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France Recherche en Santé Humaine (FReSH)
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The FReSH metadata model
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How DDI helped us
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• Rich documentation
• Study context
• Study methodology
• Data access policies
• Variables description

• NADA Cataloguing tool

DDI Codebook 2.5

• Rely on metadata standards 
for interoperability

• Make use as much as 
possible of open source tools

Requirements
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The FReSH metadata model

Fields mapped on DDI-C



FReSH metadata model vs DDI-C: a few statistics
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Challenges encountered
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Some DDI Codebook fields 
were too broad for our 
specific domain

<topcClas 
 vocab="ICD-11" 

vocabURI="http://id.who.int/icd/entity/11
76751173">
 Fear of disease
</topcClas>

<topcClas vocab="HealthDeterminants">
 Environmental determinants
</topcClas>

• Using controlled vocabularies 
(ex. ICD-11 pathologies)

• Labeling attributes



Challenges encountered
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Some FReSH elements could 
not be mapped into DDI <!–- stdyDscr/method/dataColl/sources -->

<notes subject="source purpose">
    Data enrichment through cross-referencing
</notes>

...

<!–- stdyDscr/method/ -->

<notes subject="follow-up method">
Monitoring by participant visit to the 

investigation center
</notes>

• By using «notes» elements

• Some fields are not exported 
into DDI
• JSON export



Challenges encountered
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Some existing terminologies 
couldn’t fit the needs of 
FReSH

• Sets of terms of the existing CVs cover 
more than needed
• Only a smaller set of terms is proposed to the 

user

• Term definition/label is too broad or 
unclear
• Propose to the user a clearer definition/label

• Set of terms of the existing CVs lacked 
coverage
• Added extra term to cover a domain-specific 

case

Source of existing vocabularies
ClinicalTrials.gov

MeSH

ISO

CESSDA

EuroSciVoc

ICD-11

COAR

CNIL



Open questions

• How to define a «standard» DDI (Codebook) profile for the health domain?
• How to address interoperability with other domain-specific standards?
• How to address the problem of non-DDI fields?
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Perspectives

 Documentation 
 https://github.com/portail-fresh
 https://github.com/portail-fresh/technical-documentation 

(MkDocs)

 France Cohortes / FReSH: associate members

 Gather health-related actors around DDI (Codebook)
community

 Definition of DDI profiles in French DDI (FrEDDI) WG

 Make proposals/suggestions for the CESSDA/DDI 
terminologies

https://github.com/portail-fresh
https://github.com/portail-fresh
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https://github.com/portail-fresh/technical-documentation
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Thank you!
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