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Welcome to the 2012 edition of FESCA news, bringing you the latest stories, 
news and events from the FESCA associations this year. Summer 2012 was 
very busy for all FESCA member associations, actively promoting awareness 
of scleroderma on this year‘s scleroderma day, now four years‘ old and a 
world-wide event! This edition also brings you news from EULAR 2012, as 
well as information on the DeSScipher project and the important European 
research project, the BURQOL-RD study. 
 
The highlight of this summer, following on from the success of the second World congress 
on scleroderma in Madrid at the beginning of the year, was very much the exciting activi-
ties that our FESCA member associations arranged to celebrate World Scleroderma Day. 
 
All plans and activities for this day were designed to raise awareness, to tell what it means to 
have this disabling disease, and to campaign for a world in which equal rights, treatments and 
care are offered to people with scleroderma; a world in which such rare diseases are not forgot-
ten, but afforded the consideration and attention of other more common diseases. 
 
In all countries, associations held information campaigns: leaflets and advertising material were 
distributed on information stands and in hospitals. FESCA designed a poster for the day that was 
used in all FESCA member countries (many of whom translated it into their own language). 
 
FESCA also participated in social network world campaigns (Facebook and Twitter), inviting fol-
lowers to share awareness messages created for scleroderma day. All FESCA members also fol-
lowed these campaigns, sharing the same messages translated into their own language as well as 
advertising their own national activities and campaigns. 
 
In addition to the general campaigns on social media described above, below is a summary of 
some of the events and activities organized in different countries to mark world scleroderma 
day. To read the full stories, turn to the next pages in this newsletter. In Switzerland, the Swiss 
association sent posters to all the hospitals involved with scleroderma. Another idea they had 
was to sell chocolate bars with the logos of the Swiss Association and FESCA—perhaps this idea is 
food for thought for another year! If you have any great ideas for celebrating World Scleroderma 
Day next year, that you could share with other countries and organisations, please let us know! 
 
Do read on throughout this newsletter to hear in full detail the stories from each country as well 
as to enjoy photos from the day. We hope you also enjoy reading about EULAR 2012 and the two 

new projects,  DeSScipher and the BURQOL-RD study. 
 
Warm regards,  
 
Alexandra (Spain) and Susie (UK) 

Welcome! 
 



Welcome! 
 

The 2nd World Scleroderma Patient Congress 
was successfully held in Madrid, Spain, from 
2nd-4th February 2012. Three intense and 
unforgettable days for the more than 260 pa-
tients, who came from all over the world. 
 
Since FESCA decided four years ago to organize the first con-
gress for scleroderma patients, we have travelled a lovely and 
long way. Two world patient congresses have already been 
held, alongside the world congress for doctors. The joint organ-
ization of both congresses has been very positive, and demon-
strates the mutual dependence and a growing collaboration 
between patients and 
doctors. 
 
More than 260 people from 29 countries all over the world 
(most of them scleroderma patients) attended the 2nd World 

Patient Congress in Madrid, more than 
twice as many as those who registered 
for the first one in Florence in 2010, de-
spite the difficulties in winter for sclero-
derma patients and especially the cold 
weather in Madrid that week. 
 
An important improvement from the last 
congress, and also a demonstration of the 
efforts and expectation of its success, 
was the simultaneous, live interpreting 
service into two languages. All confer-
ences in the patient congress were trans-
lated into French and Spanish (more than 

half attending the congress were Spanish or from Spanish 
speaking countries). 
 
After the opening ceremony, in which our President Annie gave 
a lecture, leaders of patient groups held a round-table net-
working session. Representatives from 23 countries shared and 
discussed their own experience of patient organisation activi-
ties, aims and difficulties. That was a great opportunity to 
make contact with each 
other, and find a starting point for joint collaboration, as well 
as help new associations. 
 
Then followed two complete days of informative conferences 
held by renowned scleroderma specialists, and interesting lec-

tures from patients about their own experiences, 
dealing with less technical but not less important 
topics for us, such as the emotional side, or practical 
tips for everyday life. All the conferences slides are 
available on http://www.fesca-scleroderma.eu/
news/2nd-systemic-sclerosis-world-congress-madrid-
2012. 
 
And we cannot forget to mention the participation of 
patients in workshops on diagnostic techniques, 
which was part of the medical program for doctors. 
Also, FESCA was represented in many of the meet-
ings held by working groups, aiming to promote col-
laboration between doctor and patient groups. Fur-
thermore, many patients were invited to work on 
developing an initiative describing scleroderma in 
terms of the World Health Organization's (WHO) In-
ternational Classification of Functioning, Disability 
and Health (ICF). 
 
In summary, we experienced the 2nd world patient 
congress as three intensive days, full of lots of infor-
mation, experiences, emotions, new contacts and 
friends; a few steps towards a greater international 
patients‘ union; hope and strength for the future. 
This article cannot therefore finish without thanking 
the World Scleroderma Foundation, as the host and 
organizing body of the Congress, and the  sponsors 
who have supported the patient congress (FESCA, the 
Spanish Scleroderma Association, the Scleroderma 
Foundation, Pfizer, Actelion), and all of you for com-
ing and sharing this event with us. 

 

The next congress will take place in 
in Rome, Italy in February 2014.  
Updated information will be available 
on our website as soon as it becomes 
available. We encourage you to be 
there with us! 
 
 

―FESCA de-
cided four 
years ago, 
to organize 
the first 
congress for 
scleroderma 
patients‖ 

http://www.fesca-scleroderma.eu/news/2nd-systemic-sclerosis-world-congress-madrid-2012
http://www.fesca-scleroderma.eu/news/2nd-systemic-sclerosis-world-congress-madrid-2012
http://www.fesca-scleroderma.eu/news/2nd-systemic-sclerosis-world-congress-madrid-2012


 

BURQOL-RD is a 3 year project under the 2nd Programme of 
Community Action in the Field of Public Health, that com-
menced in April 2010 and is promoted by the DG Sanco 
(European Commission). 
 
 

The main aim of BURQOL-RD is to generate a model to quantify the socio-
economic costs and Health Related Quality of Life (HRQOL), of both patients 
and caregivers, for up to 10 rare diseases in different European countries. 
 
This model will be adaptable and sufficiently sensitive to capture the differ-
ences in the distinct Health and Social Care Systems in the EU Member 
States. Our hope is that the information generated by the BURQOL-RD con-
sortium will help to: 
 
 Design future policies in the area of rare diseases, which will ultimately 

have positive benefits for EU citizens‘ health, both that of patients and 
of their caregivers.  

 
 Readily transfer the protocols established to other RD and to other 

countries. 
 
 Compare the availability and access to specific health resources for 

specific RD in each country. 
 
 Explore the potential relationships between HRQL and access to 

healthcare resources. 
 
After a thorough selection process, a set of ten rare diseases to be targeted 
was established and scleroderma is within the target. This BURQOL-RD Pro-
ject (Social Economic Burden and Health-Related Quality of Life of Patients 
with Rare Diseases in Europe) goes beyond any previously implemented sur-
veys by also considering the ‗overall cost‘ (direct and indirect) of caregivers, 
who dedicate their time and energy to look after patients. 
 
 

FESCA aisbl has decided to participate in the project 

 
 

It is important to do so, to make scleroderma known! The partners involved 
in this project represent a wide cross-section of the EU member states, in-
volving eight countries: Spain, United Kingdom, Sweden, Germany, Bulgaria, 
France, Italy and Hungary. Only Bulgaria falls out the scope of FESCA aisbl, 
but as there are EUSTAR affiliates, it will be possible to find patients who 
want to fill in the questionnaire. 
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The project began in Spain, where the Spanish association and its members 
filled out the survey's questionnaire. In Germany the project made good pro-
gress. As some members are elderly people, they informed all of their mem-
bers and asked them to order the questionnaire in paper form.  
 
The recruitment of scleroderma patients in Italy, Great Britain, France, Swe-
den and Hungary followed.  
 
Only a very few patients aged under 18 years filled in the questionnaire: only 
two in Germany and none in Italy. Contacting doctors who are treating paedi-
atric patients is a possible way to reach child patients. Directing the organizers 
of the project to the specialists in each country was easy to do!  
 
The survey concerns both the patient and their caregivers. Individual patients 
ask their personal caregivers to fill out the questionnaire: there is no individual 
recruitment campaign for caregivers. It is important to recruit them together 
in this way, as each questionnaire has two parts. The first part addresses the 
patient itself (in case of children it is also filled out by the caregiver) and the 
second is referring to the caregiver. A questionnaire is only completed when 
both parts are fully filled out. 
 
The data evaluation is currently proceeding in Bulgaria, Germany and Hun-
gary. Preliminary results are already available for Spain where 147 compete 
responses provided base for the research. The official research analysis is 

expected to be published next year.  

 

The project success heavily relies on the participation of patients and their 
caregivers. Therefore, patients and their carers residents of France, Swe-
den, United Kingdom or Italy are kindly invited to participate in the survey. 
Patients can access the questionnaires through the project‘s web page - 
www.burqol-rd.eu/ selecting their language in the Questionnaires section. 

The survey is completely anonymous. 

 

To follow the up-dates of the project, you can join the community on Face-
book under ‗Burqol-rd international‘, or you can find more information at: 
www.burqol-rd.eu. If you wish to make direct contact to the Project Coordi-
nation, please do not hesitate to contact Renata Linertová 
(renata.linertova@sescs.es), the Project Manager, or Edina Szakmári 
(burqoleurope@enfermedades-raras.org), the Foreign Affairs Officer. 
 
 
Let’s show how well we can collaborate in a European project : let us moti-
vate our patients to do so, it is in the benefit of a large number of people!  
 
Thank you for …US ! 
Catherine Vandenbosch, secretary, FESCA 
Visit the website: http://www.burqol-rd.com/ 
 

http://www.burqol-rd.com
http://www.burqol-rd.eu/%20
http://www.facebook.com/pages/Burqol-Rd-International/279249402118613
file:///C:/Windows/Temp/www.burqol-rd.com
http://www.burqol-rd.com/


The greatest European initiative ever for systemic sclerosis, with  
financial  support from the EU 

 
By Beata Garay-Toth, administrator and manager of the FESCA aisbl partici-
pation in the DeSScipher project 
 
FESCA has the honour to take part in the biggest project ever sponsored by the 
European Union for systemic sclerosis, called DeSScipher. It will last for three 
years.  
 

There are 14 partners in this collaborative project: Justus-Liebig-Universität Gießen /Germany, Univer-

sität Zürich /Switzerland, Università degli Studi di Firenze/Italy, Seconda Università degli Studi di Na-

poli/Italz, Université Paris Descartes/France, University of Pécs /Hungary, Felix Platter Spital/ Switzer-

land , University College London /UK, Charité - Universitätsmedizin Berlin /Germany, University of 

Leeds/UK, New win AG/Switzerland), Juvenile Systemic Sclerosis Working Group of the Pediatric Rheu-

matology European Society, the agency NOVAMEN which helps coordination,  and FESCA aisbl.  

 

DeSScipher aims at improving clinical practice in the management of the rare auto-

immune rheumatic disease systemic sclerosis (SSc), for which no orphan drug but 

only off-label treatments are available. Over a three-year period, and building up-

on the expertise of an established, large, multidisciplinary and experienced consor-

tium combining physicians, biostatisticians and biologists with long-standing experi-

ence in the field of SSc, the DeSScipher project will provide a systemic, integrated 

approach to the disease. This approach will be based on observational trials, which 

will address different crucial dimensions of the systemic disease: (i) early detec-

tion/prevention and treatment, (ii) functional impairment and severe complica-

tions, (iii) its affect on different organ systems (skin, joints, lungs and heart), (iv) 

juvenile and adult patients. 

 

The specific objectives of the DeSScipher project are: 

 

 To improve clinical practice in the management of SSc for both adult and juvenile patients 

 To facilitate earlier detection and prevention of SSc and its organ manifestations and subsequent-

ly initiate disease- or organ-specific treatment 

 To improve both quality of life and morbidity/mortality in SSc by addressing functional impair-

ments caused by digital ulcers and hand arthritis, as well as life-threatening organ complications 

due to interstitial lung disease, pulmonary hypertension and severe heart disease 

 To develop and validate a reliable algorithm for detecting organ manifestations of SSc at an early 

stage in adult and juvenile patients at risk using novel tools such as the VEDOSS tool 

 To compare outcomes of prevention and treatment regimens in SSc to define appropriate out-

come measures for SSc trials 

 To evaluate the efficacy and safety of off-label treatments currently used to target the main dis-

abling and life-threatening organ manifestations of SSc 

 To contribute actively to the development and rapid dissemination of national, European, and 

international guidelines for the diagnosis and management of adult and juvenile SSc using the 

EUSTAR and PRES international network. 

 

The DeSScipher Project 

“Patients 
have a vital 
interest in 
improve-
ment” 



The DeSScipher project will also be perfectly in line with the objectives of the International Rare Dis-

ease Research Consortium (IRDiRC), the aims of which are to deliver 200 new therapies for rare diseases 

and diagnostic tools for the main entities within the 7,000 rare diseases by 2020. In addition, through a 

collaborative approach, DeSScipher will address the crucial challenges which have been identified by 

the IRDiRC for the purpose of reaching these aims by 2020: 

 

(i) to establish and provide access to harmonized patient data and samples; 

(ii) to perform the molecular and clinical characterisation of rare diseases; 

(iii) to boost translational, preclinical and clinical research. 

DeSScipher will also contribute to harmonizing policies related to research, standardisation of trials, 

and dissemination of results. 

 

Patients have a vital interest in improvement. Due to their severe disease and clinical symptoms such 

as fatigue and disability, they often have no voice listened by politicians, and SSc lacks adequate public 

attention. Due to the orphan character of the disease, the severe disability, the number of co-

morbidities occurring in SSc such as malnutrition and depression, and the entailed prognosis, the num-

ber of patients organized is limited and therefore, awareness is at present not as high as needed. To 

make the guidelines and project results readily available for the patients, the project will include SSc 

patients and their representatives throughout the dissemination process, through the agency of FESCA 

aisbl. 

 

The reason FESCA is one of the main partners of this project is that FESCA cen-

tralises patient participation, having regular involvement by patients and their 

relatives in many forms, including the biannual international World Scleroderma 

Congress and the EUSTAR training course. The role of FESCA in this project is 

also to encourage the active involvement of policy-makers and pharmaceutical 

companies. Working with doctors to secure earlier diagnosis and better treat-

ments, FESCA will contribute to creating greater awareness of SSc so that those 

who suffer from it can access proper and equitable care. SSc being a prototypic 

disease for autoimmunity, vasculopathy, and fibrosis, patients with related dis-

eases would also profit.  

 

DeSScipher results and guidelines will be translated into all national languages and will be disseminated 

to physicians and patients through organizing annual ―National SSc Days‖ at key centres of the DeSSci-

pher partners, with interactive presentations on selected topics of SSc, the DeSScipher guidelines, and 

the results of a continued observational analysis of the impact of these guidelines. Those results will 

also be presented at national patient conferences and other events held every year on the International 

Scleroderma Day (June 29th) by all FESCA member organisations.  Furthermore, patient information 

brochures will be prepared and disseminated to hospitals, healthcare centres and general practitioners 

through the mailing lists of national medical societies. 

 

Working on the project submission to the European Union started at the end of 2011, and DeSScipher 

won this submission, receiving entire support from EU. The Grant Agreement was signed by all parties 

and thus DeSScipher became official and commenced on the December 1, 2012. Congratulations for the 

whole team. 

 

The first official kick-off meeting as the start of the project, with all the 14 partners including FESCA 

aisbl and representatives of the EU, will be on the 22nd January in Frankfurt, Germany.  

 

News about the DeSScipher Project and regular status updates will be released on the FESCA website 

and in its newsletter, and will be sent to all of its member associations during the upcoming three 

years. This means that all the member associations can translate the news, and make official press re-

leases in their own countries as an essential part of establishing awareness of the disease and of the 

progress of the project DeSScipher. 

“Working 
with doctors 
to secure ear-
lier diagnosis 
and better 

treatments” 



This year the EULAR congress took place in Berlin on June 6th -9th . 
More than 15,000 doctors, therapists, patients and other visitors 
attended the congress. The participants came from all over the 
world. More than 350 lectures about research, diagnosis and treat-
ments were given including poster sessions and workshops. Also, 
there were a lot of meetings by the different organisations. 
 
As in previous years (Rome, Copenhagen and London) - FESCA was present with a 
stand in the exhibition hall, together with all the other patient organisations. The 
advantage of this exhibition hall – called EUSTAR-Village – was that it was also the 
service centre for coffee-breaks and lunch so offered chairs and tables for relaxing 
or holding private meetings. This meant that a lot people came into this hall and 
some of them had a look at our stand and found some new information about 
scleroderma. 
 
The organisation of the FESCA-stand was provided by the Sklerodermie Selbsthilfe 
e.V. , and the board-members of our German FESCA-member association also wel-
comed the following FESCA members: our president Ann Kennedy from Ireland, An-
nelise Rønnow from Denmark, and Kim Fligelstone from the UK and some other 
members from other European countries.  
 
It was very helpful for us to have also the leaflets from our European member-
organisations in English, so we were in a good position to deliver information about 
FESCA and its European members. Thank you all for sending your leaflets to Germa-
ny and also many thanks to Ann, Kim and Annelise for their support on the stand. 
 
The neighbouring stand was that of EUSTAR: the research group for scleroderma in 
EULAR. So when some specialists came to visit the EUSTAR stand to meet some of 
their board members, we got also the chance to exchange a few words with them 
and inform them about our patient organisation.  
 
In the official newspaper of the congress, EUSTAR announced the start of the 
―DeSScipher-Project‖. This project is funded by the EU with three million euros for 
the next three years and the most important goals are:  
  

 a better understanding of the specific problems of systemic sclerosis; 
 

 to improve the outcome of the most important (life-threatening) organ com-
plications; 

 

 to distribute this updated information rapidly to physicians and patients 
 
This project will be carried out by 14 partners, one of them being FESCA. 
 
There was another meeting with Dr. Lesley Ann Saketkoo from the Louisiana State 
University and FESCA members on the International Classification of Functioning 
(ICF), which is a WHO project for better communication and understanding in the 
area of diseases. 
 
In summary, we can state it was a very good congress with the chance to refresh old 
contacts and make a lot of new ones, and we hope that FESCA and scleroderma 
have thereby increased recognition of their names.  
 
Karlheinz Schönemann 
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Entrance to EULAR 

congress, held in 

Berlin in May 2012 

FESCA stand in the 

EULAR village 

E U L A R  - C O N G R E S S   2 0 1 2   -  B E R L I N 



 

On Saturday, May 19, 2012 the AILS meeting on 
“Scleroderma: present and future” was held at 
the Palazzo delle Stelline in Milan. On this occa-
sion, AILS,  also celebrated its tenth anniversary. 
 
The event saw the participation of many specialists 
in this pathology, along with patients and  
their families. 
 
Topics addressed, selected by the patients them-
selves, were different, facing both the present and 
the future of scleroderma: the role of viruses in the 
pathogenesis of the disease, therapies currently 
used, drugs developed for other diseases, but being 
tested in scleroderma. 
 
The use of stem cell transplantation was discussed 
and the therapeutic perspectives it offers, then 
other interesting interventions focused on pulmo-
nary involvement in scleroderma. 
 
Opening the conference, Mrs. Benedetti recalled 
ten years of AILS, founded in 2002, by a group of 
patients with the aim of helping other patients. 
 

The meeting ended with a round table, during 

which participants had the opportunity to ask ques-

tions to a rich audience of specialists and experts. 

AILS MEETING:  “Scleroderma: present and future” 

to celebrate the tenth anniversary of AILS 
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 “Systemic sclerosis: new therapeutic out-
look” drew a crowd of people never seen be-
fore! 
 
The 18th National Congress sponsored by GILS (The Italian Group for 
the struggle against Scleroderma), was held in Milan on March, 24th: 
patients, their families, doctors, nurses and young researchers at-
tended the event. 
  
Since its birth, GILS has been the reference group for patients both 
for medical support and for technical matters. GILS pooled self-
mutual aid groups spread all over Italy and has a free phone number 
with doctors and psychologists answering patients‘ questions. The 
new battle, maybe the hardest, is preserving patients‘ rights. Those 
who are involved with scleroderma know how hard it is working or 
just dressing or waking up in the morning. These simple actions be-
come efforts. Scleroderma is not recognized as a rare disease in 
Italy, even if GILS and its president Carla Garbagnati Crosti did their 
utmost to get this acknowledgment. In the meanwhile, at the con-
vention, Mr Paolo Zani, reported the state of affairs: the welfare, 
the possibility to get therapy leave, disability and all the rights 
and duties.  
 
Carmelina Rossi MD, young researcher, won a grant sponsored by 
GILS for her study: she investigated the sexual evolvement in wom-
en affected by scleroderma. The possibility of getting official and 
not anonymous data, made a great step forward. Scleroderma wom-
en and non-scleroderma women of the same age were interviewed. 
The focus was on understanding the satisfaction and the criticisms 
as a couple, depending on the disease or not. An interesting and 
lively discussion followed the doctor‘s speech: it was obvious that 
many women had experienced this. GILS took a chance promoting 
this case study. 
 
Professors Gianfranco Ferraccioli and Raffaella Scorza spoke to the 
many doctors who attended the congress about two drugs that 
could help in pulmonary hypertension: Rituximab and Tocilizumab. 
Case studies and scientific data were illustrated, and we all have 
great expectations about it!  
  
GILS is sensitive to the importance that research has in fighting 
scleroderma. Once again, GILS sponsored € 120.000,00 (through 
public announcement) four researchers, younger than 40 years old. 
Some of these reports and abstracts might be published in im-
portant international reviews and journals, and thanks to GILS . 
  
The satisfaction of feeling the great interest among patients and of 
giving hope by sponsoring young researchers made us fix a new 
date: March 16th, 2013 always in Milan! Don‘t miss it! 
 
Ilaria Galetti 

GRUPPO 

ITALIANO PER LA 

LOTTA   ALLA  

SCLERODERMIA               

ONLUS 

GILS - 18th National Congress, Milan 
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For World Scleroderma Day 2012 in Ireland, we started something which can 
continue throughout the year. We approached a number of companies 
and offered to provide an information event for  
their staff.  
 
Our first event took place in Dublin City Council offices. The Council is a major employer and 
they had spread the word ahead of time on their own internal communication system. Mairead 
Murray, Scleroderma Research Nurse, and Mary McDaid of Raynaud‘s & Scleroderma Ireland, 
attended with information brochures and a portable capillaroscopy machine. This was to raise 
awareness about Raynaud‘s and linked conditions and to make it known that some simple 
tests can be used to diagnose secondary Raynaud‘s. Many people came to the stand through-
out the day. 
 
A second information stand was set up in Blanchardstown shopping centre and Claire Allcutt, 
who is a Board Director and a Public Health Nurse, was on hand to give information to the 
public. Other businesses will be targeted during the coming year, giving staff members an op-
portunity to learn more about Raynaud‘s and its connection to autoimmune diseases. 
 
We have had two other events recently where information was made available to the pub-
lic. The first was in Swords, Co. Dublin where Meadhbh Cleary, Board Director and scleroder-
ma sufferer, set up a stand in the local shopping centre in May. 
 
And secondly, in August we attended the Moynalty Steam 
Threshing in Co. Meath where a big crowd turned up to enjoy 
the many attractions of this event. These included using steam 
machines to thresh the corn, a large display of vintage cars, a 
working forge, wood carving, wool spinning, pigs roasting on a 
spit, a fun fair, displays of Irish dancing and many stands dis-
playing local crafts and food – to mention just some of the at-
tractions. We plan to attend this event again next year and we 
have asked our members to let us know of other similar events 
around the country. 
 
Mairead Murray, Scleroderma Research Nurse 

World Scleroderma Day 

from Ireland 
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Every year on June 29th, World Scleroderma Day is cele-
brated to gain attention for the disease and its conse-
quences. In the Netherlands, the Dutch patient organi-
zation NVLE, in collaboration with the Sint Maar-
tenskliniek Nijmegen organized a meeting on 
“Scleroderma and sexuality”.  
 
Rheumatologist Hanneke Knaapen from the Radboud University 
Medical Center Nijmegen provided an overview and introduction 
on the topic. Following this introduction, psychologist Toon van 
Helmond and social worker Annemieke Vedder (both working in 
the Sint Maartenskliniek) organized an interactive session on 
communication and provided some tips and tricks. 
 
A synopsis of this important lecture follows here for all who are 
interested and concerned. 
 
Sexuality and intimacy are important issues within a relation-
ship. Having a disease like scleroderma can, however, compli-
cate the establishment and maintenance of a satisfying sexual 
relationship. Multiple consequences of scleroderma can have an 
influence on sexuality; physical limitations as well as psychologi-
cal and social consequences. 
 
For men with scleroderma, the most frequently experienced 
problem with sexuality is erectile dysfunction, characterized by 
the inability to develop or maintain an erection firm enough for 
sexual intercourse. Multiple studies have shown that 12-81% of 
men with scleroderma experience erectile dysfunction. Erectile 
dysfunction can be caused by changes in the blood vessels of the 
penis, restricting the blood flow through the penis, and fibrosis 
of the corpora cavernosa (two expandable sponge-like shafts in 
the penis). Prescribed and supervised by a urologist or sexolo-
gist, some medications are available to dilate these blood ves-
sels. Also, injections in the penis or the use of a vacuum con-
striction device can be helpful in case of erectile dysfunction. 
 
About 20-50% of the women with scleroderma experience some 
kind of difficulty with sexuality, such as a decline of interest, 
reduced desire or sexual arousal, pain during intercourse and 
difficulty reaching an orgasm. These difficulties can be caused 
by thickening and hardening of the skin, for instance around the 
breasts, causing tactile differences. Also, changes in the vaginal 
structure, such as tightening of the skin and fibrosis of the vagi-

World Scleroderma Day 2012 
 - The Netherlands 

Dr. Hanneke Knaapen,  
University Medical Center, 
Nijmegen   
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nal glands causing dryness of the vagina can occur. In the latter case, the use of lubri-
cants might provide a solution. 
 
For both men and women with scleroderma, decreased flexibility and pain in joints can 
have an influence on sexuality, as well as impairments in hand function and finger ul-
cers. Taking pain medication or muscle relaxants can help by reducing pain and stiff-
ness. Also, a decrease in exercise capacity, caused by for instance lung or heart involve-
ment, might be problematic during intercourse. If sexual intercourse is (temporarily) 
impossible due to these consequences of scleroderma, alternatives might be found in 
for instance sensual massages, or other ways of sexual satisfaction such as masturbation 
or oral intercourse. Make sure not to get cold, for instance through extra clothes or 
blankets, a higher environmental temperature, or taking a bath or shower before sex. 
Do not eat too much before intercourse if digestive problems exist. 
 
In addition to physical consequences of scleroderma, psychological factors can also in-
fluence sexuality. It is known, for instance, that depressive symptoms, worries and fear 
can lead to a decline of interest in sex. Also, negative thoughts about oneself, such as 
―I am not attractive anymore‖ or ―I fail to meet his/her expectations‖ can have an in-
fluence on sexuality and intimacy, in addition to changes in the relationship such as 
feelings of guilt, worries about putting pressure on the partner, or changed roles. To 
avoid or reduce these psychological and social consequences, communication between 
partners is crucial. Tell each other what is going on, and what you would like in your 
relationship. Preferably, do not talk about sex in bed. Most of the times, something al-
ready happened in the sexual relationship, causing frustrations and increasing the risk 
that partners will blame each other. Do not forget to tell each other what you do like! A 
creative approach is, to note your wishes and desires on separate pieces of paper. Take 
turns and read your partners‘ notes out loud. Discuss together what the wish or desire 
is, and how these can be fulfilled.  
 
In addition to communication, becoming familiar with your own (changed) body again 
might be a step forward towards intimacy and sexuality. These processes usually take 
time. For instance, look at your body in the mirror, or touch yourself. Once you feel fa-
miliar with your own body again, chances increase that you have more interest in hav-
ing sex with a partner.  
 
Creativity and flexibility are often needed to find a new, appropriate way in which the 
sexual relationship can be established. Sex might cost effort, and will not always be as 
it was before the scleroderma. Keep in mind, that the most important within a relation-
ship is what your partner and you like. How often and in which way  you have sexual 
intercourse is up to you. It is not decided by the newspaper, television or other media. 
If you are too fatigued to have intercourse at night, another time of the day may be 
more appropriate. Let go of your expectations: sometimes sex will be exciting and 
arousing, the next time it can be intimate and 
cosy, and yet another time you will not be suc-
cessful at all. Do not get taken aback if things 
are not going as expected. Discuss your worries 
and doubts with your general practitioner, spe-
cialist, nurse, or ask a sexologist for help if 
needed.    
  

 

Annemieke Vedder and Toon van Helmond  



Page 14 

2012 has been a very special year for the Raynaud's & Scleroderma Associa-
tion (UK)  as we celebrate our 30th Anniversary.  
 
The celebrations began in February with a reception which was held at the House of Commons and 
gave us the opportunity to spread the word among politicians, helped of course by our Presi-
dent, Professor Dame Carol Black who made an excellent speech in which she explained about Ray-
naud's and especially scleroderma and the need for funding research. Many politicians and health pro-
fessionals as well as patients attended and this very much helped with awareness of these conditions, 
as patients had the opportunity to talk with the guests.  
 
Following the reception, RSA trustee Bev Myers and I went to the World Congress in Madrid which was 
a wonderful, educational experience. We then attended the FESCA meeting before flying home. It was 
a great opportunity to meet with and make friends from scleroderma groups from other countries. 
 
June was a very significant month. In preparation for World Scleroderma Day we circulated new post-
ers and leaflets to the medical profession and had articles in the media. As Scleroderma Day was just 
after our own Scleroderma Awareness Week it followed on very well, as there was still lots of media 
interest for a challenge which I had undertaken to raise much needed funds for scleroderma research. 
This was to pedal a pedalo, 5 miles along Lake Windermere in the Lake District. I did this with a BBC 
actor, Don Gilet, who had lost an old school friend who had died from scleroderma the previous year 
age 41. The challenge raised a total of over £23,500 to date for research. It took 6 hours to complete 
as we were against both the wind and the current, also it was cloudy, grey and cold! The full story is 
on our website www.raynauds.org.uk 
 
Our 30th Anniversary Conference held in Chester in September where many of the country's leading 
experts will be presenting. 
 
Anne Mawdsley, MBE 
Chief Executive 
Raynaud's & Scleroderma Association 

 

World Scleroderma Day 

from RSA, UK 

The strain is beginning to show 
on Don's face! 

 

Anne Mawdsley with Don Gilet at 
the start 

Professor Dame Carol Black giving 
her speech at the House of Com-
mons during the reception 

http://www.raynauds.org.uk
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This year, AILS (Italian Association Fighting Against Scleroderma), organ-
ised this event which is promoted by FESCA, of which AILS is a founding 
member. 
 
This event in Italy was been celebrated a week earlier due to climate conditions and the 
festivity in Rome. So on the 23rd of June , we held our open day to promote early diagno-
sis. During the day, numerous free video capillaroscopy examinations and rheumatology 
visits were carried out. 
 
The Hospitals that kindly gave us the opportunity to carry out the event were: 

 Sandro Pertini Hospital in Rome 

 Policlinico Umberto I in Rome 

 Gaetano Pini – Milan 
 

Systemic sclerosis ( scleroderma) is a rare disease, potentially devastating. And early diag-
nosis can delay disability and save a life. 
 
The 29th of June was chosen to remember the great artist Paul Klee who died in 1940 of 
systemic sclerosis (scleroderma). 
 
The 27,250 letters that AILS sent to all Italian General Practitioners to inform them of the 
importance of an early diagnosis is testimony of the value of  ―to do rather than to say‖. 
 
We will continue with our commitment, trusting in the indispensable aid of information. 
 
We would like to take the opportunity to thank: Dr  A. Caminati, Dr. N. Del Papa, Dr. G. Di 
Luca, Dr. Marcoccia, Prof. V. Riccieri,  Dr. D. Sambataro, Dr. K. Stefanantoni, Dr. M. 
Vasile, Dr. E. Zaccara and our nurse Concetta Cancarè,  who gave us the opportunity to 
carry out the open day. 

   

 

29th June - IV International Scleroderma Day by 

 AILS 
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This year, the Scleroderma Society (UK) wanted something fun and easy to do but 
which would get over a clear message so the idea of  “Wear Your Gloves to Work Day”,  
to be held on 29 June 2012, was born. 
 
Here is a very quick summary of how it went! We designed and distributed over 400 printed 
copies of a fundraising and awareness pack which helped support people who wanted to 
hold events across the UK. The pack included information on running events, getting cover-
age from local press and how to raise money while having fun.  
 
We also had a Facebook campaign, including a feature called ―Glove of the day‖, with peo-
ple uploading their favourite gloves.  
 
We also Tweeted all over the world to increase awareness.  
 
People across the country and, indeed, the globe really put themselves out to make sure 
that Wear Your Gloves to Work Day was a success. All sorts of people wore their gloves on 
the 29th June. In Hull, in one workplace, a team held a meeting with everybody wearing 
gloves. There was also a lot going on at the Mandarin Oriental Hotel Group with people 
donning their gloves for work in the London Office and Hotel.  
 
A number of the Scleroderma Society trustees met at the Royal Free Hospital in London and 
were joined there by staff and patients to raise awareness.  
 

At Kingsbury School in Brent, they did some great work with both staff and students wear-

ing gloves and then featuring in an article in the local newspaper. Wear Your Gloves to 

Work Day even went global and we received a number of pictures from individuals and 

groups in different countries who had got their gloves on. Events took place in Bulgaria, 

Portugal, Spain and even as far afield as Argentina. We also went to Parliament to raise 

awareness: Julian Smith MP wore a pair of pink rubber gloves in support of the day.  

29th June 2012 -  Scleroderma Society’s  

“Wear Your Gloves to Work Day” 
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World Scleroderma Day, Norway, 

29 June, 2012 

 
 
 
In Norway, this was to be the first world scleroderma we had celebrated, 
on June 29, 2012. 
 
As this was the first occasion for us, we thought that the best way to reach as many Nor-
wegians as possible on one special day was to put an advertisement into the biggest paper 
in Norway, Aftenposten.  
 
This is a serious paper with around 540 000 readers a day spread all over Norway, and the 
advertisement was published on a text page (cultural matters) on Friday June 29, 2012. 
 
We also had a general discussion in our board meeting on how we will approach this day in 
the future. 
 
 
Mariken Prag 
The Norwegian scleroderma organisation in Norway 
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International Scleroderma Day was held at the Marselisborg 
Hospital in Aarhus with lectures from Professors speaking on 
different topics within scleroderma.  

 
This year the topics were: 

 

Scleroderma and teeth 

 

Special dentist Hans Gjoerup, from the Department of Dentistry, spoke of rare diseases in the 
mouth and what problems scleroderma can cause the teeth and mouth. So far he has not seen 
many patients with scleroderma but he would like to get in contact with as many scleroderma 
patients as possible in order to find the best healthcare. It is possible for scleroderma patients 
to get financial help to pay the bill at the dentist, but you need to be examined at the Depart-
ment of Dentistry before it is possible. So not all scleroderma patients will get help. There are 
two centres in Denmark where you can have your teeth examined, if you have scleroderma. 

 

GI involvement 
 
Next on stage was Klaus Krogh, Professor at Aarhus University Hospital and expert within GI in-
volvement in scleroderma patients. Did you know that the GI tract from mouth to bottom is nine 
metres? Well, now you do! Klaus Krogh spoke with a lot of humour about what can happen in all 
nine meters of the GI tract, from the oesophagus, to the stomach, to the small intestine, to the 
colon, to the rectum and what can happen on the journey. Klaus had prepared a very nice Pow-
erpoint slide which did not work, so we saw another skill from the Professor - he can draw, too.  

 

Scleroderma and muscles, joints and skin 
 
The last Professor on stage was Klaus Soendergaard, a well-known doctor in Denmark, working 
hard for scleroderma patients. He tried to answer the following questions: What happens when 
scleroderma attacks muscles and joints? When the skin stiffens? How about your bone structure? 
He did it in a very informative way and speaking of other rheumatic underlying diseases.  

 

We also had a booth where patients could talk to a physiotherapist, occupational therapist and 
have a chat to other patients, and even try a capillaroscopy.  

 

It was a good day and I think that there were round 50-60 participants.  
 
Annelise Roennow, Danish Scleroderma and Raynaud’s association 

 

World 

Scleroderma Day 

from Denmark 
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 In Germany we invited our members, specially from the 
northern part of Germany, to a lecture about scleroder-
ma day and about scleroderma. Around fifty members  - 
some with their relatives – took up the invitation to 
come to Hannover and to listen to the speakers.  
 
Members from Hamburg, Magdeburg, Osnabrück. Goslar and Brauschweig spent 
some hours with us in the capital of Lower Saxony. It was a pity that the invited press did not find their way 
to us, but nevertheless we think it was a success for our organisation.  
 
In his introductory speech, Karlheinz Schoenemann – Vice-President of the Sklerodermie Selbsthilfe e.V. – 
looked back to the year 2007, in which the European Federation of Scleroderma Associations was founded 
by seven national scleroderma patient organisations. In the meantime the federation – called FESCA – has 
experienced  good development. Currently 23 national scleroderma patient organisations from 18 European 
countries are now members of FESCA. Further afield, FESCA has good contacts also with patient-
organisations in other countries such as the USA, Canada, Australia and Brazil. 
 
After this short review we started the science information programme with some special reports about dif-
ferent aspects of the disease: 
 
Prof. Nico Hunzelmann from the University of Cologne reported about the network of systemic scleroderma, 
DNSS. Around 40 clinical research centres work together on multi-clinical projects since 2003 to find out the 
roots of this rare disease and to develop a better quality of life for the patients. The DNSS is a similar net-
work to what EUSTAR is on the European level. After that he specially gave a report about the project 
―finger ulcers‖, what they have found out and how to handle this aspect of the disease in the future. 
 
Prof. Gabriela Riemekasten from the Charite of the University Berlin spoke about the lung and the influence 
of that part of scleroderma on the daily life and the restrictions that occur. She reported about a lot of re-
search projects which have the main goal to find out the real cause of the disease and the WHO definition 
on mobility and gave also some recommendations for improving everyday life. To be active with enough 
daily movement is a necessity. But on the other hand there is still the situation that this disease is not cura-
ble at this time. 
 
Dr. Florian Urbanek from the University of Hannover reported about the kidneys and about all things that 
even people who don´t have any problems with scleroderma have to watch, so that if they find any changes 
in their blood pressure, for example, that they should contact their doctor. In his report he then went on to 
the special kidney problems which scleroderma patients have, and what they have to do for a better quality 
of life. He also said that in former times it was very dangerous when scleroderma patients had a renal cri-
sis; today thanks to better medication there is a better prognosis. 
 
After the speeches the audience had the chance to put a lot questions to the speakers and all of them were 
very happy to receive the right answers. It was a very interesting and informative day and my feeling was 
that all listeners went home  with a full rucksack of information.  
 

Karlheinz Schönemann 

 
World Scleroderma Day 

from Germany 



Celebrations held in Spain for the 2012 World Scleroderma Day 
were hectic and successful: the day was full of awareness 
events and patient meetings in many Spanish counties, enjoya-
ble for all of us. 
 

The advertising material chosen this year for the awareness campaign was 
hand-held fans and bags, and also posters and leaflets. 
 
The Spanish Scleroderma Association has also used the social networks to 
raise a larger awareness, sharing in Facebook messages from the world cam-
paign in these networks. Every message has been seen by between 400 and 
600 people, a great help for awareness! 
 
In Madrid (Las Rozas), the Spanish Scleroderma Association held on June 
29th its General Assembly, followed by a meal for all those present, and a 
patient-doctor meeting in the afternoon. Conferences were chaired by the 
health councillor of Las Rozas, and dealt with interesting topics for patients 
of scleroderma: 
 
 The role of the family doctor in a disease like scleroderma: Begoña 

García Serna, family doctor who is suffering from scleroderma, talked 
about the special relation between a patient with a rare disease and 
his/her family doctor. 

 
 Foot care in scleroderma,  presented by Ana Isabel Roldán, podiatrist 

and nurse. 
 
 Hyperbaric-oxygen therapy: Ramón Morales Frías, specialist in inten-

sive medicine and graduate in hyperbaric medicine, talked about ben-
efits of this therapy in scleroderma. 

 
 And finally Maribel Maseda Virosta, nurse specialist in psychiatry and 

self-development, gave a speech about personal development ap-
proach, that she called ―A challenge on making room in your life to 
live‖. 

 
A press release had been sent to organizations and media, and many of 
them published information about scleroderma. Several interviews were al-
so aired on different channels, and informative news about scleroderma and 
the world scleroderma day was aired during the whole day on June 29th on 
screens in the underground in Madrid. All of them can be viewed on http://
www.esclerodermia.org/scleroderma/?page_id=126. 
 
In many counties throughout Spain, (Loja-Granada, Albacete, Pamplona, 
among others), groups of patients manned informative stands and organized 
patient meetings. 
 
One more year completed, it was a great day for all of us, moving step by 
step towards greater awareness, sharing our own experiences about sclero-
derma and its day by day difficulties, welcoming the new patients who came 
for the first time... just enjoying nice moments. 

World Scleroderma Day 

2012 from Spain 

The advertising material 
we designed and used in 
2012 

http://www.esclerodermia.org/scleroderma/?page_id=126
http://www.esclerodermia.org/scleroderma/?page_id=126


World Scleroderma Day Events in Belgium  

This year, scleroderma day was celebrated in two different loca-
tions. The first was a stand in the biggest railway station in Bel-
gium; leaflets and bookmarks were distributed to passers-by and 
passengers. The Dutch So Rare Cards were also handed out. 
 
At noon, RTL television  interviewed Professor Houssiau, department head in 
rheumatology at UCL Brussels and scleroderma specialist, along with the 
president of the French speaking patient association. They gave interesting 
information and answered questions from the journalist. 
 
On the 30th of June a patient, Oliver, organized a big party with all proceeds 
going to research.  There are pictures of the event called ―SCLÉROLIDAY‖ 
below.  Nearly 120 guests shared this moment of pure happiness, a meal of 
quality in a cordial environment. The evening ended with the performance 
of ―The Peacocks‖, a musical group with resumptions of success of the 
eighties, very faithful to the originals. Bravo Olivier and we hope for the 
same again next year! 
 
The second location was at the University Hospital in Ghent. A stand was 
held and information given out by patients from the Dutch association. Sun-
flowers, the symbol for scleroderma, made a beautiful decor to welcome 
patients, and all volunteers were wearing a sunflower in their buttonhole.  
 
A listening ear, the receptiveness of the volunteers, meant much to people 
who are in distress not knowing, or only knowing from doctors what sclero-
derma is; this is really the main goal of our presence, on that special date of 
29th of June: receiving the message that you are not alone, but that all pa-
tients are like a big family all around the world. One could see the change 
of state of mind of the visitor. Helping others understanding the disease is 
what we stand for. Seeing the gratitude in the patient‘s eye is stimulating 
for volunteers, and enables us to continue our action.  
 
We took the opportunity of this gathering of people from the association to 
―Wave for Arthritis‖, as you can see from the picture to the right.  
   

Photos from scléroliday 

 

Waving for arthritis 



To celebrate world scleroderma day in France, events 
took place in eight different locations throughout the 
country. Many different locations played host to pa-
tient-doctor meetings, meals and festivities. 
 
 
In Beaune, on June 30th, there was a friendly dinner and a visit to 
Beaune hospices. June 29th in Bordeaux played host to a patient-doctor 

meeting at the Hôpital Saint André. The programme included  a summary of the world congress from 
Madrid, the VISS research project, care of digital ulcers, a project on corrective and aesthetic care, 
development of a treatment educational programme, and the research project SCLEROCAP. 

 

In Bourges, there was a traditional dance show and a medical expo. Dr Aaron came to talk about scle-
roderma. There was a friendly meal arranged in Britanny, at Carhaix-Plouguer on 30th June. On the 
26th June at the CHU de Grenoble (university hospital in Grenoble), there was a patient-doctor meet-
ing. The programme featured scleroderma and environmental factors, workshops on clinical research 
into microcirculation in scleroderma, as well as objectives for education on treatment and the care 
of functional and aesthetic difficulties. 

 

In Lille, on the 29th June, there was a patient-doctor meeting at the Faculté de Médecine. The pro-
gramme included digital ulcers, pulmonary arterial hypertension, pulmonary fibrosis, and living with 
a chronic illness. There was also a patient-doctor meeting in Lyon the same day, at the Hôpital cardi-
ologique Louis Pradel. Featured on the programme was cardiac involvement in scleroderma, how to 
take care of the feet in scleroderma, and current treatments. At the Palais du Luxembourg in Paris, a 
patient-doctor meeting took place in the afternoon of 29th June. The topics on the programme were 
morphoea, pulmonary fibrosis, psychology, and the world congress from Madrid. 
 
All of these events were organised with the support of FESCA and the doctors involved in research, 
and patient information on scleroderma. 
 
An additional event arranged by Professor Dominique Farge in Paris,  for the benefit of various associ-
ations, also took place on world scleroderma day; a patient-doctor meeting with workshops on quali-
ty of life, treatment advice in scleroderma, and a continuing-education session for doctors, also open 
to patients. Alain Motard, a member of ASF was present, along with representatives of other 
associations.  

 

The 4th world scleroderma 
day in France 



 
 

In Hungary this year, it was about local events celebrating world scleroderma day. 
Every second year is a national congress as last year but in 2012 we had four local 
events in the main medical university towns, namely Szeged, Debrecen, Pecs and 
Budapest. The importance of these local events is growing since the local pa-
tients can reach them easily and the relevant medical university where the scle-
roderma centers/clinics are located are more involved and awareness is widely 
spread. In each town, posters and leaflets were displayed and newsletters sent.  
 
The programs were very interesting and informative and different in all locations. In all places there 
were lectures about the disease or one or two aspects of it, however this year the main focus was about 
how to improve lifestyle and quality of every-day life. There were interactive lectures on the following: 
make-up - how to change one‘s look; advice from psychologists on how to live with a life-long chronic 
disease; a celebrity performance (Csilla Partos, a beautiful artist, dancer, choreographer, yoga teacher) 
who suffers from other autoimmune disease; how to survive and keep going in normal life; introductions 
to exercises, massages, and yoga courses. The main point was the questions and answer session with 
questions from the audience to the lecturer which made the whole event friendly, personal and interac-
tive. This was such a big success in all local venues that it was decided to exchange the lecturer and 
invite them for other group meetings during the year. 
 
However we had to talk about hard things as well which are on the way with the restructuring of the 
Hungarian healthcare system. We invited lecturers from the Ministry of Health and/or National Health 
Insurance from the given territory, however in only some places did they manage to come.  The main 
issue is that the government‘s new plan is to have only health support in the territory where you live. 
However scleroderma is a rare disease and there are only limited university centers/clinics (four ) 
where scleroderma  specialists work and can treat patients effectively. Out of the four, only two are 
members of EUSTAR (Pecs and Debrecen) which makes this situation even worse. So it means, for exam-
ple, a patient from Budapest cannot go to Pecs or Debrecen for treatment and should stay in Budapest.  
 
The Hungarian Scleroderma Association has just started to lobby the Ministry of Health together with 
the local EURORDIS (RIROSZ) to save their patients from this new planned law and secure their place 
where they are treated for many years and where the professionals are. It also refers to the new initia-

tive drugs (Bosentan, mofetil, etc.) to be allowed to use in scleroderma 
reimbursed by the state. Lots of questions came from the patients on this 
subject and these will be addressed to the Ministry of Health.  
 
Articles were also printed about scleroderma day in the local newspapers. 
The average participant numbers were between 30-45 depending on the 
towns. Our Association evaluated this world scleroderma day as very suc-
cessful. Next time the national congress will be organized in Szeged in 
2013. 

2012 World  
Scleroderma Day in 

Hungary 



What is scleroderma? 
Scleroderma (SSc) is a chronic and incurable, usually progressive, disease of 

the immune system, blood vessels, and connective tissue. It is neither conta-

gious nor infectious, not inherited, and, while it is rare in children, it is four 

times as likely to affect women as men. It can develop at any age, although 

onset is most frequent between 25 and 55. Raynaud‘s is most commonly the 

first symptom. No causes have as yet been identified. While it is not genetic, 

there may be a slight predisposition in families with a history of rheumatic 

diseases. SSc has many manifestations, including thickening and hardening of 

the skin, and it can affect all organs except for the brain. It is extremely 

hard to diagnose as it presents in different combinations of symptoms in dif-

ferent people, at variable rates. It has been divided into several different 

disease subsets. No systemic cure is available, but treatments for individual 

organs and symptoms are effective and can restore quality of life. One of the 

chief causes of death in scleroderma (systemic scleroderma) is pulmonary 

arterial hypertension (PAH). 

How many people have scleroderma?  
A rare disease is defined as having an incidence of no more than 5 per 10,000 

people. SSc has an incidence, according to data recently gathered in the UK, 

of 1 in 10,000 people. But its epidemiology has never been properly studied, 

and while it is expected to be equally prevalent in all countries, the esti-

mates made by each country vary. It is generally considered true that 10% of 

any national group will suffer from Raynaud‘s, and of these 2-7% will have 

SSc. In the USA, it is estimated that there are 300,000 people with SSc in a 

population of 306 million.  

Member Organisations 
 

 

Belgium 
League for Chronic Inflammatory  

Connective Tissue Diseases 

http://www.cibliga.be 

secretariaat@cibliga.be 

 

Patients Association for Scleroderma (APSB) 

http://www.sclerodermie.be 

sclerodermie@clair.be 

 

Croatia 

The Croatian Society For Patients With  

Scleroderma (CSPS) 

http://www.huos.hr 

jadrankabrozd@jadrankabrozd.hr 

 

Cyprus 

Cyprus League Against Rheumatism 

http://www.rheumatism.org.cy 

cyplar@cytanet.com.cy 

 

Denmark 

Danish Scleroderma & Raynaud Association 

http://www.sklerodermi.dk 

info@sklerodermi.dk 

 

France 

French Scleroderma patient Organization 

http://www.association-sclerodermie.fr 

info@association-sclerodermie.fr 

 

Hungary 

Hungarian Scleroderma Association (Országos 

Scleroderma Közhasznú Egyesület) 

http://www.scleroderma.hu 

scleroderma@freemail.hu 

 

Ireland 

Raynaud's & Scleroderma , Ireland 

http://www.irishraynauds.com 

info@irishraynauds.com 

 

Italy 

Association for the study of Systemic  

Sclerosis and fibrosanti diseases 

http://www.assmaf.org 

info@assmaf.org 

 

Italian Association to Scleroderma fight 

http://www.ails.it 

ails-an@libero.it 

 

Italian Groupe for the struggle 

to the Sclerodema 

http://www.sclerodermia.net 

gils@sclerodermia.net 

 

Pugliese Association arthritis patients 

http://www.apmar.it 

info@apmar.it 

 

Germany 

Patient organization for scleroderma 

http://www.sklerodermie-sh.de 

sklerodermie@t-online.de 

 

Norway 

The Norwegian Rheumatic Organisation 
http://www.sklerodermi.no 

sklerodermi@revmatiker.org 

Poland 

Pro Rheumate – Group of  Scleroderma Patients 

http://www.twardzina.pl 

bealew23@wp.pl 

 

 

Portugal 

The Portuguese League against  

Rheumatic Diseases 

http://www.lpcdr.org.pt 

lpcdr@lpcdr.org.pt 

 

Spain 

Spanish Scleroderma Association 

http://www.esclerodermia.org 

a.e.esclerodermia@wanadoo.es 

 

Sweden 

 

The Swedish Rheumatism Association 
http://www.reumatikerforbundet.org 

info@reumatikerforbundet.org 

Switzerland 

Swiss Association of French-speaking 

Scleroderma patients 

http://www.sclerodermie.ch 

info@sclerodermie.ch 

 

The Netherlands 

N.V.L.E. Patient organization for lupus, 

scleroderma and MCTD 

http://www.nvle.org 

info@nvle.org 

 

U.K. 

Raynauds & Scleroderma  

Association (RSA) 

http://www.raynauds.org.uk 

info@raynauds.org.uk 

 

The Scleroderma Society 

http://www.sclerodermasociety.co.uk 

info@sclerodermasociety.co.uk 

Federation of European Scleroderma 

Associations (FESCA ) 

International Non-Profit Association 

 

Registration No: FOJ 15454 

Email: info@fesca-scleroderma.eu 

Website : www.fesca-scleroderma.eu 

Registered address:  

FESCA aisbl 

Le Versailles 

20/32 Avenue des Etats Unis 

7500 TOURNAI 

Belgium 

 

President: 
Ann Tyrell Kennedy, Ireland 
anntkennedy@gmail.com 

 

Vice-President: 
Beata Garay-Toth, Hungary 

gtbea@yahoo.com 

Co-Secretaries: 
Catherine Vandenbosch, Belgium, and Alexandra 

Portales, Spain 

catherine.vandenbosch@edpnet.be 

alexandraportales75@gmail.com 

 

Treasurer: 
Despo Charalambous Demetriou, Cyprus 

ddcooper@cytanet.com.cy 
 

Newsletter Editor: 

Susie Hoare, U.K. 
susie@sclerodermasociety.co.uk 
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