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About Rare Cancers v Rare Cancers —more common than you think

About the Campaign v More than 4.3 million people in the » ESMO Sarcoma & GIST 2018: Round table with SPAEN

. - European Union are affected by rare

News cancers. Despite the rarity of each of
the 198 rare cancers, they represent

Events v in total about 22% of all cancer cases,
including all cancers in children,

Patient Advocacy Toolkit ¥ diagnosed in the EU23 each year.

Surveys Rare Cancers Europe (RCE) is a multi-stakenolder initiative dedicated to putting rare cancers firmly on
the European policy agenda and to implementing 39 political and

Links v
Rare Cancers: The Specific clinical Rare Cancers:
Challenges trial methodology Pathologic
- Late or incorrect diagnosis needed for rare DIHQ"DSIS
- Lack of access to cancers Rare Cancers Europe
appropriate therapies and
Cmgae expertise . RCE calls for new criteria to Consensus Statement
~Very limited number of be used in clinical trials on summary on the urgent
clinical studies due to the rare cancer treatments. Read actions needed to improve

the full article. pathologic diagnosis of rare

small number of patients cancers.
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r r

new cancers are diagnosed each year in Europe 22, of all cancers diagnosed
1 out of 5 is rare each year in Europe are rare.

. . .5.". il

24% of all people
living with cancer
in Europe have

a rare cancer.
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THHe R, 3 oM cancer burden®] S AHAsh= ZlolH, oke
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3. €29 3¢ o

AR A= Tamakiso] 2014\ RARECARE XI©7]5-5 AH&-3to] Uiolx] o] 3]7]
oF whAiol thaf W ek’ 1998WdRE 2007374 B 27 & 5= ARE
ZAY89l o1, RARECARE listE o] 83}e] & 845719 M-S %AFsle] rare cancerZ
BRI fHe dlolgel mlwste

AU 5 AL Fhxfe] WA A A3hAle] 15%0] sF3IACE S AY SolA = 81%2]

=
gA= 1098F 0.5 olahe] WS Boli= “very rare” cancer §1, AA| ¢ Yol

<HE 2-1> =1 39| common vs rare cancer H|1d

Entitie of tumor Incidence Incidence
rate per rate per
100,000 100,000
in Japan in EU27
Common in Japan and Rare in EU27
Squamous cell carcinoma with variants 10.58 3.40
of oesophagus
Hepatocellular carcinoma of Liver and IBT 23.66 3.09
Adenocarcinoma with variants of 7.5 262
gallbladder and EBT
Carcinomas of thyroid gland 8.16 3.65
Rare in Japan and Common in EU27
Invasive lobular carcinoma of breast 1.05 7.18
Adenocarcinoma with variants of corpus uteri 498 9.53
Malignant skin melanoma 0.93 12.41
Basal cell carcinoma of skin 3.34 32.05
Squamous cell carcinoma with variants of skin 2.87 16.39
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2004\35-E] 2008714 UEH= 9F5-5 $kAHE thd 22 RARECARE entity] whe&
AL BFE2 30’ AL ke Al AAgAte] 17%¢l S 3

Z 26071 ¢] & FollA] 86%ell BF3h= 22370 dHo] rare cancerdl] 3d3}SATt,

“very rare cancer’ @} AA| 3ALF 6.2%0l s|sEAT

<E 2-2> 20043-2008'EH2| HHZtEQ| AEIXIQ} 5|7 | 4

2004-2008
2004 2005 2006 2007 2008 Total Average per year
N of rare tumours 13421 13980 14218 14668 15108 71395 14279
N of all tumours® 80616 81632 84119 86800 89228 422395 84479
Rare tumours (%) 16.6 171 16.9 169 169 16.9 16.9

“Source Netherlands Cancer Registry, available at: http://www.cifersoverkanker.nl
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Big four
cancers:

breast, colorectal,

lung, prostate

Rare cancers:
Incidence less than 6 per 100, 000 population

eg acute lymphoblastic leukaemia, thyroid, myxosarcoma, thymomas
[33 2-11] G739 29(o ME AE2| Fo|

E-Foll AREEF ¢FFo] 7]FL ICD-10 =2 ARE3FY o, dddoz o] Qe
[e]

o= Morphology code?l ICD-0O-3 ZEE 3 Algst] HY&S 2AVSFT)
= o]—,o_ 1—01- 7_<]7ﬂ;g-ol- _r]o]- x-]%}/\-]ol__i 731.,]0]-95\_7’_ (Big four Cancers), _6:]-‘,1—]
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0% 205 4% 6% 305 100%
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Parameter HR(95%Cl) p-value
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