Numbers of contributions to the International Incidence of Childhood Cancer (IICC)
series

Countries and territories Registries Datasets
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W Asia
40 ® America, North
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W Africa
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From: IICC-3, Chapter 1 - Introduction



Ci5-XIl: Cancer Incidence in Five continents, volume XlI (cancers diagnosed at any age)
CRICCS: Cancer Risk in Childhood Cancer Survivors (cancers diagnosed before the age of 20 years
and subsequent cancers in these patients)

» Collaboration gap

* Childhood cancer represents a small fraction

. Participation overview (numbers)
 Complex study design

» Mass data requirements ® Countries ® Registries

* Detailed information
600
* Follow-up
* Treatment
 Stage 400

* Predisposing factors
 Data unavailability 200

* Lack of interest in survivorship research

ml -

Any All datasets
* Novelty submission submitted

* Perception of reward Ci5-XI1I CRICCS

2 Registries and survivorship research 20 May 2023

e Lack of expertise 1)
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Impact of GDPR on international health research
— a scoping review

e 42 articles selected of 699 Lack of
harmonization
e 26 journals
* Most pUblIShed after 2018 Fear of penalties r?al?cEI:eC:r:T(:iprlii)l((
. aversion
e Authors from 16 countries
Impaired
Data
. Sharing
Proposed solutions: - "
* Promote harmonisation sl e o i
* Specific approach of GDPR to research SO iy care
. « qualified
e Data transfer mechanisms personnel,
infrastructure
* Modern technologies and funding

Publication in preparation



