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From Personalised to  ’Precision’ Medicine
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[Berger J, Mohr J (1967). A fortunate man. 

The story of a country doctor]

[https://obamawhitehouse.archives.gov/]



US National Academy of Sciences (NAS) (2011) Toward Precision Medicine: Building a Knowledge 

Network for Biomedical Research and a New Taxonomy of Disease. Washington, DC: NAS.]

US: Precision Medicine programme 2011
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[https://societyandethicsresearch.wellcomeconnectingscience.org/wp-content/uploads/2021/11/Your-DNA-Your-Say-infographics_Nov2023.pdf]



Global 
results

[Middleton, A., Milne, R., 
Almarri, M.A., Anwer, S., 
Atutornu, J., Baranova, E.E., 
Bevan, P., Cerezo, M., Cong, 
Y., Critchley, C. and Fernow, 
J., 2020. Global public 
perceptions of genomic data 
sharing: what shapes the 
willingness to donate DNA and 
health data?. The American 
Journal of Human 
Genetics, 107(4), pp.743-752.]



Figure 1 

The American Journal of Human Genetics 2020 107743-752DOI: (10.1016/j.ajhg.2020.08.023) 

[Middleton, A., et al., 2020. Global public perceptions of genomic data sharing: what shapes the willingness to donate DNA and health 

data?. The American Journal of Human Genetics, 107(4), pp.743-752.
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Data governance is stuck in the 
paper age 

personal v. non-personal

human v. non-human

data types instead of data uses

lack of adequate protection of data 
from deceased people

[



The Relational Nature of Data

Data ≠ Isolated Facts 

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

• Data cleaning removes context

[image: Mario Verduzco @unsplash]

[Prainsack B (2025). “Our Stakes in Data: How Do We (Re)Gain Democratic Control Over Digital Practices? In: Jurgen Goossens, 

Esther Keymolen, and Antonia Stanojević (eds). Public Governance and Emerging Technologies: Values, Trust, and Regulatory 

Compliance. Cham, Switzerland: Springer. 131-147.]

https://unsplash.com/@mario


Relational Data, Real Consequences

Invisible Labour, Invisible 
Contributions 

• Data comes from social 
infrastructures: education, public 
health, broadband

• “Data as oil” is a misleading 
metaphor

[image: The Economist]

[Kitchin, R., Davret, J., Kayanan, C.M. and Mutter, S., 2025. Data mobilities: Rethinking the movement 

and circulation of digital data. Mobilities, pp.1-19.]

[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.]



Data Solidarity

New Questions Emerge:

• Who contributes to data production?

• Who benefits from it?

• How can we share responsibility and value more fairly?

[image: Toa Heftiba @unsplash]

[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.]



Data Solidarity

A New Approach to Ethical Data 
Governance 

• Fairness, reciprocity, and shared benefits

• Responds to both risk and value distribution



The 3 Pillars of Data Solidarity 

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

01

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

02

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

03





The 3 Pillars of Data Solidarity 

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

01

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

02

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

03



When does data use have public value?

‘if it can be plausibly assumed that the data use will have clear 
benefits for either many [people], for society as a whole, or for 
future generations, and no person or group will experience 
significant [and undue] harm. 

[…public value] is more pronounced if the benefits are likely to 
materialise for underprivileged groups than for privileged people, 
due to the overall lower baseline, and potential size of impact’ ]

[Prainsack & Buyx. 2016. Thinking ethical and regulatory frameworks in medicine from the 
perspective of solidarity on both sides of the Atlantic. Theoretical Medicine and Bioethics 37(6): 
489-501, 493.

See also Prainsack & Buyx. 2017. Solidarity in Biomedicine and Beyond. CUP. p 97]
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Our Public Value 
Assessment Tool 
https://pluto.univie.ac.at

Evaluating Public Value in Practice 

• Criteria: Benefits, risks, inclusion, 
redistribution

• Three zones:

• Facilitate

• Mitigate / Share

• Prohibit









Traditional models Data solidarity

Alert fatigue Fewer and more meaningful alerts

Feasibility and cost ?

Not everybody is able to exercise control “consent to be governed”, collective 

responsibility

How realistic is opting out? 

(monopolies etc)

Collective responsibility entails responsibility to 

create real alternatives/ensure that monopolies 

do not harm people

Shifting responsibilities to individuals ✓

Can distract from larger questions (should 

these data be collected in the first place? Who 

does this benefit?)

✓ Focuses on these questions

Can conceal power asymmetries ✓ Foregrounds power asymmetries

Remains within the bounds of categories and 

nomenclatures of the paper age

✓ Reinvents core categories

Does not address the black box problem Partly addresses the blackbox problem

Individualises accountability ✓ Politicises and collectivises accountability



Explore the 

Glossary



Explore the 

Implementation 

Guide online

Explore the 

Implementation 

Guide online



Putting data 
solidarity 
into practice



Example of improvements made in data use and data 
governance following a PLUTO assessment



Proposed decision-
making and 
governance 
structure

Harm 
Mitigation 
Body (HMB)





Thank you for your attention!

Follow the Data Solidarity 

Project on LinkedIn
Follow DTH-Lab on LinkedIn
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