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 PURPOSE / OBJECTIVES

MATERIAL & METHOD

Few global studies exist detailing the lived experiences of bladder cancer patients. The objective was to 
collect the views and experiences of people with bladder cancer worldwide.

A comprehensive survey consisting of 65 questions was 
administered by the World Bladder Cancer Patient Coalition 
and Quality Health, an IQVIA business, from October 2021 
to February 2022 and was disseminated online in Arabic, 
English, French, Hindi, Italian, Japanese, Norwegian, Polish, 
Portuguese, Russian, and Spanish.

The survey results were cleaned by removing duplicates and 
incorrectly formatted data. The dataset was analysed using 
the software SPSS to produce descriptive and comparative 
statistics. The percentage responses were calculated after 
excluding respondents that did not answer that question. 

Sub-analyses were conducted for sex, time to diagnosis, age, 
geographic region, and stage.

Our survey was distributed online, via social media and 
patient support organisations. While stage distribution and 
sociodemographic characteristics in this cohort reflect real-
world bladder cancer patients, there may be disproportionately 
represented patient populations. The online nature of the 
survey means that older people, people without internet 
access, and disabled people may have been excluded. There 
were few responses from low- and middle-income countries.

RESULTS - AWARENESS

RESULTS – CYSTECTOMIES

RESULTS – DIAGNOSIS AWARENESS VIDEOS

RESPONDENT CHARACTERISTICS

did not know the signs 
and symptoms of bladder 
cancer before diagnosis54%
did not know visible blood 
in urine was a symptom of 
bladder cancer64%

32%
understood the signs and 
symptoms of bladder 
cancer, compared to 
other common cancers 
(completely, to some extent)

27%
Over a quarter of the total 
survey respondents had a 
radical cystectomy

64%

Areas lacking 
support

were not able to get 
help and support 

for financial / 
employment 

 issues

87%

Areas well
supported

received enough 
support from 

nurses and 
other healthcare 

providers

58%

Emotional
support

of respondents did 
not receive enough 
emotional support 
to cope with their 

diagnosis

53%

Patient
organisations

contacted a patient 
organisation/

charity for support 
and received the 
information they 

needed

not counselled 
on sexual side 
effects

45%
of males were 
counselled

36%
of females were 
counselled

11%
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financial/
employment

64%

alternative/
complementary 
therapies

63%

self-image/ 
self-esteem

61%

83% 70%of males diagnosed 
within 3-months

of females diagnosed 
within 3-months

SUMMARY

Before diagnosis, awareness 
of the signs and symptoms 
of bladder cancer was low. 
Women were twice as likely to 
be misdiagnosed with a UTI 
than men. More women and 
younger respondents had delays 
in diagnosis. Many respondents 
were not counselled about sexual 
side effects before surgery.

The percentage of respondents by geographic area was:

44%

City or  
urban area 

including suburbs

23%

Rural area
small town or 

 village in country,  
or on a farm

33%

Small city  
or med / 

large town

Algeria
Bahamas
Colombia
Cyprus
Denmark
Ecuador
Georgia
Germany
Greece
India
Iraq
Israel
Jordan
Kuwait
Lebanon
Netherlands
Peru
Portugal

Russia
Senegal
Slovenia
Switzerland
Turkey
UAE

(4)
(1)
(4)
(1)
(1)
(3)
(1)
(1)
(3)
(4)
(1)
(3)
(1)
(1)
(1)
(4)
(3)
(1)

(4)
(2)
(1)
(3)
(2)
(4)

Respondents came from a total of 45 countries

Argentina
Poland3%

Chile
Ireland
Japan
Spain

2%

Belgium
Finland
Mexico
New Zealand
Pakistan
Sweden
Tunisia
Venezuela

1%

<1%(29)
(34)

(21)
(24)
(24)
(22)

(9)
(7)
(6)

(10)
(1)
(7)
(8)
(8)

United Kingdom20% (227)

United States of 
America13% (150)

Australia10% (112)

France
Italy
Norway9%

(103)
(106)
(103)

Canada7% (1)

Breakdown of respondents by country %, (n)

64%

had non-muscle invasive 
bladder cancer

31% 2%

had muscle-invasive 
bladder cancer

had advanced / 
metastatic bladder 

cancer

Initial bladder cancer diagnoses for survey respondents

57% 81% 66%

of respondents were 
diagnosed with another 
condition before bladder 

cancer

of respondents over 74 
were diagnosed within 3 

months

of respondents under 55 
were diagnosed within 3 

months
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