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Towards a National observational COVID ( Health) data portal
(see also https://www.health-ri.nl/covid-19-data-portal)
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Think big – start small – act now

Think big: national health data infrastructure Start small: national COVID-19 portal
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Road (so far) to machine actionable (meta)data
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From Community to Data Portal



Metadata templates and vocabulary for projects and datasets

Project Content

Data Catalog

Dataset

Data Distribution

Project Admin

Based on DCAT standard

https://www.w3.org/TR/vocab-dcat-3/

community-specific 
metadata templates

community-specific
vocabulary

ZonMw Generic

ZonMw COVID19

Generic Dataset
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Metadata portal: https://covid19initiatives.health-ri.nl/p/ProjectOverview
(machine readable metadata / human readable portal )

semantic faceted 
search using the 
provided 
metadata

and contact data 
custodian and 
request 
(getting access 
to) data



NFU COVID-NL metadata portal: https://covid19initiatives.health-ri.nl/p/Dashboard
(also built on machine readable metadata from CEDAR)

Search and request 
(getting access to) data



COVID-NL data governance – the challenges

• COVID-NL is not only technology: data governance & regulatory aspects

• Already some procedures in place in most institutes

• Often based on a somewhat different interpretation of the legislation
 In particular for the GDPR legal basis

• Responsibilities for secondary use of data are not always clearly defined 

• Key stakeholders (legal support (often outsourced), DPOs, data 
managers, security officers, etc.) had to be identified while working on 
the procedures



Requestor

Data selection 
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through Podium3

National review in DAC4
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5
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Data governance workflow – the result
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myDRE (anDREa product) == Secure Processing Environment



Web portalWeb portal

Pseudonymisation 
keys

Data at 
patient/record level

Administrative and 
descriptive  metadata to 
facilitate data discovery 
& accessibility

Web portal

Web portal

Hospital A Hospital  B Hospital C Hospital ZHospital …

Local FDP A Local FDP B Study FDP 1 Central Discipline FDP 1

Health-RI/ZonMw/GO-FAIR COVID FDP

Towards a national COVID-19 observational data portal using FDPs

FDP: FAIR Data Point



Lessons learned:
• machine readable metadata  easier  human readable portal
• study metadata already findable from the start of projects while new data 

still is being generated
• metadata is interoperable

• at the same portal
• metadata no longer is restricted to “that one portal”

• based on standards, like DCAT, that facilitates interoperability between 
data catalogues/repositories published on the Web

• E.g. DCAT of NFU COVID data -> https://www.covid19dataportal.org/
• discoverability of metadata increased
• linkage of datasets from different domains possible, though

• Interpretation of regulations/law can be an obstacle
• Linking different datasets at subject level not easy



Questions?/Discussion

During workshop:
Still Questions / 
Something to Discuss        Robin Navest
Thank you!


