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People trust different organisations differently with data

People consistently said that they would trust their
f’ own doctor with their DNA and health information.

But were much less likely to say they trusted
anyone else, particularly companies.

And organisations outside a person’s
own country are trusted even less.
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Ranking of what might help people trust

1. Information about who will benefit 6. Details about sanctions if your data
from the data access is misused

2. The option to withdraw your data 7. The ability to access your own data

3. Knowing who is using your data 8. A website that explains the pros and
and for what purpose cons of data access

4. Information about how others will 9. Being able to communicate directly
benefit from the data access with gatekeepers of your data

5. The option to opt out of having your 10. Biographies and photos of researchers
data accessed by other researchers who would access the data

[https://societyandethicsresearch.wellcomeconnectingscience.org/wp-content/uploads/2021/11/Your-DNA-Your-Say-infographics_Nov2023.pdf]
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Data governance is stuck
age
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The Relational Nature of Data

Dat a # |l sol ated Facts

* Data emerge from relationships (e.g.,
patient-doctor, user-platform)

* Data cleaning removes context

[Prrainsack B (2025). “OQOur Stakes in Data: How Do WeurdeR@obs€ens, Fsthdde mocr ati ¢ Contr ol Over Digital
Keymolen, and Antonia St a n o (eds) Public Governance and Emerging Technologies: Values, Trust, and Regulatory Compliance. [image: Mario Verduzco @unsplash]

Cham, Switzerland: Springer. 131-147.]




Relational Data, Real Consequences

Invisible Labour, Invisible Contributions

* Data comes from social infrastructures:
education, public health, broadband
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[Kitchin, R., Davret, J., Kayanan, C.M. and Mutter, S., 2025. Data mobilities: Rethinking the movement : s
. . - i IO Print edition | Leaders »
and circulation of digital data. Mobilities, pp.1-19.]
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[Birch, K., 2023. Data enclaves. In Data Enclaves (pp. 83-105). Cham: Springer Nature Switzerland.]

[Prainsack, B., 2020. Oil crisis: the political economy of digital data. Policy Studies, 41(5), pp.563-566.]

[ i mage: The Economist]



Data Solidarity

New Questions Emerge:
* Who contributes to data production?

* Who benefits from it?

 How can we share responsibility and value more fairly?

[Prainsack, B. and El-Sayed, S., 2023. Beyond individual rights: How data solidarity gives people meaningful control
over data. The American Journal of Bioethics, 23(11), pp.36-39.]

[Eitenberger, M., Prainsack, B. and Sabatello, M., 2025. Consent at the Ease of a Click? Technosolutionist Fixes
Cannot Replace Human Relations and Solidarity. The American Journal of Bioethics, 25(4), pp.121-123.]
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Data Solidarity

A New Approach to Ethical Data Governance

iairness, reciprocity, and shared benefits

1Responds to both risk and value
distribution



dZiW]Joo E- }(

01

Support high

public-value uses
(e.g. climate,
health, education)
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02

Prevent and
mitigate harm
(bias, opacity,
unfair profiling)

03

Ensure fair returns
(taxation, benefit
sharing, community
return)




When does data use have public
value?
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. &N 7 universitat
Our Public Value Assessment PLUT D'g't'ze@“ B wien
Tool https://pluto.univie.ac.at

Politikwissenschaft

Evaluating Public Value i/ Al

Q
*Criteria: Benefits, risk:
redistribution
*Three zones: o S
. Facilitate
’ Mi tigate / Share
. Prohibit

Low benefit













Explore the
Glossary
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Implementation
Guide online



Public value
assessment

Putting / \
data
solidarity
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Exampleof improvements made in data use and data governance
following a PLUTO assessment



Proposed decision-
making and
governance structure

Harm Mitigation
Body (HMB)

Steering Committee (SC)
oversees |Band RB

Individual submits
claim to HMB

Advisory Board receives
annual reports from SC, IB
and RB, and uses these to
develop national standars/
guidance documents

Investigative
Branch (IB)
performs initial
assessment

|

Reporting Branch
(RB) records claim
for monitoring
purposes

Claim rejected

Individual appeals;
Appeals Panel
(AP) reviews case

J

Case referred

Claim rejected back to IB

Harm is found to be
potentially significant,
undue and with plausible
connection to the data use

Further information
collected

IB determines
harm caused and
that it does not
warrant financial
support

Individual informed of
decision; other forms
of support offered if
applicable

IB determines
harm caused and
that it warrants
financial support

Claim rejected

IB reviews case to
determine level of
financial support

Individual informed
and financial support
dispensed
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