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1 A recap of key concepts
What does personalization mean?
What is health citizen science?
What is data altruism?



Personalization (from below): a move from “personalized medicine” (focus 
on medical treatments tailored to individual needs and based on digitalized 
data pertaining to the individual – see Juengst et al., 2012; Maughan, 2017; 
Prainsack, 2017; Prainsack, 2018) to more grassroots-driven approaches 
of health-related interventions focused on the diversity of the individuals 
and communities, including through citizen science (Vayena et al., 2015) 
and experimental health data governance (Blasimme et al., 2018)🡪 
personalizing health services to the needs of unrepresented and neglected 
groups.
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Health citizen science:
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Data altruism is understood as the situation in which some
people decide to voluntarily donate their personal data for a common 
goal such as improving health services. 
Health services include:
- those organized by the government or any other institutional body to 

the benefit of a particular society or community, 
- and those that are “auto-organized” from below, by grassroots actors 

that complement or substitute “official” service provisions. 
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2 Enriching these notions
What does all this mean to you?



We go to Mentimeter https://www.menti.com/al6vv3jgopn1 (part I) 



3 Hands-on part
Co-designing practical pathways toward 
improved personalization and 
citizen-driven health services



We go to Mentimeter https://www.menti.com/al6vv3jgopn1 (part II) 



4 Some final reflections
Discussing our results and future 
avenues



Thank you for your attention. 
Questions?
anna.bertisuman@unipd.it
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