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Data Dictionary Meetings

D4CG produces an initial draft dictionary.  A data dictionary 
working group is formed and meets to discuss all aspects 
of the data dictionary

We align with existing D4CG conventions and data 
elements, augmenting these where required for new 
diseases, new domains, etc
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Data Use Agreement (DUA)
Data Contributor Agreement (DCA)

Legally binding
How data must be stored and protected

How data can be used for research

Memorandum of Understanding (MOU)
Not legally binding

Executive Committee membership
Publication policy
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Regulatory Framework - MOU, DCA, DUA
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https://www.kinderkrebsinfo.de/sites/kinderkrebsinfo/content/e1676/e9032/e2255/e97255/e97262/SoTiSaR2007-HRSAREZ_ger.pdf
https://www.kinderkrebsinfo.de/sites/kinderkrebsinfo/content/e1676/e9032/e2255/e97255/e97262/SoTiSaR2007-HRSAREZ_ger.pdf
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“Commons” at two levels

PCDC
(Pediatric  Cancer Data Commons)
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Model v. Dictionary

The D4CG data standards team maintains 
a single data model.

Individual disease's data dictionaries are 
limited views of this overarching PCDC 
model.

Variables and values (collectively 
concepts) are grounded in controlled 
terminologies like the NCIt which 
provides the semantic backbone for 
interoperability

Goal: minimal conceptual overlap 
(i.e., to use the same variables to capture 
the same type of data) 


