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THE PRESIDENT’S 
NOTE

This year, the writing and sharing of this note is 
of a special nature. Charlotte left us last March 
after a long battle with illness.

How can you bear to say goodbye to your 
child? How can we accept the unacceptable? 
How can we tolerate such injustice? By con-
tinuing our mission and by continuing to fight 
so that no more children die from Sanfilippo 
disease.

Charlotte has been a profound inspiration to 
us all. Through her courage and determina-
tion, she showed us the way. She taught those 
around her the values of life. She was an exam-
ple, she was dignified and brave, and her cour-
age was matched only by her patience.

She taught us what love is, the kind that is un-
derstood without words, with a simple gesture 
or a look. It was an honor and a privilege to 
share her too short life. Her smile lit up our 
lives, her soul was powerfully manifested in 
her intense gaze, her laughter filled our hearts 
with tenderness, making us forget for a mo-
ment the illness and her suffering. The strength 
and courage that Charlotte showed in the fight 
she waged until her last breath now serve as 
a compass, a reference point and a beacon 
when I have doubts.

I will conclude this editorial by borrowing these 
words from Jean d’Ormesson: “I love you in 
time. I will love you until the end of time. And 
when time is up, then I will have loved you. 
And nothing of that love, like nothing of what 
has been, can ever be erased.”

Thank you all for your commitment, for your 
presence, for your donations and for your un-
wavering support for the Foundation.

Frédéric Morel
Founder and President of the Sanfilippo  
Foundation Switzerland

Charlotte
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THE FOUNDATION

THE DIRECTOR’S 
NOTE

For the Foundation, the first days of March 2021 
were marked by a particularly painful moment 
with the passing away of Charlotte. 

Charlotte was diagnosed with Sanfilippo disease 
in 2008. Sadly, despite worldwide efforts to find 
a cure, the disease outpaced research.

Our most affectionate thoughts go to Frédéric, 
her Father, who founded the Swiss Sanfilippo 
Foundation, to her Mother and to all her family, 
her brothers and sisters, and all those who sur-
rounded her with their love.

2020 has been a special year for all of us, a year 
that has shaken up our daily lives both profes-
sionally and personally. The Foundation has 
continued its commitment, albeit under very 
special conditions. The fundraising activities that 
we used to carry out were stopped, but we were 
able to count on the generous support of our 
donors, the pillars of our mission.

The unusual nature of the past year has led us 
to rethink and expand the way we operate. Of 
the three research programs we supported, two 
were co-funded with the Australian Sanfilippo 
Foundation. This new alliance highlights the im-
portance of working together towards a com-
mon goal of overcoming the disease. In the 
coming years, we will continue to work with 
other Sanfilippo foundations around the world to 
increase the chances of finding a cure. 

The highlight of the year was the third scien-
tific conference on “Sanfilippo Syndrome and 
Related Diseases” in November 2020.  

It brought together families and scientists by 
videoconference. This meeting, which was 
awaited by all, enabled us to see the progress 
made in research and to strengthen the links 
between researchers and all those involved in 
the fight against Sanfilippo disease.

2020 will have reminded us of what is essential: 
to stand together in the face of adversity and 
disease.

I would like to thank all of you, whether you are 
donors, researchers or volunteers, for always  
being there for us. Your generosity, your com-
mitment and your support are the backbone of 
our action.

We will continue our fight, with and thanks to 
you, so that the Sanfilippo children have hope for 
life.

Isabelle Costes
Director of the Sanfilippo Foundation Switzerland
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ORGANISATIONMISSIONS  
AND VALUES

Founded on the 21st of November 2008, the Sanfilippo Foundation Switzer-

land is a non-profit, private law foundation benefiting from a tax exemption 

and recognised as being of public utility. It is registered in the Geneva Com-

mercial Register and placed under the supervision of the Federal Department 

of the Interior in Bern.

MISSIONS 

• Support any innovative scientific research 
aimed at providing effective therapeutic 
solutions for children suffering from muco-
polysaccharidosis (MPS), in particular type 
III (Sanfilippo disease).

• Promote awareness and recognition with 
regards to the issue of rare diseases as a 
global public health challenge.

VALEURS

• Dialogue and solidarity among the actors of 
the Sanfilippo community

• Scientific expertise and commitment

• Transparency

HONORARY  
PATRONS

FOUNDATION 
BOARD

SCIENTIFIC COMMITTEE
Dre Danielle Bertola 
Reymond 

Dr Armand Bottani

Dr Nicolas Lantz

OPERATIONAL 
COMMITTEE
Christine Chavanon

Arlette Marcos 

Virginie Soulié

SUPERVISION OF THE SWISS CONFEDERATION
Federal Department of the Interior

Supervision of foundations

FOUNDATION’S 
OFFICE 
Isabelle Costes 

Marie Galtié 

STATUTORY AUDITOR
Moore Stephens Refidar SA

Micheline  
Calmy-Rey

Frédéric Morel,  
Founder President

Me Stéphanie  
La Roche,  
Vice-President

Me Arnaud Cywie Corinne  
Féry-von Arx

Me Emmanuel 
Leibenson

Anaïs di Nardo Natascha Siegrist

Pr Stylianos  
E. Antonarakis

Julien Lyon
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2
THE SANFILIPPO 
DISEASE,  
A RARE DISEASE

WHAT IS  
SANFILIPPO  
DISEASE?

The Sanfilippo disease or Sanfilippo syndrome, 
named after Dr. Sylvester Sanfilippo who de-
scribed the conditions in 1963, is a rare genetic 
disorder with an estimated ratio of 1 in 70,000 
births. The first symptoms of the disease gen-
erally appear between the ages of 2 and 6. It 
leaves affected children with a limited life ex-
pectancy of no more than 20 years.

DEFICIENCY OF AN ENZYME

The Sanfilippo disease occurs in children suf-
fering from a deficiency of one of the four 
digestive proteins (enzymes) leading to the 
accumulation of heparan sulphate in cellu-
lar compartments called lysosomes. Heparan 
sulphate is a macromolecule belonging to the 
mucopolysaccharides family which is of es-
sential importance for normal cell function. 

Heparan sulphate accumulates mainly in the 
brain cells but also in the lungs and bones and 
becomes toxic. This accumulation results in 
significant damage to the nervous system, res-
piratory problems and physical deformity.

FOUR TYPES OF  
MUCOPOLYSACCHARIDOSIS

Sanfilippo disease belongs to a disease cate- 
gory called mucopolysaccharidosis (MPS), 
more particularly known as MPS III. 

MPS III is classified into four subtypes accord-
ing to the enzyme deficiency involved:

  MPS III subtype A: heparan 
N-sulfatase or N-sulfoglucosamine 
sulfohydrolase (SGSH) deficiency

  MPS III subtype B: alpha-N- 
acetylglucosaminidase (NAGLU) 
deficiency

  MPS III subtype C: alpha- 
glucosaminide N-acetyltransferase 
deficiency (HGSNAT)

  MPS III subtype D: 
N-acetylglucosamine-6-sulfatase 
(GNS) deficiency
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AN AUTOSOMAL RECESSIVE MODE OF TRANSMISSION

The transmission mode of the Sanfilippo syn-
drome is autosomal recessive for all four types 
of MPS which means that a child is at risk of 
being affected if both parents are carriers of 
the same genetic mutation responsible for the 
disease.

Autosomal recessive diseases are genetic dis-
eases that affect both males and females.

A disease is said to be autosomal recessive 
when an abnormality affects both copies of the 
gene inherited from one parent for the disease 
to develop. Each parent of a person suffering 
from the disease is himself a carrier of a genetic 
anomaly without necessarily being ill. They are 
said to be healthy carriers.

WHAT IS A RARE 
DISEASE?

A rare disease is defined in the European 
Community as a disabling or life-threatening 
condition that affects 1 in 2000 people and 
requires special combined efforts to treat.

A large majority of rare diseases are genetic 
in origin and their main victims are children. 

These diseases are often chronic, progressive, 
degenerative and cause disabilities that alter 
the quality of life.

For decades, medical research and the phar-
maceutical industry have neglected rare dis-
eases. The costs of developing a drug for such 
diseases could not be amortised because of a 
limited number of patients as potential users. 
This situation is worsened by the problems 
that patients and their families have to face, 
namely delays and errors in diagnosis, lack of 
information and lack of curative treatments. 

SOME FIGURES

8,000  
rare diseases  
indexed* 

30  
people in  
Europe affected** 

80%  
of them are  
genetic in origin. 

The remaining 
20% have infec-
tious causes or 
are autoimmune 
diseases and  
cancers*.

470  
people affected by a rare disease  
in the world, i.e. 1 in 17 people*

580,000  
people affected in Switzerland, i.e.  
6.5% of the population**

3 out of 4 diseases are life-threatening pediatric diseases**:  

35%  
of deaths occur before  
the age of 1

10%  
between 1 and  
5 years old

12%  
between 5 and  
15 years old

* References: ProRaris
** References: Rare Diseases Alliances

THE SANFILIPPO DISEASE
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Nevertheless, in recent years, spectacular pro-
gress has been made, not only thanks to the 
efforts of associations or foundations set up 
by the families concerned and those of re-
searchers to find treatments. But also thanks 
to the fact that in recent years, rare diseases 
have been integrated into research and public 
health policies. It remains essential to continue 
and intensify efforts to ensure that many rare 
diseases, including Sanfilippo disease, do not 
remain as orphan diseases, i.e. without effec-
tive treatment.

10 YEARS OF PRORARIS  
IN SWITZERLAND 

Ten years ago, Switzerland took another step 
forward on the issue of rare diseases. Several 
patient organisations, including the Sanfilippo 
Foundation Switzerland, created ProRaris, the 
Swiss Rare Disease Alliance. 

This umbrella organisation was born out of the 
need to unite rare disease organisations and 
pool their strengths.

Like most European countries, Switzerland has 
thus developed a strategy to act on a national 
scale. 

THE SANFILIPPO DISEASE
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PROGRAMS  
SUPPORTED 
1.  The basic research program developed by Dr. Ariane de Agostini and con-

ducted jointly by Prof. Stéphane Sizonenko and Dr. Noémie Veraldi with the 

University of Geneva (Unige) and the University Hospital of Geneva (Hug), 

Geneva, Switzerland.

The first half of 2020 was used to complete the 
studies on the MPS IIIA cell model by demon-
strating the positive effect of heparanase 
inhibitors that decrease the intracellular accu-
mulation of toxic HS fragments.

Following these encouraging results, the re-
searchers planned the continuation of the 
project with the Foundation by drafting a bud-
getary and experimental plan for treatment on 
the MPS IIIA transgenic mouse model. In this 
context, they decided to carry out a final experi-
ment on the corresponding cell line to validate 
the frequency of treatment. This showed that 
the effect of a single dose of heparanase inhibi-
tor lasts up to 48 hours.

The authorisation for animal experimentation 
was granted by the competent authorities and 
it was therefore decreed to establish a colony 
of MPS IIIA transgenic mice at EPFL. The objec-
tive of this study is to confirm the positive ef-
fect of heparanase inhibitors in vivo in MPS IIIA 

transgenic mice using proton magnetic reso-
nance spectroscopy (1H-MRS), which allows 
the quantification of numerous metabolites 
indicative of brain activity and integrity in vivo, 
in these anaesthetized mice. This set of mea-
surements will be complemented by structural  
analyses using diffusion imaging (DTI) and 
markers of neuroinflammation in the brain, ex 
vivo. The preclinical stage is essential to allow 
further investigations for the development of a 
therapeutic treatment in patients in a clinical re-
search context. This work is conducted in col-
laboration with Professor Sizonenko’s group at 
the HUG.

2020 grant: CHF 96,953.-

Total grant (2013, 2014, 2015, 2016, 2018, 
2019, 2020): CHF 601,906.-

PROJECT TITLE 

Interfering with the first step of heparan 
sulfate (HS) catabolism as a strategy to de-
crease pathological intracellular accumula-
tion in patients with Sanfilippo syndrome.

3
THE SCIENTIFIC 
RESEARCH

THE SCIENTIFIC RESEARCH
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2.  The research program led by Dr. Louise O’Keefe, University of Adelaide,  

and the Sahmri (South Australia Health and Medical Research Institute), 

Adelaide, Australia.  

In late 2019, the Sanfilippo Foundation 
Switzerland and the Sanfilippo Children’s 
Foundation awarded an incubator grant to Dr. 
Louise O’Keefe from the University of Adelaide. 

Dr. O’Keefe’s goal is to study autophagy in 
Sanfilippo type A and C fly models and to deter-
mine whether targeting this process may be an 
appropriate therapeutic pathway for Sanfilippo.

The autophagy is a natural cellular process that 
removes waste products. In Sanfilippo disease, 
autophagy is less efficient and it is hoped that 
improvements in autophagy could lead to a re-
duction in heparan sulphate accumulation and 
improved cell function.

For the project, which began in March 2020, 
the food provided to Sanfilippo type A and C 
flies was supplemented with two drugs known 
to increase the autophagy activity in cells.

Preliminary tests on type A Sanfilippo fly larvae 
showed an improvement in autophagy due to 
the presence of one of the drugs in the larval 
cells. The adult flies were then tested for physi-
cal activity and neuronal function. Initial results 
from these tests indicate that the same drug 
was able to increase the activity of both type A 
and type C Sanfilippo flies. 

Work is also underway to determine whether 
older Sanfilippo flies will benefit from improved 
autophagy as would be the case in children 
with Sanfilippo who are not usually diagnosed 
until they are 4-6 years old.

Due to the disruption of COVID-19, the pro-
ject timeline has been extended and will end in 
December 2021. 

2020 grant: CHF 26,207.-  

RESEARCH OBJECTIVE

The objective is to study the autophagy, a 
natural process within cells, which removes 
and recycles cellular components that are 
no longer needed or functioning. The pro-
ject will also examine whether increased 
levels of autophagy can alleviate the symp-
toms of Sanfilippo disease and which parts 
of this process could be targeted for the 
development of future therapies.

This project is co-funded with the Sanfi-
lippo Children’s Foundation (Freshwater, 
Australia).

3.  The research program led by Dr. Adeline Lau and Professor Kim Hemsley, 

Flinders University, (Adelaide, Australia), in collaboration with Professor 

Vito Ferro, University of Queensland, St Lucia, Australia.

Dr. Adeline Lau of Flinders University was 
awarded a translational grant co-funded by 
the Sanfilippo Foundation Switzerland and the 
Sanfilippo Children’s Foundation (Australia). 
Together with her collaborators, the Associate 
Professor Kim Hemsley (Flinders University) 
and the Professor Vito Ferro (University of 
Queensland), Dr. Lau is developing potential 
drug candidates for pharmaceutical chaperone 
therapy (PCT) as well as substrate reduction 
therapy (SRT) and testing them in Sanfilippo 
type A mice. 

PCT and SRT are two different therapeutic ap-
proaches for Sanfilippo disease and both in-
volve the use of small molecules. MDT drugs 
aim to bind to the remaining deficient enzyme 
and stabilize it, allowing it to reach its final des-
tination and break down heparan sulphate. In 
contrast, TRS drugs aim to reduce the amount 
of heparan sulphate produced in the first place 
so that it accumulates less in the body. MDT 
drugs are more specific to certain types of pa-
tients as they target specific structural changes 
in enzymes resulting from certain types of ge-
netic mutations whereas SRT drugs could po-
tentially be used for all patients with Sanfilippo 
and other disorders that also store heparan 
sulphate (Hurler, Hunter and Sly syndromes).

Since the project began in May 2020, the team 
has expanded the testing of a panel of cha-
perones and substrate inhibitors from those 
identified in an earlier project. These were an-
alysed in human and mouse fibroblast cells to 
determine whether each drug could improve 
heparan sulphate levels. 

Two SRT drug candidates were then adminis-
tered daily to Sanfilippo type A mice from the 
age of three weeks, directly into the stomach, 
to ensure that the mice received the correct 
dose. The team identified an appropriate dose 
that reduced heparan sulphate levels in the 
brain by 21%, with no apparent adverse effects. 
The group is continuing its studies on sub-
strate-reducing drugs to determine the stability  
of this leading TRS candidate for testing its 
effects on Sanfilippo behavioral symptoms in 
mice.

Work is underway to screen PCT drug candi-
dates in human and mouse Sanfilippo A fibro-
blast cells to confirm the best candidates. Once 
two leading candidates will have been selected, 
they will be administered orally separately to 
Sanfilippo A mice to determine their efficacy in 
vivo.

THE SCIENTIFIC RESEARCH
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Finally, the team will seek to test the SRT and 
PCT candidates in combination with each  
other or with other therapeutic approaches to 
see if they can maximize the effects of treating 
Sanfilippo disease.

CALL FOR SUPPORT OF RESEARCH PROJECTS 

THE SANFILIPPO FOUNDATION SWITZERLAND IS LAUNCHING 

A NEW CALL FOR INNOVATIVE RESEARCH PROJECTS AIMED 

AT ADVANCING THE UNDERSTANDING OF MUCHOPOLYSAC-

CHARIDOSIS-RELATED DISEASES, PATIENT DIAGNOSIS AND 

CLINICAL DRUG DEVELOPMENT.

Proposals should be sent to: 
  
info@fondation-sanfilippo.ch 

2020 grant: CHF 99,501.- 

RESEARCH OBJECTIVE  

The objective is to study the effectiveness 
of candidate drugs against Sanfilippo type A 
disease. The research will determine the de-
gree of non-toxicity and effectiveness.

This project is co-funded with the Sanfilippo 
Children’s Foundation (Freshwater, Australia).
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SCIENTIFIC  
CONFERENCE

The Foundation organised its third scientific conference on «Sanfilippo syn-

drome and related diseases» on the 12th and 13th of November.

Due to health restrictions, the conference 
on Sanfilippo syndrome was held by video 
conference.

Five years after the second conference, this 
new edition was an opportunity to review the 
progress of research.

The objectives of this digital conference were 
to:

• Bring together participants from all over 
the world: academics, scientists, industrial-
ists and biotechnology laboratories, repre-
sentatives of organisations of parents and 
families of children affected by Sanfilippo 
disease; 

• Evaluate the progress of research pro-
grams and clinical trials towards a cure; 

• Strengthen international exchange and co-
operation between all actors.

Unfortunately, there is still no treatment for 
Sanfilippo syndrome to date, so it is important 
to support research around this disease. 

The conference started with a welcome ad-
dress by Professor Stylianos Antonarakis 
(Chairman and Professor Emeritus of Genetic 
Medicine at the University of Geneva) and 
followed by twelve oral presentations which 
covered:

• Screening and diagnosis ; 

• Early and experimental treatments;

• MPS and related diseases;

• Clinical studies on MPS III (gene therapy, 
ERT, SRT and small molecules).

The fourteen speakers were able to exchange 
freely among themselves during the discus-
sion forum which was exclusively reserved for 
them.

Coming from the universities of Cambridge 
(UK), Manchester (UK), Santiago de Compostela 
(Spain), Geneva (Switzerland) and from bio-
technology companies such as Abeona 
Therapeutics (USA), Allievex Corporation 
(USA), Denali Therapeutics (USA), Inventiva 
Pharma (France), Lysogene (France), Sangamo 
Therapeutics (USA), Seelos Therapeutics (USA), 
all the speakers contributed to the success of 
the scientific program of the conference.

The conference ended with a round table dis-
cussion moderated by Dr. Armand Bottani, 
during which the scientific experts were able 
to answer questions from families.

Summaries of the conference are available on the Foundation’s website:   
www.fondation-sanfilippo.ch 

Event organised with the valuable support of our sponsors and partners:

3rd international conference

November 12-13, 2020

SANFILIPPO 
SYNDROME AND 
RELATED DISEASES
A digital event

THE OPERATIONAL COMMITTEE

• Dre Danielle Bertola Reymond  
Member of the Scientific Committee of the Foundation

• Dr. Armand Bottani 
Head of the Department of Medical Genetics (Valais Hospital, Sion, Switzerland); 
Member of the Scientific Committee of the Foundation

• Mme Corinne Féry-von Arx 
Member of the Foundation Board 

• Dr. Ron Hogg 
Scientific Consultant, Medical Editor (OmniScience SA, Geneva, Switzerland)

THE SCIENTIFIC RESEARCH



24 2020 ANNUAL REPORT 25

FACTS AND FIGURES

people from 31 countries  
registered for the conference.264264

Breakdown of the 264 registrants

Distribution by profession

Distribution by sector of activity

48 representatives of 
parents’ organisations

43 representatives  
of the biotechnology 
industry

28% PhDs

12% laboratory

58% researchers

70 academics

15 representatives 
from laboratories

88 parents  
of patients

33% biotech 
industry

14% professors

55% academia

ENCOURAGING RESULTS

The conference was an opportunity to:

• Share and exchange information; 

• Provide an update on the latest treat-
ments and potential therapeutic trials; 

• Encourage collaboration and combine 
research towards a cure;

• Build relationships and develop syner-
gies with partners;

• Launch a call to find for innovative 
research projects; 

• Receive a new research project for 
review by the Scientific Committee.

Speakers during the round table

FAMILY TESTIMONIES... 

We would like to thank you for the organisation and the quality of the 
presentations. We had already been able to participate in the 2nd con-
ference 5 years ago in Geneva; even if time goes by too quickly, and 
hope for a treatment for our child is getting further and further away, it 
is always pleasant to have a global and updated vision of the progress of 
international research for our children. And we can only appreciate the 
progress of the programs in 5 years!

B. et M. J-L, Pierre’s parents, 10 years old

      

AND FROM A SCIENTIST 

Thank you so much for giving me the opportunity to present the Allievex 
program. The conference was truly remarkable and I am impressed that 
you managed to bring together all the groups developing therapies for 
MPS III. Our discussions (...) were very productive.

S. M., Allievex Corporation

“ ”

THE SCIENTIFIC RESEARCH
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4
THE FOUNDATION’S  
ACTIONS

FUNDRAISING 
EVENTS

Due to the health crisis, all fundraising activities 
planned for 2020 were cancelled. However, 
throughout this special year, the Foundation 
was able to benefit from the loyal and valuable 
support of its donors. 

Thanks to their generosity, it has been possible 
to continue our fight as well as our activities in 
support of the research program to help ad-
vance scientific research.

SOLIDARITY  
ACTIONS

THE GRANT TO THE HUG PRIVATE FOUNDATION 

Very concerned about the impact of Covid-19 
on children, the Foundation made an excep-
tional donation of CHF 30,000.- to the Private 
Foundation of HUG. These funds were allo-
cated to support the following project:

The Covid-19 and children’s rights: this project 
consists of creating a children’s rights observa-
tory to compile and disseminate data from the 
literature on the protection of children’s health 
in times of large-scale health crises. 

The analysis of this data will make it possible to 
define new indicators, to monitor the respect 
of children’s rights at the level of the canton of 
Geneva and to better face a health crisis situa-
tion in the future.

 

THE FOUNDATION’S ACTIONS
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VISIBILITY  
ACTIONS 

THE CAMPAIGN ON GENEVA’S PUBLIC 
TRANSPORT (TPG) 

Continuing its mission to raise awareness 
of rare diseases and their problems, the 
Foundation renewed its poster campaign on 
the Geneva public transport system from the 
12th of February to the 10th of March, on the 
occasion of International Rare Disease Day, 
celebrated on the 28th of February.

THE POSTER CAMPAIGN IN GENEVA COUPLED WITH THE DIGITAL CAMPAIGN

In order to raise public awareness of children 
with Sanfilippo disease and to increase the 
Foundation’s reputation, a poster campaign 
was deployed in Geneva from April to June. 

In parallel, a specific communication cam-
paign on the Foundation’s social networks was 
set up throughout April.

POSTER CAMPAIGNS IN THE MANOR-VESENAZ AND NATIONS CAR PARKS

The Foundation used its advertising spaces 
as communication tools to raise awareness 
and give visibility to the Foundation during: 

• International Rare Disease Day 
(February-August);

• The health crisis to raise awareness of 
the vulnerability of children with rare dis-
eases, particularly Sanfilippo disease 
(September-December).

fondation-sanfilippo.ch

#STAYSAFE
PROTÉGEZ-VOUS !

PROTÉGEZ-NOUS !

FSF-20-14775_Affiches parkings_271.5x128_PROD.indd   1FSF-20-14775_Affiches parkings_271.5x128_PROD.indd   1 18.09.20   10:3718.09.20   10:37

 

 

THE FLAGGING OF  
THE MONT-BLANC BRIDGE

From the 16th to 22nd of November, to close the 
scientific conference and mark International 
Sanfilippo Day, flags in the Foundation’s colors 
were proudly flown on the Mont-Blanc bridge.

THE FOUNDATION’S ACTIONS
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THE FINANCIAL 
REPORT 
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BALANCE SHEET AT 31ST DECEMBER 2020

31.12.2020 31.12.2019

Notes CHF CHF

ASSETS

Cash and cash equivalents 2 995 738 3 664 195

Short-term cash 2 995 738 3 664 195

Other short terms receivables 7447 47 917

Other short-term receivables 7447 47 917

Total currents assets 3 003  185 3 712 112

Financial participations 3 266 281 66 281

Financial participations 266 281 66 281

Total non-current assets 266 281 66 281

TOTAL ASSETS 3 269 465 3 778 393

LIABILITIES

Affected funds book Noé et Noa 4 4800 4800

Affected funds Loterie Romande 4 5000 0

Affected funds research programs 4 345 682 486 870

Accrued liabilities 8954 20 853

Total current liabilities 364 436 512 523

Capital 100 000 100 000

Retained earnings 3 165 869 3 194 461

Result of the year -360 840 -28 592

Equity  2 905 029 3 265 869

TOTAL LIABILITIES 3 269 465 3 778 393

PROFIT AND LOSS ACCOUNT 
1st January to 31st December 2020

2020 2019

Notes CHF CHF

Donations free funds 55 085 190 908

Donations earmarked for research 257 038 99 130

Donations funds allocated to research minus organisational costs  -8411 41 932

Donation from Loterie Romande 0 5000

Donations and income 303 711 336 971

Clair Bois program 0 -11 942

Dr. Agostini program -96 953 -116 063

Dorphan SA program 0 -24 999

Adelaide Program (with Australia Foundation) -26 207 0

Flinders Program (with Australia Foundation) -99 501 0

Other programs -34 377 0

Raising awareness campaign -18 061 -12 614

Total supported programs during the year -275 099 -165 618

Salaries and social charges 6 -153 476 -118 726

Office rent and expenses -25 843 -19 227

Communication expenses -1232 -1440

Legal and audit fees -9038 -13 989

Graphism expenses -6778 -2253

Marketing expenses -9508 -9085

Other expenses -40 -1889

Taxes and fees -1000 -900

Total operating charges -206 915 -167 509

Bank interests 6426 13 548

Bank fees -909 -797

Foreign exchange result -188 055 -45 186

Financial income and charges -182 537 -32 435

NET RESULT FOR THE YEAR  -360 840 -28 592
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3 FINANCIAL PARTICIPATIONS

2020 2019

CHF CHF

Dorphan SA, headquarters in EPFL (Lausanne) 94% 1 94% 1 

Various investments held at less than 20% 266 280 66 280 

266 280 66 280 

The aims of Dorphan SA are the identification, acquisition, development, marketing and sale of 
research programs for rare and orphan diseases.

At the closing of 2019, the Foundation Board considered as prudent to depreciate totally the 
investment in Dorphan SA. Given the fact that, as of today, the researches made by Dorphan SA 
have not produced results, the company has only had expenses.

4 MOVEMENT OF THE RESERVE POSITION IN LIABILITIES 

2020 2019

CHF CHF

Affected funds - Noa & Noé book

Reported reserve balance as at 31st December 4800 4800 

Support of the program during the year   -   - 

4800 4800 

Affected funds - Loterie Romande

Reported reserve balance as at 31st December   -   -

Support for 2021 actions received in 2020 5000   - 

5000   -   

Affected funds - Research programs

Carry forward reserve balance at 31st December 486 870 586 000 

Commitment programs during the year (141 188) (99 130)

345 682 486 870 

5 AVERAGE NUMBER OF FULL-TIME EMPLOYEES

2020 2019

The number of employees on annual average is: 1 1

6 REDUCTION IN WORKING HOURS

A total of CHF 14 167.40 in reduced working hours has been obtained for the months of April 
to June 2020.

 
The other points of the appendix according to Art. 959c CO do not apply.

NOTES TO THE  
FINANCIAL  
STATEMENTS  

1 FOUNDATION’S ACTIVITY

The Foundation was created on the 25th of November 2008, date of registration in the 
Commercial Register.

The main activity of the Foundation, stated in Geneva, is to encourage, develop, finance 
and promote all scientific research activities aimed to find efficient therapeutic solutions for 
children suffering from Mucopolysaccharidosis, in particular type III, and this in the shortest 
delay. 

The members of the Foundation’s Board are: 

Morel Frédéric, from Colombier (NE), in Collonge-Bellerive

La Roche Stéphanie, from Geneva, in Cologny

Cywie Arnaud, from France, in Geneva

Di Nardo Di Maio Anaïs, from Meyrin, in Meyrin

Féry-von Arx Corinne, from Lancy, in Messery, F

Leibenson Emmanuel, from Cernier, in Geneva

Siegrist Fischer Natascha, from Rümikon, in Begnins

2 SIGNIFICANT ACCOUNT PRINCIPLES 

The principal accounting method applied for the presentation of the financial statements are 
the following:

a) Accrual principle
Income and expenses are accounted for when they are acquired or engaged (and not at the 
date of the payment) and registered in the books of accounts accordingly. 

b) Investments in subsidiaries
Investments in subsidiaries are evaluated at cost and depreciated is on a yearly basis. 

CLOSED ON 31ST DECEMBER 2020 
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THE  
ACKNOWLEDGEMENTS

6
The Sanfilippo Foundation Switzerland warm-
ly thanks its honorary patrons and sponsors, 
partners, donors, members of the Foundation 
Board, members of the Scientific Committee, 
members of the Operational Committee, vol-
unteers and friends whose generosity, com-
mitment and presence have made it possible 
to support its activities. 

We would also like to express our deepest 
gratitude to all those who have made dona-
tions throughout the year 2020. For the sake 
of discretion and confidentiality, we have de-
cided not to mention private donors.

ASSOCIATIONS AND FOUNDATIONS  

ALFRED AND EUGENIE BAUR FOUNDATION

HUBERT TUOR FOUNDATION

PRIVATE FOUNDATION OF THE HUG

ROGER DE SPOELBERCH FOUNDATION

FONDATION VRM

FUNDACION STOP SANFILIPPO

SANFILIPPO CHILDREN’S FOUNDATION

TEAM SANFILIPPO FOUNDATION

PUBLIC INSTITUTION 

COMMUNE OF PRESINGE

COMPANIES 

ABEONA THERAPEUTICS

ALLIEVEX CORPORATION

CHEZ MARIE JO

ETUDE BOREL & BARBEY

IMMOFOR

INGENI SA LAUSANNE

M CONCEPT

MELLE JEANNE SARL

MOORE STEPHENS REFIDAR SA

NEO ADVERTISING SA

OMNISCIENCE SA

OPTION K

ORCHARD THERAPEUTICS

REMARQ

SEDELEC

TP PUBLICITE SA

VOXIA COMMUNICATION

A HUGE THANK YOU!
TOGETHER FOR DEFEAT 
SANFILIPPO!

THE ACKNOWLEDGEMENTS



Charlotte’s eyes were as blue as the ocean and 
her hair was as blonde as wheat. She often left 
the window of her soul ajar, and it showed in 
her eyes. The courage of this beautiful princess 
could be seen there. Far from castles and fairy 
tales, Charlotte unfortunately endured much 
suffering. Perhaps she had been told the wrong 
story? 

Her smile made the hearts of all those who 
crossed her path turn over, just as much as her 
laughter. But behind Charlotte’s love of music 
and life was a sad reality. The pretty little prin-
cess was ill, but few knew it. No fairy godmother  
could cure her. No charming prince could 
break the spell that the wicked witch Sanfilippa 
had cast on her. So the pretty little princess 
grew up with bravery and determination under 
the eyes of her family who loved her so much, 
even though their eyes had become dull with 
injustice and their hearts had become sad with 
illness. Charlotte showed the way, teaching 
those around her the values of life. As her friend 
the Little Prince said, “You can only see well 
with your heart. What is essential is invisible to 
the eyes”. 

Once upon a time, 

Charlotte, the little princess, who will never be-
come an adult, will remain for those around 
her, as in Saint-Exupéry’s tale, the Rose “unique 
in the world”. Since no charming prince could 
wake up this pretty little princess, Charlotte, ex-
hausted, danced towards the stars to live her 
last journey and to join the land of eternal roses. 
She exchanged her wheelchair for a splendid 
pair of wings to go where all is love and where 
pain does not exist.

there was a beautiful little princess named Charlotte.



THIS ANNUAL REPORT WAS COMPLETED THANKS TO THE GENEROSITY OF  
MOORE STEPHENS REFIDAR SA.

Graphic design: Agence S | Print: Flyerline Suisse


