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1. Message from the President and Board

Dear friends and supporters,

2024 began in a context very similar to that of 2023, with ongoing geopolitical instability and international
crises continuing to impact families in the countries directly. In these difficult times, our thoughts and
support go out especially to the ASA members and families living in those regions. These challenges
complicate the essential work of our member associations to inform and support families living with
Angelman syndrome.

Despite the broader difficulties, 2024 has been a year filled with significant milestones for our community.
In July, we held the ASA Biennial Scientific Conference, hosted by Angelman UK in Coventry. It was a
precious opportunity to meet with an extraordinary number of families and to foster closer dialogue with
many of the leading researchers dedicated to Angelman syndrome.

During the event, we proudly announced the three winners of the 2024 ASA Grant, financing 360 000 €
for research on Angelman syndrome. We also encouraged interaction and collaboration among researchers,
reinforcing the importance of sharing knowledge and building connections.

Concerning therapeutic advances to treat Angelman syndrome and after an initial deception with stage 3
clinical trials paused, pharmaceutical companies are proceeding positively with ASO Trials. The
community will watch for positive results during this 2025.

This year also saw the launch of new ASO clinical trials in several countries, with others currently under
development. ASA can play an important role in supporting communication between pharmaceutical
companies and local associations, helping to establish partnerships and bring trials to new regions.

Alongside these, complementary research projects are also progressing—such as the nanotechnology study
led by Ilaria Tonazzini (winner of the 2021 ASA Grant), which may offer clinical support for ASO-based
therapies in the future.

2024 is also a year of preparation: the ASA Grant 2025 will soon be launched is launched, with updated
guidelines and priority areas to guide the selection of promising new research initiatives. Within the ASA
Board, we would like to share an important update: Katie (UK) has stepped down from her role, and we
extend our sincere thanks for her valuable contributions. We are pleased to welcome Lara (France), who
brings fresh energy and ideas to our collective work.

Looking ahead, the Japanese association and the ASA Board are already organizing on the next ASA
Conference, scheduled to take place in Kyoto in 2026. Before then, we will meet in Hamburg in September
2025 for our annual members’ meeting, where we will come together to define new strategies and continue
improving how we work together. A heartfelt thank you to all associations, volunteers, families, and
researchers whose daily efforts make the mission of ASA possible.

Warm regards
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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

ASA MEMBERS ASA ASSOCIATES

Austria- Verein zur Erforschung des Angelman

Syndroms Argentina.AngelmanAngentin

Belgium-Angelman Syndrome Belgie Hong kong - HKASF

France-AFSA Hungary - Magyar Angelman Szindroma Alapltvany
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
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3. ASA Structure

The Angelman Syndrome Alliance has the following four corporate bodies;
e the Management Board;
e the General Meeting;
o the Meeting of Full Members; and
e 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.

e Manuel Trocado Costa Duarte (Portugal) - President of ASA
e Conny Schendler (Germany) - Vice-President of ASA

e Lara Chappell ( France)

e Emanuele Bedon (Italy)

e Thomas Schramm (Austria)

Lara, new entry in Asa Board.
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The Scentific Advisory Board
Board determines the New Scientific Advisory Board; also appointed in 2022 at Vienna
e Prof. Hanoch Kaphzan (Israel) — Chairman)
e Prof. Jill Clayton-Smith (United Kingdom)
e Prof. Olga Pefiagarikano (Spain)
e Prof. Luis Pereira de Almeida (Portugal)

S ALY

Contact : hkaphzan@univ.haifa.ac.il

Community Advisory Board (CAB)

ANGELMAN SYNDROME
COMMUNITY ADVISORY BOARD

Meagan

r Karolina Rebecca
Israel Australia USA

Katie
United Kingdom Poland

Amanda Catarina Stephanie
USA Portugal Colombia

#ANngelmanSyndrome #AngelmanCAB
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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.

N

ANNOUNCES THE WINNERS OF
SCIENTIFIC RESEARCH
GRANT 2024

We are very proud that the ASA will

support 3 projects. And the winners are:

Matteo Fossati - “Investigation of genetic determinants of
Angelman Syndrome pathophysiology in human neurons”

Carmen de Caro - “The gut microbiota in Angelman
Syndrome”

Ramiro de Almeida -“A drug repurposing strategy to treat
Angelman Syndrome”
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5. Financial Overview

INDIVIDUAL STATEMENT OF RESULTS BY NATURE

From January to December

Values in EURO

Revenues

Grants
Members contributions
Other Contributions

Expenses

Grants
Researchers payments
Other expenses

EBITDA

HEADINGS

Profit and Loss

Depreciation and amortization expenses / reversals

Impairment of depreciable / amortizable investments (losses / reversals)

Operating result (before financing expenses and taxes)

Interest and similar income obtained

Interest and similar expenses incurred

Tax over the period's income

Net income for the period

Income before taxes

NOTES

FISCAL YEAR
2024 2023
129 800,00 303 521,81
29 1052,00

(116 333,00)

(172 500,00)

(18 435,26) (425,63)
(4 967,97) 131 648,18
(4 967,97) 131 648,18
(4 967,97) 131 648,18
(4 967,97) 131 648,18
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Revenues

The principal source of revenue comes from ASA members.
In 2024 members paid 129.500€ for the 2024 grant and 300€ in members’ fee.

There was also an anonymous donation of 0.29€.

Expenses

In 2024 ASA honor its commitment to the researchers and the following projects were funded:

Dr. Tonazzini — 2021 grant winner 3" payment — 43.000€

Dr. De Caro — 2024 grant winner 1% payment — 33.333€

Dr Almeida — 2024 grant winner 1% payment — 40.000€

The initial payment for Dr. Fossati (2024 grant winner) was done directly by ORSA (ASA member).
In 2024 ASA had an extraordinary expense of 19.236,17€ paid to Erasmus Hospital in Rotterdam. This
extraordinary payment was done to help fund medicines that were sent by the hospital to the Ukrainian

Angelman community.

Regarding other expenses ASA paid 1.008,12€ in bank expenses and 207.21€ for webhosting, domain and
software.

Net income for the period
The net income for 2024 was - 4967,97€.

The total amount on the bank accounts by 31/12/2024 was 392.749,25€.
ASA has a commitment the following commitment to be paid in the coming years:

2025 2026
Grant 2021 85000€
Grant 2024 113333€ 113333€
Total 198 333 € 113333€
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6. ASA Conference 2024: Coventry UK in August

Speakers & Topics in Coventry

e Obesity and Gender Differences Induced Minster Suite
by Ketogenic Diet in Mice Model of
Angelman Syndrome
Kiyoshi Egawa

e Stem Cell Toolkit for Modelling Cerebellar Minster Suite
Dysfunction in Angelman Syndrome.
Simao Teixeira da Rocha, Jodo Camobes dos Santos
& Evguenia Bekman Gaspar

e Pre-clinical studies of ASOs targeting UBE3A-ATS Minster Suite
Stormy Chamberlain

e NK Pathway Deregulation and the Potential Therapeutic Minster Suite
Role of the D- JNKI1 Peptide in Angelman Syndrome
Investigated in Patient-Specifc iPSC-Drived Cortical Neurons
Silvia Russo

e Investigation of Genetic Determinants of Angelman Minster Suite
Syndrome Pathophysiology in Human Neurons
Matteo Fossati

e TBA Minster Suite
Ramiro de Almeida

e The Gut Microbiota in Angelman Syndrome Patients Minster Suite
Carmen De Caro, Edoardo Ferlazzo

e Virtual - TBA Minster Suite
Ype Elgersma

e Brain-Targeting Nanovectors for Therapeutic Minster Suite
Development in Angelman Syndrome
llaria Tonazzini

e New Neuroimaging Tools for Angelman Syndrome Minster Suite
Laura Baroncelli

10
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e Neuronal Extracellular Vesicles Minster Suite
Chiara De Cesari

e Angelman Syndrome causing UBE3A ligase displays Minster Suite
predominantly synaptic ubiquitination activity in the
mouse brain
Ugo Mayor

e Managing Tremor and Myoclonus Minster Suite
Dr Robert Carson

e Comprehensive Care and Support Minster Suite
Amanda Moore

ERASMUS Minster Suite Marie-Claire De Wit, Karen Bindels-De-Heus

e AUK Clinic Minster Suite
Dan Hindley, Jenny Pemberton, Catherine Breen

e Outcome Measures for Behaviour, Cognition Minster Suite
and Emotion - BEOND STUDY
Jane Waite

e ASA & SAB CLOSE Minster Suite
Hanoch Kaphzan (Scientific Advisory Board)
& Manuel Costa Duarte (ASA)

11
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e New Funding Calls: Opening opportunities for innovative research.
o Stronger Collaboration: Encouraging cross-border initiatives and shared goals.
e Receipt of €133,471.81 from the NINA Foundation, enabling new funding.

7. Acknowledgements

We extend heartfelt thanks again to the NINA Foundation for their financial contribution but also for
founding ASA, and to our member organizations, partners, volunteers, researchers, and the families living
with Angelman syndrome who inspire us every day.

8. Contact Information

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