
                           

Covid-19 Health-RI Portal

https://covid19initiatives.health-ri.nl/p/Dashboard


Think big – start small – act now

Think big: national health data infrastructure Start small: national COVID-19 portal

https://covid19initiatives.health-ri.nl/p/Dashboard


Towards a National COVID-19 observational data portal
(see also https://www.health-ri.nl/covid-19-data-portal)

The hospitals - data contributors:
Legal basis, data harmonization

The national portal - data discovery
& accessibility

Users – controlled access &
data reuse

https://www.health-ri.nl/covid-19-data-portal


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

FDP: FAIR Data Point



Portal - Different data presentation levels
Catalogus with metadata: ZonMw studies

- NFU COVID cohort
- COVID cohort per UMC
- Other studies, COVIDpredict, CAPACITY, 

etc

High level aggregates (Dashboard)

Search on allowed items and present aggregates

Lowest level - raw data (incl ETL)

https://covid19initiatives.health-ri.nl/p/ProjectOverview


What a potential researcher can see and do:

Live demo

https://covid19initiatives.health-ri.nl/p/ProjectOverview
https://covid19initiatives.health-ri.nl/p/Dashboard
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Covid Portal in Context – Achievements of Pilot
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How to request and get data:

https://covid19initiatives.health-ri.nl/p/Dashboard


Data governance: COVID-NL data request workflow

Requestor

Data selection 
in portal

1

Submit request 
through Podium

3

National review in DAC4

Data delivery or access6Execution of the data analysis 
plan & publication of the results7

5
Local participation review 
in every institute

Internal review at 
requesting institute

2
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Secondary Data Use

Query by 
researcher

DMP (i.a.
long-term 
storage)

Check if 
Consent is still 

applicable

Transfer to safe 
environment/ 
known and 

trusted

API from anDREa

Workspace in 
myDRE

Archiving (with 
DOI)

Yoda, Figshare…

https://covid19initiatives.health-ri.nl/p/Dashboard
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How the data get into the portal:

• Process and data layer description

• Data ETL workflow from node to hub

• Clinical Data team and data champions

https://covid19initiatives.health-ri.nl/p/Dashboard


COVID-19 two major data flows
Two major (funded) COVID-19 research programs initiated by:

1) ZonMw: Dutch funder of health research and innovation projects.

2) NFU: Dutch Federation of University Medical Centers

Objective: Build national observational COVID-19 data portal that will help researchers to 

find and reuse COVID-19 related observational data

Ad 1) 

- Involves over 60 funded projects covering topics from health care incl. diagnostics, 

prognosis and immunology, to socio-economical

- a series of training events for principal investigators and/or data stewards in applying 

FAIRification approaches to improve interoperability of study related (meta)data

Ad 2)

- Data from (UMC) hospitalized COVID-19 patients

- captured in various systems like EHRs and EDCs (Castor & Redcap)

- Mappings and transformations to WHO/ISARIC Core or Rapid CRF codebooks

- Re-use templates developed by 1) for aggregated (meta)data on portal

https://github.com/fair-data-collective
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Metadata

Workshops
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List of 
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Projects

https://covid19initiatives.health-ri.nl/p/Dashboard
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Data source
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care)
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By Hand

Python/ 
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WHO
case report 

form
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Excel
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List of 
COVID 
Projects

https://covid19initiatives.health-ri.nl/p/Dashboard


Q1-2022: COVID-19 NL dataflow UMC’s via central hosted Opal
@Vancis

All UMC data 

in 

ISARIC/WHO

COVID-19

datamodel

Collect & 
Prepare

COVID-19 data 
for multiple 

usage:
ISARIC/WHO 

codebook

Vancis data platform (Opal)

Care

Lab

EPIC

Research

EDC(s)

Informed 

Consent
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Collect & 
Prepare
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Care

Lab

Chipsoft

Research

EDC(s)

Informed 

Consent
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Authenticated/ 
Authorized staff only

Mendix cloud

Authenticated/ 
Authorized staff only

Aggregated flat data

Public portal

FIAM via 
SRAM

Disclaimer: deduplication of patients is not (yet) possible



The road (initial steps) towards a national COVID-19 observational 
data portal

WHO-CRF codebook

per hospital/study/..

WHO-CRF codebook

harmonised to ISARIC Simple website; central only metadata and aggregated numbers of 

limited set of data items. No choice of underlying tool (s) yet

First week July 2020 October 2020 October 2020

Global timeline

NFU & STZ COVID Clinical data working group



Snapshots Mapping (impression): each local codebook -> ISARIC

Instructions and 

status updates

Deviations 

from WHO

Differences 

between 

hospitals



COVID-NL data – status 

UMC Data in dashboard CRF mapping
Data 

transformatie

Data 

beschikbaar 

voor OPAL

Scrambled data 

beschikbaar 

voor OPAL

Scrambled data 

in OPAL *
Data in OPAL *

AUMC Ja Ja Ja Ja Ja Nee Nee

ErasmusMC Ja Ja Ja Ja Ja Ja Nee

LUMC Ja Ja Ja Ja Ja Ja Nee

MUMC Ja Ja Ongoing Nee Nee Nee Nee

RadboudUMC Ja Ja Ja Ja Ja Ja Nee

UMCG Ja Ja Ja Ja Ja Nee Nee

UMCU Nee Ja Ja Ja Ja Nee Nee

* Pending on update of OPAL environment after security fixes



NFU Clinical data team/werkgroep : 
collaboration of Health-RI nodes in practice

Health-RI Wiro Niessen (ErasmusMC)

Gerrit Meijer (NKI)

Mijke Jetten (DTL)

Jeroen Beliën (AUMC)

Rita Azevedo (Lygature)

Julia Lischke (Lygature)

Amphia Henriette Cuijpers

Wilco Jacobs

AUMC Meriem Manaï

Sjoerd Manger

Rudy Scholte

Mareen Datema

ErasmusMC Heleen Pruijn

Stefan van Aalst

Raoul Boomsma

Anne-Lotte Masson

LUMC Karin van der Pal

Merijn Driessen

Anke Wegman

MUMC+ Olav Palmen

Pascal Suppers

Wendy Neyens

OLVG Ise Butter

RadboudUMC Kit Roes

Marten Onnink

Mirjam Brullemans

Yvet Kroeze

UMCG Rene Oostergo

Marloes Cardol

Bas de Reuver

UMCU Nicole Boekema-Bakker

Marieke Vianen

Sam Keukens

Joost Schotsman

Paula Jansen

Wietze Pasma



https://github.com/fair-data-collective


Road (so far) to machine actionable (meta)data

FAIR 

Data

Variable

+

=

Vocabulary

Data
FAIR

metadata

FAIR

Variable
+ + =

+

=

Vocabulary

Metadata

schemaDomain

experts

FAIR 

metadata

experts

+ =

https://github.com/fair-data-collective
https://www.rd-alliance.org/group/interoperable-descriptions-observable-property-terminology-wg-i-adopt-wg/wiki/i-adopt


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

https://github.com/fair-data-collective
https://www.w3.org/TR/vocab-dcat-3/


ZonMw metadata portal 

(machine readable metadata → easier → human readable portal )

semantic faceted 

search using the 

provided 

metadata



How the standards were defined + the 
Metadata work

https://covid19initiatives.health-ri.nl/p/Dashboard
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Covid Portal in Context - Achievements



A data steward perspective - How it all started: joint webinars



Workshops - Creating FAIR (meta)data together



M4M in theory - Creating the CEDAR templates



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

https://github.com/fair-data-collective
https://www.w3.org/TR/vocab-dcat-3/


M4M in practice - Creating the CEDAR templates



M4M in practice - Creating the CEDAR templates



M4M in practice - Outcome: CEDAR templates



M4M in practice - Outcome: CEDAR templates

Controlled vocabularies from 
bioportal.bioontology.org

Machine readable metadata 
available



Supporting the community - Filling out the templates



From Community to Data Portal



Making Supporting the Community scalable



What needed to be done in terms of legal and 
societal groundwork:

https://covid19initiatives.health-ri.nl/p/Dashboard
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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 
in portal

1

Submit request 
through Podium

3

National review in DAC4

Data delivery or access6Execution of the data analysis 
plan & publication of the results7

5
Local participation review 
in every institute

Internal review at 
requesting institute

2

Data governance workflow – the result



• Documents publicly
accessible via ELSI Servicedesk:

- Feb 2022: Contract agreed between partners (still to 
be signed off)

- Oct 2020 (update Nov 2021): Policy for Access 
to and Sharing of COVID-19 Data

- June 2020: Guide data governance procedures

- June 2020: Standard Data Transfer Agreement

What is available?

https://elsi.health-ri.nl/
https://elsi.health-ri.nl/sites/elsi/files/2022-03/HRI_COVID-NL%20policy%20doc%20v2.0%20final.pdf
https://elsi.health-ri.nl/sites/elsi/files/2020-07/Handreiking%20%20Data%20Governance%20COVID-19.pdf
https://elsi.health-ri.nl/sites/elsi/files/2020-07/20.30815%20OenO%20Template%20-%20Data%20Sharing%20Agreement.pdf
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• Toestemmingsverklaring goedgekeurd door VWS voor nationaal gebruik 

door ziekenhuizen bij opgenomen Covid patiënten

• Informatie tekst goedgekeurd door VWS voor nationaal gebruik door 

ziekenhuizen bij opgenomen Covid patiënten

• Animatie, talking heads film en beeldmateriaal

• Website www.uwgegevensreddenlevens.nl

• Eindverslag lessons learned

Deliverables van project

https://youtu.be/HUoyJ8w2Vd8
https://youtu.be/dOxJZCmXbOY
http://www.uwgegevensreddenlevens.nl


What needs to be done next:

https://covid19initiatives.health-ri.nl/p/Dashboard
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Covid Portal in Context – Relation to Health-RI future activities
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COVID Portal

Q1 2023 ?

For visualization 

only! The order 

of the activities 

has not be 

decided yet.
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Thank you!

https://covid19initiatives.health-ri.nl/p/Dashboard

