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The AS Natural History Study is Celebrating 20 Years!
We are thrilled to announce that 2026 marks 20 years since the very first participant was seen in

the Angelman Syndrome Natural History Study! In addition to commemorating 20 years of natural
history data, we celebrate the following incredible milestones:

e Over 600 unique participants have contributed their data

e 10 current AS NHS locations across the United States and Canada

e A natural history dataset representing all molecular subtypes of AS

e Datafrom participants aged 5 months to 56 years old

e Collaboration with at least 9 industry-sponsored clinical trials

e More than 30 papers published using AS-NHS data
Thank you to all the incredible families, clinicians, and coordinators who have supported
and been part of the AS-NHS over the past 20 years. None of this would be possible without

your ongoing support and contributions, so we want to take this time to express our
gratitude for all that you’ve done to get us to where we are today.

The celebration is just beginning-- see Page 3 for more information on how you can participate in
the festivities, either in person or remotely.
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What a Journey it’s Been So Far!

[ |
FIRST PARTICIPANT!

Rady Children's Hospital -

NIH RDCRN FUNDING Seen at

September 2003 PAlinapaTS:
February 2008

FUNDING RENEWAL PARTICIPANTS:

UNDER FDA (NHS 2.0) 3 0 0
| First participant seen 5 SITES ACTIVE
April 2018 October 2014 June 2008

. | FIRST OFF-SITE VISIT

PARTICIPANTS:

500

| “.
E
1

i)
August 2022 13 SITES ACTIV
/ October 202

FUNDING RENEWAL
UNDER A-BOM (NHS 3.0)

PARTICIPANTS:
First participant seen
October 2022 6 0 0

June 2025

CELEBRATE WITH US:

July 2026
November 2026

q *See Page 3 for details )
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We’'re Gearing
Up for Our

Biggest Off-Site
Visit Yet!

This summer, we’ll be
headed to Aurora, CO
for the 2026 ASF
Family Conference!

Send us a message at 9
the email below if you
and your loved one(s)
are interested in
participating in an AS-
NHS visit with our
team in CO!

“'Be Part of the Celebrations!

Where To Next?

Celebrating 20 years is about celebrating YOU. The AS-

We want your input on where the
NHS will be holding in-person celebrations during the

road should take us next! Use the
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ik Tl o) 4 s ah e following events. We hope to see you there!

current AS NHS sites and have your e 2026 ASF Family Conference | July 2026
say in where the next off-site visit e 2026 FAST Global Science Summit | November 2026
AS NHS Off-Site Visit Survey Whether or not you are able attend in person, you can still

help us celebrate and reflect on the past 20 years! We are
looking for videos, pictures, quotes, or audio clips that

will be included in a 20-year celebration video. We would

love to hear about your experience with the AS-NHS and

what celebrating this milestone means to you. Feel free 4
to reach out to us with questions and send your media to

the email below! N
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@Send Us a Message: asnaturalhistorystudy@childrens.harvard.edu


https://protect.checkpoint.com/v2/r01/___https://redcap.tch.harvard.edu/redcap_edc/surveys/?s=N3XRH8WT9X4X9PL8___.YXAzOmZhc3Q6YzpvOmViYTM5ZTliMmZkNTFmZWU3MTc4MWFhNTZiMGViOWI2Ojc6OWQyNTo2YTIxYmJmNDExNTA2ZTFkMjJmMDliZDllZmI3NTYxOTRiODc0NDZlNGE2NDcxZTJjYzBlYmUzODFiNWUxMWNjOnA6RjpO



