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GDPR and legal issues

• In effect since 2018

• Strengthened standards for sharing personal data

• Country-specific legislation/regulations

• Data minimization

• Broad purposes

• We could now only share anonymous data with IARC

• We had to rethink our data flow!



Centralized approach Federated approach



The basics

• Common data model

• Harmonized standards (and 
practices)

• Nordcan.R: R-scripts + Stata 
+ IARCcrgTools

• Definition of the output

• Means for quality control



Steps of the script

Install packages, set basic settings

Read files, set country-specific and on-prem settings

Quality assure and enrich 

(through IARCcrgTools and other functions)

Run analysis

Compare to archived file

Export zip-file with output



Example of quality control tools



Advantages

• Sharing only anonymous data with 
IARC

• GDPR compliant: no individual data 
leaves the CRs

• User can immediately check results 
and quality assure and, if necessary, 
make new, corrected input data

• Data managers who know their data 
well

• Building on core CR variables with long 
history of use and standardisation

Disadvantages

• Not a «real» federated setup

• No pooling of data

• Mainly suited for less complex datasets

• Establishing a common ground for 
many variables is difficult

• Strict rule of anonymity in output

Pros and cons



Nordcan.R is a pragmatic first step

Foundation for further development

• Federated analysis

• Federated learning

• Synthetic data

The Nordic countries have:

• population of above 27 million people 
(2021)

• 70-year history of quite harmonized cancer 
registration. 

Building the foundation



Building the future
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https://www.frontiersin.org/journals/oncology/articles/10.3389/fonc.2023.1098342/full 

https://www.frontiersin.org/journals/oncology/articles/10.3389/fonc.2023.1098342/full
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