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Message from the Chair

Dr Michael Jewett
Board Chair

What an exciting time for the International Kidney Cancer Coaltion (IKCC).

We are growing, we are changing, and we are stronger. We've been through some
challenging years - navigating a global pandemic and virtually supporting the
global kidney cancer community through significant uncertainty. Yet, here we are
now, well positioned to make the leap into the next phase of the organisation.

The IKCC Board of Directors is thrilled Dr Rachel Giles has accepted the role of
Chief Executive Officer beginning in January, 2023. The growth and organisational
maturity that IKCC has experienced over the past several years has been under
Rachel’s strategic guidance, first on the Leadership Team since 2010, and after
2014, as Board Chair. She brings both personal and professional experience and
insights to this work. As Rachel takes on a more substantive role, the goal is to
accelerate the impact IKCC has in the global cancer community.

As a result, there are changes to the IKCC Board of Directors. | have moved into the
position of Board Chair, and Dr Eric Jonasch has moved from Vice Chair to replace
me as Chair of the IKCC Medical Advisory Board, and Prof Axel Bex has agreed to
serve as the Vice Chair of the Medical Advisory Board.

Outside of the leadership changes, IKCC’s community continues to grow with three
new Affiliate Organisations joining in 2022. European Kidney Patients’ Federation
in Austria, Wilms Cancer Foundation in Canada, and Association for VHL Affected
Families in Germany — your partnership makes us stronger.

IKCC began nearly 14 years ago with the idea to bring together like-minded
organisations focused on kidney cancer to connect, share and collaborate.
Look where we are today, but more importantly, look where we have the
potential to go!

On behalf of the Board, thank you to everyone who contributed to the success
of 2022 - we are honoured, grateful and inspired by your partnership.

Sincerely,

Chair, IKCC Board of Directors
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Message from the CEO

| 4 %

Dr Rachel Giles

Chief Executive Officer

When we look back on 2022, it was a year of many things. It was a year of recovery
and re-establishing our bonds. Strengthening and expanding our presence, both
regionally and globally. It was also a time to look at what we’ve accomplished,
where we have the most impact, and how can we continue - and even boost -
ourimpact.

The International Kidney Cancer Coalition (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 power of our network of patient
organisations, healthcare professionals and associations, researchers and
supporters, all sharing a common goal of reducing the burden of kidney cancer
worldwide.

One of the mostimportant roles IKCC plays is representing the perspectives of
kidney cancer patients in many forums. Ensuring the patient perspective is not
only considered, but given substantial importance, helps improve research, clinical
care and support. In 2022 alone, IKCC representatives served on the National
Comprehensive Cancer Network (NCCN) and European Association of Urology
(EAU) guideline panels for kidney cancer, published 20 papers and presented at
12 national or international conferences. To help even more healthcare
professionals getinvolved in patient engagement and advocacy, in partnership
with the IKCC Medical Advisory Board, we hosted the IKCC Clinical Leadership
Workshop in Paris, France, empowering more clinicians to get involved in
advocacy in their home countries.

IKCC’s biennial Global Patient Survey on Kidney Cancer is foundational to all the
work we do. Accurately understanding patients’ experiences and insights allows us
to better represent patients’ needs and values. In 2022, more than 2,200 people
from 39 countries completed the 3rd survey. We are looking forward to sharing the
results laterin 2023.



Another highlight of 2022 was the 12th Global Kidney Cancer Summit in October.
For thefirst time in three years, Affiliate Organisation metin Orta San Giulio, Italy.
Together we celebrated successes, learned from each other’s challenges and
collaborated on how to locally and globally support people with kidney cancer.

I' know | craved being with the IKCC community in person and the three days
together didn’t disappoint.

World Kidney Cancer Day continues to be an important annual milestone where
the global network of Affiliate Organisations comes together to raise awareness for
the disease. In 2022, the campaign theme - We need to talk about treatment
options - addressed the gaps in knowledge patients face related to the full range
of treatments available, including clinical trials, and encouraged more
communication between patients and healthcare teams.

In addition, important educational and support information is made available for
Affiliates to cascade to patients and carers around the world, including the newest
My Treatment, My Choice decision aid and the translated Kidney Cancer Diet &
Nutrition Resource.

As we reflect on all that was accomplished in the past year - and as you read the
report that follows - you will see there is so much more. | am excited to take on my
new role as the Chief Executive Officer of IKCC. I'm looking forward to building and
strengthening partnerships with Affiliate Organisations, medical experts, health
organisations and other healthcare stakeholders. There is so much more to do

to improve the lives of people with kidney cancer and we are well positioned to

do it together.

In partnership,

Sfeiet G

Chief Executive Officer, IKCC



About IKCC

The International Kidney Cancer Coalition (IKCC) is an
independent international network of 48 patient-focused
Affiliate Organisations that focus on kidney cancer. Based in
Amsterdam, The Netherlands, the organisation was born from
a strong desire among multiple national kidney cancer patient
groups to network, collaborate and share knowledge and
experiences to ultimately magnify the voices of kidney cancer
patients globally.

Kidney cancer is a global issue. Every year, an estimated
431,000 people worldwide will be diagnosed with kidney
cancer.! 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:

® Strengthening the capacity of current and emerging
Affiliates in their support for patients with kidney cancer

® Advocating for access to the best care

® Increasing awareness of kidney cancer globally

® Beinga global authority in the provision of credible and
up-to-date kidney cancer information

® 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.

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.

The VALUES of IKCC

‘Professionol

Patient centred
and
democratic

Innovative

Ethical Transparent

ih

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

i GLOBAL CANCER
- COALITIONS NETWORK

=/
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Eurepezn Society for Medical Oncology

1 BrayF, 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



2022: IKCC by the Numbers

48

Affiliate Organisations worldwide

3

new Affiliates in 2022

c European Kidney Patients Federation
in Austria

Wilms Cancer Foundation in Canada

Q Association for VHL Affected Families
in Germany

Growing Social Media Community

4,63] Twitter followers
8,657 Facebook likes

At the 2022
Global Kidney Cancer Summit

62 delegates from
2] countries and
6 continents spent
3 days together!

World Kidney Cancer Day 2022

4.2+ million impressions
6,864 website clicks

570 downloads of the 6-question resource

374 video views

234 webinar registrations

IKCC published 20 papersin
medical journals - up 113% from 2021!

IKCC presented at

]2 national and international conferences
and shared 4 posters

4 editions of the IKCC Newsletter were sent

to 48] subscribers

4 conference highlight summaries shared
from GU ASCO, ASCO, EAU, ESMO



2022 Projects and Activities




Global Patient Survey on Kidney Cancer 2022

In September 2022, the 3rd Global Patient Survey (GPS) on
Kidney Cancer was launched and kidney cancer patients,
carers and survivors from around the world were asked to
share their individual lived experiences and insights about
living with the disease.

This was the third iteration of the biennial survey, which
studies the ways patients' experiences change over time.
The survey assesses access to care, information needs,
quality of life and the prevalence of shared decision-making,
as well as identifies geographical differences, best practices
and unmet needs.

IKCC Global #KidneyCancer Patient Survey

More than 2,200 people from 39 countries participated in the
2022 GPS. This represents approximately a 10% increase in
the number of respondents from 2020. The survey results will
be analysed and shared in 2023.

The success of the survey depends on the participation of
patients and carers from around the world taking the time to
share their experience and insights, which then informs the
work of IKCC and Affiliate Organisations worldwide. Thank
you to everyone who participated in the Global Patient
Survey - including its development, translation, promotion
and completion.

@IKCCorg
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We need to talk
about treatment options

On 16 June 2022, Affiliate Organisations and the global kidney
cancer community came together for World Kidney Cancer Day to
say - We need to talk about treatment options. The campaign was
created to address the gaps in knowledge patients face related to
the full range of treatments available, including clinical trials.
When patients know more, they are in a better position to be an
active partner in their care and treatment and share in the
decision-making process with their healthcare team.

The global campaign kick-off featured an online expert panel
webinar with healthcare and patient leaders. Clinicians were
asked to talk about shared decision-making best practices as they
relate to kidney cancer treatment options and the importance of
clinical trials. The patient panel shared their experiences living
with kidney cancer and talking about treatment options. The
event was recorded and shared with subtitles in 12 languages
making it accessible to the global community.

Avariety of World Kidney Cancer Day-branded multi-language
campaign elements were available so Affiliates could customise
the campaign for their region: logos, graphics, animated videos,
social media content, and a downloadable patient resource of 6
questions to ask a healthcare team.

Affiliate Organisations from six continents participated in the
campaign and raised awareness for the disease and encouraged
conversations between patients and healthcare teams. Overall,
the campaign materials achieved 4.2+ million impressions, 6,864
website clicks, 570 resource downloads, 374 video views and

12

234 webinar registrations. The overall success and increased
awareness of the campaign was achieved through the combined
efforts of the many participating Affiliate Organisations around
the world, together with the local activities and media they
generated. Thank you!

By the Numbers:

® 4.2+ million impressions
® 6,864 website clicks

® 570 resource downloads
® 374videoviews

® 234 webinar registrations

Host and moderator Medical Panellists

Dr Rachel Giles

Dr Eric Jonasch Dr Poovan Govender

Specialist Oncologist, Durban, Kwazulu
Natal, South Africa

Patient Panel

Our medical panellists vall be joined by a panel of patients and caregivers from around the wiedd.




3 oncobebate @ 05 MIA HMEPR. KAPKINOY TOY-NEDPOY 2027 Stowarzyszenie Gladiator,
Junho: més de conscientizagto sobre o cancer de rim h - I Gtéwny Zarzad z siedzibg w

16 Jun - Q@
Dotacz do wydarzenia. Rak nerki koze
LUCIANA ANDRE FAY EVELIN HELENA LEIDIENE
HOLTZ e o s SCARELL ESTEVES
resesore 3 o Semne  Reacionoment

THURS, 16 JUN
WORLD KIDNEY CANCER 1 Interested

dotyczyé réwniez Ciebie. Dowiedz sig wiecej
o Commmtrs
DAY 2022

See Translation
50 Oncoguo

o Like () Comment A Share

SUTSEN 34 Watch on IR YouTube

o Kidney Cancer Canada 335 avm
B i par Mana Awad @ - 17 juin - @
rropr— g Veare
WOW! The CN Tower in Toronto dressed in green for World Kidney Cancer Day. Thank you for 2 @ucare24

supporting the global kidney cancer community!
A special thank you to our Executive Director's sister, Susan, for the great photo! @@

La varsion sous-ttréa du weblnaira ast an ligna |

Around the world, many

Lt « P o e o ol o ' s S g 1, 1800 5 .
ta #kidneycancer patients aren't
aware of the treatment
options that are available to
them. We need to talk about
treatment options. Join us on
World Kidney Cancer Day 16
/KCD2022

e 4 2 varson s fiie. Den ciiiens, Ges pasons f Ges. 2onis Bacaboet e I fagon do pare daa

oplS 5 Tmemare b ot e (tera cebookcom/cntower/... Afficher la suite

#HMumbai

Evénement ARTUR - T
Actusliement ) Pacs, ¢ et i Tobi rondis ARTUR sur bes =

Tweet your reply

@ qQ =3 2 =]

A2 5| Korea vos
Kidneycancer Association
68 8% - D

6E 162 MIAILIFet] Feluict

249 3

Personnes atteintes Interactions Indice de diffusion Metize I publication en avant

taires 25 partages

Q0 18 comm
#WorldKidneyCancerDay #kidney... ol 27|

e

P .

u = iy
S svgan o oo Bshar g ettt v v Prteroee et
e ey
ey L SRIENEITELT
%= =7
& olc
16. JUNT
WIE WIRD ES MIR.
= 4 UNTER DIESER
BEHANDLUNG GEHEN? EXELIKIS  ~anck & ffirer L ]
954 o s*6evenkreiuputiensen wirden die Tenabma o ¥ 2 —
o

Gavoritabends Versmtaltungen

World Kidney Cancer Day

ecocescon S : I AT Y L SN

—— m SHRD (0= =0 zuam cel 07|

13



IKCC Clinical Leadership Workshop

Leadership
¢ Workshop

In September 2022, IKCC hosted a first-of-its-kind patient
engagement-focused workshop for members of the IKCC
Medical Advisory Board (MAB) and potential candidates who
will be invited to join the MAB. The IKCC Clinical Leadership
Workshop, held in Paris, France following the European
Society of Medical Oncology (ESMO) conference, was
designed to foster a better understanding of the role for
clinicians to promote patient advocacy and accelerate
patient engagement.

An international roster of experts - including patients
advocates and clinicians - shared their experiences and
expertise. Over the course of the two-day workshop,
presenters and participants explored a number of ways to
elevate the patient experience and values into the clinical
and supportive settings. The first day focused on the ways
involving patients and patient organisations can improve
clinical research. The second day focused on ways to support
shared decision-making, involving patients in clinical
guidelines and understanding patients’ needs across the
cancerjourney.

In total, 41 clinicians, patient advocates and IKCC members . .
from 21 countries attended the inaugural workshop and “Patient engagement Isa

participants were armed to go back to their home countries potential blockbuster treatment
and encouraged to share their learnings with colleagues . .
that urologists should prescribe

and trainees.
for their cancer patients.”
Dr Michael Jewett,
IKCC Board Chair and Professor of Surgery, Toronto, Canada
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Kidney Cancer Roundtable with the European Union Parliament

IKCC hosted its first Kidney Cancer Roundtable with the
European Union Parliament in Brussels, Belgium on

29 November 2022. During the event, policy makers, patients
and clinicians came together to highlight the need to address
EU funding for kidney cancer research, which is currently not
in line with the incidence or burden of the disease.

The day of education and engagement kicked off with a
welcome from event sponsor and Member of European
Parliament, Nicolas Casares. He reviewed the current state of
kidney cancer in Europe - where cases are on the rise and
have been increasing for several decades.

Other presenters included:
® Claudia Ungarelli, from ANTURE in Italy, shared the
importance of the patient voice

® DrRachel Giles, Chair of IKCC, presented how research has
advanced the treatment of metastatic kidney cancer

® Eveline Scheres, MBA, from European Kidney Health
Alliance, spoke about the connection between chronic
kidney disease and kidney cancer

® Monica Suengas, from ALCER in Spain, presented a case
study outlining the impact of delayed access to innovative
kidney cancer treatments

® Prof Christine Chomienne, from Mission Cancer Board,
and Kay Duggan Walls, from Cancer Mission Team,
reviewed what is happening at a European level, including
highlighting ways for patient organisations to become
involved

® Prof Dr Hein Van Poppel, the European Association of
Urology (EAU) Policy Office Chair, discussed the
importance of early detection and treatment of
kidney cancer

Following the presentations, the 20 participants engaged in a
productive discussion, which culminated with draft
recommendations to improve the lives of people living with
kidney cancerin Europe. A Roundtable Report will be created
and shared, and IKCC will work closely with the EAU Policy
Office to ensure they are part of the discussion related to the
Europe’s Beating Cancer Plan and the Cancer Research
Mission. In addition, Affiliate Organisations across Europe will
be able to use the recommendations to improve funding and
accessissues locally.




Kidney Cancer Diet & Nutrition:

Anew resource, specifically for people with kidney cancer, was
created to help explain the effect of food and nutrition on the
body. Kidney Cancer Diet & Nutrition: A guide for patients

and their families, it was created to provide practical health
and dietary information and to help people enjoy food and its
related social experiences.

The Nutrition Guide is an initiative of IKCC Affiliate Organisation
ALCER Renal Foundation (ES), Fundacién MAS QUE IDEAS

and Ipsen. Originally created in Spanish for the kidney cancer
community in Spain, the Guide has been translated into
English to help more people living with kidney cancer and
their families understand the relationship between food,
nutrition, the kidneys and kidney cancer.

The English translated guide is available on the IKCC website:
www.ikec.org.

“Food is such an important part
of our culture in Spain - sharing food
together is so often the way we connect
with the people we love. That’s why
we created this resource - so people
living with kidney cancer can be
empowered to understand the role
food plays in their health,
and ways to continue to enjoy it.”

Juan Carlos Julidn Mauro, ALCER Renal Foundation, Spain.

A guide for patients and families
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The Kidney Cancer Diet & Nutrition Guide
includes information about:

® Kidney cancer, including potential treatments

® Nutrition as it relates to kidney cancer

® Maintaining a balanced diet when diagnosed with kidney
cancer (including specific information for localised and
metastatic kidney cancer)

Managing symptoms and side-effects

Food and drug interactions

And...recipes!



My Treatment, My Choice: Clinical Trial Basics

Itis a guiding principle of IKCC that patients, along with
families and carers, have an essential role to play in
healthcare decision-making that affects their lives - a concept
known as shared decision-making.

Each year IKCC reviews and expands the series of patient-
focused Decision Aids, called My Treatment, My Choice. The
series of resources help patients and their families to
understand, navigate and participate in their healthcare
decisions with practical, credible and accessible information
in a format designed for patients.

In 2022, the newest decision aid for patients was launched
focusing on research and clinical trials. It introduces the basic
information and will be useful for all patients who may be
consideringjoining a clinical trial, regardless of cancer
subtype or stage.

The Clinical Trials Basics decision aid was created to help
patients and carers prepare for and have conversations with
their healthcare teams. Specifically, it focuses on:

® Whatisaclinical trial?

® Information about why we need to test new treatments
and interventions in clinical trials

® Information about the funding and ethics of clinical trials

® Explanations about the different types of clinical trial and
research studies

® Information about who conducts clinical trials and where

® Information about data management and reporting

A collaborative team of patients, patient advocates and
medical professionals who have supported thousands of
kidney cancer patients worldwide wrote the resource with the
patient and their needs in mind.

The Clinical Trial Basics decision aid is available on the

IKCC website (www.ikcc.org), along with the other editions of
the My Treatment, My Choice series.

J :
Clinical Trial Basics SR IKCC
booklet the IKCC My
peop

t My Choice
renal

“Kidney cancer medicine is rapidly
changing with many new treatments
on the horizon. It is through research

and clinical trials that these achievements
are possible and we are especially
grateful to the patients who take part in
clinical trials, which will benefit so many
patients in the future.”

Rose Woodward, IKCC Board Member and
lead for the My Treatment, My Choice Decision Aids.
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IKCC’s Response to the Crisis in Ukraine

As the humanitarian crisis in Ukraine unfolded in the spring

of 2022, there was great international concern about the
significantimpact on cancer patients fleeing the country, as
well as those who cannot. This includes disruptions to
diagnostic evaluations, cancer treatment and supportive care.

IKCC made a commitment to support patients and healthcare
professionals in Ukraine and bordering countries that are
receiving refugees to help ensure cancer patients get the
continued care and support they need.

IKCC became involved in supporting cancer patients from
Ukraine in collaboration with the European Cancer Patient
Organisation WECAN (involving daily coordination calls to
share resources), the European Cancer Organisation, other
European networks and the Rakiety Foundation. We also
worked with local clinicians, cancer and urological societies,
and patient groups to help patients access the care they
needed. In total, 32 medical translators were engaged to
translate hundreds of faxed medical records to Polish and
English to help ease and expedite the transition. IKCC also
translated kidney cancer-specific resources into Ukrainian,
which were shared by Affiliate Organisations in the region, and
posted on the European Association of Urology (EAU) website.

In addition, IKCC made a financial donation to the Rakiety
Foundation, a charity based in Poland working directly with
refugees who are cancer patients. This charity continues to
focus on providing medical transport from the border,
facilitating continuity of care and treatment in Poland,
providing psychosocial and basic needs support, and
managing a 24-hour Info-line.

While itis all of our hopes that the conflict in the region comes
to an end soon and patients’ safety is restored, until it does,
we encourage kidney cancer patients to reach out to IKCC and
Affiliate Organisations in the affected regions to help them
navigate the local health systems and access care.
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i ik AiAn Ha gesKox nione, akTuByiowH kit
“T-nnepu, 5Ki € HACTAHOIO iuyHHO] CHCTEMM
oprariany, Lo aHULLYE paKoal KniTHM. HoB] Buaw
IMyHWOT TEPANT CTaOTh AOCTYMHMMNA | TX TECTYIOTb A
aC KAHIX BUNPOBYBaHS.

Inri6iopawm mTOR (au. rpachik No 2), w0
BUKODHCTOBYIOTECH AR MIKYBAHHS PaKY HAPKI, €
eBepORiNYC | TEMCIpONIMYC.
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panis 3
iHFBITOpiE KOHTPONBHUX TOYOK

IHTIGITOpH KOKTPOMbHIX TOHOK, 7K e HaIHBAOTS
iyHooHKonOrivHOIo Tepaniew (xanpnknag, CTLA-4,
PD-1, PD-L1), & HalfcyacHiuioo pospo6ioo s
imywoTepani paKy HApKA. A MiATMEHH
IyHOROTHOTO GanaKey ickyioT perysTopHi iy
KNITHHA 3 KOHTPONEHMMMA TOSKaMM iMyHHOI BIANOBIA
i By TOHKO PeryIOITS POBOTY iyHHOI CHCTOMM
TIpW 3aHAATO HAILKIA PeryRALIIMYHHA CHCTON CTac
HAZMIPHO AKTHBHOK | ATAKYE OPraKiaw, 8 peaynbaTi
0O BHUHHKAIOTb 3y TOIMYHHI IXBOPIOBAHHS; NpH
3aHBATO BMCOKiA perynAui - iy chywKul
OpYWYIOTLCA, | MOXYTS BUHAKHY T Hcbexull Ta pa.

CKaHyBaHHs, KON 307 KOB3AE 10 WKIpi, |
AOCAIAHMKM BURBNSIOTL NOpywLEHHS! B poBoTi
HUPOK T iHLWX OpraHis.

Ynurpaseyeosa slaniocTnea

© PenTren rpyawoi KniTkw. 3a A0MOMOr00
pexTreorpadhii OTpyMyloTb 3HiMKN OpraKiB i
KICTOK FpYAHOT KniTi.

© AHanis ceui. Lieit TecT susBnse kpos y cedi Ta
MW IOPYWEHHS, TaKi 5k HARBHICTS Ginky.

© Anania kpoai. Xiuiusi aHanian kposi MOXYTE
BUSBUT NATONOTT NIOB'A3aHI 3 PAKOM HIPKW.




Global Kidney Cancer Summit 2022
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2022 Global Kidney Cancer Summit

The 12th Global Kidney Cancer Summit 2022 - the International
Conference for Organisations Representing Patients with Kidney
Cancer - was held in beautiful in Orta San Giulio, Italy in October 2022.
At the in-person meeting we welcomed 28 Affiliate Organisations from
21 countries. Additionally, Affiliates had the opportunity to join the
conference virtually. Over the three days together, we learned from
each other, shared our successes and challenges and helped to build
capacity across the kidney cancer network.

This was the first in-person Summit in three years and once again
there was a very robust agenda. Medical experts shared clinical
updates for adjuvant and metastatic treatment. A panel discussion
explored what to consider when communicating a kidney cancer
diagnosis to a patient. A variety of ways to support patients - from
support programs to better nutrition - were discussed. As well,
guest presenters spoke about the benefits of mindfulness and living
with meaning in cancer care.

There was also a special focus on the Evolution of Patient S—
Organisations that considered the varying stage and circumstances of Enhancing Communication
organisations across the network of Affiliates and set the stage for
sharing best practices, key learnings and mentorship.

Thank you to everyone who presented and shared during the Global
Kidney Cancer Summit, as well as those who helped to moderate the
discussions. We also thank the 2022 Conference Committee for all their
efforts to plan the event. Committee members included

Christine Collins (CA), Dr Rachel Giles (NL), Dr Michael Jewett (CA),

Liz Leff (US), Brian Lewis (US). Grazie!

20






22



3 tient Orgal
4 rking Together
t- yrt Those
o =
AN _

Rt
i'ﬂdney Cancer
TERA

i

23



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.

2022 IKCC Presentations and Conference Participation

February

Board Vice Chair Bryan Lewis spoke at the
Cancer Survivors Day for VCare in India.

IKCC staff and Board members attended
and presented a poster at
ASCO Genitourinary Cancers Symposium
(GU ASCO) in San Francisco, US.

May

Board Ambassador Deb Maskens presented
at the American Society of Clinical Oncology
(ASCO) conference in Chicago, US.

Board Vice Chair Bryan Lewis presented at
the VHL Virtual Meeting (GR).

October

Dr Rachel Giles was a clinical keynote
speaker at the EMBO Cilia 2022 meeting in
Cologne, DE.

IKCC represented kidney cancer patients
and gave a presentation at the
World Cancer Congress in Geneva, CH.

March

Dr Rachel Giles presented at the
Dutch Renal Cancer Group.

July

Drs Rachel Giles and Michael Jewett
presented at the European Association of
Urology (EAU) Congress in Amsterdam,
NL. A poster was shared.

November

IKCC attended the virtual VHL International
Medical Symposium.

Dr Rachel Giles was a speaker at the
European Cancer Summit in Brussels, BE.

Dr Eric Jonasch, Vice Chair of the
Medical Advisory Board, presented at the
International Kidney Cancer Symposium

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

April

IKCC made a presentation and shared a
poster at the International Kidney Cancer
Symposium: Europe.

September

IKCC staff and Board members attended the
European Society of Medical Oncology
(ESMO) conference and shared a poster.

Dr Rachel Giles was a panelist at the
European Medicines Agency multi-
stakeholder workshop: Patient experience
data in medicines development and
regulatory decision-making.



2022 IKCC Publications
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Localised Renal Cancer. Eur Urol Open Sci. 2022 Dec 15;48:1-11. doi: 10.1016/j.
euros.2022.11.014. eCollection 2023 Feb. PMID: 36578462
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Bedke, Laurence Albiges, et al. ARenewal of the TNM Staging System for Patients
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2022 Dec 14:50302-2838(22)02846-9.
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Volpe A, Abu-Ghanem Y, Dabestani S, Ferndndez-Pello S, Hofmann F, Kuusk T,
Tahbaz R, Powles T, Bex A. The 2022 Updated European Association of Urology
Guidelines on the Use of Adjuvant Inmune Checkpoint Inhibitor Therapy for Renal
Cell Carcinoma. Eur Urol. 2023 Jan;83(1):10-14.

Hora M, et al. European Association of Urology Guidelines Panel on Renal Cell
Carcinoma Update on the New World Health Organization Classification of Kidney
Tumours 2022: The Urologist's Point of View. Eur Urol. 2022 Nov 23:50302-
2838(22)02788-9.

Krysiak K, et al. CIViCdb 2022: evolution of an open-access cancer variant
interpretation knowledgebase. Nucleic Acids Res. 2022 Nov 14:gkac979.

Capitanio U, et al. ARenewal of the TNM Staging System for Patients with Renal
Cancer To Comply with Current Decision-making: Proposal from the European
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2838(22)02703-8.

van Leeuwaarde RS, Wolters WPG, Dreijerink KMA, Giles RH. Reply to "von
Hippel-Lindau disease integrated care pathway: Centralizing, expanding
specialists' theatre, and measuring improvement". Cancer.
Nov15;128(22):4029.2022 Sep 28.

Hasanov E, et al. An interdisciplinary consensus on the management of brain
metastases in patients with renal cell carcinoma. CA Cancer J Clin. 2022
Sep;72(5):454-489.

Krysiak K, et al. Acommunity approach to the cancer-variant-interpretation
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Wolters WPG, et al. Multidisciplinary integrated care pathway for von Hippel-
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Hasanov E, Caceres JOH, Maskens DA, Giles RH, Schmitt AM. Patient-reported
outcomes: what really matters to patients? Lancet Oncol. 2022 May;23(5):e198.

Chiorean A, et al. Large scale genotype- and phenotype-driven machine learning
in Von Hippel-Lindau disease. Hum Mutat. 2022 Sep;43(9):1268-1285.

Ljungberg B, et al. European Association of Urology Guidelines on Renal Cell
Carcinoma: The 2022 Update. Eur Urol. 2022 Oct;82(4):399-410.

Gorbenko O, Cavillon P, Giles RH, Kolarova T, Marks M, Cardone A, Bagga S, Nolan
C. Co-creating with patients an impact framework across the medicine's life cycle:
a qualitative study exploring patients' experiences of involvement in and
perceptions of impact measures. Res Involv Engagem. 2022 Feb 2;8(1):1.

Bedke J, Albiges L, Capitanio U, Giles RH, Hora M, Lam TB, Ljungberg B, Marconi L,
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Guidelines on the Use of Adjuvant Pembrolizumab for Renal Cell Carcinoma.

Eur Urol. 2022 Feb;81(2):134-137.

Herrera-Caceres JO, Ajaj R, Ledo 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. 2022 Mar;105(3):786-787.

Apolo AB, Msaouel P, Niglio S, Simon N, Chandran E, Maskens D, Perez G, Ballman
KV, Weinstock C. Evolving Role of Adjuvant Systemic Therapy for Kidney and
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Rathmell WK, et al. Management of Metastatic Clear Cell Renal Cell Carcinoma:
ASCO Guideline. J Clin Oncol. 2022 Sep 1;40(25):2957-2995.

Motzer RJ, et al. Kidney Cancer, Version 3.2022, NCCN Clinical Practice Guidelines
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Report from the Second Kidney Cancer Research Summit. Clin Cancer Res. 2022
Mar 1;28(5):831-839.

Links to all of IKCC’s 2022 publications can be found at
https://ikcc.org/publications/




The IKCC Medical Advisory Board: 2022 Update

The Medical Advisory Board (MAB) provides high-level
scientific and clinical expertise to IKCC. This ensures the
organisation provides evidence-based leadership within the
international kidney cancer community.

In addition, the MAB supports the IKCC vision to reduce the
global burden of kidney cancer and represents and advocates
for patient values and perspectives in major scientific
committees and expert groups at both national and
international levels. In 2022, the group produced highlight
summaries from three major medical conferences: GU ASCO,
ASCO, and ESMO.

Anew program was launched in 2022 - the IKCC Clinical
Leadership Workshop - was designed to help members of the
IKCC Medical Advisory Board and candidates who will be
invited to join the MAB get involved in patient engagement
and advocacy. The inaugural workshop was facilitated in
September in Paris, France and the European Association of
Urology (EAU) is running a small workshop in 2023 based on
the initial success.

To great anticipation, members of the MAB met in person for
the first time in three years for their Annual Meeting in
September 2022 in Paris (before the Clinical Leadership
Workshop). Nine members from seven countries were present.

This year brought some changes to the MAB. Dr Eric Jonasch
(US) has taken on the role of Chair, and Prof Axel Bex (NL/UK)
is now Vice Chair. New MAB members include Dr Cristiane
Bergerot (BR) and Dr Maria Teresa Bourlon (MX). We also thank
Dr Fernando Maluf (BR) and Dr Kumar Prabhash (IN) for their
service on the MAB as they conclude their terms.

To view the complete membership of the IKCC Medical
Advisory Board, visit the IKCC website at
https://ikcc.org/about-ikcc/ikcc-medical-advisory-board/
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The Cecile and Ken Youner IKCC Scholarship 2022

IKCC

atonal
Kidney Cancer

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 awarded the 4th Cecile and Ken
Youner IKCC Scholarship at the Global Patient Summit in October
2022 to Dr Jesus Cendejas-Gomez. His work evaluates the impact
of the Covid pandemic on kidney cancer care in Canada.

Dr Cendejas-Gomez has been involved in different research
projects focusing on kidney, prostate, testicular and urothelial
cancers throughout his career. He graduated from the Faculty of
Medicine at the National Autonomous University of Mexico in 2015.
He then completed his urology residency at the National Institute
of Medical Sciences and Nutrition in Mexico City in 2021 and
completed a urologic oncology fellowship at National Institute of
Cancer in Mexico City in 2022. Currently, Dr Cendejas-Gomez is part
of the Society of Urologic Oncology accredited fellowship program
of urologic oncology at University of Western Ontario in London,
Canada.

Congratulations Dr Cendejas-Gomez!
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Financial Overview

Treasurer’s Report 2022

On behalf of the IKCC Board of Directors, I am pleased to
present our Annual Financial Overview for 2022.

As the world emerges from the global pandemic, it is pleasing
to report that IKCC has been able to return to some of our
annual activities. Being able to run our annual Global Kidney
Cancer Summit in 2022 was a huge achievement and meant
many Affiliate Organisations were able to travel again and
attend meetings.

As a result of the loyal support of our Sustaining Partners, as
well as Project Partners, our financial position continues to
remain strong and our accounts remain in a healthy position.
Our sustainability is ensured by reserving funds for projected
expenses across our operations and key projects. This allows
IKCC to forge ahead with new strategic projects that will allow
for further expansion in the coming years.

As part of good governance and stewardship of our funds, the
IKCC Board developed an Investment Policy that is designed
to deliver long-term financial sustainability to our work
globally. In 2022, IKCC invested Euro 400,000 in sustainable
low-risk investments with a defensive risk profile, striving for a
balanced distribution in the coming years.

g

We aim to add Euro 50,000 to our portfolio quarterly with the
Board's approval and subject to availability of funds up to a
total maximum amount of Euro 700,000. Quarterly reviews will
be undertaken prior to investment of any funds. There will be
no investments made into any funds relating to tobacco, arms
or pharmaceutical industries.

We acknowledge and thank our partners for their ongoing
support of our important work that empowers the global
kidney cancer community through advocacy, awareness,
information and research.

We thank our Audit firm, Van Hoesel De Blaey Accountancy
B.V. of Rotterdam of the Netherlands, who have once again
worked with the Board of Directors and management to
deliverindependently-audited financial statements.

Moving forward, IKCC will continue to expand its reach to all
corners of the globe in our quest to reduce the burden of
kidney cancer and help improve the lives of those impacted.

Anne Wilson

Secretary-Treasurer
IKCC Board
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2022 Financial Statements

These figures are extracted from the 2022 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 B.V.
Computerweg 22

3542DR Utrecht

The Netherlands

IKCC STATEMENT OF FINANCIAL POSITION
FOR THE YEAR ENDED 31 DECEMBER 2022

CURRENT ASSETS

Funds to receive

Liquid assets

TOTAL CURRENT ASSETS

CURRENT LIABILITIES
Creditors and borrowings
TOTAL CURRENT LIABILITIES

NET ASSETS

ACCUMULATED FUNDS
Reserves

Last year surplus/(deficit)
Current year surplus/(deficit)
TOTAL ACCUMULATED FUNDS
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62,074
1,354,081
1,416,155

129,904
129,904

1,286,251

782,201
331,179
172,871

1,286,251



Joining IKCC
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AFFILIATE
ORGANISATIONS

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

® Have afocus 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.

® Arerecognised and/or registered as a
non-profit organisation.

® Arewilling to abide by the IKCC Code of
Conductin addition to adhering to the
strict ethical guidelines for charities and
non-profits according to their own
national contexts.

® Arewilling to work with and co-operate
with other organisations.

@ AFFILIATED
ORGANISATION

of
IKCC

International
Kidney Cancer
Coalition

SUPPORTERS

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.

Please see the IKCC website for further

information:
https://ikcc.org/about-ikcc/our-affiliates
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New Affiliate Organisation in 2022

Austria:
European Kidney Patients’ Federation
www.ekpf.eu

Canada:
Wilms Cancer Foundation
www.WilmsFoundation.org

Germany:

Association for VHL Affected Families
in Germany

www.hippel-lindau.de
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IKCC Board of Directors 2022

Rachel Giles, MD, PhD, 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.

Bryan Lewis, Vice-Chair
United States

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, Bryan led a grassroots advocacy
campaign that successfully obtained

$50 million for the KCRP - Kidney Cancer
Research Program

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.
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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 canceris 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.



BERIT EBERHARDT

Germany

Berit Eberhardt has been involved in kidney
cancer since 2009 following her partner’s
diagnosis with papillary type Il 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. Beritis an
active networker, connecting people with
existing resources and highlighting gapsin
services.

Being a cancer survivor herself, Berit is
committed to sharing her experience,
bringing 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, MSN, RN, MS
United States

Margie Hickey is an oncology nurse with more
than 40 years of experience and holds
Master of Science degrees in both Nursing
and Human Resource Administration from
LaRoche University of Pittsburgh, PA. She is
currently a Medical Education and
Communications Consultant. Margie was a
Clinical Director at the Pittsburgh Cancer
Institute and Tulane Cancer Center, with
responsibilities for inpatient and outpatient
programs. In 2000, Margie moved to the
pharmaceutical sector and specialized in
clinical research, medical communication,
and patient advocacy.

Margie is a champion for nursing, holding
several elected and voluntary positions in
local, regional, and national nursing
organisations. Margie is a member of
Oncology Nursing Society and the Society of
Otorhinolaryngology and Head-Neck Nursing
(SOHN) and has published as an author and /
or editor for several nursing publications
including currently serving as Editor in Chief
of the official journal of SOHN, ORL-Head and
Neck Nursing.
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IKCC Board of Directors 2022

Michael Jewett, MD, FRCSC, FACS, CM
Canada

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 was 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 Leadershipin
Patient Involvement in Cancer Research in
2017 and was named a member of 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 inter-national urological
associations. He has been a visiting professor
in 25 countries to more than 100 university
departments and institutions.

Eric Jonasch, MD
United States

Dr Eric Jonasch is Professor in the
Department of Genitourinary Medical
Oncology, Division of Cancer Center at the
University of Texas MD Andersen 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.
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Liz Leff
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 in 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.
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