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How?





The Observational Medical Outcomes Partnership  (OMOP) 
Common Data Model







Privacy enhancing technologies



Centralized approach

Performing an analysis across multiple decentralized data 
sources, without exchanging their data.

Federated learning

=

aggregated results

Federated Learning



Why?



• to help describe the natural history; 

• to evaluate factors that influence prognosis (e.g. mortality, survival, progression free survival and 
treatment response; 

• to assess treatments effectiveness (systemic, radiotherapy, surgery, target therapy, immunotherapy and 
possible combinations); 

• to measure indicators of quality of care (diagnostic and staging procedures, treatment strategies, follow-
up etc.).

The registry aims to collect information on the storage of biological samples  and imaging at the participating 

centres

Core dataset + ad hoc add on variables study specific





Registry based studies

1. To provide comparator groups of patients for a single arm trial where RCT is not feasible or 

unethical

2. To support registry-based RCT for patient recruitment 

3. To supplement the evidence generated in the pre-authorisation phase

• (information on standards of care for the disease, determinants of disease outcomes 

in clinical practice, validity of a surrogate endpoint used in the evaluation)

4. To contextualise the results of uncontrolled trials

5. To  provide data sources or infrastructure for post-authorisation evidence generation







Different data standard

Different 

governance
Lack of incentives for 

data sharing

Different 

data quality

Human and financial 
resources for 
sutainability

Limited interoperability

Lack of trust

Lack of structured data

Different
legal framework

The challenges

Lack of multilingual NLP 
model



The federated data ecosystem
a platform that combines data from different data providers and creates value through the 

usage of  the data
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