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Message from the President and Board

Dear friends and supporters,

2025 has been a dynamic and engaging year for the Angelman Syndrome Alliance, one in which we’ve continued
to grow together as a community despite the persistent challenges in the world around us. Geopolitical
instability and global tensions have not ceased, and our thoughts remain with all ASA members and families
directly impacted. We recognize how difficult it remains to support families living with Angelman syndrome in
these affected regions.

Yet, 2025 has also brought several key milestones that reaffirm our collective strength and shared vision.

We are proud to announce that the launch of the 2026 ASA Grant has received an unprecedented response, with
20 new research proposals submitted from around the globe. This reflects not only the growing scientific interest
in Angelman syndrome but also the increasing reputation of the ASA Grant as a valuable driver of innovation and
discovery in the field.

In September, we hosted our biennial ASA members’ meeting in Hamburg, where representatives from all
member associations came together. This gathering was a vital moment to review strategies, validate our shared
principles, and align on our mission moving forward. It reaffirmed the values that continue to guide ASA:
collaboration, transparency, and impact.

A meeting of the best and most active researchers in the world in the field of research on Angelman syndrome
was sponsored by ASA and ASF, organized last April in Lisbon. 

Fifteen researchers individually engaged in their research facilities all together in a symposium eager for a
healthy and informed discussion on the state of research, on the priorities that in their opinion are important to
follow, and this gave us a signal for being able to direct the research grant.

At the same time, our member in Japan is working diligently on the upcoming ASA Scientific Conference, which
will take place in Kyoto on September 21–22, 2026. Preparations are well underway, we look forward to offering
once again a meaningful opportunity for families, researchers, and clinicians to meet, exchange knowledge, and
build hope. Special thanks to Japan team.

We also continue to follow therapeutic advancements closely. After the initial setbacks with some clinical trials,
ASO therapies are moving forward, and we remain hopeful that 2026 will bring encouraging results. ASA will
maintain its role as a bridge between pharmaceutical companies and local associations, helping to expand access
to trials worldwide.

In September, together with Fast, we organized an important web meeting open to families, 'Angelman
Syndrome Phase 3 Clinical trial Update', where Ultragenix and Ionis openly compared their answers to the
questions asked by representatives of the two family associations regarding the ongoing trials
(https://youtu.be/TenTbLp9plk).

We extend our deepest thanks to all who contribute to the mission of ASA: associations, families, researchers,
and volunteers. Your ongoing dedication is what drives progress, support, and hope for all those living with
Angelman syndrome.

Warm regards,  

Manuel Trocado Costa Duarte
President
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Austria- Verein zur Erforschung des Angelman Syndroms Argentina.Angelman Angentin

Belgium-Angelman Syndrome Belgie Hong kong - HKASF
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Germany-Angelman e.V. New Zealand – New Zealand Angelman Network

Ireland-Angelm Syndrome Ireland Angelman Czech Republic

Israel-Israele Angelman Syndrome Foundation

Italy-Or.s.a
 

Japan-The Angel Society
 

Netherlands-Angelman Syndroom Nederland
 

Portugal-Angel
 

Spain-Asociasion de syndrome Angelman
 

United Kingdom- Angelman UK
 

Ukraine
 

2. About ASA 
The Angelman Syndrome Alliance (ASA), officially established in 2019, is a collaboration of national
organizations dedicated to supporting individuals with Angelman Syndrome and their families. Through
funding scientific research, organizing events, and building networks, ASA seeks to improve quality of
life and promote hope. 

Mission
Our mission is to grow and support scientific knowledge about AS that can create fundamental and
lasting changes in therapy for people with Angelman Syndrome; so that parents, therapists and
clinicians can improve the quality of life of those with AS.
Together we identify research that challenges our knowledge of AS today, to enable us to develop
solutions for future therapies. The alliance focuses its investments on innovative science, with our
ultimate goal to find therapies for patients with Angelman Syndrome.

18 Members and Associate Member Organisations



3. ASA Structure
The Angelman Syndrome Alliance has the following four corporate bodies;

the Management Board; 
the General Meeting; 
the Meeting of Full Members; and 
The Scientific Advisory Board. 

New Management Board

The Management Board Members were appointed by the General Meeting held in Sept 17, 2022 at
Vienna in 2022 ASA Board. Lara Chappell joined officially in 2025, voted by the members to replace
Katie Cunnea. 

Manuel Trocado Costa Duarte (Portugal) - President of ASA
Conny Schendler (Germany) - Vice-President of ASA
Lara Chappell ( France)
Emanuele Bedon (Italy) 
Thomas Schramm (Austria) 



The Scentific Advisory Board 

Board determines the New Scientific Advisory Board; also appointed in 2022 at Vienna
 

Prof. Hanoch Kaphzan (Israel) – Chairman)
Prof. Jill Clayton-Smith (United Kingdom)
Prof. Olga Peñagarikano (Spain)
Prof. Luis Pereira de Almeida (Portugal)

Contact : hkaphzan@univ.haifa.ac.il

mailto:hkaphzan@univ.haifa.ac.il


Community Advisory Board (CAB)



4. Funded Projects
In 2024, ASA started to finance three research projects winners of Grant 2024 focusing on different
aspects of Angelman Syndrome, ranging from genetic mechanisms to clinical therapies.
All projects are running in 2025 well and as per schedule 



HEADINGS NOTES

FISCAL YEAR

2025 2024

Profit and Loss    

Revenues
   

Grants 
   

Members contributions  132 900,00 129 800,00

Other Contributions  5 448,00
0,29

Expenses 
   

Grants    

Researchers’ payments  (117 833,00) (116 333,00)

Other expenses  (598,79) (18 435,26)

EBITDA  19 916,21 (4 967,97)

Depreciation and amortization expenses / reversals    

Impairment of depreciable / amortizable investments (losses / reversals)    

Operating result (before financing expenses and taxes)  19 916,21 (4 967,97)

5. Financial Overview
INDIVIDUAL STATEMENT OF RESULTS BY NATURE

From January to December

Values in EURO



Interest and similar income obtained  4 590,53  

Interest and similar expenses incurred    

Income before taxes  24 506,74 (4 967,97)

Tax over the period's income    

Net income for the period  24 506,74 (4 967,97)



Revenues

The principal source of revenue comes from ASA members. 
In 2025 members paid 132.000,00 € for the ASA grants and 900€ in members’ fee.
There were also donations of 5448,00€.
We also could enjoy interest from bank account of 4.590,53€ 

Expenses

In 2025 ASA honored its commitment to the researchers and the following projects were funded:
Dr. Tonazzini – 2021 grant winner 4th and final payment – 42.000€
Dr. Da Rocha – 2021 grant winner 2nd payment – 42.500€
Dr. Dr Caro – 2024 grant winner 1nd payment – 33.000€
Regarding other expenses ASA paid 276,81€ in bank expenses and 242,39€ for webhosting, domain and
software.

Net income for the period

The net income for 2025 was – 24.506,74€.

The total amount on the bank accounts by 31/12/2024 was 417.255,99€. 

ASA has the following commitments to be paid in the coming years:

2026 2027

ASA Grant 2021 42.500 €

ASA Grant 2024 113. 334 € 80.000 €

Total 155.834 € 80.000 €

Because the 2026 ASA Grants will only be awarded in the firts semester of 2026, their cost is not yet
reflected in the board above. The money for this grant has been partialy paid by the members in 2025
with the remaining amount to be paid in the first trimester of 2026.

The total comitment for the 2026 ASA grant is estimated between 240.00€ and 360.000€, reafirming the
great investment ASA is making in developing Angelman research.

6. Contact Information
Website: angelmanalliance.orgEmail: Board:; President -Manuel : direccao@angel.pt;
emanuele.bedonmail.com; lara.chappell@angelman-afsa.org; conny.schendler@angelman.de;
thomas.j.schramm@gmail.com

https://angelmanalliance.org/
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