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Childhood Cancer -

A Rare Disease Definition: 1 in 2000 www.eurordis.org Valab > v
A Childhood ( < 15 years) Cancer Incidence in Europe: 1 in 6250 [ O.r. t

Kaatsch et al. Cancer Treat Rev. 2010, 36(4):277-85. Epidemiology of childhood cancer.
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http://www.eurordis.org/

Childhood cancer survival in Europe 1999-2007: resultsof = =
EUROCARE-5—a population-based study PR Y
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Figure 3: 5-year survival for all cancers combined (CNS tumours excluded) diagnosed in 2000-07 in children, by country
Inchedes data for SO0 cases, Data adjusted for age, sex, casemix, and period of diagnosis. *Country-welghted,
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Paediatric Cancer S
is a public health challenge ExPOxp-\et

U > 12.00Children and young peopl@agnosedn Europe eacliear
60 different types of cancer > if biological markergsonsidered
> 3000die each year

U The quality and availability glaediatriccancer care widely varies across
Europe

U 10% to 20% of them die from curable forms of cancer where quality care |
easily accessible.

U The outcome gap is even larger fraediatriccancers with poor outcomes
U In 2020- 500.000 survivors : 2/3 late effects
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treatment, no matter where they live E 0 I t
PaeCarERN
C Access to quality paediatric cancer care varies widely across

Europe
C Results iM1.0% to 20% difference in outcomes
C Gap Is even larger for paediatric cancers with poor outcomes
C CBHC travel for treatment is a substantial burden for families

ExXPGr-Net aims to address these issues for the benefit of youn(
patients all over Europe
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EXPQGr-Net: Key Concept 0rt

C European Reference Networks (ERIdsg a feature of the EU
Directive on CrosBorder Healthcare aiming tanite the best
specialists from across Eurofmetacklecomplex or rare medical
conditions that require highly specialised healthcare and a
concentration of knowledge and resources.




Stakeholders <3

ExPO-r-Net is a 3.5 year project (03.2014 - 09.2017) to build and |/ T

\/’ [ TV

structure a European Reference Network for Paediatric Cancer [ O_r. t

PaedCan ERN : inati
(PaedCan ) C Project Coordination:

o Ny, CCRI /ViennaT e
WS e % o
"/"/ +#* Hej \5» C More than 60 Partners

N N (Health care professionals,
TN B B %\ Hospitals, Institutes) from 17
s B0 coutries

=~
T

i © 1
.~,=I: %3 18 core partners from 9 EU countrié
o X : .
X > 50 Collaborating professional
/) ) partners
e \‘ / Collaborating partners
Wass ¢ Number 51
R A
: AU Eastern . l]
e R AT European /o
""/ Western 0 5
European A0
_ _ | LZ
C Involvingparents and patients 2SS

C 8 Work Packages




Background

Q Qualiity of the partnership

The project extends across the whole clinical, research and public health
spectrum and encompasses almost all European Member States.

EuropeanSociety forPeadiatricOncology S[PQ

Integration: s
EuropeanClinical Research Coun@CRIfor paediatriconcology NAPHOS / ECTG)
Integration of parents and patients group&Childhood Cancer International)

q ) Childhood
Cancer
& _A.International

PanEuropean Network for Care of Survivors after Childhood and Adolescent Cdpaer@arg

Long standing Working relationships:
In EGundedprojects
In European Clinical Trial Group (EGari@)ronments,

Together in international meetings and stakeholgeticy events including
European Parliament level. S‘I‘ﬁrnnq
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C Healthcarecooperation andresolving expert fragmentation

¢ Identifying special therapeutic needsf young people with
cancer requiring higkxpertise interventions with ECTG

A few examples: special surgery, radiotherapy (proton therap
auSyYy OSft OGNIXyaLX lyiaa

C ldentifying European institution ready to engage as reference

centresby establishing and/or rolling outirtual tumour boards
for cross border advice

¢ ldentifying European Institutions /hospitals offering top level
\ expertisefor special therapeutic interventions amdferrals }

Guidance for Health Care Providers

Increased Transparency for Affected Families
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PaedCarERN O\( N
EXPQ@-Net Roadmap “ "

Retinoblastoma

Q Badkgeaud

Arare malignancy of younghildren ( 106 oftumoursin infants) with
excellent survival.

Implementation of vision-sparingtreatments as major aim.

Highly specialised encompassing multidisciplinary care concentiraefew
centres, but is fragmented imany EU countriewith low patientaccrual.

Known centres in EU as global leaders with ability to transfer knowlkedge
smaller groups
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PaedCartERN Vet
Retinoblastoma

Major changes in treatment paradigms : intrarterial and intravitreous
chemotherapy , use of prenucleation chemotherapy in high risk children

but without harmonized strategy
/ NP a a mlorgoNdB&ans

Adviseon diagnosis & treatment:
initial therapeutic decision using image transmission (RETCAM, US/OCT

A Selective indication for referring patients in highly specialized centres
|dentification of centresor highly specializetteatments

brachytherapy
AYUONF Ml NOSNAFE OKSY2U0KSNJI LI
LYOGNI mTOAGNB2dza OKSY2 U KSNJI L




Retinoblastoma ;;/ :

|dentified Hubs of Coordination in 10 Countr|e8r 9
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0s0® Networks )
W—— Country Institute, Location
, g e 1 Belgium Cliniques Universitaires Saihtic, Brussels
v NORVAY — 2 CzechRepublica2i2f / KAf RNBYy Q& | 2aLAGHf:
- 3 France Institut Curie, Paris
i 4 France Fondation Rothschild, Paris
3 ¢ e 5 Germany Charité Universitatsmedizin Berlin (Charité)
| LITHUANIA 6 Germany University Clinic Essen
o . S e 7 Hungary Semmelweis University Budapest
+ * mj&( 8 ltaly Ospedale Pediatrico Bambino Gesu, Rome
GEW I 9 Netherlands VU University Medical Center, Amsterdam
. e 10 Poland aSY2ZNAFE /KAfRNBYQ& | 2&L3KI
‘ﬁ N i —T MoLDOVA 11 Spain Hospital universitario La Fé, Valencia
e e ﬁv 12 Spain Hospital Universitario Vall d'Hebron
2o e 13 Spain Hospital Sant Joan de Déu, Barcelona
e/~ s NGB - 14 Spain Hospital Carlos Il (Madrid), Madrid La Paz
N = m“tfcmm 15 UK Birmingham Children's Hospital (UOB)
FORTESS ‘ifg X 16 UK GreatOrmondStreet Hospital, London
A
StAnng
Kinderkrebs

MOROCCO ALGERIA
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PaedCareRN gt
ExPor-Net Roadmap EXPO-r-Net
Hepatoblastoma

Q Badkgraurd
Annualhepatoblastomaincidence:1-1,5 case million, thusexpected
numberof hepatoblastomacases annually in Europeli20-180

Childhood Liver Tumours Strategy Group SIOPHIlropean platform with
211 members and global partnersdascuss paediatric livéumours

SIOPEL therapy Guidelines:
Standard risk SIOPELS3 cisplatin monotherapy
Highrisk nonmetastatic SIOPEISIperPLADO

High risk metastatic SIOPEL4 dose intensive cisplatin
HCC; in preparation
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ExPoer-Net Roadmap EXPOH-Net
Hepatoblastoma

Q Impact
Network of European centrasf expertise in the treatment of paediatric
liver tumors
Access to equipment and experience in unique treatmenodalities.
Liver transplantation (LTX)
Chemoembolization (HACE)

Radiofrequency ablation (RFA)
Complicated liver resections with vascular reconstructions

Fully operational Virtual Consulation Forum
Standardized consultation and referral criteria
European statef-the art inhepatoblastoma S
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Hepatoblastoma

Hubs of Coordination in 10 Countries ¢ ey

Country Institute, Location
1 Belgium Clinigues Universitaires Saintic, Brussels
5 CzechRepub"(azi’Jzt /| KA RNBYy Qa | 2aLJx
Prague
3 France Institut Gustave Roussy (IGR) , Villejuf
4 France Institut Curie, Paris
5 France University of Paris, KremiBicetre
6 France Hopital Necker Enfants Malades, Paris
7 Germany University of Munich
8 Germany Universityof Tuebingen
9 Hungary Semmelweis University Budapest
10 Italy Azienda Ospedaliera di Padova (AOPD)
11 ltaly Ospedale Pediatrico Bambino Gesu, Rome
12 Netherlands VU University Medical Center, Amsterdam
13 Netherlands Dept. Of Pediatric Surgery center in Utrecht
14 Poland The Medical University of Gdansk
15 Poland aSY2NRIFf [/ KAfRNByQa |z
16 Spain Hospital Universitario Vall d'Hebron
17 Spain Hospital Carlos Il (Madrid), Madrid La Paz
18 UK Birmingham Children's Hospital (UOB)
19 UK Leedd KA f RIDSBitdlQ &
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