several tools and processes for the
generation and evaluation of synthetic data and are now working towards the
practical implementation of these in various scenarios.

Using Creating “Synthetic Data TREs”

N Prq Ctlce DPUK along with the SAIL Databank are developing “Synthetic TRE” versions
of themselves to enable greater access to data with lower governance
controls and restrictions.

Dementias Platform UK is working on a

number of projects for the practical ) )

implementation of synthetic data within Data Federation with ADDI

and outside of our Trusted Research

B We are working with ADDI to deploy data federation to enable federated

queries across TREs. Synthetic data helps in this scenario where the actual
data cannot be seen.

Enabling Researcher/Student Training

\Y/ UK Synthetic Data We are working on releasing synthetic datasets for researcher and student
) training in health data research.

7> Community Group







DPUK/SeRP Synthetic Data Work

LI: Structural
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)\I( UK Synthetic Data

7Y Community Group







Workshops

Understanding user requirements
and use cases for different levels
of fidelity of synthetic data.

Exploring issues such as data
ownership, transparency and
communication.

)V( UK Synthetic Data
7Y Community Group

Developing tools and setting
standards for the generation and
evaluation of synthetic data.

Ensuring synthetic data is used
for the public good and protects
privacy sufficiently.
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Adoption and Evaluation

Working Group

Samaira Khan

Senior Partnerships and Operational Manager



Our seven Good Practice Standards

for public involvement and
engagement in data research

Equity, diversity and inclusion
Ensure representation of people from different backgrounds.

Data literacy and training
Empower the public to understand and contribute.

Two-way communication
Enable everyone to have open, honest, and clear conversations.

Transparency
Froject information is freely accessible for discussions with the public.

Mutual benefit
There is benefit to everyone involved.

Effective involvement and engagement
There are clear tasks, purpose and impacts that are not tokenistic.

Creating a culture of invelvement and engagement
Fublic invelvement and engagement is embedded into ways of working.

o L s
amrc i) DARE UK
Y \VHS

England

Ettes [l et
I 'II Centre for -
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e
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Upcoming Plans

Impact Specialist Project Officer

Manage, develop and support implementation of an evaluation tool for PEDRI GPS
g Stakeholder consultations and workshops
Launch GPS Funding Call

Frontier meeting for PEDRI GPS, engaging executives and leaders in the field

Support exploration and creation of accreditation system for GPS.
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Stay Connected & Get Involved

Sign up to our bulletin

contact@pedri.org.uk

www.pedri.org.uk



mailto:contact@pedri.org.uk
http://www.pedri.org.uk/
https://www.pedri.org.uk/sign-up-to-our-newsletter/
https://www.linkedin.com/showcase/public-engagement-in-data-research-initiative-pedri/posts/?feedView=all

¢ DARE UK

B~ COMMUNITY GROUPS

Stay In touch!

Subscribe to our newsletter FOI |OW US
Click here to subscribe

in X

DARE UK @DARE_UK1

Visit our website
www.dareuk.org.uk

UK Research ”
and Innovation "' HDEEJ%W.

| 78


https://share.hsforms.com/11tcsnX71T8ub62_dG1Avcw505u4
http://www.dareuk.org.uk/

¢ DARE UK

B~ COMMUNITY GROUPS

Stay In touch! — QR codes

Follow us on X
(Formerly Twitter)

OO0
E.

UK Research
and Innovation

“%y ADRUK
Data-driven change

¢
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http://www.dareuk.org.uk/
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