
UCLA
Presentations

Title
Beyond Privacy: The Emerging Ethics of Data Reuse 

Permalink
https://escholarship.org/uc/item/92k1b265

Author
Pasquetto, Irene V.

Publication Date
2018-09-16

Copyright Information
This work is made available under the terms of a Creative Commons Attribution-NonCommercial-NoDerivatives 
License, availalbe at https://creativecommons.org/licenses/by-nc-nd/4.0/

eScholarship.org Powered by the California Digital Library
University of California

https://escholarship.org/uc/item/92k1b265
https://creativecommons.org/licenses/by-nc-nd/4.0/
https://escholarship.org
http://www.cdlib.org/


Beyond Privacy: 
The Emerging 
Ethics of Data 

Reuse 
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WHO GETS ACCESS TO RESEARCH DATA? 
AND WHO GETS TO DECIDE?
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More data, More Open, More 
Troubles. 
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From 
HYPOTHESIS-DRIVEN 

RESEARCH

To 
HYPOTHESIS-FREE

DATASETS
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• Vetted research questions;
• “Results data” shared with 

publications;
• “Raw data” shared within 

trusted colleagues;
• Use of traditional Informed 

Consent;

• Idea of research data as 
“fungible” goods;

• “Raw data” made available 
on open repositories, for 
reuse by the science 
community at large;

Scientists control access 
and reuse of the raw, 
individual-level data they 
collect.  

Scientists DO NOT 
control access and reuse 
of raw, individual-level 
data they collect.  



Repurposing hypothesis-free open 
data: Regulating Access as a 

ITERATIVE PROCESS
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HOW TO CONTROL ACCESS TO OPEN 
HEALTH DATA? 
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1 – Do not control

– Benefits in exchange of unrestricted reuse of data

• Shared economic benefits with the patients;

• Or to provide access to treatments and health care.

– “Solidaristic” approaches

• Participants are willing to risk some harm for the 
benefit of others.

– Do not control access, but tax secondary reuses of 
the data
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2 – Distributed control 

– Keep the donors in the loop: inform participants 
about research studies, including findings and 
discoveries, that use the donated data.

– Provisionary reuse: give donors the option to pull 
out their data from a repository if a misuse occurs. 

– Distributed responsibility: Have an external and 
independent party to supervise the moderation 
process. 
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Questions for Discussion
• Who gets to decide how and when to reuse open data?

– Who should be responsible for decisions about access 
and reuse?

– What is the role of the data donors in regulating 
access to data?

• When should research data be shared within closed 
collaborations, and when can these be made openly 
available?

• As data users, what kind of factors should we take into 
consideration when reusing open data? 

• What are the technical challenges of moderating access 
and reuse of bio open data?
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