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I have developed [name and description of a data collection system]. And this system 

works in the sense that it is the patient that actually is the ultimate owner of the data [...]. 

So basically you must have a system where the data are being owned by the patient rather 

than by the institutions.”  

“[B]ecause the institutions or the head of the institutions they feel the data belong to them 

and you can only give it to somebody with trust. And first of all you have to explain to 

them that the data don't belong to them.” 

“So, they [data-processors] are not interested in sharing. They are not interested in 

sharing now, because they see these as a sort of// all the medical data as sort of an asset.” 

 

“They [the doctors collecting data] say: "It's my data, you know, I wrote this data. 

Sometimes there's things in these reports that the patients should not know or should not 

read." So this understanding that you take your patients seriously as persons who also 

can deal with difficult topics if you do it the right way. This is a cultural change and this 

is not easy to establish.”  

3.2 Uncertainties about data ownership 



 

Table 2. Extracts on the topic of uncertainty.  

Extract 

Number 

(E) 

Quotes from participants 

However, this thing concerning health insurance funds actually… ‘whom 

does the data belong’ is really a question that I ask myself. Whom do they belong to, since 

the patient has given them and they are anonymous...to whom do they belong?” 

 They belong to the patient probably. However, the problem is that the 

availability of data does not depend on the patient. Because the patient does not have her 

own data...That’s it. 

 “Because then it is the ‘data management’ – do you understand? – who 

takes care about them [the data]...I authorize you to process my data, but if I am then not 

the one who manages or processes it...” 

“[A]t different conferences, meetings this [data ownership] is always a discussion point 

but it doesn't come to a solution. It ends open mostly. And I think it's, yeah... it's difficult 

because you have to find out what is data. It's not something like a cup or something you 

can take in your hands, it's not material in that perspective. So can you own it or can you 

get only the right to process it? It's very, very tricky.” 

 “I think this ‘belonging’ of data is somehow a difficult story. […] Maybe it is 

legally at first sight straightforward, but on second thoughts it is – I think – more 

complicated.” 

 “Well, theoretically yes [it is easy] but practically not so much... 

 “Yes, right? And what does it mean actually ‘they belong to me’?” 

3.3 Labour as a justification for data ownership 



Table 3. Extracts on the topic of labour as a justification of data ownership. 

Extract 

Number 

(E) 

Quotes from participants 

“If you [as a researcher setting up everything for data collection] have the relevant data, 

the IT-platform, if you have all the regulations in place// you know, in [name of one 

project] I had to invent all of that. We do everything from ‘A’ to ‘Z’. So, then of course 

you have some ownership  

“[T]here is too much about...it's too much often protection of your own work, of your own 

project, also because you have actually gained the funding - so why should I give my data 

which I collected by my funding and so on. […]. It is a very, it is a narrow way of thinking. 

43HEngP2

“[B]efore - [name of P's project] some institutions and researchers said: ‘These data 

belong to me’. They have built a biobank from patients and so. Maybe they have 200 

samples or something like that in research. And then they say: ‘This biobank belongs to 

me’. Then you have to tell them: ‘No, no, no, no. Just stop. Nothing belongs to you. All the 

data belong to the patients and not to the institutions’. But for sure - I mean - the institution 

invests money, and so the institutions think: ‘Oh we cannot just give out the data, 



otherwise we have invested some money and we want to have the investment back at 

least’”.  

“I'm happy that you used our data, I don't need to be an author because I did not 

contribute as an author, but I would like to be listed as a collaborator and this is what 

they do. So I think this is a very good way to acknowledge and you know nowadays I mean 

authorships are nice to have, but it's much more important to show to others that you are 

participating and you have a strong network” 

“There would have to be agreements you know… if I let you see these data, you know, are 

you going to give credit to the people who worked on them you know...who actually did 

the work of getting them [Interviewer: collecting?]…Yeah, yeah... That is something that 

has to be worked out… that's a lot of work you know.” 

3.4 Data have a market value 

Table 4. Extracts on the topics of data having a market value. 

Extract 

Number 

(E) 

Quotes from participants 

“And second, probably there is now the consciousness that data are a resource. So you 

can make money with data, and so it's better to…well it's better to make some market with 

your data than just sharing them. Because we are all in a very.... big pressure for 

resources and so if you can have…if we can make some money with the data, we can get 

some more resources to work.”  



“I mean the problems you realised at first hand by seeing how everyone is very protective 

of what they think is a great asset. Because, you know, I mean in the US, [name of a 

pharma company] just paid 1.5 billion dollars for [name of a company], which is a 

company that bought - bought! [emphasising the word] - a million hospital record and 

annotated them a bit”  

"I have heard some people say: ‘Oh wow, as soon as I have data, I will share this data - 

for instance - with industry, because industry is looking for data and they will pay for this 

data and then we can make money and we can share this money with people who share 

their data with us’ [..]. I think it's ridiculous. It's a very poor understanding about 

industry”  

 “We usually hear that researchers are not very keen in sharing the data that 

they've collected.  

 Yeah 

 So do you agree with this? 

 “Yeah, yeah. I mean, researchers, they want to share data usually as long as 

they receive data from others.”  

“I think quite a lot of people are - how would I say that...some kind of ‘want to do good’...if 

it comes to research, you know, if your research can explain why he is doing something 

and,  let's say, what the purpose is and how it can help - so to say - the system…most of 

the people will, let's say, donate the data.”  

Discussion 

about 

 provided by theirs

normative  should be descriptive



 

 are

de facto

ownership

ownership

 ownership data 

data ownership

property

Federal Act on Data Protection

ownership



data-cooperatives

not



 

commodifying property



Limitations 

Conclusions  



belong to

donated

Funding 

Competing interests 

Authors’ contributions 



Ethics approval 

Participants’ consent 

Acknowledgements 

Data availability statement 



 

References 
Communications of the ACM

BMJ Open

Script 

Ed 

J Med Ethics

J Med Ethics

Sci Eng Ethics

Front 

Public Health

Camb Q Healthc Ethics

Computer Law 

& Security Review

Iowa 

Law Review

Yale LJ

Eur. Data Prot. L. Rev



 

JAMA

JAMA

BMJ Open

Res Social Adm Pharm

Online J Public Health Inform

BMJ Open

BMC Med 

Ethics

J Am Med Inform Assoc

J Neural Eng

BMC Fam Pract

BMJ Open

Appl Clin Inform

Int J Health Policy Manag



 

Br J Clin 

Pharmacol

J Med Internet Res

Health Policy

Sci Eng Ethics

Schweizerische Juristen-Zeitung

Schweizerische Juristen-Zeitung

Int J Qual Health Care

PLoS One

Qualitative research in psychology

Am J Law Med

Am J Law Med



 

Health Systems in 

Transition

Philosophy 

& Technology

J 

Law Med Ethics

Jusletter

Harv. JL & Tech.

Life Sci Soc Policy

Public Health Genomics

Swiss Med Wkly

The Journal of Law, Medicine & Ethics

Eur J Hum Genet

Eur J Hum Genet



 

Front Genet

The University of Chicago Law Review

Public Health Genomics

Dev World 

Bioeth

EMBO Rep.

Stanford Law Review

JAMA



3.3.1 Evolution or revolution? Recommendations to improve the 

Swiss health data framework 

Frontiers in Public Health

 



Abstract 
Background:

Methods:

Results:

Conclusion:



1. Introduction

learning healthcare
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2.1 Research Team and Reflexivity 

 

2.2 Design 

2.3 Settings and data collection 



2.4 Qualitative analysis 



3. Results



3.1 Changing mind-set and attitudes 

Recommendation Concrete implications 

“The first reason is that data without a scientific question are useless. And I think that 

Switzerland needs to ask [....] the question of: "What will these data be used for?". […] If 

there is no scientific question, there is a lot of data being collected which are useless. And 

a lot of data which would be useful, which are not collected.”  

“Maybe the problem is not that there is no data. The problem is that there is no consistency 

about the data existing. I think we could play a big role in trying to make structural data 

ready for use. But for that it has to be simplified somewhere else... [gathers thoughts] ...a 

data strategy, so far as I know, is not existing in Switzerland.”  



“Participant: [T]hose efforts [referring to initiatives working with health data] should 

know from each other and there should be some national exchange across those efforts 

[mentions the names of different initiatives]... 

Interviewer: I see. So more collaboration between all these different actors? 

Participant: Yes…and not necessarily collaboration. I think an exchange of information 

would already help. I mean just to know from each other. Maybe some informal meetings.” 

 

“Well, for a researcher I would say: "Before starting to collect data, look around what's 

available". Because, ok, there is the issue of ‘open data’: everybody wants ‘open data’, but 

then there is some - how to say – ‘schizophrenia’ out there. Everybody wants open data, 

but nobody seems to use it. We were the first to use the data of our hospital. Nobody knew 

how to extract it. So we took six months with the informatics team to know how to extract 

the data. Now they have a team that only does that, but we had to start it. There might be 

lots of data, what we call - what I call – ‘data cemeteries’ out there, with data that might 

be suitable for your research.”  

“Switzerland is Switzerland. And Switzerland is very decentralised and therefore also the 

databases are accordingly decentralised. Now, what we could offer is [to have a] 

centralised [solution], but where data is collected in a decentralised way.”  

“In one vision, you can say it[Switzerland] is a fragmented system. You have basically the 

three levels: the federal level, the cantonal level and the communal level, which are the 

three acting levels with different characteristics and competences. […]  So for me, looking 



at the global challenges we are facing in the field, I think that it's a serious advantage to 

be in a decentralized system. [..] It's not a surprise that Switzerland is currently becoming 

a very important place for blockchain. It's because of this strong, cultural and 

decentralized distributed approach of the people here and the way they see the world.” 

 

3.2 Developments necessary at the infrastructure level  

Recommendation Concrete implications 

“That's why I would actually say we need a center which is allowed to link data and for 

the linkage you need everything which is identifying. And once the link exists, we can attach 

the research data and the researcher or whoever who wants to do the analysis”  

“There needs to be some umbrella [organisation] where you can put the data and share it 

just to people that have a really good research question and you have maybe some sort of 

a process in place how you approve those data sharing processes”  



“[I] also would think that actually it would be smart if all the hospitals have the same 

clinical information systems, the same place where they collect [their] dataset”  

“And then of course, we have to resolve a lot of logistical problems you know…the IT 

systems…but I think they are all solvable honestly. […] We have a lot of good IT guys in 

Switzerland. They know what computers are, they can do that...and I think their ideas will 

somehow work.”  

“At the same time, registers are in many cases the only instrument to obtain quasi real-life 

evidence, aren’t they? […] And the question will be then: “Must you really for every 

question, for every sector, for every [medical] intervention – now I am thinking really about 

the future – must you really then for every single thing in the future create a register?" And 

then also maintain it and carry it forward. Or would it not be [possible] also with a strong 

standardisation of health data at the source?”  

“So you have to unify, to finally unify the semantics. And then you have of course to to find 

a way to code data that they are shareable. They are just not shareable right now.”  

“Yeah, I think realistically right now we can't ask every major Swiss hospital to use the 

same electronic health record. We can't. […]. But what we could do is build a sort of under-

scaffolding. So you have all the Swiss Hospitals with their different electronic health 

records but like we are piloting here in [Swiss city] with this, kind of behind-the-scenes, 

behind the façade, you could build these common language, common electronic language 

[…] ...you could create a common language …a common - you know - electronic 

processing language where you harmonize all these data, all these clinical data.” 



"Yes, just each person has this number and every time you go to the doctor, you go to Spitex 

[a form of intermediate care offered in Switzerland], you go anywhere this is registered 

and you can link it. But I think it needs restrictions on who has access to this, because it's 

very sensitive data. This has to be dealt with. And it needs some centralised place where 

this linkage is done.”  

“So I think we spend too much money and time [laughing] with single different solutions 

[to do the linkage] and it would be also time in the health sector to get there a general way 

of using this [unique identification] number, a safe general way to have this number used.” 

 

“Well [laughs] it could be much easier as for example in the Nordic countries where you 

can track all the…where you have the information from the whole health system together 

or more or less together and identifiable.” 

3.3 Clarity at the level of processes and procedures of data access 

Recommendation Concrete implications 



“Harmonisation of processes would be that every hospital, for example, implements a 

consulting group where a researcher can go to if he has a project in mind that he would 

like to request data for”.  

“I would never want more regulations because that increases complexity. What I would 

like is more for people like me, clinical researchers, to have a very simple guide and very 

simplified information that we can look at when we are on the verge of doing such a 

collaboration. Even having a platform with very clear and simple steps and having the tool 

to share data. That would be very helpful.”  

“I wouldn't call it more regulations. I want just to have that the true regulations are always 

applied in the same way. And then if we see that certain types of projects are impossible - 

truly impossible - in Switzerland, then probably you need to change regulations.”  

“[A]s I said…I think the research in Switzerland...the opportunities for research, 

particularly for research with existing data are very narrow already. So… yes a framework 

that allows more and gives clear rules for this more, it makes sense of course.”  

“I think one is to sort out the consent process. Ideally, really ideally to cancel the ‘opt-in’ 

[i.e. that explicit patient consent is necessary to process data] and to go for an ‘opt-out’ as 

other European countries do."  



“Participant: [M]aybe we can improve...the curriculum of the researchers or health 

professionals so that they can really know about what are the data, how they can share 

them, what are the legal frameworks. 

Interviewer: So more like offering some training to these researchers 

Participant: yes, training is very important. Because when you train people early, they 

don't make mistakes afterwards."  

“Well, I think that it would be very helpful to legally implement the value, the ethical 

principle that also the interest of the public can overrule the subjective rights […] under 

certain circumstances.[…] and I think that if we look at other countries such as Great 

Britain or Norway, Sweden, we could really learn a lot from them on their way to collect 

[health data]on a population base”  

“If you could require Swiss hospitals to do this [harmonise their health record systems] 

and you have to give them money of course to do this. Because this would be a big job and 

then with this undue layer of harmonized data, that all have the same meaning and speak 

the same language...you could create a pathway to share these data.”  

“It would be necessary - in my opinion - to have instruments that make such obligatoriness 

[to collect certain data] a true obligation. […] We [as a register] are not capable of going 

around Switzerland and say: "You have not send us your last data, you are lagging 

behind...". But we should have the instruments that allow to apply or that permit// some 



instruments that could be legal or else, that would allow these data registries to work well.” 
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7.2 Appendix relative to 3.3.2 

Interview Guide – SMAASH NRP-74 project 
 

Let me begin by asking you some questions on your professional/research domain. 

 

I would like now to switch gears and move towards legal and ethical considerations concerning data 
collection and data sharing and would love to learn your perspectives on those: 



It has been a pleasure knowing more about you and your research/professional activities in regard to 
health data. We thank you for your participation and time. 


