
The Opening Ceremonies hon-

oured patient support groups as 

a valuable part of the team 

fighting this severely debilitating 

disease. The congress’ steering 

committee invited both the 

president of EULAR and the 

president of FESCA to speak in 

the awe-inspiring Grand Council 

Hall of the Palazzo Vecchio, built 

in 1494, on a stage built by 

Cosimo I to welcome his ambas-

sadors.  Overall, the feeling at 

the congress was one of a grow-

ing team-spirit. This was a con-

gress where both patient and 

doctor input was respected. 

Ann Tyrrell Kennedy 
President, FESCA 

 

 

 

 

 

 

 

In Florence on February 12, 

2010, the Federation of Euro-

pean Scleroderma Associations 

(FESCA) held the first World 

Scleroderma Patient Congress.  

It was part of a dual event or-

ganised with EUSTAR (EULAR 

Scleroderma Trials and Re-

search), in the form of a 3-day 

scientific congress and simulta-

neous 1-day patient congress, 

with sightseeing and dinners 

arranged by FESCA for patients 

to round out the networking 

experience. Over 1300 attended 

the congresses, and 143 of them 

were patients, which was a 

startling number given the bitter 

cold, a symptom-trigger for 

scleroderma sufferers. Patients 

came not only from all 14 FESCA 

countries and its 19 separate 

organisations, but also from 

Canada, the USA, and Australia, 

and from other nations not yet 

in FESCA, like Sweden. Nine 

speakers addressed the patients, 

focussing on different areas of 

the disease and their treatment, 

and active question-and-answer 

sessions followed morning and 

afternoon sessions.  

The congress was a very positive 

event in more ways than one for 

patient organisations, some of 

which are newly formed, like 

those in Poland, Denmark, and 

Portugal, while others are well-

established, like France and 

Ireland. For some, like Germany, 

the work of support and advo-

cacy has been entirely national 

until recently. It was a great 

opportunity to see how issues 

are handled in  other areas of 

the world and to forge links to 

improve the situation. 
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AUSTRALIAN REPORT ON SCLERODERMA WORLD CONGRESS  

I was asked by Scleroderma 
Australia to attend the above 
conference and deemed this a 
privilege and an exciting oppor-
tunity for our organization to be 
recognized in the Northern 
Hemisphere. 

Thanks to the sponsorship of 
Actelion my airfare was reim-
bursed and Scleroderma Austra-
lia reimbursed my four nights 
accommodation.  I wish to thank 
Scleroderma Australia for this 
wonderful opportunity. 

On the 11th of February I at-
tended the opening ceremony of 
the lectures to be held at Audi-
torium of the Congress Centre, 
Florence.  On first entering the 
Auditorium I was overwhelmed 
by the number of doctors and 
scientists who were attending 
this congress. 

I was astounded by the passion 
and enthusiasm of all these 
doctors.   Over 1300 attended, 
143 of them patients, which was 
a startling number given the 
bitter cold, a symptom-trigger 
for scleroderma sufferers. Pa-
tients came not only from all 14 
FESCA countries (Federation of 
European Scleroderma Associa-
tion) and it’s 19 separate organi-
zations, but also from Canada 
and the USA. 

Professor Carol Black honoured 
patient support groups as a 
valuable part of the team fight-
ing this severely debilitating 
disease.  The congress’ steering 
committee invited both the 
president of EULAR and the 
president of FESCA to speak in 
the awe-inspiring Grand Council 
Hall of the Palazzo Vecchio, built 
in 1494, on a stage built by 
Cosimo I to welcome his ambas-

sadors. There followed for these 
doctors and scientists three days 
of presentations.  In all there 
were 322 presentations on 
subjects such as Musculoskele-
tal & Gastrointestinal system. 
Basic Immunology pathways, 
Pulmonary Artery Hyperten-
sion, Cardiovascular, Raynaud’s 
Phenonemon and Ulcers,  as 
well as subjects which as a 
layperson I was unable to grasp, 
such as Morphometric Evalua-
tion of Lymphatic and Blood 
Vessels in Scleroderma Skin,  
Integrin Beta1 Espression by 
Fibroblasts required for tissue 
repair in Vivo and Global Gene 
Expression Profiling of 
Scleroderma Lung Fibrosblasts 
Identifies Consistent Downregu-
lation of Interferon Related 
Genes.   

 



 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

Finally I need to commend FESCA and 
EULAR for arranging this congress as a 
dual  event.  The logistics of the ar-
rangements and the effort of both 
groups was indeed a great feat.  Plans 
are underway for  another  such event 
in 2012.  Let’s hope that we can  at-
tend again, perhaps in larger numbers! 

By Robyn  Sims 

Vice President, Scleroderma Australia 

 
 
 
 
 

Anne Tyrell Kennedy – President FESCA 
(Federation of European Scleroderma 
Assoc.) 

Kim Fligelstone- Scleroderma Society 
United Kingdom 

Ellen Birgit Berg – Danish Scleroderma 
and Raynaud’s Association 

Catherine Fortune, Treasurer of 
Scleroderma Society of Canada 

Maureen Worron-Suave – President 
Scleroderma Society of Ontario 

Annelise Roennow – Danish 
Scleroderma & Raynaud’s Association 

 

Antje Gerhold – Member of the Nether-
lands Scleroderma Foundation 

Erwin and Helen Lever – patient from 
Sweden and partner 

This was a very positive experience for 
me as a representative of Scleroderma 
Australia.  I was warmly accepted by all 
and was able to pass on information to 
others as to what we do here.  There 
was a strong indication that we will be 
sharing our knowledge in the future.  It 
was a great opportunity to see how 
issues are handled in other areas of 
the world. 

 

Although there was some difficulty for 
those with little English, we all had the 
same purpose and it was an excellent 
evening. 

The final day of the conference a bus 
tour was organized (the walking tour 
abandoned due to the weather condi-
tions).  We were taken all around 
Florence, viewed the Douma from 
both the North and South hill and 
again had the opportunity to share 
photo opportunities and cement rela-
tionships. 

During the three days at the Congress I 
was able to make good connections 
with the following:- 

 

 

 

 

 

I  have only given these titles as an 
example of the depth of information 
being discussed. 

The Patient Congress was held on the 
12th February. Lectures covered the 
major topics of concern for those who 
live with scleroderma.  Nine speakers, 
drawn from among the consultants 
attending the Medical Congress, ad-
dressed the Patient Congress, focusing 
on different areas of the disease and 
its treatment; active question-and-
answer sessions followed the morning 
and afternoon sessions.  Synopses of 
the talks were available in 6 different 
languages and are available on the 
FESCA website, where video of the 
lectures will also soon be launched. 

Having attended many seminars here 
in Australia with lectures given by 
many dedicated doctors, it was 
enlightening to hear that we are well 
up to date with all that is happening in 
other countries and our patient semi-
nars compare favourably with those in 

Florence. 

On the last day of the seminar we were 
invited to join the FESCA committee 
where a presentation was given by 
Maureen Worron-Sauve,  President of 
the Scleroderma Society of Ontario. 
You will see from the hard copy of the 
presentation attached that Maureen 
and others in Ontario, Canada, had 
conducted an extensive survey of over 
600 patients and the results of this 
survey were extremely interesting, and 
again, will give us a good indication of 
what we need to do for our members 
in the future. 

On the evening of Saturday the 12th of 
February I attended a dinner which 
was attended by approximately eighty 
of the patient group.  This was an 
excellent opportunity to exchange 
ideas, listen to others, and to make 
contact with committee members 
from many other scleroderma associa-
tions.   

 

Question time 
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In February, I attended the 1st World 

Congress on Systemic Sclerosis in 

Florence, Italy. The three-day medical 

conference was attended by more 

than 1,400 physicians and other medi-

cal professionals involved in 

scleroderma clinical research. In all, 

representatives from 64 countries 

were in attendance to participate in 

lectures and scientific presentations 

focused on the state of systemic scle-

rosis research, as well as initiatives to 

benefit clinical care and increase 

awareness of the disease. 

In addition to the scientific meetings 

that I attended, there was also a day-

long patient education day that in-

cluded workshops on major topics of 

concern for those who live with 

scleroderma. Nine speakers drawn 

from among those attending the scien-

tific meeting addressed the patient 

education workshops, focusing on 

different areas of the disease and its 

treatment, with question-and-answer 

sessions following the morning and 

afternoon sessions. 

The Scleroderma Foundation was a co-

sponsor of the patient education 

programming, along with the Federa-

tion of European Scleroderma Socie-

ties, known as FESCA. In all, approxi-

mately 140 patients registered to 

attend the event. 

In addition to the wealth of knowledge 

the Congress availed to me, one of the 

most rewarding aspects of attending 

was the opportunity to meet with 

patients and leaders of our sister 

organizations in Europe and around 

the world. Representatives from 19 

patient groups in 14 European coun-

tries that make up FESCA were there, 

in addition to other European groups 

that are not FESCA members (Sweden 

and Finland); there were also patient 

group representatives from Canada 

and Australia in attendance, making 

this an important opportunity for us to 

discuss cooperative awareness initia-

tives, including the June 29 

“Scleroderma Awareness Day” across 

Europe. In that regard, the Canadian, 

Australian, and U.S. groups discussed 

joint efforts in our respective countries 

to make it a truly “world” scleroderma 

awareness day. 

Talks focusing on collaborative initia-

tives that were started in Italy contin-

ued with the incoming president of the 

Scleroderma Society of Canada, Mau-

reen Sauve. Maureen paid a special 

visit to the Foundation’s national office 

for a day of discussions this week, and 

it’s exciting to explore opportunities 

that are aimed at providing the best 

possible support to people living with 

scleroderma and their family mem-

bers, as well as outreach and interac-

tion with the international medical 

community working on scleroderma-

related research and treatment.  

phone immediately to discuss 

changes noticed by the patient and to 

organise consultant clinic visits where 

appropriate helps so much. Our Irish 

Society has been working on this 

project for some time using the exam-

ple of the Royal Free in London as our 

guide.  

It was nice to see as one of the 

speakers the living/breathing model 

of Dr. Chris Denton, whose answers 

to patient questions I very much enjoy 

reading. I had hoped that the doctors 

would agree on a guide to “best 

practice”. Whilst I appreciate that 

each case can vary, and decisions 

are based on clinical knowledge, 

patients do find it difficult to under-

stand why treatment approaches vary 

did locate it - house numbering was 

very confusing and comical, but it 

was worth it). 

After exposure at the congress to 

what is going on elsewhere, my over-

all impression from the patient’s 

point of view is that the Irish Society, 

like those in other small countries, is 

fighting a difficult battle because we 

have a relatively small patient base. 

We are struggling to raise sufficient 

funding to provide in Ireland a worka-

ble dedicated nurse practitioner unit 

which can't be diluted or merged into 

other areas. It was particularly inter-

esting to meet the Australian repre-

sentative and hear just how effective 

the specialist nurse approach is. 

Getting a specialist nurse on the 

so much and this can undermine 

their confidence. Personally I wish 

that government funding could be 

made available to attempt to find a 

cause for SSc.  

I believe the next Congress is to be in 

Madrid in 2012—and I’m looking 

forward to that. Meanwhile the input 

of each patient to our Patient Support 

Society is so important and appreci-

ated so much. It is due to loyalty and 

openness that we will be able to get 

nearer to accurate patient numbers. 

Public awareness is so important in 

terms of access to services. 

 

USA REPORT ON SCLERODERMA WORLD CONGRESS  

by Robert J. Riggs, Scleroderma Foundation CEO  

into this complex condition allows us 

to use our hard-won funding to get 

the most effective treatment for 

patients. 

Florence is as beautiful a city as ever, 

and the purpose-built conference 

centre is an impressive structure. 

Wide ramps connect its three levels. 

The main auditorium is excellent, and 

the patients also had a number of 

meeting rooms assigned to them, 

allowing us to move between rooms. 

The organisation and planning by 

FESCA & EUSTAR was very good, 

delivering a smoothly run event, with 

9 lectures for patients. 

A sponsored meal for the patients on 

Friday night gave us a chance to 

exchange experiences in a lovely cosy 

Tuscan Restaurant (when we finally 

Report on scleroderma World congress by Beverly Power , a nurse who also has SSc, and 

is a member of the Irish Raynaud’s & Scleroderma Society. 

Beverley attended the congress from Dublin, Ireland. On February 12, 2010, the first World 

Scleroderma Congress was held in 

Florence. A dual event, it offered 

separate conferences for doctors and 

patients, with talks in English on all 

aspects of the disease.  

The first World-Wide Congress for 

System Sclerosis brought together 

medical and patient groups from the 

four corners of the world. Sharing 

information among the patient groups 

and learning about on-going research 
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We ended our time in Florence 

by celebrating St Valentine's Day, 

which they do in style! Lovely 

atmosphere, and the children in 

fancy dress spreading confetti 

over each other. 

Now looking forward to our own 

Dublin Conference—see you 

there on April 24th ! 

 

Elaine Furst, R.N., M.S.N., 

former chair of the 

Scleroderma Foundation 

Board of Directors (center), 

sat with Beata Garay (left) an 

officer of FESCA (Federation 

of European Scleroderma 

Associations) and Ann Ken-

nedy, President of FESCA. 



 

The new FESCA board members are : 

President: Ann Tyrrell Kennedy  
(Irish Raynaud’s & S.S) 
 
Vice-President: Beata Gary-Toth 
(Hungarian Scleroderma Ass.) 
 
Treasurer: Despo Charalambous  
(Cyprus League A.R.) 
 
Secretary: Catherine van den Bosch 
(CIB-Liga-B Dutch)  
 
 
 

On 13 February 2010 FESCA held her 

annual  meeting. There were a lot of 

new faces. A new association is formed 

in Portugal. Of course a lot of impor-

tant subjects were discussed. The 

members also voted new board mem-

bers for a period of three years. 

 

 

 

 

 

FESCA meeting 13 February 2010 

 

 

 

 

 
 
 
 

 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Ponte Vecchio 
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Visit our website: www.fesca-scleroderma.eu 

for information about FESCA 

ANNUAL FESCA MEETING 

Replica of  

The David of  

Leonardo Da Vinci 



 

On 1st March, 2010, the European 

Workshop on Rare Disease Research 

"Bridging Patients and Researchers to 

Build the Future Agenda for Rare 

Disease Research in Europe" was held 

in Brussels by EURORDIS (the European 

Rare Disease Organisation).  Through-

out the day, the case was made for 

Rare Disease research to be included in 

public funding schemes and to remain 

high on the European research agenda. 

The event which was co-organised 

with E-RARE in partnership with the 

European Commission, Orphanet and 

EuroPlan, attracted over 100 partici-

pants from European and national 

research authorities, patient organisa-

tions, industry, as well as researchers 

and the media. 

 

 

In line with this year’s Rare Disease 

Day’s focus on connecting up patients 

and researchers , future priorities in 

rare disease research are defined, and 

recommendations to ensure a better 

collaboration between all interested 

parties, are given. 

 

A number of short videos where Ms 

Avril Daly (Fighting Blindness), Dr 

Segolene Ayme (Orphanet), Dr Kyszard 

Kole (AVI Biopharma) and Willis 

Hughes-Wilson (Genzyme) speak about 

the important role played by patient 

organisations in the research process 

are now available for view.  

 

 

 

Presentations made on the day at the 

event can also be accessed. It is inter-

esting to notice the difference be-

tween the results of the surveys made 

from the policy-makers and scientists 

(“The E-Rare Network”: Results from 

survey on scientists’ and policy-

makers’ research priorities in the field 

of rare diseases) point of view on the 

one hand, and from the patients or-

ganisations (Role of Patient Groups in 

Research and their Priorities for the 

Future), on the other hand. 

You’ll find all this at  : 

http://www.eurordis.org/content/
european-workshop-rare-disease-
research 
 
Catherine van den Bosch 
Ann Tyrell Kennedy 

EURORDIS and Rare Disease Day 

We had been sent lay reports on each 
project prior to the meeting.  Each 
project was presented by a reviewer 
and discussed at length before each 
member present voted. 

After the presentation and discussion 
of each project, members of the coun-
cil voted. 

As a result, the money was distributed 
to 5 applicants.  The two major pro-
jects to be supported were:  

“Finding a simple blood test to assess 
scleroderma and identification of  
serum markers of disease activity in 
scleroderma to monitor disease pro-
gression and therapeutic efficacy”. 

Not only were Anne and I able to 
contribute to the review process but it 
also gave us an insight of how these 
committees work and the value of 
reviewing and taking part in discus-
sions for the benefit of patients.  I 
believe that this is the first step for-
ward in European research, in which 
the presence of patients representing 
FESCA, played a significant role, as we 
had a share of approvement by having 
the opportunity to vote. 

Despo Charalambous 

Orphan Disease Programme 

 

EULAR has recognised scleroderma as 
being an important orphan disease for 
which they have made money avail-
able for research over the next 4 years, 
the aim being to improve quality of life 
for patients. 

In Septermber 2009, EULAR invited 2 
lay representatives from FESCA, who 
have scleroderma, to sit on the Orphan 
Disease Programme committee.  I was 
joined by Anne Mawdsley, Chief Execu-
tive of the Raynaud’s & Scleroderma 
Association (UK). 

The meeting, which was held in Zurich, 
consisted  of consultants and scien-
tists, to discuss several projects and 
decide how the money available for 
the whole project would be allocated. 
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FESCA: International Non-
Profit Association 

Registration number: FOJ 
15454 

 
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 can email 
info@fesca-scleroderma.eu 

 
Comprehensive information 

on our activities and on 
related 

European actions will be 
provided to all members. 

 
Federation of European 

Scleroderma Associations 
(FESCA) 

33, Rue Marcel Baudry 
B-7503 Froyennes 

Belgium 

http://www.fesca-scleroderma.eu/
mailto:info@fesca-scleroderma.eu

