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Background

As the development of therapies for DMD and SMA continues to accelerate and our understanding of the highest standards of care increases further, there is a need to
keep the neuromuscular community informed and educated about the diseases and the very latest treatments, care, knowledge and consensus. TREAT-NMD tries
to do this by disseminating information about the most recent information to: Healthcare providers by running live education evets in the form of masterclasses
and to patients, families and carers via the guides of the most recent standards of care.

TREAT-NMD Education Committee

Raising awareness of ‘standards of care’ to patients and families:

The main education events are the masterclasses in DMD and SMA. These events
communicate the key messages about developments in terms of standards of care and
emerging therapies.

The guides provide:
•
reliable information about what type of care patients might expect to
receive or advocate for
•
healthcare providers with a useful resource to pass on to
•
patients/families

Established in 2018, the TREAT-NMD Education Committee (TEC) is a board of experts
(academics and patient representatives) who are affiliated with TREAT-NMD. The TEC oversee
all education events.

TREAT-NMD: Masterclasses and their aims

To provide a high-quality and interactive, educational meeting for neurologists (paediatric and
adult), physiotherapists, nurses, clinical trial teams, genetic counsellors and other related
specialities who diagnose and care for patients with DMD and SMA.
• To present the natural history of DMD and SMA
• To explain the genetics
• To highlight the updated standards of care
• To provide expert-led training on various aspect of multi-disciplinary care
• To provide patient and parent perspectives on diagnosis, care and research

The academic standards of care that have been published for both DMD and
SMA have been translated into versions that are written in a friendly and
accessible way for patients and their families or carers.

The peer reviewed guides were written collaboratively by many patient groups
and are available for download on the TREAT-NMD website (treat-nmd.org).
The English version is available and both the DMD and SMA guide are in the
process of being translated into as many languages as possible.

Impact and reach of live educational events - masterclasses

The need to provide education and training for healthcare providers in this rapidly changing
field is clear. Standards of care are needed across the world in order to provide patients with
the very best quality of life and to ensure that the community is ‘trial-ready’. This is where
the role of the TREAT-NMD masterclass comes into force.
The masterclasses:
• Have been running since 2015 for DMD and 2018 for SMA.
• There have been 7 masterclasses so far, with an 8th planned for May 2020.
Below is a map of the locations covered to date.

96% of attendees to the 2019 SMA and DMD Masterclass said the quality of the masterclass was good or
excellent.

TREAT-NMD have provided 7 expert-led live education events to over 560 multi-disciplinary health care
providers from hospitals around the world

Future plans
Masterclasses in LGMD 2020
to provide quality educational
activities based on the most recent
knowledge to increase awareness and
diagnosis of LGMDs, and share bets
practice management and care. LGMD
working group chaired by Jordi Diaz
Manera and comprised of
international experts
Online guide to SoC for patients and
families
TREAT-NMD will be launching their online interactive version of the guides to
the standards of care early 2020.
Translation of guides into as many
languages as possible
DMD Masterclass in Brazil - May 6-7
2020. Applications open now on the
TREAT-NMD Website

For more information
Visit the TREAT-NMD website:

www.treat-nmd.org

Funding to run masterclasses has been provided by Sarepta Therapeutics, PTC Therapeutics, Biogen, Avexis, Cytokinetics and Roche. Funders are not involved in any way in determining the content of the
workshops or the selection of participants.

