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MESSAGE DU
PRÉSIDENT

Les années 2023 et 2024 sont fortement marquées par une instabilité géopolitique. Au moment où nous 
commencions à voir une lueur d’espoir postpandémique concernant les levées de fonds, l’espace 
financier philanthropique s’est complètement mis en pause, par crainte d’une situation économique 
mondiale incertaine.

Et, malheureusement, cela confirme mes craintes exprimées ces années précédentes quant à la 
possibilité de financer des projets de recherche dans les années à venir. Une première conséquence a 
été, avec regret, de mettre en pause notre projet d’institut, le RE(ACT) Discovery Institute, qui soutient la 
recherche scientifique innovante dans le domaine des maladies rares et répond aux besoins médicaux 
insatisfaits. 

Cependant, les années 2023 et 2024 sont également marquées par un soutien direct à certains projets de 
recherche, ainsi que par la septième édition, en 2023, du congrès RE(ACT), qui a connu un franc succès et 
qui maintient sa position unique de plateforme internationale de rencontres pour les acteurs du domaine 
de la recherche.

Encore une fois, je remercie du fond du cœur mes collègues du conseil de la Fondation pour leur 
engagement et pour le développement de notre Fondation tout au long de cette année. Je suis convaincu 
que le meilleur reste à venir.

Dr. Olivier Menzel
Président et fondateur

“Nous travaillons d’arrache-pied pour tirer le meilleur parti de 
chaque centime investi dans la recherche !”
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MESSAGE FROM
THE PRESIDENT

IThe years 2023 and 2024 are marked by significant geopolitical instability. Just as we were beginning to 
see a glimmer of post-pandemic fundraising hope, the philanthropic sector came to a complete standstill 
amid fears of an uncertain global economic situation.

Unfortunately, this confirms my concerns expressed in previous years about funding research projects in 
the years ahead. One immediate consequence was to put our institute project, the RE(ACT) Discovery 
Institute, on hold. This institute supports innovative scientific research on rare diseases and addresses 
unmet medical needs in this field. 

However, 2023 and 2024 will also see direct support for certain research projects, as well as the seventh 
edition of the RE(ACT) congress in 2023, which has been a great success and continues to maintain its 
unique position as an international meeting platform for stakeholders in research.

Once again, I would like to express my heartfelt thanks to my colleagues on the Foundation’s board for 
their commitment and for the development of our Foundation throughout this year. I am convinced that the 
best is yet to come.

Dr. Olivier Menzel
Chairman and Founder

“We are working hard to make the most of every cent invested in 
research!”
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En Suisse et dans l’Union européenne, une maladie 
est dite rare lorsque moins d’une personne sur 
2’000 est atteinte, que la maladie est chronique et 
incapacitante et qu’un effort particulier doit être 
fourni pour développer un traitement. L’on retient 
également que les maladies rares réduisent 
souvent l’espérance de vie de ceux qui en 
souffrent.

À l’échelle internationale, il n’existe pas de 
consensus quant au seuil d’incidence retenu pour 
définir la rareté. Aux États-Unis, par exemple, il 
s’agit de toute pathologie ou condition de santé 
affectant moins d’une personne sur 1’500 (soit 
200’000 personnes sur le territoire). L’on désigne 
par ailleurs une maladie comme orpheline lorsqu’il 
n’existe aucun traitement pour en venir à bout. Les 
médecins ne connaissent pas l’affection, la 
recherche et le diagnostic sont inexistants, et les 
victimes, totalement délaissées par le système de 
santé, souffrent d’un manque de reconnaissance 
quasi total.

Os de verre, syndrome du cri du chat, syndrome de 
Lowe… Les maladies rares et orphelines 

recouvrent une réalité très diversifiée. Elles peuvent 
empêcher de bouger (myopathies), de voir 
(rétinites), de comprendre (X fragile), de respirer 
(mucoviscidose), de résister aux infections (déficits 
immunitaires), etc. On en dénombre à ce jour au 
moins 8’000, dont au moins 80 % ont une origine 
génétique et 75% touchent des enfants. Il s’agit de 
pathologies infectieuses ou auto-immunes dans le 
20% restant.

UN PARCOURS DU COMBATTANT
Les enfants sont particulièrement concernés : trois 
malades sur quatre ont moins de dix-huit ans, et les 
maladies rares sont souvent mortelles ou 
incapacitantes chez eux. Ce qui fait que le corps 
médical peine souvent à établir un diagnostic en 
raison du faible nombre de personnes touchées.
Outre la difficulté à se faire reconnaître et une 
espérance de vie réduite, les malades souffrent de 
handicaps qui entraînent la discrimination et 
l’isolement. Il existe heureusement des 
associations pour leur venir en aide ainsi qu’à leurs 
proches.

QU’EST-CE QU’UNE MALADIE 
RARE OU ORPHELINE
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A disease or disorder is considered rare in Europe 
and Switzerland when it affects fewer than 1 in 
2,000 persons. These conditions are generally 
chronic, progressive, debilitating, and often life-
threatening. In addition, these rare diseases 
present specific challenges for the development of 
new treatments. 

There is no internationally accepted definition of 
rare diseases. For example, in the United States, a 
condition is rare when it affects 1 in 1,500 people (or 
fewer than 200,000 citizens). Furthermore, a rare 
disease is considered orphan if no treatment has 
been developed. Practitioners do not know the 
condition, research is not ongoing, and it is 
extremely difficult to receive a diagnosis due to a 
lack of scientific knowledge. For these reasons, 
patients feel abandoned by the health system and 
suffer from an almost total lack of care.

Osteogenesis imperfecta, Lowe syndrome, cri-du-
chat syndrome… rare and orphan diseases are a 
diverse reality. 

These may affect one’s ability to move 
(myopathies), to comprehend the world around us 
(fragile X syndrome), to breathe (cystic fibrosis), or 
to combat infection (immune deficiencies). It is 
estimated that there are at least 8,000 orphan 
diseases today, 80% of which are genetic in origin 
and 75% occur in children. The remaining 20% are 
autoimmune and infectious disorders.

A REAL STRUGGLE
Children are particularly concerned by rare 
diseases: three out of four patients are under the 
age of eighteen. In their case, rare diseases are 
particularly life-threatening and disabling, and 
medical professionals struggle to make a diagnosis 
because of the small number of people affected.
In addition to the difficulty in obtaining recognition 
and a reduced life expectancy, patients suffer from 
disabilities that lead to discrimination and isolation. 
Fortunately, some associations help them, their 
families, and loved ones.

WHAT IS A RARE OR 
ORPHAN DISEASE ?
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> Des obstacles d’ordre scientifique: le faible 
nombre de malades recensés ne permet souvent 
pas de valider scientifiquement les résultats du 
travail de recherche, ce qui empêche la publication 
d’articles qui pourraient mobiliser l’attention et 
l’intérêt de la communauté des chercheurs;

> Des obstacles d’ordre financier: les agences 
nationales de financement public ne sont pas 
proactives dans le soutien à la recherche en raison 
du manque d’expertise des commissions 
internationales d’évaluation des projets et du 
nombre restreint de publications scientifiques des 
chercheurs qui sollicitent un financement.

> Des obstacles d’ordre commercial: ces 
pathologies touchant un nombre très restreint de 
personnes, les grandes firmes pharmaceutiques 
négligent d’investir des moyens dans le 
développement de médicaments.

La recherche sur les maladies rares et orphelines 
présente pourtant un intérêt majeur, car elles 
peuvent servir de modèles pour des affections plus 
communes et aider à développer des médicaments 
efficaces à plus grande échelle.
On l’a vu dans le cas de la leucémie, maladie qui 
est devenue chronique et non plus mortelle grâce 
au développement, par une grande firme 
pharmaceutique, d’un médicament conçu à 
l’origine pour soigner une forme de leucémie rare 
chez les enfants, réfractaire aux médicaments alors 
sur le marché. Par ailleurs, certaines start-ups ou 
entreprises se sont spécialisées dans la vente de 
médicaments pour les maladies rares et leur 
business model, bien que marginal, a prouvé qu’il 
fonctionnait.
Pour relever le défi de la recherche, il est 
cependant nécessaire que les spécialistes puissent 
échanger sur des compétences pluridisciplinaires 
et des bonnes pratiques, et que le plus grand 
nombre de patients participent à la recherche. Il 
s’agit aussi de renforcer les liens entre le monde 
académique et l’industrie pour que celle-ci puisse 
concrétiser les résultats obtenus en nouveaux 
outils diagnostiques et thérapeutiques.

LA RECHERCHE SUR LES  
MALADIES RARES SE HEURTE À 
PLUSIEURS DIFFICULTÉS  
MAJEURES
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> Scientific obstacles: the small number of patients 
often does not allow to scientifically validate the 
results of the research work, which prevents the 
publication of articles that could mobilize the 
attention and interest of the research community;

> Financial barriers: National public funding 
agencies are not proactive in supporting research 
because of the lack of expertise of international 
project assessment boards and of the limited 
number of scientific publications by researchers 
requesting funding.

> Commercial obstacles: these diseases, which 
affect a minimal number of people, are often 
neglected by large pharmaceutical companies that 
are reticent to invest resources in the development 
of medicines.

Research on rare and orphan diseases is of 
considerable importance as it can serve as a model 
for more common diseases and help develop 
effective drugs on a larger scale.
For example, in the case of leukemia, a large 
pharmaceutical company developed a drug 
designed to cure a rare pediatric form of leukemia 
that was resistant to the drugs available at the time 
on the market. This drug was later shown to be 
effective against all types of leukemia.
In recent years, some start-ups and companies 
specializing in developing drugs for rare diseases 
have found their business models effective.
To meet the challenge of research, however, 
specialists must exchange best practices and use 
collaborative models to ensure as many patients as 
possible participate in research. There is a need to 
strengthen partnerships between academia and 
industry to develop new diagnostic and therapeutic 
tools.

RESEARCH ON RARE DISEASES 
FACES SEVERAL MAJOR  
CHALLENGES
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LA FONDATION

LA FONDATION EN BREF 
Les maladies rares affectent 6 à 8 % de la population mondiale et quelque 500’000 personnes en Suisse. 
Lorsqu’il s’agit d’enfants – dans trois cas sur quatre – l’issue est très souvent fatale. La quête de médicaments 
adaptés est donc une priorité, d’autant que leur efficacité a été démontrée dans le traitement de pathologies 
plus fréquentes.

La Fondation BLACKSWAN a été créée en Suisse en 2010 pour aider, partout dans le monde, celles et ceux 
impliqués dans ce combat. Elle soutient la recherche sur tous les types de maladies rares ou orphelines, ce 
qui la rend unique au monde. 

Outre son travail de collecte de fonds, elle organise tous les deux ans un congrès intitulé RE(ACT) – Rare 
Disease Research Congress, devenu une référence internationale. En sept éditions, plus de 1’800 
scientifiques ont pu mettre en place une cinquantaine de collaborations. 

Enfin, la Fondation mène depuis 2015 une campagne appelée #RAREvolution afin que les maladies rares 
deviennent une priorité pour la recherche et la santé publique.
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 THE FOUNDATION

THE FOUNDATION IN BRIEF 
Rare diseases affect 6 to 8% of the world population and approximately 500,000 people in Switzerland. The 
majority of these conditions affect children, and in three out of four cases, have a fatal outcome. The quest for 
specific drugs is a priority, especially as the effectiveness of certain rare disease drugs has been 
demonstrated in the treatment of the most common diseases.

The BLACKSWAN Foundation was established in Switzerland in 2010 to advance research on rare and orphan 
diseases worldwide. The Foundation supports research on all types of rare and orphan diseases, making its 
vision unique and enabling the discovery of new solutions that can assist a wide variety of projects.

In addition to its funding research mission, the Foundation organizes the RE(ACT) – Rare Disease Research 
Congress every two years, which has become an international reference point for rare disease experts. In the 
seventh edition, more than 1,800 scientists established approximately 50 collaborations. 

Since 2015, BLACKSWAN Foundation has launched an international advocacy and awareness campaign 
called #RAREvolution to ensure that rare diseases are recognized as a global public health and research 
priority.
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RE(ACT)
15-18 March 2023 – Berlin, Germany

We empowered a community that deserves to be 
heard. #RAREvolution

The seventh edition of the RE(ACT) - Rare Disease 
Research Congress and the fifth edition of the 
IRDiRC Conference were held jointly in person in 
Berlin (Germany) from 15-18 March 2023.

The event was organized by the BLACKSWAN 
Foundation in collaboration with the International 
Rare Diseases Research Consortium (IRDiRC) and 
the European Joint Programme on Rare Diseases 
(EJP RD). The congress was also supported by Rare 
Diseases International (RDI) and EURORDIS.

More than 150 attendees participated in the four-day 
congress, including scientists, physicians, patients, 
patient organizations, representatives from the 
pharmaceutical, biotech, and MedTech industries, 

start-ups, and other international stakeholders. 
The congress featured world-class speakers, 
panellists, and participants who shared their vision, 
experiences, and innovative scientific research on 
rare diseases. 

The full list of speakers and panellists is available at 
http://www.react-congress.org/speakers/.

The congress presented the latest advances in 
knowledge, understanding, and innovation in rare 
disease research and offered an expanded view of 
health systems for rare diseases. Focused sessions 
addressed new tools and technologies for diagnosis, 
progress and challenges in advanced therapies for 
rare diseases, clinical research, regulatory science, 
and solutions to improve access. 

The event provided an excellent opportunity for 
attendees to learn about cutting-edge research and 
network with other experts in the field of rare 
diseases.

2023 & 2024 ACTIVITIES
SUPPORT FOR SCIENTIFIC  
RESEARCH 
in english only

http://www.react-congress.org/speakers/
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2024: SUPPORT TO DR. TIZIANA CREMONA AT THE INSTITUTION HOSPITAL BERN, SWITZERLAND, 
DEPARTMENT OF BIOMEDICAL RESEARCH

Project title: 
Correction of the ZZ mutation in Alpha-1 Antitrypsin-deficient hepatocytes is achieved through the utilization 
of engineered extracellular vesicles.

Amount: 
CHF 56’000

Summary: 
In the current proposal, we aim to investigate Base editors (BEs)- mediated targeted, cell-specific or 
corrections in hepatocytes derived from iPSC lines from patients with AATD carrying the ZZ mutation. We aim 
to use engineered EVs as a delivery system.

Report (2025):
Alpha-1 antitrypsin (AAT) deficiency is a genetic disorder that mainly affects the liver and lungs. Our research 
explores a new way to treat this condition by using Extracellular Vesicles (EVs) from liver cells to deliver Base 
Editors (BEs) directly to the liver.

Key Findings:
•	 EVs produced by liver cells can efficiently target and enter liver cells.
•	 We tested this in the lab using liver cells (Hepa 1-6) and found that EVs were only absorbed by liver 	
	 cells, not by other cell types such as lung epithelial cells (A549).
•	 We successfully loaded a green fluorescent protein (GFP) into EVs to track them. When delivered to 	
	 liver cells, GFP was visible after 20 hours, proving effective delivery.
•	 To understand how EVs move inside the body, we labelled them with a dye and injected them into 	
	 mice. Imaging showed that within 48 hours, EVs mainly accumulated in the liver.

Base Editing for Gene Correction:
•	 We tested whether BEs could correct the mutation causing AAT deficiency.
•	 We used pallid mice, which have a genetic defect in AAT and develop emphysema at 8 months of age. 	
	 Healthy (C57BL6) mice were used as controls.
•	 We designed a guide RNA (gRNA) to recognize and correct the mutation in pallid mice.
•	 After testing various BEs and gRNAs, we identified the optimal sequence for gene correction.
•	 Testing on primary pallid liver cells showed a 13% correction of the mutation after 72 hours.
•	 Short-term tests in pallid mice (2 weeks after delivery) showed a 6% correction of the mutation.

Conclusion:
This research indicates that EVs can selectively target liver cells, presenting a promising strategy for treating 
AAT deficiency. BEs successfully correct the mutation in vitro and in vivo, though with varying efficiencies; 
additional studies are required. If the correction remains stable over time—particularly in vivo—and enables 
liver repopulation of corrected cells, it could pave the way for novel therapies for patients with this genetic 
disorder.

2023 & 2024 ACTIVITIES
SUPPORT FOR SCIENTIFIC  
RESEARCH 
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2023 & 2024 ACTIVITIES
INITIATIVES TO INCREASE AWARE-
NESS AND COLLECT FUNDS 

2024: FUNDRAISING “ONE DONATION = SUPPORT FOR RESEARCH INTO RARE DISEASES “ 
ON QOQA PLATFORM: CHF 80,000 IN 24 HOURS
 

https://www.qoqa.ch/fr/offers/62120?srsltid=AfmBOoo31eteg_oeW9yyWy6HirPKjnuaR3xPxQN2kxOXPCK6aT-DiLO4
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2023 & 2024 ACTIVITIES
INITIATIVES TO INCREASE AWARE-
NESS AND COLLECT FUNDS 

CONCERT “LES DÉCOUVERTES MUSICALES” AU TEMPLE DU LOCLE
 
Le Temple du Locle a accueilli des ensembles de musique de chambre des régions neuchâteloise et 
lausannoise. Les musiciens sont actuellement élèves des conservatoires de Lausanne et du canton de 
Neuchâtel et ont proposé un programme d’envergure, alliant création contemporaine et grand répertoire. Ce 
concert a pris forme grâce au magnifique travail de professeurs tels que Hans Egidi, François Gottraux et 
Estefania Casanovas, qui ont préparé les ensembles. Les participants ont eu l’honneur d’assister à la création 
du quatuor de Noam Marlève, jeune étudiant du Conservatoire de Lausanne, violoniste et compositeur. Dans 
un programme riche et coloré, nous avons voyagé dans le temps avec, entre autres, des pièces baroques, 
classiques et romantiques, ainsi que dans l’espace, avec des compositeurs de diverses origines.
Une collecte a été organisée en faveur de notre Fondation. Nous tenons à remercier du fond du cœur tous les 
participants, les artistes et Mme Fanny Peguiron.
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NOTES TO FINANCIAL  
STATEMENTS FOR THE YEAR  
ENDED 31 DECEMBER 2023 & 2024

1. ORGANIZATION 
The BLACKSWAN Foundation (BSF) is a Swiss Foundation, established as a not-for-profit legal entity 
registered in Porza under statutes dated 15th April 2010 and in accordance with article 80 and those that follow 
of the Swiss Civil Code. It is managed by a board of trustees. BSF contributes to the development of research 
on rare and orphan diseases worldwide. The Foundation supports research on all types of rare and /or orphan 
diseases, which makes its vision unique and helps find new solutions that can assist a wide variety of projects. 
As with all Swiss foundations recognized for international public good, BSF is monitored by the Swiss Federal 
Supervisory Board for Foundations. 
The capital fund is fully subscribed at CHF 50,000 as stipulated under the original legal statutes of 
BLACKSWAN Foundation. 
 

2. GOVERNANCE 
The Foundation Board is the Foundation’s supreme body. It takes all decisions necessary or effective for 
achieving the Foundation’s aims. It has general responsibility for the affairs of the Foundation and supervises 
all activities carried out under its authority by the Foundation’s other bodies to which power and authority have 
been delegated.
Members of the Board act on a voluntary basis and may not claim any financial compensation other than 
expenses incurred, such as travel and accommodation. For activities beyond the normal requirements of the 
position, each Member may receive appropriate reimbursement and compensation. Payment of any such 
reimbursement or compensation is only permissible where it corresponds to a service carried out for the 
benefit of the Foundation.

 
3. RECOGNITION OF DONATIONS  
Contribution from donors (public, private, and philanthropic sources) are recognised in the financial statement 
on an accrual basis when they have been received or confirmed in writing pledges. Contributions, which are 
subject to donor-imposed stipulation for a specific purpose or use in future years, may be deferred or 
attributed to a restricted reserve according to the particular nature of the specific conditions.
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•	 ProRaris - Swiss rare disease alliance - www.proraris.ch
 
•	 EURORDIS - European alliance of patient organizations  - www.eurordis.org				  

•	 RDI - Rare Disease International - The the global alliance of people living with a rare disease of all 
nationalities across all rare diseases - www.rarediseasesinternational.org

BLACKSWAN FOUNDATION 
AFFILIATIONS & PARTNERS
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MEMBERS OF 
THE FOUNDATION

BOARD OF DIRECTORS
CHAIRMAN AND FOUNDER
Dr OLIVIER MENZEL, PhD, MBA;  
Vuarrens, Switzerland

MEMBERS 
STEFANO BERTI
Swiss Agency for Development and Coopertion 
CHIARA CIRIMINNA SWAN
Swiss Federal Institute of Technology (EPFL)
SKANDER NAJAR
NASK (Network for Advanced Strategy and 
Knowledge)
KARIMA SOUDANI
HealthCare Consultant

ADVISORY BOARD
DEMIAN CONRAD, Branding & Communication; 
Lausanne

SCIENTIFIC COMMITTEE 
PRESIDENT 
Prof. BARBARA WILDHABER MD, PD; 
Children’s Hospital, Geneva, Switzerland 

MEMBERS 
Prof. STYLIANOS E. ANTONARAKIS MD, PhD; 
Head of the Dept. of Medical Genetics 
and Development, Geneva, Switzerland

Prof. JACQUES S. BECKMANN, PhD; 
Professor emeritus at the University of Lausanne, 
Lausanne, Switzerland
Dr. JACQUES BIRRAUX MD; 
Children’s Hospital, Geneva, Switzerland 
Prof. BRUNO DALLAPICCOLA MD; 
Scientific Director of Pediatric Hospital 
Bambino Gesù, Rome, Italy 
Dr. CELIA DELOZIER-BLANCHET PhD; 
Director of Clinical Services, 
University of California, USA 
Dr. MARISA JACONI PhD, MER; 
University of Geneva, Switzerland 
Prof. STANISLAS LYONNET MD, PhD; 
Professor of Genetics, University of Paris, 
Hospital Necker, France 
Prof. MARTIN MEULI MD; 
Head of Department of Pediatric Surgery 
University Hospital of Zurich, Switzerland 
Dr. MICHAEL NICOLAS PhD; 
University of Lausanne, Switzerland 
Prof. ALEXANDRE REYMOND PhD; 
University of Lausanne, Switzerland 
Dr. PATRICK SALMON Pharm., PhD; 
University of Geneva, Switzerland 
Prof. HAMISH S. SCOTT PhD; 
University of Adelaide, Australia 
Prof. ETIENNE SOKAL MD; 
Head of the Pediatric Gastroenterology-Hepatology 
Unit, Catholic University of Leuven, Belgium
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CONTACT

BLACKSWAN Foundation
Chemin de la Riaz 11
1418 Vuarrens - Switzerland

contact@blackswanfoundation.ch

www.blackswanfoundation.ch 
www.react-congress.org

BLUESKY
https://bsky.app/profile/rarevolution.bsky.social

LINKEDIN
www.linkedin.com/company/blackswan-foundation
www.linkedin.com/grp/home?gid=3830895

INSTAGRAM
instagram.com/blackswan_foundation/

FLICKR
https://www.flickr.com/photos/blackswanfoundation/

DONATIONS 

ONLINE
www.blackswanfoundation.ch 
(secured payment by credit card or PayPal)

BY BANK TRANSFER
Banca Raiffeisen del Cassarate
Piazza Motta, 6950 Tesserete 
Switzerland

Donation in CHF:
IBAN: CH74 8080 8008 1468 1323 8

Donation in Euro:
IBAN: CH12 8080 8009 4017 8357 3

SWIFT: RAIFCH22XXX
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