
T he 29th June 2011 

marked the 3rd ever 

Scleroderma Awareness Day, 

now an international event 

with a wide variety of aware-

ness-raising activities which 

were originally held across 

Europe, now spanning other 

countries worldwide as well. 

Scleroderma awareness day started 

out in 2009 at a European level, 

and has now grown to World 

Awareness Day status, with partici-

pation from countries all over the 

world, as far apart as Europe, 

North America and Australia. 

The event takes place on 29th June 

every year to mark the anniversary 

of Paul Kleeôs death, a well-known 

and celebrated Swiss painter who 

had scleroderma. 

FESCA designed the ñSoRaReò 

early diagnosis postcards (right) 

which were printed locally in partic-

ipating countries and used to good 

effect to bring peopleôs attention to 

some of the first common symptoms 

of systemic sclerosis. 

 Read on inside to learn about some 

of the events that took place 

throughout Europe, arranged by 

many of our different FESCA mem-

ber associations. There was an ex-

citing array of educational confer-

ences, public awareness events and 

information published in various 

forms of the media.  

Congratulations to all member asso-

ciations on your successful aware-

ness-raising activities this June; 

thank you from FESCA to everyone 

who took part for you hard work!  

Eular 2012 congress in London declared successful! 

T he EULAR congress 2011 was a very busy, and for FESCA,  very successful event. It was an infor-

mation and engaging conference enjoyed by all who at-

tended, from a wide range medical professionals working 

in rheumatology, to patient support groups. 

The EULAR congress is the European League Against Rheuma-

tismôs annual event. The 2011 London congress was the largest 

ever, at 15,000 participants, but took place in a new location in 

London that made the numbers far less oppressive than in the past.  

Read more on page 10 to hear how many people from different 

countries visited our stand during the congress! It is heart-warming 

to know that FESCA has made contact with people from all across 

the world, both medical professionals and patient groups. 
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Scleroderma Awareness Day celebrates its third birthday! 

Posters from many FESCA associ-

ations on display on the popular 

FESCA stand, attracting visitors 

from all over the world interested 

to talk with us and find out more 

about FESCA and what it does. 

The SoRare early diagnosis postcards, 

distributed by our member associations 

to both the general public and medical 

professionals throughout Europe. 
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T he Croatian Society for Patients with 

Scleroderma organized 

events and celebrated 

Scleroderma Day and we 

are very satisfied with the 

successful outcome. 

 

We organized the event at one 

of the main city squares in 

Zagreb (The Flowers Square),  

for our members, and invited 

guests,  journalists as well as 

the general population. The 

event lasted from 10:00 a.m. to 

6:00 p.m. 

We rented a marquee, which we 

decorated with flowers and our 

posters. We printed a new flyer 

and bookmark which we 

distributed to our members and 

the public.  

Doctors who follow the work of 

our association came to support 

us, performed spirometry and 

talked with the patients. 

During the day, the Minister of 

Health and Welfare with the 

representatives of the Croatian 

Institute for Public Health 

visited our patients and 

association representatives.  

We arranged a meeting with the 

Ministry of Health 

representatives and we expect 

support from them in the future. 

The Croatian Society for Pa-

tients with Scleroderma also 

presented its work to the media.  

We participated in two radio 

shows in which listeners asked 

questions. Croatian television 

reported on the work of our 

association and interviewed one 

of the doctors and myself. 

We at the Croatian Society will 

continue with our work to 

achieve our objectives.  

 

Jadranka Brozd,  

The Croatian Society for  

Patients with Scleroderma  

seille, Nice, Bordeaux and 

Tours:  these are all major 

cities in France and they all 

have large populations. 

 

The meetings were for eve-

ryone with scleroderma, 

members or not. A press 

conference with specialist 

journalists, various articles 

in the regional press as well 

as in "Le Quotidien du M®-

decin" (the daily newspaper 

for doctors) will have been 

informative to both patients 

and doctors.  

F or the 3
rd World 

Scleroderma Day, 

the Association des Scl®-

rodermiques de France 

(ASF) organized in-

formative meetings, 

medical conferences, as 

well as educational 

workshops on treatment 

options for scleroderma. 

 

There was also a musical 

organ concert, in several 

locations in France: Paris, 

Lille, Lyon, Grenoble, Mar-

 

The ASF wishes to thank all 

the doctors who took part in 

these meetings and who 

carefully answered questions 

from the patients.  

 
 

Dominique Godard,  

President of ASF  

Scleroderma Awareness Day in Croatia 

Awareness Day Celebrations, France 
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The stand set up by the 

Croatian Society for  

Patients with SclerodermaΦ 

ñDuring the day, the 

Minister of Health 

and Welfare with the 

representatives of the 

Croatian Institute for 

Public Health visited 

our patients and 

representatives.ò 

ñASF organized 

medical conferences, 

as well as educational 

workshops and an 

organ concertò 



T he eighth Sanit Inter-national Forum of 

Wellness was held in 

Rome, in Palazzo dei Con-

gressi of EUR. 

We thought it was the right 

place to celebrate World Scle-

roderma Day, organized by 

FESCA (Federation of Europe-

an Scleroderma Associations), 

of which the three Italian asso-

ciations, AILS, ASSMAF and 

GILS, are founding members.  

Our three associations, together 

with ASMARA and its presi-

dent, shared a stand, where it 

was possible to disseminate 

information and to carry out 

early diagnosis. We even had 

the chance to use a capillaro-

scope on nailfold capillaries. 

The four days were full of dis-

cussions, debates and updates 

from doctors and other health 

care professionals. 

It was a real pleasure to find so 

much desire to know the symp-

toms of this rare disease. Many 

nurses and some doctors asked 

what the first symptoms are and 

how it is possible to recognize 

the disease. We answered their 

questions and we gave them 

some leaflets about scleroderma 

and Raynaudôs Phenomenon. 

Some nurses had never heard 

about scleroderma, but others 

had seen cases and wanted to 

know where the specialized 

referral centers in Italy are. 

Prof. Valeria Riccieri and Prof. 

Felice Salsano, of Policlinico 

Umberto I of Roma,  gave us a 

fundamental support and thanks 

to them we had two days dedi-

cated to early diagnosis, with a 

capillaroscope, to which many 

people approached with curiosi-

ty and had an examination. 

It was important for us to be 

there so we could spread as 

much information as possible to 

enable it to become possible for 

more people to know how to 

diagnose this disease, which we 

know too little about. The prin-

cipal aim of our associations is 

to press for the public opinion, 

so that the research is stimulat-

ed to find new treatments. 

 

Teresa Pizzetti  - AILS 

Maria Grazia Tassini ï GILS 

Gabriela Verz³ - AILS 

Awareness Day Events in Italy 
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ñThe four days were 

full of discussions, 

updates from doctors, 

debates and even 

health workers.ò 

Danish Associationõs Awareness Day  

Outside the conference room, the 

doctors put up a stand.  There you 

could talk to a nurse about gen-

eral care, as well as a psychother-

apist, an occupational therapist, 

and a dietician who were all 

available to give patients good 

advice. It was also possible to 

look at your nailfold capillaries 

through a video-capillaroscopy 

and look for abnormal capillaries. 

 

Next to the doctorsô stand, the 

Danish Scleroderma & Raynaud 

Association also had a stand. The 

day was a great success with 

around 100 participants including 

patients, doctors, family etc. The 

same day, an article was pub-

lished on the internet on a health 

site that is owned by the Danish 

W orld Scleroder-

ma Day 2011 in Den-

mark: like last year, we 

held a conference at a 

hospital. This time at 

Aarhus University Hos-

pital, from 12:00 ï 

17:00, with lectures 

from different doctors; 

an interesting day for 

everyone present. 

The most important topics were: 

ñwhat is new within systemic 

sclerosisò, ñkidney involve-

mentò, ñlung involvementò, and 

ñmindfulnessò (how to learn a 

way to control your pain with-

out medication). 

Broadcasting Corporation 

(Denmarkôs first public-service 

radio and television broadcast-

er, owned by the state), re-

counting a personal story of 

one of the Danish scleroderma 

patients. If you understand 

Danish, then click on this link 

to read the article online. 

 

Annelise Rßnnow,  

Dansk Sklerodermi  

og Raynaud forening 

ñ...you could talk to a 

nurse about general 

care, as well as a 

psychotherapist, an 

occupational 

therapist, and a 

dieticianò 

ñThe day was a great 

success with around 

100 participants 

including patients, 

doctors, family etc.ò 

http://www.dr.dk/sundhed/Sygdom/Artikler/2011/0623102047.htm


T he Raynaudôs & Scle-
roderma Association cele-

brated World Scleroder-

ma Day on 29th June 2011 

by launching the óSO 

RAREô information card 

designed by FESCA. 

 

It proved to be a very effec-

tive way of highlighting the 

three main early signs of 

scleroderma, which are 

often sore swollen fingers, 

Raynaudôs syndrome and 

reflux/heartburn.  

 

Raynaudõs and Scleroderma Association, UK 

Switzerland and Scleroderma Awareness Day 
 

together and founded a new 

national association now 

known as Sclerodermie.ch.                                                   

We took World Scleroderma 

Day as an opportunity to 

organize a national congress 

on scleroderma in order to 

raise awareness of both our 

new organization and of 

scleroderma throughout the 

whole of Switzerland. 

 

We are very grateful that 

eight doctors with interna-

tional reputations, specializ-

ing in scleroderma, from all 

over Switzerland were will-

ing to participate and take 

part in this congress: PD dr 

Buslau, Prof. Ass. Chizzoli-

ni, PD dr Distler, Dr. 

Fellrath, Dr. Otto, Prof. Vil-

liger, Prof. Tyndall and Prof. 

B rand new Swiss 

association holds its first 

ever congress and 

marks World Scleroder-

ma Awareness Day. 

 

Switzerland is a small, very 

special country. We have 

four national languages: 

French, Italian, Rumantsch 

and German dialect.  

 

Since 2001, there had been a 

scleroderma association for 

French-speaking Swiss peo-

ple. There had also been 

several regional groups in 

German-speaking Switzer-

land which had been in ex-

istence for about 20 years. 

On the 27 November 2010, 

we united all these groups 

Walker. The following top-

ics were presented at the 

congress: scleroderma in 

general, the lungs, the intes-

tines and food intolerances, 

the skin and blood vessels, 

stem-cell transplantation, 

basic scientific research,  

scientific and clinical re-

search developments, genet-

ics and EUSTAR.  

 

More than 100 people came 

from all over Switzerland 

and we are happy to declare 

World Scleroderma Day 

celebrations as a great suc-

cess in Switzerland! 

 

 

Nadine Paciotti,  

sclerodermie.ch 

 

The óSO RAREô cards were 

distributed across the UK to 

medical professionals, the 

general public and many 

media contacts.  

 

Press releases were also sent 

to hundreds of journalists 

and articles appeared in var-

ious newspapers. The RSA 

emphasised that identifying 

these symptoms is essential 

as early diagnosis as it ena-

bles people to receive the 

treatment they require at as 

early a stage as possible. 

To complement the card, 

the RSA also produced a 

new booklet called 

óRaynaudôs & Scleroderma 

- A Guide for Health Pro-

fessionalsô,  the aim being 

to disseminate important 

information, including 

tests and up to date treat-

ment options available. A 

copy has been sent to rheu-

matologists, GPôs and 

medical students in order 

to increase understanding 

N. Paciotti, G. Altorfer, E. 

Scheel, L. Hofmann,  

and I.Baur 

Prof. Walker, Prof. Tyn-

dall, Dr. Otto, and  

Prof. Distler             

Happy cashier:  

Elisabeth Scheel  

of the conditions. The RSA 

is most appreciative to Pro-

fessor Chris Denton, of  the 

Royal Free Hospital, Lon-

don, for the preparation of 

this booklet.  
 

Fiona Trotter, Raynaud's 

and Scleroderma Associa-

tion, UK 
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Awareness Day,  

Scleroderma Society, UK 

Central London. Dame Car-

ol found the time to help us, 

climbed into a rickshaw and 

off we went again, this time 

up to Buckingham Palace.  

 

The general public and tour-

ists obviously thought we 

were famous people, as they 

waved at us, so we regally 

waved back!  

 

For the next stage - this time 

Westminster and the Houses 

of Parliament where we met 

three MPs to explain to them 

what scleroderma was, what 

awareness day was about, 

and how early diagnosis is 

so important.  

A  robust team of six members of the Soci-

ety hit the streets of Lon-

don armed with material 

to tell all we could, what 

we could about scleroder-

ma and the importance of 

early diagnosis. 

We travelled in three deco-

rated rickshaws, along with 

fabulous cyclists. We handed 

out FESCA Awareness Day 

leaflets, Scleroderma Socie-

ty bookmarks and the FES-

CA SoRaRe Cards.  

After a two hour promotion-

al tour in the rickshaws, we 

met Dame Professor Carol 

Black at Caxton House in 

We then headed off to Kings 

College to meet up with 

some scleroderma scientific 

researchers and took them 

for a ride in the rickshaws. 

By the end of the day, we 

agreed it was a fun-filled, 

tiring but very worthwhile 

W ho would have thought that only five years on 

from the Constitution of FESCA 

aisbl, the 29th of June would be-

come a world event?  

 

Associations across different conti-

nents and more than 16 European 

countries organized conferences or 

information stands to raise awareness 

of scleroderma. 

 

In Belgium, the two patient associa-

tions, the Dutch association and the 

French association, both organized 

events. Both tried to reach the larg-

est audience possible: volunteers 

distributed hundreds of leaflets and 

flyers and talked about scleroderma.  

 
The press had previously publicized 

the locations where the events 

would be held: a hospital in Flan-

ders and a railway station in Wal-

lonia. Cozy rooms were arranged to 

provide a place to give information 

to people not yet diagnosed with 

scleroderma as well as people who 

had recently been diagnosed, and to 

give information to relatives of pa-

tients. Often, people find it easier 

to talk to fellow people with 

scleroderma, rather than to doc-

tors, concerning their doubts and 

fears and find that helpful. 

 

The two associations attained the 

goals they had set themselves: it 

was a great success and the day 

was very much enjoyed by eve-

ryone who attended. 

Catherine Van den Bosch , 

CIB-Liga vzw  

Scleroderma Awareness Day in Belgium 

experience and generated a lot 

of awareness about scleroder-

ma and FESCA among the 

general public in London. 

 
Louise Cecil,  

Scleroderma Society, UK 

Decorated rickshaws  

cycled around London 
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ñCozy rooms were arranged 

to provide a place to give 

information to people.ò  



World Scleroderma Day,  

30th June 2011, Pécs, Hungary 
 

O n a beautiful sunny 
day, a large national con-

ference was organised by 

the Hungarian Scleroder-

ma Association (Orsz§gos 

Scleroderma Kºzhaszn¼ 

Egyes¿let) celebrating 

World Scleroderma Day.  

 

This time, following the successful 

first national conference held in 

2009 in Budapest, it was held in 

Pecs which is one of the four cit-

ies in Hungary where a medical 

university with different clinical 

centres operate. Alongside the 

Hungarian Scleroderma Associa-

tion, doctors, nurses and physio-

therapists from the Immunology 

and Rheumatology Clinic lead by 

Prof. Dr. Laszlo Czirjak support-

ed the event.  

 

Bela Szabo opened the conference 

then Prof. Laszlo Czirjak gave the 

first presentation. As well as the 

lectures given by doctors from the 

local clinical centre, there were 

also other doctors from Debrecen 

Rheumatology Center who gave 

presentations along with a very 

useful talk by a physiotherapist. 

We invited the Minister from the 

Ministry of Health, who was not 

able to attend, but a local govern-

mental representative responsible 

for health issues was present.  

 

The main topics of the lectures 

included, ñWhat to do/ what not 

to do if I have sclerodermaò,  

practical advice for people living 

with scleroderma by (Prof. Dr. 

Czirjak Laszlo, P®cs), symptoms 

of rheumatic complaints in sclero-

derma and their treatments (Dr. 

Szilvia Szamosi, Debrecen), heart 

and lung complaints and treat-

ment (Dr. Gabor Kumanovics, 

P®cs), how the immune system 

works in a healthy body compared 

with diseases affecting the im-

mune system (Dr. Gabor S¿tŖ, 

P®cs), and useful advice on how 

to live with the disease every day 

(Zs·fia Kisn® B§lint, physiothera-

pist, P®cs).  

 

After a useful, interesting and 

educating program with lots of 

questions from the audience and a 

good conversation with the doc-

tors,  the conference ended with a 

very charming, cultural dancing 

program enjoyed by all. 

 

During the lunch break a press con-

ference was held where Prof. 

L§szl· Czirjak, Dr. Szilvia Szamo-

si, B®la Szab·, president and pa-

tient and Beata Garay-T·th partici-

pated. We gave press release files 

to the media representatives and we 

answered questions and gave per-

sonal interviews to newspapers, 

both public and expert ones, maga-

zines,  national and local radio sta-

tions, on-line news stations, etc. 

The FESCA SoRare card was dis-

tributed to the participants for them 

to pass to their GPs. It was also 

included in the press release kit. 

 

The success of this day and event 

was demonstrated by the number of 

participants, which exceeded 160 

people, ranging from people living 

with scleroderma to their family 

members. From a geographical 

point of view, they came from all 

over the country, from all four of 

the medical university clinic centres 

where people with scleroderma are 

treated (Debrecen, Budapest, Sze-

ged and P®cs). Buses were organ-

ised to bring 50 people from Debre-

Dr.Szilvia Szamosi and the audi-

ence with the sunflower 

Morning lecturers with the Sun-

flower symbol -  

presentation done by Prof. Dr. 

Laszlo Czirjak 

ñDoctors, nurses and 

physiotherapists  from the 

Immunology and Rheumatology 

Clinic lead by Prof. Dr. Laszlo 

Czirjak supported the event.ò 
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T his year, the Cyprus League Against Rheumatism 
(CYPLAR) celebrated World Scleroderma Day for the 3rd 

time; once again, CYPLARôs awareness day project was a 

very successful event. 

Based on the FESCA postcard for VEDOSS, we created a poster that 

showed the most basic symptoms that doctors should know in order to 

diagnose scleroderma. The posters were distributed all over Cyprus to 

rheumatologists, general practitioners and dermatologists. Accompa-

nying the posters was a letter explaining about scleroderma and VE-

DOSS. We also asked then to display the poster on the wall in their of-

fice so it would be visible to many people.  

The press published a number of articles and a press release about scle-

roderma and World Scleroderma Day. As part of the campaign for in-

forming the general public about scleroderma, members of our League 

were invited to talk to a number of radio and TV programmes and 

shows and also different articles on scleroderma were written in a num-

ber of Cypriot newspapers.  

 

Despo Charalambous, General Treasurer of CYPLAR 

Persefoni Markidou, Psychosocial Support Officer 

 

ƿ.ǐ.ǈ                 
cen and 30 people from Szeged; others 

came on their own. 

 

In order to achieve such great participa-

tion, the Association got directly in con-

tact with the all the medical university 

clinic centres, put up scleroderma posters 

(with the Paul Klee image) and distribut-

ed leaflets about the events as well as 

talked to the key opinion leaders in the 

given centres. And finally, we of course 

placed all the information and pro-

gramme on our homepage.  

 

This way we would like to thank the 

support and help of the doctors from all 

four centres for informing their patients 

and sending them to this conference. 

This contribution and cooperation was 

very fruitful and should be supported in 

the future as well. 

 

As a summary, we had more than thirty 

articles, reports, and news published in 

regional and national media (see 

www.scleroderma.hu). We also managed 

to place information about the disease 

using the SoRare card on the website of 

the Associations of the Hungarian Gen-

eral Practitioners, in order to fulfil VE-

DOSS (Very Early Diagnosis of System-

ic Sclerosis) objective.  We would like to 

thank FESCA for the support and crea-

tive materials you provided which we 

could use to spread our news among the 

public, doctors and GPs in Hungary and 

so to make our voice heard. 

 

Beata Garay T·th, Member of the Hun-

garian Board, Vice-President FESCA 

 

 

The audience of 160 people  

Scleroderma World 

Awareness Day, 

Cyprus 
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ñWe created a poster that 

showed the most basic 

symptoms that doctors 

should know in order to 

diagnose scleroderma.ò 

ñAs part of the campaign, 

members of our League 

were invited to talk to a 

number of radio and TV 

programmeséò 

http://www.scleroderma.hu/


F ESCA, the Federation of European Sclero-derma Associations, is an umbrella group 

now composed of twenty-one patient support and ad-

vocacy organisations in sixteen countries. During 

2010, FESCA membership grew with the joining of 

Sweden, Poland, and Croatia. 

 

FESCAôs role is to support and link national scleroderma 

patient societies to provide the strength found in unity, pool-

ing resources to share best practices and practical strategies. 

In the course of the last year, we have helped new young 

associations to develop their structures, and some of the older 

societies have learned from them how much can be done 

with energy and drive when financial resources are lacking. 

New people bring new ideas. 

European Scleroderma Day has now become World Sclero-

derma Day, exceeding our expectations with activities on 

June 29 across the globe. FESCA sends material and ideas 

and has negotiated for the global use of the Klee image that 

defines the day; the resulting campaigns in countries like 

Australia and Brazil have taken off with the shared goal of 

increasing awareness. 

FESCA this year created a new category, ñFriends of FES-

CAò, an honorary title offered so far to the United States, 

Canada and Australia, in recognition of our shared ambition 

to create a world in which all those with scleroderma receive 

parity of successful treatment and care.  

FESCA as an organization: update 

We have created and partici-

pated in a number of surveys 

tabulating patient responses 

and in projects such as SPIN, a 

study recently begun in Cana-

da to investigate psychological 

interventions for scleroderma patients. We are working with 

EUSTAR on the second World Scleroderma Congress which 

will take place from 2nd-5th February 2012, running concur-

rent medical and patient sessions over three days in Madrid. 

We anticipate that this will prove an excellent forum for the 

exchange of information. 

Constantly, new people find FESCA through our website and 

our Facebook page, and ask for information and contacts. 

Networking among patients, doctors, and other interested 

parties is ultimately our most valuable service to those who 

otherwise find themselves alone with this poorly understood 

and little-known disease. 

F ESCA has launched its Facebook life by es-tablishing a page on the popular and interna-

tional social networking site which is flourishing with 

information and links about scleroderma from both 

within Europe and worldwide.  

 

Itôs a lively, animated place to share information with others, 

chat and find links to other scleroderma associations on Face-

book. Itôs carefully moderated and run on our behalf by An-

nelise Roennow of the Danish Association. Many people al-

ready enjoy visiting the page and reading the new updates, so 

why not join them and visit yourself? 

FESCA on Facebook 

Links to national scleroderma support groups may be found on the FESCA 

website: www.fesca-scleroderma.eu. The FESCA website serves as a 

centre for information exchange.  Countries who wish to develop support 

organisations, and new groups who wish to join FESCA, should contact 

FESCA at: info@fesca-scleroderma.eu  

 

Registered address: 

Federation of European Scleroderma Associations (FESCA)  

33, Rue Marcel Baudry  

B-7503 Froyennes  

Belgium  

 

FESCA: an international, non-profit association 

Registration number FOJ 15454 
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