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New Guidance for Those at Genetic Risk of ALS and FTD

For the first time, clinical guidance for individuals at genetic risk of
Amyotrophic Lateral Sclerosis (ALS) and Frontotemporal Dementia
(FTD) has been developed and published in a leading medical journal.

Learn More

Background

Although families with multiple generations affected by ALS and FTD have long
been recognized, formal guidance for those at risk has been lacking until now.
With new advancements in ALS treatments and more clearly defined care for
FTD, it has become increasingly important to address how individuals at genetic
risk can monitor their health while waiting for these diseases to potentially impact
their family.

Scan here to read the
Who Was Involved workshop review.

In 2023, following efforts of the impacted community, led by Genetic ALS & FTD:
End the Legacy, a historic workshop was held. This event brought together
prominent researchers, clinicians, industry experts, and nonprofit and personally
impacted leaders to discuss what guidance should be provided to individuals at
risk. The result of this collaborative effort was the published document in 2024,
which you can read in full at endthelegacy.org/care.

. ) Discuss further steps
Key Topics Covered by the Guidance with your heanhp

professional.

This guidance provides a comprehensive review of what is known and how it
should be applied to those at genetic risk. Topics covered include:

* Genetic counseling and testing
* Lifestyle considerations such as exercise and diet

e Clinical care recommendations, including monitoring for early signs of
ALS or FTD

While the evidence in this area is still developing, the guidance encourages
individuals at risk to consider entering into a clinical monitoring program for early
detection of the diseases. This recommendation is made with the understanding
that more detailed guidance will be available as research progresses and that the
adoption of the advice is a personal choice.

Scan here to watch the
introductory webinar.

For more information, support, or to get involved, please reach out to us: @ info@endthelegacy.org L] endthelegacy.org



