
 

Agenda & minutes for the Information Session: ZonMw COVID-19 data stewardship 
services (merged and cleaned up) 
In cooperation with Health-RI & the GO FAIR Foundation 
 
An orientation meeting for Principal Investigators and data stewards awarded funding in the             
ZonMw Dutch National COVID Research Program. The purpose of this meeting is to outline the               
FAIR Data Stewardship requirements of the program, and the services that are available to the               
research groups, assisting them in creating FAIR research outputs.  
 

Date: 16, 23 and 25 September 2020 Location: virtual 
Chair: Rita Azevedo 

 
AGENDA 
 

# Time Topic Speaker 

1 20 minutes Welcome, consent for recording & 
introduction round 

Rita Azevedo & Mijke Jetten 

2 20 minutes Introduction by ZonMw Margreet Bloemers 

3 45 minutes Explanation of the project Erik Schultes & Jeroen Beliën 

4 25 minutes Discussion & Clusters Erik Schultes  

5 10 minutes Wrap up Rita Azevedo & Mijke Jetten 

 
MINUTES 
 
Questions? Experiences? Challenges? Good practices? Suggestions for further activities? 
Introduce yourself and share them with us!  

1. Welcome, consent for recording & introduction round 
 

● Zoom; try the gallery view 
● Mute if you don’t speak - thanks! 
● Add your name to in the table below 
● These notes are for you! Please add questions, comments, +1s, etc. 
● Don’t forget to provide feedback 
● The session will be recorded. You are requested to consent for this at the start of the                 

meeting 
 
Introduction round 

 



 

Write down your COVID-19 data successes, insights, questions you already can/want to share 
with the group. What do you need from this information session? 

● Are there other initiatives on getting/combining COVID related data (FAIR) we should be 
aware of? 

○ ZonMw 
○ Health-RI 
○ EMBL-EBI https://www.covid19dataportal.org/  (This afternoon meeting to 

discuss Dutch national  initiatives with ELIXIR(-NL) and EMBL-EBI and others 
(amongst which Marion Koopmans) 

○ Is the NFU list that is gathered from the UMCs included in Health-RI? 
● Is anyone using the CDISC user guide for Covid-19: 

https://wiki.cdisc.org/display/COVID19/CDISC+Interim+User+Guide+for+COVID-19  
● I would prefer to find out more on the availability and use of the Covid-19 specific 

metadata scheme that ZonMW mentioned in the FAIR form they would develop.  
○ see RDA COVID-19 Recommendations and Guidelines for Data Sharing, 

published 30 June 2020, which is a good starting point 
○ Or a practical semantic model on the WHO-CRF RAPID see: 

https://github.com/FAIRDataTeam/WHO-COVID-CRF/  
● Not all projects I’m involved with can make use of/ add to existing (generic) Covid-19 

databases (and also metadata schemes), as no Covid patients are involved in these 
studies 

● In our project we work with interviews. These are confidential / anonymous. How to go 
about that. 

● Introduction and information on how to work within a covid-19 research project. It is a 
first for me. +1 

● I’m a data steward who just started this year. I would like to hear about the introduction 
and information on how to work within a covid-19 research project. It is a first for me. +1 

● Same here, this is all new to me. 
● It is a first for me as well. I have just started as a phd student. Thank you for the 

welcome! I would love to have more information about the FAIR principles. It would be 
useful to have some guidelines on the website to get back to. 

● Thanks for organising this. I belong to the group of people who attend a session like this 
for the first time.  

● For me it is also my first time, so this is all new to me. I’m interested to learn about FAIR 
data and how to get our own dataset as FAIR data. 

● I am involved in the EXCEPTIUS program. This is about collecting data from public 
websites on national legal measures related to COVID-19. The data will be collected and 
analysed and also published in a website that will be designed for the project. I am not 
sure yet if I will actually serve as a data steward or data manager in this project. The 
EXCEPTIUS project is not collecting (sensitive) personal data, no surveys and 
interviews with participants. It is analysing government measures, so I think 
social-economic data. So far that reason I really like the set up of organising discipline 

 

https://www.health-ri.nl/covid-19-related-data-initiatives
https://wiki.cdisc.org/display/COVID19/CDISC+Interim+User+Guide+for+COVID-19
https://www.rd-alliance.org/group/rda-covid19-rda-covid19-omics-rda-covid19-epidemiology-rda-covid19-clinical-rda-covid19-1
https://www.rd-alliance.org/group/rda-covid19-rda-covid19-omics-rda-covid19-epidemiology-rda-covid19-clinical-rda-covid19-1
https://github.com/FAIRDataTeam/WHO-COVID-CRF/


 

related workshops because there is a large gap between this kind of data and 
biomedical/clinical stuff 

● I see more PhD or postdocs are here. Is this an idea that one representative of a project 
team joins and is that enough according to ZonMw? 

● We are currently completing follow-up and data collection for our project on 
seroprevalence in HCWs. Trying to get the data FAIR proof the coming months. Tips and 
advice are welcome. 

● How can researchers be supported in case they cannot use the standards which are 
recommended/required, such as the WHO eCRF for COVID? 

● Also new in this, appreciate any info!  
● I am a postdoc in our survey project. Using FAIR data principles is new to me 
● Guidelines on defining the needs of the COVID-19 data portal 
● Interested in developing meta-detaschemes; also wonder about how to share (given 

AVG rules) between COVID-19 ZonMw projects (have some overlap in data collection 
with other projects). Our data are privacy sensitive: interviews with vulnerable groups.  
→ I can imagine you may have trained your fellow researchers on interview questions to 
ensure everyone uses the same methods, I can imagine you could share such training 
material as it does not contain collected data, but does support uniform collection of data 
in such interviews. Perhaps you also have scoring methods and other info on protocol 
and approach that you could share to allow for reuse of your methods/ the blueprint of 
your research? And describing such available data and what your study is about in 
metadata allows for findability of your research. 

● Projects started so quickly that researchers are coming back to us with problems with 
the setup of their databases.  

● Database working very well, not making sure the interoperability / standardisation with 
other COVID-19 projects. 

● Our data steward joined the workshop last week. She informed me that we should have 
saved a part of the funding for GO FAIR data (outside the Open Access publications of 
5000 Euros). I hope this amount of budget is sufficient for setting up the GO FAIR data 
plans. That is most of my concern…  

● Interested to learn about initiatives to expedite access to publicly collected data (e.g. 
GGD, CBS, RIVM, contact tracing, etc).  Margreet - collect challenges like this in the 
google doc or email them: 

● Is this initiative also innovative worldwide?  
● Specific examples: 

○ Access to cluster-sizes and settings from contact tracing (no identifiable 
information needed 

○ Access to case-counts in nursing homes (by region) (worked out fine in the end, 
but was a lengthy process) 

● Interested in seeing how requirements can be adapted to social science research (not 
involving human participants) 

● There are different requirements for different projects, when it comes to data storage and 
management. I am curious to know how different this is for ZonMW 

 



 

● How are requirements for ZonMw specifically different from good open science practices 
and AVG-proof responsible use of data? Speaking with our data steward (relating to the 
budget question) we got the impression that our standard practices as required by the 
faculty would already be sufficient. Interested to learn what specifically we need to do for 
ZonMw compliance :). 

● Curious to learn about the timeliness of open-data (after publication is of course late in 
outbreak situations, though aware of drawbacks) 

● Good morning.  Will we get help to build our data management plan? Margreet: we will 
follow the regular RDM procedures. But we offer the help you need.  

● Can you elaborate on the eCRF WHO form? What does it entail and how to use it? Do 
all parts apply for each project?  

○ Please for specific questions contact your local research data management 
offices as well as Rita and Jeroen. 

○ Main point is: if you want to collect clinical COVID-19 data please use the 
WHO/ISARIC standard CRFs. Those are currently at national level harmonized 
so COVID-19 data can be shared, combined and (re)used. 

● What is the local research office for Sanquin? We have 2 projects with different UMC?  
○ Good question: I would suggest collecting the information from the UMCs 

research offices either directly or via the UMC-person(s) involved in your project. 
So if one of them is Amsterdam UMC, contact me [Jeroen] and depending on 
your "needs" I will forward you to the RDM office. 

● We kicked-off the research project. The research group already had questions about 
data storage, data organisation and ethical data issues. A nice way to start and to notice 
researchers are taking RDM very seriously and see the advantages of having a DS in 
the team! 

● I suppose we have to use the ZonMW template for our DMP? 
● For now I am curious how to combine our internal quality procedures with the ZonMw 

requirements. For now I think most (not all) ZonMw requirements are already covered by 
our standard operating procedures.  

● Also our website is an official repository by OpenDOAR since last week. https://nivel.nl  
 
2. Introduction by ZonMw 
 
Notes:  

● Link to Zonmw RDM requirements 
● Link to previous DS ZonMw webinars 
● Link to the slide deck will be shared! 

 
Questions: 

● Maybe a silly question but do we have a definition of data steward regarding these 
COVID-19 webinars. Personally I am not sure if I am a data steward in the project where 
I am advisor on the data management plan  
→ The main message is: If you are helping out your researcher In the Covid-19 project, 

 

https://nivel.nl/nl
https://www.zonmw.nl/en/research-and-results/fair-data-and-data-management/1-what-researchers-need-to-do-for-a-grant-proposal-and-research-project/
https://www.zonmw.nl/en/research-and-results/fair-data-and-data-management/webinars-for-support-community-building/


 

we want you to be part of this community :-)  Even if you are not formally a ‘data 
steward’ (this is quite a new job/function name, so that’s why we say: and alike!)  
→ This is important to discuss between generic and embedded data stewards and the 
Covid-19 specific research groups that may not have an embedded data steward yet. 
Collaboration and alignment between generic and embedded support are needed within 
the institutions and expectations need to be defined between RDM and the research 
groups that are in need of a data steward.  
→ I can agree with [x] on this, which makes the role of data steward in the project still a 
bit unclear 
Action: The team will create a picture describing the different types of data stewards, 
and ask the different data stewards to try to map themselves to this picture. (incl. Info on 
clinical advisors, etc) 

● Could communication on workshops include what type of data stewards/roles they are 
intended for? I can imagine some may be more focused on data processing by 
embedded data stewards, while generic/central data stewards only need to be aware of 
facilities and support that is available. 
→ I think this is important. We will take that into consideration, but hopefully this will also 
become more clear after the presentation of Erik 

● Is this new approach going to be extended to other research projects? Yes, definitely! 
● What about the ZonMw requirements: what is distinction between metadata standards 

developed during workshops and community specific choices? It’s all about not 
reinventing the wheel, so new standards will be developed and we will reuse existing 
standards 

● What is unique about this, isn’t it just GDPR privacy local policy regulations? It is indeed 
business as usual, but we are together going to focus on metadata schemes that 
perfectly fit covid-19 data.  

● What is the role of the researchers (the role of the data steward seems logical)? 
Datasteward will assist/help set-up metadata schemes. Researchers will be responsible 
for the content part. When deciding about metadata schemes we want to be sure that 
they fit the domain specific choices. Sounding board? Indeed, we need you to provide 
input once in while to create something that you are satisfied about and could use 

● It’s also about sharing metadata and deciding on formats for that, so for that we need the 
researchers as well 

● Regarding developing a metadata scheme: on what level will we create this? On study 
level or also on data level (to make data interoperable).  
Some studies that I am involved with have many different fields included in their 
database. Some are probably very generic, others (field) specific. And what about 
different types of studies? Basic research vs Clinical studies → I hope this will be 
answered in Erik’s presentation (Rita).  

● Are you (ZonMw) actually in touch with the data stewards from the research institutions, 
such as UMCG 

● Collecting the data in a standardized way may not be always possible as we have 
specific objectives for which the standard forms may not apply. Then how? 

 



 

● In the first wave, the data was not collected in the standard way because of urgency. 
Margreet: Maybe we should put some effort into trying to harmonize all the data 
collected. Regarding samples - the need for harmonization is not as urgent, but we could 
put Mijke in contact with the group dealing with biobanking within Health-RI. 

● Is there also sufficient attention for socio-economic research and the (meta-data) 
standards therein? 

● We cannot disclose interview reports because people can be traceable (because they 
partly tell their life story). If we anonymize the reports they will not be very useful for 
other research projects. What do you expect from the interview data in this Covid-19 
context? 
 

3. Explanation of the project 
 
Notes:  

● Action: are you using/collecting clinical data in the project? For developing the data 
portal, Jeroen wants to know how you collect that, via WHO CRF? From EHR? Other 
tools, like Excel? Contact your data steward and/or research support office. Any 
questions on what is best  for your specific project please contact Jeroen/Rita to discuss 
this. Castor has a WHO-based COVID-19 CRF 

 
Questions: 

● A FAIR data point is not suitable to analyse data that has restricted access?  So no 
virtual research workspace? 

● Perhaps in future workshops you and some of the here present researchers could 
present some examples/use cases to give new researchers some real examples of how 
to go about the collaboration for creating metadata and contribute to community 
standards. (I love the possibilities, and would love to get a clearer idea how this would go 
in practice) +1 

● Could you share the Core FDP metadata list with categories? → Yes. It should also be in 
the references in the top of this document. If not, we will add it 

● Who are the end users? Are these more likely to be data stewards or the researchers? 
Both, but the portal and dashboard could be for anyone, also deans f.i. But main focus 
now: researchers (and their data stewards) 

● Are there plans for non-clinical research FDP? Yes! 
● I am still unclear to what extent individual patient data needs to be shared/uploaded 

somewhere? No, privacy sensitive data will not be uploaded. Data stays in the institute, 
and only by providing access (f.i. via ethical committee approvals) others could also 
access the data.  

● Access national data portal: also for external parties? Ideal answer: yes. But you decide 
if you make it open or not. But aggregated data or metadata ideally is available to 
everyone around the globe. 

 



 

● How do you extract data from a local database to a portal? Via castor, automatically, by 
hand? Current: by hand, in the near future automatically. Portal visits the local database. 
Taking security into account of course.  

● Problem of data pseudonymization when you want to keep the data linked on purpose. 
Why not focus on anonymised data? We indeed want to be able to make the link 
between data, so we need to keep the key. But we realise that depending on the type of 
data different solutions are needed.  

● For pseudonymization, please have a look at the developments of the european 
pseudonymization service (EUPID), the service is meant to solve this problem. Still on 
piloting phase, and being implemented on rare disease patient registries. 

● Since we are going to work with pseudonymised data, we need consent from the 
participants. Has everyone asked consent for sharing those data across the world? 

● I understand that hospitals may work with BSN but other researchers are not (GDPR). 
How will we deal with this difference in usage? 

● If you are doing a collaboration study (with multiple clinical institutions), do we have to 
separately “store” the data per institution or do we provide meta-data at a project level? 

● What is a domain expert… → PI’s and data stewards of the Covid-19 funded programs. 
(in general a person that works in a specific research area and has some specific 
knowledge about that area: that person is seen as an expert in that area; so normally the 
PI/data steward are experts)   Yes clear. 

● Our project falls in several clusters…. How to manage this? 
● How does it work with unstructured data? 
● A lot of information to digest…. 
● How and when is possible to enroll in the Fair Data workshop (October) → we will inform 

you after this session. Rita will summarize and we will send registration links etc.  
● Is the document still available on monday? Yes, the document will be available until 

half-way next week 
● it is not clear for me how many meetings in November do we need to attend?  A bit 

confusing at the moment 
● I do not know either whether my colleague already filled in this form → its ok… that will 

be sorted out in the scheduling 
 
4. Clusters and planning 
 
Notes:  

● Action: we want to make clusters. Please add the information via de spreadsheet, in 
both tabs: clusters & workshop dates 

● Action: please all fill the spreadsheet as soon as possible, so we can take it off google. 
● Action: team will add times so people can easier add their availability 
● Action: Make sure to join the regular community Q&A sessions if you have questions. 

Jeroen, Erik, Margreet, Rita and Mijke will be there to answer your questions. Details will 
be shared.  

 

 



 

Questions: 
● I expect that these workshops will be repeated in the future? Our data steward just left 

and we are still in the process of recruiting a new one… 
● It seems not everyone understands what metadata is, I see that in consultations as well, 

and sharing examples really helps to let people understand Action  
● Our PI is attending the last workshop I think, so we can fill in the spreadsheet not earlier 

than the week after that.  
● What kind of repositories would you recommend for clinical data? Is it advisable to make 

a fair data point at our institution?  
● I’m here on behalf of a ZonMw project that focuses on economics and business 

questions, so no direct health data. I don’t think I see a cluster where this project would 
fit in? Would it be M4M.11 - Organisational/process related? It seems like it would be 
more about healthcare organisations/processes though… 

● Same question, I am a political scientist leading a multidisciplinary project assessing the 
political impacts & determinants of covid-19 measures. I do use health data though to 
assess impacts. Would that fit under risk assessment ? Or organizational/ process 
related ? 

● My question is also very similar to the ones raised above. Interviews will be conducted 
and assessed in a qualitative manner. Would it also fit into the organizational/ process 
related? Would it be possible to create a new cluster that directly deals with social 
sciences? 

● Our project concerns qualitative research concerning psychosocial wellbeing of a 
vulnerable group (visually and auditory impaired persons), to what topic fits this one?  

● To what extent should the data that can be accessed be (anonymous) raw data (such as 
transcripts of interviews for example) 

● Our project focuses on the effects of online education due to COVID-19 on students' 
performance. Not sure what area this fits into? 

● Our project focuses on the impact of COVID-19 on domestic violence, using reports of 
Veilig Thuis organizations.  

● I am not sure in which cluster I would fit in best as a data steward. I am involved in two 
different projects and not conducting the research itself. 

● In the email about the workshops, you could choose option 1 (Optie 1: wanneer u nog 
helemaal moet beginnen met een DMP, mag u dit doen aan de hand van de workshops. 
In feite produceert u gedurende de workshops het belangrijkste deel van het DMP. 
Indien u kiest voor deze optie, is de deadline van het DMP 1 december 2020) - is this not 
true anymore? So the workshops are not about the data management plan at all? 

● Can you show again the slide with future workshops? This will be sent, but here are 
they: 

○ DS workshops: 
October 7 and 8  

○ Cluster M4M workshops: 
November 4, 5, 9, 10, 11, 12, 23, 24 12:00-17:00 CEST (Amsterdam time) 

 



 

○ Community Q&A sessions: 
Mondays 15:00-16:00 – you will be informed of channel used 

● As a data consultant I don’t have hands-on experience with advising about assigning 
metadata. I would like to learn more - anything I can read or prepare to come up to 
scratch for the workshops? (I know what metadata is, where you can find schemes etc. 
but not the actual assigning to variables, how many metadata terms are necessary etc. 
(Not only for the data collection, i.e. Dublin Core - I am familiar with that)  but for the 
variables within a research project.  

● Where can I find the schema to register for the workshops. I assumed it was in this 
document but I can not find it. Can you please send it by email.  

● Can you also specify which workshops/trainings should be attended either by data 
stewards or researchers? Or which should be attended by both? 

● Will the DMP be constructed in one of the workshops talked about today, or is there 
another workshop for the DMP (as I can imagine it will be useful the have one already 
before the workshop, ready to adapt with new insights after the workshops? 

 
5. Wrap up 
 

● General question: How do we ensure that sensitive data is not revealed to a single 
entity/person? 

a. Main purpose of an FDP is to provide metadata about your project/study: reveal 
findability and accessibility (access to raw data follows the license on that data) 

b. The next level on your data is called the aggregated data level as for example in 
the amount of male versus female respondents. CBS uses methods to ensure 
that even aggregation will not reveal anyone so as example if someone poses a 
question that  results in an answer with an aggregated amount of less than 5 this 
person won't see the answer. 

c. Advanced Data Management (LUMC) have experience with questionnaires, 
recordings etc. and how to share this as data and/or metadata. 

 
Feedback 
What worked? 

● I liked the enthusiasm and the co-working/make-do mentality.  
● Thank you for the explanation of FAIR data, I’ve learned it’s really about the metadata 
● The aim of FAIR is important  
● Your enthusiasm and reassurance. Clear structure and sheets 
● Thanks for your thought and care.  

 
What didn’t work? 

● I found some details quite technical already, and would expect a bit more of introduction 
and examples. Liked the example from the Kampala researchers, but then the details 
inside were not really great. 

 



 

● I would like to know/see how a medata document really looks like, showing a simple 
dataset/metadata might already give some more information 

● What put me on the wrong foot was that when discussing metadata for interviews it was 
followed by two examples about text mining and sharing transcripts. We are struggling 
full time with the AVG rules (e.g., need consent forms from everyone, not using Google 
Drive, Dropbox etc) and at the same time the examples are about practices that are the 
opposite.  

● Perhaps too much information and some of it specialised, so difficult to follow 
● It is still a lot to digest, but we will get there. 
● Many unfamiliar terms and abbreviations 

 
What would you change? 

● It would have been better to start with a simple introduction about data and metadata 
etc. Several persons have already stated they are quite new to this so a general 
introduction would be helpful. I still feel we did not really acquire pragmatic skills and still 
do not know whether the data management plan developed by our research team is 
sufficient. 

● Nothing to change per se, but there were a number of different 
workshops/meetings/regular calls etc. all mentioned today -- can an overview of these be 
made? Also, which of these are specific to the ZonMw FAIR initiative (that we should 
definitely attend) and which are extra recommendations? 

● Has a link been shared to register for the M4M training workshops that will be held in 
October? 

● Shorter meetings 
● For now I would like to know what actions I can do now. 
● Please provide specific examples and highlight what applies to the PIs vs to the data 

stewards 
● Provide a road-map: what is expected from us and when? 

 

 


