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NEED FOR SPECIALIST TRAINING 

IN RARE DISEASES
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 jointly develop 

 educational and training programme

 for clinicians 

 modular curriculum

Priorities and proposed action plan

• Develop a model postgraduate rare disease training curriculum for

adoption/adaptation and implementation by each ERN 

• Educational webinars and case-based eLearning platforms 
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Educational programmes in other ERNs
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Working group on Trans ERN Postgraduate curriculum

Adult and paediatric neurologists, patient representatives, 

educational expert

Chaired by Holm Graessner (Coordinator ERN-RND) 

Administrative support by Christine Diaite-Hecht (ERN RND)
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Consensus on:
 Competency-based educational programme

 Blueprint: Roadmap of ILAE

 5 domains summarizing competencies 
 General/Theory
 Diagnosis/Neurogenetics
 Specific Disease management 
 Treatment/Therapy
 Communicating with and counselling patients 

Xxxxxxxxxxxxxxxx

xxx
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ERN EURO-NMD

1. Motor neuron disease and SMA

2. Acquired and heriditary neuropathies

3. Neuromuscular junction disorders

4. Acquired and hereditary myopathies

5. Mitochondrial diseases
xx

XX Modules -

Module contains domains
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Module – Inherited neuropathies (example)

Inherited
Demonstrate working knowledge of aetiologies for Inherited

Neuropathies xxxxxxxxxxxx

Demonstrate general knowledge of clinical presentation, disease

onset and progression and natural history aspects

EURO-NMD

neuroimaging
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Module – Inherited neuropathies (example) 

- cont’d

EURO-NMD

Inherited Neuropathies

Inherited Neuropathies

EURO-NMD
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Module – Inherited neuropathies (example) 

- cont’d

Inherited Neuropathies
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Module – Inherited neuropathies (example) - cont’d

?
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 Platform: EanCampus

 Entry level: Basic, Advanced

 Target audience: (paediatric) neurologists, ?geneticists, 

?physiatrists

 Duration: 1-3 years

 Stay at expertise centre

 Certification (UEMS)

Implementation – to be discussed
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