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A MESSAGE
 from Our CEO and Board Chair

Dear Angelman Community,

As we look back on this past year, one theme keeps 

rising to the surface: Lift Them Up.

We saw it in the parent who drove hours for a clinic 

appointment because access to expert care mattered 

enough to make the trip. We saw it in the sibling who 

spoke up on Capitol Hill, becoming an advocate before 

they were old enough to drive. We saw it in every donor 

who gave, and gave again, because they believed this 

community was worth lifting.

This year, ASF grew in record ways: our largest Family Conference yet, an expanding clinic 

network, deepened family support programs reaching more families than ever before, and a 

growing LADDER database.

This year also asked something harder of us. The news from the ASPIRE trial was a profound 

disappointment. To every family who enrolled a loved one in that trial, who gave your time, trust, 

and hope: we see you, and we are endlessly grateful. Your courage lifted this field forward, even 

when the outcome wasn't the one we all prayed for.

If this year taught us anything, it's that lifting each other up was never contingent on a single trial 

or headline. It lives in the parents who show up to every walk, the siblings who become lifelong 

advocates, the researchers and clinicians who keep pushing forward, and the sta� and board 

who build an organization capable of carrying this mission for decades to come.
As you turn through this newsletter, we hope you feel it: every story and every milestone here is 

a small act of lifting someone up, and together, this community lifted higher than ever this year.

We are so proud of you, and so grateful for you. Here's to lifting each other higher still in the year ahead.

Amanda Moore
CEO, Angelman Syndrome Foundation
Mom to Jackson (age 9, AS deletion)

John Sugden
Board Chair, Angelman Syndrome Foundation
Father to Sebastian 
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Angelman Strong is more than a walk or 5K. It's an 
opportunity for the Angelman syndrome 
community to come together, raise awareness, 
build connections and support ASF's mission.

And what a year 2026 has been! More than 9,000 
community members registered for Angelman 
Strong events across the country, raising over 
$1.53 MILLION! Thanks to every participant, donor, 
volunteer and event coordinator who helped make 
this incredible impact possible. Funds raised 
support critical research, programs and resources 
for the Angelman community.

Interested in Getting Involved? 

Angelman Strong events don't have to be a 
traditional walk or 5K. You can create an event that 
reflects what you and your community are 

passionate about. A cornhole tournament, car 
show, pickleball tournament, family fun day, trivia 
night . . . . there are endless possibilities!

And you don't have to figure it all out on your own. 
ASF will be there with resources, guidance, ideas, and 
support to help you bring your event to life. Whether 
you are an experienced event planner or simply 
someone who wants to create something meaningful 
in honor of a loved one with Angelman syndrome, 
there is a place for you in Angelman Strong.

Tell us a little about yourself and your idea by 
completing our interest form:
Angelman Strong 2027 Host Interest Form

To learn more about Angelman Strong and find 

an event near you, visit Angelman.org/Strong.
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Angelman Strong: 
Your Community. Your Event. Your Impact.

https://form.asana.com/?k=n6sH5isOWBJPMu45sUw0hA&d=1202851072486393
https://angelman.org/events/strong/


Turn What You Love Into Impact

Our community has gotten incredibly creative! ASF 
Community Events have included cornhole 
tournaments, golf outings, fashion shows, galas, block 
parties, bar crawls, trivia nights, game nights, wine 
nights, runs, walks, car shows, gymnastics tournaments, 
pickleball tournaments, bowling events, benefit 
concerts, restaurant nights, bake sales, community 
festivals, and so much more. Have a completely 
di�erent idea? We want to hear it—the possibilities 
really are endless!

We are incredibly grateful to the many dedicated  
fundraisers who give their time, energy, and creativity to 
host events benefiting ASF. Thank you for turning your 
passion into impact!

Sutton Strong

The annual Sutton Strong Golf Outing in Macomb, MI, 
hosted by Nicole Smith in honor of Sutton, raised 
$17,000 to support ASF and the Angelman syndrome 
community.

Infinity Ice Invitational

Infinity Athletics raised $3,200 in their second year 
hosting the Infinity Ice Invitational gymnastics 
competition in Hopewell Junction, NY, benefiting ASF.

Chris Hanson | Microsoft Give Campaign

Chris raised over $10,000 for ASF by o�ering 
professional headshots to colleagues in exchange for 
donations, with additional support from volunteer hour 
matching and Microsoft’s company match.

BMX Race

Ti�any Hartnett and the Saber Racing Team raised 
$1,250 for ASF through a BMX race in Port Orchard, WA.

Every event—whether it 
brings together 25 
people or 500—creates 
another opportunity to 
introduce people to 
Angelman syndrome, 
strengthen connections, 
and support the 
programs, resources, and 
research that matter to our community.

Have an idea? Start with what you love and make it 

count. Complete our Community Event Interest Form 
and tell us what you're thinking:
ASF Community Event Interest Form

Host an ASF Community Event
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and our 100-member Magical Miles Angels team is 
currently full! We can't wait to watch our runners train, 
fundraise, support one another, and bring the ASF 
community and mission along for every magical mile.

Be Part of the Magic as a Partner

While our running teams are full, there is still another 
way to join us! We are currently looking for corporate 
and community partners who want to be part of the 
magic and support our Windy City Angels and 
Magical Miles Angels teams.

Partnership provides a unique opportunity to stand 
alongside 168 runners collectively representing ASF 
while helping make every mile even more 
meaningful. Companies and organizations interested 
in supporting our inaugural Magical Miles Angels 
team can learn more about the available partnership 
opportunities here:
Magical Miles Angels Partnership Agreement

To our 68 Windy City Angels and 100 Magical Miles 
Angels runners: thank you for choosing to put your 
miles behind the ASF mission. From Chicago to Walt 
Disney World, we will be cheering for you, celebrating 
you, and sharing the incredible impact you are 
making with every step!

Miles With a Mission
Meet Our ASF Running Teams

There is something pretty incredible about crossing a 
finish line knowing every mile has helped move the 
ASF mission forward. We have two amazing teams

getting ready to do just that!

Celebrating 10 Years of Windy City Angels!

On October 11, 2026, 68 Windy City Angels (WCA) 
took on the 2026 Bank of America Chicago 
Marathon, celebrating 10 years of ASF participation in 
this iconic race! Together, these incredible runners 
represented the Angelman syndrome community 
through 26.2 miles of Chicago streets, raising 
awareness and over $300,000 in critical funds to 
support ASF's mission.

Recruitment for the 2027 team has begun. If running 
the Chicago Marathon is on your bucket list, 
complete our interest form to receive information 
about joining our team.
Windy City Angels 2027 Interest Form

The Magic Begins in 2027!

We are also counting down to the inaugural year of 
our newest running team, the Magical Miles Angels 
(MMA)! In February 2027, 100 runners will represent 
ASF at Walt Disney World during runDisney Princess 
Half Marathon Weekend, participating in the 5K, 10K, 
Half Marathon, and Fairytale Challenge.

The response to this new team has been incredible, 
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Volunteer at an event. Become an advocate. Serve on a committee. Help with a special project. 

Whether you have a few hours to give, a special skill to share, or an idea you’re excited to bring to 
life, your involvement could have a meaningful impact on the Angelman community. 

There are opportunities to get involved locally and nationally and you can find something that fits 
your interests and availability. Volunteers are an important part of what makes what we do possible.

Visit the Make an Impact section of our website to learn more about current volunteer 
opportunities and the many ways you can put your time and talents to work for ASF:
Explore ASF Volunteer & Get Involved Opportunities

There’s a Place for You at ASF
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Ready to explore the possibilities?

https://angelman.org/volunteer-opportunities


Introducing ASF NextGen: 
Lead. Create. Impact.

When we think about the future of the Angelman 
Syndrome Foundation, we know that siblings 
have an important role to play—and ASF NextGen 
is giving them a place to make that role their own.
We’re excited to introduce ASF NextGen, our 
newest initiative designed to engage and 
empower siblings ages 15–22. Here, the next 
generation of Angelman supporters can explore 
how their individual interests, talents, and 
experiences can make a di�erence within the ASF 
community.

ASF NextGen isn't about telling siblings how they 
should be involved. It's about helping them 
discover how they want to be involved. Whether 
they are passionate about advocacy, fundraising, 

volunteering, raising awareness, or creating 
something entirely new, we want to give them the 
tools and opportunities to turn their ideas into 
action.

If you’re between the ages of 15 and 22 and 
looking to make an impact within the Angelman 
community, please reach out to Alisa Tammaro 
atammaro@angelman.org to learn more about 
becoming involved with ASF NextGen. We'd love 
for you to find a way to use your voice, interests, 
and talents to make a di�erence.

The next generation is ready to make its mark.
Lead. Create. Impact.
ASF NextGen.
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Our community has gotten incredibly creative! ASF 
Community Events have included cornhole 
tournaments, golf outings, fashion shows, galas, block 
parties, bar crawls, trivia nights, game nights, wine 
nights, runs, walks, car shows, gymnastics tournaments, 
pickleball tournaments, bowling events, benefit 
concerts, restaurant nights, bake sales, community 
festivals, and so much more. Have a completely 
di�erent idea? We want to hear it—the possibilities 
really are endless!

We are incredibly grateful to the many dedicated 
fundraisers who give their time, energy, and creativity to 
host events benefiting ASF. Thank you for turning your 
passion into impact!

Sutton Strong

The annual Sutton Strong Golf Outing in Macomb, MI, 
hosted by Nicole Smith in honor of Sutton, raised 
$17,000 to support ASF and the Angelman syndrome 
community.

Infinity Ice Invitational

Infinity Athletics raised $3,200 in their second year 
hosting the Infinity Ice Invitational gymnastics 
competition in Hopewell Junction, NY, benefiting ASF.

Chris Hanson | Microsoft Give Campaign

Chris raised over $10,000 for ASF by o�ering 
professional headshots to colleagues in exchange for 
donations, with additional support from volunteer hour 
matching and Microsoft’s company match.

BMX Race

Ti�any Hartnett and the Saber Racing Team raised 
$1,250 for ASF through a BMX race in Port Orchard, WA.

Every event—whether it 
brings together 25 
people or 500—creates 
another opportunity to 
introduce people to 
Angelman syndrome, 
strengthen connections, 
and support the 
programs, resources, and 
research that matter to our community.

Have an idea? Start with what you love and make it 

count. Complete our Community Event Interest Form 
and tell us what you're thinking:
ASF Community Event Interest Form

Adult Housing Champions

Adults with Angelman syndrome live in various settings. 
These include homes of their own, living with family 
members or host families, and provider-owned or 
-operated settings. The Adult Housing Champions have
navigated living situations for their loved one and are
available to guide and share their experience with
others.
Visit Angelman.org/adult-housing-champions

Future Care Planning Series with Protected Tomorrows

Planning for the future can feel like standing at the 
edge of a very big map with no clear starting point.  
The Future Care Planning Series is designed to give 
you a place to begin, a path to follow, and the confi-
dence to move forward. 

Through a four-part series, you’ll gain the tools and 
clarity needed to start building a Future Care Plan that 
reflects your family’s unique needs, priorities, and goals.

Whether you’re just starting to think about long-term 
planning or ready to take action, this series is built to 
meet you where you are and guide you step by step. 
Visit Angelman.org/resources/future-care-planning

Behavior Resources

With AS comes unique and challenging behaviors and 
increasing anxiety. ASF is happy to o�er assistance and 
information about dealing with and understanding 
these behaviors, at no cost to you. 
Visit Angelman.org/resources/filter/meta/topics!is_-
custom_checkbox:Behavior

Printable Resources

The ASF Adult Task Force created several documents 
that are beneficial for situations that could arise with 
your adult with AS. Examples include Transition to Adult-
hood, Adult FAQs, Comprehensive Care Binder, Facility 
Tour Checklist, All About Me Template and more. 
Visit Agelman.org/asgrowsup

Adulthood & 
Transition Resources
Committed To Supporting

Adults & Their Caregivers

If you care for an adult with AS, having a strong 
support system will help you overcome chal-
lenges. Each month, our Adult Task Force 
meets to discuss ways we can try to help enrich 
the lives of adults living with AS. We recognize 
that the adult caregivers have paved the way 
for all our families, and it’s part of our mission to 
help provide support and assistance. 

AS Grows Up

The Angelman 
Syndrome Foun-

dation is committed to 
supporting every individual, every step of the way. As 
individuals with Angelman syndrome age, new needs 
arise for housing, programs, community, care, and 
more. We are taking action to close the gaps in essen-
tial support and expand the vital resources and 
services families desperately need. Watch for more and 
expanded resources for adults as we continue to work 
to close the gap.
Visit Angelman.org/asgrowsup

ASF Family Champions with Adults

ASF Family Champions are family members who have 
volunteered to be available to other families to share 
their knowledge, experience and lend an ear. There is 
a group of champions who are parents of adults with 
AS. These families are a great resource for questions, 
concerns and advice on various aspects of adults with 
AS transitioning and thriving. 
Visit Angelman.org/resources/asf-family-champi-
ons/#adult-champs
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Even in a season marked by disappointment, the pursuit of 
better treatments for Angelman syndrome hasn't slowed, 
it's evolving, and the community's resilience continues to 
drive this field forward. Here's where things stand.

The Angelman research landscape has shifted signifi-
cantly. Ultragenyx's Phase 3 ASPIRE trial of GTX-102 
(apazunersen) has concluded, and the company 
announced the trial did not meet its primary endpoint. 
Ultragenyx has since discontinued development of 
GTX-102 and its Angelman syndrome program entirely, 
ending dosing as of late October.

Meanwhile, two other ASO therapies remain in active 
development. Ionis Pharmaceuticals' obudanersen 
(ION582) is progressing through its Phase 3 REVEAL 
study: the pediatric cohort (ages 2–<18) finished enroll-
ment this past July with 136 participants, and the adult 
cohort (ages 18–50) is expected to complete enrollment 
by the end of this year. Topline results are expected in the 
second half of 2027. REVEAL's primary endpoint focuses 
on improvement in expressive communication. Ionis also 
plans to launch a related trial, CHAMPION, before the 
end of 2026, specifically for individuals with UPD or 
imprinting-defect genotypes.

Oak Hill Bio dosed its first participant this past July in 
BEACON, its own Phase 3 trial of rugonersen (an ASO 
originally developed by Roche, building on encouraging 
early results from the Phase 1 TANGELO trial). BEACON's 
primary endpoint looks at improvement in cognition 
and/or expressive communication, and the company 
expects topline results in early 2029. 

Just this month, Skylark Bio, a clinical-stage biotechnolo-
gy company, announced the addition of SKY-AS to its 
pipeline.  SKY-AS is an investigational gene therapy 
designed to deliver a functional copy of the UBE3A gene 
to neurons in hopes of restoring UBE3A protein expres-
sion.  This program is currently advancing through 
IND-enabling studies.

Behind these headline trials, quieter but essential work 
continues. Natural history studies keep building a clearer 
picture of how Angelman syndrome unfolds over time, 
and ASF's LADDER database continues connecting data 
from clinics and registries so future trials can move faster 
and reach more families.

But one trial does not define the future of Angelman 
syndrome research and treatment. The data collected 
through ASPIRE will add to the growing body of knowl-
edge about the biology of Angelman syndrome, clinical 
trial design, and how potential treatments are evaluated. 
That information can help researchers ask better ques-
tions and design stronger trials in the future, including for 
the two other ASO therapies, from Ionis and Oak Hill Bio, 
that remain actively in development today.

There is something pretty incredible about crossing a 
finish line knowing every mile has helped move the 
ASF mission forward. We have two amazing teams 

getting ready to do just that!

Celebrating 10 Years of Windy City Angels!

On October 11, 2026, 68 Windy City Angels (WCA) 
took on the 2026 Bank of America Chicago 
Marathon, celebrating 10 years of ASF participation in 
this iconic race! Together, these incredible runners 
represented the Angelman syndrome community 
through 26.2 miles of Chicago streets, raising 
awareness and over $300,000 in critical funds to 
support ASF's mission.

Recruitment for the 2027 team has begun. If running 
the Chicago Marathon is on your bucket list, 
complete our interest form to receive information 
about joining our team.
Windy City Angels 2027 Interest Form

The Magic Begins in 2027!

We are also counting down to the inaugural year of 
our newest running team, the Magical Miles Angels 
(MMA)! In February 2027, 100 runners will represent 
ASF at Walt Disney World during runDisney Princess 
Half Marathon Weekend, participating in the 5K, 10K, 
Half Marathon, and Fairytale Challenge.

The response to this new team has been incredible, 

Research Recap
Where Things Stand with Clinical Trials
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Newly Diagnosed Corner
Newly Diagnosed? You Are Not Alone.

If you’ve recently received an Angelman syndrome diagnosis, we want you to 

know—you are not alone. While this news can feel overwhelming, it’s also the 

beginning of a journey filled with support, connection, and hope. The Angel-

man Syndrome Foundation is here to walk alongside you with resources, infor-

mation, and a community that understands.

Our close-knit community is made up of people who truly get it—parents, care-

givers, medical professionals, and advocates who are all working together to 

make life better for individuals with Angelman syndrome. We invite you to 

explore, ask questions, and lean on us for help. Whether you’re looking for 

medical guidance, educational tools, or just someone who understands, we’re 

here for you.

FIND NEWLY DIAGNOSED RESOURCES: 

The First 100 Days Journey 

The First 100 Days Journey is a guide, which was created by Angelman parents 

and caregivers who have walked this path before you, to help you navigate this 

new diagnosis. Let us stress that you do not have to do everything on this list. 

Remember to give yourself grace as you are processing the road that lies 

ahead. This is simply a support tool to help you start to think about important 

steps you can take to help your child thrive and the resources available to 

assist you along the way. 

AS 101 Webinars

These informative online events are hosted every other month by our CEO, 

Family Resource Director and Chief Medical O�cer. We  encourage you to 

attend and invite family members. These webinars o�er a wealth of information 

that can help guide you during this time. 

Family Champions

Connect with others who understand. Please reach out to our Family Champi-

ons in your area! If at any point you would like to connect one-on-one or have 

any questions, please reach out to Kathryn Ely at kely@angelman.org

For more information visit: Angelman.org/newly-diagnosed

FIND NEWLY DIAGNOSED
RESOURCES
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ASF Family Support Funds
Every Angelman family has di�erent needs, challeng-
es, dreams, and goals. That’s why there are three 
Family Support Funds designed to provide meaningful 
support in di�erent ways.

Whether you need help getting a medical device, 
creating time to rest and recharge, or having an expe-
rience that can make a lasting impact, there’s a 
support fund that can help.

Applications are open annually October 1–14.

ASF Family Fund
Apply for funding to gain access to something that will 
improve the quality of life of an individual with AS. 
Commonly funded items include: Safety beds, iPads, 
adaptive bikes & strollers, medical equipment, travel 
costs to an ASF Clinic, and various therapies.

ASF Respite Fund
The Respite Fund provides financial support to help 
create a meaningful respite opportunity for caregivers. 
Funding can allow you to step away from your caregiv-
ing responsibilities, spend time with your partner or 
other children, pursue something that brings you joy, 
or simply take time to rest and recharge.

Sophie Burdine Schwartz Impact Award
This fund is meant to bring joy-driven experiences and 
everyday pleasures. Apply for something that makes a 
meaningful impact in the life of your individual with 
Angelman syndrome. Not a clinical need, but some-
thing that would make their life happier.

Find details, eligibility criteria, funding amounts, 
FAQs and more on our website: 
Angelman.org/resources/family-support-funds
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ASFConference.org 

Living with Angelman syndrome brings unique chal-
lenges and questions at every stage of life. Because 
AS is rare, finding others who truly understand can 
be di�cult.

The 2026 ASF Family Conference & Research Sym-
posium brought together nearly 1,600 attendees 
from 45 states and 14 countries, making it the largest 
gathering of the Angelman syndrome community in 
the world.

From newly diagnosed families to those who have 
navigated Angelman syndrome for decades, attend-
ees came together for four days of learning, connec-
tion, resources and hope for the future.

2026 ASF Family Conference 
and Research Symposium Recap 

That is what the ASF Family Conference is 

built to provide.

During the conference, ASF hosted 170 opportuni-
ties for learning, consultation, connection and com-
munity. Families learned from 117 speakers, sat 
down one-on-one with experts through private con-
sultations, met 43 exhibitors o�ering resources 
across the full spectrum of life with AS, and spent 
time with other people who understand their lives.
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I would tell someone else going to the Conference to…
“…play and make friends. And learn, actually.”

FELIX (OKLAHOMA, AGE 6)
BROTHER TO VIVIAN, AGE 10, LIVING WITH ANGELMAN SYNDROME

http://asfconference.org/


And we know those experiences made a di�er-
ence. Eighty-eight percent of surveyed families said 
they learned something they could apply at home, 
75% left feeling more confident caring for their 
family member with AS, and 92% left with a stronger 
sense of belonging in the Angelman community.

But some of the most important things that 

happen when we bring this many people together 

cannot be captured in a schedule.

 
Families learn from experts. Experts learn from fam-
ilies. Researchers find collaborators. Organizations 
connect directly with the people they are working 
to serve. Families find other families who under-
stand. And conversations that may never have hap-
pened otherwise can begin.

Thirty partners helped make all of this possible, 
representing research and therapeutic develop-
ment, products and technology, services and family 

support, and families and individuals who believe in 
ASF's mission and the importance of bringing this 
community together. Their investment helped us 
create something that is di�cult to replicate 
anywhere else.

• A place where a family can learn about the 
latest Angelman research in the morning and 
ask a clinician a personal question that 
afternoon.

• A place where a parent can discover a product, 
service or resource they didn't know existed.

• A place where siblings are included and find 
people who understand their experience.

• A place where researchers, clinicians and 
families share the same hallways, meals and 
conversations.

• A place where a family who has never met 
another person with Angelman syndrome can 
suddenly find themselves surrounded by hun-
dreds of people who understand.

1,590 Total Attendees

457
PROFESSIONALS, 

RESEARCHERS & INDUSTRY 
REPRESENTATIVES

105 
GRANDPARENTS

244 
SIBLINGS

554 
PARENTS

230 
INDIVIDUALS WITH 

ANGELMAN SYNDROME

170 
PROGRAMMED LEARNING, 

CONSULTATION, CONNECTION 
& COMMUNITY EXPERIENCES. 

117 Speakers
including researchers, clinicians, professionals, 

advocates and community voices

43 Exhibitors
connected families to resources across the full 

spectrum of life with Angelman syndrome.

12 Disability Service Providers

13 Product & Technology Solutions

7 Family Support & Resource Representatives

11 Clinical care and research organizations

47 
PRIVATE 

CONSULTATIONS

13 
SOCIAL

 GATHERINGS

7 
SIBLING 

ACTIVITIES
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And we are still listening. Families told us they want 
more support around adulthood and independence, 
behavior and anxiety, family relationships, siblings and 
caregiver well-being. They want more opportunities to 
connect with one another. What we learned in 2026 
will help us build an even stronger experience for the 
community in 2028.

Families came looking for answers. They went home 
with information they could use, resources they could 
access, experts they could turn to, people they could 
call, greater confidence in caring for someone they 
love, and a stronger sense that they belong to a com-
munity that will continue walking alongside them.

That is why we bring the Angelman community 
together. The conference may last four days. Its 
impact lasts much longer. 

"Coming back home from the Angelman conference, I can 
honestly say something in me changed.  

For years, I loved my daughter with everything in me, advocated 
for her, cared for her, fought for her, and celebrated every little 
win. I never gave up on her. But somewhere along the way, I 
think I accepted certain limits without even realizing it.

Then I went to this conference.

I saw other children and adults with Angelman syndrome doing 
things I had never personally seen before. Communicating. 
Learning. Becoming more independent. Using their AAC devices. 
Participating in their communities. Growing, progressing and 
surprising the people around them.

And all I could think was… why not my baby too?

Not because every child with Angelman is the same, because 
they aren’t. Their journeys are all di�erent. But for the first time 
in a long time, I stopped focusing so much on what my daughter 
might never do and started thinking about everything she still 
has the opportunity to learn.

I came home with HOPE.

And I came home with a completely di�erent mindset.
We’re removing the limits and we’re going to see just how far my girl 
can soar.”

GABRIELLE,  MOM, MISSOURI

Save the Date! 
We hope you will 

be part of it in June 

2028 at the new 

Kalahari Resort in 

Woodford, VA.

View the photo gallery 

from the 2026 ASF 

Family Conference.

https://asf.stockpress.co/s/2026-ASF-Conference


The ASF is dedicated to increasing 
access to expert Angelman care 
around the world. 
Our Clinical Network has seen some 
incredible growth over the last few 
years, and 2026 has been no di�erent. 
This year, we have focused on assessing 
our resources, gathering feedback on 
what is working—and what isn't—for our 
families and clinicians, and building strong 
foundations for the future. Along the way, 
we have also created new projects, 
platforms, and pathways to make it easier for 
clinicians and caregivers to connect with expert 
Angelman care. Read the updates below to learn more 
about a few key achievements this year and some of 
our plans for the future.

Increasing Access to Expert Angelman Care 
Please join us in welcoming new and returning teams 
to the ASF Clinical Network! 

UCLA has officially reopened its Chromosome 15 
Clinic, kicking off the return of the program with an 
opening ceremony on August 30. Families interested 
in making an appointment or learning more can 
contact Chromosome15clinic@mednet.ucla.edu.
In Texas, UTSW has expanded its Angelman care at 
Children's Health Dallas with the opening of an adult 
care transition clinic led by Dr. Irfan Sheikh. This new 
service expands access to expert Angelman care 
across the lifespan for families in the Dallas/Fort Worth 
area. 

We are also working with an amazing team at Seattle 
Children's Hospital to meet the care needs of families 
in the US Northwest Region. Stay tuned for more infor-

mation as we prepare to o�cially launch this new clinic 
site in early 2027!

Expanding Care Across the Globe
Aside from welcoming many new faces into our clinical 
network around the world, including teams in Tbilisi, 
Georgia and Prague, Czech Republic–the ASF has also 
made important progress in strengthening our Interna-
tional Clinical Network by finalizing the structure of ASF 
Europe. This partnership brings our network of clinic 
sites, industry partners, and advocacy organizations 
across Europe together under the leadership of the 
Erasmus team in the Netherlands.

Find an ASF Clinic Near You
Did you know the ASF Clinical Network has an online 
clinic map? Visit the ASF Clinic Map    to explore our 
network of multidisciplinary clinics and find expert 
Angelman care in your area. You can browse the map or 

ASF Clinics
Update

North
America

Europe

The Middle
East

South
America

To learn more visit: 
angelman.org/as-clinics

use the search tool to locate a clinic by region. We are 
continually adding clinics as they come online, 
making this an easy, self-serve resource for families 
looking for multidisciplinary care.

More Than Clinics: Bringing Expert Care to You
Expert Angelman care doesn't only happen within 
multidisciplinary clinics. The ASF Provider Registry 
recognizes individual healthcare providers, specialty 
providers, and private practices with an interest in and 
expertise in Angelman syndrome who practice 
outside of an established ASF clinic.

Help us identify experts in your area! If you know a 
healthcare provider or specialty practice that has 
experience caring for individuals with Angelman 
syndrome, you can nominate them for the ASF Provid-
er Registry. Nominations are reviewed by the ASF 
Clinical Programs team, and providers who meet 
program criteria will be invited to complete a formal 
application to join our network.

Expanding Clinical 

Expertise Through 

ASF ECHO

ASF ECHO is a virtu-
al, case-based learn-
ing program that 

connects clinicians around the world with Angelman 
syndrome experts to expand knowledge, identify 
gaps or barriers, and improve care. Through live 
expert-led educational presentations and real-world 
case discussions, clinicians can learn from AS special-
ists while connecting with other providers learning to 
care for individuals with Angelman syndrome.

Our ongoing series, Caring for Adults with Angelman 
syndrome, focuses on the unique clinical consider-
ations of caring for adults with AS and is facilitated by 
Wilfreda Lindsey, MD, Director of the Angelman 
Syndrome Clinic at Kennedy Krieger Institute. Two 

sessions have already taken place, with upcoming 
sessions on November 2, 2026, and February 1, 2027. 

Looking ahead, ASF ECHO will also feature series 
focused on speech-language pathology & communi-
cation and Angelman syndrome genetics in early 
2027. Learn more about ASF ECHO and request to 
join the invitation list by clicking here.
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The ASF is dedicated to increasing 
access to expert Angelman care 
around the world. 
Our Clinical Network has seen some 
incredible growth over the last few 
years, and 2026 has been no di�erent. 
This year, we have focused on assessing 
our resources, gathering feedback on 
what is working—and what isn't—for our 
families and clinicians, and building strong 
foundations for the future. Along the way, 
we have also created new projects, 
platforms, and pathways to make it easier for 
clinicians and caregivers to connect with expert 
Angelman care. Read the updates below to learn more 
about a few key achievements this year and some of 
our plans for the future.

Increasing Access to Expert Angelman Care
Please join us in welcoming new and returning teams 
to the ASF Clinical Network! 

UCLA has o�cially reopened its Chromosome 15 
Clinic, kicking o� the return of the program with an 
opening ceremony on August 30. Families interested 
in making an appointment or learning more can 
contact Chromosome15clinic@mednet.ucla.edu.
In Texas, UTSW has expanded its Angelman care at 
Children's Health Dallas with the opening of an adult 
care transition clinic led by Dr. Irfan Sheikh. This new 
service expands access to expert Angelman care 
across the lifespan for families in the Dallas/Fort Worth 
area. 

We are also working with an amazing team at Seattle 
Children's Hospital to meet the care needs of families 
in the US Northwest Region. Stay tuned for more infor-

mation as we prepare to o�cially launch this new clinic 
site in early 2027!

Expanding Care Across the Globe
Aside from welcoming many new faces into our clinical 
network around the world, including teams in Tbilisi, 
Georgia and Prague, Czech Republic–the ASF has also 
made important progress in strengthening our Interna-
tional Clinical Network by finalizing the structure of ASF 
Europe. This partnership brings our network of clinic 
sites, industry partners, and advocacy organizations 
across Europe together under the leadership of the 
Erasmus team in the Netherlands.

Find an ASF Clinic Near You
Did you know the ASF Clinical Network has an online 
clinic map? Visit the ASF Clinic Map to explore our 
network of multidisciplinary clinics and find expert 
Angelman care in your area. You can browse the map or 

Expanding Clinical 

Expertise Through 

ASF ECHO

ASF ECHO is a virtu-
al, case-based learn-
ing program that 

connects clinicians around the world with Angelman 
syndrome experts to expand knowledge, identify 
gaps or barriers, and improve care. Through live 
expert-led educational presentations and real-world 
case discussions, clinicians can learn from AS special-
ists while connecting with other providers learning to 
care for individuals with Angelman syndrome.

Our ongoing series, Caring for Adults with Angelman 
syndrome, focuses on the unique clinical consider-
ations of caring for adults with AS and is facilitated by 
Wilfreda Lindsey, MD, Director of the Angelman 
Syndrome Clinic at Kennedy Krieger Institute. Two 

sessions have already taken place. 

Looking ahead, ASF ECHO will also feature series 
focused on speech-language pathology & communi-
cation and Angelman syndrome genetics in early 
2027. Learn more about ASF ECHO and request to 
join the invitation list by clicking here.
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ASF Clinics Update, cont.
use the search tool to locate a clinic by region. We are 
continually adding clinics as they come online, 
making this an easy, self-serve resource for families 
looking for multidisciplinary care.

More Than Clinics: Bringing Expert Care to You 
Expert Angelman care doesn't only happen within 
multidisciplinary clinics. The ASF Provider Registry 
recognizes individual healthcare providers, specialty 
providers, and private practices with an interest in and 
expertise in Angelman syndrome who practice 
outside of an established ASF clinic.

Help us identify experts in your area! If you know a 
healthcare provider or specialty practice that has 
experience caring for individuals with Angelman 
syndrome, you can nominate them for the ASF Provid-
er Registry. Nominations are reviewed by the ASF 
Clinical Programs team, and providers who meet 
program criteria will be invited to complete a formal 
application to join our network.

https://angelman.org/asf-clinics/jsf/jet-engine:asf_clinics/tax/location-continent:north-america/#find-a-clinic
https://angelman.org/asf-clinics/jsf/jet-engine:asf_clinics/tax/location-continent:north-america/#provider-registry
https://form.asana.com/?k=H3RBHA63KKlNghkNjLPjHw&d=1202851072486393
https://angelman.org/echo/
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https://www.ultragenyx.com/


THANK
YOU

Thank You To 
Colin & Kellie 
Sargent and 
Maddie’s Mission 
for supporting 
the 2026 ASF 
sibling programs.

A Special

To
>>>>>>>>

CourtneyBed.com

https://safeplacebedding.com/
https://courtneybed.com/


Our science is creating an  
unprecedented opportunity 
to change the course of  
human health.
Ionis is proud to sponsor the 2026 ASF Research Symposium and Family 
Conference. For more than three decades we’ve united groundbreaking 
science and technology with relentless passion to discover and deliver 
medicines that enable better futures for people living with serious 
diseases. Learn about our RNA-targeted medicines at ionis.com.

https://ionis.com/
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other concerned parties. We exist to give 
all of them a reason to smile, with the 
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