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http://airss-sapho.winnerbb.net/ 

Scientific Board 
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Membership & Donations 
2011 

To become a member of the association or make a donation, please 
complete this form and send it to 

Miss Mrs Mr 

 
Surname or Company 
………………………………………………………………………… 
 
First Name 
………………………………………………………………………… 
 
Address ……………………………………………………………… 
 
Town/City 
………………………………………………………………………… 
 
Postcode ……………………………………………………………… 
 
Country  ………………………………………………………………… 
 
Tel ……………………………………………………………………… 
 
E-mail………………………………………………………………….. 
 

 
 
 
I wish to (tick the appropriate box) 

 
           Become a member of AIRSS 
                  (annual membership fee of  25.00  € 
                  (From date to date)  

 
                 Make a donation of ……………….. (Please specify currency) 
 
You will receive a fiscal certificate which will not allow a deduction for  
every case (according to the legislation of your country) 

 
 

This document is the ownership of AIRSS 

 ����

If you are not sure how to go about making a donation, please send  
an e-mail to airss.sapho@gmail.com  
Thank you for your support 

 
Cheques should be made out to AIRSS 
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Hôpital BICHAT— Claude Bernard  

Unité de Rhumatologie 
46 rue Henri Huchard 
75018 PARIS—France 

Tél : (33) 01.40.25.73.30 
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Problems with Positive Diagnosis 
 
A major source of physical and mental distress to people with 
SAPHO Syndrome is the fact that a positive diagnosis can take a 
very long time, due to a lack of widespread knowledge about the 
condition within the medical profession. People with SAPHO 
Syndrome often go through a particularly traumatic and distress-
ing time before they are diagnosed. In extreme cases, diagnosis 
has been known to take up to 15 years after the first symptoms 
appeared. 
Indeed, all too frequently there are errors in diagnosis including 
an initial suspicion of bone cancer, which can be traumatising.  
In most cases, the rheumatologist is the first to envisage the cor-
rect diagnosis due to the presence of osteitis (bone inflamma-
tion). 
SAPHO Syndrome is a recurrent illness requiring daily care, 
constant medical cover and often psychological support. No ade-
quate treatment has ever really been agreed upon. Indeed, at pre-
sent, there is no treatment or cure for this condition that guaran-
tees against the risk of a relapse at a later date. 
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Living with SAPHO Syndrome 
 
Living with SAPHO Syndrome is extremely difficult physi-
cally and mentally. From one day to the next the situation can 
be very different. One day you may be fine, the next the pain 
may be so intense you cannot walk or dress yourself. The con-
dition can progress very differently with each individual. One 
person can react positively to the first treatment resulting in a 
kind of ‘remission’; another may see no positive benefits from 
the various treatments available and be severely disabled and in 
extreme pain for long periods of time.  
One of the biggest problems people face is that the syndrome is 
not always ‘visible’ so work colleagues, friends and even fam-
ily have difficulty understanding or (in many cases) believing 
the severity of the symptoms. 
 

Research 
 
Current thinking is that SAPHO Syndrome has a genetic com-
ponent, and research is underway to define the genetic factors 
involved, but also to discover more about the roles of environ-
mental factors and the immune system in the development of 
the syndrome. 
 
 

This leaflet has been approved 
by the members of the AIRSS 

Scientific Council  
June 7th, 2009 
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Association regulated by the Act of July 1st and the Decree of 
August 16th 1901 ����
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The Association 
 
The association’s objectives are as follows: 
 
�� To provide social support and medical information  
        to people  who have SAPHO Syndrome 
�� To help families deal with formalities and bureaucracy 
�� To actively encourage research into SAPHO Syndrome 
�� To inform members of the medical profession about the  
        condition and actively encourage them to inform people  
        with SAPHO syndrome and their families of the existence 
        of AIRSS 
�� To actively inform and educate the general public via the  
        media 
�� To extend recognition of our association at a national and 
        international level and also strengthen its regional activity. 
 

Help us 
Funds are essential if we are to continue our work. The asso-
ciation is based in France but the work undertaken  
by the research team in Paris will benefit people with  
SAPHO Syndrome worldwide. Their work may also be 
 useful in combating other auto-inflammatory disorders of  
the same ‘family’. 
 

AIRSS is funded by means of 
�� Membership fees 
�� Business donations 
�� Fundraising events 
�� Various subsidies (national & local council) 
�     Private donations 
 
You can consult the website: http://www.airss-sapho.org 
and join the international forum to find out more infor-
mation. 

This document is the ownership of AIRSS  

�

Doctor Gilles HAYEM 
Madam Anne CORRIGAN 
Madam Nathalie DE BENEDITTIS 


