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AGENDA 



Reaching over 1.2 million kidney cancer patients worldwide 

 

The IKCC Network 2019 

39 Affiliates 

  

25 Countries  

 

6 Continents 



The IKCC: Our Leadership Team 

Board of Directors 
 Patients, Caregivers, Medical Professionals 

 6 Countries (AU, CDN, DE, NL, UK, USA) 

Medical Advisory Board 

Executive: 
 

 Dr Michael Jewett (Chair)  

 Dr Eric Jonasch (Vice Chair)  

 Prof. Axel Bex (NL/UK)  

 Dr Daniel Heng (CDN) 

 Prof. James Larkin (UK) 

Operations Manager 

Julia Black 

Members Worldwide: 
• Australia, Brazil, India, Poland, Singapore, Mexico, 

China, Japan, UK 

 



Global Summit & Experts Meeting April 4-6 2019 

53 Patient Advocates 

26 Countries 

6 Continents 



Global Summit & Experts Meeting 2019 

Dr. Serena Barello 

Keynote Address New Groups 

Advocacy in Portugal 



Focus on Global Collaboration 

 Kidney Cancer Global Summit 

 IKCC Global Board & Working-Meetings  

 Communications 

 Close Collaboration with KOLs and other 

Stakeholders 

 Task Forces & Roundtables 

 Publications 

 Activity/Conference Report 

Sustaining Partners 2019 

Each year: 

BMS     Eisai    Exelixis  

MerckMSD   Novartis   Pfizer  
 

MerckKGaA* 
* Partial funding 



To Reduce Global Burden of Kidney Cancer 

GLOBAL OUTREACH 

Regional Outreach 



Advocacy Initiatives 

Publications, Partnerships 
 

• CHMP/EMA Committee 

• EAU PAG Working Group 

(EPAWG) 

• EAU Guidelines 

• NCI Renal Task Force 

• NCCN Guidelines 

• European Policy Forum 

• Support to World Bladder 

Cancer Coalition 

 



2018 IKCC Publications 

 Patient value: Perspectives from the advocacy community.  
      Health Expect. 2018 Feb;21(1):57-63.  

 Updated European Association of Urology Guidelines for Cytoreductive Nephrectomy in 

Patients with Synchronous Metastatic Clear-cell Renal Cell Carcinoma.  
      European Urology 2018 Dec;74(6):805-809.  

 Adjuvant vascular endothelial growth factor (VEGF) targeted therapy in renal cell 

carcinoma: a systematic review and pooled-analysis.  
      European Urology. 2018 Nov;74(5):611-620.  

 An interdisciplinary consensus on the management of bone metastases from renal cell 

carcinoma.  
      Nature Reviews Urology 2018; 15(8), pages 511–521.  

 Imaging in Suspected Renal Cell Carcinoma: A Systematic Review  
      Clinical Genitourinary Cancer 2018; Aug 11, doi: 10.1016/j.clgc.2018.07.024.  

 A Joint Statement from the European Association of Urology Renal Cell Cancer 

Guidelines Panel and the International Kidney Cancer Coalition: The Rejection of 

Ipilimumab and Nivolumab for Renal Cancer by the Committee for Medicinal Products 

for Human Use Does not Change Evidence-based Guideline Recommendations.  
      European Urology 2018 Dec;74(6):849-851.  

 



Social Media:  

Think Treatment? Think Trials! 
 



Digital Tools: New E-Atlas and Info Hub 



https://ikcc.org/clinical-trials-search/ 

Clinical Trials Database & Search Engine 

(Brazil: 7 studies ongoing) 





World Kidney Cancer Day 2019 theme 

World Kidney Cancer Day Year 3: 20 June 2019  

We need to talk because most people 

have never heard of kidney cancer. 

We need to talk to encourage more 

clinical trials, more discussion of the 

psychological effects, more involvement 

of patients in treatment decisions, etc. 

We need to talk because only by talking 

will we create the awareness and 

urgency to bring about better prevention, 

research, care and patient outcomes. 



• 1,983 Respondents 
• 43 Countries 
• 14 Languages 
• 30 Patient Groups 

Key Areas of Inquiry: 
• Clinical Trials 
• Patient Information &  
       Shared Decision Making 
• Quality of Life 

 

IKCC Global RCC Patient Survey Findings 



Global 
Participation 
 
Total: 1,983 patients/carers 

 
The largest kidney cancer 
patient experience survey to 
date 

 

Respondents Proportion 

Canada 246 12% 

France 238 12% 

United States 233 12% 

South Korea 229 12% 

Japan 195 10% 

United Kingdom 181 9% 

Mexico 144 7% 

India 140 7% 

Germany 128 6% 

Brazil 51 3% 

Netherlands 46 2% 

Australia 38 2% 

Finland 31 2% 

Other 34 4% 



1. Patient Understanding 
• 43% of patients had No Understanding of SubType at diagnosis (42%) 

2. Clinical Trials 
• 70% of patients have never been Asked to join a clinical trial (60%) 
• Of those never asked, 89% would be ‘fairly likely to join (89%) 
• 45% of those patients already being treated at Major Cancer Centres 

3. Shared Decision Making 
• 29% report “My Doctor Decided For Me” (25%) 

4. Quality of Life 
• 96% of all patient report psychosocial impacts (92%) 

• Only 50% of them are discussing with HCPs (58%) 

Selected Top Line GLOBAL Findings 



Future Directions for IKCC 

Informed by Global Patient Survey 2018 

 Support Diagnosis: Decision Aids for Localised 

Kidney Cancer 

 Managing toxicities (short-term and prolonged) 

of combination therapies: paper based on RWE 

 Management of Oligometastatic mRCC: paper 

 Long-term survivors (5+ years): paper 

 Cross-GU Collaborations: eg. WBCC, UICC, SIU, 

EAU, ESMO 

 

 

 

 



Where can IKCC Best Address Unmet Needs at 

the Global Level? 
 
Awareness of RCC / Advocacy for Best Practices 

Raise Awareness 

Patient Education, Information 

 

Research 

Clinical Trial Design, Patient Reported Outcomes 

Communication across the IKCC Network 

 

Regulatory/HTA 

Provide patient voice; perspective; new insights 

Real World Evidence 

 

Emerging Markets 

Support needs of patients, organisations, associations 

 

 



Thank you for your ongoing support! 

Discussion 


