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PReS Congress 2010 Valencia, Spain
Friday, September 10, 2010 at 14.00-15.30
Sala Rodrigo
Agenda for the annual PRINTO workshop

Introduction (A. Martini)

Update on PRINTO Projects (N. Ruperto)
The PharmaChild Project (N. Wulffraat)
The PRES EuroFever project (M. Gattorno)
The EPOCA and MAS study (A. Ravelli)
CARRA: progress and future plans (N. Ilowi-
te)

New onset JDM trial:
- prednisone (PDN) versus
— PDN plus Cyclosporine A versus
— PDN plus methotrexate.

The trial is almost close to complete enrol-
Iment with 135 patients recruited from 55
centres in 23 countries (see table next
page) . The analysis is planned for 2011; pa-
yment for patients' contribution will start
soon after. No major safety concern iden-
tified so far

The PharmaChild Project: to evaluate the long
term safety and efficacy profiles of
treatment with biologic agents in JIA. The
project financed by the European Union (PT
Dr N. Wulffraat) will officially start in year
2011. A total of 185 centres in 51 countries
have espresse the willingness to collabora-
tre and will be contacted soon.
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The PRES Eurofever project. The PReS
Autoinflammatory Diseases’ Working
Group financed by the EU (PI Dr M. Gat-
torno), is now fully enrolling. Data can be
collected on line at www.printo.it logging
in the "member area”. A total of 900 pa-
tients (see table) have been entered into
the on line database. Thanks to a grant
from the PRINTO Advisory Council, par-
ticipating centres will receive 50 € for
each patient with a rare monogenic dis-
ease and 25 € with a more common
autoinflammatory disease enrolled .

The EPOCA study. Participating centres
are asked to translate and cross-
culturally validate the parent and the
child version of the Juvenile Arthritis
Multidimensional Assessment Report
(JAMAR) and to assess 100 consecutive
JIA patients and healthy controls. The
national language translations of the JA-
MAR will be published in a supplement of
Clinical and Experimental Rheumatology.
The aim of this study is twofold:

1) to foster regular use of parent/patient-
reported outcomes in paediatric rheu-
matology practice;

2) to obtain information about the fre-
quency of ILAR categories, treatment
modalities, and current outcome of
JIA around the world.
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The MAS criteria study. The second phase of
the project, which is aimed to collect data
from patients with MAS and control pa-
tients, in ongoing. Investigators who are in-
terested to participate in the study are
asked to include the clinical and laboratory
data from the following 3 groups of pa-
tients:

1. Patients with systemic JIA who had
an episode of MAS, diagnosed and
treated as such by the attending phy-
sician, and were seen from January
2002 to date;

2. An approximately equal number of in-
stances of active disease (in the ab-
sence of MAS) in children with sys-
temic JIA seen in the same period;

3.  An approximately equal number of
children with an acute febrile infec-
tion, admitted to the hospital
(inclusion of these patients is op-
tional).

A website for internet-based data collection is
currently in preparation by the PRINTO
staff and will be ready by the mid of Sep-
tember.

Membership: 622 effective members (27% in-
crease) in 323 centres (17% increase) from
52 countries.
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Recent PRINTO publications
For reprints go fo www.printo.it and click on papers.

®Saad-Magalhdes C, Pistorio A, Ravelli A, Filocamo G, Vi-
ola S, Brik R, Mihaylova D, ften Cate R, Andersson-Gare
B, Ferriani V, Minden K, Hashkes PJ, Rygg M, Sauvain
MJ, Venning H, Martini A, Ruperto N, for PRINTO. Does
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Martini A, for PRINTO. EULAR/PRINTO/PRES cri-
teria for Henoch-Schanlein purpura, childhood pol-
yarteritis nodosa, childhood Wegener granulomato-
sis, and childhood Takayasu arteritis: Ankara 2008.
Part I: overall methodology and clinical characterisa-
tion. Ann Rheum Dis 2010:69:790-797.
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sponse criteria in patients with juvenile systemic lu-
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