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Deutsches Kinderkrebsregister Mainz  
/ 2000 New Cases / year

Childhood Cancer

Brain Tumours 
19%

Neuroblastoma
8%

Other (VRT) 
8%

Wilms Tumour
6% 

Lymphoma
13%

Leukaemia
30%

Liver Tumours
1%

Soft TissueSarcoma
7% BoneTumours

5%
Retinoblastoma
3%

Á Rare Disease Definition: 1 in 2000   www.eurordis.org

Á Childhood ( < 15 years) Cancer Incidence in Europe: 1 in 6250 
Kaatsch et al. Cancer Treat Rev. 2010, 36(4):277-85. Epidemiology of childhood cancer.

http://www.eurordis.org/
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ü > 12.000 children and young people diagnosed in Europe each year

ü 60 different types of cancer , > if biological markers considered

ü > 3000 die each year

ü The quality and availability of paediatriccancer care widely varies across 
Europe

ü 10% to 20% of them die from curable forms of cancer where quality care is not 
easily accessible.

ü The outcome gap is even larger for paediatriccancers with poor outcomes

ü In 2020 - 500.000 survivors : 2/3 late effects

Paediatric Cancer 
is a public health challenge
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ά.ŜŎŀǳǎŜ ŀƭƭ ŎƘƛƭŘǊŜƴ ŘŜǎŜǊǾŜ ǘƘŜ ōŜǎǘ 
treatment, no matter where they liveέ

PaeCanERN
ÇAccess to quality paediatric cancer care varies widely across 

Europe 

ÇResults in 10% to 20% difference in outcomes 

ÇGap is even larger for paediatric cancers with poor outcomes

ÇCBHC - travel for treatment is a substantial burden for families

ExPO-r-Net aims to address these issues for the benefit of young 
patients all over Europe
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ExPO-r-Net: Key Concept

ÇEuropean Reference Networks (ERNs) are a feature of the EU 
Directive on Cross-Border Healthcare aiming to unite the best 
specialists from across Europe to tackle complex or rare medical 
conditions that require highly specialised healthcare and a 
concentration of knowledge and resources.
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Stakeholders 

Ç Project Coordination: 
CCRI /Vienna-AT

ÇMore than 60 Partners
(Health care professionals, 
Hospitals, Institutes) from 17 
coutries 

Å 18 core partners from 9 EU countries 

Å> 50 Collaborating professional 
partners

Ç Involvingparents and patients  

Ç 8 Work Packages 

Collaborating partners

Number 51

Eastern 
European

20%

Western 
European

80%

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

structure a European  Reference Network for Paediatric Cancer 

(PaedCan ERN)
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Background 

Ç Quality of the partnership
ÅThe project extends across the whole clinical, research and public health 

spectrum and encompasses almost all European Member States. 

ÅEuropean Society for PeadiatricOncology

ÅIntegration: 
- European Clinical Research Council (ECRC) for paediatric oncology ( NAPHOS / ECTG)

- Integration of parents and patients groups (Childhood Cancer International)  

- Pan-European Network for Care of Survivors after Childhood and Adolescent Cancer(PanCare)

ÅLong standing Working relationships:  
- In EC funded projects

- In European Clinical Trial Group (ECTG) environments, 

- Together in international meetings and stakeholder policy events including 
European Parliament level.
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ExPO-r-Net: 
PaedCanERN Roadmap

Ç Healthcare cooperation and resolving expert fragmentation

Ç Identifying special therapeutic needsof young people with 
cancer requiring high expertise interventions with ECTG

A few examples: special surgery, radiotherapy (proton therapy), 
ǎǘŜƳ ŎŜƭƭ ǘǊŀƴǎǇƭŀƴǘǎ Σ Χ

Ç Identifying European institution ready to engage as reference 
centresby  establishing and/or rolling out virtual tumour boards 
for cross border advice 

Ç Identifying European Institutions /hospitals offering top level 
expertisefor special therapeutic interventions and referrals

Guidance for Health Care Providers 

Increased Transparency for Affected Families  
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PaedCanERN 
EXPO-r-Net Roadmap 

Retinoblastoma
Ç Background
ÅA rare malignancy of young children ( 10% of tumours in infants) with 

excellent survival. 

ÅImplementation of  vision-sparing treatments as major aim.

ÅHighly specialised encompassing multidisciplinary care concentrated in a few 
centres , but is fragmented  in many EU countries with low patient accrual. 

ÅKnown centres in EU as global leaders with ability to transfer knowledge to 
smaller groups.
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PaedCanERN 
Retinoblastoma

ÅMajor changes in treatment paradigms : intra-arterial and intravitreous 
chemotherapy , use of pre-enucleation chemotherapy in high risk children 
but without harmonized strategy

Å/ǊƻǎǎπōƻǊŘŜǊ Tumour Boards

ü Advise on diagnosis & treatment:  
initial therapeutic decision using image transmission (RETCAM, US/OCT, MRI), 
ĄSelective indication for referring patients in highly specialized centres

ü Identification of centres for highly specialized treatments 

-brachytherapy 

-ƛƴǘǊŀπŀǊǘŜǊƛŀƭ ŎƘŜƳƻǘƘŜǊŀǇȅ
-LƴǘǊŀπǾƛǘǊŜƻǳǎ ŎƘŜƳƻǘƘŜǊŀǇȅ

ÅHarmonization of processes: evaluation, grouping, staging, treatments, 
network for referral: indications, pathway. 
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Retinoblastoma 
Identified Hubs of Coordination in 10 Countries 

Country Institute, Location

1 Belgium Cliniques Universitaires Saint-Luc, Brussels

2 Czech Republicaƻǘƻƭ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭΣ {ǘΦ /ƘŀǊƭŜǎ ¦ƴƛǾŜǊǎƛǘȅΣ tǊŀƎǳŜ

3 France Institut Curie, Paris

4 France Fondation Rothschild, Paris 

5 Germany Charité Universitätsmedizin Berlin (Charité)

6 Germany University Clinic Essen

7 Hungary Semmelweis University Budapest 

8 Italy Ospedale Pediatrico Bambino Gesù, Rome

9 Netherlands VU University Medical Center, Amsterdam

10 Poland aŜƳƻǊƛŀƭ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭΣ ²ŀǊǎŀǿ

11 Spain Hospital universitario La Fé, Valencia 

12 Spain Hospital Universitario Vall d'Hebron 

13 Spain Hospital Sant Joan de Déu, Barcelona 

14 Spain Hospital Carlos III (Madrid), Madrid La Paz

15 UK Birmingham Children's Hospital (UOB)

16 UK Great OrmondStreet Hospital, London 
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PaedCanERN
ExPo-r-Net Roadmap  

Hepatoblastoma
Ç Background
ÅAnnual hepatoblastomaincidence: 1-1,5 case / million, thus expected 

number of hepatoblastomacases annually in Europe is 120-180

ÅChildhood Liver Tumours Strategy Group SIOPEL:  European platform with 
211 members and global partners to discuss paediatric liver tumours

ÅSIOPEL therapy Guidelines:

ÅStandard risk SIOPEL3 cisplatin monotherapy

ÅHigh risk non-metastatic SIOPEL3 SuperPLADO

ÅHigh risk metastatic SIOPEL4 dose intensive cisplatin

ÅHCC ςin preparation
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Ç Impact
ÅNetwork of European centres of expertise in the treatment of paediatric 

liver tumors

ÅAccess to equipment and experience in unique treatment modalities:

ÅLiver transplantation (LTX)

ÅChemoembolization (HACE)

ÅRadiofrequency ablation (RFA)

ÅComplicated liver resections with vascular reconstructions

ÅFully operational Virtual Consulation Forum 

ÅStandardized consultation and referral criteria

ÅEuropean state-of-the art in hepatoblastoma

PaedCanERN
ExPo-r-Net Roadmap  

Hepatoblastoma
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Hepatoblastoma
Hubs of Coordination in 10 Countries 

Country Institute, Location

1 Belgium Cliniques Universitaires Saint-Luc, Brussels

2 Czech Republic
aƻǘƻƭ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭΣ {ǘΦ /ƘŀǊƭŜǎ ¦ƴƛǾŜǊǎƛǘȅΣ 
Prague

3 France Institut Gustave Roussy (IGR) , Villejuf

4 France Institut Curie, Paris

5 France University of Paris, Kremlin-Bicetre

6 France Hopital Necker Enfants Malades, Paris

7 Germany University of Munich 

8 Germany University of Tuebingen

9 Hungary Semmelweis University Budapest 

10 Italy Azienda Ospedaliera di Padova (AOPD)

11 Italy Ospedale Pediatrico Bambino Gesù, 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 aŜƳƻǊƛŀƭ /ƘƛƭŘǊŜƴΩǎ IƻǎǇƛǘŀƭΣ ²ŀǊǎŀǿ

16 Spain Hospital Universitario Vall d'Hebron 

17 Spain Hospital Carlos III (Madrid), Madrid La Paz

18 UK Birmingham Children's Hospital (UOB)

19 UK Leeds /ƘƛƭŘǊŜƴΩǎHospital


