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Message From the Chair

Without a doubt, 2021 has been another successful year for the International  
Kidney Cancer Coalition (IKCC) and the kidney cancer community. What has been 
accomplished in the second year of the pandemic – another year full of change, 
uncertainty and the inability to physically come together – is something to be 
proud of. But when I look back on it all, the one thing that stands out consistently, 
is how important connection is in everything we do. 

IKCC is the only global network of independent national kidney cancer patient  
organisations. We represent the perspectives, insights and experiences of kidney 
cancer patients around the world and empower the kidney cancer community 
through advocacy, awareness, information and research. Our strength is in the 
connections we seek, the connections we build, and the connections we maintain 
with patient organisations, healthcare professionals and associations, researchers 
and supporters, all sharing a common goal of reducing the burden of kidney  
cancer worldwide.

World Kidney Cancer Day 2021 was celebrated in June. The theme – We need to 
talk about how we are feeling – resonated with the patient community and  
beyond. It gave patients a tool to help them connect with their health team about 
their mental well-being. This theme, as in previous years, was based on the results 
of IKCC’s 2018 Global Patient Survey – where we heard from nearly 2,000 patients 
and carers about the kidney cancer experience. Kidney cancer has a remarkable  
impact on the lives of the patients as well as their family and support team;  
wellbeing should always be central to care.

Connecting patients and carers with the information they need, when they need it 
is a key component of patient empowerment. Throughout the year, IKCC has 
shared information about IKCC-led research on COVID-19 and patients’  
perspectives on adjuvant treatment with immunotherapy, as well as clinical trial 
results in easy-to-understand formats. We also talked to kidney cancer patients in 
a pilot study examining the barriers experienced when in a clinical trial.

IKCC’s Global Kidney Cancer Summit 2021 was held over two days in September. 
The focus of the conference was to build and strengthen the connections  
throughout the global kidney cancer community. This year, our approach further 
emphasized our organisational commitment to put Affiliate Organisations at the 
centre of the Summit. The agenda was created through Affiliate feedback and  
featured many Affiliate-led sessions, with the focus on collaboration and  
knowledge exchange.

Rachel Giles
Dr Rachel Giles, 
Chair of the Board 
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Beyond the Summit, IKCC is committed to ongoing support in all regions around 
the world. In 2020, the Board of Directors made the strategic decision to increase 
efforts to engage with patient organisations in Asia and help strengthen the  
patient voice in that region. As a result, in November 2021, organisations  
connected at our first virtual consultation called IKCC Roundtable: Focus on Asia.

Connecting with other global cancer coalitions continues to be a priority for IKCC, 
and we play an active role in the newly-formed Global Cancer Coalitions Network, 
a collaboration of nine global cancer coalitions and alliances, representing  
750 patient organisations working on behalf of 14 million cancer patients around 
the world. While the specifics of the work we do is different, there is so much we 
can learn from each other and there are many opportunities to collaborate on 
pan-cancer issues. This year, Affiliate Organisations directly heard the expertise of 
Lorna Warwick from Lymphoma Coalition and Alex Filicevas from World Bladder 
Cancer Patient Coalition – we look forward to making even more of these  
connections in the future.

We’ve also been connecting beyond the kidney cancer community with the  
broader urology and oncology professional community. For example, when the 
European Association of Urology held its Annual EAU Conference in July, IKCC was 
there representing the kidney cancer community with 11 presentations and five 
posters, two of which won awards. In 2021, we were also authors on nine  
publications in peer-reviewed medical journals.

In 2021, we were also happy to make some new additions – expanding our circle of 
connection. We’re pleased to have welcomed a new Affiliate Organisation – Polish 
Amazons Social Movement. And we are thrilled to have three new members on the 
Board of Directors. Margie Hickey (U.S.) brings extensive experience from her  
impressive career as a nurse and professional health communicator. Christine  
Collins (CA) and Liz Leff (U.S.) join the Board for 1-year terms representing Affiliate 
Organisations.

It’s been another successful year. And no matter where you are in the world, or 
what you call it – conexión, lien, verbinding, 関係, or połączenie – connection is 
what’s been at the centre of it all. 

On behalf of the Board of Directors,  
and the dedicated IKCC staff, we thank  
every single person who was a part  
of what was accomplished this year.  
We are grateful. 
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About IKCC

The International Kidney Cancer Coalition (IKCC) is an  
independent international network of over 45 patient  
organisations that focus exclusively, or include a specific  
focus, on kidney cancer. Based in Amsterdam,  
the Netherlands, the organisation was born from a very strong 
desire among various national kidney cancer patient groups 
to network, cooperate and share materials,  
knowledge, and experiences around the world. 

Kidney cancer is a global issue. Every year, an estimated 
431,000 people worldwide will be diagnosed with kidney  
cancer.1 Research and clinical trials in kidney cancer take 
place across continents and many kidney cancer experts sit 
on international panels. By working together and collecting 
the experiences of many patients in different countries, we  
represent the perspectives, insights and experiences of kidney 
cancer patients around the world and empower the kidney 
cancer community through advocacy, awareness, information 
and research. 

Priority areas of focus include: 
n	 Strengthening the capacity of current and emerging  

Affiliates in their support for patients with kidney cancer 
n	 Advocating for access to the best care 
n	 Increasing awareness of kidney cancer globally 
n	 Being a global authority in the provision of credible and 

up-to-date kidney cancer information 
n	 Fostering projects promoting the voice of kidney cancer 

patients in research activities worldwide

Our Mission: 
IKCC is a global collaboration of patient organisations that 
empowers and represents the kidney cancer community 
through advocacy, awareness, information and research.

Our Vision: 
To reduce the global burden of kidney cancer.

The VALUES of IKCC

Innovative Professional

TransparentEthical

     Collaborative

but independent

Culturally sensitive

(respectful)

Pat ient centred 
and 

democrat ic

Our Values: 
IKCC has defined core values that form the basis for the  
culture, the behaviour, the cooperation, the decision-making 
process and the activities of IKCC.

1)  Bray F, Ferlay J, Soerjomataram I, Siegel RL, Torre LA, Jemal A (2018). Global cancer 
statistics 2018: GLOBOCAN estimates of incidence and mortality world-wide for 36 cancers in 
185 countries. CA Cancer J Clin. 68(6):394—424. https://doi.org/10.3322/caac.21492 
PMID:30207593

IKCC works in partnership with the following organisations, 
collaborating to help improve the lives of cancer patients 
around the world.

European 
Association of 
Urology
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2021: IKCC by the Numbers

47  
Affiliate Organisations worldwide

1 
new affiliate member from Poland 
joined IKCC  

More than 4,500 
Twitter followers and nearly

9,000 
likes on Facebook
A 12.5% increase of followers  
on Twitter!

Over 100 attendees from 

20+ countries and  

6 continents  
attended the  
2-day virtual Global Summit  

The World Kidney Cancer Day campaign  
achieved more than  

9.5 million  
impressions globally across all program  
elements.   
The campaign page saw  

152,000 clicks and  

24,000 landing page views.

IKCC co-authored 9 articles  
in medical journals

IKCC presented at  

11 international conferences

7 editions of the IKCC Newsletter sent to 

nearly 450 subscribers
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Projects and Activities 2021
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2020 Global Patient Survey – Exploring the Kidney Cancer Experience

IKCC launched the 2nd Global Patient Survey late in 2020,  
and in 2021 the survey results were analysed and shared.  
The biennial survey heard from more patients and carers than 
in the inaugural year, with more than 2,000 people from  
41 countries sharing their experiences. 

The 2020 Global Patient Survey explored many of the same 
areas as the first survey, but also examined some areas more 
deeply and considered how experiences are interconnected 
and affect patients’ outcomes. Patients were asked about 
their knowledge and understanding of their diagnosis and 
treatment, and also explored their thoughts regarding  
biopsies. Individuals’ quality of life was assessed, but also the 
role physical activity plays in their physical and emotional 
well-being. IKCC partnered with the Università Cattolica  
del Sacro Cuore in Italy to incorporate the Patient Health  
Engagement Scale, which assessed patients’ psychosocial 
state as it relates to living with kidney cancer.

While some differences were observed between the first  
and second surveys, overall, a consolidated baseline of  
information from the two surveys was demonstrated. With 
this understanding of the gaps in care and patients’ needs, 
IKCC and Affiliate Organisations will plan and execute  
activities and initiatives that support the kidney cancer  
community. 

The results of the 2020 survey can be 
viewed in a variety of ways:
n	 A complete report with all the survey findings and  

breakdowns
n	 A 16-page summary report with key findings and highlights 

and accompanying infographic
n	 Country reports, where more than 100 people completed 

the survey
All reports can be found at ikcc.org/global-patient-survey.

Results were also presented at the  
following medical conferences:
n	 American Society of Clinical Oncology (ASCO), June 2021
n	 European Association of Urology (EAU), July 2021
n	 European Society of Medical Oncology (ESMO),  

September 2021 

Thank you to everyone who participated in the Global Patient 
Survey – including its development, translation, promotion 
and completion.  In 2022, IKCC will work with a multi-country 
steering group of Affiliate Organisations to design and launch 
the next Global Patient Survey and continue the evidence-
based research of the kidney cancer patient experience. 

“Participating in the Global Patient  
Survey has allowed me, along with  
thousands of other patients around the 
world, to have our real-life experiences 
heard, counted and considered to  
improve the lives of people with kidney 
cancer. That is the very definition of 
patient-centred healthcare.” 
 
Subbegowda Tammegowda,  
V Care Foundation, India. 
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2020 Global Patient Survey – Exploring the Kidney Cancer Experience

IKCC’s Global Patient Survey is designed to  
identify geographic variations in patients’  
education, experience and awareness and  
highlight best practices and unmet needs  
related to care, quality of life and clinical trials.

79% 
patients 

21% 
caregivers

0 10 20 30 40

Localised kidney cancer - 13%

Advanced / metastatic kidney cancer  - 41%

No evidence of disease - 34%

Other / don’t know - 12%
% of  patients

Stage of Disease

The survey included 2,012 respondents in 41 countries

Understanding the details of their disease at diagnosis  
allows patients to participate in the treatment process  
in an informed way and help reduce the psychosocial  
effect of the diagnosis.

0% 10% 20% 30% 40% 50%

Risk of recurrence – 31%

Subtype – 34%

Likelihood of survival beyond 5 years – 42%

Stage of cancer – 18%

Treatment options – 12%

Treatment recommendations – 12% % of  patients

At the time of diagnosis, the following were not explained to 
patients in a way they could understand:

0% 10% 20% 30% 40% 50% 60%

Fear of recurrence – 55%

Disease-related anxiety – 50% 

General anxiety – 43%

Di�iculty with daily living – 28%

Fear of dying – 31%

Most common  
psychosocial issues  
included: 

0%

10%

20%

30%

40%

50%

60%

70%

Fear of 
recurrence 

Disease-related 
anxiety

Depression Fear of dying Di
iculty with 
daily living

Concerns or 
changes in physical 

appearance

Sedentary = Always + Very O�en Adequate Physical Activity = Always + Very O�en

Adequate Physical Activity = Rarely + NeverSedentary = Rarely + Never

63

53

13

7

17 19 17

68

43
47

50 52

32

26

16
20

56 55

44

28

17

56

15
12

Patient’s level 
of physical activity

96% of patients are living with one or more psychosocial  
issues related to kidney cancer. However, making regular  
exercise a part of an individual’s treatment plan from  
diagnosis through to survivorship is a safe and effective way  
to manage the psychosocial impacts of cancer.
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Talking about clinical trials helps  
patients learn more about the process of  
advancing cancer care and be  
active partners in their own care.

31%

69%

31% of patients were asked to  

participate in a clinical trial.

Of those asked, 62% agreed and  

the majority were satisfied with  

their experience.

69% of patients had never been asked  

to participate in a clinical trial. 

Of those, 65% said it was likely they 

would have participated if they had  

been asked

Have you been offered  
a biopsy?

Would you be willing to have  
a biopsy in the future?

36%

17%

30%

15% 3%

Yes, of the kidney growth – 30%
Yes, another part of my body – 15%
Yes, but I chose not to – 3%
No, the tissue was examined a�er 
        it was removed by surgery – 36%
No, I was not o�ered a biopsy – 17%

47% 39%

15%

Yes – 47%
Maybe – 39%
No – 15% 

With a refusal rate of 3% and only 15% of  
patients saying they would refuse a biopsy  
in the future, there is an opportunity to offer 
biopsies more consistently to better  
understand and treat individuals’ masses.
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World Kidney Cancer Day 2021:  

We need to talk about how we’re feeling

IKCC and Affiliate Organisations celebrated another successful 
World Kidney Cancer Day raising awareness for kidney cancer and 
the unique challenges patients face. The 2021 campaign theme,  
We need to talk about how we’re feeling, was built on the results of 
the 2018 Global Patient Survey which revealed that 96% of  
patients experience psychosocial issues related to their cancer, 
yet approximately half do not discuss the issues with family, 
friends or their healthcare team.

In addition to raising awareness for the mental burden of kidney 
cancer and the importance of seeking support, the campaign  
encouraged kidney cancer patients to create their own  
Personalised Psychosocial Wellbeing Report by answering a short 
survey about their experience. The clinically credible tool was  
designed to help people better understand their own situation 
and start conversations with others, including their healthcare 
team, about how they are feeling.

Beyond the global campaign, Affiliate Organisations on  
6 continents hosted local activities including online education  
and support events, community communications, healthcare  
professional outreach, media coverage, the launch of a book  
sharing group, and more!  

By the Numbers:
n	 9.5 million impressions of campaign materials 
n	 152,000 clicks and 24,269 landing page views
n	 712 Personalised Psychosocial Wellbeing Reports submitted
n	 Online wellbeing survey in 14 languages

The success of World Kidney Cancer Day is a credit to  
everyone who got involved to talk about how we’re feeling –  
thank you! 
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World Kidney Cancer Day 2021:  

We need to talk about how we’re feeling

Telefon kontaktowy: +48 502 438 648

                   Rak nerki jest bardzo groźną chorobą rozwijającą się bezobjawowo.

Wczesna diagnostyka może ustrzec nas przed tą groźną chorobą. Powszechnie dostępna i dająca
dobre wyniki diagnostyczne jest „ULTRASONOGRAFIA JAMY BRZUSZNEJ”, nie zwlekaj, zgłoś się
do urologa, poproś o skierowanie i wykonaj to badanie.

Kiedy dotyka Cię choroba nowotworowa nerki, życie Twoje wali się w gruzy, czujesz się
zestresowany i bardzo samotny. Przewagę bierze lęk, depresja, obawy przed skutkami nowotworu,
złe samopoczucie i wiele innych obaw.

Globalne badania pacjentów wykonane przez IKCC w 2018 r. wykazały, że 96%  pacjentów
doświadcza problemów psychospołecznych, ale mniej niż połowa rozmawia o swoim samopoczuciu
z rodziną, bliskimi, przyjaciółmi lub lekarzem.

                 Podstawowe hasło Światowego Dnia Walki z Rakiem Nerki w 2021 roku brzmi:
                                 „MUSIMY ROZMAWIAĆ O NASZYM SAMOPOCZUCIU”

Rozmowa o problemach psychospołecznych z pracownikiem służby zdrowia prowadzi do wsparcia
klinicznego, które może zmienić Twoje doświadczenie z rakiem nerki.

Wspólnie z Międzynarodową Koalicją Pacjentów z Rakiem Nerki (GLADIATOR - IKCC)
zachęcamy do wczesnej diagnostyki.

*Dzwoń na telefon zaufania: +48 502 438 648 codziennie 8.00 - 20.00.

*Pisz na adres e-mail: stowarzyszenie.gladiator@poczta.fm.
Uzyskasz wyczerpującą poradę merytoryczną na temat raka prostaty, nerki, pęcherza moczowego,
wsparcie psychoonkologa.
Na adres domowy otrzymasz komplet niezbędnych poradników i broszur tematycznych bezpłatnie.

                                                     CZAS ZADBAĆ O ZDROWIE
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In 2020, the Board of Directors made the strategic decision to 
increase efforts to engage with patient organisations in Asia 
and help strengthen the patient voice in that region. As a  
global collaboration of patient organisations, supporting all 
regions around the world is a priority.

As a result, on 29 November 2021, IKCC hosted a virtual  
consultation called IKCC Roundtable: Focus on Asia. Patient 
organisations from across the region came together to learn 
and discuss the region’s unique needs.

The virtual event began with a presentation from Dr Ravi 
Kanesvaran, head of medical oncology at the National Cancer 
Center in Singapore. He summarised the highlights from the 
ESMO Asia Virtual Oncology Week 2021, which he also chaired. 

Next, Lorna Warwick, CEO of Lymphoma Coalition, shared the 
organisation’s experience and lessons learned in Asia-Pacific 
lymphoma care. The presentation included a discussion 
about the heterogeneity of the region, the varied barriers to 
care, and how many best-practices around the world don’t 
easily translate to countries in the region.

The session concluded with a roundtable discussion amongst 
participants where each organisation’s representative shared 
their experiences and challenges working in the healthcare, 
oncology and kidney cancer spaces specifically.  

Throughout the day, the engaged group participated in  
meaningful discussions that helped identify key issues and 
areas for additional discussion and a path forward to work  
together in the future. 

IKCC Roundtable: Focus on Asia 

Participating Organisations

AVEC, Japan
Bangladesh Community Oncology Trust, Bangladesh
Bec’s Troops, Australia
Korean Kidney Cancer Association, South Korea
The Max Foundation, Malaysia
Philippine Alliance of Patient Organizations, Philippines
V-Care Foundation, India
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Clinical trials are the cornerstone of  
advancing treatment for kidney cancer 
and they provide evidence about which  
treatments work. It is a core belief of IKCC 
that every patient deserves access to the 
highest quality care and the opportunity 
to participate in research through clinical 
trials.

Research has shown that compared with 
all clinical trials, clinical trials in cancer 
have a lower rate of completion, which 
could be related to their longer duration, greater cost to  
patients, travel requirements, and serious side effects. These 
factors can add up to the unfortunate consequence of having 
patients leaving the trial before it is completed. Furthermore, 
although initial research has explored the barriers to patient 
retention in clinical trials, none have been specific to kidney 
cancer patients. As well, most of the studies in this area have 
focused on barriers to patients completing questionnaires 
and not on trials where visits and follow up are required, 
which have a higher burden on the patient. 

When a kidney cancer patient has taken the careful decision 
to join a clinical trial, and then later chooses to withdraw from 
that trial, that trial has somehow failed the patient. We need to 
understand the barriers and other considerations to that  
important decision in order to better support patients  
currently in clinical trials, or those considering joining one. 

To define the barriers to patients, and potentially suggest  
interventions to minimalise impact, IKCC launched a Clinical 
Trial Retention Project. The pilot project employed a theory-
informed approach to understand the specific barriers kidney 
cancer patients face to remain on a clinical trial once they are 
enrolled. 

Clinical Trial Retention Program:  

Why kidney cancer patients leave clinical trials

Eight of the 14 domains within the  
Theoretical Domains Framework,  
developed by behavioural scientists, 
were identified as important to patient 
retention in clinical trials for kidney  
cancer, namely: knowledge, skills, social 
influences, environmental context and 
resources, beliefs about capabilities,  
reinforcements, beliefs about  
consequences and emotion.

The pilot project highlighted the role  
patient organisations play in relation to patients’ participation 
and staying enrolled in clinical trials by increasing awareness 
of trials and providing practical and emotional support.

The findings also suggested that there is a need to explore 
how kidney cancer clinical trials can be improved by including 
patient values into their design, with a particular focus on  
patients’ information needs and the real burden that patients 
participating in trials face. 

IKCC’s abstract on Why patients leave clinical trials: the kidney 
cancer patient perspective has been accepted for the Patient 
Poster Session at the 37th Annual EAU Congress. 

The next step in this project is to conduct a literature review  
to investigate retention in clinical trials beyond kidney cancer 
and to explore whether there are existing interventions to  
improve retention that may be applied for kidney cancer trials. 
The full report will be available in 2022.
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Kidney Cancer: 
My Treatment, 
My Choice
Decision Aid

My Treatment, My Choice 
A decision aid for people with small renal masses

Supporting you in the shared decision-making process with your healthcare team Insert your organisation logo here

Version 1.0 April 2020

My Treatment, My Choice: Decision Aid Series – Updates

One of IKCC’s core beliefs is patients and their families have an 
essential role to play in the healthcare decisions that affect 
their lives – a concept known as shared decision making.  
However, to be active participants in their care, patients and 
families must be supported with accurate, accessible and up-
to-date information about treatment and care options, as well 
as an understanding of how their decisions will affect their 
quality of life.

IKCC has created a series of Decision Aids, called  
My Treatment, My Choice, which are tailored to provide the 
specific information needed at every stage of kidney cancer. 
The series includes a booklet with basic information about 
kidney cancer for people who are newly diagnosed, as well as 
booklets to support people diagnosed with a small renal 
mass, locally advanced renal cell carcinoma, and metastatic 
renal cell carcinoma. Each decision aid is written in patient-
friendly language by a global team of patients, advocates and 
medical professionals who have supported thousands of  
kidney cancer patients around the world.

This is a very exciting time in kidney cancer research. New and  
effective targeted treatments are being discovered and clinicians 
are gaining experience with new drug combinations and  
sequences. In addition, there is a better understanding of the role 
of surgery at all stages and how to manage side effects, which can 
improve quality of life. As advances in research are translated into 
clinical practice, IKCC regularly updates this valuable resource to 
make sure patients and families have accurate and current  
information when making decisions about their treatment  
options. 

In 2021, the decision aid for metastatic renal cell carcinoma was 
reviewed and updated to include the very latest combination 
treatment options because it is important for patients to have  
access to the very best information in an easy-to-understand  
format. We will continue to review and update all our decision aid 
booklets as research provides us with ever more effective  
treatment options.

Kidney Cancer: 
My Treatment, 
My Choice
Decision Aid

My Treatment, My Choice 
A decision aid for people with locally advanced renal cell carcinoma (kidney cancer)

Supporting you in the shared decision-making process with your healthcare team Insert local patient support organisation logo here

Version 1.0  
June 2021

Kidney Cancer: 
My Treatment, 
My Choice
Decision Aid

My Treatment, My Choice 
A decision aid for people with metastatic renal cell carcinoma (kidney cancer)

Supporting you in the shared decision-making process with your healthcare team Insert local patient support organisation logo here

Version 3.0  
January 2021
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Spotlight on New Research: Infographics

IKCC created three new infographics in 2021:

When patients can access and understand information 
about research, they are better prepared to be active  
participants in their own care. For this reason, IKCC  
creates easy-to-understand visual infographics outlining 
the findings of newly published data about kidney cancer. 
Affiliate Organisations, as well as other interested  
organisations and medical professionals, are invited to 
use the infographics (with permission) provided IKCC is 
cited as the source. 

Patient perspective on adjuvant immunotherapy for 
renal cell carcinoma
 
IKCC conducted a short poll of kidney cancer patients to 
gauge their attitudes towards post-surgery (adjuvant)  
treatment with immunotherapy (IO) to reduce the chance that 
their tumour will come back.  Specifically, the poll asked  
people about the level of risk reduction of recurrence to  
accept immunotherapy after surgery, as well as the  
acceptable level of risk for steroid use to manage side-effects 
from immunotherapy.

The poll found that 40% of patients would take adjuvant IO 
treatment after surgery if there was a 50% reduction in the risk 
of the cancer returning. Only 9% said they would not take  
adjuvant IO at all. Regarding steroid use, over a quarter of  
patients were willing to accept a 25% risk of having side- 
effects to adjuvant IO that required treatment with steroids. 
We thank the 141 patients who completed this poll!

© IKCC = International Kidney Cancer Coalition 2021     

www.ikcc.org @ikcc.org  @IKCCtrialsikcc
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Treatment with immune checkpoint inhibitors o en causes 
side e�ects, which can usually be managed by taking steroids 
so that you can finish the therapy. Steroids, in turn, can also 
have side e�ects, such as water retention (pu�iness), 
weight gain, and even permanent side e�ects like diabetes, 
or fibrosis (tissue scarring). Knowing that there is a risk you 
may need high dose steroid treatment in addition to the 
immunotherapy, what level of risk for steroid use would be 
acceptable for you?
140 out of 141 people answered this question

Question 2
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Imagine, you (or your loved one) have had surgery to remove 
your kidney cancer, but you still have a high risk that 
your kidney cancer will come back later on. Your doctor o�ers 
you a systemic immune checkpoint inhibitor treatment 
(also called immunotherapy). What would you, as a patient in 
that situation, consider the necessary reduction of risk 
of your kidney cancer coming back to accept immunotherapy 
a er your surgery?
140 out of 141 people answered this question

Question 1

8 
countries with IO as available therapy

141
RCC Patients

Patient perspective 
on adjuvant immunotherapy 

for renal cell carcinoma 
(May 2021)
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Study Results: CheckMate 214 - 4-Year Follow Up 
 
CheckMate 214 is a study that compares nivolumab combined 
with ipilimumab with sunitinib in previously untreated  
advanced or metastatic renal cell carcinoma. The infographic 
captures the 4-year follow-up, specifically reporting on study 
participants’ demographics, trial design, objective response 
rate, progression-free survival, complete response, median 
overall survival, duration of response and side effects. 

Study Results: CheckMate 9ER
 
CheckMate 9ER is a study that compares nivolumab combined 
with cabozantinib to sunitinib in previously untreated  
advanced or metastatic renal cell carcinoma. The infographic 
reported on the study participant’s demographics, trial design 
and results, including objective response rate, progression-
free survival, stable disease, median duration of response, 
complete response and side effects. In addition, this trial  
reported extensive quality of life data, which is included in the 
infographic.

© IKCC = International Kidney Cancer Coalition,  
     www.ikcc.org
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source : Albiges L, et al. Nivolumab plus ipilimumab versus sunitinib for �rst-line treatment of advanced renal cell carcinoma: 
extended 4-year follow-up of the phase III CheckMate 214 trial. ESMO Open. 2020 Nov;5(6):e001079. 

4 Year Follow-Up Results Checkmate 214
nivolumab combined with ipilimumab versus sunitinib 

in previously untreated advanced or metastatic renal cell carcinoma  
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T.K. Choueiri et al. Nivolumab plus Cabozantinib versus Sunitinib for Advanced Renal-Cell Carcinoma. 
N Engl J Med 2021; 384:829-841 DOI: 10.1056/NEJMoa2026982 

Study Results Checkmate 9ER
A Study of Nivolumab Combined With Cabozantinib 

Compared to Sunitinib in Previously Untreated Advanced or 
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Global Kidney Cancer Summit 2021
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Hospital in London (UK), presented clinical trial results related to  
new treatment approaches in locally advanced and metastatic kidney 
cancer, as well as ways to manage side effects of treatment.   

The following sessions were driven by the experiences and insights of 
Affiliate Organisations who, in the spirit of learning and collaboration, 
recounted their success, challenges and best practices in the areas of 
engaging new patients and carers, strengthening patient support  
programs, supporting carers and the impact of the pandemic on  
patient organisations. 

Thank you to all who presented and shared during the conference, and 
to those who helped moderate the discussions.  We also thank the 
2021 Conference Committee for their dedication to the planning and 
organisation of this year’s Global Summit. Committee members  
included Linda Anderson (US), Vandana Gupta (IN), Dr Michael Jewett 
(CA), and Linda Ostoski (US) – we are grateful!

For a complete summary of the Global Kidney Cancer Summit 2021 
and details from the presentations, visit the IKCC website.

Global Kidney Cancer Summit 2021:  

Connecting the Kidney Cancer Community

IKCC hosted its 11th Global Kidney  
Cancer Summit in September 2021.  
It is the only international conference 
for organisations representing patients 
with kidney cancer. The focus of the 
2021 virtual conference was building 
and strengthening the connection 

throughout the global kidney cancer community. 

More than 100 members of the worldwide kidney cancer community 
representing 23 countries came together virtually showing their  
commitment to improving the lives of people with kidney cancer.

During the two-day online conference, delegates had the  
opportunity to learn from each other, share successes and  
challenges and help build capacity across the kidney cancer  
network. The agenda was created through Affiliate feedback and  
featured a variety of Affiliate-led sessions. 

The Summit began with highlights from ESMO 2021. Dr Andreas  
Michael Schmitt, Clinical Research Fellow at the Royal Marsden  

In a time when being together still wasn’t 
possible, Affiliate Organisations came 

together virtually to build, maintain, and 
strengthen connections throughout the 

global kidney cancer community.

100% of attendees said the conference fulfilled their reason for  
attending and the majority said they connected with the  

kidney cancer community throughout. 



21

Day 1_Presentations



22

Day 2_Presentations



23



24

Representing the Voice and Values of Kidney Cancer Patients

IKCC is a global collaboration of patient organisations that 
both empowers and represents the kidney cancer community 
through advocacy, awareness, information and research to 
generate evidence to further our advocacy efforts. As part of 
this commitment, IKCC, via members of its Board of Directors 
and Medical Advisory Board, attends conferences,  
participates on committees and advisory groups and  
publishes in scientific journals, newsletters and other  
medical-based outlets.

Through these efforts, the voice and values of kidney cancer 
patients are included in places where treatment and care  
decisions are made. 

2021 IKCC Presentations 

American Society of Clinical Oncology (ASCO)  
in June 2021
n	 Results from the IKCC 2020 Global Patient Survey

European Association of Urology (EAU)  
Virtual Conference in July 2021
n	 Patient Quality Criteria for a Multidisciplinary Integrated 

Care Pathway for von Hippel-Lindau Syndrome
n	 Cancer Care during COVID-19:  

Data from 157 Patient Organisations
n	 Patient-Reported Experience of Diagnosis, Management, 

and Burden of RCC: Results from a  
Global Patient Survey in 41 countries

n	 Patient engagement interventions not only improve health 
but survival in patients with cancer: A scoping review

n	 Patient perspective on serving on the steering committee 
of the AURORAX-0087A trial for non-metastatic clear cell 
RCC

European Society of Medical Oncology (ESMO)  
Virtual Conference in September 2021 
n	 Results from the IKCC 2020 Global Patient Survey

Two 
awards 
won!
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2021 IKCC Publications 

Giles RH, Maskens D, Martinez R, Kastrati K, Casto C, Mauro JCJ, Bick R, Packer M, 
Heng DYC, Larkin J, Bex A, Jonasch, MacIennan SJ, Jewett MAS. Patient-Reported 
Experience of Diagnosis, Management, and Burden of Renal Cell Carcinomas: 
Results from a Global Patient Survey in 43 countries. Accepted Dec 2021, European 
Urology Open Science (in press)

Bedke J, Albiges L, Capitanio U, Giles RH, Hora M, Lam TB, Ljungberg B, Marconi L, 
Klatte T, Volpe A, Abu-Ghanem Y, Dabestani S, Fernández-Pello S, Hofmann F, 
Kuusk T, Tahbaz R, Powles T, Bex A. 2021 Updated European Association of Urology 
Guidelines on the Use of Adjuvant Pembrolizumab for Renal Cell Carcinoma. Eur 
Urol. 2021 Dec 14:S0302-2838(21)02198-9.

Choueiri TK, Albiges L, Atkins MB, Bakouny Z, Bratslavsky G, Braun DA, Haas NB, 
Haanen JBAG, Hakimi AA, Jewett MAS, Jonasch E, Kaelin WG, Kapur P, Labaki C, 
Lewis B, McDermott DF, Pal SK, Pels K, Poteat S, Powles T, Rathmell WK, Rini BI, 
Signoretti S, Tannir NM, Uzzo RG, Hammers HJ. From Basic Science to Clinical 
Translation in Kidney Cancer: A Report from the Second Kidney Cancer Research 
Summit. Clin Cancer Res. 2021 Dec 29:clincanres.3238.2021.

Motzer RJ, Jonasch E, Agarwal N, Alva A, Baine M, Beckermann K, Carlo MI, 
Choueiri TK, Costello BA, Derweesh IH, Desai A, Ged Y, George S, Gore JL, Haas N, 
Hancock SL, Kapur P, Kyriakopoulos C, Lam ET, Lara PN, Lau C, Lewis B, Madoff DC, 
Manley B, Michaelson MD, Mortazavi A, Nandagopal L, Plimack ER, Ponsky L, 
Ramalingam S, Shuch B, Smith ZL, Sosman J, Dwyer MA, Gurski LA, Motter A. 
Kidney Cancer, Version 3.2022, NCCN Clinical Practice Guidelines in Oncology.  
J Natl Compr Canc Netw. 2022 Jan;20(1):71-90. 

Bedke J, Albiges L, Capitanio U, Giles RH, Hora M, Lam TB, Ljungberg B, Marconi L, 
Klatte T, Volpe A, Abu-Ghanem Y, Dabestani S, Pello SF, Hofmann F, Kuusk T, 
Tahbaz R, Powles T, Bex A. The 2021 Updated European Association of Urology 
Guidelines on Renal Cell Carcinoma: Immune Checkpoint Inhibitor-based 
Combination Therapies for Treatment-naive Metastatic Clear-cell Renal Cell 
Carcinoma Are Standard of Care. Eur Urol. 2021 Oct;80(4):393-397. 

Björkqvist J, Giles RH, Cornford P, Makaroff LE, Van Hemelrijck M, Darraugh J, Cowl 
J, MacLennan S, MacLennan SJ. Providing a Framework for Meaningful Patient 
Involvement in Clinical Practice Guideline Development and Implementation. Eur 
Urol Focus. 2021 Sep 28:S2405-4569(21)00264-9.

Herrera-Caceres JO, Ajaj R, Leão R, Barello S, Rodriguez-Covarrubias F, Zequi SC, 
Maskens D, Giles RH, Lavallée LT, Jewett MAS. Patient-centered care can be 
improved by joint meetings between cancer patient group leaders and health care 
providers. Patient Educ Couns. 2021 Jul 16:S0738-3991(21)00482-1. 

Vat LE, Finlay T, Robinson P, Barbareschi G, Boudes M, Diaz Ponce AM, Dinboeck M, 
Eichmann L, Ferrer E, Fruytier SE,  Giles RH, Hey C, Broerse JEW, Schuitmaker-
Warnaar TJ. Evaluation of patient engagement in medicine development: A 
multi-stakeholder framework with metrics. Health Expect. 2021 Apr;24(2):491-506.

Bedke J, Albiges L, Capitanio U, Giles RH, Hora M, Lam TB, Ljungberg B, Marconi L, 
Klatte T, Volpe A, Abu-Ghanem Y, Dabestani S, Fernández-Pello S, Hofmann F, 
Kuusk T, Tahbaz R, Powles T, Bex A. Updated European Association of Urology 
Guidelines on Renal Cell Carcinoma: Nivolumab plus Cabozantinib Joins Immune 
Checkpoint Inhibition Combination Therapies for Treatment-naïve Metastatic 
Clear-Cell Renal Cell Carcinoma. Eur Urol. 2021 Mar;79(3):339-342. 

Links to all of IKCC’s 2021 publications can be found at 
https://ikcc.org/publications/

https://ikcc.org/publications/
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Supporting the Kidney Cancer Community During the COVID-19 Pandemic

For two years, people affected by cancer and patient  
organisations have been impacted by the global COVID-19 
pandemic. Specifically, kidney cancer patients need up-to-
date and evidence-based information about their  
treatment, follow-up care, vaccination and other cancer- 
specific details about managing health during the pandemic, 
and patient organisations have worked tirelessly to support 
their community’s needs.

In the spirit of knowledge-exchange and collaboration, IKCC 
created an information hub on its website with credible  
resources. At the Global Kidney Cancer Summit, Affiliate  
Organisations shared their successes and challenges in  
managing patient programs and changing information needs 
during the pandemic.

In 2021, IKCC also published a new report entitled The impact 
of COVID-19 on the kidney cancer community. Based on  
experiences and learnings from a multidisciplinary group of 
experts, the paper highlights the many ways the pandemic 
has affected patients and the kidney cancer community. This 
includes changes to healthcare systems and the ways kidney 
cancers have been diagnosed and treated, the effect on kidney 
cancer research and the impact on patient organisations.

The report also looked at the ways that patients have been 
affected directly and indirectly, including their lifestyle,  
mental health and their cancer treatment experiences.

The impact of COVID-19 on the kidney cancer community  
report, as well as COVID-19 resources, can be found on the 
IKCC website. We will be presenting this report as a poster at 
the 2022 European Association of Urology Annual Meeting,  
in Amsterdam, the Netherlands.

In addition, the Global Cancer Coalitions Network, of which 
IKCC is a part, hosted two virtual meetings focused on the  
pandemic. Coalition Connection: COVID-19 in February  
and Coalition Connection 2: COVID-19 Vaccines & Cancer  
in November.

4

Insights from the  
IKCC Global Kidney Cancer Summit 2020

The impact of COVID-19  
on people

SARS-CoV-2 is an RNA virus with an incubation period of up to 
14 days and is transmitted in respiratory droplets. Some 
infected people appear asymptomatic. Contact tracing and 
isolation are critical to control the spread of the virus2.  

SARS-CoV-2 suppresses parts of the immune system (type 1 
interferon response) but activates the immune system as a 
whole and can cause cytokine storms. It also causes  
inflammation and silent hypoxia (low blood oxygen levels 
without shortness of breath), all of which can cause death. 
Risk-factors include certain comorbidities, smoking,  
immunosuppression therapy, age, race (Hispanic/Asian),  
cancer and pregnancy. 

Vaccination, face masks, social-distancing, screening, contact 
tracing, hand hygiene, personal protective equipment (PPE), 
enhanced cleaning, and COVID-19 testing can be used to 
control the virus. SARS-CoV-2 is here to stay. Masking and social 
distancing will continue beyond 2021 and into 2022 in countries 
without a successful vaccination programme or herd immunity. 

“Around 80%  
of non-COVID trials  

being stopped  
or interrupted in 2020.”

The impact of COVID-19  
on research

The pandemic disrupted 
clinical trials worldwide, with 
around 80% of non-COVID 
trials being stopped or 
interrupted in 20203.  
For those trials that were able 
to continue, every effort was made to keep patients from harm, 
applying telemedicine where possible, reducing patient volume 
to avoid busy waiting rooms, and the establishment of  
COVID-free trial units. The start of new clinical trials was 
delayed, and recruitment declined as patients were  
discouraged from travelling to hospitals, especially during the 
first half year of the pandemic. There has also been an  
unprecedented re-orientation of clinical research to COVID-19, 
as over 5,500 COVID-related trails have been initiated3.  

The pandemic saw research laboratories mostly halt non-
essential work with redeployment of investigators and staff, 
followed by a phased return to work with COVID-19 tests, or 
virtual homeworking. The pandemic impacted laboratory work, 
training, and hiring. Billions of dollars were diverted causing 
reduced resources for research, and a freeze in hiring. This will 
affect young researchers and new treatment discoveries in the 
years to come2. 

6

Lessons learnt from the first wave of the 
pandemic in 2020

When SARs-CoV-2 first emerged, it was thought that COVID-19 
was a severe form of a common illness, such as influenza or 
respiratory syncytial virus (RSV), and it was treated as such. 
However, scientists quickly realised that transmissibility and 
disease severity were more aggressive, and within a matter of 
weeks an unprecedented pandemic was declared. Important 
lessons were quickly learnt from the impact of the first wave of 
the pandemic.

In many countries, cancer patients were safer in hospital than 
in the community because of the precautions taken to prevent 
the spread of the disease e.g., COVID-free hubs, testing, social 
distancing, PPE etc. However, there were different practices/
guidelines between countries and within countries. At the start 
of the pandemic, guidelines could not keep up with changes in 
practice. Some hospitals had acute assessment units for 
COVID-19 patients to isolate them from other patients, while 
many others did not. Hospitals need to be kept safe with 
infection control procedures and cancer patients should be 
receiving as close to standard care as possible2,5.

Many governments introduced restrictions to prevent  
transmission of the virus, such as the use of masks, social 
distancing, hand hygiene, lockdowns, and prevention of large 
gatherings. These precautions were followed for many months 
and continue to be followed in those countries with high 
transmission rates. The number of cancer patients coming into 
hospital for treatment dropped considerably during lockdowns. 
However, hospitals need to keep diagnostic pathways safe and 
running and there needs to be a balance between COVID-19 
and cancer care.

Younger people are at very low risk from COVID-1912. Collective 
responsibility of communities to prevent the spread of the virus 
and enforced lockdowns to protect the vulnerable may cause 
social unrest and economic hardship for people whose risk is 
very low2.

Cancer services need to address the backlog of cancer patients. 
Patients are presenting with more advanced disease, which will 
ultimately lead to an increase in cancer deaths13. Patients will 
miss treatment and outcomes will suffer2. 

The virus, its natural history, interventions to reduce mortality14, 
and how we can mitigate future pandemics are important 
learnings. Community spirit for tackling the virus has been very 
humbling and the vulnerability of humanity has been exposed2. 

A survey of 157 organisations representing advanced breast, 
bladder, lymphoma, ovarian and pancreatic cancer patients 
presented at the European Society of Medical Oncology (ESMO) 
last year found an average increase in patient support calls of 
44%. This survey identified a substantial need for psychosocial 
support and information from patient organisations, who had 
to adapt their service provision for evidence-based information. 
However, despite this huge increase in demand for services, 
income has dropped and more than 45% of the organisations 
surveyed face a financial burden that threatens the future of 
their work15.

2020 vs 2019

+44%

Patient 
Support Calls

Income of 
Organisations 

-45%

Compared with 2019 data from 157 patient organisations15,  

2020 saw an increase in demand for patient support, and a drop in income.

7

The impact of COVID-19 on the treatment and care  
of kidney cancer patients: a research overview

Since the first wave of the COVID-19 pandemic in 2020, the 
disease has persisted causing peaks of infection around the 
world. This has pushed healthcare systems to their limits, many 
of which now face multiple challenges due to the various  
COVID-19 restrictions imposed worldwide. 

The data for the risk of severe illness from COVID-19 infection 
for kidney cancer patients remains limited. However, examining 
the kidneys of patients who have died of COVID-19 has  
indicated extensive injury to the kidneys from the virus16. In a 
study from China, cancer patients had an increased risk of 
severe COVID-19. However, the number of patients in this study 
was very small, and it is hard to know whether this applies to all 
types of cancer17. Another study from Germany indicated that 
the incidence of SARS-CoV-2 in patients with advanced  
genitourinary cancer, including kidney cancer, was nearly  
10% higher than in the general German population. COVID-19 
infection did not have symptoms or was mild in these patients, 
and not influenced by treatment with immunotherapy. The 
researchers recommended routine COVID-19 screening for 
advanced patients18. 

COVID-19 infection in cancer patients is influenced by  
immunosuppression caused by cancer treatments and other 
comorbidities. These patients are more likely to develop  
COVID-19 infection due to frequent hospital admissions, which 
might explain a slightly higher death rate (17%) seen in patients 
with genitourinary cancers and COVID-19 infection compared 
to people of a similar age without cancer19. As the pandemic 
continues, additional cohort studies will hopefully provide 
more data. 

Diagnosis, treatment, and follow-up  
of kidney cancer patients

There have been significant delays and cancellations of 
diagnoses and treatment resulting in backlogs of cancer 
patients. Every hospital has different criteria for deferring 
treatment and scans, but in general this is based on COVID-19 
risk5,17. This backlog has increased the existing strain on 
healthcare systems and professionals, as well as reducing early 
diagnosis leading to more advanced disease and poorer 
outcomes for cancer patients9. For kidney cancer specifically, 
all diagnoses and follow-up are imaging-dependent and 
hospital appointments are necessary. 

The number of new diagnoses in 2020 were significantly lower 
than in 20199. For example, cancer diagnoses dropped by about 
one third in the Netherlands10 and there were 50,000 ‘missing 
diagnoses’ in the UK11. In Europe, there are 1.5 million fewer 
cancer patients, up to 1 million cancer patients remain  
undiagnosed, and there were 100 million fewer screening tests 
conducted in 202020,21. During the first wave of the pandemic in 
Europe, around half of all cancer patients did not receive the 
right treatment at the right time, and in 2021 about one-fifth of 
patients still experience delays in receiving treatment20,21. 

In India, the number of new cancer diagnoses decreased by 
more than a half (54%), and follow-up visits also declined 46% 
from 1 March through 31 May 2020. Cancer-related hospital 
admissions decreased by more than a third (36%), as did 
outpatient chemotherapy (37% reduction). Surgery was also 
affected, and both major and minor cancer surgeries dropped 
by a half (49% and 52%, respectively). Access to radiotherapy 
and pathological diagnostic tests reduced 23% and 29%,  
respectively, and radiological diagnostic tests by 43%.  
Cancer screening was stopped completely or was less than  
25% of usual capacity at most centres. Cancer services were 
affected more in the larger cities. The COVID-19 pandemic has 
had considerable impact on the delivery of oncology services in 
India. The long-term impact of the effect on cancer screening 
and delayed hospital visits on patient outcomes is yet to be 
determined22.

Having a partial or radical nephrectomy does not increase the 
risk of getting COVID-19 or becoming seriously ill from  
COVID-19. The most important factor is kidney function.  
If kidney function is normal or near normal, then patients with 
kidney cancer should not be at increased risk of COVID-195,17.  
If kidney function is poor, patients are advised to ask their 
clinician about their level of risk17. Also, in addition to kidney 
function, conditions such as chronic respiratory disease, 
cardiovascular disease, diabetes, or obesity increase the risk  
of severe COVID-19.
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Regular cancer patient care was severely disrupted in India between March-May 2020  

as a result of COVID-1922   

12

Urologist perspective

COVID-19 brought both economic and healthcare challenges. 
All patients took a PCR test 3-5 days before being admitted to 
hospital for treatment41. The hospital not only had to protect 
patients, but healthcare workers too. Treatment was tailored to 
individual patients depending on their performance status and 
stage of disease42. The main risk factors for COVID-19 are like 
those for kidney cancer (obesity, smoking, age) increasing the 
risk for these patients. Patients with early stage T1 tumours 
were put on active surveillance, those with T3 tumours had 
surgery immediately, and those with T1b-T2 tumours were 
assessed for COVID-19 risk and surgery performed according to 
risk, health, and age. Elderly or sick patients were put on 
watchful waiting. Patients with high grade tumours or  
hereditary kidney cancer e.g., VHL or HLRCC, were given 
surgery. Patients with metastases were treated with sunitinib  
or immunotherapy 
before surgery and 
the response  
monitored before a 
decision was taken to 
operate. The risks and 
benefits of surgery 
during the pandemic were carefully explained to the patient 
beforehand. COVID-19 has had a huge impact economically and 
many people are now unemployed. About a quarter of the 
population have lost health insurance and cannot afford 
treatment.

Dr Stênio de Cássio Zequi, Division of Surgery,  
A. Camargo Cancer Center, São Paulo, Brazil

Conclusions

This paper highlights the impact of the COVID-19 pandemic 
on the kidney cancer community. We report on the impact 
it has had on patients, their lifestyle and mental health as 
they shield from COVID-19; the impact on cancer patient 
organisations; the effect on cancer research with up to  
80% of clinical trials being stopped or interrupted; and the 
influence on kidney cancer diagnosis and treatments  
leading to a backlog of patients waiting to be seen. On a 
positive note, lessons learnt from the first year of the  
pandemic in 2020 drove the development of new ways of 
kidney cancer management, such as telemedicine and 
virtual consultations. Finally, learnings for the future are 
discussed from the perspectives of a patient, a research 
scientist, and a surgeon. 

“About a quarter of the 
population have lost health 

insurance and cannot  
afford treatment.”

The impact of COVID-19  
on the kidney cancer community

Report

© IKCC, July 2021
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Supporting the Kidney Cancer Community During the COVID-19 Pandemic The IKCC Medical Advisory Board The Cecile and Ken Youner  

IKCC Scholarship
Board members and Medical Advisory Board co-chairs,  
Drs Michael Jewett and Eric Jonasch held the annual meeting 
of the Medical Advisory Board (MAB) virtually with the  
12 members representing clinicians from 10 countries and 
four continents. 

The MAB members have again demonstrated their enthusiasm 
and support for our organisation. They have embraced our 
values by editing Highlights of major clinical meetings for the 
Affiliates Organisations, as well as providing expertise to  
produce infographics and other materials. 

Members of the MAB are currently engaged in developing a 
novel program to increase engagement of clinicians in patient 
advocacy in their home countries, as well as supporting an  
annual IKCC sponsor lectureship at a major clinical meeting. 
The first lecture will be delivered at the 2022 EAU Congress to 
be held in Amsterdam, the Netherlands. Dr Jewett was invited 
to address the topic “Patient engagement is a potential  
blockbuster treatment that urologists should prescribe for 
their cancer patients.” 

The MAB plans to meet in person in 2022 after two years of 
meeting virtually. At that time, the terms of the members will 
be reviewed as they are time limited. 

To view the members of the IKCC Medical Advisory Board, visit 
the IKCC website:  
ikcc.org/about-ikcc/ikcc-medical-advisory-board/

In 2018, IKCC established an annual student scholarship known as 
The Cecile and Ken Youner International Kidney Cancer Coalition 
(IKCC) Scholarship. The award honours the IKCC Emeritus  
Founding Member, Dr Ken Youner, who contributed so much to 
the establishment of IKCC. It is to be awarded annually to a  
student (undergraduate, graduate, resident or fellow) who intends 
to practice medicine, hopefully in the field of kidney cancer. The 
award includes the presentation of their work at the annual IKCC 
Global Summit.

IKCC’s Medical Advisory Board awards the prestigious scholarship 
and in 2021 awarded the 3rd Youner Scholarship to two deserving 
students to share and enable them to continue their vital research:

Dr Charlotte Spencer from 
The Francis Crick Institute in  
London, UK was awarded the 
prize for her work on the  
characterisation of the  
histological appearance of 
genomic alterations in clear 
cell RCC, and harnessing  
machine learning to predict 
genetic mutations to ultimately 
predict patient outcomes.

Dr Elshad Hasanov from the 
University of Texas MD  
Anderson Cancer Center in the 
United States was awarded 
the prize for his work on the 
molecular characterisation of 
RCC brain metastases from 
genomic features and nucleus 
sequencing and comparing 
them with other metastatic 
sites.

The inaugural Cecile and Ken Youner IKCC Scholarship was  
awarded to Dr Lewis Au, MD, FRACP (UK).

http://ikcc.org/about-ikcc/ikcc-medical-advisory-board/
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Financial Overview 

Treasurer’s Report 2021

It gives me great pleasure to present our Annual Financial 
Overview for 2021 on behalf of the IKCC Board of Directors.   

The global pandemic has meant that yet again in 2021 regular 
IKCC activities such as our face-to-face Annual Global Summit, 
attendance at various clinical conferences and other travel 
have impacted our bottom line delivering a surplus of Euro 
331,179.  This an improvement on previous years placing IKCC 
in a strong financial position to address capacity building 
while holding funds in reserve to cover organisational  
operations and key programs going forward. This is an ideal 
position for the organisation to be in financially and provides 
optimal flexibility for the selection of strategies and programs 
to benefit all Affiliates.

The ongoing support of our Sustaining Partners under  
challenging circumstances has ensured our work to empower 
the global kidney cancer community through advocacy, 
awareness, information and research has continued and 
strengthened.  We acknowledge and thank our loyal Partners 
for your ongoing support of our critical work.

Van Hoesel De Blaey Accountancy B.V. of Rotterdam in the 
Netherlands have once again worked with the Board and 
management to deliver independently-audited financial  
statements.

The Board has designated that IKCC reserves be earmarked 
for the following projects in 2022 to enable us to deliver on our 
business objectives, mission and vision. These projects are:

n	 Euro 120,000 World Kidney Cancer Day 
n	 Euro 116,000 Global Kidney Cancer Summit 
n	 Euro 100,000 PAG Incubator
n	 Euro 90,000 Global Patient Survey
n	 Euro 44,000 Dashboard Project
n	 Euro 25,000 Decision Aid: Clinical Trial Participation

The Board has estimated that Euro 200,000 should be kept  
in IKCC’s unrestricted reserves to cover yearly recurring  
overhead expenses. 

We thank all those who have contributed to IKCC and made 
our work to reduce the burden of kidney cancer worldwide 
possible. With your support, IKCC will continue to help im-
prove the lives of people with kidney cancer globally in 2022 
and beyond. 

Anne Wilson
Secretary-Treasurer 
IKCC Board
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2021 Financial Statements

These figures are extracted from the 2021 financial report of 
Stichting International Kidney Cancer Coalition in  
Ouder- Amstel, audited by Van Hoesel De Blaey Accountancy 
B.V. To view the full financial report please visit www.ikcc.org.

Independent Auditor
Van Hoesel De Blaey Accountancy B.V. 
Brouwerstraat 6  
3364 BE Sliedrecht  
The Netherlands 

Financial Services 
Administratiekantoor Boekjewinst.nl BV,  
Computerweg 22,  
3542DR Utrecht,  
The Netherlands

IKCC STATEMENT OF FINANCIAL POSITION  
FOR THE YEAR ENDED 31 DECEMBER 2021
CURRENT ASSETS
Funds to receive € 	 52,936
Liquid assets € 	 1,192,753
TOTAL CURRENT ASSETS € 	 1,245,689 

CURRENT LIABILITIES
Creditors and borrowings € 	 132,309
TOTAL CURRENT LIABILITIES € 	 132,309

NET ASSETS € 	 1,113,380 

ACCUMULATED FUNDS
Reserves € 	 571,700 
Last year surplus/(deficit) € 	 210,501 
Current year surplus/(deficit) € 	 331,179 
TOTAL ACCUMULATED FUNDS € 	 1,113,380 

http://www.ikcc.org.
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Joining IKCC

SUPPORTER

+
ASSOCIATED
INDIVIDUAL

AFFILIATE
ORGANISATION

Affiliate Organisations are registered patient 
organisations that meet the following criteria: 

n	 Have a focus on providing services and/or 
supporting patients with kidney cancer 
and raising awareness, promoting  
research, or empowering organisations 
that are focused on supporting those  
affected by kidney cancer. 

n	 Are recognised and/or registered as a  
non-profit organisation. 

n	 Are willing to abide by the IKCC Code of 
Conduct in addition to adhering to the 
strict ethical guidelines for charities and 
non-profits according to their own  
national contexts. 

n	 Are willing to work with and co-operate 
with other organisations.

 

Supporters are interested in the work of IKCC, 
and may include organisations who do not 
yet fulfil the criteria of an Affiliate  
Organisation, or are individuals with an  
interest in kidney cancer who may wish to  
attend future meetings or join our mailing list. 

Supporters include individuals who may be 
strongly motivated to start kidney cancer 
groups in their own countries. 

Supporters are kept informed of IKCC  
activities but have no voting rights. 

AFFILIATED
ORGANISATION

SUPPORTER

+
ASSOCIATED
INDIVIDUAL

Please see the IKCC website for further  
information:  
https://ikcc.org/about-ikcc/our-affiliates/

New Affiliate Organisation in 2021

Poland: 
Polish Amazons Social Movement 
www.ruchspoleczny.org.pl

https://ikcc.org/about-ikcc/our-affiliates/


31



33

Kidney Cancer Canada

Powerful Patient

VHLA

KCCure
ACKCKidney Cancer Association

Kure it

Judy Nicholson Foundation

Climb 4 Kidney Cancer

KidneyCAN
National Kidney Foundation

R.M.C. Inc

Kidney Cancer UK
Kidney Cancer Support Network

Renal Cancer Research Fund 
Kidney Cancer Scotland

CANSA

Campaigning for Cancer

APIR

AC-RIM

Association of Cancer Patients in Finland

Kidney Cancer Association of Sweden

Gladiator
Polish Amazons Social Movement

Belangenvereniging VHL

Living with Bladder or Kidney Cancer

ALE Asociación 

Kosovo Association Cancer Care

KANKO TurkeyBORKA
VHL Family Alliance, Greece

V Care Foundation

Juliet Ibrahim Foundation

Stand up to Cancer Nigeria

Uronauten e.V.
Das Lebenshaus

OnkomajákA.R.T.u.R

ALCER

ASPAFA 

FMAIRTO

Fundación SIMMON

Instituto Espaco de Vida

Instituto Oncoguia

Esperantra

Cancer Foundation of China

Korea Kidney Cancer Association

IKCC Affiliate Organisations
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IKCC Affiliate Organisations

Please check our website  
for the latest list of organisations  
who have joined  IKCC. 

Affiliate Organisations can be  
identified by this logo displayed on 
their website and materials.
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IKCC Board of Directors 2021

Dr Rachel Giles, Chair
The Netherlands

Dr Rachel Giles was appointed Associate  
Professor of Internal Medicine at the  
University Medical Center Utrecht in 2006. 
She came from a family with an inherited  
tumour syndrome and has been active in  
advocacy for patients with inherited kidney 
cancer since 2003. She researches how  
kidney cells are regulated and what goes 
wrong in the very early steps of kidney cancer. 

Rachel is the Medical Science Officer at  
Medicom Medical Publishers since 2019. She 
has been Chair of the Dutch VHL Organisation 
since 2009, and an international contact point 
for Living with Bladder or Kidney Cancer since 
2010. Rachel has been Chair of the IKCC  
since 2014 and represents the IKCC on the 
EAU Guidelines Committee for renal cell  
carcinoma.

Christine Collins
Canada

Christine Collins’ work with Kidney Cancer 
Canada began after her diagnosis in 2010, in a 
commitment to give back to the organisation 
that supported her. She began volunteering 
at patient education events and in peer  
support services, and then served as a  
Director and Vice Chair of the Board. In 2020, 
Christine moved to the frontlines as the  
Executive Director at Kidney Cancer Canada.

Christine’s personal experience combined 
with her background in education, health, 
and corporate work, along with her  
commitment to Kidney Cancer Canada, has 
enabled her to better serve and support the 
kidney cancer community. Christine has  
always advocated that kidney cancer is a 
global disease and that when we collaborate 
at that scale, we can not only discover better 
diagnosis opportunities, treatment options 
and support, but also a cure.

Bryan Lewis has led the advocacy efforts for 
KidneyCan – www.kidneycan.org – a US-
based patient advocacy organisation. As a 
kidney cancer survivor, he has been an active 
legislative advocate and policy spokesman 
for the kidney cancer community in  
Washington, D.C., devoting most of his efforts 
to policy advocacy in the United States  
Congress and regulatory agencies. Most  
recently, he was successful in obtaining  
$50 million for the KCRP – Kidney Cancer  
Research Program  
(www.cdmrp.army. mil/kcrp/).

Bryan also serves on the National  
Comprehensive Cancer Network (NCCN)  
Kidney Cancer Guidelines Panel, the National 
Cancer Institute Renal Task Force, and the 
ASCO Guidelines Panel for Metastatic RCC. 
Previously, he held the positions of Vice  
President, Operations for Brand USA, and as 
Chief of Staff & General Counsel, U.S. Travel 
Association, a Washington, D.C.-based trade 
association.

Bryan Lewis, Vice-Chair
United States
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BERIT EBERHARDT
Germany

Berit Eberhardt has been involved in kidney 
cancer since 2009 following her partner’s  
diagnosis with papillary type II renal cell  
carcinoma. To support him she researched 
the disease and its treatment. Knowing the 
needs of patients and caregivers in the same 
situation, she established a patient support 
group and became an advocate for kidney 
cancer after her partner died. Berit is an  
active networker, connecting people with  
existing resources and highlighting gaps in 
services.

Being a cancer survivor herself, Berit is  
committed to sharing her experience,  
bringing in the patient perspective into  
various publications (e.g., the German RCC 
guidelines but also scientific publications) 
and projects, as well as speaking at local,  
national and international meetings. Berit 
has been involved with IKCC since 2010. In 
2017 she initiated a non-profit patient  
advocacy organisation Uronauten e.V.,  
helping patients and caregivers with rarer 
genitourinary cancers to navigate their  
disease.

Margaret Hickey, MS, MSN, RN
United States

Margie Hickey is an advanced practice nurse, 
with more than 40 years of experience. She 
holds Master of Science degrees in both  
Nursing and Human Resource Administration 
from LaRoche College in Pittsburgh, PA in the 
US. She is a Medical Education and  
Communications Consultant and serves as 
the Executive Director of the Society of  
Otorhinolaryngology and Head-Neck Nurses 
(non-profit) and the Ear, Nose and Throat 
Nursing Foundation (charity). Margie was the 
Clinical Director at the Pittsburgh Cancer  
Institute of the University of Pittsburgh  
Medical Center and Tulane Cancer Center in 
New Orleans, where she was responsible for 
establishing and managing inpatient and  
outpatient programs. In 2000, Margie moved 
to the pharmaceutical sector, specializing in 
clinical research, medical communication, 
and patient engagement.

Margie is an active member of Oncology 
Nursing Society and has published as an  
author and editor for several nursing  
publications.
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Liz Leff, BA
United States

Liz Leff has led advocacy efforts for NKF – the 
National Kidney Foundation – in the United 
States for the past 6 years. As a kidney cancer 
survivor, Liz has been involved in the kidney 
cancer community devoting efforts to  
patient education, clinician education, trial 
recruitment, legislative policy support, and 
bringing together investigators and industry 
to progress clinical trials. Currently at NKF, 
Liz’s role is to identify, initiate, and manage 
relationships with corporations within the 
healthcare industry sector. She focuses in the 
areas of co-morbidities of chronic kidney  
disease and leads all kidney cancer business 
development, partnerships, and initiatives. 
Liz has grown the kidney cancer area  
significantly in the past few years, and has  
implemented patient education programs, 
clinician education programs, trial  
recruitment activities, patient/health care 
professional focus group surveys, and more.

Previously, Liz held business development 
positions at a clinical research organisation, 
and human tissue blood sample company. 
She also held positions in managed care at 
Pfizer for over ten years.

IKCC Board of Directors 2021

Dr Eric Jonasch is Professor in the  
Department of Genitourinary Medical  
Oncology, Division of Cancer Center at the 
University of Texas M. D. Anderson Cancer 
Center in Houston, Texas. He is director of the 
VHL Clinical Center at the MD Anderson  
Cancer Center, leads the national Kidney  
Cancer Research Consortium, and performs 
clinical, translational and basic research in 
kidney cancer and VHL disease.

Dr Jonasch has authored over 250 articles 
published in peer-reviewed journals,  
including papers in Nature Medicine, The  
Lancet Oncology and The New England  
Journal of Medicine. Dr Jonasch has a long 
history of service in the kidney cancer  
community. He serves as Vice-Chair of the 
NCCN Kidney Cancer Guideline Panel, is a 
member of the U.S. National Cancer Institute 
Renal Task Force, and is a past Board Member 
of the VHL Alliance. 

ERIC JONASCH, MD  
United States 

Dr Michael Jewett is Professor of Surgery 
(Urology) at Princess Margaret Cancer Centre 
and the University of Toronto. He was an  
enthusiastic supporter of the founding of  
Kidney Cancer Canada and the founding and 
immediate past-Chair of the Kidney Cancer 
Research Network of Canada. He was  
awarded the Canadian Cancer Research  
Alliance Award for Exceptional Leadership in 
Patient Involvement in Cancer Research in 
2017 and was named to the Order of Canada 
in 2020 for his contributions to patient- 
centred care and innovation in urological  
surgery. 

Dr Jewett is the immediate past Surgical  
Co-Chair on the USA National Cancer  
Institute’s Renal Task Force. He has published 
more than 450 peer-reviewed papers, many 
about kidney cancer. He has had a long  
interest in many aspects of kidney cancer  
research, patient care and knowledge  
transfer. He is a leader in academic Urology, 
has received many awards and is a frequent 
guest at national and international urological 
associations. He has been a visiting professor 
in 25 countries to more than 100 university 
departments and institutions.

Michael Jewett, MD, FRCSC, FACS, CM
Canada 
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ANNE WILSON
Australia 

Anne Wilson has worked in the area of patient 
advocacy, public awareness and manage-
ment of patient organisations for over  
25 years.  She is currently the CEO of Emerge 
Australia, working on behalf of patients with 
Myalgic Encephalomyelitis/Chronic Fatigue 
Syndrome and other post-viral conditions 
such as Long COVID. 

Anne pioneered Kidney Health Australia’s 
work in advocacy and support for Australians 
and their families affected by kidney cancer 
as well as having overseen the development 
of specific resources, a website, telephone 
information service and promotion of  
information about access to relevant clinical 
trials in Australia. With her background in  
Social Work, Anne continues to be passionate 
about equitable access to service delivery 
and the latest and most up-to-date  
information about all aspects of kidney  
cancer and patient support. Anne is  
Secretary/Treasurer of the IKCC and has been 
the Board lead for the management of World 
Kidney Cancer Day since its inception.

ROSE WOODWARD
United Kingdom

Rose Woodward is a long-term patient  
survivor of kidney cancer and a passionate 
and active patient advocate. She became  
involved in advocacy and patients’ rights in 
the UK in 2003 and later led the “Fight for Life” 
campaign for NHS funded kidney cancer 
treatments. She now runs the Kidney Cancer 
Support Network (KCSN), which is a grass-
roots patient-led charity providing practical 
support and advocacy for the kidney cancer 
community in the UK. She enjoys a very busy 
life running the KCSN charity and is still  
dedicated to helping empower patients to 
play a full role in all aspects of their care.

Rose has just retired after serving 10 years as 
a full member of the National Cancer  
Research Institute Renal Cancer Group where 
she worked hard to establish meaningful  
patient involvement in all aspects of kidney 
cancer research ranging from clinical trial  
design through to survivorship studies. Rose 
is a founding member of IKCC and is also a 
Board Member, which gives her the  
opportunity to help improve the lives of  
kidney cancer patients wherever they live in 
the world.
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