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This fall has been an eventful one for the movement for those at genetic risk of ALS and FTD.
From our first in person meeting in Australia attended by 20 impacted individuals and expertly
facilitated by volunteers Paige, Assunta and Sharon to a successful weekend of community at the
2025 Alliance Meeting in Toronto our movement continues to grow and make an impact. For the
first time those at risk in France had the chance to meet with others in an organized fashion
facilitated by our amazing bilingual volunteer Emma and a steering committee is forming there. I
was privileged to give presentations at NEALS in October and at the Alliance meeting yesterday.
Cassandra shared a poster at NEALS and will be doing a new one at the Symposium in San Diego
later this week. It is with amazement I can share 5 Centers of At Risk Care have debuted in the
United States in just the last few months with more coming. And we have so much planned for
2026. Scroll down to see more about this amazing work. And congratulate our friend Mindy on her
continued successful book launch, spreading the carrier experience far and wide. She also
conducted a member spotlight interview with Alyssa below our updates. Finally we want to thank
the amazing Linde for her time serving on our leadership board. She is staying involved and we
cheer her efforts with us and elsewhere with CureMAPT.

As we empower genetic advocates around the world and ensure care is available we need your
support to keep this movement thriving. This giving Tuesday your donations will be matched 2 for
1, making a triple impact for every dollar donated. Support End the Legacy here.

Member Spotlight Alyssa, interviewed by Mindy
Uhrlaub
1. What is your connection to ALS/FTD?
My connection to this journey is deep. It began with my grandfather, Tom Nash Sr., who passed
away from ALS in 2014. He struggled for many years, but his official diagnosis came when the
disease was already advanced. The full name for what we were experiencing came in 2015, with
my father, Tom Nash Jr.'s, official diagnosis of FTD. We were navigating the changes in my dad
while simultaneously watching my grandfather's battle. For those in this community, you know
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that the struggle begins years before the dates on a diagnosis or death certificate. Because of
this, I genuinely don't have a stretch of time in my life without ALS/FTD. In 2016, a year after my
high-school graduation and my father’s diagnosis, at the age of 20, I found out I carry the same
C9orf72 gene.

2. When it comes to ALS/FTD, what are you most hopeful about, and
what frustrates you the most?
I am most hopeful about the accelerating pace of research and the advancements that are
happening. Being a part of the ALLFTD research study since 2016 has become a lifeline for me—I
am grateful to still be asymptomatic. What frustrates me the most is the damage this disease has
inflicted on my family and myself, particularly the agonizing, slow process of it taking my father.
This frustration is often coupled with the fear that still lingers for my own future. While the list of
frustrations can feel endless, I firmly believe hope is the stronger force.

3. Can you please tell us something about you that we don't already
know?
I have the ability to use both the creative and analytical sides of my brain. I originally entered
college planning to double major in Art and Chemistry, but the two worlds didn't mesh well—my
lab and studio times conflicted. I had to shift Chemistry to a minor. Though life interfered with my
studies, I absolutely intend to finish in the future. In the meantime, I am a practicing artist who
perhaps analyzes her pieces a little too much! Most recently, I completed a pretty massive
project: I was the artist for the Pets of FTD Calendar 2026 in collaboration with Go-Mo Creatives.
Keep an eye out, it's coming very soon!
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