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We've been very busy! Please scroll all the way to the end so you don't miss anything!
 

Registration is Now Open for the 2025 FamilieSCN2A
Foundation Family and Professional Conference!

Taking place July 31 - August 2, 2025 at the Gaylord Rockies Resort & Convention Center in Denver,
Colorado, the FamilieSCN2A Family and Professional Conference brings together families, clinicians,
researchers, and advocates from around the world to connect, learn, and collaborate in support of those
affected by SCN2A. Whether you're a parent, caregiver, scientist, educator, or healthcare provider, this
conference has something for you!
Conference Highlights:
✔️  Latest advancements in SCN2A research
✔️  Sessions tailored for families and professionals
✔️  Clinical insights and expert panel discussions
✔️  Networking opportunities across the SCN2A community
✔️  Resources for caregiving, clinical care, and research
✔️  Inspiration, collaboration, and lasting connections
To Register and Reserve Your Room, Click here →

 

Spring Has Sprung at FamilieSCN2A  —  and We Are Growing!
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Spring brings new beginnings, and we are honored to announce that Angie
Weaver will be joining us as our new Director of Philanthropy and
Development! Angie brings over two decades of nonprofit and rare disease
experience, having previously served as Executive Director at two
organizations. She led successful fundraising strategies, secured major gifts,
and built lasting relationships to support mission-driven work.
Angie’s commitment to philanthropy is deeply personal. Her daughter Amelia
was born with an SCN2A-related disorder, and Angie has been an advocate
for families, sharing her story to grow grassroots fundraising efforts, support
research, and influence policy change. She also continues to serve on the
Bereavement Support Committee in Amelia’s memory.
With her extensive experience, heart, and passion, Angie will help further our
mission and bring new energy to our development efforts. We are thrilled to
have her on board!

We're also delighted to introduce Melody Kisor, MS, to our TASCO Team! Melody is a bioethicist and
health advocate specializing in maternal/child health and rare neurological disorders. She is dedicated to
amplifying the patient and caregiver voice, and has worked on initiatives ranging from FDA advocacy to
the creation of patient-centered resources and events. Her insight and compassion will be a valuable
asset to the SCN2A community.
In addition, we're proud to share that Professor Andreas Brunklaus, MD, MRCPCH, has joined our
Medical/Scientific Advisory Board (M/SAB). A leading international expert in SCN-related epilepsies,
Professor Brunklaus brings a wealth of knowledge in epilepsy genetics and clinical care. His leadership in
global research collaborations and commitment to advancing diagnostic tools will help guide our efforts to
improve outcomes for those affected by SCN2A.
If you’re new here, we invite you to meet the rest of our incredible team—the passionate individuals
working behind the scenes every day to support families, drive research, and grow our impact. 

 

Our Second SCN2A Multidisciplinary Center is NOW OPEN!
This milestone marks another major step forward in our mission to ensure
families have access to expert, coordinated care for SCN2A-related disorders.
We're building momentum— and the impact is growing, thanks to the
generous support of our donors and Dr. Megan Abbott and her dedicated
team at Children's Hospital Colorado.
To share more about this exciting development, join us for a special webinar
on May 20th at 8PM ET in collaboration with the International SCN8A
Alliance. We’ll explore what makes these centers unique, how they’re already
changing lives, and what’s ahead for multidisciplinary care in the SCN space.
Click here to Register for the webinar→

Have questions or want to make an appointment? Email: sCN2a-8a@childrenscolorado.org
 

Where have we been lately?
Our Chief Scientific Officer, Shawn Egan, PhD, recently presented on "The
Status of Clusters: Untangling Status Epilepticus from Clustered
Seizures in DEE Across the Lifespan" at the 2025 American Clinical
Neurophysiology Society (ACNS) Conference in Baltimore.
Being part of such a prestigious conference highlights the importance of our
advocacy efforts in advancing research and care for SCN2A-related disorders.
Connecting with experts and sharing insights underscores the growing
recognition of our mission and its role in advocating for better treatment
options and shaping the future of care for SCN2A families.

 

4/22/25, 8:19 PM Gmail - Spring Newsletter: BIG Things Are Happening at FamilieSCN2A

https://mail.google.com/mail/u/1/?ik=3c5af49bcf&view=pt&search=all&permmsgid=msg-f:1829655612987920594&simpl=msg-f:1829655612987920594 2/5

https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLXOkEOcBW8Wz-2BqcKWYcW-2BQtPgmQQZLeqJwwK2bIjoQTSe5cICK9S-2FMaO6HNeC9IFsQ-3D-3DUbjd_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXoG2zTqPhYL4IiluoX0xxUhablntr4FNR0-2BY-2BIBuDtlRQ72zjZVWBlFc-2FbHAiFbw7mHlAF1w9MtN99f1Xt09ubMS10k8aLZKXgB1TLe4A7toWXy4Z2u7FWGQ4hAl7zm-2B11
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLXOkEOcBW8Wz-2BqcKWYcW-2BQtPgmQQZLeqJwwK2bIjoQTSe5cICK9S-2FMaO6HNeC9IFsQ-3D-3DUbjd_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXoG2zTqPhYL4IiluoX0xxUhablntr4FNR0-2BY-2BIBuDtlRQ72zjZVWBlFc-2FbHAiFbw7mHlAF1w9MtN99f1Xt09ubMS10k8aLZKXgB1TLe4A7toWXy4Z2u7FWGQ4hAl7zm-2B11
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLao8s4MREc-2B2QBenFfxf57l2gEAP8K7fuX0IqXxx9CXebWnKCdF-2FL7r68axfdPycug-3D-3D2cvO_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXovenAgBqvwpkdfszE8QGZVEm-2BKLHB-2FidJzZFlcA5wE6M-2BOy8e6o4dLwkdGnh09FjEeJ5SlkOq1qJWQIcdln1YYHzgUaup2I0z9OsdyxgUZrUcgSQPT208S8jIw1OBsfzi
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLXOkEOcBW8Wz-2BqcKWYcW-2BQtPgmQQZLeqJwwK2bIjoQTSe5cICK9S-2FMaO6HNeC9IFsQ-3D-3DcJ_R_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXoJx48s1M1Vk9ITjcep5MoMWn70Yre5gwrn-2FC2-2FsM7P3sbbxXbMJVOTSLLiKYUciKbbq5QXhZ1ioFkiUIct3uLYlBz6qGz04C5OsWjsYqLpjl8m4uK4-2BK-2BruS9tVzRE7cE
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLRM1NNQdjrQcwsx-2FKHn2DlrXJwyY3PctgMkO9S3vSeX1-okt_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXo-2FCkbO1qhJbmgDQMn0tmAtTAHUOuHOdVtuDHfFl0Q68ug6X6jMOWIyBD8hY5rLGb-2FHctlnAyc0V9Nrw-2BoqjH-2BNpDgDcyerVfrOhfBW1j2-2BQeNHTfUFV7BL6-2BmgabaRwIE
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLRM1NNQdjrQcwsx-2FKHn2DlrXJwyY3PctgMkO9S3vSeX1-okt_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXo-2FCkbO1qhJbmgDQMn0tmAtTAHUOuHOdVtuDHfFl0Q68ug6X6jMOWIyBD8hY5rLGb-2FHctlnAyc0V9Nrw-2BoqjH-2BNpDgDcyerVfrOhfBW1j2-2BQeNHTfUFV7BL6-2BmgabaRwIE
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLadBzr-2BDmYzBraboMoEiO6qtfy-2Bp3fKFPMcEyKS7qEw7G-2FaiDy1bw5ejm9ZP3n15bg-3D-3DNxpp_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXoiUHuQyYZXurcAOfajzsLhZdy9-2FzbNWjFLkpF69BxfmzhJodDhaBpWhde3BqUGMQDYHRSBdyD-2FVs7CGcgaHBsk0A1xDXMbTpsaN8XyU-2FI4OZhih55ylX5hmh0-2FYmhugkh
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLenxFLFhbIHA1PBzSNcML21cS-2FNFIHJYOPKThexroxOAvJQjA85DcAOnjXRdSCQXFQ-3D-3DpkFU_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXoHX8A6iSq-2FZ8ifdYRsCokLVjFGNNctNxtmtzjy-2Fq0UNnj7hKVnymUuMHcY2EWMB8Ka-2FCLyUPPM8pW-2FAzJy-2BkQcPEfaYs8tuXawC7WTTzHF0j4oRk-2F-2Bd47CWCNpn731e9x
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLenxFLFhbIHA1PBzSNcML21cS-2FNFIHJYOPKThexroxOAvJQjA85DcAOnjXRdSCQXFQ-3D-3DpkFU_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXoHX8A6iSq-2FZ8ifdYRsCokLVjFGNNctNxtmtzjy-2Fq0UNnj7hKVnymUuMHcY2EWMB8Ka-2FCLyUPPM8pW-2FAzJy-2BkQcPEfaYs8tuXawC7WTTzHF0j4oRk-2F-2Bd47CWCNpn731e9x
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLenxFLFhbIHA1PBzSNcML21cS-2FNFIHJYOPKThexroxOAvJQjA85DcAOnjXRdSCQXFQ-3D-3DpkFU_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXoHX8A6iSq-2FZ8ifdYRsCokLVjFGNNctNxtmtzjy-2Fq0UNnj7hKVnymUuMHcY2EWMB8Ka-2FCLyUPPM8pW-2FAzJy-2BkQcPEfaYs8tuXawC7WTTzHF0j4oRk-2F-2Bd47CWCNpn731e9x
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLenxFLFhbIHA1PBzSNcML21cS-2FNFIHJYOPKThexroxOAvJQjA85DcAOnjXRdSCQXFQ-3D-3DpkFU_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXoHX8A6iSq-2FZ8ifdYRsCokLVjFGNNctNxtmtzjy-2Fq0UNnj7hKVnymUuMHcY2EWMB8Ka-2FCLyUPPM8pW-2FAzJy-2BkQcPEfaYs8tuXawC7WTTzHF0j4oRk-2F-2Bd47CWCNpn731e9x
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLdemjWg5hiHEZw52CaLQA3dxh6w8WuEnqfnk-2FxHbV6BNrgwNni3w9wE16BUo916GgZahC2iKfyIePH6gZyGyB6VSpOo65prWRxLPlw9gy1rwQ8bDqQNEX265dywus913pw-3D-3DqBwN_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXooRwtrnXuSFqLHdzepBHTwh2EWnGyYMG0pdBuJyJQOgCk2d30Vh3uY2oin9usBWfFJZCyX2vO0jOjDICTx-2FzhtAeZWfkY7TUxk1HQWi59nyrqrUns74cg83r79d669yIF
mailto:sCN2a-8a@childrenscolorado.org
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLRM1NNQdjrQcwsx-2FKHn2DlrXJwyY3PctgMkO9S3vSeX1GY1I_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXodOLl1phENFVQDng6fdu0yg0b7IcmYNVvk-2Bzrfs2af4BozSx3lyaTuYno7f856HhpkQXjHZGl8tsYZTTkiBOFIp3B1vjIjZrw08Xlq7dCXYRfsuq-2BPPiqLDSiMpx5GXCo
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLRM1NNQdjrQcwsx-2FKHn2DlrXJwyY3PctgMkO9S3vSeX1GY1I_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXodOLl1phENFVQDng6fdu0yg0b7IcmYNVvk-2Bzrfs2af4BozSx3lyaTuYno7f856HhpkQXjHZGl8tsYZTTkiBOFIp3B1vjIjZrw08Xlq7dCXYRfsuq-2BPPiqLDSiMpx5GXCo
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLb0LpbVDUHrcrjCoOEgDoZ46EYgpbXZKiByhKq3kEsEnq5EC_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXokT1Bpbwfmx9qIXeqBEUcHY-2BQ7yBrcxiYasu-2B5tyzIg6wkpOSnHiYPstaZttgvdDIkgGLX33xZT2I0L99Gq59EkXGg1VkuYU9LW9B40FYmvy-2FsXmsx-2Btt-2BgGMdf0y-2BOp0
https://u43331041.ct.sendgrid.net/ls/click?upn=u001.wz8bpVGHs1-2FXafBMvzJXLb0LpbVDUHrcrjCoOEgDoZ46EYgpbXZKiByhKq3kEsEnq5EC_i2l0JY0a-2B5IHliMJOpuAQkFrYDhCsJ80NbnOHYNgrrxqoLfR1U8ZZbJzNIVM9HGLWp-2FaIMM2a4QlZU7WAn0rK-2BFaWSdFgWUD-2BhYwIVcNJQRwNCppbAH8NtryAkEk6UNr1VnTWoid6lkmOVcc3Kada8Rfj40ZBtqgeGG-2Bn3J59SOtM2Ql3Flmoz-2F85g8dwV0zdhugFntgCk-2BTBDzT4RxVwvrD6GLiLbZ8Mt5ZzY6TVq8MLPBOcF0OYqEPSnqftnXokT1Bpbwfmx9qIXeqBEUcHY-2BQ7yBrcxiYasu-2B5tyzIg6wkpOSnHiYPstaZttgvdDIkgGLX33xZT2I0L99Gq59EkXGg1VkuYU9LW9B40FYmvy-2FsXmsx-2Btt-2BgGMdf0y-2BOp0


Recently, our Program Manager, Amanda Gale, traveled to Orlando to attend
GiveCon — a conference focused on empowering nonprofits through
connection, storytelling, and innovation. While there, Amanda explored new
ideas for engaging volunteers and strengthening our outreach efforts. She
also had the opportunity to share the mission of FamilieSCN2A and connect
with other passionate leaders (pictured here with Warrior Mom, Angie
Weaver!). We’re excited to bring these insights back to our community as we
continue building programs that support and uplift SCN2A families.

 

On Rare Disease Day, our Executive Director, Leah Myers, and our Board
Chair, Jenny Burke traveled to Washington, D.C. to attend the Rally for Rare
— a powerful event that brings together advocates, families, and
organizations to elevate the voices of the rare disease community. Leah met
with other rare leaders, shared the stories of our SCN2A warriors, and
advocated for policies that support research, access to care, and meaningful
change. We’re proud to have had FamilieSCN2A represented on Capitol Hill,
standing strong for our community and pushing for a better, brighter future for
all those living with rare diseases.

 

M/SAB Member, Eloise Austin and our CSO, Shawn Egan, recently
attended the Rare Advocate Development (RAD) Conference and are
excited to share its immense value with our patient community.
This CNS-focused event equipped them with critical insights into the drug
development process—ranging from early preclinical research to collecting
regulator-approved natural history data, and navigating contracts in this
space. They also gained specialized knowledge in gene therapy
manufacturing, high-throughput assays, and emerging science.
Attending RAD has empowered them to advocate more effectively for our
community.

 

Be Counted in SCN2A History — Complete the DRAGONFLY
Study by June 1st!

The DRAGONFLY STUDY is the official SCN2A Registry — built by our
community, for our community. It’s our most powerful tool for
helping scientists, industry and policy makers understand the full impact of
SCN2A-related disorders.

We’re excited to share that the first publication from the DRAGONFLY
Study will be unveiled at the 2025 SCN2A Family & Professional
Conference — and families who contribute their data before July 1 will be
included!
This is your chance to directly impact research and help shape the future of
care and treatment. Your participation matters. Your story matters.

Click here to get started or log in to continue your surveys→
 

Core Value Award: Nominate a Professional Making a Difference
Do you know a professional who is moving mountains for the SCN2A community? Someone whose
work is changing the landscape of SCN2A research or making a significant impact in the lives of
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families affected by SCN2A?
We need your help! Nominate a professional for a Core Value Award, to be presented at the 2025
SCN2A Family & Professional Conference. We will honor four individuals whose extraordinary efforts
align with the FamilieSCN2A Foundation's Core Values and our shared commitment to improving the
future for SCN2A families.
Our Core Values:

Urgency – We race against the clock every day to save lives and improve futures for children affected by
SCN2A-related disorders.
Integrity – We say what we believe, and we do what we say. Trust is built on honesty and uncompromising
truthfulness.
Collaboration – We are stronger together. By listening and evolving, we unite for a collective goal.
Inclusion – We value the talents, perspectives, and skills of every teammate and family we serve.

If you know someone who exemplifies these values, nominate them today! Click here for the
nomination form →

 

 

Two Clinical Trials Currently Enrolling
The DEEp Ocean clinical trial now has a website with key information, including an overview of the
study, answers to commonly asked questions, a map of the planned U.S. sites, and a screener for
interested families. The studies are also posted on ClinicalTrials.gov(ID NCT06719141). Once the first
international site opens, global websites will be launched to support international families as well.
Click here to learn more about The DEEp Ocean Study → 

The next phase of the EMBOLD study is enrolling early to investigate a potential new seizure treatment
for children with early-onset SCN2A and SCN8A DEEs.
Click here to learn more about Praxis Embold → 
**Any specific company, products, processes, or services by trade name, trademark, manufacturer, or otherwise on the website or social media
platforms does not constitute or imply the FamilieSCN2A endorsement, recommendation, or favoring by the Foundation. We encourage any
interested participants to research, consult with your doctor, ask questions, and get input from multiple, unbiased resources. https://www.scn2a.
org/research-scn2a.html
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Our mission is to accelerate research, build community, and advocate to improve the lives of
those affected by SCN2A-Related Disorders around the world.

Our Contact Information
FamilieSCN2A Foundation
PO Box 4260
Gettysburg, PA 17325
301-252-8070
https://www.scn2a.org/
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