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CGPP WG and COVID-19 

 

• COVID-19 dominated our professional lives and changed our priorities 

• Public and patient involvement has been sidelined 

• Difficulties for CGPP members to liaise 

• But maintaining contact and communication 

 

But opportunities… 

• Evolution of the OECI Model of Patient Involvement 

• PROMs-PREMs implication 
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OECI Model of Patient Involvement 
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• From stopping patient meeting … 
• … to managing virtual meetings 
• And finally, increasing inclusivity and participation . 

Involving patients in a pandemic 

PISARO:  Jules Bordet  Patient 

partners’ group 



Digital environment creates opportunities 

• LinkedIn group (April 2020) 
https://www.linkedin.com/groups/13843191/ 
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Country Center name First name Last name Function

Austria Comprehensive Cancer Center Graz Gerald Sendlhofer Leiter der Geschäftsstelle Comprehensive Cancer Center Graz

Austria Comprehensive Cancer Center Vienna Natalija Frank Coordinating Manager for Patient & Care Affairs

Belgium Kankercentrum Brussel Mark De Ridder

Belgium Institut Jules Bordet (IJB) Patrick Miqueu Coordinator Patient Collaborations

Belgium Institut Jules Bordet (IJB) Dominique de Valeriola General Medical Director

Belgium AZ Groeninge Philip Debruyne Lead Clinician 

Croatia Klinika za tumore - Klinicki bolnicki centar Sestre milosrdniceIva Kirac Surgical Oncology

Denmark Kræftens Bekæmpelse - Center for Kræftforskning Laila Walther head of Patient support
Denmark Kræftens Bekæmpelse - Center for Kræftforskning Bo Andreassen Rix

Denmark Vejle Sygehus, Patienternes Kræftsygehus en del af Sygehus LillebæltAnne Skov Villadsen Senior Consultant

Estonia North Estonia Medical Centre Vahur Valvere Head of Oncology and Haematology Clinic

Estonia Sihtasutus Tartu Ülikooli Kliinikum Mari-Leen Varendi Quality Manager

Finland TYKS Syöpäkeskus Mervi Siekkinen PhD, Development manager

Finland Tampereen Yliopistollinen sairaala Anne Kairenius Projektiasiamies/Syöpäkeskus-hanke

France Centre Léon Bérard Irène Philip Contact

France Centre Léon Bérard Amine Belhabri président de la commission des usagers 

France Centre Léon Bérard Nathalie Blanc Responsable Communication

France Gustave Roussy Anne de Jesus coordonnatrice des relations patients

France Institut Curie Sophie Oger-Hodge Quality Director and Risk Management 

France Institut Paoli-Calmettes Martine Bouyssie Head of the Quality Department  

France Centre François Baclesse (Caen) Laurence Picard Head of Quality & Risk Management Department

France Institut Universitaire de Cancérologie APHP Joseph Gligorov 

France Institut Universitaire de Cancérologie APHP Diariètou Ndiaye Gueye Medical Coordinator  

Germany Deutsches Krebsforschungszentrum (DKFZ) Stefan Frohling

Germany Charité Comprehensive Cancer Center  Cornelia Grosse Coordinator

Hungary Országos Onkológiai Intézet József Lövey Medical Director

Hungary Országos Korányi TBC és Pulmonológiai Intézet Krisztina Bogos Contact (osztályvezető főorvos)

Ireland Trinity St. James’s Cancer Institute Maria Kane Quality Manager-Person Centred Care

Italy Centro di Riferimento Oncologico  Istituto Nazionale Tumori Ivana TRUCCOLO head, Scientific & Patients Library

Italy Istituto Tumori  Giovanni Paolo II, Istituto di Ricovero e Cura a Carattere ScientificoAngelo Paradiso Director of Experimental Oncology

Italy IRCCS Azienda Ospedaliera Universitaria  San Martino - IST- Istituto Nazionale per la Ricerca sul CancroSimona Morganti Company contact person Public Relations Office

Italy Istituto Europeo di Oncologia Pier Luigi Deriu Head Officer Quality and Accreditation (Public relation Office)

Italy Istituto Nazionale Tumori -IRCCS  "Fondazione G.Pascale" (INT-Pascale)Gianfranco De Feo Contact

Italy Istituto Nazionale Tumori Regina Elena Gaetana Cognetti Librarian

Italy Istituto Nazionale Tumori Regina Elena Stefano Canitano Medical Radiologist 

Italy Istituto Nazionale Tumori Regina Elena Gennaro Ciliberto Scientific Director

Italy Ospedale San Raffaele (OSR) Rita Piccolo Ms

Italy Istituto Oncologico Veneto  IRCCS-IOV Silva Mitro Contact

Italy IRCCS, Centro di Riferimento Oncologico della Basilicata (CROB)Giovanni Storto Contact

Italy Istituto Scientifico Romagnolo per lo Studio e la Cura dei Tumori [IRST]-IRCCSMarna Bernabini Quality Manager

Italy Azienda Unità Sanitaria Locale di Reggio Emilia - IRCCS Istituto in Tecnologie Avanzate e Modelli Assistenziali in OncologiaElena Cervi Medical Library and Patient Library-Responsible Patient Information Point

Italy Azienda Unità Sanitaria Locale di Reggio Emilia - IRCCS Istituto in Tecnologie Avanzate e Modelli Assistenziali in OncologiaMaria Chiara Bassi Director of Medical Library and Patient Library

Italy IRCCS Istituto Clinico Humanitas Pamela Ferrari Patient Experience Servizi Clienti

Italy IRCCS Istituto Clinico Humanitas Alexia Bertuzzi Oncologist Head of Sarcoma section 

Italy Istituto di Candiolo FPO-IRCCS Piero Fenu Medical Director 

Lithuania National Cancer Institute Juventa Sartataviciene Public relations officer

Norway Oslo Universitetssykehus (OUS) Anne Grethe Ryen HammerstadSenior advicer in health care and patient safety

Portugal Instituto Português de Oncologia de Lisboa Francisco Gentil, E.P.E. (IPO-Lisboa)Rita Castanheira Director of Quality and Risk Management/Patient Management

Portugal Instituto Português de Oncologia do Porto  Francisco Gentil,  E.P.E. (IPO-Porto)Rita Veloso Outpatient Administrator

Romania The “Prof. Dr. Ion Chiricuta” Institute of Oncology (IOCN) Vald Schitcu MD, Surgeon 

Russian Federation Tatarstan Cancer Center “TCC” Ekaterina Ratner Medical Oncologist

Slovakia Ústav experimentálnej onkológie SAV Silvia Pastorekova Professor

Slovenia Onkološki Inštitut Ljubljana Tanja Marinko

Spain Fundación Instituto Valenciano de Oncología IVO Tomás Quirós Morató Medical Director

Spain Institut Català d’Oncologia ICO Ana Rodríguez

Sweden Karolinska Institute and University Hospital Jonas Bergh Chairman Research and Education (Director) 

Sweden Skånes Universitetssjukhus Sixten Borg Contact

Sweden Uppsala University Hospital Hans  Hägglund Medical Director

Switzerland University Hospital Zurich Ulrike Sandner

The Netherlands Netherlands Cancer Institute  Annemarie Kapteijns Advisor Marketing and Relationship management

The Netherlands Erasmus MC Cancer Institute Inge Van Eekelen Contact

The Netherlands IKNL Integraal Kankercentrum Nederland Monique Becker Advisor

The Netherlands Maastricht University Medical Centre Edward Nolle

The Netherlands Rijnstate Marjet Docter quality coordinator

The Netherlands University Medical Center Groningen   Comprehensive Cancer Center (UMCG-CCC)Ineke Middelveldt Contact

Turkey Dokuz Eylül Üniversitesi Onkoloji Enstitüsü  Yasemin Baskin Contact

Turkey Dokuz Eylül Üniversitesi Onkoloji Enstitüsü  Nur Olgun Prof Dr; Head of Institute of Oncology; Director of Pediatric Oncology Department

Turkey Anadolu Sağlık Merkezi Emine Kurt Manager of Patient Relations

Turkey Anadolu Sağlık Merkezi Irem Ergun Patient relations department leader, General manager

United Kingdom The Christie NHS Foundation Trust Jackie Bird Chief Nurse and Executive Director of Quality

United Kingdom Cambridge Cancer Centre  Michelle Brown Macmillan Co-Production Lead

United Kingdom King’s Health Partners Integrated Cancer Centre Ambi Williams Research Manager 

United Kingdom Imperial College Healthcare NHS Trust  Guy Young Deputy Director of Patient Experience

CGPP contact list  ( as of January 2019) 

62 OECI members 
167 contacts 
 

CGPP WG Governance & Membership 

CGPP Steering committee : 
• Chairperson: Dominique de Valeriola  
• Coordinator: Patrick Miqueu  
• Member: Martine Bouyssie (IPC Marseille, France) 
• Member: Chiara Ariotti (Humanitas Milano, Italy) 
• Member: Ambi Williams (Kings’Health Partner London, UK) 



Based on the Call of abstracts organised 
for 2nd edition of OECI PATIENT DAY : one-
day conference on Patient involvement  
 
Contributions from professionals and 
patient advocates where the perspective 
of the patients into professionals’ 
activities and developments are 
promoted.  
 
30 abstracts received, reviewed and 
scored by 9 experts  
9 abstracts selected 

#OncologyDays 2021 – CGPP session  



Perspectives  

Collaboration with the Accreditation & Designation Program  

• Proving a new insight to quality standards  

• Integrating patients’ needs and perspectives 

 

Collaboration with Cancer Outcomes Research WG 

• Providing guidance for Patient Involvement  in PREMs and 
PROMs  

 

 

 

 

 

 

 

 

 

 

 

 

OECI role in Cancer Mission of the EU Horizon Europe Framework 
Program for Research and Innovation 



Patient Involvement  in PREMs and PROMs context 

Valuing experiential knowledge of patients 
Reassuring on the importance of patient involvement in research & care 
Giving confidence that their own contribution can make a difference 
 

Promoting integrative Co-creation 
IAP2 Participation Spectrum  

In collaboration with  

Cancer Outcomes Research WG 



Collaboration for Good Practice with Patients Working Group 
 
Reserve the date:    
OECI Oncology Days 2021:  
June 16th 2021  
10:00 to 11:00 am 
 


