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e Small number of mandatory fields e 60+ mandatory fields

e Molecular data released independent of e Data released after clinical data
clinical data complete

e Focus on early, primary disease VS e Extensive disease specific (optional)

e Static samples collected during surgery extended field set

e Intended to require high standards of e More advanced and rare disease
clinical data, but this was only e Multiple samples collected at
accomplished within a few projects timepoints (during/after treatment )

~20% projects had consistently high coverage More focus and resources on clinical data

of mandatory fields
WWw.icgc-argo.org

Yoshino T: ICGC-ARGO Scientific WS 2023
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Major Findings

International Cancer Genome Consortium

4 Complex breadth and scope of program types: multi-cancer programs, rare cancers,
prospective and retrospective data, regulatory grade trials

4 More than 50% of programs dont have all core (required) data available

4 Manual curation
o Many from multiple sources, sites, systems, countries, languages
o Variables defined differently amongst the various program
contributors/Sites groups

& Low appetite for submitting extended (additional) data

WWw.icgc-argo.or,
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Barriers to data submissions

“Resources and formatting data from manual curation to fit ICGC
Other,9% ) gu- submission’

A “The main barrier is formatting our data to match the variable fields and
Ethics,9% options in the ICGC ARGO database. Although we have extensive clinical
data in our various databases, the majority of data preparation is manually
curated which takes a significant amount of time. In addition, if there is not
a match between our fields and those in the ICGC ARGO database, the

Resources,23% change to add this field to the database takes quite some time.”

ICGC process/data

dictionary,18%
“Difficulties of acquiring samples and meeting ethics and governance
requirements of different nationsis problematic.”

“The limited clinical data available for retrospective studies. The need for
Obtaining manual curation/harmonisation of data due to the diversity of centers and

Samples 9% regions participating in the project”.

~—

Manual Curation,23%
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