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MEET THE MUSCLE WORKING GROUP
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EDUCATION

Webinars
THEME ‘Presenting signs/symptoms in NMDs’ 

- 2 in 2022

- 5 in 2023 

- 4 in 2024
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WEBINARS 2022 and 2023
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TOPIC

 TREATABLE DISEASES

 CLINICALLY ACTIONABLE DISEASES

ANY (OTHER) SUGGESTIONS PLEASE CONTACT

m.devisser@amsterdamumc.nl OR Kristl.Claeys@uzleuven.be

WEBINARS 2024 AND BEYOND

mailto:m.devisser@amsterdamumc.nl
mailto:Kristl.Claeys@uzleuven.be
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 CARE STANDARDS/FLOWCHARTS (DM, PD, 

FSHD, LGMD, MFM, MYOSITIS)

 ENMC WORKSHOPS

 GUIDELINES

 PATIENT JOURNEY

PATIENT CARE
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ENMC WORKSHOPS
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 CARE STANDARDS/FLOWCHARTS

 ENMC WORKSHOPS

 GUIDELINES (HYPERCKAEMIA)

 PATIENT JOURNEY (MFM, MYOSITIS)

PATIENT CARE
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EURO-NMD ERN – NEUROPATHY WORKING GROUP: NEW MANAGEMENT GROUP

Davide Pareyson, Chair

Shahram Attarian, EDUCATION 

Maike Dohrn, EDUCATION - VGR

Jana Haberlova, CHILDREN

Janneke Hoeijmakers, PAINFUL NEUROPATHIES

Stephan Goedee (+ Davide), GUIDELINES 

Marina Grandis, CPMS

Kleopas Kleopa, GENE THERAPY (INTER-ERN GROUP)

Isabella Moroni, TRANSITION

Stefano Previtali, REGISTRY

Teresa Sevilla (Rafael Sivera) (help in CPMS / REGISTRY)

Pieter van Doorn, Advisor

Patients’ Representatives: 

Jean-Philippe Plançon – EPODIN

Daniel Tanesse/Arabela Acalinei – European CMT Federation

Jean-Christophe Fidalgo – Amyloidosis Alliance
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Neuropathy WG update

 Course on Rehabilitation in Neuropathies, Rome 18-21 Sept 2023

 Guidelines on diagnosis and treatment TTR-related amyloid neuropathy: 

PNS/EAN (ERN) 

 Isabel Conceição, Michael Polydefkis – Davide Pareyson (chairs)

 Final composition of the task force; first kick-off call Oct 27; 

2nd call Dec 21; in-person meeting Feb 16-17, 2024 in 

Vienna: selected 14 PICOs

 Other guidelines to endorse (GBS) + planned (PNS GL committee)

 October 2023: 4 webinars for the CMT month awareness (Previtali, Pareyson, Kleopa, 

Attarian)

 Transition (WP9): review of the literature, existing protocols for transition
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Plans for the future 

 Neuropathy WG Meeting this evening 

 Webinars and VGRs (use of CPMS)

 Registry for ultrarare diseases

 Guidelines - making decision tools (develop / endorse formally)

 Transition for peripheral neuropathies (joint with other WG and Teresinha)

 Periodic meetings of the Neuropathy Working Group 

 Inter-ERN groups: Gene Therapy – Postgraduate Curriculum on 
neurological and related disorders

 Interactions and collaboration with PAGs (patients’ journey, etc.)
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7th ERN EURO-NMD
ANNUAL MEETING

NMJ working group (MG/CMS) - report
21st – 23rd February 2024

Hanns Lochmüller
Freiburg/Ottawa
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EURO-NMD ERN – Neuromuscular junction WG (MG/CMS)

•Guidelines on juvenile MG (in progress, led by J. Palace)

•ENMC workshop on seronegative MG (February 2024)

•ENMC workshop on MG and registries (T. Evangelista participating)

•Planning of MG and CMS research projects based on EURO-NMD 

registry (D. Natera, A. Nascimento, H. Lochmuller, L. Maggi)

•Review on PROMs across all NMDs completed, manuscript in 

preparation (N. Voet); potential utility for EURO-NMD registry

•CMS natural history study (led by Oxford): ongoing

•Contribution to curriculum (led by M. de Visser, A. Evoli)

•Survey mapping the use of innovative MG therapies across Europe 
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New Co-Chair – Neuromuscular junction WG (MG/CMS)

Dr Lorenzo Maggi (Besta Institute, Milan)

Dr. Maggi is a consultant neurologist for muscle 

and neuromuscular junction diseases at 

Fondazione IRCCS Istituto Neurologico Carlo 

Besta, leading a clinical and laboratory team 

contributing to clinical, diagnostic and research 

activities, including clinical trials. He is the 

Coordinator of the Italian Network of the 

Congenital Myasthenic Syndromes (with Dr. 

Rodolico) and Myasthenia Gravis (with Dr. 

Liguori). He is member of the board of the Italian 

Association of Myology.
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7th ERN EURO-NMD
ANNUAL MEETING

EURO-NMD Imaging Update
21st February 2024

Pierre G. CARLIER
St Luc University Hospital, Brussels, Belgium
Liege State University, Liege, Belgium 
Erasme University Hospital, Brussels, Belgium
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ERN-MND Working Group

ALS and other motor neuron

diseases
21st February 2024

Vincenzo Silani

IRCCS Istituto Auxologico Italiano

Milano, Italy
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 New guidance from 9 Feb 2023 - 47 members/10 Countries

 Proposed general topics of the Working Group: 

- homogeneous genetic testing and counselling

- NFL homogenous testing in CSF/plasma

- cognitive/behavioral homogenous testing

 Updates guidelines on the management of amyotrophic lateral sclerosis -
European Journal of Neurology DOI: 10.1111/ene.16264, in press

 Lay version of the guidelines promoted

Activities of the ERN EURO-MND Working Group

ALS and other motor neuron diseases
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 Homogenous genetic testing: C9orf72

Activities of the ERN EURO-MND Working Group

ALS and other motor neuron diseases

967 subjects - 13 centers
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 Webinars organized

 Discussion of Clinical Cases organized

 Postgraduate Curriculum on neurological and related disorders: Prof. 

Philippe Corcia

 Merging with the Multidisciplinary management group

Activities of the ERN EURO-MND Working Group

ALS and other motor neuron diseases

Speakers Topic of the webinar session

Philip Van Damme Presentation of the new guidelines on ALS management

Andrea Calvo Update on ALS approved therapies

Rachael Marsden Management of relationships and sexuality in ALS patients

Juan Vazquez Genetic therapies and therapy developments for ALS
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WG Motor neuron diseases
Subgroup SMA

21st February 2024

Jan Kirschner
University of Freiburg
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Motor Neuron Diseases
Subgroup Spinal Muscular Atrophy

Webinar on 15 February 2024 – THANK YOU! 
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Motor Neuron Diseases
Subgroup Spinal Muscular Atrophy

2024 Update of European consensus statement on gene therapy
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Motor Neuron Diseases
Subgroup Spinal Muscular Atrophy

 Challenges with changing/new phenotypes

 Survivors with SMA type 1 (e.g. 2 copies of SMN2)

 Early scoliosis

 Bulbar function

 Cognitive function

 Transition into adulthood

 Joint Meeting with the Multidisciplinary Management Working Group

on Friday, February 23rd 

 Discuss specific needs for the field and next steps


