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 EURO-NMD ERN first cycle evaluation

 Registry Hub (ad-hoc working group)

 ENMC workshop on bone health (muscle group)

 PROMs on pain and fatigue (Work Package)

 Patients Journey (first wave) 

Achievements
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 Pursue ongoing activities

 Registry Hub project

 PROMs on pain and fatigue

 …

 Build more Patients Journey (second wave) 

 Communicate outside the network (POs)

Ambition for 2024
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Build educational material (webinars) for patients

 Registries

 Disability technical support (robotic arm, wheelchair

positionning, wheelchair standing)

 Innovative drugs access

 Care (emergency, care quality, child to adulthood transition, 

virtual consultation)

 Very rare diseases specific information

 European Regulatory affairs

To be prioritized /ammended

Ambition for 2024
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A patient journey is the chain of events people experience when they 

face a health issue.

Patients with rare and complex conditions often embark on a life 

changing odyssey including many aspects medical, social, 

psychological … that are incompletely known.

The aim of the Patients’ Journey Program is to improve the 

knowledge of neuromuscular diseases by developing a description of 

the diseases through patients' lenses. 

With this material our ambition is to lay the foundation of improved 

and standardized care for neuromuscular diseases in Europe.

Patients Journey - what is a patient journey?
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 Conception

 Perform a mapping exercise of the needs of the disease they represent 

across the different phases of the disease

 Perform a literature review of existing guidelines for the disease(s) of choice

 Construction

 Divide the journey in different stages

 Build a graphic representation of the patients’ journey

 Revision of the final Journey by patients and experts

 Diffusion through Euro-NMD and patient organizations

 Newsletter, webinar, conference, poster, …

Patients Journey - method
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 Disease specific working group

 1 group leader

 3 to 4 patient representatives

 1 clinical contact point

 3 to 4 clinicians/experts

 Independent working groups

 Monthly workshops

 Coordination insured by a “support team” (Tamara / Elizabeth)

 Regular reports to the PAB

 Synchronize with other groups work

 Get external comments / advice

Patients Journey - organization
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Patients Journey
achievements

 Multifocal Motor Neuropathy

 Myathenia Gravis

 Myofibrillar Myopathy
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 The final version must be a maximum of 2 pages (a larger 

document can be accessed through a QR code)

 It is better to use full sentences rather than bullet points to make 

it as clear as possible.

 Allow more space on the schedule for the design

 The patient journey must identify the medical and clinical aspects 

of the disease, as well as its impact on the patient’s real life, and 

must direct patients to the best experts. 

Patients Journey – lessons learned
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 Diffusion through Euro-NMD and patient organizations

• Conference

• Poster

• Newsletter

 More patient journeys in preparation for 2024

• Myositis

• Amyotrophic Lateral Sclerosis (ALS)

Patients Journey – next steps


