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PNMR 1 : the 
first national 
plan for rare

diseases
(2005-2008)

131 labelled reference 
centers (CRMR) 

in 120 French hospitals

PNMR 2 : 2nd

national plan 
(2011-2016)

National networks 
(FSMR) - Data base on 
rare diseases (BNDMR) 
- Foundation for Rare 

Diseases

PNMR 3 : 3rd
national plan 
(2018-2022)

Faster diagnosis –
Access to innovation -

Improving care 
pathways
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National 
networks
(filières)

ERN 24 ERNs to share
expertise across
Europe

23 national networks to organize activities and
coordination between reference centers and regional 
centers, diagnostic platforms and technical platforms

Hundreds of reference centers (CRMR), 
regional and competence centers, 
hosted by hospitals, care for patients 
and organize patient pathways



FSMR

Coordination 
bettween the 
stakeholders

Research

Biological
laboratories

Universities

Pharmaceutical 

industries

others

Patients’ 
Organizations

social health-care 
institutions

CRMR

Expertise  - Recours  - Enseignement – formation - Recherche CRMR

Expertise  - Recours  - Enseignement – formation - Recherche 

CRMR MISSIONS :  1/ expertise 2/medical referral 3/ training    

4/ research

SITE 
COORDONNATEUR

SITE(S)

CONSTITUTIF(S)+ 5/Coordination

Compétences Compétences Compétences CompétencesCompétences

The hospitals : 
the ecosystem for rare 

diseases

Courtesy : Anne-Sophie Lapointe (DGOS)
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The challenges that need to be met
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 The central AP-HP Department of Clinical Research and Innovation (DRCI) and the AP-HP Hospital 

Groups are in charge of :

 Grant agreements, consortium agreements (DRCI)

 Financial reports (DRCI with the hospital groups and the ERN project managers)

 Office space and equipment, ordering supplies (hospital groups)

 Human Resources / recruitment (DRCI and hospital groups)

 AP-HP hospital managers participate in different working groups

 An ERN AP-HP group with the 5 coordinators to share information and prepare other meetings

 An ERN EUHA group with representatives from the 9 hospitals of the Alliance with different participants according to 

the topics

 A “EUROPE” working group led by the French Ministry of Health with coordinators and hospital managers

 AP-HP hosts 5 ERN coordinations in 3 of its hospital groups (and participates in all 24 ERNs)

AP-HP ERN Organization
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 AP-HP has implemented the national data base on rare diseases (BNDMR)

 Web-app development (with high security standards): https://bamara.bndmr.fr/login

 Technical interoperability with electronic health records, interoperability with ERN registries is in 
qualification phase for the ITHACA registry

 Interoperable data warehouse : BNDMR metadata are public

 Open source development experience

 AP-HP has developed a know-how which could be useful to implement European IT solutions for 

ERNs

AP-HP special know-how on rare diseases data bases

https://bamara.bndmr.fr/login


A cluster of 7 hospitals
since 2019

AP-HP. NORD UNIVERSITÉ DE PARIS : one of 6 clusters of hospitals within AP-HP

Louis-Mourier
Colombes 92

Beaujon
Clichy, 
92

Bichat –
Claude-Bernard
Paris, 18è

Lariboisière
Paris, 10è

Fernand-
Widal
Paris, 10è

Bretonneau
Paris, 18è

Saint-Louis
Paris, 10è

Robert-Debré
Paris, 19è

The AP-HP North rare disease
expertise platform was created with
another cluster in 2021

Similar platforms exist in the other 4 clusters 
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 Part of the 3rd national plan, the rare disease expertise platforms are meant to

 Strengthen inter-network links within the host establishments of several labelled centres

 They regroup the different local stakeholders : reference centers, diagnostic laboratories and research 

units and the local patient associations concerned

 The aim of these platforms is to share expertise and pool knowledge and skills on a local level to work more 

effectively together

 They are  not  intended  to  replace  existing  structures,  such  as  competence  centers  or  

national  clinical networks

 So far, they mostly help reference and competence centers rather than national networks and 

ERNs…

 …but by supporting these centers they help all the different networks!

Focus on rare disease expertise platforms 



Some actions of our Rare Diseases Expertise Platform

Organizing webinars

Help with codingHelp with genomic
prescriptions

Help with
administrative tasks

Helping centers on their
communication and visibility

Information / newsletters
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 Share more information and work together

 Hospital managers would like to have more visibility on the activities of ERN groups within their hospitals

• With the help of rare disease platforms and ERN coordination teams

 Hospital managers need to have access to the same information as ERN coordinators

• Common meetings

 Hospital managers can stimulate European partnerships on key issues for ERNs: research, training, data 

management, transition…

• EUHA partnerships, other partnerships with hospitals thanks to ERNs

 Have well-staffed coordination teams within the ERNs to face new challenges

 Many challenges : budget management and administrative work, more HCP members to follow, follow up 

of many working groups…

 The coordination teams are the privileged interface for hospital managers but they are hard to get, hard 

to keep

• Special contracts for these professionals ?

 AP-HP has special expertise on data sharing with the experience of its national data base on 

rare diseases (BNDMR) : how can we build on that experience ?

What we’d like to achieve


