
Country Expert Centres Patient Organisations Laboratories/Diagnostic Tests Research Projects Clinical Trials Registries Biobanks infrastructures/Platforms

AT *

BE

BG

CZ

CH *

DE *

EE

ES EQAS programme

FI

FR

GE

GR

HR

IE * *

IL

IT

JP

KZ

LT

LU

LV

MK

NL * * * *

NO
only labs (for tests: 

https://www.genetikkportalen.no/)

PL

PT

RO * * * * *

National specialized resources for RD in each country are collected by dedicated Orphanet National Teams. Information is collected from selected data sources 

and manually curated. The table below indicates in green the type of resources that will be collected in 2024 by each national team, according to team's 

priorisation and ressources. To know more about the sources that are surveyed in each country you can consult the National websites available here to know 

more about the procedures for data collection click here https://www.orpha.net/en/other-information/procedures                                                                                                

If you want to get in touch with the Orphanet National Team contact forms are available here: https://www.orpha.net/consor/cgi-

bin/Directory_Contact.php?lng=EN



RS

SE *

SI

UK

RU

TR

Info will be collected in 

2024

Info will not be 

collected in 2024

*

Info will only be 

collected if requested 

by professionals  
no info available 

regarding 2024 

priorisation

Temporary Suspension

Observer


