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Make a difference,
Make a donation

We are $30K short of our $80K Annual Campaign goal for our 8th year as a rare disease
nonprofit.

BUT WAIT, a generous donor has offered to match the next $15K raised for a limited time
only. We must reach the goal by May 12th!
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As we chart the course in 2023, we are excited at the growth of the Foundation's capacity to serve
the SCN2A community, thanks in large part to CZI's Rare As One project. There are mixed
emotions when a new family reaches out to us. While it's a difficult diagnosis to hear, we are
grateful to have created a welcoming place for a family to come for support, education, and if they
wish, involvement. It's imperative that we reach our Annual Campaign goal to sustain the operation
of our mission to accelerate research, build community, and advocate to improve the lives of those
affected by SCN2A-related disorders (SRD).

By donating today (and checking the box to make it monthly) you have the power to make our
vision of a world with effective treatments and cures for ALL SRDs a reality FASTER, before
another child is lost.

DID YOU KNOW? When you donate on our website, it's easy to see if your employer will match
your donation thanks to our partnership with Double the Donation.

ICYMI: Watch and share our short documentary Why “Families” is part of our name: SCN2A-
related disorders affect the entire family



https://click.everyaction.com/k/62835486/404733344/-1154599522?nvep=ew0KICAiVGVuYW50VXJpIjogIm5ncHZhbjovL3Zhbi9FQS9FQTAxNi8xLzk3NDE1IiwNCiAgIkRpc3RyaWJ1dGlvblVuaXF1ZUlkIjogIjZhMjI3ZDZlLTU0ZWItZWQxMS04ZThiLTAwMjI0ODMyZWI3MyIsDQogICJFbWFpbEFkZHJlc3MiOiAiY2FybGEuZm9yYmVzQHNjbjJhLm9yZyINCn0%3D&hmac=M2zS6xoUOithP5Jodpr3tT0RVQnbMvwc23_ltEbQUvE=&emci=d169ea27-52eb-ed11-8e8b-00224832eb73&emdi=6a227d6e-54eb-ed11-8e8b-00224832eb73&ceid=9809456
https://click.everyaction.com/k/62835487/404733345/-1742112027?nvep=ew0KICAiVGVuYW50VXJpIjogIm5ncHZhbjovL3Zhbi9FQS9FQTAxNi8xLzk3NDE1IiwNCiAgIkRpc3RyaWJ1dGlvblVuaXF1ZUlkIjogIjZhMjI3ZDZlLTU0ZWItZWQxMS04ZThiLTAwMjI0ODMyZWI3MyIsDQogICJFbWFpbEFkZHJlc3MiOiAiY2FybGEuZm9yYmVzQHNjbjJhLm9yZyINCn0%3D&hmac=M2zS6xoUOithP5Jodpr3tT0RVQnbMvwc23_ltEbQUvE=&emci=d169ea27-52eb-ed11-8e8b-00224832eb73&emdi=6a227d6e-54eb-ed11-8e8b-00224832eb73&ceid=9809456
https://click.everyaction.com/k/62835489/404733347/-803653937?v=ygzh9zWKzMo&t=4s&nvep=ew0KICAiVGVuYW50VXJpIjogIm5ncHZhbjovL3Zhbi9FQS9FQTAxNi8xLzk3NDE1IiwNCiAgIkRpc3RyaWJ1dGlvblVuaXF1ZUlkIjogIjZhMjI3ZDZlLTU0ZWItZWQxMS04ZThiLTAwMjI0ODMyZWI3MyIsDQogICJFbWFpbEFkZHJlc3MiOiAiY2FybGEuZm9yYmVzQHNjbjJhLm9yZyINCn0%3D&hmac=M2zS6xoUOithP5Jodpr3tT0RVQnbMvwc23_ltEbQUvE=&emci=d169ea27-52eb-ed11-8e8b-00224832eb73&emdi=6a227d6e-54eb-ed11-8e8b-00224832eb73&ceid=9809456
https://click.everyaction.com/k/62835489/404733347/-803653937?v=ygzh9zWKzMo&t=4s&nvep=ew0KICAiVGVuYW50VXJpIjogIm5ncHZhbjovL3Zhbi9FQS9FQTAxNi8xLzk3NDE1IiwNCiAgIkRpc3RyaWJ1dGlvblVuaXF1ZUlkIjogIjZhMjI3ZDZlLTU0ZWItZWQxMS04ZThiLTAwMjI0ODMyZWI3MyIsDQogICJFbWFpbEFkZHJlc3MiOiAiY2FybGEuZm9yYmVzQHNjbjJhLm9yZyINCn0%3D&hmac=M2zS6xoUOithP5Jodpr3tT0RVQnbMvwc23_ltEbQUvE=&emci=d169ea27-52eb-ed11-8e8b-00224832eb73&emdi=6a227d6e-54eb-ed11-8e8b-00224832eb73&ceid=9809456
https://www.scn2a.org/donate.html

INTERNATIONAL
SCN2A FAMILY & PROFESSIONAL
CONFERENCE

Register today!

We are excited to host another fantastic conference! A detailed agenda will be coming soon. The reserved block of rooms at
the hotel is almost sold out so register and book now if you think you are coming. If you change your mind, please let us know
so we can offer your space to someone else. Online registration is also an option.

30 Second Request For Support! IMPORTANT!

We are actively pursuing an ICD-10 code for SCN2A-related disorders in the US and are looking for names to add to our
petition for support.

Establishment of an ICD-10 code for rare genetic epilepsies such as SCN2A would help to improve the accuracy of diagnosis
and facilitate access to appropriate treatments and support services. It would also promote greater awareness and

understanding of these disorders among healthcare professionals, policymakers, and the general public.

Click here for the petition and give your name in support! THANK YOU!

2_3 MONTHLY RECAP
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Click here for more information on becoming a sponsor of the 2023 SCN2A Family and Professional Conference. We already
have more than 250 attendees registered in person! Summer in Boston will be fun and expensive. We are grateful for all the
support we have so far but need more sponsors to offset the costs of this critical gathering of the SCN2A community.
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Overview

In an effort te facilitate the growth of SCN2A-related research networks and encourage early
career researcher participation, the FamilieSCN2A Foundation is proud to offer the unique
opportunity for presenters to share their current work to professionals.

Submission Guidelines and General
Information

Abstract Selection Criteria

- Movel and innovative posters are encouraged,

but submissions must be based on sound
principles of rigorous research

= All posters should address an appropriate
topic of SCN2A-related scientific discussion.
Presentations should not include commercial
messages.

« Previously presented studies are acceptable.

Submission Deadline and Process
Abstracts must be submitted by May 31, 2023,
11:59pm. in arder to be considered,

Foster presenters are required ta attend the
SCNZA Family & Professional Conference and will
receive a discount code for registration.

All submissions should be submitted to:
research@scnZa.org

Submitters will be notified via email of decisions
by June 15, 2023, Submitter is responsible far
notifying co-authors of the decision.

« Abstracts not to exceed twa pages
« Abstracts must be submitted by May 31.
« Space is limited and is available on a first

come, first served basis

+ Presenters will be provided a standard 4-foot

x 8-foot space to display their poster

« The presenter is responsible for setting up

and taking down histher poster.

* Posters will be accessible throughout the

entirety of the seminar.

* The presenter should be available during

specified poster presentation times.

« Poster presenters are responsible for their
own travel,

lodging. and meals not included

during seminar.

« Opportunities for travel scholarships will be

available. Follow the FamilieSCN2A social
media accounts or email Shawn Egan, #hi at
shawn.egan@scna.org for more infarmation.

= In an effort to make the research as accessible

as possible, please consider including a lay

summary on the final poster.

/

¢ ' FAMILIESC N2A

POSTER SESSION! In an effort to facilitate the growth of SCN2A-related research networks and encourage early career
researcher participation, the FamilieSCN2A Foundation is proud to offer the unique opportunity for presenters to share their
current work to professionals. Abstracts must be submitted to research@scn2a.org by May 31, 2023, 11:59pm, in order to
be considered. Click here for details and scroll down to POSTER SESSION.
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Ride for
Rare Disease 2023
Research

SATURDAY, JUNE10 - 7:30 AM
UPenn Campus - Philadelphia
MILLIONDOLLARBIKERIDE.ORG

A-T CHILDREN'S PROJECT AND DEREK'S DREAMS
APED TOUR DE FRIEMDS COHEN SYNDROME CHAMPIONS
CURE CMD LAM FOUNDATION EASY BREATHERS LGDA/LMI RIDERS
LOVE NEVER SINKS LULU'S CREW NEHI WARRIORS
PITT HOPKINS PEDALERS RARING TO GO FOR CHI
RASOPATHIES NETWORK RIDERS SCN2A WARRIOR RIDERS
SETBP| $TRONG SYNGAP RESEARCH FUND TBCID24 FOUNMDATION
TEAM CADASIL TEAM CASTLEMAN TEAM CHHM
TEAM CDKLE RIDING FOR A CURE TEAM FD/MAS
TEAM GENE SPOTLIGHT TEAM GLUT | TEAM MPS
TEAM N.P.C. TEAM NBIA DISORDERS TEAM DUPISQ
TEAM HNUBPL FOUNDATION TEAM TELOMERE TEAM ZCAH2

TEAM KCNTI RIDING FOR RINGISH TEAM CACNAIA g

Join us on the Million Dollar Bike Ride for Research!

Our SCN2A Warrior Riders team is growing, but we have room for more to join us on JUNE 10 in Philadelphia! Click here for
more information and to register or donate.
The Orphan Disease Center at UPenn will match up to $30K to award an SCN2A research grant of $60K+!

Not a cyclist? Come out and cheer us on! Unable to make the trip? Sign up as virtual cyclist here.

Executive Director, Leah Myers served on a panel kicking off the 2023 Global Genes Rare Drug Development Symposium in
Philadelphia on May 2nd. She spoke passionately about how the SCN2A Clinical Trial Readiness Study data has catapulted our
community towards developing novel therapeutics. Across town, Leah and other members of the FamilieSCN2A team were
invited to hear about the amazing work being done on SCN2A by Ingo Helbig's lab at the Children's Hospital of Philadelphia's
Research Center.

St. Jude's Pediatric Translational Neuroscience Initiative

We are honored that the FamilieSCN2A Foundation was invited to participate in the St. Jude Children's Research Hospital
Workshop called "Patient Advocacy and Community Engagement in the Advancement of Research for Catastrophic Pediatric
Neurological Disorders.” Leah Myers is there to ensure SRDs are represented in this exciting new research initiative. "No child
should die in the dawn of life."
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Clinical Research ID

...Unique Universal ID for Patients Involved

1eCRID.org
Have you participated in research studies and are worried your data is being held in a silo, not being shared? In this FREE

webinar from our partners at DEE-P Connections, you will learn about how the CRID can help eliminate data silos and get your
data to more researchers faster. Get your CRID today - it only takes 5 minutes!
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SCN2A TOWN HALL DATES LED BY SHAWN EGAN, PHD
Register once in advance for all meetings:

May 13, 2023 09:00 PM

Jun 14, 2023 12:00 PM

Jul 15, 2023 11:00 AM

Aug 18, 2023 08:00 PM

Sep 15, 2023 06:00 PM

Oct 15, 2023 12:00 PM

Nov 15, 2023 06:00 PM

Times are all Eastern Standard. After registering, you will receive a confirmation email with the link to join.
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