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Understand your options

If you and your doctor decide that surgery is right for you,
be sure to ask about all of your options.
Skilled robotic-assisted keyhole surgeons offer patients a minimally
invasive surgical approach that may be right for your fight.
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You can help us fight bladder cancer!
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Every time you work with us, from giving a donation
to helping distribute our posters and patient
information booklets, you’re helping make a big
difference to everyone affected by bladder cancer.

Make a donation
Fundraise
Become a Bladder Buddy
Volunteer
Run awareness events

Whether you are a medical professional or someone
directly affected by a bladder cancer diagnosis, your
help is invaluable. Working together we can make
big changes and stop people dying of this disease.
Email info@fightbladdercancer.co.uk to find out more.

Distribute support materials
Start a support group
Fund research
Join a clinical trial

‘I felt so alone with my cancer that I felt like giving up … but finding Fight Bladder
Cancer was my lifeline, they have been there for me at every step.’
Darren Roberts, aged 50

Bladder cancer grading & staging
There are five broad categories
of bladder cancer. Each person’s
cancer is defined by a code of
numbers and letters according to
how aggressive the cancer cells are,
how far they have spread through
the three layers of the bladder wall,
and whether they have spread
further into the body.
∞∞ L
 ow risk non-muscle-invasive
bladder cancer
∞∞ Intermediate risk non-muscleinvasive bladder cancer
∞∞ High risk non-muscle-invasive
bladder cancer
∞∞ Muscle-invasive bladder cancer
∞∞ Advanced bladder cancer

Grades (1, 2, 3) indicate how
aggressive the cancer is and
therefore how likely to spread.

Lymph node stages (N0, N1, N2, N3)
indicate the spread of the cancer
through the lymph nodes.

Tumour stages (T) indicate the
spread of the tumour in the bladder.

Metastasis (M0 or M1) indicates that
the cancer has spread to other sites
in the body.

∞∞ T
 a = Papillary cancer is small
growths on the bladder lining
∞∞ T1 = Cancers in the bladder lining
∞∞ T2 = Cancers that have grown into
the bladder muscle
∞∞ T3 = Cancers that have grown
through and beyond the bladder
muscle and into the surrounding
fat
∞∞ T4 = Cancers that have grown
through the bladder wall into other
muscles

Additional letters (CIS, p, c) supply
further information.
∞∞ C
 IS = Carcinoma in situ is an
aggressive form of cancer in which
the cells grow flat on the bladder
lining
∞∞ p = Diagnosis based on pathological
or microscopic findings.
∞∞ c = Diagnosis based on clinical,
usually imaging, findings.

Nurses:
A Force to Raise Awareness
& Fight Bladder Cancer
Welcome to the 7th edition of our FIGHT magazine.
This edition is dedicated to all the amazing nurses throughout the
UK who support so many people with bladder cancer. The month of
May is Bladder Cancer Awareness Month, and our theme this year is
‘Nurses: A force to Fight Bladder Cancer’.
In this edition of the magazine, we will be focusing on the
importance of nurses in bladder cancer, and how we can all work
together to raise awareness of this serious disease. We look at stories
of last year’s events from around the world, and share our plans to
make this year’s Bladder Cancer Awareness Month the biggest ever.
We have an article from Public Health England with some
startling new numbers on how many people are diagnosed with
bladder cancer each year – 18,000 people in England alone.
The new President of the British Association of Urological Nurses
outlines her vision for increasing the number of bladder cancer nurse
specialists available within urology teams.
FIGHT is also filled with inspirational stories from people affected
by cancer, along with some insights into the amazing fundraising
and campaigning activity that continues throughout the year for
Fight Bladder Cancer.
You can also read a valuable summary of all the major clinical
trials that are currently recruiting bladder cancer patients in the
United Kingdom.

As a charity, Fight Bladder Cancer’s
aims are simple. We have four key
objectives:

SUPPORT
Supporting all those affected by
bladder cancer

AWARENESS
Raising awareness of the disease so
it can be caught early

RESEARCH
Campaigning for and supporting
research into this much-ignored
disease

CHANGE
Affecting policy at the highest
levels to bring about change

Team FBC
fightbladdercancer.co.uk

Fight Bladder Cancer is the only patient and carer-led charity
for bladder cancer in the UK.
We take great care to provide up to date, unbiased and
accurate facts about bladder cancer.
FightBladderCancer

BladderCancerUK

Registered charity 1157763
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THE LATEST NEWS FROM FIGHT BLADDER CANCER

FBC round up
Find out what has been happening at Fight Bladder
Cancer both here at home and around the world.
SUPPORT
ONLINE FORUM

TELEPHONE AND EMAIL SUPPORT

Our online confidential forum now has 4,379
members, and is supervised around the clock by
ten dedicated moderators from around the globe
24 hours a day, seven days a week. In the past
month, we have had over 435 posts and over
26,200 comments and reactions. Currently, the
most popular time for interaction on our forum
is lunchtime on Wednesdays.

Our telephone support line is available
from 9.30am to 4.30pm Monday to Friday
on 01844 351621. There is a voicemail for
messages outside these hours or when we are
very busy. In the past month, we averaged 13
phone calls per day, with each call lasting around 3 minutes.

BECOME A BLADDER BUDDY
With the growth of Fight Bladder Cancer, we
are now looking to recruit more people to join
us as Bladder Buddies across the UK. Bladder
Buddies are either patients or carers who are
happy to be put in touch with someone who
has recently been affected by bladder cancer
or simply needs someone to talk directly to.
This isn’t about giving medical advice but,
having experienced it yourself, being happy
to lend a listening ear and be someone to
talk to. We all know how a bladder cancer
diagnosis can make you feel very alone, and
having a Bladder Buddy can make all
the difference.
To find out more about becoming a
Bladder Buddy, please email us at info@
fightbladdercancer.co.uk, and we will
send you an information pack about the
application process and how we would
support you in this role.

For more information about our email support service, please
contact us at info@fightbladdercancer.co.uk.

LOCAL FIGHT CLUBS
We now have support groups throughout the country, including
London, Glasgow, Glan Clwyd, Newcastle and Southampton. It’s
always good to meet people in person; to know that there are others
going through a similar experience makes the journey seem less
lonely. There is also plenty of opportunity to ask questions and pick
up information in a welcoming and friendly environment.
For a list of our upcoming support groups, please go to:
www.facebook.com/pg/BladderCancerUK/events/
As well as attending our own Fight Clubs, we also get invited to
other support groups around the country to talk about issues
from a patient’s angle. We visited the University College London
Hospital and the Worcester Royal Hospital in March, where our
talk included news about the charity and the ways it can provide
support to patients and carers. If you are a member of a local
support group that might want to join our network, please get in
touch with us at sophie@fightbladdercancer.co.uk.

READ ALL ABOUT IT –
FIGHT BLADDER CANCER IN
THE NEWS
Fight Bladder Cancer has been
recently featured in the Guardian,
the Daily Mail, News Beezer and
Health Insurance Daily. We are
highlighting the fact that people
with bladder cancer are waiting up
to five months for treatment.
Radio stations are also very
important for us to spread the
messages, and we have regular
spots on both BBC Radio Oxford
and Red Kite Radio.
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AWARENESS
NUTRITION
Fight Bladder Cancer is a co-author of
the Living Well During Cancer Treatment
booklet produced by the European Cancer
Patient Coalition. During Nutrition and
Physical Activity Awareness Month in
March, we helped share information
about cancer and nutrition. For example,
people going through chemotherapy may
find it helpful to use sugar-free lemon
drops, serve foods cold, and drink liquids
between meals.

Living well

during

CANCER

TREATMENT
ECPC Nutrition
Booklet
Addressing cancer
patients concer
ns
Series I out of II

TWITTER TAKEOVER
Fight Bladder Cancer took over the Twitter
account of Making a Difference Locally @
MADLcharity for three days to raise awareness
and reach a new audience. During this
time, their impressions were up 423% and
engagements up a staggering 819%. The top
posts included the link to Andrew’s story about starting Fight
Bladder Cancer, as well as awareness of where to find support.

ONCOLOGY SUMMIT FOR PROSTATE CANCER
We participated in an
oncology summit for
prostate cancer in London,
where we had a stand. It
was a good opportunity to
meet urology oncologists
as well as other charity
members. Some of the
visitors to the stand wanted
to make sure that they
would be getting our latest FIGHT magazine sent to their urology
department when they spotted the latest edition.

BLADDER CANCER AWARENESS MONTH
We really hope you’ll join us and get involved
in Bladder Cancer Awareness Month. For more
details and to find out all about this global
bladder cancer campaign, see page 10.
‘Fight Bladder Cancer lifted that very dark cloud that was
over my head when I was first diagnosed with bladder cancer
and helped me to cope with the fear and anxiety of the
unknown. I knew I had someone I could call on 24/7. Not only
were they a great support to me, but also to my sister, who has
been my main carer. I know without a shadow of a doubt that
Fight Bladder Cancer helped my sister to cope and still do.’
Tracy

‘Through my interactions with the members of
the Fight Bladder Cancer forum, I found a warm
place to share my fears and received honest
and forthright answers to my questions. Fight
Bladder Cancer is a vital community that many
people around the world have come to rely on.
This is because most treating clinicians are
unable to provide first-person experience with
their patients. Doctors are able to share clinical
statistics, but they can’t directly say ‘this is what
chemotherapy feels like’ or ‘here is what will
happen to your dignity during bladder diagnostic
or treatment procedures’.
Lynne

RESEARCH
AN EXEMPLAR OF GOOD CARE
Fight Bladder Cancer has completed a series of
structured interviews with health professionals
around the UK in order to understand the current
challenges in British bladder cancer care. For our
thoughts on the implications of this research, see
the article on page 40.

RESEARCH PRIORITIES
A study to find consensus in bladder cancer
research priorities between patients and
healthcare professionals was supported by Fight
Bladder Cancer. This work was recently published
in the journal European Urology. For a summary
of the results, read the article on page 42 by Dr
Agustina Bessa.

NHS NIHR RESEARCH
Fight Bladder Cancer was recently added to
the NHS National Institute for Health Research
non-commercial partner list. This means that
appropriate research studies funded through Fight
Bladder Cancer’s funding streams are now eligible
for Clinical Research Network support if they also
meet the standard study eligibility criteria. This
support includes access
to NHS infrastructure for
research, training and
clinical study registration.

NATIONAL CANCER RESEARCH INSTITUTE
Fight Bladder Cancer is
an active member of the
National Cancer Research
Institute’s Bladder and Renal
Cancer Clinical Studies
Group. We joined the latest meeting in London
to help shape new and ongoing bladder cancer
clinical studies.
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POLICY
TURBT
Bladder cancer is usually
diagnosed through an
operation known as a
transurethral resection of
bladder tumour (TURBT). Fight
Bladder Cancer co-wrote an
open letter to the UK’s national
medical director outlining the
case for redefining TURBT as
a diagnostic not a definitive
treatment. Read the letter on
page 19.

ADVANCED CANCERS
COALITION
Fight Bladder Cancer is excited
to announce that we have
joined forces with a number
of UK charities to become
part of the Advanced Cancers
Coalition. The coalition is
focused on addressing the
unmet needs of those living
with advanced cancers.

NEW STATISTICS
In association with Public Health England, FBC is
working to collect data on the number of people
diagnosed with bladder cancer in the UK each
year. Over the coming months, we will also be
using the resources of the Scotland Information
Services Division, the Wales Office for National
Statistics, and the Northern Ireland Information
and Analysis Directorate to determine the
national picture of bladder cancer.
For the latest numbers from England, see our
article on page 45.

The Wee
Bookshop
& Café
The Wee Bookshop and Café is a magical
place full of great books – both new and
preloved – which also sells wonderful food and
fabulous drinks. It has just celebrated its third
birthday.
Every time you visit the Wee Bookshop and
Café, you are supporting people affected by
bladder cancer.
The Wee Bookshop and Café now also offers
a breakfast menu and an occasional evening
dinner club, in addition to its delicious lunches
and cakes. They hold numerous events,
including baby and toddler hand and footprint
sessions, half-term specials, pottery painting,
as well as storytime and singing sessions. Still
number one locally on TripAdvisor, the team of
staff have a real passion for excellence in greatvalue, home-produced food.

The Wee Bookshop and Café is open 9am–5pm Monday to Saturday, 10am–4pm
Sunday, serving breakfast, brunch, lunch (11.30am–2pm) and afternoon tea.
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‘Really quirky place with
great food and drink and
cakes. Also whilst sat down
have a browse at all the
books. I always end up
buying one! Super!’
Joannea

‘Good selection of fresh
cakes and coffee was nice
too... fun place to take kids
as there’s books everywhere,
toys and a train set going
round the room at high level.’
Nick

‘Friendly, great coffee and
wonderful cakes, lovely place
to meet a friend and get a
new book at the same time.’
Wendy

OPINION
JOHN HESTER, FBC chair of trustees

The Fight Bladder
Cancer Shop
One of our fundraising forays is into the field of
retail, and we have a whole range of products that
you can buy to support your fundraising and to
support our cause. You won’t be surprised that there
is a preponderance of orange on the shelves! Nor
that we only sell good-quality products – we like to
maintain our high standards across the board.
Of course, if you wear FBC clothing, badges or
visible logos, you are spreading the word about
bladder cancer and fulfilling one of our main
objectives. Secondly, FBC takes a small profit from
items sold to help to expand the help and support
we offer to more patients and carers.

T-Shirts

Sportswear

Wristbands

Pin Badges

Tabards

Fundraising
Products

FIGHT
Magazine

Awareness
Month Products

Visit: fightbladdercancer.co.uk/our-shop

#Bladder
Cancer
Aware
Notes from our
chair of trustees
As a bladder cancer patient myself, I am very proud that
Fight Bladder Cancer is governed by patients, for patients.
The support that I received from Fight Bladder Cancer
during and after my treatment was invaluable, and
inspired me to join the board of trustees.
Thanks must also be expressed to the many
supporters and friends who have been busy raising
money for the charity this year. Your energy and
commitment are hugely impressive and, quite frankly, we
wouldn’t be here without you.
I am so excited to be participating in another Bladder
Cancer Awareness Month. Every year, I see greater
awareness of this neglected cancer. So many nurses have
helped me through my cancer journey, and I am proud to
see that the theme of Bladder Cancer Awareness Month is
‘Nurses: a Force to Fight Bladder Cancer’.
The charity’s roots are firmly fixed in being an
organisation governed by bladder cancer patients.
With this built-in expertise, the charity continues to
set strategic priorities according to a strong foundation
and four pillars for success: offering support; building
awareness; influencing and funding research; and
changing policy.
I would like to thank everyone who supports the
charity, including our volunteers, staff, donors, and
my fellow trustees. The increase in activities and
outputs over the years have been quite extraordinary
and my congratulations go to our Founder, Andrew
Winterbottom, new CEO Lydia Makaroff, and the growing
team of staff and volunteers based both in Oxfordshire at
the charity’s central hub, as well as around the UK.
John Leslie Hester
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FBC & THE UNITED KINGDOM
If we want to achieve the
objectives we have set,
then we urgently need to
raise funds for FBC. As
Bladder Cancer Awareness
Month, May is the focus of
our awareness-raising and
fundraising.

May is Bladder Cancer Awareness Month, when we launch a global
campaign aimed at focusing attention on bladder cancer. Fight Bladder
Cancer leads this campaign in the UK and is hoping that patients
and carers; medical professionals and hospitals; support groups
and Fight Clubs; and companies across the country will support us
and get involved. Working together, we can highlight the impact of
bladder cancer, promote awareness of the symptoms and urge greater
investment in research.

WEE ARE FAMILY. Will you help us & get involved this May?

“I’m really keen to join in with the
2019 Bladder Cancer Awareness
Month. Fight Bladder Cancer has
made such a difference to me. With
their incredible support, I’ve had
many questions answered, shared
my worries and made friends for life.
Through it all, I’ve had the Wee
Family behind me.
This May I’m doing a ‘Wee Walk’ and
getting my friends and family to wear
orange and donate some money to
FBC. It’s going to be great fun and
I can’t wait to turn my world orange
to help raise awareness!”
Paul Michaels, patient

This year, we REALLY want to work
with you during May – and that means
all our medical friends working hard in hospitals
all our corporate partners championing
bladder cancer
all the support groups and Fight Clubs providing
amazing love and support
and, of course, everyone personally affected
by bladder cancer – the patients, carers, family
members, friends and loved-ones.
You are all affected by bladder cancer, and together
we can raise awareness of this neglected cancer
whilst raising urgently needed funds for Fight Bladder
Cancer. With these funds the charity will be better
resourced to continue our work improving the lives of
people affected by bladder cancer.

Email us:
fundraising@fightbladdercancer.co.uk
8

BLADDER CANCER AWARENESS MONTH SPECIAL

NURSES:

a force to Fight Bladder Cancer

We wish to thank nurse
s for
all their support, exce
llent
care and hard work wi
th
bladder cancer
patients.

We have chosen ‘Nurses: A Force to Fight Bladder Cancer’ as our
campaign theme for May 2019. Messages during the month will include:
Nurses are the lynchpin of bladder
cancer health teams, playing a crucial
role in bladder cancer diagnosis,
treatment, and care.
Nurses are often the first health
professional that people see and the
quality of their initial assessment, care
and treatment is vital.
We recognise that inaccurate methods
of counting patient numbers mean that
Clinical Nurse Specialists are overloaded
and under-resourced.

Fight Bladder Cancer will be
fundraising to improve its support for
all nurses in the UK who are working
with bladder cancer patients.

Tweet
your support:
#BladderCancerAware
#NursesAForceToFight
#BladderCancerUK

Wear orange and make a noise!
Here’s how YOU can get involved
Bladder Cancer Awareness Month is when we go all out to capture media interest
and provide solidarity to patients and carers – and raise funds for FBC, too – with all
kinds of activities and events. We are always open to ideas – so please don’t hesitate
to get in touch at getinvolved@fightbladdercancer.co.uk to join forces with us.

Here’s some of the ways you can help:
Wear loads of orange all month! Orange is
the globally recognised colour for bladder cancer!
Take a look at our shop at fightbladdercancer.co.uk/
our-shop for some tasteful and fun t-shirts!

Blow bubbles for bladder cancer
across the month but particularly on Sun 19th May
which is Bubbles for Bladder Cancer Day.

Put up posters and other
campaign material about
bladder cancer to spread
awareness. Email getinvolved@
fightbladdercancer.co.uk for
more information.

Host a Learning and
Awareness Session at your local
social club (darts / bowls / line-dancing – whatever
it may be) to raise awareness and share information
about signs and symptoms.

Take a Wee Walk for
bladder cancer (whether that’s simply going
for a walk with friends and family members in your
local community, or something more challenging
or perhaps connected with fundraising). Take a look
at our website www.fightbladdercancer.co.uk to
download more information.

Send a letter to local MPs (pre-prepared by
Fight Bladder Cancer) asking for increased resources,
nursing staff, facilities and equipment to meet the
growing needs (see page 13).

Join Fight Bladder Cancer to help us spread
information about this disease and offer more
support to patients and carers.

Use social media to shout out a ‘thank you’ to
nurses and medical staff supporting patients all over
the UK – or choose the old-fashioned way send your
nurse a thank you card.
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Challenge yourself
– and have some fun
You might decide that it
would be fun to take on
a fundraising
challenge for Fight
Bladder Cancer
during May and we
will do everything we
can to support your
efforts!
It’s VERY simple to start
fundraising for Fight Bladder
Cancer during Bladder Cancer Awareness Month.
You just need to:
1. Decide what sort of fundraising you would like to
do during May – the more orange involved
the better!

IF YOU WORK FOR A COMPANY that
might be interested in partnering with
Fight Bladder Cancer during May, please
email emma@fightbladdercancer.co.uk to
discuss sponsorship opportunities and for
ideas about how your business can fundraise
for us during May.

2. Sign up on Fight Bladder Cancer’s website at
fightbladdercancer.co.uk clicking the ‘Fundraise
for us’ button
3. Design your page (or your company or hospital
fundraising page) by uploading some photos and
describing your fundraising aims / reason for
supporting Fight Bladder Cancer.
4. Share your page link out across friends and
family-members as well as considering engaging
your local medical team to get involved and
support you.
5. Any problems with signing up, or if you need
support from us at Fight Bladder Cancer, call us
on 01844 351621. We are happy to help.

Fight Bladder Cancer will acknowledge your
registration and get in touch with a fundraising
pack which includes one Bladder Cancer
Awareness Month T-shirt; a copy of FIGHT
magazine; a thank you card to
send to your local nursing team,
a ‘Take a Wee Walk’ guidance
pack; a sponsor form;
a wristband; and merchandise
order forms.

Email us for more information:
fundraising@fightbladdercancer.co.uk
10
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IF YOU ARE A MEDICAL PROFESSIONAL
consider entering FBC’s ‘Wee are the
champions’ fundraising competition during
May! Your team could win an amazing prize!
Contact us to find out more on
01844 351621.

IF YOU ARE A PART OF A SUPPORT GROUP
OR FIGHT CLUB and want to get involved
during May, please email Sophie at
sophie@fightbladdercancer.co.uk.
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Tips & hints for successful fundraising
Stick to the old favourites

Bubbles for Bladder Cancer

Everyone loves a quiz, a tombola,
a sponsored activity, a guessing
game like sweets in a jar or a fancy
dress competition.

Blowing bubbles (especially on
Sunday 19th May) is an excellent way
of joining in solidarity with people
affected by bladder cancer. You could
charge friends per pot of bubbles or
fundraise by seeing how long you can
blow bubbles standing on one leg!
Share your photos on Twitter and
Facebook with the tag #BubblesForBladderCancer

Go orange!
Get in touch for a well-placed
orange collection tin from Fight
Bladder Cancer, count the orange
smarties on the cake or offer an
orange-topped cake sale.

‘Take a Wee Walk’
Ask Fight Bladder Cancer for an information pack
about our campaign to get people walking for bladder
cancer during May. It’s a pretty simple
concept – just gather a few friends
or family members together, everyone
makes a minimum donation – such
as £10 each – choose a date, time and
location (could simply be walking the
grounds of your meeting venue
or something more challenging).
Don’t forget to promote your event
and ask everyone to wear orange.
Email us your photos from the day!

Don’t forget to post on Facebook or Twitter
using #Weearefamily #bladdercancer
#Bubblesforbladdercancer
@BladderCancerUK!
“We are #BladderCancerAware during
#BladderCancer Awareness Month. It is the 5th
most common cancer in Europe. Please share
this too. Together, we can save lives. It’s time to
fight! @BladderCancerUK”

How to make donations!
Don’t forget you can ask people to donate
to your page online or you can email us at
fundraising@fightbladdercancer.co.uk
to find out ways to pay in your donation.

We’d like to say a big THANK YOU for
reading this, collaborating with us and
helping us to raise awareness.
We firmly believe that WEE ARE FAMILY.

Keep in touch with
Fight Bladder Cancer
during May
Please email us at getinvolved@fightbladdercancer.
co.uk or call us on 01844 351621. We are really keen
to hear your stories and share in your activities during
Bladder Cancer Awareness Month.
If you want to follow Fight Bladder Cancer’s activities
during May please follow us on twitter at
@BladderCancerUK or we have a Facebook page at
facebook.com/BladderCancerUK/.
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Write a campaign letter
to your MP
The 650 Members of Parliament are elected across the whole of the United Kingdom
in England, Wales, Scotland and Northern Ireland and each MP represents his or her
constituency in the House of Commons of the Parliament of the United Kingdom.
Health policy is a matter for the Scottish Parliament, Welsh and Northern Irish
Assemblies as well as the UK Government.
MPs depend on us to educate them about the issues that are most important to their
community so they need to hear from people like us – their constituents. It takes
hardly any time to write a letter, yet it ensures that the people who make decisions
on our behalf know how we want to be represented.

Writing to your MP is a great way to raise awareness of bladder
cancer and the lack of support for nurses in your area.
If you believe that nurses in your community need more support, then you may
consider sending the letter opposite to your local MP during Bladder Cancer
Awareness Month. This letter is in line with the response of the Royal College
of Nursing to the NHS Long Term Plan consultation.
You can cut out this letter and send it to your MP in the post,
or you can send an email.
You can find the email and local postal address
of your MP at:
www.parliament.uk/mps-lords-and-offices/mps/

or you can write to any MP at
The House of Commons, London SW1A 0AA.

g!

Get writin

Download
a digital version of this
letter from our website
fightbladdercancer.co.uk
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When you get
a reply please send
a copy to
getinvolved@
fightbladdercancer.
co.uk

Rt. Hon.

MP

Name

Address

Dear

Address

Postcode

MP,

My name is

.

Date

Bladder cancer is important to me because

Each year, over 18,000 people
in the UK are diagnosed with
bladder cancer.
Urological clinical nurse specialists provide advice, support and
information to patients with urological diseases and their families.
They are usually present at the time of a bladder cancer diagnosis,
and are often appointed as the key worker helping in the
co-ordination of the bladder cancer patient’s care and treatment.
We need to ensure that there are enough urological nurses to
meet the needs of bladder cancer patients around the country.

In the Western world, bladder
cancer is the fourth most
common cancer in men and
the eighth most common in
women (Kirkali, et al. Urology.
2005;66(6):4). It has the highest
recurrence rate of ANY cancer,
and is the most expensive cancer
for the NHS to treat.

I am proud to support nursing staff. Urological cancer nurses
helped me by
I am concerned about the lack of support for nurses who are working with bladder cancer patients. Some
of the challenges that I see include pressures on staffing levels and an increasing demand on services. This
makes it difficult for nurses to deliver the care our bladder cancer community needs.
I am asking you to work with your fellow MPs and make the following changes to legislation:

	
T he Secretary of State for Health and Social Care should be accountable to Parliament for ensuring an
adequate supply of health and care staff to provide safe and effective care.

	
National bodies (NHS England / NHS Scotland / NHS Wales / Health and Social Care in Northern Ireland)
should hold clearly defined powers related to the workforce. This must include explicit duties for workforce
planning, and powers to increase workforce supply in response to demand. Funding should empower
these agencies to deliver their duties in full.

	
Providers of publicly commissioned and funded health and social care services should be responsible for
and demonstrate accountability for the decisions they make on workforce issues to ensure that services are
safe and effective.
Unless these changes are made, the nursing workforce crisis will continue, vacancy rates will grow, and
bladder cancer patients won’t get the care they need.
Please respond to my letter and outline the steps you intend to take to address my concerns. If applicable,
please escalate my letter to the relevant Minister and keep me informed of any progress.
Your sincerely

Signature
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Why I’m stepping forward
for Awareness Month
Paul Michaels, a bladder cancer patient from Buckinghamshire
felt compelled to step forward. He now makes a monthly donation
to Fight Bladder Cancer. Paul tells his story to Emma Low, our
Fundraising Lead, and explains why he was first in line to donate.
Paul describes himself as 57 years
‘young’ and married to Brenda who is
a practice nurse in Buckinghamshire.
Paul has two children – Kerry, 28 and
Alex 26 – who although all grown
up remain very close and the family
regularly enjoys fun times together.
Paul also runs an IT advisory
company and works incredibly hard.
But his hard working, family-oriented
lifestyle changed abruptly back in
April 2016 when he noticed blood in
his wee. ‘I tried to ignore it,’ he told me,
‘but having a nurse living with you
means you don’t get away with a lot!’
Brenda encouraged Paul to contact
the GP who understandably assumed
an infection and prescribed a course
of antibiotics. When it didn’t clear up
over the next few weeks, the doctor
sent Paul for a cystoscopy, although
indicated he thought he may have a
kidney stone, due to back ache.
Paul was called for a flexible
cystoscopy in May, and carefully
explained to me just how unpleasant
the experience had been. ‘Yes, I
found the flexible cystoscopy very
uncomfortable as a procedure but
also poorly managed in terms of
communication and environment.
Whilst still half-dressed on the
examination couch, the healthcare
professional performing the procedure
quietly muttered, ‘Yes I can see a small
growth, a tumour.’ With a shocked
pause I choked, ‘What?’ and he
casually commented, ‘don’t worry, it’s
not very big. Please take a seat outside
and someone will explain what
happens next.’

‘I instantly rushed to the toilet and
felt a dreadful burning. Not only had
the cystoscopy left me with some
hideous news, but there remained a
new and uncomfortable sensation of
wanting to urinate constantly.
‘I walked back into the corridor to
find my wife – I was in total shock and
I could see that fear was mirrored on
Brenda’s face. After a long 15-minute
wait, a nurse came to collect us to
explain the news and describe what
procedures lay in wait for me. It was all
a nasty and unexpected shock.’
As with many of Fight Bladder
Cancer’s patient and carer stories,
Paul agrees that the waiting has
been the hardest part. ‘It took 2–3
weeks to get the TURBT scheduled.
And then another 2–3 weeks to get
biopsies back. This was the toughest
experience. My diagnosis was TA G3
– non-invasive but there was a long
road ahead. At my first appointment
with a CNS at Stoke Mandeville
Hospital, I was fortunate enough to
meet Macmillan uro-oncology nurse,
Joe Kearney. He has become such a
fabulous support along with Krystyna
Caine – it is a blessing to get a great
CNS team. Joe gave me the bad news
pretty quickly – the TURBT initial
biopsy needed to be redone to get
more detail. How frustrating.’
Paul is remarkably calm and
reflective. He feels that almost 3
years on he has been relatively
fortunate. ‘I’ve been given loads of
great information, I’ve had a great
CNS team, my wife is knowledgeable
and supportive (maybe too much

knowledge sometimes!) and most
importantly, I was introduced early
on to Andrew Winterbottom and the
FBC team. Andrew listened to me
and shared his experience. There is
no better alternative than a caring
person on the end of the phone, or
over a great cup of coffee (like you can
get at the Wee Café) who really knows
exactly what you’re going through.
Andrew really was this person and
Fight Bladder Cancer have continued
to be there for me since.

I’ve come to terms with
my own mortality
Paul tells me that now, 7 cystoscopies
(5 of them fixed under general
anaesthetic) and 21 treatments of
BCG later, he realises what a long and
bewildering journey he has been
on. ‘It’s hard to describe. It’s all about
facing your own mortality, which
isn’t easy. And as a factual, analytical,
numerical man – or so I consider –
I’m used to seeing things in black
and white. So, I’m afraid I Googled
everything to understand what my
diagnosis meant. Given the relatively
high-grade tumour, the long drawn
out treatment process, the reality of
recurrence rate – it has all been a big
deal. It’s been like a grieving process.
But I can honestly say that time is
now healing and I’m getting used to
the treatment and the new mindset.
I’ve particularly loved getting involved
with Fight Bladder Cancer and
working closely with other patients
who, like me, are all learning to live

15

BLADDER CANCER AWARENESS MONTH SPECIAL

with it. The treatment from both
Stoke Mandeville and High Wycombe
Hospitals has been faultless and the
clinical staff have been superb.
I have sadly observed some truly
awful NHS pressures. Shockingly poor
communications and logistics issues
– things just don’t happen when they
should happen. The admissions team
in particular, where everything is
done by letters or phone-calls, is so
chaotic and dates and contacts are
always changing. For instance, I’m
currently two months behind on a
BCG treatment as a result of a big local
backlog with cystoscopies. I regularly
have to nag admissions via my two
fabulous CNS contacts, which I feel
uncomfortable doing
Throughout Paul’s bladder cancer
journey he has had a lot of ‘life’
to continue coping with; a hectic
business, the usual family pressures
and his own ageing parent. He has
a few pieces of advice to share for
people who are just embarking on
their journey
I’ve learnt to compartmentalise
the cancer. I take a week at a time.
I don’t plan too far ahead.
Getting involved with FBC has
been helpful. I’m lucky enough to
live locally and spend time with
Andrew and his team – it has
really helped to visit the café.
Meeting other people with similar
experiences has really helped.
Getting involved with FBC has
helped with healing and in
particular to start helping other
people with bladder cancer – the
feel good factor really has helped.
As for ‘what not to do’, well, Paul is
remarkably reflective about that too.
He acknowledges as a ‘typical male
who keeps things bottled up’ he didn’t
tell too many people – particularly in
the first year, because he didn’t know
what to tell people and also because
he didn’t have typical ‘chemo’ signs.
He reflects – ‘I learnt from Andrew –
the most important thing to do with
bladder cancer is to talk about it.
We need to make people aware and
encourage them to look out for the
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signs. Don’t keep quiet. Learn to speak
about it. This also offers a sort of
‘therapy’ – learning to speak out about
it and in turn, knowing you’re helping
others to speak too is really helpful.’
I asked Paul why he decided to give a
monthly gift to Fight Bladder Cancer.

I stepped forward and
made a monthly donation
because I understand the
importance of regular
and consistent cash flow
for a small organisation.
His reply was heartfelt. ‘I spent a
couple of years helping Fight Bladder
Cancer and accessing support from
the team and from Andrew. I felt
compelled to keep Andrew’s legacy
going. I do understand his natural fear
that all his hard work might be lost,
given his own devastating diagnosis.
‘Also, my own business is in IT
and I know far too well that one of
the biggest challenges with starting
things up is that projects can come
and go and it can be feast or famine.
I know the importance of
“replenished cashflow”. It’s the same
thing with a charity. Fight Bladder
Cancer needs consistent income.
Repeat donations are the heartbeat of
the charity. The team rely on a regular
income stream and every monthly
donation helps them to plan ahead
and deliver their vision.
‘Andrew has been an amazing
advocate and mentor. Having spent

time with him I’ve learnt to respect
and value his openness and methods
of mentoring. His understanding has
helped me massively and I really hope
I can offer other patients the same
level of empathy as a Bladder Buddy
in the future. Fight Bladder Cancer
is such a worthwhile cause – there
are other great charities out there –
but this one is personal to me and
very worthwhile. I know my money
will help Fight Bladder Cancer help
others who are going through similar
experiences to me. I also know that
my support will really help them to
continue working hard to get the word
out there and ensure many more
people know about bladder cancer and
how to detect the signs early.’

What orange-plans
have you got for Bladder
Cancer Awareness Month!
‘I’m really keen to join in with the 2019
Bladder Cancer Awareness Month.
Fight Bladder Cancer has made such
a difference to me – through their
support, I’ve had many questions
answered; made friends for life; and
shared many anxieties. Throughout
it all, I’ve known that I had my “wee
family” behind me all the way. During
May I’m planning on doing a Wee
Walk and getting my friends and
family to wear orange and donate
some money to Fight Bladder Cancer.
It’s going to be great fun and I can’t
wait turn my world orange for the
month to help raise awareness!’
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ACROSS EUROPE
If you think this is the first time this month you’ve heard
‘Europe’ without ‘Brexit’ in the same sentence, you’d be
right. It’s safe to read on …
May is Bladder Cancer Awareness Month, not just in the UK but
across Europe, too. And, together, we will be focusing attention on
bladder cancer as part of our long battle to raise its profile so we
no longer need to describe it as a forgotten cancer.

The European Cancer Patient Coalition and Fight
Bladder Cancer are co-ordinating the campaign to get
more Europeans talking about bladder cancer and to give
everyone involved in combating this disease a sense that
there is support, something which to many seems elusive.

Top five ideas for you

1

Blow Bubbles for Bladder Cancer.
Don’t forget your bubbles on Sunday 19
May at 10 am. Blow your bubbles and
post a selfie on social media with the
hashtag #BladderCancerAware. You
will be joining a global event showing
your solidarity with the bladder cancer
community.

This is not a small issue
The need for our Awareness Month is clear. Every year there are
18,000 new diagnoses of bladder cancer in the UK. Across Europe it
is the fifth most common cancer. With such a frequent occurrence,
it should be familiar to most people and feature in the media as
often as prostate and breast cancer. That it doesn’t, means there is a
job to do. And we need your help.
There are two groups of people our campaign needs to reach.
The public at large, who really do need to be aware of the
symptoms and the importance of getting medical help at the
earliest possible stage.
People affected by bladder cancer: patients, family, friends and
the dedicated nursing and clinical community who already
know there is a need to have more dedicated resources and
greater attention focused on the disease.

Clear messages
‘Have you heard about
bladder cancer? It’s time
you did!’ This is our nononsense message for
the widest audience. We
have created some useful
campaign material to
help raise awareness focused on knowing the symptoms. For most
people, simply knowing that
blood in your wee
a frequent or urgent need to wee
repeated UTI infections
are all symptoms of bladder cancer, could increase the number of
people seeking medical help early and lead to better outcomes.
‘Bladder Cancer: It’s time to fight!’ is our message to our bladder
cancer community which, from experience, knows that much
more needs to be done, including greater research funding, more
specialist nursing support and more attention given to increasing
early diagnosis.

and like our campaign messages
2 Share
throughout the month of May.
Encourage friends to share them too.
our A4 infographic poster.
3 Download
Get some copies printed and put them
up in toilets at work or in public places.
Ask your local GP surgery to display one.
part in – or organise – a walk for
4 Take
bladder cancer. We have placards you
can download and make it colourful. You
could even combine it with a Bubbles for
Bladder Cancer event. Distance is not
important – even a short walk around
your local park raises awareness.

to people about the disease. Ask
5 Talk
for a few minutes at meetings you attend
or events you are going to. There is
plenty of information in our Bladder
Cancer Awareness Month Toolkit. A few
words will make a difference.
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ITALY – PaLiNUro
Pazienti Liberi dalle Neoplasie Uroteliali – People free from bladder cancer
The origins of Italy’s
bladder cancer patient
group will sound familiar
to anyone involved with
FBC in the UK. Born
from a group of patients
who needed to share their experiences,
discover information and find support
and encouragement from the beginning
of their clinical journey and, step by step,
to life beyond cancer. They are the living
proof that there is life after cancer.
The groups main objective is to offer
the precise support each person needs
to understand their current situation,
how that will evolve, and how best to help
themselves until they reach recovery.

FRANCE – Les Zuros

They offer support not just during treatment
but throughout the cancer journey.
For this year’s Bladder Cancer
Awareness Month, they are shining a light
on knowledge of the symptoms so that
people can spot the disease early and take
swift action to improve outcomes.

HAI MAI SENTITO

PARLARE
DEL CANCRO DELLA VESCICA?

IL CANCRO

DELLA VESCICA

NON È RARO

5º

CANCRO PIÙ COMUNE

CONOSCERE

An awareness poster in high-traffic
areas in local hospitals.

LES ZUROS

LES ZUROS is the bladder cancer patient
organisation in France, with the aim of
fighting bladder cancer by spreading
information and bringing people together
in mutual support. They have around 150
members, including two urologists.
Their annual bladder cancer walk and fundraising
weekend for Bladder Cancer Awareness Month is on 27–28
April 2019, in Mazinghem. They are encouraging as many
cities as possible to display a bladder cancer awareness
message on their municipal digital-LED signs). They have had
positive replies from Paris, Pau, Mont de Marsan, Angoulème
and more.
Their bladder cancer symptom awareness poster will be
distributed throughout the country and feature in regional
newsletters, media and social media, various urology
department waiting rooms, pharmacies, and so on. They have
also been establishing relationships with some urologists who
have promised support in promoting the poster.

E DONNE

di tutte le età

I SINTOMI

Social media awareness campaigns on
Facebook and Twitter
A brochure exclusively on the theme
of the importance of early diagnosis

CHE COLPISCE UOMINI

in Europa

PaLiNUro activities include:

Symptoms info on their website

È TEMPO DI
PARLARNE!

NON IMPORTA QUAN
TE
O QUANTE VOLTE

è sangue nelle

HAI BISOGNO DI FARE
SPESSO PIPÌ

urine

PARLA CON IL TUO MED

Una diagnosi precoce

o con urgenza

improvvisa

ICO. SOTTOPONITI AD

è importante.

INFEZIONI URINARIE

che non si risolv

ono

UNA VISITA

www.associazionepalinuro.com

NORWAY –
The Norwegian Bladder Cancer Society

ASSOCIATION DE PATIENTS ATTEINTS

DE CANCER DE LA VESSIE

www.leszuros.fr
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Founded in 2012, the
Norwegian Bladder Cancer
Society is now around
400-strong, a membershipbased, non-profit advocacy and support organisation
representing patients, their relatives and anyone with
an interest in bladder cancer, and governed by a fivemember board of trustees.
In Norway, the BCS receives
two types of public funding,
augmented by membership
fees, gifts and fundraising.
Their series of themes
for May highlight important
issues related to this type of cancer and use different
perspectives to raise awareness. The theme for 2019
is ‘Bladder cancer and work’, and for 2020, ‘Young
bladder cancer patients’. With this employment focus
in mind, they will be looking for collaborators locally
from various occupations to sponsor and support all
kinds of events to raise awareness – and money –
among workers at risk.

www.blaerekreft.no
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UNITED STATES OF AMERICA

What’s going on Stateside?
At the Bladder Cancer Advocacy Network (BCAN), together
with our partners here is the United States of America, we
plan to make our schedule of activities and events for
Bladder Cancer Month 2019 bigger and better.
The numbers confirm it
For 2019, our 25 signature Walk to End
Bladder Cancer events will be taking
place in 17 different states, involving
around 3,000 participants all planning
to raise as much as they can for
research and for spreading awareness.

Political support
On Capitol Hill, the Bladder Cancer
Advocacy Network has pushed for and
received resolutions in the House of
Representatives and the Senate that ‘supports the designation, and
the goals and ideals, of National Bladder Cancer Awareness Month’.
Both resolutions call ‘on the people of the United States, interested
groups, and affected persons to:
1	promote awareness of bladder cancer and to foster
understanding of the impact of the disease on patients and
their families and care-givers, and
2	take an active role in the fight to end bladder cancer.’
The BCAN is also working with representatives in Congress to
increase Department of Defense appropriations to increase funding
for bladder cancer research.

If you are going to do it, do it big!
Work to illuminate several high-profile landmarks with orange light
to raise awareness of bladder cancer has continued throughout the
year. And on 2 May 2019, we will be shining our orange light on no
less than NIAGARA FALLS.

Small is also beautiful
The media relations department at the BCAN has also scored some
great successes with national and local media on stories about
Awareness Month and various local events. We are also purchasing
advertisements in national and local newspapers, subway and bus
placards, and billboards. And there will be digital advertisements,
too, to complement these efforts.

Don’t forget social media
On this crucially important platform, we are creating a series of
awareness videos and will be active on Twitter and Facebook to
spread the word. Why not join in the discussion?

Take a look at our awareness videos and
download resources as they become
available. Keep up with all Bladder Cancer
Advocacy Network activities at
www.bcan.org/bladder-cancer-awareness-month

Print is still alive and kicking
For our awareness campaign, we decided to
focus on the thousands of fire houses across
the country and have distributed posters to help
make firefighters more aware of their risk status
so they will visit a doctor if they see any signs of
bladder cancer.
ARTICLE
ANDREA MADDOX-SMITH, BCAN, USA
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CANADA
Bladder Cancer Canada

Celebrating 10 years –
our past, present & future
The joint vision of two bladder
cancer survivors – Jack Moon and
David Guttman – was the start of
an organisation that now helps
thousands of people across Canada.
Bladder Cancer Canada is a
national charity organised to help
bladder cancer patients and their
support teams address the day-today issues of this disease, increase
awareness of bladder cancer among
the general public and medical
community, and fund research which
pursues the diagnosis, treatment and
elimination of bladder cancer.
On 11 May 2019, Bladder Cancer
Canada will be celebrating its
ten-year anniversary. The emphasis
this coming May will be about
honouring all the volunteers who
made Bladder Cancer Canada what
it is today, but with a focus on the
future and making an even bigger
impact over the next ten years.

See red? See your doctor

The campaign aims to increase
awareness about the most common
symptom of bladder cancer, blood in
the urine, and urge people to see their
doctor to rule out bladder cancer as
the cause. Since this campaign was
first launched in 2012, it has saved
many lives.

National publicity ...
Bladder Cancer Canada will be
organising celebrations and events
to raise awareness of this disease,
including:
sharing 10 years of milestones
through its social media channels
incorporating global awareness
initiatives from the World Bladder
Cancer Patient Coalition
running a ‘Bubbles for Bladder
Cancer’ event on Sunday 19 May.

... and local
Throughout the month, volunteers
across Canada will be organising a
whole raft of local initiatives:
flying the Bladder Cancer
Canada flag
lighting up local landmarks
public displays

To kick off the month, we will be
launching the new ‘See red? See your
doctor’ public service announcement
video – a lemon with a twist.
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media interviews.
The month will wrap up with the
Bladder Cancer Canada AGM and the
release of a special annual report.

Twelve stories on the tenth
for the tenth
The Bladder Cancer Canada
celebrations will not just occur in
May, but will run throughout 2019
in recognition of the tenth year of
BCC’s existence. On the tenth day of
each month, a different story will be
featured through videos and articles
about patients, doctors, founders,
nurses, volunteers, families of those
who have fallen victim to the disease,
and celebrities.

Sour face selfies
This social media awareness
campaign will launch in June and run
all summer, leading up to the ten-year
anniversary Bladder Cancer Canada
Awareness Walk in September. The
new tagline – ‘Bladder Cancer Sucks –
Suck a Lemon to help raise awareness
and funds’ – will become a ten-year
‘hook’ for 2019 which Bladder Cancer
Canada hopes will go viral.
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AUSTRALIA
ARTICLE
TAMMY NORTHAM,
Executive director,
Bladder Cancer Canada

Cameras roll!
To raise awareness of bladder cancer, swell
the coffers and have fun are three good
reasons for an event – add the chance to
create some punchy ads for social media
and you are on to a real winner!
Melbourne Cricket Ground

Research grants
Over the past four years,
Bladder Cancer Canada
has given out one $50,000
bladder cancer research
grant each year through our
peer-reviewed competition
process. This year, in
celebration of the tenth
anniversary and because
of one very special donor –
Bladder Cancer Canada is
delighted to be able to give
out two $50,000 grants for
much-needed research.
The year will wrap up
with a special fundraising
appeal campaign which
will drive our mission
forward in the future. We
look forward to the next ten
years, working closely with
partners at Fight Bladder
Cancer UK and other
countries around the globe.

For more
information contact
Bladder Cancer Canada
info@
bladdercancercanada.org
+1-866-674-8889

What a location for any event! Our friends in
Australia bagged this world-famous sporting
venue for their Bladder Cancer Awareness event,
where a fundraising lunch was followed by some
quick costume changes, setting up of cameras
and stands, then literally 20 minutes of filming
videos about the experience of bladder cancer to
output on social media. Then there was still time for another round at the bar.

Real people trying to make
a difference
Everyone involved in making the
ads happily donated their efforts and
images, and there were certainly a
few laughs to be had during filming.
Tony Moore, director of the bladder
cancer charity, said: ‘It was a great
fun day and we created some strong
awareness ads.’
See the final video at
www.bladdercancer.org.au

About the production
Tony commented:
‘We didn’t want a slick, pro production.
We wanted it to be a home-made video
showing real people trying to get across
an important message. I had a friend
involved in film who helped heaps with
the set-up and pre-production – scripts,
shops, location, etc. Once it was all
booked in, it flowed like clockwork.’

ARTICLE
TONY MOORE,
Bladder Cancer
Australia
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10 THINGS

you should know about your CNS
A clinical nurse specialist is at the heart of providing the continuity of care
that ensures the best outcome for patients, and is named in the patient’s
notes. Experienced CNS, Hilary Baker, outlines aspects of that vital role.

1

	 T
 he pivotal point
of the team

When you are in treatment for
something as serious as bladder
cancer, you don’t see just one doctor,
you are cared for by an entire multidisciplinary team (MDT) of specialist
doctors and healthcare professionals,
all with urology expertise (NICE 2015).
The rock at the centre of that team
is the CNS, who is the hub around
which care and support is provided.

2

	 Clinical expertise

Every CNS is a registered nurse
who has studied to degree level
and who is expected to be working
towards masters level. They are all
clinical experts within their tumour
speciality and nursing practice.

3

	Continuity of care for
the whole journey

Their role is to provide specialist care,
support and information throughout
the patient’s cancer journey, from
diagnosis through treatment to endof-life care. Equally important is that
they ensure continuity of patient care
– co-ordinating the various agencies
and providing the vital link between
them and the patients.

4

	 There for everyone

They are not only there for
the patient, but can also signpost
relatives to national information,
support services, self-help groups and
associated urology-specific support.
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5

	Holistic approach with
emotional support

Everyone’s experience of cancer is
personal, so the CNS ensures that
care is delivered that responds to
the individual needs – physical,
emotional and practical – which
are identified at key milestones of
the cancer pathway. The single
fact that every patient has one
constant reference point provides
a huge degree of reassurance and
emotional support.

6

	Point of contact between
patient and hospital

Following the introduction of NICE’s
Manual for Cancer Services for
Urology, the CNS is named as the key
worker (KW) who, since 2004, has
been responsible for organising and
navigating the patient through their
care at a practical level. They are the
point of contact between hospital and
patient to provide support, advice and
onward referral.

7

	Provide quality
assurance

The key worker is also a requirement
for the National Cancer Peer Review
Program, which is a qualityassurance programme aimed at
reviewing clinical teams and services
to determine their compliance
against national measures. The CNS
provides the information necessary
to carry out this assessment of quality
aspects of clinical care and treatment.

8

	Influence effective
patient care

Being an advocate for the patient
and a link between patient and
professionals, at the centre of the
treatment with key access to urology
multi-disciplinary team, means that
the CNS is able to influence effective
patient care and experience across
the whole of their pathway.

9

	 Seamless care

As the patient passes through
various stages of their cancer journey,
they may be transferred to a different
hospital trust or to another care
provider. When this happens, it is the
responsibility of the CNS to supply
medical notes and all the information
necessary to make the handover as
seamless as possible.

10

	We journey together

		 Immensely challenging
at times, being a CNS is also truly
rewarding as we journey with our
patients, each along
their unique
cancer pathway.
ARTICLE
HILARY BAKER,
Lead CNS for
Uro-oncology,
UCLH & Fight
Bladder Cancer
Trustee

My vision for BAUN
CNS & BAUN President, Jane Brocksom, tells us what she would like
to see in the future for the British Association of Urological Nurses
Let me introduce myself – I am Jane
Brocksom, urology and continence
clinical nurse specialist (CNS) at
Leeds Teaching Hospitals NHS Trust.
I have been a nurse for 30 years,
with more than 20 years within
the urology speciality. I’ve been
a BAUN trustee for six years and
I am currently BAUN President.
As a urology nurse, I am acutely
aware that the delays that occur in
access to definitive treatment have a
hugely detrimental impact on patient
care, which significantly impacts from
ARTICLE
the nursing perspective. As nurse
JANE BROCKSAM,
specialists, part of our job is sitting
Urology and continence
with patients discussing treatment
CNS, Leeds Teaching
options and offering psychological
Hospitals NHS Trust
support. Any delay in definitive
treatment means the number of
outpatient appointments increases, individuals
require increased telephone contact and,
more importantly, they run into problems that
require an emergency admission to acute care,
all which has a huge impact on the patient’s
ability to deal effectively with the psychological
impact of diagnosis.
To provide cost-effective patient care we need
to fight to actively avoid admission. Unfortunately
for patients, that means they are more likely to
develop increasing haematuria, pain or additional
voiding dysfunction, such as urgency and/or
frequency of urination or urinary tract infections.
With any delay in treatment, the prognosis
is severely impacted, and this has a major effect
on the patient’s health, both physically and
psychologically – the uncertainty is distressing
for healthcare professionals, too.
On behalf of BAUN, I therefore fully support
the work being done by Fight Bladder Cancer
(FBC), Action Bladder Cancer (ABC), the
British Uro-Oncology Group (BUG) and British
Association of Urological Surgeons (BAUS). I am
hopeful that the national cancer waiting times
guidance will be reviewed in the forthcoming
clinical standards review by Professor Stephen
Powis, National Medical Director at NHS England.

Bladder cancer nurse specialists are an
integral part of the patient’s pathway; in fact, they
are often the patient’s main source of information
and contact in their cancer journey. Specialist
nurses are – as the name suggests – specialists,
thereby an experienced and essential part of a
patient’s treatment and care, offering support,
counselling and education in navigating the
bladder cancer pathway, and responsible for
ensuring patients have access to high-quality
information and guidance. They also play a key
role in directing patients to support groups – an
essential part of the patient’s journey.

Bladder cancer nurse specialists
offer the most patient-centred,
collaborative, accountable and
empowered care and support
to their patients as any group
of nurse specialists I know.
Bladder cancer nurse specialists offer the most
patient-centred, collaborative, accountable and
empowered care and support to their patients as
any group of nurse specialists I know. In many
instances, the specialist nurse is the lynchpin,
providing the patients’ first information on
diagnosis, treatment and care through a vital
initial assessment.
It is also vital that bladder cancer receives
resources to increase investment in research
and in the number of nurse specialists available
within urology teams. The first call is for CNS
numbers to be reported in the National Cancer
Patient Experience Survey.
As BAUN president and on behalf of
our association’s members, one of my key
objectives is to continue exerting strategic
pressure and influence in the fight to take
action on bladder cancer.
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BLADDER CANCER PATIENT
WAITING TIMES
AN OPEN LETTER
Professor Stephen Powis
National Medical Director, NHS England
Skipton House, 80 London Road
London
SE1 6LH
Dear Professor Powis
We are writing to you in your capacity as National Medical Director to ask you to use the ongoing
Clinical Standards Review to address a flaw in the way that the national 62-day waiting time target
currently applies to bladder cancer services, the effect of which has been to delay patients’ access to
definitive treatment.
There is now widespread consensus within the bladder cancer community, supported by the
NHS’s own analysis, that the current system for monitoring waiting times in cancer detrimentally
impacts on bladder cancer patients’ ability to access the care they need. This is because the Trans
Urethral Resection of Bladder Tumour (TURBT) procedure, which entails a surgeon using an
endoscope to remove abnormal growths from the patient’s bladder, is currently inappropriately
classified as a definitive treatment in patients with bladder cancer, where it is in fact acting primarily
as a diagnostic.
Although TURBT often does successfully eradicate some early forms of bladder cancer from the
patient’s system, in some cases (notably where the cancer has progressed beyond the lining of the
bladder) the procedure will leave viable cancer tissue in the body. This means that it will not have
prevented the disease from spreading and patients will require further definitive treatment, typically
either instillations of Mitomycin C or Bacillus Calmette-Guerin therapy and, in more advanced
cases, possibly a cystectomy, chemotherapy and/or radiotherapy.
It is concerning therefore that there is a growing body of evidence to suggest that TURBT is
widely being classed as a definitive treatment irrespective of the fact that cancer remains in the
patient and that the patient requires further treatment as a matter of urgency. In such cases, the
‘clock’ is erroneously stopped on the 62-day waiting time target, which removes the incentive for
providers to deliver the definitive treatment that patients need.
That this premature stopping of the clock delays patient access to optimal treatment was made
evident in recent analysis conducted by Getting It Right First Time (GIRFT). Its report on NHS
urology services revealed that, between April 2013 and March 2016, patients who underwent a
cystectomy within nine months of a bladder tumour resection waited on average 144 days from
referral to operation, over double the maximum 62-day waiting time standard. i This is deeply
concerning in light of the substantial evidence that delays in definitive treatment for bladder cancer
severely impact prognosis. ii, iii
Such delays also impact upon the nursing and consultant staff caring for patients. Already
stretched by extensive pressures on their time, they must work hard to effectively and accurately
monitor disease progression in the absence of definitive treatment and deal with the distressing
uncertainty that patients face.
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There is now firm agreement across the bladder cancer community that the current system must
change to make clear that TURBT does not constitute definitive treatment in all bladder cancer cases.
iv The forthcoming Clinical Standards Review offers a unique opportunity to rectify this technical flaw
and thereby deliver marked improvements in care and outcomes for bladder cancer patients. With fiveyear survival rates for bladder cancer remaining low at around 50%, v it is vital that the NHS acts upon
its own evidence in this matter.
We would welcome the chance to meet with you to discuss the most effective means of correcting
this anomaly in the National Cancer Waiting Times Guidance, which we believe will provide
meaningful benefit to many of the 18,000 people diagnosed with bladder cancer in the UK each year. vi
We look forward to receiving your response.
Yours sincerely,

Dr Alison Birtle
Consultant Clinical Oncologist
and Honorary Clinical Senior
Lecturer, Lancashire Teaching
Hospitals NHS Foundation Trust
Jane Brocksom
President, British Association of
Urological Nurses
Dr Ben Challacombe
Chairman, British Association of
Urological Surgeons Section of
Oncology

Professor Ananya Choudhury
Chair and Honorary Consultant
in Clinical Oncology, The
Christie NHS Foundation Trust

Dr Hugh Mostafid,
Consultant Urologist, Royal
Surrey County Hospital NHS
Foundation Trust

Professor Robert Jones
Professor of Clinical Research,
University of Glasgow, Vice
Chair (Bladder), Bladder & Renal
Cancer Clinical Studies Group

Professor Heather Payne
Chair, British Uro-oncology
Group, Consultant Clinical
Oncologist, UCLH

Dr Lydia Makaroff
Chief Executive Officer, Fight
Bladder Cancer

i Getting

It Right Fist Time (GIRFT)
Programme National Speciality Report,
Urology, 2018

than 12 weeks: results from a Surveillance,
Epidemiology, and End Results-Medicare
analysis”, Cancer, 115:5, 2009

ii Baltaci

iii Varughese

et al, “Significance of the interval
between first and second transurethral
resection on recurrence and progression
rates in patients with high-risk noanmuscle-invasive bladder cancer treated
with maintenance intravesical Bacillus
Calmette-Guérin”, BJU International,
115:5, 2015; Gore et al, “Mortality increases
when radical cystectomy is delayed more

et al, “Current radiotherapy
practice of muscle invasive bladder
cancer: Assessment of diagnosis and
management within the UK”, Journal of
Clinical Urology, 11:20, 2018
iv Bristol-Myers

Squibb, Addressing
Challenges in Bladder Cancer: Expert
Roundtable Report, 2017

Jeannie Rigby
Director, Action Bladder Cancer
UK
Dr Duncan Summerton
President, British Association of
Urological Surgeons

v Cancer

Research UK, Bladder cancer
survival statistics (last accessed 21
February 2019). Note that this survival
rate excludes patients with TaG1 bladder
cancer and is therefore based on the
Cancer Research UK incidence figure of
10,171.
vi Kockelbergh

et al, “The Epidemiology of
urological cancer 2001-2013”, Journal of
Clinical Urology, 10:3-8, 2017
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FROM OUR FORUM

My whole
world went
into slow
motion
Struggling with a foreign language is the last thing you need
when your world is shattered by a bladder cancer diagnosis.
Alison recalls her experience of finding out she had cancer.
When you hear the consultant telling you that you have
a tumour in your bladder, you feel so many emotions –
anxiety, fear, confusion – but above all, I think, disbelief.
Everything seems unreal and happening in some kind of
weird slow motion.
For me, this all happened while I was living as an
ex-pat in France, so on top of the shock of the diagnosis
itself, dealing with my emotions and trying not to alarm
my family, I had to try to understand my condition and my
situation when the only information I had was in French
or broken English.
It hardly seemed possible that this was all happening
to me. Only a short time before that, I was looking forward
to flying to Hong Kong to start a cruise in the Far East.
I needed my vaccinations for the holiday, but my GP in
France was worried about my chesty cough and, telling
me I had an infection, prescribed antibiotics. With me,
that’s always a gamble because I am allergic to penicillin
and quite a few other antibiotics.
Two days later, I noticed I had blood in my urine. I don’t
mind telling you, I panicked. I was on the phone to my GP
in minutes. She told me to stop the antibiotics as she felt
they may have aggravated my bladder, and said to ring
her if it happened again. It only stopped for two days and
was then back again with a vengeance! I was then sent for
an ultrasound scan, which detected a growth. So instead
of flying to Hong Kong on my birthday, I was in hospital
having my first TURBT. There were some complications so
the following day, I had to have some large clots removed
under general anaesthetic. Not the birthday I had planned.
After the operation, I began searching the internet
for more information and it was there that I found Fight
Bladder Cancer. What a relief! I gained so much helpful
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ARTICLE
ALISON YOUNG,
FBC forum member

and valuable information. I was desperate to talk in
English to other people who had similar experiences, and I
was simply over the moon to receive a personal reply from
Andrew Winterbottom, the charity’s founder – it meant
so much to me. I consider the friends I have made on the
forum to be my extended family. They truly understood
my experiences and my anxieties and they were able to
answer my questions honestly.
I have now moved back to the UK and have received
wonderful treatment from the staff at my local NHS
urology department at Southmead Hospital in Bristol. I
know that I am fortunate that my diagnosis has always
been non-muscle invasive, T1 PTA and recently G2 PTA. I
can’t have BCG due to a lowered immune system because
of meds for rheumatoid arthritis, so I am about to embark
on my second round of mitomycin. One astonishing fact
is that my surgeon, my CNS and my rheumatologist have
all come together to decide which treatment is best.
When we returned to the UK, my husband asked me
if I wanted to go to Chinnor in Oxford to visit The Wee
Bookshop and hopefully meet Andrew Winterbottom.
Well reader, I met him! It was a very special moment.
I will be forever grateful to Andrew for setting up Fight
Bladder Cancer and for helping me at a time when I was
drowning in confusion and anxiety, made even more
baffling by the barrier of a language I didn’t understand.
I learnt so much from Andrew and from FBC. I am not
embarrassed to talk about bladder cancer now and I do
so to raise awareness. I know the importance of early
diagnosis and want to carry on spreading the message.
Thank you, Andrew.

FROM OUR FORUM

ARTICLE
EMMA WILKINSON,
FBC fundraiser

There are times when
it is important just to listen
Emma tells her brother’s story and reflects on our
need to communicate what really matters
My older brother Peter was 41 when
he was diagnosed with bladder
cancer. He first saw the doctor
because of a series of infections
which didn’t quite clear up as they
should, but it took several trips
before tests showed the real problem.
He was by nature a very private
person, so he and his wife went
through the early stages of diagnosis
before telling my parents and me.
The news, when it came, was a huge
shock, but we instinctively took
things one step at a time. In our
minds that was diagnosis, followed by
treatment, followed by recovery.
I hadn’t really even heard of
bladder cancer – I didn’t know it was
a ‘thing’. In my ignorance, I think I felt
that because it wasn’t so well known, it
was somehow less terrifying than, say,
lung cancer or brain cancer. I should
give some context here and explain
that Peter had been born with some
bladder issues, which meant he’d had
surgery in his childhood.

Researching online
His earlier bladder problems also
meant that he’d built up scar tissue
and had repeated infections in the
past – something which I’d read
online could be a risk factor in
developing this type of cancer. I read
many, many things online – it’s a
maze, a rabbit hole, full of everything
from academic research to personal
blogs and information about clinical
trials. I spent hours in the company
of Dr Google, scrolling through
countless articles about treatment,
prognosis and outcomes. I became
a pseudo-expert in the disease and
quizzed his poor wife Michelle about
what the doctors had said.

Palliative chemotherapy
After his diagnosis, Peter was
treated quickly and had a radical
cystectomy – removal of the bladder.
The operation went well, and the
initial outlook was good. However,
as time went on, he continued to
have problems. Later that year we got
the awful news that the cancer had
spread. He started chemotherapy, but
I didn’t fully understand at the time
that this was palliative and to relieve
symptoms rather than cure him. I
kept up the optimism and kept on
quizzing him – and Michelle – about
what the doctors said on each trip,
rather than just asking how he was
feeling, or just listening to him.

Let’s communicate
When someone has cancer, it can
put up a communication barrier –
you don’t know what to say, what
not to say. That’s why I think it’s so
important for Fight Bladder Cancer
to raise awareness of this disease
and just to kick start a dialogue about
it. People naturally draw back from
discussing anything too physically
personal – we’re just about happy to
talk about bowel cancer after years
of high-profile campaigns, but we
also need to normalise talking about
bladders – slogans such as Wee
Wee Wee, All the Way Home and the
Bubbles for Bladder Cancer events are
all vital in raising awareness.
Peter died in January 2017, at the
age of 42. We have a vast hole in
our lives and literally not a single
day goes by without me thinking
about him and missing him
beyond belief.

FBC need your support too
When I heard about Fight Bladder
Cancer, it was a relief to find other
people with shared experiences. It was
a reliable source of good information,
a community of people, something to
focus on. I had contacted larger cancer
charities when Peter was ill, but it felt
important to get specific information,
something relevant and relatable.
The more I learned about the
disease and the lack of funding
into research and new treatments,
the more I felt that I wanted to do
something to help. Early diagnosis
is so crucial to successful treatment.
This was behind my decision to
fundraise for the charity, so my friend
Wendy and I were proud to wear the
famous orange vests on the Jurassic
Coast challenge last year.
I also helped to organise a Bubbles
for Bladder Cancer event at my son’s
football match last May. In doing so,
I found out that two other people
involved in the match had direct
experience of bladder cancer too.
This reinforced to me the fact that
although it isn’t discussed as widely
as other types of cancer, it is more
common than people realise.
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18,000 a year
– THE NUMBER OF
INCIDENCE OF BLADDER
CANCER IN THE UK

ARTICLE
LUKE HOUNSOME,
Public Health England

The National Cancer Registration and Analysis Service is part
of Public Health England and records all cancers diagnosed in
England. This means it is uniquely placed to study the trends in
cancer incidence, mortality and survival, and comment on any
observed inequalities.
In conjunction with its urology Site-Specific
Clinical Reference Group (now Expert Advisory
Group), NCRAS published a series of papers
on urological cancers in the Journal of Clinical
Urology in early 2017. This article looks at
one paper in particular: ‘The Epidemiology of
Urological Cancer 2001–2013’. This article looks
at what that paper says about bladder cancer,
comments on more up-to-date data, and explains
some of the things we need to think about when
looking at these sorts of data.
NCRAS collects incidence data from hospitals
through several data sources. It is notified of deaths
by the Office for National Statistics. In both cases
a system of coding is used to classify cancer types
and causes of death. The one we use in NCRAS is
International Statistical Classification of Diseases
and Related Health Problems, 10th revision (ICD-10).
There are three relevant codes: C67, D09.0 and D41.4.
The first problem we have is that the types
of bladder cancer which are coded into these
groups has changed over time.
The second is that clinicians talk about bladder
cancer in a different way to researchers, and
these codes do not fit this exactly.
The third problem is that there is international
variation in the way these codes are applied and
so comparisons are difficult.
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Muscle-invasive bladder cancer

Non-muscle-invasive bladder cancer

ICD10 C67 is what is usually referred to as ‘bladder cancer’ in
statistical publications. It is defined as bladder cancer which
has spread to the connective tissue that separates the lining
of the bladder from the muscles beneath, or further into the
muscle around the bladder.
Incidence: The number of new cases of bladder cancer has
slightly decreased, from 8,900 in 2001 to 8,400 in 2016. The
increasing population means that the incidence rate is
steadily decreasing.
Survival: However, and importantly, there is no indication
that survival is increasing for bladder cancer, which has
remained at about 75% for one-year and 55% for five-year
survival.
Gender differences: Bladder cancer is more common in men
than women, and more men die from the disease. In
England, in 2016, 1,400 women died from the disease and
3,000 men. A total of 4,400 deaths each year, a number
which has remained fairly steady. Bladder cancer is one of
the few cancers where outcomes for women are worse than
for men, and survival is more than 10% lower in women
with no evidence of any narrowing of the gap.
Smoking patterns: Both the trend and gender difference can be
explained by smoking patterns, which account for about 45%
of bladder cancers. There is also a smaller, but significant,
contribution from industrial exposure to chemicals.

There are two other main types of bladder tumours
A flat tumour on the surface of the bladder called
carcinoma in situ.
A growth which sticks out of the bladder wall
called a non-invasive papillary carcinoma.
Up until the year 2000, these were also included
in the C67 ICD10 group, and since then have been
in the D09.0 and D41.4 groups. However, certain
subsets have moved between groups over time,
and it makes more sense to count all these together.
There are many more of these ‘non-invasive’
bladder cancers, and in total, for both invasive and
non-invasive cancers, the number of new diagnoses
each year is 4,500 for women and 13,500 for men, a
total of 18,000 new diagnoses per year in 2013.

When looking at trends of cancer
over time, it is important that we
take into account an ageing and
growing population.

NEW DIAGNOSES (INCIDENCE) OF ALL BLADDER CANCERS

Number of new diagnoses
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NCRAS is uniquely placed to study the
trends in cancer incidence, mortality
and survival, and comment on any
observed inequalities.
Bladder cancer trends
When looking at trends of cancer over time, it is important
that we take into account an ageing and growing population.
We do this by calculating an age-standardised rate, which
allows fair comparison between years, and by population
groups. In the paper, by plotting these rates alongside the
number of cases, we can see some patterns. Total incidence
of invasive and non-invasive cancers has been increasing,
but the age-standardised rate has stayed the same. In
contrast, total deaths have stayed about the same, with a
falling mortality rate. Almost all bladder cancer deaths are
from invasive disease, as it usually progresses from a noninvasive stage first.
There is a contrast between the incidence rates of invasive
and non-invasive cancers, with the former falling and the
latter increasing. This suggests that more cancers are being
diagnosed when non-invasive. This would be welcome news.
These earlier diagnoses would most likely be shifted from the
early stage of invasive bladder cancer, and it’s possible this
could actually mask improvements in survival of later-stage
cancers. Once we have a longer set of data on cancer survival
by stage, we might be able to see if this is true.
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How to use the data
What are we to do with all these data? I think that
they are a good prompt to start talking about
important questions, such as the static survival
rates in bladder cancer, and the disparity between
men and women in outcomes. They can inform
campaigns such as the Be Clear on Cancer ‘Blood
in Pee’, and measure how effective they are. In a
wider context these data inform service planning
and commissioning, such as funding for urology
specialist nurses. Knowing the number of people
affected by bladder cancer puts May’s Bladder
Cancer Awareness Month into perspective, and it
might be a surprise to many people how common
this cancer is, especially in women.

Data sources
You can access the paper at https://journals.sagepub.com/
doi/full/10.1177/2051415816674103
The data on cancer incidence and mortality are available at
the NCRAS CancerData website: https://www.cancerdata.
nhs.uk/incidence and https://www.cancerdata.nhs.uk/
mortality
A paper on the number of cancers caused by external risk
factors can be accessed here: https://www.nature.com/
articles/s41416-018-0029-6
Cancer survival data are published by the
Office for National Statistics: https://www.ons.
gov.uk/peoplepopulationandcommunity/
healthandsocialcare/conditionsanddiseases/
bulletins/cancersurvivalinengland/
nationalestimatesforpatientsfollowedupto2017

Please complete online at
www.surveymonkey.co.uk/r/73PW7LD
or cut out and post to:

Readers’ survey

Fight Bladder Cancer, 51 High Street, Chinnor
Oxfordshire, OX39 4DJ United Kingdom

This short survey is designed to collect data on what you
think of our FIGHT magazine so that we can work to make it even more useful for you.
Please rate your interest in knowing about the following subjects
How likely would you be to
recommend this magazine to
someone else interested in bladder
cancer? Tick one
Very likely
Somewhat likely
	Neither likely nor unlikely
Somewhat unlikely
Very unlikely
Please indicate all the ways in
which this magazine helps you.
Tick all that apply
	Serves as a source of education
about bladder cancer
	Helps me to feel more in touch
with other people affected by and
working with bladder cancer
	Encourages me to support Fight
Bladder Cancer
How often do you typically read this
magazine? Tick one
Every issue
Most issues

Very
interested

Interested

Somewhat
interested

Not
interested

No
opinion

Activities of Fight
Bladder Cancer
Stories from
patients
Stories from nurses
and doctors
Stories from Fight
Bladder Cancer staff
Issues facing the
bladder cancer
patient community
News on the latest
research
News on policy and
advocacy
Bladder Cancer
Awareness Month
Fundraising
activities
Current clinical
studies
Please suggest any new topics that you wish the magazine would cover:

Occasional issues
This is my first issue
How much of each magazine
do you read? Tick one

Please rate the quality of our magazine on the following:
Excellent

Good

Average

Poor

Very
poor

All of it
Most of it

Content

Some of it

Cover

None of it

Ease of
reading

No
opinion

Photography
Writing

What is your relationship to bladder cancer? Tick one
Bladder cancer patient

What is your age? Tick one

What is your gender? Tick one

Under 25

Female

25 to 34

Male

Health professional

35 to 49

Non-binary

Scientist or researcher

50 to 64

Other

	Employee of pharmaceutical or medical device company

65 to 74

Prefer not to answer

	Employee or volunteer for a charity

75 and over

	Friend or family member of a bladder cancer patient

Other:

Prefer not to answer



Thank you.
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Raise some money
& have some fun!
There are so many fun and easy
ways you can raise money to
support our work – try one of
our tried-and-tested ideas or let
your imagination run riot.

You can download
our fundraising
ideas booklets from
our website
www.fightbladdercancer.co.uk/downloads

WHY WE NEED YOUR SUPPORT

Our fundraising promise to you

Bladder cancer can be a killer and we are
committed to ensuring that it is prevented
wherever possible, ensuring early diagnosis,
the provision of advice and support and to
be a strong supporter of clinical trials and
research to get more effective treatments.

We are open, honest and transparent – we will
tell you what we’re trying to raise each year, how
much we’ve raised and what it’s been spent on.

We rely on voluntary donations so we can only
achieve our goals with your support. Whatever
you choose to do, fundraising, donating,
volunteering or raising awareness, thank you.

We are committed to ensuring that we meet
the requirements of the Fundraising Regulator
and follow their Code of Fundraising Practice to
ensure we meet the highest standards, so you
can give and fundraise for us with confidence
and trust.

Our key principle is that our fundraising work is: Legal, Open, Honest and Respectful.
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Are you sporty?

We can help you fundraise!

To help raise awareness and funds, you could:

Emma and Sophie are available to chat on
01844 351621, or you can email them at fundraising@
fightbladdercancer.co.uk or individually on
emma@fightbladdercancer.co.uk and sophie@
fightbladdercancer.co.uk. They both work part-time,
but will endeavour to get back to you as soon as
they can.

run a marathon – or something shorter;
jump out of a plane;
climb a mountain;
do a bike ride;
join a sponsored walk;
play in a charity match.
Fight Bladder Cancer has a partnership with an event
company, RunforCharity, who help us to get entry
to a host of sporting activities both in the UK and
internationally. Take a look at https://runforcharity.
com/charity/fight-bladder-cancer and you will see
that you can join in any event, large or small, in the
UK or abroad to raise money for Fight Bladder Cancer.
Whatever you decide, why not wear the FBC logo and
help spread the message at the same time?

Good at organising?
Alternatively, you could consider getting together with
friends and arranging your own fundraising and social
events in 2019. Not only is this great fun socially, but it
helps build awareness of bladder cancer and can even
bring people together to meet others who have been
affected by bladder cancer.
We have supporters arranging quiz nights, curry
evenings, golf days and darts evenings. These
gatherings are great fundraisers, superb fun and a
chance to meet up informally with people to share
experiences.

They will support you to deliver your fundraising
dreams, encouraging you all the way and answering
any tricky questions or concerns. They can help with
designing posters and flyers and some other materials
such as banners, sponsorship forms, posters, cake
toppers and special thank you cards. You name it,
they will consider developing it IF it helps you to raise
money! Vitally, they will also help you secure the most
money for Fight Bladder Cancer by helping you and
your supporters to claim Gift Aid (that’s tax rebate
which we can claim). So make sure you get in touch
with the team, who will really ensure your fundraising
gets off to a smooth start.
And finally, please be reassured that Fight Bladder
Cancer will spend your hard-earned money with
great care, giving you regular updates on the charity’s
progress. In 2019, the team are hoping to send monthly
newsletters by email to supporters and friends. This
newsletter will include punchy updates on projects
and short insights to patients’ and carers’ stories. If you
would like to receive this supporter newsletter, please
let Emma know on emma@fightbladdercancer.co.uk.

FBC fundraising on Facebook
Facebook fundraising is a new initiative that was launched
by the social media giants in December 2017. We have been
delighted by the number of people that have chosen Fight
Bladder Cancer as their charity for their fundraiser
and we are so grateful for all the money that has been
raised in this way. Unfortunately we don’t always get
notified by Facebook when a fundraiser has started up a
campaign for us, so if you want to get involved and need
some help, or would like to let us know you’ve set one
up, please email sophie@fightbladdercancer.co.uk. We
have been doing our best to catch up with fundraisers
from 2018. All of you should receive a Certificate
of Success which will be posted on your Facebook
fundraising page, but if you’ve had a fundraiser for Fight
Bladder Cancer that’s ended more than a month ago,
please let us know and we will send you one of these,
which you can post up on your page to thank your pals!
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Fundraising catch up
September – November 2018
Personal donations and
fundraising are the mainstays
of the income here at Fight
Bladder Cancer. We would
not be able to do what we do
to support people affected
by bladder cancer – raise
awareness, support research
and campaign to get policy
change at the highest level –
without all your help.

We are SO grateful and absolutely love working with you.
We like to use this spot to feature some of your stories – it’s not
possible to include them all – but we also do our best to promote
your activity on our Facebook page and send you lovely messages
of thanks and support. If you don’t hear from us, please pick
up the phone to Emma and Sophie, or send them an email
at fundraising@fightbladdercancer.co.uk. They also LOVE hearing your ideas,
catching up and also getting your feedback.
If you’d like us to feature your fundraising activity and send a big shout out to your
supporters, please email fundraising@fightbladdercancer.co.uk.

Long standing supporter
Keith King (right) raised
nearly £400 by climbing
Helvellyn in September!

In support of their Mum, Anne, brothers Kevin
and Maurice Savage completed the Belfast Half
marathon in September and together raised
nearly £2400 for Fight Bladder Cancer!
Bethan Phillips, along with her Dad Marty and friends climbed
Mount Snowdon in September 2018 and raised more than £1700!

Supporting her Dad, Casey Lewis and a group of her friends
climbed the Three Peaks in Wales in September and raised an
amazing £2600 for the charity!
Our colleague Josie Elliot continued her
support of the charity by running the
Richmond RunFest marathon and having
her birthday fundraiser on Facebook, raising
over £600!
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Fight Bladder Cancer volunteer
Anne and her husband Martin,
and their daughter Katie,
completed several events
during 2018, culminating in
the Inverness marathon and
10k and they have raised an
amazing £3110 for the charity!
Best friends Andrea Ferri and
Yoss Perl ran the Amsterdam
marathon for FBC in October
in memory of Andrea’s father,
Erminio. Together they raised
more than £2100 for Fight
Bladder Cancer!

Olivia Worrall took time out of her backpacking
trip to Australia in November to complete a skydive
for Fight Bladder Cancer, in memory of her dad
Brian. She raised nearly £1300 and had a fantastic
experience jumping 15,000ft from a plane!

Lorna Kempster, daughter of
the late Ray Grinyer, completed
the Great South Run in October
2018 and she has raised nearly
£1200 for Fight Bladder Cancer!

Matt Edwards, grandson of the
late Brian Panton, organised
The Fight Bladder Cancer Cup
in October 2018. Raising more
than £1300 on the day. He has
already fixed the date for this
year’s event – well done Matt!

Pam Brown and friend Jayne Thompson
organised a coffee afternoon at Dominic’s Café
last November and together raised a brilliant
£1600 for Fight Bladder Cancer!
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Spreading awareness
is like ripples on water
You never know when a chance remark or a random
meeting will give you an opportunity to spread the word
about bladder cancer. FBC chair, John Hester, found an
old friendship gave him the chance to develop some
valuable promotion for FBC.
I have known Steve Kay for over 20
years. Steve was active in the local
federation of small businesses and
then became a Welshpool town
councillor. Having kept in touch
through my bladder cancer diagnosis
and treatment, he was keen to
find out how the experience had
affected me.
Like the majority of people, Steve
had never heard of bladder cancer
until I received my shock diagnosis,
and was amazed when he found out
how common it actually is. During
my treatment phases, he took an
interest in FBC, especially after I
joined the board of trustees.
By the time I had successfully
undergone my treatment, Steve had
taken on the role of deputy mayor of
Welshpool and he decided that put
him in a position to do something
for the charity. He asked me for some
FBC posters, which he arranged to be
displayed at various council venues,
including in all the public toilets.

The mayor’s special charity
That was a great start in promoting
awareness of bladder cancer and
FBC, but on becoming mayor soon
after, Steve went one step further.
Each mayor nominated a particular
charity that resonated with their
own experience. Previous mayors
had always nominated the major
players, such as Cancer Research
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UK, Macmillan or the British Heart
Foundation. Steve wanted to do
something for a smaller charity and
approached me for permission to
nominate Fight Bladder Cancer as his
chosen charity. Naturally enough, it
was a no-brainer and I immediately
said, ‘Yes!’.

Just a chat leads to a great
chance
Towards the end of May 2017, Steve
phoned me and told me to save the
date for the mayor’s civic buffet
dinner and dance, to which my wife,
Val, and I would shortly receive a

ARTICLE
JOHN LESLIE HESTER,
FBC Chair of Trustees

formal invitation.
He also asked me to provide a
promotional display to raise awareness
of bladder cancer, and to say a few
words about bladder cancer and FBC
after he had done his welcome speech
and the guests were awaiting their
meal.
Little did I imagine we’d be on the
top table, but we took our places there
with Steve’s other specials guests, the
mayors of Oswestry and Shrewsbury
with their partners. My short speech
was well received and encouraged a
lot of interest in FBC from all those
attending, including the mayor of

Shrewsbury, who took away a batch of
FBC posters to distribute around her
town. Steve has received copies of the
Fight magazine, and copies are also
sent to the council offices.

Fast forward to 2018
By our small actions, we had already
managed to spread information about
bladder cancer and FBC to places that
might otherwise not have known any
more about it than I did when I got
my diagnosis. But it didn’t end there.
In 2018, Steve was asked to serve a
third term as mayor and rang me to
tell me he was organising another
dinner and dance. He wanted to
tell me directly that he felt honour
bound to nominate a different charity
for this third term of office, which
I completely understood. However,
he would still very much like Val and
me to attend the dinner, and to set up
our usual display. This time, though,
Steve asked me to bring someone
from head office, so that they could be
presented with a cheque.
Since Andrew Winterbottom was
on holiday at the time, Sue Williams,
FBC’s administrator, came down
to Wales for the event. The three of
us were again guests of the mayor
on the top table, together with the
town clerk, Robert Robinson, and his

wife. The meal concluded with the
presentation of a generous cheque
to FBC, for which Sue was happy to
extend thanks on behalf of FBC.

Spreading the message
Sometimes a casual conversation
turns out to be more than usually
fruitful, and chatting with the town
clerk after the presentation was one
such occasion. He acknowledged
that the town council had not taken
part in the Blood in Pee campaign
but was most interested in how it
was organised and how successful I
thought it had been. When I casually
bemoaned the fact that FBC were not
allowed to download posters for the
campaign, although local councils
were, Robert instantly offered to
download them the following year, if
the same rules applied.
Spurred by my success, I brought

NOT EVERY DISABILITY
IS VISIBLE

ACCESSIBLE TOILET

up the subject of the FBC’s next
campaign: Not all disabilities are
visible. Having established that the
disabled toilets controlled by the
council did not have signs to that
effect, a batch of posters was soon
winging its way to Wales, where they
are now displayed in various disabled
toilets in the area.

Lighting up for FBC
By this time, the talk was all of FBC, so
I told my fellow guests about Bladder
Cancer Awareness Month, and that
FBC had had some success that year
in getting prominent structures lit
up in orange – the colour of FBC.
Robert’s face lit up at that, and he
immediately offered to light up the
town hall in orange for a week in
2019. Promotional posters on the
display board in the Welshpool
Information Centre for two weeks
would further promote FBC and
bladder cancer awareness, as would
an awareness event scheduled for the
town hall.
So the message is: don’t miss a
chance to talk about bladder cancer
and promote FBC. You just never
know who might be listening!
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DELIVER MY VISION

I founded Fight Bladder Cancer to be
a champion for every patient like me.
Now I have a terminal diagnosis, and in
my remaining time I want to secure the
future of the charity so it can continue
to be a powerful voice, advocate and,
above all, a friend for everyone affected
by bladder cancer.

Here’s how you can make the difference
by making a monthly donation – as
small or large as you are able – to FBC as
part of Andrew’s Step Forward vision:

THE FIGHT GOES ON
The future is clear. In my vision for that future, I am establishing
the direction for Fight Bladder Cancer so it can continue to:
provide good-quality support for everyone affected by
bladder cancer;
raise greater awareness of the disease and its symptoms;
ensure quicker and earlier diagnosis and treatment;
fund much-needed research to develop better treatments;
strive to achieve the best outcomes and quality of life for
patients;
change core policy within the NHS and government to make
this vision a reality.
I won’t live to see it, but I hope you can help to deliver this legacy
for me. After all, whether we are patients, families or friends, we
are all stronger together.
Fight Bladder Cancer needs secure funding to continue its
work. That is why we’d like you to Step Forward and help by
giving a regular gift each month. This will make a huge difference
to FBC and ensure that thousands more patients and their families
get the help and support they need in the future.
Your generosity can touch the lives of so many people, and for
that we are hugely grateful. Thank you.

www.fightbladdercancer/get-involved/stepforward

Go online to
www.fightbladdercancer/get-involved/
stepforward and click the donate button.
If you would like to make a donation by
doing your own fundraising for the Step
Forward campaign, then you can call
Emma or Sophie on 01844 351621.
or email
fundraising@fightbladdercancer.co.uk.
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At the sharp end
– what our bladder cancer CNS
teams cope with every day
The job of a bladder cancer nurse is fuelled by determination
and fraught with frustration – Dr Hayley Dash talks to the
nurses on the front line
fact that proved beyond doubt the
importance of asking these questions.
The consensus of opinion
was striking. They all shared a
frustration at the lack of progress
– in some cases, even the reversal
of progress. But this was balanced
by a determination to make things
better in spite of service cuts, and
by an enormous amount of creative
thinking around what could be
delivered with the little they had.

Put the patient at the heart of
the service

During the summer of 2018, I had the
pleasure and privilege of speaking
with a number of nurses and clinical
nurse specialists (CNS) who work at
the front line of our current bladder
cancer service in the NHS. The
reason for these conversations was
to collect UK NHS workforce data and
hopefully get a better understanding
of the challenges they face and what
is or is not working for our clinical
staff in the current climate.
The first thing to strike me in the
course of these conversations was
that these inspirational and hardworking clinical staff are rarely, if
ever, asked their opinions on the
service they deliver, an astonishing
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Without exception, every nurse, CNS
and other healthcare professional
I spoke with talked about the need
for a patient-centered approach, and
this need is backed up by a growing
body of evidence reflected in other
cancer services. The evidence
clearly points to the fact that better
information and support – alongside
greater involvement in decisionmaking and exercising choice in
their treatment – can have a positive,
and measurably beneficial, effect on
clinical outcomes for patients. Not
only that, but ongoing research also
suggests that a holistic approach leads
to enhanced outcomes with respect
to patients’ psychological, emotional
and social well-being. This all points
to the highly significant contribution
of the clinical nurse specialist, or key
worker, in providing information and
support to people with bladder cancer.

ARTICLE
DR HAYLEY DASH
FBC researcher

Combating low patient
satisfaction
Not always being able to offer this
optimum service inevitably impacts
on patient satisfaction, and our
bladder cancer workforce is acutely
aware of this, so the poor reports
from patient satisfaction surveys
are not news to them. They already
know what the challenges are. Where
the bigger challenge lies, however,
is how to deliver a service that is fit
for purpose with what you’ve got.
The majority of the conversations
I had tended to focus around this
enormous challenge and it was
clear that a great deal of dogged
determination, inventive thinking,
tenacity and hard work have been
employed to meet that deficit, when
acquiring additional funding, staff
and other resources were all clearly
off the table.

Postcode lottery?
The sample of nurses I spoke with
all reported very different ways of
handling their suspected bladder
cancer patients and this varied
enormously depending on where
there were in the UK. They spoke
in detail about the huge challenges
they faced with large case loads, the
longer-than-expected waits to get
seen or referred, and the deep-felt
concerns they had for their patients
and their families.

possible. In order to do this effectively, it’s crucial to
stay current and knowledgeable; however, most of the
professionals I spoke with experienced huge difficulties in
accessing training. This was for a number of reasons:
lack of time was the biggest factor;
together with a lack of available and appropriate
training courses;
no local budget;
the challenge of fitting it in alongside a pressured job
and home life.

Many staff worked in small teams in order to provide
their patients with continuity of care.
Others developed new alert systems with clinical
colleagues, so no suspected bladder cancer test results
were left too long without being acted upon.
Some focused their service around more communitybased models, thus allowing patients who struggled
with getting to the hospital for ongoing treatment, the
benefit of the treatment coming to them.
All of them kept a watchful eye on the national cancer
targets.
There is clearly no one-size-fits-all bladder cancer model
across the UK. Indeed, this is not exclusive to bladder
cancer and it is well known that different NHS regions
deliver their services in very different ways.

Supporting informed patient choice
In all these discussions, the interviewees emphasised
the importance of discussion between the person who
has bladder cancer and those involved in their care, and
implementing the principle of shared decision-making
and informed patient choice. Again, the role of the CNS is
crucial in providing this in-formation and support. In fact,
the National Cancer Patient Experience Survey (NCPES)
(El Turabi et al., 2013)1 recommended that all patients have
a CNS to act as the key worker and address the patient’s
information and care needs, and that the patient should be
given the nurse’s direct contact details.

Access to more training
This same report goes on to say that the CNS should have
both experience and training in bladder cancer, and this
point came up repeatedly when interviewing our CNSs.
It was clear from our conversations that the CNS
workforce were completely dedicated to their patients
and their families and wanted to provide the best service

The only opportunity for most nurses was to attend an
annual national conference but again this was not always
possible.
Some of the nurses took it upon themselves to organise
their own training. Even though this mostly happened at
weekends, it afforded them the opportunity to get access
to expert speakers and cutting-edge research as well as
changes to practice in other parts of the UK. What came
across was how dedicated and driven these nurses are to
take time out of their already busy schedules and organise
their own training, so they could provide their patients
with a fuller and more effective service.

Demand for a higher profile
Every conversation I had included the question: ‘What will
it take for bladder cancer to get the recognition of prostate
and breast cancer?’
Many of our interviewees work across all urological
cancers and all are acutely aware of the hugely significant
progress in public awareness that has happened in the
last few years, especially for prostate cancer – in sharp
contrast to bladder cancer. Some nurses described how
colleagues who worked in the same department but with
prostate patients had more staff, more time to engage with
their patients and to follow up, bigger budgets and access
to training – none of which was available to the bladder
cancer staff.

The health care professionals at the front line
are resilient, adaptable and dedicated
In my view, the strongest and loudest message which
came out of these conversations was the resilience,
dedication and determination of the healthcare
professionals at the sharp end of the UK’s bladder cancer
service. Despite dwindling resources, part-time hours and
ongoing cuts to services, they still managed to find a way
to offer a service to fit their patient’s needs and deliver as a
good a bladder cancer service as they could.

1 National Cancer Patient Experience Survey (NCPES) (El Turabi et al.,
2013. Br J Cancer. 2013 Aug 6; 109(3): 780–787)
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Do the patients and
professionals AGREE?
With clinical outcomes at a standstill,
we ask if there is a consensus of
opinion on the direction of bladder
cancer research priorities

ARTICLE
DR AGUSTINA BESSA,
School of Cancer and Pharmaceutical Studies,
Translational Oncology & Urology Research (TOUR),
King’s College London, London, UK

Clinical outcomes in bladder cancer have not improved
over the past 25 years. A potential and significant
contributing factor in the lack of improvement in
diagnosis and treatment is the limited investment in
bladder cancer research. As a result, there are now many
unanswered research questions and the relatively small
amount of funding that bladder cancer attracts needs
to be prioritised. Our project aimed to identify and
prioritise those unanswered research questions – in
collaboration with patients, public representatives and
healthcare professionals – to ensure that future funding
can be invested in the most strategic way.

recruited, and they were chosen from Guy’s hospital
through Twitter with the support of Fight Bladder Cancer.
We gave them the opportunity to express how they
viewed our suggestions and to raise any other concerns.
Another meeting was conducted with healthcare
professionals from different clinical areas of expertise
in bladder cancer to confirm that the questions were
real, unanswered questions and matched their needs in
clinical practice.
Having established the content of the questions, we
again enlisted the help of our CNS team to create two
online surveys with the exactly same questions, but
one presented for the clinical contributors and one for
the patients.

Asking the right questions in the right way
Firstly, we conducted a review of the existing literature
and we screened clinical trials and clinical guidelines to
identify unanswered research questions.
We wanted to ensure that those questions captured
all the needs of patients and that the answers would truly
have a positive impact on their lives, so we had a meeting
with patients. The help of clinical nurse specialists was
fundamental in ensuring that the right patients were
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70% agreement
A total of 98 patients and 80 healthcare professionals
participated in the surveys and, by comparing the results,
we concluded that 70% of the priorities were shared by
both patients and healthcare professionals.
The top 10 research questions concordant between
both were taken to a consensus meeting. Healthcare
professionals and patient representatives were invited to
participate in the face-to-face meeting held on 19 October
2018. The goal was unanimous: to prioritise the questions
that would make the biggest impact in patients’ quality
of life, improve clinical outcomes and reduce
overtreatment. As are result, the ranking
of the top 10 bladder cancer research
priorities resulted in three main
research themes:

prognostic and
predictive blood markers;
improved diagnostic techniques
for accurate staging of the
disease;

Top 10 unanswered research questions for bladder cancer
1

Could molecular profiling
of muscle-invasive bladder
cancer help select and stratify
patients for treatments in
respect to risk of relapse and/
or prognosis?

2

Which prognostic biomarkers
are useful in patients with
high-risk non-muscle-invasive
bladder cancer and muscleinvasive bladder cancer
to select effective radical
treatments?

surveillance following radical
therapy.
Not all bladder cancer patients are
the same and therefore personalised
analysis will help treatment
selection to achieve optimal
patient outcomes whilst avoiding
overtreatment.
By involving both the healthcare
professionals who manage
bladder cancer, and the patients
who have experienced bladder
cancer and its treatments, we have
highlighted and prioritised clinical
research questions that will give
the maximum benefit in enabling
healthcare professionals to help
patients and make the biggest
impact on their lives.
Our message for Bladder Cancer
Awareness Month is: research
funding has to be used in the most
impactful and helpful way and this
work helps funders to develop their
research strategy.

3

Can new validated
technologies improve the
detection of metastatic disease
in regional lymphatics and
distant sites?

7

Can new urinary and/or
serum-based markers improve
the detection of bladder cancer
recurrence after treatment
and/or detection of metastatic
bladder cancer?

8

Which PET (positron emission
tomography) imaging agent/
tracer would increase the
sensitivity and specificity of
metastatic bladder cancer
detection?

9

Following definitive treatment
for muscle-invasive bladder
cancer, what is the optimal
strategy for surveillance?

Can new genomic markers
help us risk-stratify patients
and predict response to
therapies?

4 Which biomarkers would allow
us to better select high-risk
non-muscle-invasive bladder
cancer patients for early
cystectomy?
5

6

Can new urinary and/or
serum-based markers replace
invasive techniques in the
diagnosis of bladder cancer?

10 What is the consequence
of delay between TURBT
(transurethral resection of the
bladder cancer) and definitive
treatment?

Consensus in Bladder Cancer Research Priorities Between Patients and Healthcare Professionals Using a Four-stage Modified Delphi Method
Bessa, Agustina; Maclennan, Steven; Enting, Deborah; Bryan, Richard; Josephs, Debra; Hughes, Simon; Amery, Suzanne; Khan, Muhammad
Shamim; Malde, Sachin; Nair, Rajesh; Cahill, Fidelma; Wylie, Harriet; Thurairaja, Ramesh; Chatterton, Kathryn; Kinsella, Netty; Häggström,
Christel; Van Hemelrijck, Mieke
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FROM OUR FORUM

Keith King’s crowning
achievement
ARTICLE
KEITH KING,
FBC forum member

‘After my diagnosis I thought, I’ve got a personal
mountain to climb. Why not climb a real one?’
I met Keith at the Wee Bookshop
and Café, when he brought me a
Christmas-flowering cactus he grew
from a cutting he brought back from
New Zealand. Over lunch, I asked
Keith about his life and his bladder
cancer diagnosis.
I trained as a nurse in the army in
1969 when I was 25, and specialised
in orthopaedics, then spent sine time
in civilian nursing. After a spell in
the London ambulance brigade as
a paramedic, I decided to return to
nursing, and ended up being invited
by the ward sister to work in urology,
which was where I stayed until I
retired at 61.
I did all the gardening. I did all
the decorating. I got bored. Then
my niece suggested I became a bus
driver! Thirteen years on and I’m
still enjoying it, driving around the
Stevenage area. I like talking to the
passengers and they tell me that I
always seem cheerful and I’m always
on time, which is wonderful.
I asked Keith whether he’d had any
symptoms which caused him to feel
that there may be something wrong
No, none. I rarely went to the doctors
but at one routine appointment, he
asked me when I had last had my
prostate checked, which was never,
so he did a check there and then.
He said it was enlarged and my
prostate-specific antigen (PSA) levels
were up and referred me to urology
where I had an ultrasound scan and
a cystoscopy, which didn’t show
anything abnormal in my bladder.
However, my PSA levels kept rising
so I was sent for an MRI scan, which
picked up a bladder tumour. I was
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then referred to the consultant, who
admitted me to hospital for a TURBT.
That confirmed it was a tumour. He
wanted me to stay in hospital for
more tests, an irrigation and chemo
wash, and to await the results of
some biopsies he had taken from
my prostate. But my discharge was
delayed when my temperature hit the
roof – I’d caught a bug.
The first time I knew it was cancer
was when I looked at my discharge
papers and there it was in black and
white: malignant tumour. In other
words cancer.
Keith’s consultant confirmed he
had cancer in the bladder lining,
a T1, but an aggressive, a G3 TCC,
transitional cell carcinoma. He also
had a separate prostate cancer, a
Gleason 3+4=7 adenocarcinoma.
I was extremely lucky that the doctor
had sent me for an MRI otherwise
I would not have known that I had
bladder cancer. I remember saying,
‘Oh damn, I wanted to outlive my Dad
and he didn’t die until he was 90.’
The consultant didn’t see why
not. He gave me the choice between
BCG or a removal of the bladder
robotically.’ Even though I had worked
on a urology ward and had seen
people with prostate and sometimes
kidney problems, I hadn’t come across
bladder cancer so I’d never dealt with
anyone who had a stoma.
Keith told me that at the time, he
took things in and evaluated them
before he acted.
‘That’s how I do things,’ he said. ‘I
went out of the hospital to the car
park, sat in the car and then burst into
tears, had a cuddle, then half an hour

later went shopping,’ he remembers
with a laugh. On the way home I
decided that BCG wouldn’t be any
good for me as it wouldn’t touch the
prostate cancer – I knew that from
my nursing. There seemed no point
curing my bladder cancer only to die
from prostate cancer, so the best thing
would be to get rid of the lot, which is
what they did. I returned to work and
carried on as normal. I’ve not really
had any major problems since.
Did you have any support outside of
Fight Bladder Cancer?
None. My stoma nurses, I think
because of my background, thought I
would be all right. I found FBC online
when I was looking for some advice
on leakage from my stoma. Being on
the forum was a great help and also
gave me the confidence to start giving
advice to other people who were
going through what I went through.
How have things been going since
you returned to work?
Not too bad. I went back to work part
time three months after the operation.
The only real problem I had was
fatigue. I’d do four hours, go home
and fall asleep in the chair. Sometimes
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5 things that you enjoy …
Every type of motorsport. I’m looking
forward to next weekend because there is
the first Grand Prix of the year. Any motor
sport, 2 wheels or 4 wheels. I’ve marshalled
at race meetings and I’ve driven on every
circuit in England years ago, Formula First,
not very well, but I enjoyed it.
Rugby. I played when I was in the army for
the medics. I was a winger until I started
getting too slow and was getting caught by
the forwards, so I gave it up. The last match
I ever played I got concussion, I got sent
off the pitch by the referee and got to the
sidelines where my regimental Sergeant
Major threw a wet sponge at my face and
said “He’s alright ref” and sent me back on! I
don’t remember a thing about the rest of the
match.
Gardening. I used to grow tomatoes,
carrots, cabbages, lettuces, I had a patch
where I used to grow vegetables in and I love
growing plants.
Photography. I’ll take photos of landscapes,
of anything and everything, even my phone
is full of photos.
Walking. Five minutes out of the back of my
house is countryside, there are some really
lovely spots that I can walk to.

Fast action can help stop a
urinary tract infection in its tracks
The only setback I had was after having a
loopogram. This is a test performed on the
section of bowel that functions in place of
a bladder. They put a catheter into my stoma
and some dye to make sure that there were
no leakages, and at the same time took out
a remaining stent. Within 24 hours I had a
raging UTI and was readmitted to hospital
where I stayed for two weeks on antibiotics.
I have never felt so ill in all my life; it was
like the bed was moving across the floor
I was shaking so much. I’ve had one other
UTI since, and I recognised the symptoms
straight away as I started to feel weird and
my temperature shot up. I took a sample
from my stoma for the doctor who confirmed
a UTI and put me on antibiotics so it didn’t
have a chance to get a hold and I recovered
very quickly that time.

I’d get up in the morning, have breakfast and fall asleep in the
chair. Things took a bit of time to recover but I’m now back working
full time.
Are there any adjustments that you have needed to make in order
to do your job?
Only that I wear a leg bag when I’m working. There is one type of
bus that I don’t drive anymore because it has a seat belt that goes
across where my bag is, which means that I can’t turn and talk to
passengers properly.
I like to have a joke about the leg bag. I’m the only person there
that can pee out of the bottom of his trouser leg without getting it
wet. They did actually suggest drilling a hole in the bottom of the
bus floor so I could put the tube out. I like to say, as they do in the
supermarkets, that I’ve got a bag for life.
Everyone at work is very supportive; they’ve been great.
Sometimes I’ve had to explain that my bladder is gone for good and
I pee by opening a tap on the bottom of my bag, which is a pouch
attached to my stomach that collects the urine. I’m very lucky
that I’ve only had one leak. I have a small shoulder bag with all my
things in for my stoma. I call it my life saver bag as I put everything
in there that I might need for an emergency.
I always drink plenty of water. It keeps everything flowing
and more diluted. And I try to be positive – PMA, positive mental
attitude.
Keith found that he was starting to have a few problems sleeping
and concentrating, so he went to his GP.
The only thing I could think of that might have started it was
anxiety about an upcoming CT scan. The GP seemed to think I’d
be fine after the scan but said I was depressed and recommended
ringing Macmillan. When I did so, I found myself crying for an
hour on the phone. I think deep down things had got to me and it
was good that I recognised something was wrong so that I could
get it sorted out.
I was keen to ask Keith about his mountain climbing since his
diagnosis.
I’ve always been independent and adventurous and would just
take myself off trekking on holiday in New Zealand; I’ve got a good
sense of direction and can generally find my way. I felt I wanted to
climb a mountain – to represent the personal mountain ahead of
me. Ten days before my operation, I set off alone to climb Mount
Helvellyn.
When I had recovered from the op, I decided to do it again, this
time by a different route, and also to do something for Fight Bladder
Cancer; they had been there for me every time, and able to give me
the help I’ve needed, and thanks to some very nice people I raised
£407. It was harder to do after my operation: more tiring, and the leg
bag made me less flexible. It was more difficult over the stretches
of rough ground, having to take big steps from one rock to another,
and on the way down I damaged a cartilage in my knee, although
it’s okay now.
The day before I met Keith he’d had some great news: the results
of his latest check-up had been all clear and he was going to be
put on to annual check-ups.
‘Pleased isn’t the right word for how I feel,’ he said. ‘It’s been 19
months now since my operation. Life’s good!’
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The RAIDER trial

ARTICLE
REBECCA LEWIS
Clinical Trials
Programme Manager,
ICR-CTSU

– how can we improve bladder radiotherapy?
One in four of the people diagnosed with bladder cancer in
the UK each year have advanced disease which has penetrated
the bladder’s muscular wall – muscle-invasive bladder cancer.
For patients whose cancer has not spread, the recommended
treatments are surgery to remove the bladder (cystectomy)
or daily radiotherapy for four to seven weeks. Both treatment
options are standard ways to treat muscle-invasive bladder
cancer. NICE recommends that hospitals arrange for patients
to discuss both options with a surgeon and radiation specialist
before choosing which treatment they prefer to have.
Current evidence suggests that radiotherapy and surgery
have similar success rates in preventing cancer from returning
after treatment, however each has side-effects. Cystectomy is a
major operation, it takes some time to recover afterwards and
people need to have a bladder replacement for life. Radiotherapy
uses targeted beams of high-strength x-rays to kill cancer cells
and means the bladder isn’t removed but there may be sideeffects resulting from exposure to radiation. People who have
radiotherapy need to have regular cystoscopy check-ups for
several years following treatment.

Existing radiotherapy treatment
Standard bladder radiotherapy is carefully planned to target the
highest dose of radiation at the bladder and reduce exposure
to the surrounding organs. Each patient’s radiotherapy is
planned in advance, using a CT scan taken a few weeks before
the treatment starts. This is used to design one personalised
radiotherapy treatment plan which targets the bladder and is
used every day of the patient’s radiotherapy treatment. The shape
of the bladder can differ from day to day depending on how full it
is, and it can also move slightly within the body. To make sure the
radiotherapy does not miss the bladder tumour, a small border
is irradiated around the bladder to account for the day-to-day
variations.
Because radiotherapy works by breaking DNA in cancer cells,
radiotherapy can also damage non-cancer cells, particularly
those in the gut and bowels which reproduce more quickly than
cells in other parts of the body. As the gut and bowels are close
to the bladder, they do receive some radiation during bladder
radiotherapy. Because the whole bladder is being treated to the
same dose of radiotherapy, this also causes side-effects. Sideeffects of bladder radiotherapy can include:
diarrhoea;
needing to urinate more often;
pain on urination.
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Getting involved
If you have recently been diagnosed with
muscle-invasive bladder cancer and you’re
considering having radiotherapy, please
talk to your doctor if you’re interested in
taking part in RAIDER. There is also more
information about the trial and other current
bladder research studies taking place on
Cancer Research UK’s ‘find a clinical trial’
webpage https://www.cancerresearchuk.
org/about-cancer/find-a-clinical-trial.

While these side-effects can usually be treated
with medication if they happen, we are
hoping that we can reduce how often people
develop side-effects by improving how bladder
radiotherapy is given.

The RAIDER trial
We are currently running a clinical trial called
RAIDER, which is investigating three different
ways of giving bladder radiotherapy. At least 240
people will be included and will be in one of three
treatment groups.
Some participants will receive the whole
bladder radiotherapy described above – this
is the current standard way of giving bladder
radiotherapy.
Other participants will receive adaptive
tumour-focused radiotherapy (see below).
A third group will receive adaptive tumourboost radiotherapy (see below).
Each participant is centrally allocated to a
treatment group so that the groups of people
receiving each treatment are as similar as
possible. This means that any differences we find
are due to the treatment people receive, rather
than due to differences between people in each
group.

In treatment of other cancers, the highest dose
of radiotherapy is usually targeted at the tumour,
rather than the whole organ. At the moment,
standard radiotherapy for bladder cancer is
given to the whole bladder. In RAIDER, we are
using advanced imaging and radiotherapy
planning techniques to allow the highest dose
of radiotherapy to be targeted at the tumour,
reducing the dose to the rest of the bladder and
hopefully reducing any side-effects.
It is now possible to take a scan before each
treatment to show where the bladder is when
a patient is lying on the radiotherapy bed. This
allows one of several different-sized plans to be
selected to use for treatment each day, to better
fit the size of the bladder. The result is that the
bladder can be targeted more precisely.
Adaptive tumour-focused radiotherapy:
In RAIDER, three plans are being made
from the CT scan before treatment: small,
medium and large. The plan that best fits the
size of the bladder is then chosen on each
day of treatment. We think this may help
reduce side-effects by reducing the amount
of surrounding organs being exposed to
higher doses of radiation and focusing the
highest dose of the radiotherapy on the
tumour, reducing the exposure of the rest of
the bladder. This is called adaptive tumourfocused radiotherapy.
Adaptive tumour-boost radiotherapy: We
also want to use this technique to see if we
can increase the dose the tumour receives
without increasing the dose to surrounding
normal tissue and without increasing sideeffects. We think this may help improve the
success rate of the radiotherapy treatment.
This is called adaptive tumour-boost
radiotherapy.

Small, medium and large plan
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Targeted radiotherapy

Patients with muscleinvasive bladder cancer

Random allocation
to treatment group

Group 1:
Standard whole
bladder radiotherapy

One personalised
treatment plan
used each day of
radiotherapy treatment

Group 2:
Adaptive tumourfocused radiotherapy

Group 3:
Adaptive tumourboost radiotherapy

One plan chosen from a library of three
each day of radiotherapy treatment
which best fits the size of bladder

Check-ups 6 and 10 weeks after the start of
radiotherapy and 3, 6, 9, 12, 18, 24, 36, 48
and 60 months after end of radiotherapy.
The side-effect questionnaire is optional.

Collecting data on side-effects
After people join the trial, as well as regular hospital visits
for check-ups, we are asking them to fill in optional short
questionnaires to tell us about the side-effects they are
experiencing. We aim to collect detailed information about the
impact of bladder radiotherapy on people’s daily lives, from their
perspective.

Looking to the future
The techniques used in RAIDER were developed at the Royal
Marsden Hospital in London and have already been shown to
be safe. RAIDER will find out whether these new radiotherapy
techniques can be carried out by hospitals across the UK and
whether they might help reduce side-effects associated with
bladder radiotherapy. We also want to find out whether it is
possible to increase the dose of radiotherapy the tumour receives
without increasing side-effects.
We will use the results of RAIDER to develop a future study
to investigate whether these techniques could improve how well
radiotherapy cures bladder cancer.
RAIDER is funded by Cancer Research UK (CRUK/14/016) and
has been developed and run in collaboration with patient
representatives and the UK’s National Radiotherapy Trials
Quality Assurance Group. The trial is led by Prof Robert
Huddart at the Royal Marsden Hospital and Institute of Cancer
Research and Prof Emma Hall at the Clinical Trials and
Statistics Unit at the Institute of Cancer Research. RAIDER is
coordinated by ICR-CTSU (Twitter: @ICR_CTSU), supported
by the NIHR Clinical Research Network and registered with
clinicaltrials.gov: NCT02447549.

47

Three-year progress
in the POUT trial
Researchers are trying to confirm whether
chemotherapy after surgery reduces the chance
of upper tract urothelial cancer returning
Upper tract urothelial cancer, also known as upper urinary tract
transitional cell carcinoma (UTUC), is a rare cancer with around
1,400 patients diagnosed each year in the UK.1 This cancer occurs
in the cells that line the kidney pelvis (the draining system of the
kidney) and/or the ureter (the tube through which urine passes
from the kidney to the bladder).
The standard treatment for patients is surgery to remove the
affected ureter and kidney (nephro-ureterectomy) followed by
close observation at regular check-ups for five years after surgery.
Unfortunately, for around 50% of patients, the cancer returns after
surgery. 2
Platinum-based chemotherapy, given immediately following
surgery, reduces the chance of bladder cancer returning.3 As
upper tract urothelial cancer and bladder cancer share similarities,
the POUT trial was developed to test whether chemotherapy
has a similar effect on upper tract urothelial cancer as it does
on bladder cancer. It also aims to assess whether chemotherapy
would reduce the chance of the cancer coming back in other parts
of the body (metastases).
Patients with invasive upper tract urothelial carcinoma
(UTUC) within 90 days following nephro-ureterectomy

Close observation

Platinum based chemotherapy

Follow up 3 monthly to 12 months, 6 months
to 36 months and annually thereafter:

Treatment according to patient and local investigatory
decision at relapse
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ARTICLE
DR ALISON BIRTLE
Consultant clinical oncologist,
Lancashire Teaching Hospitals
RACHEL TODD
Clinical Trial Manager, ICR-CTSU

The POUT trial
The trial was developed and run by UK
investigators in collaboration with patient
representatives, including Fight Bladder
Cancer members.
Patients with locally advanced upper tract
urothelial cancer were invited to take part
following their surgery. Those who agreed
to join the trial were allocated to one of two
groups:
Close observation: Participants in this
group attended their hospital regularly for
scans and check-ups to see if their cancer
had come back. The check-up schedule
used in POUT was designed to match the
schedule that would have been followed
for people who did not join the trial.
Chemotherapy: Participants in the
chemotherapy group started treatment
within 90 days of having surgery and
received up to four 21 day cycles of
gemcitabine and cisplatin, or gemcitabine
and carboplatin for patients who had
impaired kidney function. Patients with
very poor kidney function were not able
to enter the trial.
Both groups of patients attend regular clinic
visits for five years and if their cancer does
return they receive further treatment as
agreed by them and their doctors.
Between May 2012 and November 2017,
261 participants were recruited to POUT from
57 NHS hospitals; 127 participants had close
observation and 134 participants received
chemotherapy. Participants were aged
between 36 and 88 years, 65% were male and
35% were female.

Chemotherapy significantly reduced the chance
of cancer returning after nephro-ureterectomy
and also significantly reduced the chance of
people developing metastases.
What happens now?

Chief Investigator Dr Alison Birtle accepting the EAU best
abstract (oncology) 2018 award in Copenhagen, March 2018

After three years
POUT found that three years after joining the study:
46% of close observation participants were alive
and free of cancer.
71% of chemotherapy participants were alive
and free of cancer.
Furthermore
53% of close observation participants were alive
and free of metastases.
71% of chemotherapy participants were alive
and free of metastases.
This meant that chemotherapy significantly reduced the
chance of cancer returning after nephro-ureterectomy and
also significantly reduced the chance of people developing
metastases.

Side-effects
Whilst chemotherapy did reduce the chance of cancer
returning, participants receiving chemotherapy also had a
higher chance of experiencing a side-effect or symptom than
those who didn’t receive chemotherapy. After joining the trial
27% of participants in the close observation group
experienced a serious symptom which required treatment.
70% of those in the chemotherapy group experienced
a serious symptom which required treatment.
The most common symptom reported by people who had
close observation was high blood pressure. The most common
symptom in chemotherapy participants was a decrease in
numbers of white blood cells. Once chemotherapy treatment
was finished, the number of serious symptoms in both groups
was similar. For example, by six months after joining the trial:
11% of close observation participants reported serious
symptoms.
7% of chemotherapy participants reported serious
symptoms.

The initial results of POUT were presented at
conferences across the world in 2018 and will
be submitted for publication in a peer-reviewed
medical journal in 2019. The results have been well
received among the urological community so far,
with the abstract winning first prize for oncology
at the European Association of Urology Congress
in March 2018 and the Best Bladder Cancer ePoster
at the British Association of Urological Surgeons’
Annual Scientific Meeting in June 2018.
Although the initial results of POUT have been
reported, there is much more information the
investigators will learn from the data still being
collected. Over the next few years, more detail of
the potential long-term benefits of chemotherapy
and the results of the participants’ reports on how
treatment impacted their quality of life will be
analysed and published.
POUT is the largest clinical trial ever carried out
to investigate treatments for patients with upper
tract urothelial cancer. Based on the results of POUT,
we recommend that future patients with locally
advanced UTUC are offered chemotherapy after
surgery, if this would be a suitable option for them.

Successor trial
We are now developing a successor trial which will
investigate whether adding a cancer immunotherapy
drug to chemotherapy will reduce the chance
of upper tract urothelial cancer coming back, in
comparison to giving chemotherapy on its own.
If you are a member of a research centre interested
in participating in POUT2, please contact
POUT-icrctsu@icr.ac.uk for further details.
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New treatments
for bladder cancer

ARTICLE
LYDIA MAKAROFF
FBC CEO

Exciting times as new treatments for advanced bladder cancer show potential
The most recent scientific developments in bladder
cancer were discussed at the American Society
for Clinical Oncology’s Genito-urinary Cancers
Symposium.
The immuno-oncology therapies pembrolizumab,
nivolumab and atezolizumab are approved in Europe
for locally advanced or metastatic bladder cancer
following prior chemotherapy. Pembrolizumab and
atezolizumab are also approved as front-line therapy
in patients with locally advanced or metastatic bladder
cancer who are not eligible for chemotherapy.
New research from the PIVOT-02 study suggests
that a new drug called bempegaldesleukin given in
combination with nivolumab may be active in people
with locally advanced or metastatic bladder cancer
who are not eligible for chemotherapy. In a study of
27 patients, tumours shrank or became undetectable in
48% of the people who were treated with both of these
drugs together.
Updated results from the Keynote-057 study
showed that pembrolizumab had encouraging activity
in people with high-risk non-muscle-invasive bladder
cancer that did not respond to BCG. After three months
of treatment, tumours became undetectable in 40% of
the 102 people who were treated.
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TREATMENT AND RESEARCH GLOSSARY
Atezolizumab: A
 n immuno-oncology drug approved
to treat some kinds of cancer.
Bempegaldesleukin: A n immuno-oncology drug
designed to grow specific cancer-killing T cells and
natural killer cell populations in the body which
fight cancer. It is currently being tested and is not
yet authorised by the European Medicines Agency
for cancer treatment.
Combination treatment: T
 wo or more types of
treatment given at the same time.
European Medicines Agency: T he agency that is
responsible for ensuring that all medicines within
the European Union are high quality, safe and
effective
Front-line use: T
 he first drug given to treat a cancer.
Also called induction therapy, primary therapy and
primary treatment.
Immuno-oncology treatment: Drugs that increase
the ability of our own body’s white blood cells to
fight cancer. Immuno-oncology drugs can help
keep cancer cells from hiding from the body’s white
blood cells.
Muscle-invasive bladder cancer: Cancer that has
spread from the lining to the muscles of the bladder.
Nivolumab: A
 n immuno-oncology drug approved to
treat some kinds of cancer.
Non-muscle-invasive bladder cancer: Cancer that
has not spread from the lining to the muscles of the
bladder.
Pembrolizumab: A n immuno-oncology drug
approved to treat some kinds of cancer.
Tumours: Abnormal masses of tissue that result when
cells divide more than they should or do not die
when they should. Tumours may be benign (not
cancer), or malignant (cancer).

We know trials are essential to increase our knowledge of bladder
cancer but how do they work and what do they actually do?
Fight Bladder Cancer supports evidence-based
medicine for all those affected by bladder cancer.
Consequently, we are passionate about the
development of vital research that is needed
to increase our knowledge base, to help with
prevention and to develop new and better forms
of diagnosis, treatment and aftercare.

Why trials are essential for patients
A clinical trial is something that can be offered
at any stage in the bladder cancer journey,
from initial suspected diagnosis, through
investigations and different treatments and in
later follow-ups or at the end of life.
A clinical trial is not something to look at when
all else fails. Many treatments we use today were
developed as part of a clinical trial. For example,
the use of chemotherapy at the same time as
radiotherapy treatment was developed in the UK
as part of a large study (called BC2001) and has
changed practice around the world.
There are a number of clinical trials in bladder
cancer. These usually compare a new treatment
that has the potential to work better, or with
fewer side-effects, than what is used as the ‘gold
standard’. Different trials are available in different
hospitals. All studies have particular tick boxes to
confirm whether this study is the correct one for
you and your cancer. It may be that you and your
type of bladder cancer do not match what we call
the eligibility criteria for the study.
Knowing about what is on offer is very usefu.
You can find out information in the UK by going
onto the website for the National Cancer Research
Institute and clicking on the portfolio map for
bladder cancer for an overview of current studies.
https://csg.ncri.org.uk/portfolio/portfolio-maps/
Remember that you should ask your doctor if
you are suitable for a clinical trial, and it is always
helpful to take information to show your doctor in
case the trial is not familiar. If it looks as though
you may be eligible for a study that is not available
locally but is open elsewhere in the UK (and you
are prepared to travel), you could ask your doctor
to refer you.

How clinical trials work
Clinical trials are carried out in phases, usually phases 1 to
3 although occasionally there is an earlier phase 0 or a later
phase 4. These phases cover issues from what side-effects
a drug might cause to testing whether a new drug is better
than an existing treatment.

Phase 1
After a treatment has been tested in the laboratory, a phase
1 trial would be set up to look at things like: the safe dose
of a drug, the side-effects and how the body copes with
the drug, and whether the drug will affect the cancer. This
testing has to be done first before moving to the next phase
of the trial, which tests the effectiveness of the drug in
treating the cancer.
Phase 1 trials can take a long time to complete even
though only a small number of patients are involved. The
trial works with small groups of patients, increasing the
dose of the drug slightly with each group, as long as the
results go well; this is called a dose escalation study. The
results of these studies will indicate the best dose for this
particular drug. Patients in a phase 1 trial may or may not
benefit from the new treatment.

Phase 2
A phase 2 trial would compare an existing treatment with
the new treatment or with a placebo. Some phase 2 trials
might be randomised trials, where participants are put into
groups at random; one group receives the new treatment,
while another receives the current, standard treatment (that
is, the best treatment which is currently available). If there
is no standard treatment, the control group may be given a
placebo. A phase 2 trial will move into a larger phase 3 trial
if the treatment proves to be as good as or better than an
existing treatment.

Phase 3
These trials will compare the new treatment with the
existing standard treatment or compare a standard
treatment in a new way or in different doses. These trials
are usually much larger than phases 1 or 2 and might
involve thousands of patients in hospitals across the UK
and even abroad. Success rates or percentage
changes may be small, so a much larger
trial group is needed to show these
differences accurately. Most phase
3 trials are randomised trials.
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What exactly are clinical trials?

BLADDER CANCER CLINICAL TRIALS

Current UK
bladder cancer clinical trials
For more information about all current bladder cancer trials head to Cancer Research UK’s dedicated
portal at www.cancerresearchuk.org/about-cancer/find-a-clinical-trial/. There you will find further
information about the studies and which hospitals are taking part.

Suspected bladder cancer
IDENTIFY
Hospitals often have a ‘blanket’ approach for
investigating people with blood in their wee.
IDENTIFY will collect data on people having these
tests across the UK and internationally and look at
any trends with the aim of creating a personalised
diagnostic approach for each individual. The data
will give patients the ability to make informed
decisions, as well as reducing unnecessary and
potentially harmful tests.
ClinicalTrials.gov ID: NCT03548688

Newly detected or recurrent
bladder cancer
ANTICIPATE X
After being diagnosed with bladder cancer, patients
will be asked to provide a urine sample. The urine
samples will be used to develop better ways of
diagnosing bladder cancer in the future.
ClinicalTrials.gov ID: NCT03664258

DETECT II
After being diagnosed with bladder cancer, patients
will be asked to provide a urine sample. The urine
samples will be used to develop better ways of
diagnosing bladder cancer in the future.
ClinicalTrials.gov ID: NCT02781428

Non-invasive bladder cancer
CA209-9UT
This study is for patients with BCG-unresponsive
non-muscle invasive bladder cancer. Patients
will receive treatment with either nivolumab or
nivolumab plus BMS-986205 and either with
or without BCG. This is a study looking at how
well these treatments work in people with BCGunresponsive non-muscle invasive bladder cancer.
ClinicalTrials.gov ID: NCT03519256
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iROC
This study is for people with non-muscle-invasive
bladder cancer or muscle-invasive bladder cancer
who are going to have their bladders removed.
Patients will have either robotically assisted bladder
removal surgery, or open bladder removal surgery.
The study will look at which type of surgery has a
better number of days out of hospital, recovery, and
return to normal activities.
ClinicalTrials.gov ID: NCT03049410

NCT03091764
This project will develop and evaluate a patientreported symptom index to assess the impact
of treatment for non-muscle invasive bladder
cancer on patient burden, toxicity, symptoms and
side-effects. The symptom index will provide a
method of assessing treatments from the patients’
perspective; help healthcare professionals make
better-informed treatment decisions, and provide
a method of effectively evaluating treatments for
non-muscle invasive bladder cancer.
ClinicalTrials.gov ID: NCT03091764

PemBla
This study is for people with non-muscle-invasive
bladder cancer. Patients will receive a drug called
pembrolizumab. This is an early study looking at
the safety and ideal dose of this drug.
ClinicalTrials.gov ID: NCT03167151

POTOMAC
This study is for people with non-muscle-invasive
bladder cancer. Patients will receive BCG treatment,
with the possible addition of durvalumab. This is
a study looking at how well durvalumab works in
people with non-muscle-invasive bladder cancer.
ClinicalTrials.gov ID: NCT03528694

BLADDER CANCER CLINICAL TRIALS

Advanced or metastatic bladder cancer
BISCAY

FIERCE-21

This study is for people who have muscleinvasive bladder cancer. Patients will be tested
for certain biomarkers and, depending on the
results, will receive: AZD4547; durvalumab +
AZD4547; durvalumab + olaparib; durvalumab +
AZD1775; durvalumab; durvalumab + vistusertib;
durvalumab + AZD9150; or MEDI4736 +
selumetinib. This is an early study looking at the
safety and ideal doses of the drugs.
ClinicalTrials.gov ID: NCT02546661

This study is for people who have locally
advanced or metastatic bladder cancer, and
who test positive for the FGFR3 biomarker.
Patients will receive either chemotherapy
(docetaxel), a new drug called vofatamab, or
both chemotherapy (docetaxel) and vofatamab.
This is a study looking at how well these drugs
work in people with bladder cancer.
ClinicalTrials.gov ID: NCT02401542

CA209-274

This is a study for people with metastatic or
inoperable bladder cancer who test positive for
one of the FGF/FGFR biomarkers. Patients will
receive a drug called pemigatinib. This is a very
early study looking at the safety and ideal dose
of the drug.
ClinicalTrials.gov ID: NCT02872714

This is a study for patients who have had their
bladders removed after being diagnosed with
cancer of the bladder, ureter or renal pelvis
(urothelial cancer), and who have a high risk of
the cancer returning. Patients receive standard
follow-up care, with the possible addition of
a drug called nivolumab.
ClinicalTrials.gov ID: NCT02632409

CA209-901
This is a study for patients with previously
untreated unresectable or metastatic bladder
cancer (first line). Patients will receive either
nivolumab combined with ipilimumab, or in
combination with Standard of Care Chemotherapy,
Versus Standard of Care Chemotherapy.
ClinicalTrials.gov ID: NCT 03036098

CA017-078
This study is for patients with muscle-invasive
bladder cancer. Patients will receive either
neoadjuvant chemotherapy plus nivolumab
or nivolumab plus BMS-986205, followed by
continued post-surgery therapy with nivolumab
or nivolumab plus BMS-986205 versus
neoadjuvant chemotherapy alone followed by no
post-surgery treatment.
ClinicalTrials.gov ID: NCT03661320

EV-301
This study is for people who have locally
advanced or metastatic bladder cancer.
Patients will receive either chemotherapy
(docetaxel, vinflunine or paclitaxel), or a new
drug called enfortumab vedotin. This is a study
looking at how well this drugs work in people
with bladder cancer.
ClinicalTrials.gov ID: NCT03474107

FIGHT-201

FORT-1
This is a study for people with locally advanced
or metastatic bladder cancer who test positive
for the FGFR biomarker. This study compares
chemotherapy (docetaxel, paclitaxel or vinflunine)
with a new drug called rogaratinib.
ClinicalTrials.gov ID: NCT03410693

JAVELIN Bladder 100
This is a study for people with locally advanced
or metastatic bladder cancer. Patients receive the
best supportive care, with the possible addition
of a drug called avelumab. This is a study looking
at how well avelumab works to treat people with
bladder cancer.
ClinicalTrials.gov ID: NCT02603432

JAVELIN Medley
This is a study for people with locally advanced or
metastatic bladder cancer. Patients receive a drug
called avelumab, with the possible addition of the
drugs PF-04518600, PD-0360324, or PF-05082566
+ PF-04518600. This is a study looking at how
well these drugs work to treat people with bladder
cancer.
ClinicalTrials.gov ID: NCT02554812
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NCT02365597

NCT03317496

This is a study for people with metastatic or
inoperable bladder cancer who test positive for the
FGFR alteration biomarker. This study will be used
to test the safety and ideal dose of a drug called
JNJ-63723283, as well as to test how well it works.
ClinicalTrials.gov ID: NCT02365597

This is a study for people with locally advanced
or metastatic bladder cancer. Patients receive best
supportive care with the addition of a drug called
avelumab. This is a study looking at the safety of
avelumab, as well as how well avelumab works to
treat people with bladder cancer.
ClinicalTrials.gov ID: NCT03317496

NCT02516241
This study is for people who have inoperable
advanced or metastatic bladder cancer. Patients will
receive chemotherapy, with the possible addition of
the drugs durvalumab and/or tremelimumab. This
is a study looking at how well these drugs work in
people with bladder cancer.
ClinicalTrials.gov ID: NCT02516241

NCT02599324
This is a study for people with advanced bladder
cancer. Patients will receive chemotherapy
(paclitaxel), along with a new drug called
pemigatinib. This is a very early study looking at
the safety of the drug and what is the ideal dose.
ClinicalTrials.gov ID: NCT02599324

NCT02797977
This is a study for people with advanced bladder
cancer. Patients will receive chemotherapy
(gemcitabine) along with a new drug called SRA737.
This is a very early study looking at the safety and
ideal dose of the drug.
ClinicalTrials.gov ID: NCT02797977

NCT03170960
This study is for people who have locally advanced
or metastatic bladder cancer. Patients will receive
a drug called atezolizumab in combination with
a new drug called cabozantinib. This is a very
early study looking at the safety and ideal dose of
cabozantinib.
ClinicalTrials.gov ID: NCT03170960

NCT03289962
This study is for people who have locally advanced
or metastatic bladder cancer. Patients will receive
a personalised cancer vaccine called RO7198457,
with the possible addition of a drug called
atezolizumab. This is an early study looking at the
safety and ideal doses of the drugs.
ClinicalTrials.gov ID: NCT03289962
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NCT03390504
This is a study for people with advanced
bladder cancer who test positive for the FGFR
alteration biomarker. Patients will receive either
chemotherapy, a drug called erdafitinib, or a drug
called pembrolizumab. This study will test how well
these drugs work in people with bladder cancer.
ClinicalTrials.gov ID: NCT03390504

NCT03473743
This is a study for people with metastatic or
inoperable bladder cancer who test positive for the
FGFR alteration biomarker. This study will be used
to test the ideal dose of two drugs called erdafitinib
and JNJ-63723283, as well as to test their safety
and how well they work.
ClinicalTrials.gov ID: NCT03473743

PIVOT-10 (CA045-012)
This is a study for cisplatin ineligible patients with
locally advanced or metastatic urothelial cancer
with low PD-L1 expression. Patients receive either
NKTR-214 in combination with nivolumab or a
combination of gemcitabine and carboplatin.
ClinicalTrials.gov ID: NCT03785925

RAIDER
The RAIDER study is for people with invasive
bladder cancer who choose to have daily
radiotherapy as treatment. Everyone taking
part will have daily radiotherapy. People who
take part will be in one of three treatment
groups: standard radiotherapy, radiotherapy
with the highest radiation dose focused on
the tumour, or radiotherapy with a higher
dose than normal focused on the tumour.
RAIDER aims to confirm that this higher-dose
radiotherapy is safe and can be delivered at
multiple hospitals within the NHS.
ClinicalTrials.gov ID: NCT0244754

FBC glossary
adjuvant a
 fter initial treatment to prevent
secondary tumours
angiogenesis t he development of
a blood supply to a tumour
anterior exenteration s urgical removal
of a woman’s bladder
and reproductive organs
antiemetic a drug to counteract nausea
and vomiting
B-cell response a
 natural immune
response
basal relating to the base
baseline starting point for comparison
BAUN British Association of
Urological Nurses
BAUS British Association of
Urological Surgeons
BC b
 ladder cancer
BCG Bacillus Calmette-Guerin,
a treatment for early-stage bladder
cancer
BCQS Bladder Cancer Quality Standards
biomarker s omething by which the
disease can be identified
biopsy a
 sample of tissue taken for
examination
BLC b
 lue light cystoscopy
BPH b
 enign prostate hyperplasia
cannula a thin tube inserted into a vein
in the arm or hand
carcinogenic cancer-causing
carcinoma malignant growth or tumour
catheter a
 thin tube
CCG clinical commissioning groups
checkpoint inhibitors d
 rugs that prevent
cancer cells from disabling protective
T-cells
chemoradiation c
 ombination treatment
of drugs and x-rays
chemotherapy treatment with drugs
chemo wash chemotherapy drugs
introduced directly into the bladder
via a catheter, often after an operation
CIS c
 arcinoma in situ or flat tumour
CNS c
 linical nurse specialist
combination treatment t wo or more
types of treatment given at the same
time
confocal laser endomicroscopy a
n
advanced imaging technique for
diagnosis
CT c
 omputerised axial tomography
cystectomy r emoval of the bladder
cystoprostatectomy s urgical removal of
the bladder and prostate
cystoscopy a
 procedure to examine the
inside of the bladder

cytokines c
 ells that communicate
an immune response
DAT d
 evice assisted therapy
DNA d
 eoxyribonucleic acid
durable response rate t he length
of time a response is observed
DVT deep-vein thrombosis, a blood clot
in a deep vein in the body
dysplasia abnormal development
dysuria painful or frequent urination
EAU European Association of Urologists
EBRT e
 xternal beam radiotherapy
EBUS e
 ndobronchial ultrasound test for
lung cancer
ECPC E
 uropean Cancer Patients
Coalition
ED e
 rectile dysfunction
EMA E
 uropean Medicines Agency
endoscope a
 n illuminated tubular device
used to look inside the organs
enhanced recovery pathways methods
of improving recovery times and
experience
eosinophils a
 leukocyte or blood
cell lacking haemoglobin
ER enhanced recovery
expressed a
 ctive
FBC F
 ight Bladder Cancer
FDA F
 ood and Drugs Administration (US)
FGFR fi
 broblast growth factor receptor
fMRI f unctional magnetic resonance
imaging
front-line use t he first drug given to
treat a cancer; also called induction or
primary therapy or primary treatment
GI g
 astrointestinal
haematuria blood in the urine
HCP health care professional
histology t he microscopic examination
of cells
histopathological m
 icroscopic
examination of tissue to identify
disease
HNA H
 olistic Needs Assessment
HrQoL h
 ealth-related quality of life
ICER incremental cost effectiveness ratio
immune component p
 art of the immune
system
immune-oncology treatment drugs that
increase the ability of our own body’s
white blood cells to fight cancer and
can help stop cancer cells from hiding
from the body’s white blood cells
immunotherapy treatment using the
body’s immune responses, also called
immune oncology therapy

inhibitory pathway a
 situation in which
defensive cells are prevented from
attacking foreign cells
intolerable toxicity t he point at which
the treatment becomes more painful
than the disease
intra-vesicle installations t reatments
administered directly into the bladder
via a catheter
irrigation o
 f the bladder, flushing liquid
through the bladder
ITU i ntensive therapy unit
KW k
 ey worker
lines [of treatment] t reatment regimens
luminal relating to the hollow inside an
organ such as the bladder
lymph nodes small glands that store the
white blood cells that help to fight
disease and infection in the body
lymphangiogenic originating in
the lymphatic system
macrophages s pecialist cells in the blood
vessel walls
MDT m
 ulti-disciplinary team
metaplasia c
 onversion from normal
to abnormal tissue
metastatic a
 cancer that has spread
to an unrelated organ
MIBC m
 uscle-invasive bladder cancer
MRI m
 agnetic resonance imaging
muscle-invasive bladder cancer c
 ancer
that has spread from the lining to the
muscles of the bladder
mutagenic an agent that changes
genetic material
MVAC chemotherapy treatment
involving methotrexate, vinblastin,
doxorubicin and cisplatin
narrow band imaging imaging
enhancement to aid diagnosis during
a cystoscopy
NCRAS National Cancer Registration and
Analysis Service
NCRI National Cancer Research Institute
NED n
 o evidence of disease
neoadjuvant chemotherapy
chemotherapy given before surgery
neoantigens n
 ewly formed cells that are
not recognised by the immune system
neobladder a
 replacement bladder
formed from a segment of the small
intestine
neoepitopes n
 ewly formed cells
neoplasm t umour
nephrotoxic t oxic to the kidneys
neutrophils a
 type of white blood cell
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NICE National Institute of Health and
Care Excellence
NMIBC n
 on-muscle-invasive bladder
cancer
OCT o
 ptical coherence tomography,
a medical imaging technique
PALS Patient Advice and Liaison Service
PCT p
 rimary care trust
PDD p
 hotodynamic diagnosis
PDE5 inhibitors d
 rugs that block the
negative action of chemicals in the
muscles that prevent blood flow
PDL-1 inhibitor a
 n antibody that helps
T-cells recognise cancer cells
penile prosthesis/implant m
 alleable or
inflatable rods inserted within the
erection chambers of the penis
PET p
 ositron emission tomography
Peyronie’s disease a
 disorder of the
penis resulting in bent or painful
erections
PFS p
 rogression-free survival
photodynamic diagnosis B
 LC or blue
light cytoscopy
PHR p
 atient-held record
platelets s mall, disc-shaped cell
fragments in the blood responsible for
clotting
polyuria f requency of urination
priapism a persistent penile erection not
necessarily associated with sexual
arousal
primary endpoint a
 nswers to the
primary questions posed by a trial

PROMs patient-reported outcome
measures
proteases e
 nzymes that break down
protein
PSA p
 rostate-specific antigens; high
levels are an indicator of prostate
cancer
pyrexial f everish
QoL q
 uality of life
radical cystectomy (RC) s urgical removal
of the bladder and lymph nodes, as
well as the prostate in men
radiotherapy t reatment with radiation
randomised trial a
 controlled trial in
which people are randomly assign to
different groups to test a specific drug,
treatment or intervention; neither
the participants nor the healthcare
professionals know to which group
each patient belongs
RCTs randomised control trials
refractory r esistant
resection s urgical removal
sensitivity a measure of the
percentage success rate of a test on
patients with a disease
specificity a measure of the
percentage success rate of a test on
patients who do not have a disease
squamous scaly
stoma a
 n artificial opening from the
bladder (or other organ)
surrogate markers a
 reliable substitute
for the disease

T-cell a
 cell that can attack a cancer cell
tachycardia abnormally fast heart rate
TNM system (TNBM) t umour node
metastasis, a way of defining the size,
location and spread of a tumour
transitional cell cancer (TCC) m
 ost
common urinary cancer
tumour abnormal mass of tissue that
result when cells divide more than
they should or do not die when they
should
tumour microenvironment t he cellular
environment in which the tumour
exists
TURBT t ransurethral resection of bladder
cancer: a surgical removal of a tumour
urethra t he tube connecting the bladder
with the outside of the body
uropathy a
 disease of the urinary tract
urostomy a
 surgical procedure to create
a stoma, or artificial opening for the
bladder (or other organs)
urothelial o
 f the urinary tract
UTI u
 rinary tract infection
visceral of the nervous system

Main bladder cancer drugs
These are the generic drug names you are most likely to encounter,
with some of their most common brand names.
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alprostadil Vitaros®

docetaxel

atezolizumab

doxorubicin Adriamycin®

avanafil Spedra®

durvalumab

avelumab

enfortumab vedotin

AZD1775

erdafitinib

AZD4547

evalumab

AZD9150

finasteride

bempegaldesleukin

gemcitabine Gemzar®

BMS-096205

Ibhibizone™

cabazitaxel Jevtana®

ipilimumab

cabozantinib

JNJ-63723283

carboplatin Paraplatin®

MED14736

cavaject

methotrexate Maxtrex®

cisplatin

minocycline

fightbladdercancer.co.uk

mitomycin Mitomycin C
Kyowa®

rogaratinib

NKTR-214

sildenafil Viagra®

nintendanib
nivolumab
olaparib Lynparza®
paclitaxel Taxol®
PD-0360324
pembrolizumab
pemigatinib
PF-04518600,
PF-05082566
rifampin
RO7198457

selumetimib
SRA737
tadalafil Cialis®
tremelimumab
vardenafil Levitra®
vinblastine Velbe®
vinflunine
vistusertib
vofatamab

