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The Commission shall support 

Member States in the 

development of ERNs amongst 

healthcare providers and centres 

of expertise in the Member States 

ERNs are networks of specific 

diseases or healthcare areas in 

which Member States can 

cooperate and share expertise 

Closely linked are the Centres of 

Excellence, which will be national 

centres where knowledge is 

pooled together on a specific 

disease or disease area  

Aim to achieve better and quicker 

diagnosis of patients across 

Europe and increase cooperation 
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EXPO-r-NET 

 

European Expert  

Paediatric Oncology  

Reference Network  

for Diagnostics and Treatment 





“will provide 

highly specialised healthcare  

for rare or low prevalence 

complex diseases or conditions” 



 promote good quality and safe care to patients by fostering proper 

diagnosis, treatment, follow-up and management of patients 

across the Network  

 empower and involve patients 

 offer and promote multi-disciplinary advice for complex cases 

 develop and implement clinical guidelines and cross-border patient 

pathways 

 exchange, gather and disseminate knowledge, evidence and 

expertise within and outside the Network 

 promote collaborative research within the Network   

 reinforce research and epidemiological surveillance, through 

setting up of shared registries 

 exchange and disseminate knowledge and best practices, in 

particular by supporting national centres and networks 









«Families» of rare cancers 

 NON CUTANEOUS MELANOMA  

 SKIN - Rare  

 THORACIC - Rare  

 UROGENITAL - Rare 

 FEMALE GENITAL - Rare  

 MALE GENITAL  

 NEUROENDOCRINE  

 ENDOCRINE ORGAN   

 CNS   

 SARCOMAS  

 DIGESTIVE - Rare  

 HEMATOLOGICAL - Rare  

 HEAD & NECK - Rare  

 PEDIATRIC   

 



P

R 

V

A 

L

C 

VI 
T

V 

B

G 

L

U 

G

R 

P

G 

C

N 

A

L 

M

I 

Des

io 

LO 

PV 

Alzano 

Lombardo 
C

O 

Casalpuster

lengo 
M

N 

Orbassa

no 

Candiolo 
T

O 

Ivr

ea 

Biel

la N

O 
Neg

rar 

Aviano 

T

S 

S

S 

Olbi

a 

Sondalo 

BZ 

Taorm

ina 

T

A 

T

N 

TN 

Trevig

lio 

U

D 

V

B 

G

E 

FI 

PI 

LI 

Valdar

no A

R 

Empol

i 

CA 

C

T 

A

G 

T

P 

M

E 

P

A 

B

N 
N

A 

C

Z 

R

C 

Trop

ea 

Rioner

o  

in 

Vulture 
P

Z 

Altam

ura 

Castellan

eta 

L

E 

B

R 

Mandu

ria 

S.G. Rotondo 

B

A 

A

N 

P

U 

Lancia

no 

Pen

ne 

S.Omero  

(v.Vibrat

a) 

A

Q 

PE 

Città 

della  

Pieve 

Citt

à di  

Cast

ello 

L

T 

F

E 

Forlì 

B

O 

M

O 

Car

pi 

PC 

R

A 

V

C 
V

R 

P

D 

C

B 

IS 

A

O 

R

E 

C

R 

G

O 

P

O 

Nocer

a Inf. 

Al

b

a 

As

olo 

BL 
S

O 

B

S 

C

S 

RO

MA 

T

E 

S.Severino 

Marche 



www.rarecarenet.eu 





 Referral to expert rare cancer pathologists 

is crucial for appropriateness 

 Networks are the best tool for proper 

referral 

 Multidisciplinarity is the best environment 

for rare cancer patient healthcare 





 Clinical decision-making 

 Methods to combine evidence 

 New study designs 

 Surrogate end points 

 Organization of studies 

 



17. 
 
Call for increased integration of local, national and European 

centres of expertise into European reference networks, 
based on specific criteria as set out in the Commission’s 
proposed Directive on the application of patients’ rights in 
cross-border healthcare , in order to provide the necessary 
sound organisational structures for more efficient clinical 
research and early transfer of research data into clinical 
practice, thus improving the clinical management of rare 
cancers. 
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