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Industry Representative Attendance Policy
The event is designed primarily for healthcare providers (HCPs)
involved in the diagnosis and management of myotonic
dystrophy type 1 (DM1), as well as researchers and other
professionals seeking to expand their knowledge in this field.
While this event is not specifically tailored to industry
representatives, we welcome individuals from companies who
wish to attend in a non-promotional capacity to learn and
engage with the educational content.
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OVERARCHING
OBJECTIVES

Facilitate clinical trial implementation across
Europe by creating a unified and collaborative framework.

Contribute to the US-based DM-CRN DMI1
natural history database to deepen understanding
of disease progression and support research worldwide.

Enhance collaboration among European DM experts,
fostering knowledge and resource sharing.

Standardize research and clinical protocols
to improve outcomes for DM patients across Europe.

14 April 2025

Registration & Lunch
Welcome and Introduction: On behalf of the kick-off

organizing working group

European landscape on DM
A patient organization view

The MDF perspective

Q&A

Summary ENMC Workshop on harmonisation of DM registries

Update on the END-DM-CRN network USA

DM Registries with focus on the DM Scope

UK DM registry

Italian DM working group

Euro-ERN registry: an overview

The TREAT-NMD DM registry

Coffee Break

Global DM-CRN

New natural history study in DM1 for myotonia assessments

Training the new generation of DM experts:
the ENTRY-DM doctoral network

Q&A

15t April 2025

Introduction day 2:
On behalf of the kick-off organizing working group

PROMs and PROs the Maastricht experience
Congenital DM - an overview on current trials
Project ANIQ

Q&A
Coffee Break

DM2 Registry an overview
Targeting the genetic basis of muscle diseases with the FORCE platform

Where Are We Now? Unmet Needs in Rare Neuromuscular Diseases
and the Clinical Impact of the FORCE Platform in DM1

Q&A

ROUND TABLE: Needs and requests of the industry
to the Euro-DM-CRN
Chairperson:

- Dyne Therapeutics

- Avidity Biosciences
- VRTX

- Arrow Head Pharma
- Pepgen
- Arthex Biotech
- Lupin
- Sanofi

Alignments of New Clinical Trial Centres to Global DM-CRN session

Next steps and next meeting

Lunch and Farewell



