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PReS Congress 2012 Berlin, Germany
Friday, June 8th, 2012 at 12.00-13.00
Room 5.1 - PRINTO workshop

Agenda for the annual PRINTO workshop
- Introduction (A. Martini)
-Update on PRINTO Projects (N. Ruperto)
- Pharmachild website (N. Wulffraat, N. Ruperto)
-The PRES EuroFever project (M. Gattorno)
-The EPOCA and MAS study (A. Ravelli)

The PharmaChild Project: This project is a retro-
retrospective and prospective registry with the aim
to collect moderate-severe serious adverse events
and related efficacy in JIA patients treated with
biologics and/or MTX on a long-term period.

During the PRINTO workshop the web database will
be presented. The web data base has been created
with the aim fo be an international electronic re-
source for all PRINTO centres in order to collect
safety and efficacy information on JTA patients. It
will allow the immediate quantification of the dise-
ase activity (JADAS, ACR, flare, inactive disease
etc) status as well as the possibility to autono-
mously download electronic data for local research
or other related purposes. The web system is sup-
posed to be friendly enough to be used in daily cli-
nical practice.

As of May 2012, 117 PRINTO centres have
expressed their interest in participating. Out of
the 117, 46 ethics committee approvals have been
obtained, 17 have been submitted and 26 centres
do not need the approval. A total of 662 patients
have been entered into the census. Data collection
is already in progress in 30 PRINTO centres.

The project is financed by the European Union (PT
Dr N. Wulffraat 2011-2014).
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The JAMAR/EPOCA study (EPidemiology,

treatment and Outcome of Childhood Arthri-

tis). The study is aimed at photographing the
current status of children with JIA across con-
tinents and countries. PRINTO national coordi-
nators (NCC list at www.printo.it) were asked
firstly to translate and cross-culturally validate
the parent and child versions of the Juvenile Ar-
thritis Multidimensional Assessment Report

(JAMAR) and secondly to assess 100 consecutive

JIA patients and 100 healthy children. Addi-

tional centres may participate by collecting

each 100 consecutive JIA patients. The national

language translations of the JAMAR will be pub-

lished in a dedicated supplement in Clinical and

Experimental Rheumatology.

The aim of this study is therefore twofold:

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

2) to obtain information about the frequency of
ILAR categories, treatment modalities, and
current outcome of JIA around the world.

As of today 34 ftranslations have been com-

pleted and other 14 are in progress (see

www.printo.it/jamar.asp). The data collection
phase has started last fall through a dedicated
web database on the PRINTO member area and >

1000 patients have been already entered.

The PRES Eurofever project. The Eurofever
Registry (PI Dr M. Gattorno) is fully enrolling. A
total of 2350 patients (see table) have been en-
rolled. Two additional papers have been recently
published (see list next page). Other publica-
tions on CAPS, TRAPS, FMF and CRMO are on-

going.
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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 patients, in ongoing.
Data collection refers to the following 3 groups of
patients:

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

2) An approximately equal number of instances of
active disease (in the absence of MAS) in chil-
dren with systemic JIA seen in the same period;

3) An approximately equal number of children with
an acute febrile infection, admitted to the hos-
pital (inclusion of these patients is optional).

A total of 309 patients from group 1, 407 from

group 2 and 347 from group 3 have been enrolled

via the PRINTO database system.

We foresee to close the enrollment at the end of

May.

New onset JDM trial:

The enrollment of the trial is now closed with 139
patients recruited from 55 centres in 23 countries.
No major safety concern identified since last year.
The analysis of the data is on going.

Membership: 896 effective members (20% increa-
se) in 402 centres from 81 countries.
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Recent PRINTO publications
For reprints go to www.printo.it and click on
papers.

eConsolaro A, Ruperto N, Pistorio A, Lattanzi B,
Solari N, Galasso R, Pederzoli S, Varnier GC,
Dolezalova P, Alessio M, Burgos-Vargas R, Ve-
sely R, Martini A, Ravelli A, for the Paediatric
Rheumatology International Trials Organisa-
tion (PRINTO). Development and initial valida-
tion of composite parent and child-centered
disease assessment indices for juvenile idio-
pathic arthritis. Arthritis Care Res
2011;63(9):1262-1270.

*Hasija R, Pistorio A, Ravelli A, Demirkaya E,
Khubchandani R, Guseinova D, Malattia C, Can-
hao H, Harel L, Foell D, Wouters C, De Cunto
C, Huemer C, Kimura ¥, Mangge H, Minetti C,
Nordal EB, Philippet P, Garozzo R, Martini A,
Ruperto N, for the Paediatric Rheumatology
International Trials Organisation (PRINTO).
Therapeutic approaches in the freatment of
juvenile dermatomyositis in patients with re-
cent-onset disease and in those experiencing
disease flare. An international multicenter
PRINTO study. Arthritis Rheum
2011:;63(10):3142-3152.
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*Rygg M, Pistorio A, RavelliA, Maghnie M, Di
Torgi N, Bader-Meunier B, Da Silva C,
Roldan-MolinaR, Barash J, DracouC, Gan-
dom Laloum S, JarosovaK, Job DeslandreC,
Kone-Paut I, GarofaloF, PressJ, SenglerC,
Tauber T, Martini A, Ruperto N for the
Paediatric Rheumatology International Tri-
als Organisation (PRINTO). A longitudinal
printo study on growth and puberty in juve-
nile systemic lupus erythematosus. Ann
Rheum Dis 2012;71:511-517.

eToplak N, Frenkel J, Ozen S, Lachmann HJ,

Woo P, Koné-Paut I, De Benedetti F, Neven
B, HoferM, Dolezalova P, Kimmerle-
Deschner J, Touitou I, Hentgen V, Simon
A, Girschick H, Rose C, Wouters C, Vesely
R, Arostegui J, Stojanov S, Ozgodan H,
Martini A, Ruperto N, Gattorno M. for the
Paediatric Rheumatology International Tri-
als Organisation (PRINTO). An Interna-
tional registry on Autoinflamatory dis-
eases: the Eurofever experience. Ann
Rheum Dis 2012;Feb 29. [Epub ahead of
print]
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eLazarevic D, Pistorio A, Palmisani E, Miettunen

P, Ravelli A, Pilkington C, Wulffraat N, Malat-
tia C, Garay S, Hofer M, Quartier P,
Dolezalova P, Calvo I, Ferriani V, Ganser G,
Kasapcopur O, Melo-Gomes JA, Reed AM,
Wierzbowska M, Rider LG, Martini A, Ruperto
N for the Paediatric Rheumatology Interna-
tional Trials Organisation (PRINTO). The
PRINTO criteria for clinically inactive disease
in juvenile dermatomyositis. Ann Rheum Dis
2012: in press.

eter Haar NM, LachmannHJ, OzenS, WooP,
Uziel Y, ModestoC, Koné-Paut I, Cantarinil,
Insalaco A, NevenB, Hofer M, RiganteD, Al-
Mayouf SM, Touitou I, GallizziR, Papadopou-
lou-Alataki E, Martino S, Kuemmerle-Deschner
JB, Obicil, IagaruN, Simon A, Nielsen S,
Martini A, RupertoN, Gattorno M, Frenkel J,
for the Paediatric Rheumatology International
Trials Organisation (PRINTO) and the Eurofe-
ver/Eurotraps ProjectsTreatment of autoin-
flammatory diseases: results from the Euro-
fever registry and a literature review. Ann
Rheum Dis 2012; in press.




