
The OD4RD/OD4RD2 projects tackle the invisibility of rare diseases in
European member states’ health systems, promotes harmonisation of
practice and facilitate generation of standardised interoperable data
around RD, thus contributing to meet the ambitions set by RARE2030

concerning data.

The project produces and maintains the ORPHAcodes, recognised as a
Best practice by the European Commission, and makes them available

with annotations and transcoding information in a variety of formats
that can be adapted to the different codification settings and needs of

the different stakeholders 

The project  provides coordinated support for ORPHAcodes
implementation in Health Information Systems of 20 member states’

Hospitals hosting ERNs thanks to the growing Network of National
Nomenclature Hubs  so as to  reinforce the national level 

 to add European value
 

The project also  provides evidence to  support ERN coordination, BoMS
and the EC’s ERNs strategy  and decision making
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The project also provides coordinated support for ORPHAcodes implementation in Health
Information Systems of 20 member states’ Hospitals hosting ERNs thanks to the growing Network of

National Nomenclature Hubs 
 

The project produces and maintains the ORPHAcodes, recognised as a Best practice by the
European Commission, and makes them available with annotations and transcoding information in

a variety of formats that can be adapted to the different codification settings and needs of the
different stakeholders 
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The project also provides evidence to support ERN coordination, BoMS and the EC ERn strategy &
decision making 
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FURTHER INFO

OD4RD

2023 ACTIVITIES
Nomenclature Helpdesk Operational in 20 countries 
New content of the Nomenclature Pack  

with 6,300 disorders of which 96% with a definition and improved ICD11 alignment
files with +4,000 new alignments with MMS weblinks and URI

SNOMED CT-Orphanet nomenclature map available: 
under a collaboration agreement between the INSERM/Orphanet & SNOMED
International. Access to the human readable map @ orphadata &RF2 version   
from SNOMED’s Member Licensing and Distribution Service.

State of play of ORPHAcoding in 20 countries
Ongoing ORPHAcoding trainings in ERNs centres across the
Network
follow @orphacodes (twitter & Instagram)

w w w . o d 4 r d . e u p m t . o r p h a n e t @ i n s e r m . f r @ o r p h a c o d e s

Co-Funded by the European Union. Views and opinions expressed are however those of the author(s) only and do not necessarily
reflect those of the European Union or HADEA. Neithert he European Union nor the granting authority can be held responsible for them 

https://github.com/OD4RD/Main-Help-Desk
@ [GitHub country alias]

WHAT’S NEXT
 Survey of coding habits in ERNs centres from Hospitals in 20
countries
Organisation of dedicated events for ERNs and Hospital Managers:
stay tuned!
Release of the updated Nomenclature Pack in July 2024 with new
features to fit users needs!
Analysis of ERNs RD coverage, complementarities & gaps

w w w . o r p h a d a t a . c o m /
o r p h a n e t - n o m e n c l a t u r e - f o r - c o d i n g


