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Rare Disease (RD) 
professionals have 
highlighted the critical 
need to implement 
national/international, 
multidisciplinary, high-
quality cohort studies 
to address key 
scientific and medico-
economic questions.

To implement RD e-cohorts within a research framework, 
supported by an interoperable platform of mutualised expertise, 
resources and services, with shared standardised processes and 
tools.

In 2014, RaDiCo platform launched a national call for RD cohort: 
16 RD e-cohorts have been selected.As of  September 

2025, 8875 patients 
have been included 
in 275 clinical 
centres.  

The global achieved 
recruitment is 86% 
of the defined 
target given the 
time since the 1st 
inclusion.

The scientific objectives are: Describing RDs’ natural history; 
Establishing phenotype-genotype correlations; Deciphering RDs’ 
pathophysiology; Identifying new therapeutic avenues; Assessing 
RDs’ societal and medico-economic impact; Identifying patients 
eligible for new therapeutic approaches.

The regulatory authorizations from the different competent bodies 
have been obtained and the RD e-cohorts have been launched since 
2016.

As of 2025, 65 publications in international peer-reviewed 
journals. 

10 specific 
research projects
exploiting each 
cohort’s 
resources have 
been established 
with 4 companies 
(Public-Private 
Partnerships) and 
6 academic 
partners: 
acquired funds ~ 
6M€

Geographical distribution of opened RD centres in France and Europe
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Results

13 ongoing RaDiCo e-cohorts involving 67 RDs

Discussion / Conclusion
The key benefits of this platform are its flexibility and ease of data sharing, which enable the creation of new cohorts. At the
European level, two cohorts have been extended, with the cohort PIs involved in European Reference Networks.
RaDiCo has developed e-cohorts and standardized procedures for including new RDs. Industrial and academic partnerships
have been established, and strong involvement in the Inserm 'France Cohortes' project will ensure its long-term future.

Référence : J2-T1-11


	Diapositive numéro 1

