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Burden and centralised treatment in Europe of rare tumours:
results of RARECAREnet—a population-based study

Gemma Gatta, Riccardo Capocaccia, Laura Botta, Sandra Mallone, Roberta De Angelis, Eva Ardanaz, Harry Comber, Nadya Dimitrova,
Maarit K Leinonen, Sabine Siesling, Jan M van der Zwan, Liesbet Van Eycken, Otto Visser, Maja P Zakelj, Lesley A Anderson, Francesca Bella,
KaireInnos, Renée Otter, Charles A Stiller, Annalisa Trama, for the RARECAREnet working group*

Summary
Background Rare cancers pose ck ges for diagnosi: and clinical decision making. Information about rare
cancers is scant. The RARECARE project defined rare cancers as those with an annual incidence of less than six per
100000 people in European Union (EU). We updated the estimates of the burden of rare cancers in Europe, their time

trends in incidence and survival, and provide infc ionabout ¢ i of’ in seven European countries.

Methods We analysed data from 94 cancer registries for more than 2 million rare cancer diagnoses, to estimate
European incidence and survival in 2000-07 and the corresponding time trends during 1995-2007. Incidence was
calculated as the number of new cases divided by the cor ding total pers vears in the pop S-year
relative survival was calculated by the Ederer-2 method. Seven registries (Belgium, Bulgaria, Finland, Ireland, the
Netherlands, Slovenia, and the Navarra region in Spain) provided additional data for hospitals treating about

Rare cancers: incidence < 6/100,000/year in EU
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RARE CAMCER AGENDA 2030

Ten Recomimendations frowm the EU Joint Action on Rare Cancers
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Rare cancars should be monitaned
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Health systems should exploit networking
Medical education showld exploit and serve healthcars networking
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ician shared clinical decision-making should be
espeacially valusd
Appropriate state-of-the-art instruments should be developed in
rane cancer

Regulation on rare cancers should tolerate a higher degree of
uncertainty

Puolicy strategies on rare cancers and sustainability of interventions
should be based on networking

10, Rare cancer pallents should be engaged
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EURACAN
European Reference Network on Rare Adult Cancers (solid tumors)
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BELGIUM {Antwerp, Brussels, Leuven,
Ligge)

CZECH REPUBLIC B, Prague)
DENMARK (Aarhus)

GERMANY {Berin, Essen, Mannheim,
Hamburg-Eppendor], Marburg,
Wikzburg)

FINLAND (Turku)

FRANCE (Lyon, Parls, Vilieniif)
HUNGARY (Budapest)

ITALY (Aviano, Bologna, Candiolo,
Frerue, Genos, Meldofa, Milan, Naples,
Roma, Siena, Torne, Traviso)
LITHUANIA (Ksunas)
NETHERLANDS (Amsterdam,
Leden, Maastricht, Nijmegen,
Rotterdam, Groningen)

NORWAY (0o}

POLAND (Warsaw)

PORTUGAL (Coimbra, Lisboa, Porto)
SWEDEN {Karolinska, Uppsala)
SPAIN (Barcelona, Sevila)
SLOVENIA {Ljubljana)

UNITED KINGDOM (Coventry,
London, Onford, Sheffield)

£ countries without EURACAN
[ Inon £U countries
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O STarting an Adult Rare Tumour European Registry
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Head and Neck Cancer International Group




IDEAZRC

A data ecosystem is a platform that combines data from different data providers and creates value
through the usage of the data

Closed data ecosystems Strategic partnerships Open data ecosystems
Organizations share data in a Small number of organizations share Organizations share data for
closed environment data for a dedicated purpose the public good openly
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EHR for inpatients and outpatients: reports of pathology and
imaging. radiotherapy DB, drugs DB, laboratory DB: administrative
DB

about 8000/year in the EHR
(available from 2018 onwards)

EUROCAREG and RARECARERet population base dataset on rare
cancers

=1,000,000 rare cancers cases

CLB EHR for inpatients and outpatients; Images. genomic data, 200,000 all cancers; about 30,000
rare
EHR for inpatients and outpatients: reports of pathology and 600 new cases/year of head and
imaging. radiotherapy DB, drugs DB, laboratory DB: administrative | neck cancers; =3000 since 2017
APHP DB. Clinical data warchouse in OMOP and FHIR
The registry of the French Network of head and neck cancers 10,000 head and neck cancer
(REFCOR.). It is a national clinical registry on head and neck cases
cancers with pathological and imaging reports (pdf repository).
Electronic health records (inpatients and outpatients). Pathology about 1000 cases of sarcomas
FID reports, imaging, labs available online.
Spanish registry about 2500
VGR EHR for inpatients and outpatients; reports of pathology and about 2500 rare cancers/year;
imaging. radiotherapy DB, drugs DB, laboratory DB 1000 cases of sarcomas already
available + about 300 new
sarcomas (year);
NIOC | Electronic health records (inpatients and outpatients). Clinical DB, | =5000 rare cancers: 200
institutional sarcomas DB sarcomas in a dedicated database
MUH |EHR for inpatients and outpatients; reports of pathology and T000 cancer cases (about 1000
imaging. radiotherapy DB, drugs DB, laboratory DB rare cancers) + 2000 new cancer
cases/year (about 300 rare
cancers).
ous EHR for inpatients and outpatients: reports of pathology and about 1500 rare cancer/year data
imaging. radiotherapy DB, drugs DB, laboratory DB: administrative | available in the last 20 years
DB: hospital registry for common and rare cancers (e.g., sarcoma,
neuroendocrine tumours); national registry for common and rare
cancers (i.e., quality registry for sarcoma)
MMCI | EHR for inpatients and outpatients; reports of pathology and =10,000; =1500 rare cancers
imaging. radiotherapy DB, laboratory DB; administrative DB;
Genomic/biomolecular data
Czech National Cancer Registry https://www.uzis.cz/index- about 10,000 rare cancers/year
en.php?pg=about-us
FPNS |EHR (inpatients and outpatients); reports of pathology and imaging. | =50,000; =7000 rare cancers
radiotherapy DB, drugs DB, laboratory DB: administrative DB
UKE EHR for mpatients and outpatients; reports of pathology and = 2000 rare cancers; mainly

imaging. radiotherapy DB, laboratory DB; administrative DB;
Tumor board data set

head and neck cancers and
sarcomas




IDEA4RC Technical approach
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A flexible
interoperability
ecosystem for rare
cancer data
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Project Healthcare Data Space \WP3

Based on FHIR logical Model
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BT Policy management module aligned with IDSA

(GDPR consent, trust, DTA, ...)

Military Zones including VPNs site-to-sites, Next Generation Firewalls, IDS, IPS, etc..

Data Governance Layer
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IDEAZRC

H EUROPEAN
COMMISSION

Strasbourg, 3.5.2022

COM(2022) 197 final
2022/0140 (COD)

Proposal fora
REGULATION OF THE EUROPEAN PARLIAMENT AND OF THE COUNCIL

on the European Health Data Space

(Text with EEA relevance)

{SEC(2022) 196 final} - {SWD(2022) 130 final} - {SWD(2022) 131 final} -
{SWD(2022) 132 final}
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IDEA4RC and TEHDAS user journey support
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IDEASRC digiCore

WP10 — Rare Cancer Data Ecosystem enlargement and liaison

T10.2 Community of intereg ’

T10.4 A data exchange hub for rare caR



Privacy | April 17-21 2023 .
Symposium ' Venice, ltaly

2023

WWW.privacysymposium.org

Health and Medical Data
Compliance and Secondary Use

Monday April 17 2023
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Thank you

Annalisa Trama
annalisa.trama@istitutotumori.mi.it



