
The Opening Ceremonies hon-

oured patient support groups as 

a valuable part of the team 

fighting this severely debilitating 

ŘƛǎŜŀǎŜΦ ¢ƘŜ ŎƻƴƎǊŜǎǎΩ ǎǘŜŜǊƛƴƎ 

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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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-
ǘƛƻƴύ ŀƴŘ ƛǘΩǎ мф ǎŜǇŀǊŀǘŜ ƻǊƎŀƴƛπ
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 
ŘƛǎŜŀǎŜΦ  ¢ƘŜ ŎƻƴƎǊŜǎǎΩ ǎǘŜŜǊƛƴƎ 
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-
ǎƛƻƴΣ /ŀǊŘƛƻǾŀǎŎǳƭŀǊΣ wŀȅƴŀǳŘΩǎ 
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 
ƛƴ нлмнΦ  [ŜǘΩǎ ƘƻǇŜ ǘƘŀǘ ǿŜ Ŏŀƴ  ŀǘπ
tend again, perhaps in larger numbers! 

By Robyn  Sims 

Vice President, Scleroderma Australia 

 
 
 
 
 

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

Kim Fligelstone- Scleroderma Society 
United Kingdom 

Ellen Birgit Berg ς Danish Scleroderma 
ŀƴŘ wŀȅƴŀǳŘΩǎ !ǎǎƻŎƛŀǘƛƻƴ 

Catherine Fortune, Treasurer of 
Scleroderma Society of Canada 

Maureen Worron-Suave ς President 
Scleroderma Society of Ontario 

Annelise Roennow ς Danish 
{ŎƭŜǊƻŘŜǊƳŀ ϧ wŀȅƴŀǳŘΩǎ !ǎǎƻŎƛŀǘƛƻƴ 

 

Antje Gerhold ς Member of the Nether-
lands Scleroderma Foundation 

Erwin and Helen Lever ς 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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