ANIRIDIA EUROPE

Activity Report
2024 - 2026

Aniridia Europe is committed to supporting individuals and families affected by
aniridia. The organisation has been actively involved in initiatives to raise
awareness, advocate for better healthcare, and foster community support. The
following report outlines Aniridia Europe's key activities and achievements.
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1. The Board of Directors

During the mandate 2024-2026, the Board of Directors is composed of:

Member Initials Country

Barbara Poli, President BP Italy
Denice Toews, Vice President DT Germany
Tord Hakonsen, Treasurer TH Norway
Elena Tsoneva, Secretary ET Bulgaria
Other Board Members:

Katie Atkinson KA United Kingdom
Galina Gening GG Russia
Ivana Kildsgaard IK Sweden
Sebastien Montahuc SM France
Oana Simerea oS Romania

The Board of Directors has held regular meetings via Zoom as follows:

e 2024: October 14", December 13t
e 2025: May 9", June 30", November 3
e 2026: March 9", June 23
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2. Status of the representatives

In the summer of 2026, the federation includes:

e Full members - 14 National Associations:
Bulgaria, Denmark, Finland, France, Germany, ltaly, Lithuania, Norway, Romania,
Russia, Spain, Sweden, the United Kingdom, and Ukraine
An application from North Macedonia is in process.

o Affiliated members — 16 reference persons:
Belgium, Croatia, Czechia, Estonia, Georgia, Greece, Iceland, Ireland, Latvia,
Moldova, the Netherlands, Poland, Portugal, Serbia, and Switzerland

e Contacts with patients:
Belarus, Egypt, Iran, Israel, Hungary, Kazakhstan, Malta, Morocco, North Macedonia,
the Philippines, Singapore, Turkey
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3. Communication and awareness



a. Website

The website was constantly updated with information about events and relevant
scientific information about aniridia.

The most important documents in this period are:

Scientific articles, webinars and a downloadable comic book available in
many languages, developed in the framework of the Aniridia-Net COST
Action, funded by the European Union, all to be found here: https://aniridia-
net.eu/publications/

“Congenital aniridia: European COST action ANIRIDIA-NET guidelines for
diagnosis, management and care” - published in Acta Ophthalmologica in
September 2025

https://pubmed.ncbi.nim.nih.qov/40892309

Materials from the 8t European Aniridia Conference, held in Sofia, Bulgaria,
on 17-19 April 2026, available here:
https://aniridiaconference.org/eac2026/

Updates of the “Aniridia in your language” section with more languages, to
give basic information to as many people as possible.

b. Newsletter

An e-newsletter covering Aniridia Europe’s activities and those of the National

Aniridia Associations was published on December 23rd, 2025.

c. Social networks

Social Media Campaigns: Aniridia Europe continued to leverage social media
platforms to raise awareness about aniridia. Engaging content, including personal

stories, informational graphics, and research updates, reached a broad audience,

fostering understanding and empathy. Many videos and recordings were made

available on the YouTube channel.

Short video to support and promote patient participation in trials — Restore

Vision project
https://www.youtube.com/watch?v=1{Pn-OjnOFA

The playlist of 47 presentations from the 7" EAC 2024 is uploaded on Aniridia

Europe's YouTube channel

43 presentations from the 8" EAC 2026 will soon be available as well at:
https://www.youtube.com/user/AniridiaEurope

d. Participation in meetings

Aniridia Europe participated online or in person at all the relevant events, such as:


https://aniridia-net.eu/publications/
https://aniridia-net.eu/publications/
https://pubmed.ncbi.nlm.nih.gov/40892309
https://aniridiaconference.org/eac2026/
https://www.youtube.com/watch?v=1jPn-OjnOFA
https://www.youtube.com/user/AniridiaEurope

EURORDIS General Assemblies

meetings of the Eurordis e-PAG (European Patient Advisory Groups) at the
ERN-EYE (European Reference Network for Eye Rare Diseases)

meetings of JARDIN and Care Pathways for RDs

last meeting Erasmus+ Educational Project "Seeing the Invisible"
(expired)

meetings of the Restore Vision Project (ongoing) https:/restorevision-
project.eu/

Erasmus+ Project “Together for Inclusion” (expired)

WAGR Weekend UK 2025, 8-10 August in Arundel, West Sussex
https://wagr.org/WW25
https://www.youtube.com/watch?v=0mCk8nIKxYw
https://www.youtube.com/watch?v=FOtEVtA5Zc8&t=2s

Hope For Rare Eye Diseases, CURED Webinar, Dr Shroff's Charity Eye
Hospital, New Delhi, India, 19 July

Aniridia North America (ANA) Symposium: PAX6, Aniridia, and Beyond,
November 7-9 at Eastern Virginia Medical School in Norfolk
https://www.aniridiana.org/ana-announces-biennial-symposium/

STEM CORE project (recruitment will start in June 2026) - with a specific
focus on stem cell therapy to regenerate corneal epithelial tissue, as well as
raising awareness about the person behind this treatment and for whom it is
intended

8th European Aniridia Conference (EAC)
https://aniridiaconference.org/eac2026/

e. International Aniridia Day

Aniridia Europe organised and promoted International Aniridia Day on June 21 each
year. The awareness campaign garners significant attention through online events,
webinars, and collaboration with partner organisations. It highlights the challenges
faced by those living with aniridia and advocates for improved support and
resources.

On 21st June 2025, we broadcast some videos on our channels:

Massage about the Restore Vision, especially the video where Ivana
presented the patients' associations.
https://www.youtube.com/watch?v=1jPn-OjnOFA



https://restorevision-project.eu/
https://restorevision-project.eu/
https://wagr.org/WW25
https://www.youtube.com/watch?v=QmCk8nIKxYw
https://www.youtube.com/watch?v=FQtEVtA5Zc8&t=2s
https://www.aniridiana.org/ana-announces-biennial-symposium/
https://aniridiaconference.org/eac2026/
https://www.youtube.com/watch?v=1jPn-OjnOFA

e A lovely picture of scientists from America and Europe, as well as patient
representatives from AE and ANA, was also published at the conference in
Stockholm.

https://www.aniridia.eu/2025/06/19/international-aniridia-day-2025/
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4. Scientific Committee and scientific activities

a. Aniridia Europe's Scientific Committee

Still, most of its members have continued to cooperate closely, especially regarding the
activities of the COST Action Aniridia-Net, the Restore Vision project, and the
organisation of the 8th European Aniridia Conference. They also support Aniridia Europe
in preparing flyers.

b. Scientific webinars and interviews

v' The Restore Vision Project
https://www.youtube.com/user/AniridiaEurope

c. ERN-EYE Scientific Workshop 6-7 October 2025, Padua, Italy
WG4, which covers the anterior segment, submitted the consensus statement for
aniridia.
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5. Social and research projects

Aniridia Europe is a partner in various European projects:

a. Cost Action CA18116 Aniridia-Net - Aniridia: networking to
address an unmet medical, scientific, and societal challenge.

Aniridia -Net is a pan-European network funded by the European Cooperation in Science
and Technology (COST) program. Its goal is to improve the clinical management of
aniridia, promote innovative research, and develop new alternatives for its diagnosis and
treatment. www.aniridia-net.eu

b. Experimental treatments for congenital aniridia-associated
keratopathy

Aniridia project granted by the EU is conducted by a consortium of researchers from
several countries, led by Prof. Neil Lagali (Linkdping University, Sweden) and Prof. Daniel
Aberdam (CNRS, Biologie, Inserm-Technion, France). The project aims to evaluate


https://www.aniridia.eu/2025/06/19/international-aniridia-day-2025/
https://www.youtube.com/user/AniridiaEurope
http://www.aniridia-net.eu/

promising pharmacological and gene therapy/microRNA approaches for treatment in cells
and transgenic mouse models to assess their potential to treat this rare, sight-threatening
disease. Aniridia Europe is on the project's Patient Advisory Board, as are our member
associations Géniris, Aniridi Sverige, and Asociacion Espafiola de Aniridia.

c. Horizon Europe - (2021-2027), Restore Vision Project (2023-2027)

The clinical trial consists of 2-3 treatments, for a total of 11. For aniridia, only three
treatments are relevant. The most promising one is from the French ophthalmology
laboratory Kél, which has launched Olisens®, the first messenger RNA eye drops for
treating corneal neovessels. Another one is Duloxetine. Additionally, a Danish company is
developing a cure for aniridia, but it is still in its early stages. These drugs are tested for
toxicity, expression, and other factors, and the results are presented from different
perspectives. The trails are going in Italy, France and Germany. The biggest problem is
recruiting patients. Dr Giulio Ferrari also does observational studies in Milan.

AE is involved in WG6. Thanks to Irma and her contribution, the website has been
updated with a patient-focused approach. https://restorevision-project.eu/patient-stories/

New scientific publications are available on the project website.
https://restorevision-project.eu/results/

d. STEM CORE project (recruitment will start in June 2026)

The project focuses on training researchers. It has a specific focus on stem cell
therapy to regenerate corneal epithelial tissue, as well as raising awareness about the
person behind this treatment and for whom it is intended. This project will share results
at the next conference in Oslo when some work is done. It is now in the PhD
recruitment stage. AE participates as a stakeholder without a budget.

e. Cost action project for the cornea - developed by Vito Romano and Giulio
Ferrari
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6. EAC — European Aniridia Conference

a. The 8" EAC was held in person in Sofia from 17th April to 19t April 2026.
https://aniridiaconference.org/eac2026/

The local association Aniridia Bulgaria, in collaboration with AE, the Bulgarian society
of ophthalmology and Arbilis Ltd, organised the conference.

The conference was attended by 95 people, including 25 speakers from Europe,
North America and Asia. There were patient representatives from 23 countries
around the world (Bulgaria, North Macedonia, Turkey, Poland, Spain, Ukraine, USA,
Romania, Lithuania, Morocco, Norway, Sweden, Russia, Italy, United Kingdom,
Kazakhstan, Japan, France, Belgium, the Netherlands, Germany, Switzerland,
Singapore).


https://restorevision-project.eu/patient-stories/
https://restorevision-project.eu/results/
https://aniridiaconference.org/eac2026/

The program has been truly exceptional. The event welcomes expert speakers from
three continents: Europe, North America, and Asia. This diversity of knowledge and
perspective has made the conference truly global in scope, turning it into an
international celebration of collaboration and hope.

The scientific quality was judged to be very high, and many opportunities have been
established for future fruitful collaborations among professionals and patient
representatives. Aniridia Sweden donated 10,000 euros to Aniridia Europe to support
the event. The conference had significant participation by professionals and patients.

The most significant reasons for hope and promising advancements for individuals
with aniridia, particularly concerning future treatments, vision preservation, and
quality of life, are published: https:/aniridiaconference.org/eac2026/the-most-
significant-reasons-for-hope/

All presentations will be available on Aniridia Europe's YouTube channel at:

https://www.youtube.com/user/AniridiaEurope

a. EALCA 2026

Within the conference framework, Aniridia Europe has held the European Aniridia
Leadership & Collaboration Academy (EALCA) in English for young European
diagnosis carriers or family members.

EALCA is an inspiring 3-day leadership academy designed to empower the next
generation of leaders in the aniridia community. Using practical workshops, expert
guidance, and international collaboration, it develops ideas and skills that benefit
both the participants and the wider aniridia community.

Recruitment of candidates began with the submission of an interest form and was
followed by selection by the EALCA team in accordance with the approved criteria.
The call for participants was published on the conference website.

https://aniridiaconference.org/eac2026/call-for-ealca-2026-participants/

Financial support from national associations was the first and recommended option
for approved candidates, and from AE as the second one if they are from a country
without an association. AE partially supported participation in the conference and
EALCA.

The review of the activity is available at:
https://aniridiaconference.org/eac2026/review-of-ealca-2026/

Aniridia Norway, which is organising the next EAC in 2028, will continue with the
Aniridia Leadership Academy in Oslo because we need to build our next generation
with active, committed people. Participants are engaged in activities between the two
conferences (such as Aniridia Day, preparation for EALCA 2028, and EAC 2028) to
sustain long-term engagement.

b.Celebrating the memory of Prof. Barbara Kasmann-Kellner


https://aniridiaconference.org/eac2026/the-most-significant-reasons-for-hope/
https://aniridiaconference.org/eac2026/the-most-significant-reasons-for-hope/
https://www.youtube.com/user/AniridiaEurope
https://aniridiaconference.org/eac2026/call-for-ealca-2026-participants/
https://aniridiaconference.org/eac2026/review-of-ealca-2026/

In honour of Professor Barbara K&dsmann-Kellner, the Scientific Committee of the 8th
EAC awarded a special prize (a certificate and €1,000) to the selected young
participant in the poster contest. Elsa Berg won the contest. She is from Nijmegen,
the Netherlands, and affiliated with Radboud UMC. The presentation title is "Gene
expression analysis of limbal epithelial cells from PAX6-aniridia patients.”

c. EAC Website

The website for the European Aniridia Conferences provides the program and
registration tools for the current conference, along with relevant information about
past conferences. The website remains silent between conferences and will be given
to the following conference organisers in due time. The conference's social channels
and official logo for all future EACs are the same.
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7. Fees, sponsorships and donations
Aniridia Europe’s financial resources come from various people and institutions.

e The full membership fee was kept to 30 euros per year; affiliated membership
has no compulsory fee. Both full and affiliated members can choose to donate
according to their means, as some did.

e Sponsorships, grants, and donations were made by RedTree Making projects,
EURORDIS, COST Aniridia Net, the Restore Vision project, Facebook,
PayPal, and individual contributions.

e Support was also given by individuals who covered their costs while
participating as representatives in meetings.

e Figures are detailed in the Financial Report.
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8. Partnerships

Since its inception, Aniridia Europe has considered it essential to develop strategic
partnerships with key players in rare diseases, specifically those related to aniridia.

Through its well-established relationships with Eurordis, the umbrella organisation
for European rare diseases associations, Aniridia Europe could secure grants to
develop its networking and digital activities. Within the same framework, Aniridia
Europe had a representative on the EPAG (European Patient Advisory Group) at
the ERN-EYE (European Reference Network for the Eye Rare Diseases): Oana
Simerea is the approved representative of AE to the e-PAG.

The partnership with the COST Action CA18116 Aniridia-Net - Aniridia:
networking to address an unmet medical, scientific, and societal challenge -
allows Aniridia Europe's Board members to participate in the working groups on
clinical guidelines and patient-driven research.

Establishing relevant relationships with hospitals, research centres, and individual
professionals is fundamental to our ability to organise the European Aniridia Conferences



and become partners in research projects. This allows us to address the patient's needs
and expertise, and to advocate for and raise awareness of our condition.

A unique and essential partnership concerns the other aniridia organisations
worldwide.

Aniridia Europe has a relationship with ANA (Aniridia North America), created in late
2021. There are opportunities to cooperate in many areas and to promote aniridia
research, both of which have already begun.

Also, AE has a relationship with IWSA (International WAGR Syndrome Association),
a collaboration that assembles researchers, practitioners, and patients.
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9. Conclusion

From awareness campaigns to advocacy efforts and research initiatives, Aniridia
Europe has been dedicated to improving the lives of individuals affected by aniridia.
The organisation strives to create a more supportive and inclusive environment for
those with this rare eye condition through collaboration, education, and
empowerment.

This report highlights Aniridia Europe's and its partners' collective efforts to work
towards a brighter future for individuals and families impacted by aniridia.

The AE Board of Directors:

. Barbara Poli, President

. Denice Toews, Vice President
. Tord Hakonsen, Treasurer

. Elena Tsoneva, Secretary

. Galina Gening

. Ivana Kildsgaard

. Katie Atkinson

. Oana Simerea

. Sebastien Montahuc
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