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FESCA also likes to thank all those on her team from Denmark’s young association, for their work at
the stand over the four days, and making sure it was never left unattended. We were very pleased by
the constant number of visitors at an event where there was so much to do. We would like to thank
Annelise and all the Danish helpers from the local Association for their help organizing and helping
FESCA at EULAR.

On Thursday, 11th June from 2 pm there was an unofficial FESCA working meeting for those who
represented their countries and also took turns at the stand: Ireland, the Netherlands, Spain,
Denmark, Cyprus and Hungary.

Ann Tyrrell Kennedy, acting president of FESCA held two very interesting and useful lectures at
EULAR Congress on 12th June, Friday where the main topic was scleroderma . This was again a good
opportunity to promote FESCA and scleroderma in the Congress which was the main objective of our
association.

The title of the presentations:
1. Rare but not less severe – The challenge to care for people with rare rheumatic diseases (A. Tyrrell
Kennedy, CEO and Acting President FESCA, Irish Raynauds and Scleroderma Society, Dublin, Ireland)
2. EXPLORING THE ROLE OF PALLIATIVE CARE FOR PEOPLE WITH SYSTEMIC SCLEROSIS (M.C. Lynch1,
A. Tyrrell Kennedy2 1Development, Irish Hospice Foundation, Nassau St; 2CEO and Acting President
FESCA, Irish Raynauds and Scleroderma Society, Dublin, Ireland)

1st EU Scleroderma Day 29 June 2009
29th June 2009 we celebrated the first EU Scleroderma Day.
The artist Paul Klee, who suffered from scleroderma, died on 29th June 1940. This is the reason why
this is the date for EU SCLERODERMA DAY.

Having a disease that nobody has heard of is a lonely business. When even the doctors cannot
recognize it, or tell you what is going to happen, it is lonelier still.
So Scleroderma Day was created to tell people, including the medical community, what it means to
have this disabling disease. 29th June is a day to recognize the bravery of those who live with
scleroderma, and to demand equal treatment and equal care for people with scleroderma across
Europe.

Almost every member organization promoted Scleroderma and celebrated EU Scleroderma Day.
Read their stories.
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Italy, The Associations AILS, ASSMaF, GILS
The Associations AILS, ASSMaF and GILS, Italian members of FESCA, have announced, in Italy, a press
conference, that was held on 24th June, at Palazzo Castiglioni, Corso Venezia, in Milan.
In front of a journalist’s stalls have attended the doctors: Marco Matucci Cernic, Carlo Crosti,
Francesco Indiveri, Carlomaurizio Montecucco, Raffaella Scorza, Ilaria Galetti, representative of Italy
in FESCA and Vito Di Tano, world champion of cyclo-cross.

“The Raynaud phenomenon and the anti-nucleos antibodies’ positivity” explains M.Matucci,
Chairman of EUSTAR and Professor of Rheumatology in Florence “must be sufficient to direct patients
at the EUSTAR centers, where it will determined the primary or secondary nature of the R.
phenomenon and after it will be, eventually, diagnosed the Systemic Sclerosis, in order to begin, as
soon as possible, an adequate treatment and also contain the development of the pathology.”
The Raynaud phenomenon is a constant clinical sign, caused by the alteration of the peripheral
microcirculation; it appears with a paleness of hands and feet fingers, with a decrease of skin
temperature, with pain and hypersensitivity, with trophic injuries and ulcers, to reach the gangrene.
This is a pathology that has serious dermatologic complications.

Carlo Crosti, Director of the Union Operation of Dermatology at the University of Milan, clarifies:
“The most evident manifestation is the variation of skin consistence, that appears smooth, lucent and
has a nacreous aspect. Face is often without mimic, unable to corrugate forehead, lips become
smaller and thin.”
Systemic Sclerosis often involves vital organs as gastro-intestinal apparatus, lungs, kidneys and heart.
The gastro-intestinal tract represents, after skin, the second most frequent target of Systemic
Sclerosis and it is characterized by functional alterations and by morphological abnormalities. Heart,
instead, is implicated with the involvement of pericardium.
“Recently, our group has studied these aspects of the disease” says F. Indiveri, Ordinary of Internal
Medicine in Genova. “acquiring data that shows how patients, who haven’t symptoms of a
cardiopathy, actually, could have an altered compliance of the myocardial, visible with magnetic
resonance.”
Clinic research have made lot of progresses in treatments of these complications and Italian clinical
researchers are at avant-garde in this area.
Ilaria Galetti represents Italy in FESCA, ill with Scleroderma since twelve years, describes the
difficulties of a patient of Systemic Sclerosis in everyday life. Difficulties that could take until at
disability. She underlines the importance of the recognition this pathology as a rare disease, because,
in this way, there would be a greater Scientific Research and specific medicines to treat it.
She continues underlining the necessity of an early diagnosis and, she asks, together with the
associations, for a tutelage of patients and a support of their families, by Institutions.
Even the intervention of Vito Di Tano, world champion of cyclo-cross, explains the experience of a
Scleroderma patient: the symptoms, the problems, his reactions when he discovered to be ill with
this disease and, last but not least, the strength to fight it.
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Italy, A.S.S.Ma.F.
29 June 2009 – A day to remember
Today is a day which should not be forgotten because it is the first day in Europe dedicated to my
illness. I have Systemic Sclerosis, and recently became the president of the A.S.S.Ma.F. Onlus
(Association for the Study of Systemic Sclerosis and Fibrosing Diseases). This is my first opportunity
to take to the public attention an illness that has changed my life and many others like me. The
association and doctors from the “Centro di Riferimento di Firenze” dedicated to finding a better
treatment for systemic sclerosis chose the most visited central piazza Repubblica in Florence to
present the event.

In the booth, posters from FESCA were present and patients
and volunteers distributed informational materials, collected
donations and spoke with the public about the illness. In a
separate tent, doctors performed videocapillaroscope for
anyone who wanted to be screened.
Before the event, the association communicated the event of
the European Scleroderma Day and activities via newspaper,
television and radio advertisements. On 29th June, journalists
from several newspapers came to interview us and the
medical staff directed by Professor Matucci (President of EUSTAR) who explained the scientific
characteristic features of the disease. Me, as president of the association, spoke about the
discomforts of living with the disease. Together we also called attention to the fact that we chose to
educate the public about this rare and widely unknown disease on 29th June because it is also the
date of the death of the great artist Paul Klee who died of Systemic Sclerosis.
Our effort was well received and many people came to the event after the advertisement showing
the importance of an early diagnosis to prevent disease evolution.
In the next year, I would like that this year to have many days like this, where Systemic Sclerosis is
discussed.
This is a day which we will not forget, and I hope, will only be the first of many others, in which this
unknown disease is the center of attention for European doctors.
Our association hopes to assist the patients, promote scientific research and spread knowledge
about Systemic Sclerosis. We hope that our association, together with the other FESCA associations,
have had a POSITIVE impact on the public raising the awareness of the disease.
Camilla Sandrucci
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United Kingdom, The Scleroderma Society
The Scleroderma Society published an advert in the British Medical Journal (GP version) to publicize
Scleroderma Awareness Day, and to highlight the importance of early diagnosis among GPs.
We also sent the FESCA poster and leaflets to every rheumatology department in every hospital
across the UK, asking them to pin up the poster and put out the leaflets. We also had an information
stand and banners promoting scleroderma awareness day on 29 June in the Royal Free Hospital in
London, and handed out many leaflets about scleroderma, as well as talking to the many visitors we
had and telling them about scleroderma. These people were many hospital staff, and visitors to the
hospital. We also asked all our members to pin up the FESCA poster somewhere where lots of people
would see it, such as in a doctor’s surgery, library or shop. Hopefully there were posters advertising
scleroderma day pinned up in different places across the UK!

United Kingdom, Raynaud’s and Scleroderma Association
The Raynaud's & Scleroderma Association had a slot on both Health Matters and Talk Radio Europe
today. Anne Mawdsley gave in depth interviews about scleroderma, the importance of Scleroderma
Day and the work of FESCA. This has certainly helped to increase awareness.

Denmark, Scleroderma and Raynaud’s Society
In Denmark they have translated the Scleroderma Poster into Danish and distributed it to many
libraries all over the country. They also sent it to many hospitals. Next year they hope for more
activities.
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Spain, Scleroderma Association
In Madrid at the Spain Square a minibus drove
around to advertise the Spanish SSc Day in
mobile fashion. There were placed information
points in the most important hospitals in Madrid
and also in some important hospitals in Seville
and Navarra. In the afternoon the minibus visited
the hospitals in Madrid where the information
points were situated. Throughout the day
interviews were given to several reporters of radio stations and journalists of newspapers to
promote Scleroderma. A website opened for marketing promotion for SSc Day and all events.

Portugal, the Portuguese League Against Rheumatic Diseases
The Portuguese association held a conference to celebrate SSc Day. Rheumatologists, psychiatrists,
GPs, social welfare stakeholders, patients and families, and also the general public were invited to
launch SSc Day.

Cyprus, Cyprus League Against Rheumatism
Cyprus League Against Rheumatism organized for the 1st time Scientific meeting for Doctors of
different specialties (Rheumatologists, Pneumonologists, Nephrologists, Vascular surgeons,
dermatologists) for Scleroderma on the 27th of June 2009. The scientific meeting was supported by
the Cyprus Rheumatology Society and the participation of doctors from Cyprus and Greece. The key
speaker on Scleroderma was Dr. Vlahogiannopoulos from Greece along with seven other
rheumatologists and pneumonlogists. The scientific meeting was under the auspices of the Minister
of Health Dr. Christos Patsalides and the support of the Cyprus Medical Association. Our League
invited 1300 doctors of different specialties to take part in the scientific meeting however 50 persons
participated due to different milestones.
All 1300 doctors received also an information leaflet about Scleroderma that was produced by FESCA
and translated in Greek. This leaflet was also given to members of our League for information. The
poster made by FESCA was translated also in Greek and was modified in order to promote the
scientific meeting and was put into hospitals and clinics all over Cyprus aiming to inform people
about Scleroderma and doctors about the meeting.
The scientific meeting was filmed by a professional filmmaker and DVD including the lectures and
presentations of that day and copies of the DVD was sent to the Minister of Health as well as all the
speakers.
As part of the campaign for informing the general public about Scleroderma members of our League
were invited to talk to a number of radio and TV programs and shows and also different articles were
written in a number of Cypriot newspapers.
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The Netherlands, NVLE Patient Organization for Lupus, Scleroderma and MCTD
In connection with the EU Scleroderma Day on 29th June 2009 the NVLE organized a scleroderma
patient congress on 27th June 2009 in collaboration with the Sint Maartenskliniek in Nijmegen and
dr. Van den Hoogen. The theme was a Dutch saying (something like):
‘Scleroderma smashing art’.

The day was filled as followed:

In the entrance hall an exhibition from a professional photographer with
pictures from typically scleroderma appearances was presented and
scleroderma patients showed their own made art on stands.

In the introduction dr. Van den Hoogen spoke of Paul Klee and he explained
why 29th June has become the date for the European Scleroderma Day. Some
of Klee’s art was shown.
Then young physicians spoke about the developments with relation to
medication and treatments in plain speech.

Wendy Vergouwen, member of FESCA, told something about the come into existence and the vision
and mission of FESCA.
For the rest a patient read pieces from her journal and in between there was entertainment.

The poster was sent to the big hospitals and the leaflet (translated into Dutch) was handed out to the
visitors.

Germany, Patient Organization for Scleroderma
On SSC Day the Sklerodermie Selbsthilfe e.V. organization in Germany arranged a press conference
with well-known doctors, afflicted patients and journalists/ reporters in the surrounding of the
Frankfurter Pressclub.
The press conference took place in Frankfurt. They wanted to use the publicity to make the rare
disease scleroderma public. They also talked about their work and the work of FESCA, which is very
significant and important for all the European countries, but also for the whole globe. In this
connection they remembered the day of death of Paul Klee.


