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Co jsou to vzácné nádory?
Doporučení Rady EU ze dne 8. června 2009 o akci v oblasti 
vzácných onemocnění:
Členské státy mají používat pro účely politiky jednotnou definici 
vzácného onemocnění jako onemocnění, které nepostihuje více 
než 5 z 10 000 osob (prevalence onemocnění). 

European Commission. Rare Diseases. Available from: https://ec.europa.eu/health/rare_diseases/policy_en.

Definice podle evropské informační sítě RARECARENet:
incidence je < 6 onemocnění na 100 000 osob za rok

• Projekt Surveillance of Rare Cancers in Europe (RARECARE) -> Gatta, G., et al., Rare cancers are 
not so rare: the rare cancer burden in Europe. Eur J Cancer, 2011. 47(17): p. 2493-511.

• RARECARENet. Cancer List: http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist.
• Gatta, G., et al., Burden and centralised treatment in Europe of rare tumours: results of

RARECAREnet-a population-based study. Lancet Oncol, 2017. 18(8): p. 1022-1039.

https://ec.europa.eu/health/rare_diseases/policy_en
http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist
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Vzácné nádory podle RARECARENet
incidence je < 6 onemocnění na 100 000 osob za rok

Projekt Surveillance of Rare Cancers in Europe (RARECARE)
Gatta, G., et al., Rare cancers are not so rare: the rare cancer burden in Europe. 
Eur J Cancer, 2011. 47(17): p. 2493-511.
• European (EU27) patients diagnosed from 1988 to 2002, covered population about 162,000,000
• 108 per 100,000 ~ 541,000 new diagnoses annually ~ 22% of all cancer diagnoses
• 5-year relative survival worse for rare cancers (47%) than common cancers (65%)
• prevalence about 4,300,000 patients in EU with rare cancer ~ 24% of the total cancer prevalence

Rare Cancers Europe (RCE, http://www.rarecancerseurope.org/) - multi-stakeholder initiative 
dedicated to putting rare cancers firmly on the European policy agenda and to implementing  39 
political and stakeholder recommendations ->

RARECARENet (http://www.rarecarenet.eu/rarecarenet/) 
Cancer List (Updated October 2015) http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist.

http://www.rarecancerseurope.org/
http://www.rarecarenet.eu/rarecarenet/
http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist
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Vzácné nádory podle RARECARENet
Cancer List (Updated October 2015) http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist.

Rationale

The attached document provides a definition of rare cancers and explains the criteria used for defining
the cancer entities shown in the list.

Rationale and Questions for Consensus - download PDF

List of Rare Cancers

This is the list of tumour entities from which rare tumours are identified as those with incidence less
than 6 per 100,000 persons / year. The list presents the number of cases reported by European cancer
registries during the period 2000-2007 and the corresponding incidence rates. The list is derived from
the data of 94 population-based cancer registries from 24 European countries adhering to the
RARECAREnet project.

This list includes information on all cancers defined by the RARECARE and RARECAREnet project.
Please note that rare cancers are only those with an incidence of <6/100.000

Download RARECAREnet List Excel spreadsheet Updated October 2015

Experts for the Definition of Rare Cancers / Rare Cancers List - download PDF

Rare Cancers List Endorsers
Childhood Cancer Research Group, http://www.ccrg.ox.ac.uk
CML Advocates Network, http://www.cmladvocates.net
EUROPA DONNA - The European Breast Cancer Coalition: www.europadonna.org
European Association for Cancer Research (EACR), http://www.eacr.org
European Association of Neuro-Oncology (EANO), http://www.eano.eu
European Association of Nuclear Medicine (EANM), http://www.eanm.org
European Cancer Patient Coalition (ECPC), http://www.ecpc-online.org
European Group for Blood and Marrow Transplantation: www.ebmt.org
European Oncology Nursing Society, http://www.cancernurse.eu
European Prostate Cancer Coalition, Europa Uomo, http://www.europa-uomo.org
European Society of Gynaecological Oncology (ESGO), http://www.esgo.org
European Society for Medical Oncology (ESMO), http://www.esmo.org
European Society for Paediatric Oncology (SIOP), http://www.siope.eu
European Society of Surgical Oncology (ESSO), http://www.essoweb.org
European Society for Therapeutic Radiology and Oncology (ESTRO), http://www.estro.org
International Brain Tumour Alliance (IBTA), http://www.theibta.org

http://www.rarecarenet.eu/rarecarenet/index.php/cancerlist
http://www.ccrg.ox.ac.uk/
http://www.cmladvocates.net/
http://www.europadonna.org/
http://www.eacr.org/
http://www.eano.eu/
http://www.eanm.org/
http://www.ecpc-online.org/
http://www.ebmt.org/
http://www.cancernurse.eu/
http://www.europa-uomo.org/
http://www.esgo.org/
http://www.esmo.org/
http://www.siope.eu/
http://www.essoweb.org/
http://www.eano.eu/
http://www.estro.org/
http://www.theibta.org/
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Vzácné nádory podle RARECARENet

Seznam zhoubných nádorů ve 3-vrstvé struktuře
Vzácné nádory definovány pouze ve vrstvě 1 a 2

46 skupin (z 65) ve vrstvě 1
198 skupin (z 218) ve vrstvě 2
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Zdroj: Národní onkologický registr, ÚZIS ČR
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Děkuji za pozornost.
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Undiagnosed RD Patients

Národní onkologický registr
populační registr záznamů jednotlivých novotvarů je provozován ÚZIS ČR od roku 1976
Klasifikace: MKN-10, MKN-O-3.2 (topografie, morfologie), TNM

• zhoubné novotvary (C00–C97),
• novotvary in situ (D00–D09),
• novotvary nejistého nebo neznámého chování (D37–D48),
vybrané nezhoubné / benigní novotvary s morfologií 8683/0 gangliocytický
paragangliom nebo 8936/0 gastrointestinální stromální tumor, benigní (diagnózy D10.5–
D13.3, D13.5–D13.6, D13.9–D15.9, D20.0–D21.9, D28.2–D28.7, D29.1–D29.2, D30.0–
D30.4, D30.9, D32.0–D35.9, D36.7 s morfologií 8683/0 nebo 8936/0).
a dále pozitivní bioptické či cytologické nálezy:
• D12 - nezhoubný novotvar tlustého střeva‚ konečníku‚ řitního kanálu a řiti,
• N87 - dysplazie hrdla děložního.


