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UKTRE Financial Sustainability Working Group

Aim: To deliver to the UK TRE Community a summary of how different SDEs/TREs tackle these
areas:

» Cost/charging remits for different organisations

« How important are costs and costs management currently? Cost categories being used
« Costing models
« Charging models - with the aim of covering costs or with a wider remit
« The value of data - how different organisations talk about the value of data, and with whom
* Monetisation / extra revenue stream ideas

A survey was carried out in summer 2024 that highlighted:
At the time, many TREs had yet to understand their costs as they were in set up
» The ones that had costing models were well established, such as the SAIL databank

 Many were not expected to cover the full cost of their infrastructure with income from

research, as they received core funding — there was a clear split between NHS and
university/third sector

 Few were generating income from commercial sources
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Setting up Federation — The Royal Marsden experience

* DIGICORE -a pan-European research network of cancer organisations & selected
industry partners dedicated to the mission of advancing precision research using
real world data.

« Study aimed at early career researchers — to allow them to understand OMOP and
how to run a federated study. This study looks at the features of patients with early
onset colorectal cancer.

» Uses VANTAGEG open-source framework for federation, supplied by Maastricht
University which we are setting up within our Trusted Research Environment:
BRIDGE, and for which we are also creating an OMOP database.

« Grant funding will probably not cover costs but we want to undertake this work as a
pilot as this is the first of its kind at RM and we are keen to set up an OMOP
database for operational purposes as well as research.

« The OMOP database will persist after the study is finished and will become a
strategic asset — however, the federated node in the TRE will be switched off and re-
established for a new project.

» The success of the federated approach has been an alignment of operational and
research goals, otherwise it is unlikely that we would have be able to fund it,
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Federated costing models

Currently our costing model is typical - based on a mixture of fixed TRE costs and
variable data extraction and curation costs based upon a cost recovery basis —withan
overhead and a markup for studies with a commercial funder.

Does this costing-model work for federation?

If we OMOP all of our data and data delivery costs are reduced, would income cover
hosting and maintenance”?

Our research showed:

Some members had spent a lot on infrastructure, which, although grant funded initially,
did not have funding for query delivery and were expected to meet ongoing costs.

Commercial companies: BitFount, OpenMined and Aridhia shared will us their models
— some, like BitFount (and also Promptly Healtht) provide a data intermediary service to
Pharma and therefore generating income for data providers

Also spoke with funders: ESRC and UKRI - not clear if there is a growth in funding for
federation

More information is needed — hence all the slido questions — as there is a danger that
federation is not financially sustainable for data providers

N I H R | Biomedical Research Centre at
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Session Timings

Federation Qs - Am 2-5mins  |09:45-09:50

Federation costs in practice - the Manchester experience — : A 10
Claire MacDonald Manchester NHS TRE (online) 09-50 10:00

Costs Qs - Amy 2-5mins  |10:00-10:05

Light at the end of the tunnel? PHEMSs costing model — Pekka : A= 1N
Kahri Helskinki University Hospital (online) 10-05 10:15

Q&A/discussion - Amy 10:15-10:35

DARE funding opportunitiies - Emily/Fergus (in person) 10:35-11 {0]0)
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A paradigm shift for sensitive data access

Cumulative Count of TREs by year of instantiation . .
vy Shift to Trusted Research Environment (TRE) access

is a positive change
Key challenges:

* Costly to setup and run - less funds for direct research

« Data access processes are complicated and take too long

* Lack of interoperability - researchers must learn different
environments and processes

Environments do not meet the needs of all types of research e.g.
Al/ML

UK Research HDRUK 4‘\? ADR *  Multi-TRE projects do not happen routinely (federation)

and Innovation
Health Data Research UK

Tiny fraction of research computing infrastructures
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Sensitive data: affecting people, communities, and

populations...

Data linkage: safely connecting sensitive data to

benefit people, communities and populations...

Vision .
For all research and innovation to benefit from seamless, secure Mission
use of diverse sensitive data, at a pace, efficiency and scale To put the UK at the forefront of sensitive data research and
approaching that of the open data ecosystem, that revolutionises | innovation by assembling the tools, technologies and standards
research productivity and accelerates research to deliver public needed to streamline secure data linkage and use

good
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FUNDED BY DELIVERED BY
UK Research and Innovation (UKRI) - the UK’s Health Data Research UK (HDR UK) and
largest public funder of data and research Administrative Data Research UK (ADR UK).

innovation - through the UKRI Digital Research

Infrastructure programme.

S i HDRUK “"‘ ADRUK

Health Data Research UK Data-driven change

Vision .
For all research and innovation to benefit from seamless, secure Mission
use of diverse sensitive data, at a pace, efficiency and scale To put the UK at the forefront of sensitive data research and
approaching that of the open data ecosystem, that revolutionises | innovation by assembling the tools, technologies and standards
research productivity and accelerates research to deliver public needed to streamline secure data linkage and use

good



https://www.hdruk.ac.uk/
https://www.adruk.org/
https://www.ukri.org/what-we-do/creating-world-class-research-and-innovation-infrastructure/digital-research-infrastructure/
https://www.ukri.org/what-we-do/creating-world-class-research-and-innovation-infrastructure/digital-research-infrastructure/
https://www.ukri.org/what-we-do/creating-world-class-research-and-innovation-infrastructure/digital-research-infrastructure/

WE (central team) DO N ,T coo

Build services, products or proof-of-concepts...

Develop and define new standards...

Operate as a centralised organization...

Work within a specific research domain...

11 11

WE (central team) DO ... I- DARE UK

...fund and collaborate with partners who build them.
...support those improving & adopting existing standards.
...work in partnership across the UK.

...work across various sensitive data domains.

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 accelerates research to deliver public

good

Mission
To put the UK at the forefront of sensitive data research and
innovation by assembling the tools, technologies and standards
needed to streamline secure data linkage and use
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‘\ Make it rewarding

ADOPTION

CYCLE
TRAINING & TOOLS
Make it easy \.
POLICY
Make it required

INFRASTRUCTURE Adapted by Neil Chue Hong from

Make it possible original by Brian Nosek: Strategy

for Culture Change (2019)

Vision

Mission
To put the UK at the forefront of sensitive data research and innovation by
assembling the tools, technologies and standards needed to streamline
secure data linkage and use

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
accelerates research to deliver public good
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Phase 1: Phase 2: Phase 3:
Design & Dialogue Build, Test & Establish Deliver, Optimise & Federate

July '21 - March ‘24 August ‘24 - March ‘27 TBC

£7.5m £20.0m




Phase 1:
Design & Dialogue

July '21 - March ‘24

£7.5m
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Make it possible
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Make it normative D DARE UK
Two landscape reviews \
Two portfolios of funded projects 4

. ADOPTION

CYCLE
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https://dareuk.org.uk/wp-content/uploads/2021/11/DARE_UK_Data_Research_Infrastructure_Landscape_Review_Oct_2021.pdf
https://dareuk.org.uk/wp-content/uploads/2021/11/DARE_UK_Data_Research_Infrastructure_Landscape_Review_Oct_2021.pdf
https://doi.org/10.5281/zenodo.10082544
https://doi.org/10.5281/zenodo.10082544
https://doi.org/10.5281/zenodo.8061687
https://doi.org/10.5281/zenodo.8061687
https://doi.org/10.5281/zenodo.11443327
https://doi.org/10.5281/zenodo.11443327
https://doi.org/10.5281/zenodo.7022439
https://doi.org/10.5281/zenodo.7022439
https://doi.org/10.5281/zenodo.13869084
https://doi.org/10.5281/zenodo.13869084
https://doi.org/10.5281/zenodo.13869084
https://doi.org/10.5281/zenodo.13869084
https://dareuk.org.uk/community-groups/directory/
https://dareuk.org.uk/community-groups/directory/
https://doi.org/10.5281/zenodo.14289057
https://doi.org/10.5281/zenodo.14289057

Phase 1 COMMUNITIES D
Make it normative -' DARE UK
Phase 2:

Build, Test & Establish TRAINING & TORLS

Make it easy ADOPTION
CYCLE

August '24 - March 27

£18.2m
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Intra-TRE Capabilities
TRE

&
Inter-TRE Capabilities

i)

TRE i, TRE _
- v sl
v 'l‘
PO A
™ (8D, LR
o= o=

UK Research
and Innovation

HDRUK @2 aor

Health Data Research UK

HE

COMMUNITIES
Make it normative

=)) DARE UK

ADOPTION
CYCLE

TRAINING & TOOLS
Make it easy

—

INFRASTRUCTURE
Make it possible




N
J§ TREvolution

A DARE UK PROJECT

Federated
Analysis et
\— ( # )
Output checking Al /ML
Standards
Partners
Build | Dev

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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A DARE UK PROJECT

_

PROF PHILIP QUINLAN DR STIAN SOILAND-REYES PROF SIMON THOMPSON
Project Director Co-Director Co-Director

4
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PROF CAROL GOBLE DR CHRISTIAN COLE PROF JIM SMITH
Co-Director Co-Director Co-Director

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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mE EARLY ADOPTERS
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Test | Configure | Adopt
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Partners
Build | Develop

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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TREs / SDEs
Test | Configure | Adopt
TRE. TRE.

v T n

Partners
Build | Develop

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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J 22U EARLY ADOPTERS

PANORAMA

e

MARTIN O’REILLY
FRIDGE

MAGALI RUFFIER KATHERINE O’SULLIVAN
VISTA PANORAMA

® up

SOAR FOCUS-5

ASHLEY AKBARI BILL SOUTH REBECCA WILSON
SAFER SOAR FOCUS-5

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use



https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/vista/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/soar/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/safer/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/panorama/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/fridge/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/focus-5/
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Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use



https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/vista/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/soar/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/safer/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/panorama/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/fridge/
https://dareuk.org.uk/how-we-work/ongoing-activities/dare-uk-early-adopters/focus-5/
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To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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RESEARCH EXEMPLARS
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Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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Researchers
Do science | Deliver impact

Please consider =!U Please consider
1 | 1 |
applying! TREs / SDEs applying!
Test | Configure | Adopt

)
ju

Partners
Build | Develop

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use




DARE UK
Learn more and apply!

See call details on Apply via UKRI Register for upcoming
DARE UK website Funding Finder applicant webinar
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Researchers
Do science | Deliver impact

10U

TREs / SDEs
Test | Configure | Adopt

)
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Partners
Build | Develop

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use




DARE UK
Community
. . . BESTIES
o Sharing | Best practice | Open science =iz
)
- Community Management
SD(‘cm BMEI\BQOT and Engagement IG
Researchers
Do science | Deliver impact
Risk Evaluation
5:"’:5 P E D R I A Community Group
O
N
HE

v 1
%}Safe Data Access Professionals TREs / SDES R A

Test | Configure | Adopt Community Group

\°
ISDFPN ju
Information Governance
Interest Group
Partners llr'nproving
Build | Develop I A o Avoundinage

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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Community
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Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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Community
Sharing | Best practice | Open science

Researchers
Do science | Deliver impact
Announcement = Announcement
coming soon :!U coming soon

TREs / SDEs
Test | Configure | Adopt

N
C T C

Innovators Innovators

Test | Proof-of-concept | Pilot Partners Test | Proof-of-concept | Pilot
Build | Develop

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use



https://dareuk.org.uk/news-and-events/new-funding-round-for-dare-uk-community-groups-applications-now-open/

Public

Involvement | Engagement I DARE U K

Community
Sharing | Best practice | Open science

Researchers
Do science | Deliver impact
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Test | Configure | Adopt

N
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Innovators Innovators

Test | Proof-of-concept | Pilot Partners Test | Proof-of-concept | Pilot
Build | Develop

Mission

To put the UK at the forefront of sensitive data research and innovation by assembling the tools, technologies and standards needed
to streamline secure data linkage and use
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Phase 1:
Design & Dialogue

July '21 - March ‘24

£7.5m

Phase 2:
Build, Test & Establish

August '24 - March 27

£18.2m

-~ ) DARE UK

Phase 3:
Deliver, Optimise & Federate

TBC




PHASE 1 (£7.5M) COMMUNITIES l-» DARE UK

Make it normative
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PHASE 2 (£20.0M)

: INCENTIVES
Make it rewarding
PHASE 3 (TBC) A ?
TRAINING & TOOLS ADOPTION
Make it easy CYCLE
?

‘/\
POLICY

\ Make it required
\ ?
?

INFRASTRUCTURE
Make it possible
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Some ideas

. How does industry play?

. Scale 4 key TREvolution outputs?

. Community stuff working? Continue funding?
New big things that need addressing?
Federation Services across all UK TREs? (identity, Al project expertise,
disclosure control services)?

. Changes to policies?

. Standards development?

| 31
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PROF EMILY JEFFERSON FERGUS MCDONALD DR ROB BAXTER MICHELLE AMUGI
Interim Director Deputy Director Technical Lead Programme Manager
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WESTLEY IGBO KATIE PORTER NAJMEH MODARRES ELIZABETH WAIND
Snr Comms & Engagement Manager Project Coordinator Programme Manager Senior Engagement Manager
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Health Data Research UK Data-driven change

DARE UK



Stay in touch! ﬁ DARE UK

Subscribe to our Follow us on Follow us on X
newsletter (Formerly Twitter)

Visit our website
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