Rete Tumori Rari

aolo G. Casali

- = | paolo.casali@istitutotumori.mi.it
— T

) s




s

o
Alzano
L8mbardo
@B
® s ©
Orbassa VT I:')evlq
g - LO cCasapuster,
% B ® : OU,C

rete tumori rari

Pl Q
L &
:

Valda @
U A L & Citt
R adi
s.severfpo
Gast
@ eho
2G
deiia S.0mero

(v.Vibrat
Bieve o «

S.G. Rotonijio

L ] i

?oner urd A

e Castellan
VLS 8 T Mandu

z rid

Taorm
ina




rete tumori rari

strutture oncologiche attive

pazienti nel DB
casli clinicamente condivisi /anno
consulti iIstologici /anno




Available at www.sciencedirect.com h EIC

SciVerse ScienceDirect

)
" Eﬂ-
journal homepage: www.ejconline.com m ¥ z

Rare cancers are not so rare: The rare cancer burden in Europe

Gemma Gatta *", Jan Maarten van der Zwan °, Paolo G. Casali ¢, Sabine Siesling °,
Angelo Paolo Dei Tos 4 lan Kunkler ¢, Renée Otter °, Lisa Licitra f, Sandra Mallone 9,
Andrea Tavilla ?, Annalisa Trama °, Riccardo Capocaccia ¢, The RARECARE working group

1 Data quality indicators and oher characterdstics of maligrant cancers disgnosed in Puropean unces reghries 1995-2007 and inchuded in the malyses.
= -

Mooy

Eur J Cancer 2011;47:2493




Incidence <6/100,000/y Incidence <15/100,000/y Prevalence <50/100,000
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senza migrazione sanitaria
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European Society
for Medical Oncology

Improving Rare Cancer Care in Europe

Recommendations on Stakeholder Actions and Public Policies

Whereas

A.

B.

Rare cancers! belong to the group of rare diseases that are normally defined as
diseases with a prevalence of less than 50 out of 100,000. Even when defined
more conservatively by taking into account some peculiarities of natural history
and prognosis (e.g. by selecting those cancers with an incidence rate arcund or
lower than 5/100,000/year), rare cancers represent about 20% of all cases of
malignant neoplasms, including all cancers affecting children and teenagers and
many affecting young adults;

There are significant variations in incidence and mortality rates for different types

of rare cancers. There are also significant survival differences for the same types
of rare cancers between the EU member states;’

WW\W.rarecancerseurope.org
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