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Introduction
Population-based overall survival rates for childhood cancers (CC) show variation by geography across Europe. This could be due to
differences in stage at diagnosis.
The BENCHISTA project is a collaboration between population-based cancer registries (PBCRs) to apply the International Consensus
Toronto Staging Guidelines to six childhood solid tumours to assess the extent of variation in stage at diagnosis at a population level
and how much this contributes to the observed survival differences. The project will also assess the feasibility for PBCRs to collect
additional information on treatment modalities, relapse, some non-stage prognostic factors and cause of death.

Results

Discussion
The BENCHISTA project is a first step to understand reasons for international variation in overall survival for childhood cancer at a
population level. It is expected to illuminate the relative importance of later diagnosis versus variation in treatments given.
Participation will prepare PBCRs for the routine collection of Toronto Stage according to international consensus guidelines for future
benchmarking studies anticipated by the European Network of Cancer Registries.
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PBCRs across Europe 
and internationally 

have been invited to 
participate in the 

BENCHISTA project.

Participating PBCRs 
commit to identifying 
all cases of six solid 

tumour types 
diagnosed in a 

consecutive three 
year period within 
2014-2017, with a 
minimum of 3 year 

follow-up to be 
assured.

The six tumours are

For ages 0-14 years:

Neuroblastoma

Wilms tumour

Medulloblastoma

For ages 0-19 years:

Ewing sarcoma

Rhabdomyosarcoma

Osteosarcoma

PBCRs will use the 
data sources available 
(under national laws 
and permissions) to 
assign the Toronto 

stage at diagnosis to 
each patient. 

PBCRs are 
encouraged to involve 

clinicians to discuss 
“grey cases”. 

All data are submitted directly from each PBCR to INT, Milan, where 
the database is being assembled, processed and stored according to 

strict GDPR principles.

Stage distribution and overall survival by stage will be analysed by 
tumour type and by large geographical regions (groupings similar to 

EUROCARE studies) or based on the number by country.

Almost 70 PBCRs from 30 countries are active members of the Project Working Group 
(PWG). 64 PBCRs have already committed to collect and submit data. The others are still 

assessing their requirements (or capabilities) to take part.

For 20 PBCRs, ethical approval by UCL 
and INT was sufficient for data 

submission.

In process of getting further information 
on DTA status from other PBCRs. 

44 PBCRs required a Data Transfer 
Agreement (DTA). 

Different data sources will be used to 
construct the Toronto Stage, depending 
on each PBCR’s processes, data access 

and regulations. 

A series of tumour-specific trainings led by
clinical experts and the Belgian PBCR were held
to prepare the project data collection as part of
quality assurance efforts to standardise
staging.

Based on data held in the EUROCARE database
at INT, we expect >8.000 patients to be
included in the BENCHISTA database. Previous
modelling has shown a difference in survival
for Neuroblastoma that could be explained by
difference in stage specific survival.

Contact:  
Benchista@istitutotumori.mi.it

Benchista Website Link: 
https://www.ucl.ac.uk/child-

health/research/developmental-biology-and-
cancer/benchista

Project Working Group (PWG): Australian CR: J Aitken, J Pole; Austrian CR: M Hackl; Belgian CR: E Van Eycken, N Van Damme; Dana-Farber Cancer Institute: L Frazier; Brasil: B Camargo, M de Oliveira Santos; Ontario Children CR_POGO: S Gupta J Pole; Bulgarian CR: Z Valerianova, D Konstantinov; Croatian CR: M Sekerija; Czech National CR: J Stary, J
Sterba; Danish Childhood Cancer registry and Department of pediatric oncology: L Hjalgrim; Danish Cancer Society: J F Winther; Estonia National Institute for Health Development: K Paapsi; National Registry of Childhood Cancer - Solid tumours: B Lacour E Desandes; German Childhood CR, Mainz: F Erdmann C Spix; Greek Nationwide Registry for
Childhood Hematological Malignancies and Solid Tumours (NARECHEM-ST): ET Petridou, E Bouka; Hungarian Child CR: Z Jakab; Bergamo CR: G Sampietro; Puglia CR: F Cuccaro D Bruno; Toscana CR: A Caldarella; Friuli Venezia Giulia CR, CRO Aviano National Cancer Institute: L Dal Maso; Palermo CR: W Mazzucco; Registro tumori dell'Emilia-Romagna,
Unità di Piacenza: E Borciani; Registro tumori dell'Emilia-Romagna, Unità di Parma: M Michiara; Registro tumori dell'Emilia-Romagna, Unità di Reggio Emilia: L Mangone; Registro tumori dell'Emilia-Romagna, Unità di Modena: G Spagnoli; Registro tumori dell'Emilia-Romagna, Unità di Ferrara: S Ferretti; Registro tumori dell'Emilia-Romagna, Unità
della Romagna, IRCCS IRST Meldola: F Falcini; Childhood Cancer Registry of Piedmont: M Maule C Sacerdote; Registro Tumori di Ragusa e Caltanissetta: E Spata; Registro Tumori Regione Marche: S Manasse P Coccia; Registro tumori ATS della Città metropolitana di Milano: AG Russo F Gervasi; Trento Cancer Registry (Trento CR), Servizio
Epidemiologia Clinica e Valutativa, APSS Trento: R Rizzello; Integrated Cancer Registry CT-ME-EN: M Ferrante M Castaing; Siracusa province CR: A Madeddu; Veneto CR: M Rugge S Guzzinati; Campania Childhood CR: F Vetrano; Pavia CR: L Boschetti; Trapani CR: G Candela; Registro Tumori ATS Insubria: M Gambino; Monza-Brianza CR: M Rognoni;
Latina CR: S Iacovacci; Cremona & Mantova CR: P Ballotari; Liguria CR, Ospedale Policlinico San Martino IRCCS: L Boni; Alto Adige CR: G Mazzoleni; Reggio calabria CR: S Valenti Clemente; RT della valle d'Aosta: M Castelli; Brescia CR: M Magoni; Basilicata CR: R Galasso; Catanzaro CR: A Sutera Sardo; Osaka CR: K Nakata; Center for Cancer Registries,
National Cancer Center: T Matsuda; Lithuanian CR: G Smailyte; Malta National Cancer Registry, Health Information and Research: M Azzopardi; Norwegian CR: T Børge Johannesen A Dahlen; Polish Childhood Cancer Registry, Medical University of Lublin: J Kowalczyk; Açores CR: G Forjaz de Lacerda; Central Portugal CR: B Carrito; Southern Portugal
CR: G Caldas; Northern Portugal CR: M Bento; Portuguese Pediatric CR: A M Ferreira; Romanian Child CR: M Bucurenci, The Oncology Institute "I. Chiricuta", Cluj-Napoca: D Coza; Slovakian National CR: C Safaei Diba; Cancer Registry of Republic of Slovenia: V Zadnik; Albacete. Castilla-La Mancha CR: A Mateos; Basque Country, Euskadi-CIBERESP CR:
A Lopez de Munain; Childhood and Adolescents CR - CISCV: F Almela N Fuster; Girona CR, CIBERESP, ICO, IDIBGI: R Marcos-Gragera; Granada CR, EASP, CIBERESP, ibs.GRANADA, UGR: M Sanchez; Murcia CR, CIBERESP, IMIB-Arrixaca: M Chirlaque; Navarra CR, CIBERESP, IdiSNA: M Guevara; Spanish Registry of Childhood Tumours, RETI-SEHOP: R
Fernandez Delgado; Tarragona CR: J Galceran;Spain RETI-SEHOP: A Cañete Nieto E Pardo; Childhood Switzerland CR: C Kuehni S M Redmond; The Netherlands CR: O Visser; England NDRS/NHS Digital: L Irvine P Stacey; Northern Ireland CR: A Gavin; Scottish CR: D Morrison; WCISU: D Huws J Warlow; Ireland CR: D Murray; Swedish Childhood Cancer
Registry (SCCR): P Lähteenmäki; C Stiller; B Zeller; F Spreafico; N Gaspar pediatric oncologist, Gustave Roussy cancer campus, Villejuif, France; S Bailey; S Strauss; A Di Cataldo; Riccardo Capocaccia; PPIE - A Polanco.
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