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About IKCC
The International Kidney Cancer Coalition (IKCC) is an  
independent international network of over 40 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. 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. 
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Introduction

The emergence of severe acute respiratory syndrome  
coronavirus 2 (SARS-CoV-2) in late 2019, and the impact  
of coronavirus disease-19 (COVID-19) on worldwide  
populations and economies is unprecedented. Since the 
outbreak began, nearly 200 million cases have been  
reported and over 4 million people have died from the 
disease. The outbreak has reached 222 countries and the 
number of infected people continues to rise globally1.  
Cancer and its treatment can lower the ability to fight  
infection, leaving cancer patients particularly vulnerable.

This paper highlights the impact of the COVID-19 pandemic 
on the kidney cancer community. We report on  
presentations made at the IKCC Global Kidney Cancer  
Summit 20202, which gave insights from academics,  
physicians, and patients. We talk about the lessons learnt 
from the first wave of the pandemic in 2020 and discuss the 
impact of COVID-19 on the treatment and care of kidney 
cancer patients. Finally, learnings for the future are  
discussed from the perspective of a patient, research  
scientist, and surgeon.

Note: The following paper was prepared by patient  
advocates for the benefit of patient organisations who focus 
on kidney cancer. While this report has been medically  
reviewed, the information contained herein is based upon 
public data and is not intended to be exhaustive. Patients 
should ask their physician about any information that  
pertains to their care.
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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. 
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The impact of COVID-19 on  
kidney cancer patients

Some data have allowed cautious conclusions to be drawn 
regarding the specific risks COVID-19 might have for kidney 
cancer patients or survivors. Much more will be learned in 
coming years. Kidney cancer survivors are not at greater risk of 
catching SARS-CoV-2. Healthy people with one kidney have a 
similar risk of catching the virus as someone with two kidneys. 
However, cancer survivors have higher risk of developing severe 
COVID-19, compared to people with no history of cancer4. Most 
kidney cancer patients or survivors do not have chronic kidney 
disease, and therefore their other co-morbidities will play a 
greater role in determining the severity of COVID-19 outcomes. 
Those at greater risk of developing complications due to 
COVID-19 need to follow social distancing or shielding  
guidelines until they are vaccinated5.

Nevertheless, subgroups of kidney cancer patients may be at 
elevated risk for worse outcomes. Some patients with multiple 
lesions or bilateral disease (such as individuals with hereditary 
kidney cancer syndromes) may have undergone a kidney 
transplantation, and transplant recipients have been shown to 
experience high COVID-19-related mortality, in addition to 
reduced protection from vaccination6,7. Likewise, patients on 
systemic therapy for metastatic disease are likely to have 
inappropriate immune responses. This increases the risk of 
getting COVID-19 and developing symptoms. Medicines such as 
immunotherapy and corticosteroids, and cancer that is growing 
or spreading (metastasising) can result in immunosuppression 
and a higher risk of COVID-19 compared to a healthy  
population5. 

Other potential risks for kidney cancer patients result from 
delays in diagnosis resulting in more late-stage presentations, 
delays to cancer surgery, and the inability to receive necessary 
medical services and normal medical care in hospital. During 
the first peak of the pandemic, some hospitals shut down. 
Relatives could not visit, and some were travelling miles for 
treatment. Follow-up was via local hospitals or telemedicine. 
Patients were advised to self-isolate, wear a mask and socially 
distance2.

The impact of COVID-19 on  
kidney cancer treatments

Initially, considerable uncertainty pertaining to the safety of 
patients in hospitals, coupled with the fact that patients were 
hesitant or discouraged from visiting hospital for immuno-
therapy treatment and/or surgery, led to delays in treatment 
initiation and/or continuation. This was exacerbated in early 
2020 by the scarcity of COVID-19 testing, lack of personal 
protective equipment (PPE), and general lack of knowledge. 
Hospital infection risk lowered as screening and self-isolation 
started, and COVID-free wards were introduced2. 

Consequently, some advanced RCC patients were switched to 
oral therapy from intravenous therapy or were switched to 
monotherapy instead of combination therapy. The number of 
newly diagnosed patients dropped significantly, although this 
trend was not unique to kidney cancer. Biopsies were disrupted 
and have not yet caught up2. 

As discussed at the IKCC Global Kidney Cancer Summit 2020, 
targeted therapy and immunotherapy are essentially safe8.  
The diagnostic and treatment backlogs need to be addressed, 
especially surgery as hospital infections recede and vaccination 
programmes take off9,10,11. However, face-to-face contact still 
needs to be minimised. Patients who have not been vaccinated 
may need to shield to protect themselves from the virus2. 

For patients with metastatic kidney cancer and COVID-19, 
depending on the severity of the infection, the advice is to 
pause medical treatments for kidney cancer until the COVID-19 
symptoms improve and the acute phase of the infection is over. 
For severe cases of COVID-19, some medications for metastatic 
kidney cancer (especially immune checkpoint inhibitors) may 
be harmful and will need to be delayed until the infection has 
improved5. 
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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.
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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.

0
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Regular cancer patient care was severely disrupted in India between March-May 2020  

as a result of COVID-1922   
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The use of immunotherapy has declined during the pandemic23. 
Immune checkpoint inhibitors can stay in the body for several 
weeks. Survival is not affected in kidney cancer patients who 
have a break in treatment due to side effects compared with 
patients who stay on treatment. Therefore, if a patient skips 
one or two infusions, these can be made up when it is safe to go 
into hospital17. 

For patients with favourable risk advanced or metastatic 
disease according to the International Metastatic RCC Database 
Consortium (IMDC) criteria, active surveillance may be  
recommended. When these patients need to start systemic 
treatment, single agents, such as vascular endothelial growth 
factor (VEGF) inhibitors could be used23. 

For patients with intermediate or poor risk metastatic disease, 
a combination of immunotherapy plus VEGF inhibitor  
(pembrolizumab/axitinib or avelumab/axitinib) might lower the 
risk of immune-related side effects and steroid use compared 
to immunotherapy combinations (nivolumab and  
ipilimumab)23. However, the risk of exposure to COVID-19 must 
be balanced with the risk of immunotherapy treatment since 
these treatments require regular hospital visits for infusion and 
the use of high dose steroids to treat immune-related side 
effects may suppress the immune system and put patients at 
increased risk of contracting viral infections24. A systematic 
review and meta-analysis determined that anti-cancer  
therapies such as surgery, chemotherapy, immunotherapy, and 
targeted therapy do not increase the severity and mortality of 
cancer patients with COVID-1925.

For locally advanced RCC, it might be pertinent to avoid 
adjuvant sunitinib and subsequent side effects that might 
require more frequent hospital visits23. 

Routine follow-up scans for kidney cancer patients without 
symptoms may be safely delayed. There is no evidence that 
identification of an asymptomatic recurrence a few months 
earlier will impact outcomes. Those patients who are doing well 
on kidney cancer medication for some time can also delay 
follow-up scans. Scans are advised for patients with significant 
symptoms to monitor cancer progression5,17. How long these 
systems need to be in place depends on the course of the 
pandemic17. 

Younger people are at very low risk from COVID-19, with 
children often remaining largely symptom-free12. Likewise, RCC 
is extremely rare in children, comprising approximately  
2% to 6% of all paediatric renal tumours26, and renal tumours in 
general are the fifth most common tumours affecting children 
overall27. Although rare, children have been affected by kidney 
tumours during this pandemic, but specific data for these 
patients is lacking. 

It has been recognised that COVID-19 has created an enormous 
mental health burden on children and adolescents, either by its 
direct effect or because of the unique combination of social 
isolation, economic recession, and school closures with remote 
learning further eroding an essential exposure to formative 
childhood social interactions28. 

However, younger-onset RCC patients did feel the effects of the 
pandemic on their care, especially since younger RCC patients 
are often affected by hereditary RCC syndrome, such as von 

Hippel-Lindau disease (VHL). In a 
recent national survey of VHL 
patients (www.vhl.org), nearly half 
(48%) reported that important, 

scheduled appointments, including surgery, had been recently 
cancelled or rescheduled. Of these people, more than half 
(58%) indicated that the change was due to the COVID-19 public 
health crisis29. The longer-term effects on younger patients  
with kidney tumours has yet to be determined but warrants 
additional research.

Providing support and advice about treatment throughout the 
pandemic has been essential to overcome the concerns of 
patients. There was a lot of uncertainty about the safety of 
patients attending hospital appointments, and many patients 
experienced a break in immunotherapy treatment. In a survey 

by the Kidney Cancer Research 
Alliance (www. kccure.org) of  
>500 patients with RCC in the USA, 
71% of the participants felt that they 

were at a high risk of contracting COVID-19; however, 50% were 
either unwilling or very unwilling to miss an infusion of systemic 
therapy, and 64% were anxious about disease progression if 
this treatment was delayed  
(KCCure patient survey)30,31. 
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Potential treatments for COVID-19

Since the emergence of SARS-CoV-2, there has been great 
progress in understanding the disease and in vaccine  
development. However, it is still not understood why some 
people infected with SARS-CoV-2 develop respiratory failure, 
while others have mild, or even asymptomatic disease.  
Treatments for COVID-19 have focussed on modulating the 
immune response to SARS-CoV-2. However, human genetic 
variation and viral variants has made this approach to  
treatment difficult32. It is likely that future treatments will rely on 
treating the right patient at the right time and understanding 
this heterogeneity in the treatment of patients with COVID-19. 

Recently, a precision-based approach to immunotherapy 
treatment has been suggested, based on the systemic  
inflammatory response of patients or their state of immuno-
suppression32. Patients with COVID-19 would be assessed 
genetically for inflammatory response, immunosuppression, or 
biological markers for blood clotting function (coagulopathy) 
and coronary artery disease. This might help to identify 
subgroups of patients who are responsive to treatment. 
COVID-19 variants based on immunological markers might also 
be of interest for the timing and type of immunotherapy. The 
different SARS CoV-2 variants and their effect on patients 
requires further investigation. In the future, clinical practice 
may involve the use of targeted therapies based on the biology 
and genetic make-up of patients. Until then, clinical trials must 
be carefully planned to acknowledge and better understand 
the immune response to SARS-CoV-2 and the implications of 
this for the treatment of cancer patients32. 

Lifestyle and mental health

A survey in Europe reported an overall increase in risky  
behaviour linked to a higher risk for developing cancer, such as 
smoking and alcohol consumption9. There were also  
reductions in healthy lifestyle habits, such as keeping to a 
healthy diet and taking physical exercise, most of which are 
potential risk factors for kidney cancer. This was partly due to 
imposed lockdown restrictions during the pandemic9.  
Patients’ financial hardship also markedly increased during the 
first year of the pandemic, as economies shrank and  
employment reduced33.

The mental health of cancer patients, carers and family 
members also suffered during the pandemic. This resulted in 
increased stress, anxiety, isolation and other psychological 
traumas9,34, particularly during lockdown periods. This was 
reflected in the increase in support services offered by kidney 
cancer patient organisations, where the number and  
complexity of contacts increased considerably as patients were 
unable to get support from their healthcare team. This was 
confounded in some countries by the restrictions placed on 
family members for visiting patients in hospital and  
accompanying them to hospital appointments.

Cancer research

Cancer research has been stalled as resources are diverted to 
study various aspects of the pandemic, to develop vaccines 
and treatments for COVID-192,35, and even research into public 
spaces36. Resources are also shifting to remote data analyses, 
such as retrospective studies, meta-analyses of existing 
studies, systematic reviews, and real-world registry studies. 
However, the pandemic has increased the use of innovative 
health technologies (e.g., telemedicine) to help reduce patient 
risk by attending hospital appointments, and stimulated 
restructuring of healthcare systems for future health crises9. 

New clinical trials were either delayed or suspended, and the 
recruitment of patients into ongoing clinical trials was  
restricted. Data processing was low priority as research staff 
were redeployed to critical COVID-19 care. Healthcare  
professionals looked for new ways to continue to care for 
patients on clinical trials, such as telemedicine and other  
health technologies9.  
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Healthcare workforce

In some countries, the COVID-19 pandemic exacerbated and 
highlighted pre-existing shortages in specialised medical 
workforce. The pandemic also worsened the pressure on 
already overwhelmed healthcare systems and significantly 
impacted the mental health of healthcare professionals and 
hospital workers under stressful working conditions, and long 
hours that continued for many months37. Many healthcare 
workers were redeployed to help with COVID-19 patients.  

As a result, healthcare 
professionals experienced 
higher than usual levels of 
stress, depression, and 
anxiety, leading to burnouts 
and time off work9. In Europe, 
it was estimated that around  
40% of healthcare  
professionals experienced 

burnout and 30% had depression because of the pandemic, 
and most are not seeking help for their mental health17,18.

Vaccination and cancer patients

Very little is known about the vaccination of cancer patients 
with the COVID-19 vaccines. However, based on information 
about the influenza vaccine we know that vaccines provide 
slightly less protection to cancer patients than the healthy 
population. There is very little data on the interaction of 
targeted therapy and immunotherapy with vaccines, but what 
little data there is shows vaccination works well for cancer 
patients on these treatments and there is no increase in 
immune-related side effects for patients taking immuno-
therapy. There was a suggestion that cancer patients may need 
more frequent boosters of the COVID-19 vaccine to maintain its 
effectiveness over time38.

There are no obvious safety or efficacy concerns, but more data 
are needed regarding the effect of cancer treatments on the 
effectiveness and safety of the COVID-19 vaccine. Timing of 
vaccination within the cancer treatment cycle is unclear, as is 
duration of immune response. It is better to vaccinate before 
the patient becomes immunosuppressed, but the vaccine can 
be given during cancer treatment. There may be a blunted 
immune response, but it will still reduce the risk of severe 
disease38.

Immunotherapy side effects may be more pronounced  
following vaccination and it is advised to avoid vaccination on 
the same day as immunotherapy treatment and to have the 
vaccination in the week before. Cancer patients may lose 
immunity quicker than the healthy population because they are 
immunosuppressed38. 

“In Europe, it was  
estimated that around  

40% of healthcare  
professionals experienced 

burnout and  
30% had depression.”
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Perspectives

We consulted experts in kidney cancer to collect their  
reflections from the pandemic over the past year. Three experts 
were interviewed: a kidney cancer patient advocate, a  
researcher, and a urologist, to gather their views from the 
countries where they worked. We explored the impact of 
COVID-19 on the care and management of kidney cancer 
patients, and the kidney cancer research environment. What 
follows are the main themes from these interviews: 

Patient advocate perspective

At the start of the pandemic there was not enough information 
about COVID-19 and no guidance for kidney cancer patients, 
who were considered extremely vulnerable. Patients were 
unable to contact their GP or healthcare team, and all focus 
was directed to COVID-19 patients. Cancer patients felt a 
burden to their health service and were being told to stay home 
to protect capacity. Early in the pandemic there were failures, 
e.g., lack of PPE, ventilators, 
intensive care beds etc. which 
undermined patient  
confidence in the health 
service. Patients felt like 
“leaves blown around in the 
wind”. There were inconsistencies in kidney cancer  
treatment, further undermining patient confidence. The 
consequences of this were addressed by patient support 
organisations because patients felt abandoned, a feeling that 
was made worse by lockdown, enforced shielding and isolation.

Rose Woodward, Founder and Patient Advocate,  
Kidney Cancer Support Network, UK

Research perspective

During the first year of the pandemic, research was impacted 
greater than ever before and at all levels. Laboratories were 
closed for non-essential research and people asked to work 
from home. However, on a positive note this gave researchers 
time to stop and think about innovative approaches to research 
and apply for grants.When research picks up again, there will be 
a new generation of scientists with a fresh approach. However, 
training has been interrupted, and a huge talent loss, as it is 
estimated that up to 15% 
of research programmes 
may not re-start. There 
will be a dip in research 
output in the short term, 
but more novel  
approaches due to alliances and collaborations in the long 
term.

Many clinical trials were halted from March through July 2020, 
and researchers introduced flexibility in trial design, e.g., 
remote screening and follow-up, scans/bloods conducted at 
local hospitals to reduce travel. This reduced patient anxiety, 
but patients were lost to follow-up. About half of patients 
affected by hereditary kidney cancer, such as VHL patients, 
reported substantial disruption of their standard screening 
procedures and planned interventions29. Funding was directed 
away from cancer research to epidemiological studies, as well 
as COVID-19 research. 
One controversial 
redirection of research 
resources, at least in 
parts of Europe, involved 
investigating the spread 
of the virus at large 
events like football matches and concerts (so-called Fieldlab 
events39) in which about 233,000 people participated at a cost 
of 1.1 billion Euros in the Netherlands alone40. 

However, the nature of COVID-19 disease has generated some 
good data about hypoxia, cytokine storm, and inflammation, 
which are all potentially applicable for kidney cancer research. 
Research resources were redirected, but not always  
appropriately, and we need to see research programmes 
reinstated.

Dr Rachel Giles, Associate Professor of Internal Medicine, 
University Medical Centre Utrecht,  
Medical Science Officer at Medicom Medical Publishers  
Chair of the Dutch VHL Patient Organisation  
(Belangenvereniging VHL) 
Chair of the IKCC, the Netherlands

“Patients felt like 
leaves blown around 

in the wind”.

“Funding was directed 
away from cancer research  

to epidemiological  
studies, as well as COVID-19 

research.”

“It is estimated  
that up to 15% of research 

programmes may not  
re-start.”
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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.”



13

References
1. Worldometer: COVID-19 coronavirus pandemic: https://www.worldometers.info/coronavirus/
2. IKCC Global Kidney Cancer Summit 2020 Report: https://ikcc.org/ikcc-news-notes/ 
 ikcc-global-conference/
3. Van Dorn, A. COVID-19 and readjusting clinical trials. The Lancet, 396(10250), p523-524,  
 August 2020. 
4. Carreira H, Strongman H, Peppa M, et. al. Prevelance of COVID-19-related risk factors and  
 risk of severe influenza outcomes in cancer survivors: A matched cohort study using English  
 electronic health records data. EClinicalMedicine, The Lancet, 29, 100656. December 2020.
5. European Association of Urology. FAQs on COVID-19 and kidney cancer:  
 https://patients.uroweb.org/faqs-on-covid-19-and-kidney-cancer/
6. Hadi YB, Naqvi SF, Kupec JT, Sofka S, Sarwari A. Outcomes of Coronavirus Infectious  
 Disease -19 (COVID-19) in Solid Organ Transplant Recipients: A Propensity Matched Analysis  
 of a Large Research Network. Transplantation. 2021 Feb 5. doi: 10.1097/ 
 TP.0000000000003670. Epub ahead of print. PMID: 33988341.
7. Grupper A, Rabinowich L, Schwartz D, Schwartz IF, Ben-Yehoyada M, Shashar M, Katchman E,  
 Halperin T, Turner D, Goykhman Y, Shibolet O, Levy S, Houri I, Baruch R, Katchman H. Reduced  
 humoral response to mRNA SARS-CoV-2 BNT162b2 vaccine in kidney transplant recipients  
 without prior exposure to the virus. Am J Transplant. 2021 Apr 18. doi: 10.1111/ajt.16615.  
 Epub ahead of print. PMID: 33866672.
8. Gulati S, Muddasani R, Bergerot PG, Pal M. Systemic therapy and COVID19: Immunotherapy  
 and chemotherapy. UROl Oncol. 39(4): 213-220. April 2021.
9. European Parliament. Special Committee on Beating Cancer. Public consultation Synopsis  
 Report - The impact of the COVID-19 pandemic on cancer prevention, health services,  
 cancer patients and research: lessons from a public health crisis. https://www.europarl.europa. 
 eu/cmsdata/232900/Synopsis%20report%20BECA%20COVID-19%20Consultation%20.pdf 
10. Dinmohamed, AG, Visser, O, Verhoeven, RHA et. al. Fewer cancer diagnoses during the  
 COVID-19 epidemic in the Netherlands. The Lancet, 21(6), p750-751, June 2020
11. Macmillan Cancer Support: The forgotten ‘C’: The impact of COVID-19 on cancer care  
 (October 2020): https://www.macmillan.org.uk/assets/forgotten-c-impact-of-covid-19-on- 
 cancer-care.pdf
12. Bhopal SS, Bagaria J, Olabi B, Bhopal R. Children and young people remain at low risk of  
 COVID-19 mortality. The Lancet Children & Adolescent Health. 5(5) E12-E13. May 2021.
13. Maringe, C., Spicer, J., Mirris, M. et al. The impact of the COVID-19 pandemic on cancer deaths  
 due to the delays in diagnosis in England, UK: a national, population-based modelling study.  
 The Lancet, 21(8), p1023-1034, August 2020.
14. Sun Q, Qiu H, Huang M, Yang Y. Lower mortality of COVID-19 by early recognition and  
 intervention: experience from Jiangsu Province. Annals of Intensive Care, 10, article 33, 2020.
15. Giles RH, Baugh E, Cordoso F et. al. Cancer care during COVID-19: Data from 157 patient  
 organisations. Ann. Oncol. 31(4) S1024 September 2020: https://doi.org/10.1016/j.annonc.  
 2020.08.1823
16. Hua Su MY, Cheng Wan, Li-Xia Yi, Fang Tang, Hong-Yan Zhu, Fan Yi, et al. Renal histo- 
 pathological analysis of 26 postmortem findings of patients with COVID-19 in China.  
 Kidney international. 2020.
17. Kidney Cancer Association. Ask the Experts: Common questions about kidney cancer and  
 COVID-19. 
18. European Association of Urology Virtual Congress July 2021: The impact of COVID-19  
 pandemic on Genitourinary Cancer patients (abstract AM21-4421)
19. European Association of Urology Virtual Congress July 2021: Frequency of SARS-CoV-2  
 infections in genitourinary cancer patients under systemic therapy in a European tertiary  
 center (abstract AM21-3162)
20. European Cancer Organisation: The Impact of COVID-19 on Cancer in Europe: The 7-Point Plan  
 to Address the Urgency and Build Back Better: https://www.europeancancer.org/ 
 resources/174:covid-19-cancer-7-point-plan.html
21. European Cancer Organisation: Cancer will not wait for the Covid-19 pandemic to end. It is  
 time to act: https://www.europeancancer.org/resources/203:flash-report-time-to-act-launch
22. Ranganathan P, Sengar M, Chinnaswamy G, et al. Impact of COVID-19 on cancer care in India:  
 a cohort study. The Lancet Oncology. DOI: https://doi.org/10.1016/S1470-2045(21)00240-0.  
 May 2021
23. Aeppli S, Eboulet EI, Eisen T, Escudier B, Fischer S, Larkin J. Impact of COVID-19 pandemic on 
  treatment patterns in metastatic clear cell renal cell carcinoma. ESMO Open. 2020;5 doi:  
 10.1136/esmoopen-2020-000852.
24. Loriot Y. 2020. TROPHY-U-01 cohort 1 final results: A phase II study of sacituzumab govitecan  
 (SG) in metastatic urothelial cancer (mUC) that has progressed after platinum (PLT) and  
 checkpoint inhibitors (CPI)
25. Lin Z, Chen J, Han S. Impact of anti-cancer therapy on disease severity and mortality in  
 cancer patients with COVID-19: a systematic review and meta-analysis. Expert Rev Anticancer  
 Ther. 2021 May 10. doi: 10.1080/14737140.2021.1927721. Epub ahead of print. PMID: 33970745.
26. Geller JI, Ehrlich PF, Cost NG, Khanna G, Mullen EA, Gratias EJ, Naranjo A, Dome JS,  
 Perlman EJ. Characterization of adolescent and pediatric renal cell carcinoma: A report from  
 the Children’s Oncology Group study AREN03B2. Cancer. 2015 Jul 15;121(14):2457-64. doi:  
 10.1002/cncr.29368. Epub 2015 Apr 6. PMID: 25845370; PMCID: PMC4588054.

27. Ferlay J, Colombet M, Soerjomataram I, Parkin DM, Piñeros M, Znaor A, Bray F. Cancer  
 statistics for the year 2020: An overview. Int J Cancer. 2021 Apr 5. doi: 10.1002/ijc.33588. 
  Epub ahead of print. PMID: 33818764.
28. Golberstein E, Wen H, Miller BF. Coronavirus Disease 2019 (COVID-19) and Mental Health for  
 Children and Adolescents. JAMA Pediatr. 2020 Sep 1;174(9):819-820. doi: 10.1001/ 
 jamapediatrics.2020.1456. PMID: 32286618.
29. Genetic Cancer Patients Report COVID-19 Crisis Impacts Medical Care. VHL Alliance. May  
 2020: https://www.vhl.org/cancer-patients-report-covid-19-impacts/
30. KCCure COVID-19/kindey cancer patient survey: https://kccure.org/2020/03/covid-19-kidney- 
 cancer-patient-survey/
31. Yed Y, Markowski MC, Pierorazio, PM. Advanced renal cell carcinoma and COVID-19 — a  
 personal perspective. Nature Reviews Urology. 17, 425-427. June 2020
32. Sinha P, and Calfee, CS. Immunotherapy in COVID_19: why, who, and when? The Lancet  
 Respiratory Medicine. May 2021: https://www.thelancet.com/journals/lanres/article/ 
 PIIS2213-2600(21)00232-0/fulltext
33. Staehler MD, Battle DJ, Bergerot CD, Pal SK, Penson DF. COVID-19 and financial toxicity in  
 patients with renal cell carcinoma. World J Urol. 2020 Oct 22:1–7. doi: 10.1007/s00345-020- 
 03476-6. Epub ahead of print. PMID: 33090258; PMCID: PMC7578440.
34. Global Cancer Coalitions Network: COVID-19: Impact on cancer patient organisations  
 worldwide in 2020.
35. Stoye E. How research funders are tackling coronavirus disruption. Nature. 2020 Apr 17. doi:  
 10.1038/d41586-020-01120-2. Epub ahead of print. PMID: 32303733.
36. Setbacks and decisiveness: the impact of COVID-19 on European research into public spaces.  
 Humanities in the European Resrarch Area (HERA). NW) April 2021. https://www.nwo.nl/en/ 
 cases/setbacks-and-decisiveness-impact-covid-19-european-research-public-spaces
37. Davenport L. COVID-19 pandemic taking its toll on UK oncology staff. Medscape article  
 940255. November 2020: https://www.medscape.com/viewarticle/940255
38. ESMO Facebook Roundtable: COVID-19 vaccines and cancer care – The known, the unknown  
 and the unknowable: https://www.esmo.org/covid-19-and-cancer/covid-19-full-coverage/ 
 esmo-live-roundtables/esmo-facebook-roundtable-covid-19-vaccines-and-cancer-care-the- 
 known-the-unknown-and-the-unknowable
39. Fieldlab events: https://fieldlabevenementen.nl/fieldlab-english/ 
40. Cost for Fieldlab ‘coronavirus free’ events go up to €1.1 bn. Dutch News.nl: https://www. 
 dutchnews.nl/news/2021/04/costs-for-fieldlab-coronavirus-free-events-go-up-to-e1-1bn/
41. de Cassio Zequi, S, and Abreu, D. Consideration in the management of renal cell carcinoma  
 during the COVID-19 pandemic. Int Braz J Urol. 46 June 2020
42. Aguiar, S, Baiocchi, G, Duprat, JP, et. al. Value of preoperative testing for SARS-CoV-2 for  
 elective surgeries in a cancer centre during the peak of the pandemic in Brazil. J Surgical  
 Oncology. 2020, 1-3



International Kidney Cancer Coalition

Registered Office:
't Ven 30
1115HB Duivendrecht, 
The Netherlands
Email: info@ikcc.org
Website: www.ikcc.org 
www.worldkidneycancerday.org  

 Search for us on Facebook as: ikcc

   Follow us on Twitter: @IKCCorg
    @IKCCtrials

Registered in the Netherlands under: 
Stichting IKCC
Reg.-No. KvK 62070665


