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Dates:  
Monday 12th September 17:30 – 21:30 
Tuesday 13th September 08:30 – 12:30 
All times are local CEST 

 
Location: Paris, France 
Venue: Châteauform’ City La Manufacture, 4 Esplanade de la Manufacture, 92130 Issy-les-Moulineaux 
Tel: 0033 1 80 80 33 80 
Click here for directions. (A 10-minute walk from the main ESMO Congress venue) 
 
Room: Salle de Lecture, 6th Floor 
 

A workshop for expert clinicians to foster a better understanding of the role for clinicians in promoting patient advocacy and as well as enable participants to 
accelerate patient engagement by: 

1. Helping to foster the establishment of new national patient groups and/or improve organizational impact and effectiveness of existing ones 
in your country and region.  

2. Helping you to further develop your advocacy and leadership skills to foster a better understanding of the role and benefits of patient 
engagement among your colleagues. 

3. Fostering a desire to educate your trainees to better understand the role and benefits of patient engagement which should include engaging 
them in activities of the IKCC, e.g., providing expertise for new infographics, contributing to meeting highlights reports, contributing to 
possible initiatives in contributing Journal Highlights or other possible projects of IKCC. 

4. Encouraging mentorship of clinical colleagues in your country and region to better understand best practices in patient advocacy and 
engagement.  

On site contact: Julia Black, Chief Operating Officer, IKCC 
Mobile: 0044 7973 777 202 
Email: julia@ikcc.org 

https://www.chateauform.com/en/house/la-manufacture/
https://assets.chateauform.com/pm_8909_34_34381-ov2nswsocr.pdf
mailto:julia@ikcc.org


 

 

 

DAY 1  –  Monday 12th September 2022 
The role of patient advocacy in advancing research and innovation 

Time (CEST) 
17:30 –18:00 

Sessions – Speaker(s) / Presenter – Themes 
Refreshments on arrival 

18:00 – 18:10 Welcome and Introductions - IKCC Board & Medical Advisory Board 

18:10 – 18:50 
 

Keynote Lecture: From individual patient care to health system reform -- what is patient advocacy and how can clinicians be involved? 

Dr Michael Jewett (CA),  IKCC Board, University of Toronto, Princess Margaret Cancer Centre 

Deb Maskens (CA), Founding Chair Emeritus, Kidney Cancer Canada 
Patient advocacy should improve outcomes for all cancer patients and can contribute to all aspects of health care.  
What is the evidence for advocacy impact? What is the role for clinicians in ensuring that patient voices are heard? 

18:50 – 19:20 The shift from research outcomes to research impact - and the role patients and their organisations have to play.  

Moderator: Dr. Danny Heng (CA), University of Calgary, Tom Baker Cancer Centre 
Dr Bettina Ryll (SE), Horizon Europe Cancer Mission, Melanoma Patient Network Europe 
This session will reflect on:  
1. The increasingly systematic patient involvement across the research cycle- funding bodies, research institutions, ethics committees and 
research consortia. 
2. Opportunities and challenges for patient advocacy groups. 
3. How to get started? Most impactful opportunities for patient engagement.  
Q&A session 

19:20 – 19:50 Patient reported outcomes and health-related quality of life data in cancer clinical trials 
Moderator: Dr. Axel Bex (NL/UK),  University College London, Royal Free Hospital 
Prof Mieke Van Hemelrijk (UK), Kings College London 
Jan Geissler (DE),  Founder and CEO Patvocates 
An overview of the importance of patient reported outcomes and HRQOL in HTAs &clinical trials. Presentation will include projects 
investigating international standards for patient reported outcomes and health-related quality of life in HTAs, cancer clinical trials and real 
world settings.  Q&A session 

19:50 – 20:20 A patient-centric research strategy 
Moderator: Dr. James Larkin (UK),  Royal Marsden Hospital 
Dr Michael Jewett (CA),  IKCC Board, University of Toronto, Princess Margaret Cancer Centre 
An overview of KCRN experience with James Lind Alliance priority setting process for kidney cancer. A further introduction to how design 
thinking can be used to identify problem areas within research that are important to patients, clinicians and researchers. 
Dr Bettina Ryll (SE),  Horizon Europe Cancer Mission, Melanoma Patient Network Europe 
Using design thinking to identify areas of high impact/high patient need to optimally exploit research and policy opportunities. Q&A session 

20:30 – 21:30 Networking buffet reception - Dining Room, 1st Floor 

 

https://ikcc.org/about-ikcc/board-of-directors/
https://ikcc.org/about-ikcc/board-of-directors/
https://ikcc.org/about-ikcc/ikcc-medical-advisory-board/
https://www.esmo.org/Profiles/bettina-ryll
https://ikcc.org/about-ikcc/ikcc-medical-advisory-board/
https://www.kcl.ac.uk/people/mieke-van-hemelrijck
https://www.patvocates.net/about-patvocates/jan-geissler/
https://ikcc.org/about-ikcc/ikcc-medical-advisory-board/
https://ikcc.org/about-ikcc/board-of-directors/
http://www.melanomapatientnetworkeu.org/


 

 

 

DAY 2  – Tuesday 13th September 2022 
Patient advocacy in design of care 
 

Time (CEST) Sessions – Speaker(s) / Presenter – Themes 
08:30 – 09:15 

 

Patient decision aids to improve shared-decision making 
Moderator: Dr. Stenio Zequi (BR),  University of São Paulo, A.C. Camargo Cancer Center  

Deb Maskens (CA), Kidney Cancer Canada 
Shared decision making, patient perspective 
Prof Mieke Van Hemelrijk (UK), Kings College London 
An introduction to the role of patient decision aids to support shared decision making between patients and clinicians.  
Q&A session 

09:15 – 10:00 
 

Patient involvement in clinical practice guidelines 

Moderator: Dr. Craig Gedye (AU), University of Newcastle, Australia 

Dr Rodney Breau (CA), University of Ottawa & Member AUA and Cancer Care Ontario Clinical Practice Guidelines Committees 

Dr Rachel Giles (NL),  IKCC Board & Member, EAU Kidney Cancer Guidelines Panel 

An overview of evidence-based clinical practice guidelines as a tool to provide consistent care and an introduction to methodology and 

impact of patient involvement in clinical practice guidelines. 
Q&A session 

10:00 – 10:45 Understanding patients’ needs across the cancer journey 
Moderator: Dr. Eric Jonasch (USA),  MD Anderson Cancer Center 
Dr Sara Maclennan (UK), University of Aberdeen 
Jan Geissler (DE),  Founder and CEO Patvocates 
An introduction to: 

1. Information and supportive care needs of patients. 
2. Cancer care pathways. 
3. The role of a networked approach to understand patient needs, including collaboration between patients, clinicians, 
researchers and non-profit organisations. 

Q&A session 
10:45 – 11:05 Coffee and networking 

  

https://ikcc.org/about-ikcc/ikcc-medical-advisory-board/
https://ikcc.org/about-ikcc/board-of-directors/
https://www.kcl.ac.uk/people/mieke-van-hemelrijck
https://ikcc.org/about-ikcc/ikcc-medical-advisory-board/
https://med.uottawa.ca/surgery/people/breau-rodney
https://ikcc.org/about-ikcc/board-of-directors/
https://ikcc.org/about-ikcc/board-of-directors/
https://www.abdn.ac.uk/iahs/research/health-psychology/profiles/s.maclennan
https://www.patvocates.net/about-patvocates/jan-geissler/


 

 

 

Time (CEST) Sessions – Speaker(s) / Presenter – Themes 
11:05 – 11:35 Roundtable: Patient advocacy - global perspectives 

Dr Rachel Giles (NL),  IKCC Board Chair 
Dr Bettina Ryll (SE),  Horizon Europe Cancer Mission, Melanoma Patient Network Europe 

Deb Maskens (CA), Founding Chair Emeritus, Kidney Cancer Canada 
Jan Geissler (DE),  Founder and CEO Patvocates 
Alex Filicevas (BE), Executive Director, World Bladder Cancer Patient Coalition  
Dr Yoshihiko Tomita (JP), Professor and Chairman Dept. of Urology, Director, Niigata University Hospital, Niigata, Japan 
Isobel Bocher-Pianka (FR), Former Chief Patient Affairs Officer  
An overview and discussion of the global patient advocacy landscape 

11:45  – 12:30 Wrap Up: The call to arms: what will I do when I go home? 
Moderators: Dr. Michael Jewett & Dr. Eric Jonasch, Chairs, IKCC MAB 
Panel: Selected MAB Candidate Members 
This wrap up panel will explore ways for patients and clinicians to create and/or strengthen patient advocacy networks in their 
countries. How can we: 

1. Identify and connect with patient advocates? 
2. Foster new or stronger existing national patient advocacy groups 
3. Foster a better understanding of the role and benefits of patient engagement among our colleagues 
4. Educate our trainees & students to better understand the role and benefits of patient engagement by engaging them 

in activities of the IKCC, e.g., providing expertise for new infographics, contributing to meeting highlights reports, 
contributing to possible initiatives in contributing Journal Highlights or other possible projects of IKCC. 

5. Better support opportunities for MAB Members to mentor colleagues in other countries to mutually better understand 
best practices in patient advocacy and engagement? 

12:30 Lunch 
Sponsored by:     

 

 
 

A project of IKCC 

 

IKCC The Global Collaboration Of National Patient Groups Supporting Those Affected By Kidney Cancer. 

Board Members R. Giles (NL) * B. Lewis (USA) *  C. Collins (CA) * B. Eberhardt (DE) * M. Hickey (USA) *  

 M. Jewett (CA) * E. Jonasch (USA) * L. Leff (USA) *A. Wilson (AU) * R. Woodward (UK) 

Mgmt. Services  Chief Operating Officer: Julia Black (UK) julia@ikcc.org 

Legal Entity Foundation, registered in the Netherlands: Stichting Intl. Kidney Cancer Coalition, Reg.No. KvK 62070665 

 
 

https://ikcc.org/about-ikcc/board-of-directors/
http://www.melanomapatientnetworkeu.org/
https://ikcc.org/about-ikcc/board-of-directors/
https://www.patvocates.net/about-patvocates/jan-geissler/
https://worldbladdercancer.org/our-organisation/
https://ikcc.org/about-ikcc/ikcc-medical-advisory-board/
https://ikcc.org/about-ikcc/board-of-directors/


 

 

 

 


