Task 8.2.5: Secondary Use of Clinical Data

Unlock the power of clinical data to drive smarter,
faster breakthroughs and elevate cancer care
across Europe.
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Stakeholder Mapping and Engagement: Identify clinical, technical, legal, policy
and patient stakeholders to ensure diverse perspectives guide the implementation

TASK 8.2.5: SECONDARY USE OF CLINICAL DATA

of secondary use of data in CCCs. Engage stakeholders in annual data summits to
shape actionable recommendations for framework development.

Advancing Secondary Use of Clinical
Data: Enhancing Data Readiness and

— Improving Data Maturity of CCCs: Conduct baseline assessment to evaluate the
Inte rope rq blllty c.c ross cccs current state of data management, governance and technical infrastructure

across CCCs. This will guide tailored pilot runs, support benchmarking and
development of framework for improving data readiness of CCCs.

Task Brief

This task aims to advance the secandnrg use of clinical Pilot runs will test and improve data preparedness at participating centres,
data in CCCs bg cunnecting kEQ sta kEhB[dEI’S, focusing on data quality and interoperability.

enhancing data readiness within CCCs, and developing
frameworks to harmonise data management and

Data Dictionary and Pilot Runs: Develop a dynamic data dictionary to standardise
variables and definitions critical for CCC certification, governance and research.

exchange practices. By creating collaboration networks Alignment workshops with relevant EU initiatives: Conduct alignment workshops
1 . . with relevant EU initiatives such as QUANTUM, CANDLE and TEHDAS2 to coordinate
to facilitate knowledge exchange, this task will enable WIS RU ISR ¥ES SUEN 08 VTR U SARBLSORS TR A 10 Soomaid
activities and support CCCs In achieving readiness for the European Health Data
CCCs to improve governance decisions and support Space.

patient-outcomes research.
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Engagement

Integrate diverse perspectives and user
interests to shape our recommendations
and frameworks to enable secondary use
of clinical data.

Improving Data Maturity

Assess baseline data maturity of CCCs to
tailor pilot runs and facilitate seamless
transition from primary to secondary
data use in a privacy-conserving
manner.

'E. :-'... Fﬂ'ﬂhh"‘

P

rﬁfw
R A |

BEMNCHMARNING
"

r'"':
L

ONEFORALL

EUnetccc ...

Coso
©" University Hospital

Data Dictionary and Pilot

Runs

Design pilot runs using the pre-defined
data dictionary to test and improve data
preparedness with a focus on data
quality and interoperability.

Use Cases Supporting EBCP

Driving secondary use of clinical data in
CCCs to address the cross-cutting
themes of Europe’s Beating Cancer

Plan and set the stage for future high
impact benchmarking and research.
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ACTIVITY

Knowledge-Building
Workshops & Resources

WORKSHOP

Strategic Roadmap
Development

RESEARCH

Stakeholder Dialogues on
Ethics & Governance

TEAMING

Technical Harmonization
Working Groups

TEAMING

Pilot Data-Integration Projects

Share targeted briefings, webinars, and documentation on data-
management best practices, coding standards, and interoperability
frameworks to raise baseline expertise throughout the network.

Convene a core strategy group to map current data-landscape gaps,
prioritize key deliverables, and draft a multi-year roadmap outlining
milestones for technical, legal, and organizational alignment.

Host roundtables with legal experts, ethics committees, and patient
representatives to co-design consent templates and governance
models that meet EU and national requirements.

Form cross—-CCC teams tasked with defining common data
dictionaries, metadata standards, and secure dccess protocols—
ensuring that every center can feed into and draw from a unified data
ecosystem.

Launch proof-of-concept initiatives that link clinical records with
other datasets (e.g., quality registries) at two or three pilot sites,
demonstrating how integrated analytics can identify care gaps and
inform policy decisions.
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Contribute Domain Support Legal & Join or Sponsor
] & &

Expertise Ethical Frameworks Working Groups
Share experience in clinical-data ' Provide input from regulatory bodies or IRBs to Offer secondments or technical support (IT
standardization (e.g., OMOP CDM, FHIR) or streamline cross-border consent and privacy specialists, data scientists) to CCCs that
quality-improvement analytics to protocols—helping to clear compliance hurdles need hands-on assistance implementing
accelerate consensus on best practices. rapidly. common data models and pipelines.
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Pilot Collaborative Disseminate Roadmap &
Projects Findings

Provide access to complementary datasets Advocate for the task’s outputs through
(registries, biobanks) or analytical platforms to professional societies, conferences, and policy
demonstrate scalable, multi-center research use forums—ensuring broad uptake and reinforcing

cases. momentum for cohesive data sharing.
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ROLE ORGANISATION COUNTRY ' WEBSITE
Lead K linska Uni it g i=Swed https://www.karolinskahospital.com/care -
e . .IHS aunverniis I(AROI.INSI(A e at-karolinska/centers/comprehensive-
Hospital UNIVERSITY HOSPITAL cancai-tunter]
Co-Lead Oslo UI'IIUEI"SI}Q Huﬁpltﬂl O Oslo lﬂNgrwqy https://www.oslo-universitetssykehus.no/
Comprehensive Cancer = University Hospital oslo-university-hospital/
Centre (OUS CCC)




