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Plan of the workshop

Barriers and INCISIVE Q&A and
benefits to proposal for feedback from
data sharing data sharing the participants
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Benefits and barriers to
data sharing
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; Q\ICISIVE
of data sharing*

Maximising the
utility and
Impact of the
data collected

Making
collaboration
easier

Research

Transparency acceleration

Meeting

Data citation & Long-term data requirements of
credit preservation funding and
publications

Reproducibility

*based on ODAP The Open Data Assistance Program at Harvard (https://projects.iq.harvard.edu/odap/benefits-
sharing-data), https://www.ccdc.cam.ac.uk/Community/depositastructure/cif-deposition-guidelines/benefits-of-

data-sharing/ This project has received funding from the European’s Horizon 2020 research
and innovation programme under Grant Agreement number: 952179
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Barriers of data sharing*

Legal and

Technical Motivational Economic Political ethical

inadequate data
collection; lack of
standardization
and of common;
varying data lack of incentives

lack the financial

resources for
disease

surveillance,
skilled human

resources, limited

training capacity,
difficulties in
retaining staff

restrictive data
access policies;
bureaucratic

ambiguous and
complex legal

hurdles, lack of framework

guidelines; and
lack of trust

quality; to share data
incompatibility
between
databases;
language barriers

*based on Sane, J. and Edelstein, M. (2015). Overcoming Barriers to Data Sharing in Public Health: A Global Perspective.
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Complex legal requirements (EU)

Overview of most relevant obligations

* Roles of the data
providers, data users
and platform
administrator

» Agreements required
by law
¢ Security measures

» Restriction on data
transfers outside of
EEA

* Rules on re-use of data EHDS
by public sector « Data holders’
* Rules for data obligations to allow
intermediaries data re-use
e Secure processing
environments
e Quality and utility
labels
Al Act
* Requirements for Al
training and
documentation

* |IP rights to data and Al
models

* License terms to use
the data & models

» Acknowledgement and
citation rights
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Incisive model of data
sharing
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Different models for heath data reposith‘F VE

Controlled access: researcher
Repository is fully open applies for access to the repository
content

Researcher must apply to use
specific data set
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INCISIVE model for data sharing & access

,Controlled access +”

» Data providers (DP) contact the INCISIVE platform to contribute data

SHARING by » When sharing data, DP have to accept T&C and provide description of the data
Data

Providers

* Information about data sets and terms of use available on an open site

* Researchers have to apply to be admitted to INCISIVE secure platform
environment => present research proposal and accept T&C

ACCESS by « User acceptance process with advisory role of a Data Access Committee

« If Al developer is accepted, he/she can use the data in the repository available
for training

Users (Al
Providers)

This project has received funding from the European’s Horizon 2020 research
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How can Data Provider control use of data %“C'SWE

INCISIVE?

Transparent terms of data contribution

Participating in admitting users to shared repository (with
DAC)

Information about data use through blockchain records

This project has received funding from the European’s Horizon 2020 research
and innovation programme under Grant Agreement number: 952179

Possibility to opt out (remove dataset)
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From the Al developers’ perspective

Data in the INCISIVE Users apply for access
repository is stored in to the repository

controlled environment « When accepted, they must

« Description of datasets is log in (trusted access)

available openly

This project has received funding from the European’s Horizon 2020 research
and innovation programme under Grant Agreement number: 952179

Must accept terms of
use - Al developer
prohibited from

» Coping data

» Circumventing security
measures

* Modifying data

 Limitations to use specific
models
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License terms for the Data Providers

No transfer of
ownership =>
license to use

Unlimited in No right to
time sublicense

No IP claims on

Citation results derived

No exclusivity requirement

from the data
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Comments? Questions?
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THANKS FOR YOUR
ATTENTION
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