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Contextual integrity
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Purpose limitation



Purpose limitation



Further processing for archiving purposes in the public interest, scientific or 
historical research purposes or statistical purposes shall, in accordance with
Article 89(1), not be considered to be incompatible with the initial purposes
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What is scientific research?



Focus groups



Sharing/reuse purpose
“For me, it's all about the purpose.… If the purpose is good and the outcome is good, 
that is all right. If the purpose is wrong, then it is not okay.” (Uppsala, male, aged 61-
70)

“Yes, the purpose is important… a good purpose. But if they [mobile applications] 
want access to [data]… or check my photos and my contacts in the mobile and so, then
I would be sceptical. Because there is no reason for that” (Uppsala, female, age 
(preferred not to say))

Shah et al. Int J Med Inf 2021



Benefit sharing
“You don’t mind sharing your data with NHS because they’re doing work which is 
going to benefit the wider society, but in your mind, at least I have in mind… that tech
company making millions of pounds of profit on your data. Then you think is it 
ethically right? Is it morally right?” (Manchester, male, aged 61-70)

“I think it’s about who gets the data because the question is who’s going to get the
opportunity to do the research, find the cancer drug or whatever, because then if it’s
some company who are going to make a massive profit on their own from that, rather
than maybe the NHS who could use it, produce it so it’s more accessible to 
everybody.” (Oxford, female, aged 51-60)

“Where I have a problem is where that data is then taken by private contractors, 
pharmaceutical companie, they make profits out of it. And they use… those profits
don’t go back to all of us, that’s going to them and their shareholders. ... if the gains
are distributed across the population who are providing that valuable data, then I have 
no problem.” (London, female, aged 31–40) Shah et al. Int J Med Inf 2021



Benefit sharing

“You do not give information to whomever. Or at least I do not. I have been involved in 
deCODE genetics, a study looking for high risk factors for a disease being looked for in 
a large family. Which, I feel is necessary to take part in as it could be of benefit to 
others.’’
(East of Iceland, male, aged 61–70)

Shah et al. Int J Med Inf 2021



Expert interviews



Consideration of consequences
[...] data has been produced by tax money for example, then they [tax payers] want
them to be used as much as possible. There should be no obstacles to that. So that
one [taxpayers] gets as much bang for the buck of data that has been produced. It 
must then be shared with more researchers and so on. (Data manager, male) 

I understand that there are reasons for laws and stuff like that. But it just seems
obvious to me that Facebook should be allowed to do some basic experiments on us. 
It is not really harming us, and it is often a hindrance I think, being constrained to 
what you are allowed to do in this way. (Scientist in applied mathematics, male) 

I do not really think that there are very many who are super interested in this data. 
(Epidemiologist, male) 

Viberg Johansson et al. Preprint ResearchSquare 2021



Respect for rights
I think it is important that the researcher who uses data or those who share data 
should be aware that there are actually people attached to the information, that you
should be very careful about how to use it and how to store it, and there should not 
exist any names and so on. (Epidemiologist, female) 

... there should be very high demands [for how we treat data]. I think there are some
people that are weak and extra vulnerable. (Epidemiologist, male) 

And that is a driving force for why it is so damn important that open sharing and equal
sharing of data is as broad as possible [...]it is because this group has not been
represented in the data on which this algorithm was trained... (Medical scientist 
developing AI based tools, male) 

Viberg Johansson et al. Preprint ResearchSquare 2021



Procedural compliance and 
professional conduct

[...]but it has happened that I get emails with social security numbers and addresses to 
people, it should not happen. I do not want that in my mailbox. (Epidemiologist, 
female) 

As a new researcher, I think you become overwhelmed, and then I think that many
start to cheat. Many do not apply [for ethical approval], but they run their race. 
(Geneticist, female) 

[...] and then these people start to fumble a bit and hand data over to some company
they collaborated with, which they thought was very exciting, and so it starts to slide. 
(Project coordinator, male) 

Viberg Johansson et al. Preprint ResearchSquare 2021



Discrete choice experiment



Viberg Johansson et al. JMIR Med Inf 2021
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Methodology



Scoping review
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