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FAIR-data - DIZRA (gitbook.io)

https://dizra.gitbook.io/dizra/perspectieven/motivation/fair-data


FAIR data:
What is the benefit for Benefit?

FAIR-data - DIZRA (gitbook.io)
DIZRA staat voor de referentiearchitectuur van een duurzaam informatiestelsel in de 

zorg. 

Het bestaat uit uitgangspunten, instrumenten, kennisthema's en praktische richtlijnen.

https://dizra.gitbook.io/dizra/perspectieven/motivation/fair-data


Federatief
binnen een community afspraken maken

Federatief - DIZRA (gitbook.io)

https://dizra.gitbook.io/dizra/perspectieven/motivation/federatief


Benefit (Community) FAIR roadmap:

1. Data FAIR maken (metadateren)

2. Afspraken maken (adopteren standaards)

3. Technische Infrastructuur realiseren 

1 2

3



The FAIRification Process

A Generic Workflow for the 

Data FAIRification Process, 

Jacobsen et al, 2020 Data 

Intelligence 2 (1-2): 56–65



The FAIRification Process

• Pilot data available 

for controlled 

access in anDREa

• FAIR data point 

makes metadata 

available via FAIR 

Data Point



The FAIRification Process

• Revisit research 

questions

• Explore links with 

other FDPs and 

other data



Secure Environment



Secure Environment

• Andrea



Z
o

rg
d
o
m

e
in

Secured workspace

Brondata

deelnemer

Brondata

Instituut

Curatie

data T

T

P

Curatie

data

Data 

uitgifte

request
Vital10

LUMC

Principal Investigator

Data 

aanvraag
toetsing

Data 

uitgifte

Benefit IT architectuur (beveiligingskaders)

gepseudonimiseerde 

data

BSN

BSN

Pseudonimisatie 1

Pseudonimisatie 2

Pseudonimisatie 1

T

T

P

P
G

O



Pilot Data Set

• Lifestyle measurements

• Patient personal data

• Procedures (interventions)

• Physical measurements



Common Metadata Standards

OMOP ID SNOMED ID Concept Name Class Domain
Questionnaire 

Question

4141766 266741004 Muscle strength exercise Procedure Observation
Tijd spierversterkend

(dagen*minuten)

4298263 386293009 Balance exercises Procedure Observation
Tijd balans

(dagen*minuten)

4086504 248263006 Duration of sleep
Observable 

Entity
Observation Uren / dag

4086501 248254009 Quality of sleep Clinical Finding Observation Kwaliteit (range 1-4)

https://athena.ohdsi.org/search-terms/terms/4141766
https://athena.ohdsi.org/search-terms/terms/4298263
https://athena.ohdsi.org/search-terms/terms/4086504
https://athena.ohdsi.org/search-terms/terms/4086501


Using a Common Data Model 

from EJP 
Semantic modelling of common data elements 
for rare disease registries, and a prototype 
workflow for their deployment over registry 
data, 
Kaliyaperumal et al, 2022 J Biomed Semantics

https://pubmed.ncbi.nlm.nih.gov/?term=Kaliyaperumal%20R%5BAuthor%5D
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8922780/


Benefit Data in anDREa



Mapping to Common Data Model



Not Findable

Accessible in anDREa with 

permission and an account



FAIR Data Point



Finadable Through FAIR Data Point



FAIR Data Point Registry



Next Steps - Evaluation

• Assess FDP and described data against research questions

1.What lifestyle risk factors do CVD patients exhibit before they

enter cardiac rehabilitation?

2.How is the patients' lifestyle related to their health?

3.  Is there an improvement in lifestyle risk factors after cardiac

rehabilitation? 



Next Steps - Expansion

• Benefit FAIR data paper

• Data descriptor

• Data sharing with secure environments

• Extend the pilot with other data

• Subset of Benefit data described. What is the most useful 

expansion?

• Investigate interoperation with other datasets



CONCLUSIE Benefit WP3 

Benefit data model (FAIR, concept V 0.1)

Consortiumleden kunnen hierbij in en volgende fase aanhaken (model uitbreiden)

Workspace data & dashboards

AnDREa: in the cloud, controleerbare en GDPR veilige omgeving voor dataverwerking

IT infrastructuur voor FAIR data

Eerste aanzet voor aansluiting op Personal Health Train concept (voorbereiding op data visiting)


