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Inter-ERN  Aims

 to develop guidance towards a common approach between ERNs 

(endorsed by EAN & PAGs, where possible)

 to know first (survey) and then to develop diagnostic pathways, 

treatment options through Europe 

 ICD-10 codes

 the education needs: 

ERN webinars, EAN, ESHG workshops or teaching courses, 

training curriculum



Closed Project I
Inter ERN Survey: How to approach and manage primary 
mitochondrial diseases (PMDs) in different EU countries. 
The ERNs survey













Closed Project 2023-II: Management of mitochondrial epilepsy

International Consensus Workshop on the Management of Seizures in 

Patients with Mitochondrial Diseases

FUNDED BY EJP RD Networking Support Scheme

Treatment of mitochondrial epilepsy is challenging

even for expert epileptologists. Examples of this difficulty are the risk 

of valproate toxicity and propofol infusion syndrome. Reason why

standards of care need to be developed and disseminated.

A panel of experts in mitochondrial medicine, representative of the 

five ERNs will meet in Budapest. During this workshop, the experts

will produce a consensus paper on the management of epilepsy in 

mitochondrial diseases. Its dissemination and a plan for updating and 

curating the consensus paper will also be established.





The education needs



Webinars e academy

 EURO-NMD Webinar series (February 2022: „mitochondrial 

month“)

 An introduction into mitochondrial disease in adulthood, Cornelia Kornblum 

03.02.2022

 Primary mitochondrial myopathies, Michelangelo Mancuso 17.02.2022

 Targeted therapies for Leigh syndrome: Systematic review and steps towards

a Treatabolome, 

Rita Horvath 24.02.2022 

 EURO-NMD Webinar series (September 2022: „mitochondrial 

awareness week“)

 Mitochondrial Epilepsy, Michelangelo Mancuso, 01.09.2022

 Mitochondrial Movement Disorders, Chiara LaMorgia, 21.09.2022
 Mitochondrial Genetics, Costanza Lamperti, 22.09.2022

 Mitochondrial Optical Neuropathies, Chiara LaMorgia, 29.09.2022
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EURO-NMD Academy



Building bridges and breaking barriers in rare neuromuscular diseases

Group projects 2024-25

• CPMS

• Guidelines

• Educational activities

• Education (Curriculum, in collaboration with Marianne DeVisser)

• Awareness

• ICD codes

• Collaboration with EAN and European Society for Mitochondrial 
Research (www.e-mit.org), and more
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http://www.e-mit.org/

