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Bladder cancer across the globe



Until 2019, there was not one 

single organisation to speak 

as the global voice for people 

living with bladder cancer. 

The World Bladder Cancer 

Patient Coalition is an 

association bringing together 

representatives of national 
bladder cancer organisations.

Currently 

in eight 

countries

In 9 

countries



Foster an 
international 
community of people 

affected by bladder 

cancer

Advocate for access to 

the best possible bladder 

cancer information, 

support, and care

Build alliances 
with health 

professionals, 

policymakers, 

academics, researchers, 

and 

industry

Our mission



• Bladder Cancer Awareness 

Month in May

• World Bladder Cancer Patient 

Forum in Autumn

• Global Bladder Cancer Patient 

Survey

Highlights of our work



Support needs emerging from the survey

WBCPC Global Bladder Cancer Patient Survey (not yet published)



Our coalition of bladder cancer patient advocates



Bladder cancer patient groups are close to the 

affected communities, enabling them to:

– Listen 

– Improve understanding of the impact of 

disease and also doing so at personal level

– Better respond to the needs of people 

affected by bladder cancer

– Support evidence-based advocacy & policy, 

partnerships & research

The value of patient voice



• Peer-to-peer support

• Patient-led reliable information

• Raising awareness

• Advocacy towards access to HQ 

care & treatment

• Patient-focused research

What do they do?



Examples of community work

Charity established in the UK in 2009

by patient & caregiver

Broad range of support services

Patient-led information resources for patients & caregivers 

developed with patients and HCPs.



Examples of community work

Organisation established in 2014

Connecting current and former patients to create 

a community of support

URO H Angels projects, trains and places patient-

volunteers to support prospective RC patients



Examples of community work

Organisation established in 2014

Provides community support network, education 

retreats for patients and families. Also Financial 

support in treatment and palliative care, end-of-

life bucket list support

Developed updated guidelines with HCPs on how 

to treat haematuria in general practice



Starting a bladder cancer patient group

The WBCPC Start-Up guide is the solution to a global lack of bladder 

cancer patient representation. A tool to help create 

national organisations to give a voice to those in need by:

• Promoting the establishment of bladder cancer patient groups 

in different countries.

• Providing pre-made resources and share best-practice examples 

for getting started.

• Informing, supporting and creating unity among bladder cancer 

patient groups.

• Growing the global community of bladder cancer patient groups.



• Provide peer support before, during 

and after treatment

• Help understand the impact of the 

disease on QoL

• Provide reliable quality information 

and resources 

• Provide patient voice in achieving 

highest quality treatment & care

Patients as partners



Patient voice is the most 

important, essential 

element in their 

diagnosis, treatment, 

support and care

Patient organisations

are a vital resource for 

patients, caregivers and 

HCPs

Working together we can 

create and guide patients 

to support services that 

best respond to their 

needs



Thank you.

Get in touch:

Email: 

alex.filicevas@worldbladdercancer.org

Tel: +32 498 71 24 26

Twitter:  @WorldBladderCan   @filicevas


