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The purpose of NMGs

• Broadly speaking, NMGs should do 2 things:

• Unite the RD research community in their                                                                 
national territory (& either integrate 'care’                                                  community 
too, or else forge robust links to suitable                                           
groups/structures)

• Help bridge the gap between the European/International RD level, on the one 
hand, and national RD level on the other: effectively, this means

• Furthermore, NMGs should enable more focused interactions and good practice 
sharing between  countries 

3



4



Key NMG Activities (1)
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Coordinate/Bring cohesion to RD 
activities at national level 

1-2-1 Meetings with the WP23 leads WP23 Topic Workshops 

NMG General meetings and National 
Alignment Board (NAB) meetings

NMG
March ‘26

Starting 
Q2 ‘26
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How to maximize the power of 

national plans for rare disease, 

and strengthen their capacity to

foster rare disease research?

Riga, Latvia: 2nd – 3rd June 2025
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‘Creating, evolving and 

utilising national registries 

to advance rare disease 

research’ 

Riga, Latvia: 9th-10th June 2026



Key NMG Activities(2)
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Collect Data: 

*Short annual survey on NMG activity 

* ‘State of the Art of RD’ survey

Help shape ERDERA WPs:

 ‘Show & Tell’ concept – invitations once a 
year to anyone in any NMG, to hear WP 
progress & plans and share any insights

Support Training: 

Share info on national training needs and 
support training delivery

Interaction between  NMGs

NMG



https://erdera.org/international-alignment/national-mirror-groups/
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3 Year 
Action 
Plans

There are several advantages to 
creating these action plans, e.g. 

• crystallising thoughts in 
each NMG on where their 
real added-value lies, what 
specific actions they want 
to prioritise etc. 

• Providing insight to WP23 
on common goals and 
needs we can try to 
address, supporting 
country matchmaking etc  



NMG three - year plans: example priority 
areas
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Mapping the national rare 
disease landscape

The results of the mapping 
will serve as an evidence 

base for identifying gaps and 
opportunities for alignment

Engaging with national rare 
disease initiatives 

NMGs plan to engage with 
other national RD or relevant 
initiatives, in an effort not to 

duplicate effort. 

Rare disease awareness 
raising

To general public, patients, 
and healthcare 

professionals and other 
relevant national 

infrastructures

Influencing National Plans & 
Strategies for RD

5 NMGs are involved in 
drafting/revising NPs. Estonia 

and Bulgaria would like to 
advocate for developing NPs

Communication and 
dissemination

NMGs disseminating info by email 
but would like to increase web 

and social media presence. NMGs 

Would like to utilise  Teams 
channels.



NMG three - year plans: Areas to exert NATIONAL 
influence
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• Diagnostics: Latvia, France, Austria, Belgium, Türkiye, Slovakia 
plan to prioritise strengthening diagnostic strategies within 
their country. Specific plans include: standardising diagnostic 
lab procedures, ensuring diagnostic approaches are patient 
focussed and cost effective and aligning with other relevant 
initiatives.

• Education and training: 9 NMGs (France, Latvia, Belgium, 
Bulgaria, Türkiye, Estonia, Spain, Portugal, Slovakia) have 
identified training and education as a high priority area. 
Specific plans include: disseminating ERDERA training, 
developing a rare disease course for medical professionals, 
and integrating rare and undiagnosed diseases into 
undergraduate medical curricula. 



Areas to exert NATIONAL influence Cont.
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• Data and patient registries: Data and registries 
have been identified as high priority for the majority 
of NMGs, particularly for informing patient care and 
treatment pathways. Many NMGs specifically want 
to ensure interoperability with national 
infrastructures, ERN registries and the European 
Health Data Space (EHDS). Interest in coding of 
national registries, for instance, visibility, connection 
to VP

• Research: NMGs plan to boost RD research, as well 
as support clinical and basic research. In some, like 
UK, e.g. goal is maximising complimentary 
investments. Some NMGs identified research as an 
area to influence within their national plan/strategy. 
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Thank you!
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https://www.facebook.com/ERDERAeu/
https://www.instagram.com/erdera_org/
https://x.com/ERDERA_org
https://www.linkedin.com/company/erdera/
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