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What We're Up To:
On March 30, Amylyx and the FDA will
speak to an Advisory Committee about the
data for AMX0035, an investigational drug
under review by the FDA for treatment of
ALS. We as a community have an important
opportunity to bring life and meaning to the
numbers. Help us tell the panel in personal,
powerful, real-life terms what a 2-point
change on the ALSFRS-R scale and
additional 6+ months of life means to you as
someone living with, caring for or loving
someone with ALS.

COMMUNITY UPDATES
Clinical Trials Team
This team heard a presentation from NeuroSense about the results of its
recent Phase 2 study for a drug called PrimeC. 

Community Outreach Team
This team has heard from lots of amazing ALS organizations as guests at
their weekly meetings. Currently in the works is a meeting with the
incredible Matt’s Place Foundation. Click here to learn more about Matt’s
Place and here to learn more about the Community Outreach Team.

https://iamals.org/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://iamals.org/updates/fda-adcom-amylyx/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://iamals.org/updates/fda-adcom-amylyx/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://www.mattsplacefoundation.org/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://iamals.org/action/community-outreach-team/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}


Community Spotlight: Jay Kenney
Jay is a valued member of the Veterans
Team and a regular at I AM ALS Social

Hour. His great sense of humor and kind
heart brighten any room he’s in. He was

recently honored by the Montgomery
County Council for his incredible service

as a social worker! Read more of Jay’s
story here and see the video from the

County Council here.

Familial ALS Team
Want to keep that Friday feeling? This team does – check out the Familial
Fridays posts on I AM ALS’ social media feeds. The team has crafted
some moving stories to bring awareness to Familial ALS! Check out the
first post from this Friday here. 

Legislative Affairs Team
This team is hard at work building a country-wide network of advocates
that will form the backbone of future legislative efforts. If you’re interested
in helping team members, fill out the form here.

Veterans Team
This team is laser-focused on getting the Justice for ALS Veterans Act
passed. All-star team members are meeting with legislators day and night!
So far they’ve met with almost a dozen reps and they’re just getting
started. Help them out by writing to your elected officials here.

WHAT'S COMING UP?
The ATLAS Study Webinar
This webinar from NEALS will provide an overview of the ATLAS study,

https://iamals.org/action/join-the-i-am-als-social-hour/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://iamals.org/action/join-the-i-am-als-social-hour/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://iamals.org/stories/john-j-kenney/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://www.youtube.com/watch?v=06sP3WEdq4s&t=2058s&emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://www.facebook.com/iamalsorg/photos/a.227418271537947/990455978567502/?type=3&emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://iamals.org/action/help-the-legislative-team/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
https://iamals.org/action/justice-for-als-veterans-act/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}


the investigational drug, eligibility criteria and what study participation
involves. It also will share resources for those interested to learn more
about participating.
Register

Ask Me Anything ALS - Raising Kids
We know that supporting children while your family navigates ALS can
present unique challenges. I AM ALS’ amazing community members –
including parents living with ALS, caregivers, ALS gene-carriers and child
development professionals – are here to listen and answer your questions
as best they can and connect you to amazing resources.
Register

I AM ALS is a patient-led community that provides critical support
and resources to patients, caregivers and loved ones. It

empowers advocates to raise awareness and lead the revolution
against ALS in driving the development of cures. Learn more at

iamals.org.

1200 Pennsylvania Ave NW, #14135 Washington, DC 20044 
iamals.org

https://www.alscal.com/wp/event/the-atlas-study-a-clinical-trial-for-adults-with-a-confirmed-superoxide-dismutase-1-sod1-mutation-without-signs-or-symptoms-of-amyotrophic-lateral-sclerosis-als/?emci=e314c92f-7aa1-ec11-a22a-281878b85110&emdi=ea000000-0000-0000-0000-000000000001&ceid={{ContactsEmailID}}
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