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Problems with Positive Diagnosis

A major source of physical and mental distressetopte with
SAPHO Syndrome is the fact that a positive diaggoan take a
very long time, due to a lack of widespread knowgkdbout the
condition within the medical profession. Peoplew&APHO
Syndrome often go through a particularly traumatid distress-
ing time before they are diagnosed. In extremes;aagnosis
has been known to take up to 15 years after thesymptoms
appeared.

Indeed, all too frequently there are errors in dagis including
an initial suspicion of bone cancer, which canraeratising.

In most cases, the rheumatologist is the firsidsage the cor-
rect diagnosis due to the presence of osteitisq/liirfamma-
tion).

SAPHO Syndrome is a recurrent illness requirindydzare,
constant medical cover and often psychological sttpplo ade-
quate treatment has ever really been agreed updeed, at pre-
sent, there is no treatment or cure for this céaonlithat guaran-
tees against the risk of a relapse at a later date.

Doctor Gilles HAYEM
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Living with SAPHO Syndrome

Living with SAPHO Syndrome is extremely difficulhpsi-
cally and mentally. From one day to the next tieasion can
be very different. One day you may be fine, thet e pain
may be so intense you cannot walk or dress yourEe# con-
dition can progress very differently with each widual. One
person can react positively to the first treatmesulting in a
kind of ‘remission’; another may see no positivadfis from
the various treatments available and be severshbtid and in
extreme pain for long periods of time.

One of the biggest problems people face is thasyhdrome is
not always ‘visible’ so work colleagues, friendslaven fam-
ily have difficulty understanding or (in many casbslieving
the severity of the symptoms.

Research

Current thinking is that SAPHO Syndrome has a germeim-
ponent, and research is underway to define thetigeaetors
involved, but also to discover more about the rofesnviron-
mental factors and the immune system in the dewaop of
the syndrome.
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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 bureaoyr
To actively encourage research into SAPHO Syndrome
To inform members of the medical profession abbet t
condition and actively encourage them forim people
with SAPHO syndrome and their familiesué existence
of AIRSS
To actively inform and educate the general puhbicthie
media
To extend recognition of our association at a mati@and
international level and also strengthemdtgonal activity.

Help us

Funds are essential if we are to continue our wbhle asso-
ciation is based in France but the work undertaken

by the research team in Paris will benefit peogta w
SAPHO Syndrome worldwide. Their work may also be
useful in combating other auto-inflammatory disyedof
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 websitehttp://www.airss-sapho.org
and join the international forum to find out more infor-
mation.
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