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We salute the vital work of Fight Bladder Cancer
on behalf of patients and their families.
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Each year,
10,000 people are diagnosed
with bladder cancer in the UK.
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PAUL PLESTED TAKES HIS NEW
BLADDER OUT FOR A TRIATHLON

WHAT DO I SAY?
HOW TO TALK TO YOUR
FAMILY & FRIENDS ABOUT
BLADDER CANCER

The ONLY magazine for people affected by & working with Bladder Cancer

Inspirational stories that
celebrate the spirit of charity
Welcome to the 4th edition of our FIGHT magazine that is going from
strength to strength with a readership that is now estimated to be,
combining the print and digital versions, close to 15,000 people.
This edition is filled with inspirational stories from patients, amazing
fundraising events by our supporters together with a brief extract from the
charity’s Annual Report and Accounts which shows you how we have spent
the money so many of you helped us raise.
An important subject we are covering in this edition is “How to tell
someone you have bladder cancer”. This is an honest and practical guide for
patients, whether you are telling your other half, a grandchild or a friend.
Over the years we have been supporting patients, this subject comes up on
a regular basis. It certainly isn’t a subject that we all know instinctively how
to handle which is why we have put a large amount of work into providing
the best advice we can.
In October this year, the FBC founder and CEO Andrew Winterbottom,
gave the keynote patient speech at the Global Bladder Cancer Congress
that was held this year in Edinburgh. With a large international audience
Andrew’s talk was focused on the, often simple, things that members of the
medical teams could do to improve the bladder cancer patient’s experience.
We have had such amazing feedback following his talk that we are going
to use the content of the talk in a special feature in the next edition of our
FIGHT magazine in early 2018.
The last 12 months has seen many significant changes to the bladder
cancer landscape both here in the UK and internationally. From the
promising early results of the new immunotherapy oncology treatments
to the growth of the bladder cancer patient voice, though to the agreement
between Fight Bladder Cancer, BCAN in the US and Bladder Cancer Canada,
as the three largest bladder cancer patient advocacy groups, to work together
to form a Global Patient Voice.
In addition, FBC has led the pan-European project to design and publish
a bladder cancer patient experience survey that is currently being
undertaken across Europe in English and 5 other languages.

Team FBC

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

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

‘There is a momentum regarding
bladder cancer that we have
never seen before.’

BladderCancerUK

bladder

CANCER
Registered charity 1157763
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THE LATEST NEWS FROM FIGHT BLADDER CANCER

FBC round up
Find out what’s happening with the charity
both here at home and across the globe.
SUPPORT
GLOBAL BLADDER CANCER
CONGRESS, EDINBURGH
It is very important to us that every
person in the UK who is affected by
bladder cancer quickly finds out about
our support services, as this is the
heart of our charity. Even though we
support thousands of people every
year, we still do know that some
patients are not being signposted to
FBC at diagnosis so we have increased
our outreach to clinical teams over the
last six months with this issue a key
feature of our talks at conferences and
events.

FBC have given
talks at XX
conferences and
events in 2017

NEW LOCAL FIGHT CLUBS
Alongside this campaign,
we are also continuing to
launch new FIGHT Clubs
across the country to provide
places where people can meet
up with others in a mutual
support network. The recent
launches of Glasgow and
Canterbury are being followed
by local support groups in
Manchester, Sheffield, Derby
and Southampton.
With the growth of the
FIGHT clubs, we have now
Claire Warburton, Team FBC
appointed Claire Warburton
as a new staff member who
will be overseeing the expansion and will provide ongoing support to the local
groups. Do get in contact with Claire.
FBC is also supporting other local groups across the country that are run
independently by hospitals by providing speakers as well as leaflets, posters and
copies of our FIGHT magazine. If you are a member of a local support group
that might want to join our network, please do get in touch with Claire.

AWARENESS

BREAKING NEWS!

THE NEW NICE REVIEW
Recent survey work has reinforced
the need for FBC to continue with
our awareness campaigning on the
causes and symptoms of bladder
cancer. We are proud to confirm
that we are stakeholders in the new
NICE review on Smoking Cessation
Interventions and Services: Draft
guidance consultation and have
submitted our recommendations for
changes. Once the updated NICE
guideline has been agreed, we will
launch a campaign to ensure that
all health professionals working
with bladder cancer are aware of the
updated recommendations.

We are proud to announce
that Fight Bladder Cancer has
brought together the three main
global bladder cancer charities
to work towards strengthening
the global patient voice. This
initiative was launched in
Barcelona on the 10th October
when a Memorandum of
Understanding was signed by
FBC, BCAN from the US and
Bladder Cancer Canada. The
three charities are now working
together to bring forward a
plan for the next stage of this
exciting development

EDUCATING THE NHS
Early diagnosis is key to surviving
bladder cancer and FBC continues to
reach out to GP surgeries to explain
the details of the many possible
symptoms of bladder cancer, the
prevalence of the cancer and those
most at risk. And in August we
were lucky to be invited to visit the
GP surgery on the famous Abbey
Road in London where we talked to
the whole team of this large NHS
practice, including Dr Ellie Cannon
who is a regular contributor on many
TV programmes and in national
newspapers and magazines.

If you want any help with setting up or running
a FIGHT club in your area, email:
FBC CEO, Andrew Winterbottom

BECOME A BLADDER BUDDY
With the growth of FBC we are now looking to recruit more
people to join us as Bladder Buddies across the country.
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 just simply needs someone to
talk 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 bladdercancer diagnosis can make you feel very alone, and having
a Bladder Buddy can make all the difference.
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Whenever possible we work to
improve awareness about bladder
cancer by being featured in the
national media. On page 26 of this
edition, you can hear about our
campaign that appeared in a special
supplement of the Guardian which
included an advert featuring Darren
Roberts, a patient who we have
supported via our confidential forum
since his diagnosis.
Radio stations are also very
important for us to spread the
message and we are really pleased
that our CEO, Andrew Winterbottom,
has regular spots on both BBC Radio
Oxford and Red Kite Radio.

BLADDER CANCER AWARENESS
WALK MAY 2018
Following on from the launch this
year, and again to coincide with
Bladder Cancer Awareness Month,
we have decided to start planning
for the May 2018 walk in a number
of centres around the UK. Full details
will be available on our website but
if you want to help us arrange a walk
near you, please do get in touch at
walk@fightbladdercancer.co.uk

claire@fightbladdercancer.co.uk

To find more about
being a Bladder Buddy,
please email us at
BladderBuddies@
fightbladdercancer.
co.uk and we will send
you an information
pack about the
application process
and how we would
support you in the role.

FBC ON THE RADIO AND IN
THE NEWSPAPERS!

If you have any contacts with local or national
media who might help us spread the word, email:
Dr Ellie Cannon

media@fightbladdercancer.co.uk
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THE LATEST NEWS FROM FIGHT BLADDER CANCER

RESEARCH

GROWTH

CHANGING THE FUTURE

SHAPING BLADDER
CANCER RESEARCH

Following a governance review,
we decided to increase the number
of trustees of Fight Bladder Cancer
and we are proud to announce that
we now have Professor Jim Catto
(urologist) and Dr Alison Birtle
(oncologist) joining the existing
team. This now means that the
board of trustees is made up of
3 bladder cancer patients, 2 carers,
a specialist nurse, an oncologist
and a urologist.

FBC has been involved in research
for three years mostly via our work
as part of the NCRI Bladder Cancer
Clinical Studies Group. By working
with the CSG and its two specialist
sub-groups, FBC has been able to help
shape bladder cancer research and to
ensure that there is a strong patient
voice at every decision. The last year
has seen a significant increase in
research studies into bladder cancer
and FBC is proud to have taken an
active role in many trials including
the ATLANTIS, POUT, Life & Bladder
Cancer and the Q-ABC trials.

NEW TREATMENTS
This year has also seen significant
activity in the assessment of new
treatments for bladder cancer. Mostly
linked to the new immunotherapy
oncology treatments, FBC has
provided expert patient insight
to NICE, the Scottish Medicines
Consortium (SMC) and for the
European Medicines Agency (EMA).

This year, FBC has championed
a large international research survey
of people with bladder cancer about
awareness, symptoms, treatment and
support.
Part of our ongoing collaboration
with the ECPC, the study is to
understand the personal experience
of people affected by bladder
cancer, as it is largely unknown.
The core of the study has been to
survey the experience of people
with bladder cancer using a
structured questionnaire.
The study was designed jointly
by Fight Bladder Cancer and the
European Cancer Patient Coalition,
in collaboration with the Bladder
Cancer Advocacy Network USA, the
Norwegian Bladder Cancer Society
(Blærekreftforeningen), the Italian
Bladder Cancer Society (Pazienti Liberi
dalle Neoplasie Uroteliali), and Bladder
Cancer Canada. The English version of
the survey was initially disseminated
electronically to people living in the
USA, United Kingdom, Canada, New
Zealand, Ireland, Australia, and India
and has now been translated into
Finnish, French, Greek, Italian, Italian,
Norwegian, and Spanish.
We will be publishing the full
results of this research in a later
edition of FIGHT magazine.

All previous editions of the
magazine are available to buy
for download at our shop:
fightbaddercancer.co.uk/shop
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Working to change policy on
prevention, diagnosis and treatment
of bladder cancer is equally
important to us as the other three
objectives of our charity. Alongside
our work with NICE, SMC and the
EMA we have continued to work
with other national and international
bodies including the British
Association of Urological Surgeons,
the British Association of Urological

Nurses, the European Association
of Urologists, and the ECPC to
shape policy at a high level. FBC has
attended the annual conferences of
all four of these organisations to help
explain our suggestions on policies.
Our work with the NCRI consumer
representative group has also
allowed us to participate within the
national cancer strategy including
a strong campaign for the patient
involvement in clinical trials.

24/7 SUPPORT,
365 DAYS A YEAR
Over the last six years we
have helped more than 5,000
people on our Confidential
Support Forum. The forum
is a core component of our
patient and carer support
services with a strong
community of people affected
by bladder cancer. Patient,
carer, family or best friend,
the forum is there for you to
get and give support.

BLADDER BUDDIES
ECPC COLLABORATION

You can find out more
about immune checkpoint
inhibition for bladder
cancer patients with urinary
bladder cancer in our first
edition, or the effect of the
groundbreaking Genome
Project in FIGHT #3.

Giving you support

SHAPING POLICY

Not everyone is happy to talk
and ask questions within our
confidential forum, so we
provide a nationwide Bladder
Buddy Service where we
match people up on a oneto-one basis with someone
who has been in the same
situation or has had the same
treatment. Someone to talk to
privately, either on the phone
or over a coffee, about worries
or concerns, treatments and
side-effects.

Prof Jim Catto

LOCAL SUPPORT GROUPS
Dr Alison Birtle

The FBC team are also supported
by an expert medical advisory
panel and we are very pleased to
announce that Hugh Mostafid has
joined the panel as a specialist
bladder cancer urologist.

Hugh Mostafid

ADDRESSING CHALLENGES IN BLADDER CANCER
As you may be aware, people diagnosed with bladder cancer face a
number of significant challenges, including a complex, prolonged care
pathway and high recurrence rates that frequently require intensive
ongoing surveillance. However, bladder cancer has long been widely
under-prioritised relative to its impact on individual patient lives and
relative to the economic burden it places on the NHS. Indeed, it has the
highest recurrence rate of any known cancer, which can, in turn, place an
immense burden on the patients, their families and the health service.
In the light of these challenges, we joined a recently convened, expert
round table – attended by clinicians, health charity representatives and
clinical nurse specialists – to explore how services could be improved.
Following the round table, the group is now publishing a report making a
series of key recommendations. These include putting in place measures
to ensure that patients are more routinely signposted to high-quality
sources of information and support; training greater numbers of clinical
nurse specialists to care specifically for people with bladder cancer; and
using e-learning tools and other methods to help GPs better understand
the variety of symptoms that bladder cancer patients can present with.

Fight Bladder Cancer started
as a small local support
group so we know the value
of face-to-face interaction
with fellow patients. We have
launched a linked network
of local support groups that
offer a more sustainable group
support service to the bladder
cancer community. Contact
the FBC office to find your
nearest support group.

Find out
more about
how we can
support you at
fightbladdercancer.co.uk/
get-help
77

Rage against the machine?

Bladder removal (radical cystectomy or RC) is a common and
necessary treatment for many bladder cancers. There are two
stages to the operation and many individual steps for each
stage. The first stage is to remove the cancer. This usually
includes removing the whole bladder, the adjoining organs
(such as prostate in men, uterus in women) and the nearby
lymph nodes. The second stage is to reconstruct urinary
drainage either into an external stoma (ileal conduit/urostomy),
a neobladder or through another route.

The
STUDY

As anyone who has undergone a
radical cystectomy will tell you,
this is a major operation with
many complications. Thankfully,
most complications are minor
and most patients recover
without major problems.
However, our patients tell
us that it can take three to
six months to fully recover
their strength and quality of
life. To reduce complications and
speed up recovery, many surgical
teams have adapted care pathways
after cystectomy. One of the most
successful approaches is to use
Enhanced Recovery Pathways. (Find
out more about Enhanced Recovery
Pathways in FIGHT #2.)

to compare
Open or
Robotic Radical
Cystectomy

Robot-assisted surgery

Surgeons are looking for suitable volunteers
for clinical trials to compare open surgery with
robot-assisted surgery for radical cystectomy.

ARTICLE
JIM CATTO
Prof of Urological
Surgery, University of
Sheffield & JOHN KELLY,
University College
London Hospital
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Robot-assisted radical cystectomy
may improve recovery even further.
With robotic surgery, the surgeon
uses several small incisions (key
holes/laparoscopy) to operate rather
than one larger incision (as used
in open radical cystectomy). Each
keyhole incision (typically five or
six are used) is around 1cm (1/2in).
A surgical port is inserted through
each incision and a variety of surgical
instruments used within each port.
For the patient, we think keyhole
surgery is less traumatic and may
speed up recovery. It is clear that
there is less blood loss with keyhole
surgery and maybe less pain after the
operation. However, robotic surgery is
technically challenging to undertake
and so may take longer. This will
affect recovery. Furthermore, the
multiple small incisions are probably

of similar size to the single open
operation incision and so the trauma
(and pain) may be the same. Finally,
there are some concerns that the
cancer cure rates could be affected by
keyhole surgery.

Clinical trials
In medicine, we use clinical trials to
compare treatments. Trials usually
take two (or more) treatments and
directly compare their outcomes in
similar patients. To ensure patients
undergoing both treatments are
similar, we must randomly assign
patients to each arm. This is
necessary, as often fitter, healthier
patients with less invasive cancers
may choose different options
to others. This would make the
treatments appear different, even
when they are not.
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Combating
Bladder Cancer
with Hyperthermia

“HIVEC™ offers a new treatment option for patients with
high and intermediate risk Bladder Cancer. For patients
where BCG is not tolerated, not available or has failed,
HIVEC™ offers a promising well tolerated alternative
bladder preserving treatment in selected patients.”
Mr D Wilby, Consultant Urologist, Portsmouth General Hospitals NHS Trust.

HIVEC
HIV010-02EN1117

TM

Recently presented data at the Global Congress on
Bladder Cancer cited COMBAT HIVEC™ treatment as an
effective and well tolerated option for BCG unresponsive or
intolerant patients, or those unfit or unwilling to undergo a
radical cystectomy. Data presented from hospitals in the UK,
Spain and Netherlands, all acknowleded the need for large
scale randomised data in this area.

This is a Combat Medical advertisement

This study is important for many reasons
and we invite you to join.
For the first time, we will directly compare
these two treatments and find out how they
differ. Both are excellent, safe procedures and
it is likely that the differences are small but
they may be important. The trial will show
that we can compare the two, see how patients
recover after surgery and what we should do
in the future. It is through trials that medical
advances occur.

Fight Bla
dder Ca
nc

Fight Bladder Cancer
from the charity

It is through trials
that medical
advances occur.
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We are now comparing open
and robotic radical cystectomy
in a clinical trial. The trial,
called Imaging and Radiation
Oncology (iROC), will assign
320 patients to either approach
and compare their recovery,
the costs and their outcomes.
This is necessary, as the NHS
in England does not have
evidence to show there is a
role for robotic bladder surgery
and is considering no longer
funding this approach. In iROC,
we will look at the safety of both
operations, the complications
and how long it takes to regain
quality of life after surgery. To
measure recovery, we will look
at how quickly patients get
home (discharge) after surgery,
how often they come back into
hospital (called readmission),
and then how long it takes to
resume normal activity levels.
To measure activity, patients
will wear activity trackers
(like FitBits), undertake short
exercises (standing up from
sitting for 30 seconds) and
complete questionnaires about
how well they feel. Health
economists will also measure
how much each procedure
costs and what are the benefits
to the NHS.

# 02

COMBAT has recently completed recruitment
of 339 randomised patients on the HIVEC I trial.

For further information on HIVEC™ and to see
recently presented data in more detail, please
contact us directly or visit www.hivec.co.uk
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‘IRONMAN’
Until 2012 I was just getting on with my life
as others do, and having passed 50 in that
year I had my fair share of what I considered
to be ageing niggles, which in the main I just
accepted. However, I had been experiencing
acute stomach cramps and some intermittent
pain while peeing and, not surprisingly, I was
a bit concerned.
Several trips to the doctor followed by CT,
ultrasound and MRI scans didn’t reveal anything
and the likely diagnosis was looking like irritable
bowel syndrome, which is what you have when
every other condition has been eliminated!
Anyway, the consultant decided to take a peek
inside my bladder, going in with a camera where
they should never be allowed to go! At the time
the consultant did mention a reddish rash on
my bladder wall, but suggested it could just be
old infection scar, which I thought nothing of.
In consequence, I was totally oblivious of what
was to come. So much so that when I went for the
final test results, my wife waited on a bench in the
sun reading a book, while I went to find out what
they had to say.
Less than an hour later, I was holding back
the tears as I walked back towards her, trying to
think of how to break the news to her, and later
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ARTICLE
PAUL PLESTED
FBC forum member

If you think from the title that
I see myself as a self-proclaimed
or deluded superhero, you’d
be wrong. In reality I’m just an
middle-aged guy whose health
unexpectedly took a turn for the
worse, but who has been lucky
enough not to be beaten by it.
to the family, that I had an early but potentially
aggressive form of cancer, known as cancer in
situ (CIS), which was described as a moss-like
covering of the bladder wall. Until that day I didn’t
even know you could get cancer of the bladder!

I become a Neoman
After a few dark days, not helped by Google, in
September 2012 I was back in hospital having
my first of six rounds of BCG, which is a vaccine
typically used to treat tuberculosis, but which has
also been successful in kicking bladder cancer
into the long grass. Get this done and my life
would get back to normal … or so I thought! Alas,
BCG didn’t work for me and in the February of
2013 I was given a choice.

13

My options were trying BCG again, which was
less likely to work second time around, or having
my bladder removed, with the choice of a stoma
and an external bag to collect my urine, or a new
bladder (neobladder) created from a section of
bowel, all of which remained inside my abdomen.
What a choice!
Long story short, I was in hospital in late
March having my perfectly functioning but
cancer-scarred bladder removed, then replaced
by a new internal bladder plumbed into my
existing tubes. To say it was a tough time is an
understatement. The operation lasted six hours
and I was in hospital for ten days, finally making
it home to start the recovery proper on my fiftyfirst birthday as a Neoman.

Mortality and marathons
I’ve always been active and, in the years prior to
my operation, both my wife and I had become
regular runners, and I actually took part in
my first marathon part way through my BCG
treatment. It wasn’t quick, but it gave me a

focus. Also at that time I was just thinking about
following my wife’s lead and taking up triathlon
(swim, cycle, run), even though until then I’d only
ever swum breaststroke.
One thing that a significant life challenge
brings – be it a health scare, an accident or the
loss of loved ones – is a focus on your own
mortality. This certainly happened to me. So I bit
the bullet and ‘dived’ into learning front crawl,
although this was put on ice whilst I had my
bladder removed.
Once home from hospital in the April, I set
myself the target of doing my first triathlon by the
September, even though I wasn’t running, if you
can call it that, until the July. By the September,
though, I was fit enough to do my first shortdistance event, which included a 750-metre
(1/2-mile) river swim, thankfully downstream,
a 12-mile (19-km) bike ride and a 3-mile (5-km)
run. To my surprise, I managed to complete it and
so began my post-op new life of triathlon. Since
then, my wife and I have both embraced triathlon
and it has become a way of life for us.

So what have I learned over the
last few years? Plenty – but these
three things stand out!
∞∞ L
 ife isn’t fair, so don’t waste
time and energy dissecting it.
Deal with what’s in front of you,
be it good or bad.
∞∞ D
 on’t put things off, particularly
regarding your own health, but
in life in general.
∞∞ W
 e are all capable of pushing
our own boundaries, whatever
they are. It’s just a matter of
wanting to.
Or perhaps it should be four things:
hospital food is an acquired taste!

AND IRONMAN IS BORN
So in the August, I accepted the
biggest self-inflicted challenge
of my life when I took part in the
Ironman Triathlon in Copenhagen.
This involved a 2.4-mile (4-km)
swim, followed by 112 miles
(180 km) on the bike, culminating
in a 26.2-mile (42-km) run/shuffle
– a marathon.
I went into training and worked
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hard at it for the months before the
race so I was as prepared as I could be.
But it was a tough day, as you might
imagine. I had set myself a target,
though, and I managed to complete
the event in under 13 hours: 12:38:40
to be precise. The swim and bike legs
were good. The run was hell! But I
stuck at it even though I was wrecked
by the finish line. But, once I had

recovered a bit, the sense of
achievement was immense and,
much to my own surprise, I’ve
already signed up to do it all again
next year!
As for the Neo, it coped well
and was actually an advantage as it
allowed me a controlled ‘leak’ rather
than having to stop for a pee on the
cycle leg!

Once I had recovered a bit,
the sense of achievement
was immense and, much
to my own surprise, I’ve
already signed up to do it
all again next year!

Do you have an inspirational story to share with
others affected by bladder cancer? Drop us a line:
info@fightbladdercancer.co.uk
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I’D LIKE YOU TO MEET MY

DAD, CLIVE MCGHIE

ARTICLE
HAZEL MCGHIE
FBC forum member

My Dad was the best man I have ever, or will ever
know and I hope that this article goes some way to
showcasing what an inspiration he was and still is.
I would like to introduce you
to my family: my Dad, my
Mum, my brother Scott, and
me. We have always been
extremely tight-knit and
that made for an incredibly
happy childhood. I was
always particularly close to
my Dad, appreciating him as
a friend as much as a parent.
I loved the way he loved my
Mum; I admired how hard
he worked; I respected his
patience and integrity; and I
simply adored him for all the
laughs, support and love he
gave to my brother and me.
The grief we all feel in losing
him is something I find
very difficult to bear, but we
channel my Dad’s strength
and power through it.

Nothing to worry
about?
About four and a half years
ago, my Dad came down the
stairs and mentioned to my
Mum that he had noticed
some tiny blood clots in
his urine. He very quickly
made an appointment with
the doctor who said it was
probably nothing to worry
about but they would send
him for a cystoscopy ‘to be
on the safe side’. A couple of
months later, Dad attended
the appointment and, despite
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bleeding again between times,
was told there was nothing
there. He came home, relieved,
and put it all down to a burst
blood vessel or something
similar.
But then in August 2013
he was hospitalised for almost
a week as blood clots were
completely stopping his ability
to pass water. The tumour had
started to break apart as it grew
into, and out of, his bladder.
Dad had a scan which
showed the cancer had broken
through his bladder wall and
the cells had spread into his
lymphatic system. At this point,
he was told, ‘it’s a shame it
didn’t bleed sooner’, but it had –
months before.

in the UK.
Shockingly, 0%
of the UK cancer
research budget
goes towards it.
I desperately
researched
relevant
immunotherapy clinical trials,
of which there were a few, but
they were very much in their
infancy.
So now, my Mum doesn’t
have her husband, Scott and I
don’t have our Dad, my uncle
doesn’t have his brother and
countless people have lost their
friend. But most of all, my Dad
doesn’t have all of us.

Three years of
procedures

However, being my father’s
daughter, I tried my best to
channel his unwavering
optimism and decided to take
action! With a view to ensuring
some good could come out of
something rotten, my Mum,
brother and I decided to start
up a memorial fund in my
Dad’s name: The Clive McGhie
Research Fund.

My brave Dad optimistically
endured three years of surgery,
chemotherapy, radiotherapy,
pain and deterioration. The
drugs and procedures for his
disease were 30 years out of
date, despite bladder cancer
being in the ‘Top Ten’ cancers

Taking on a challenge

So now, my Mum doesn’t have her husband,
Scott and I don’t have our Dad, my uncle
doesn’t have his brother and countless
people have lost their friend.
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The blisters had well and
truly established themselves
and the midgie bites were
getting itchy. So you may be
surprised to hear that I can
honestly say I don’t think any
of us would have had it any
other way. What a brilliant time
we had: chatting, telling jokes,
playing games and betting on
who would fall first!
Despite the physical
challenges, as the days
progressed we enjoyed
ourselves more and more. The
sore legs and tiredness got
worse but the good times got
better! We saw some absolutely
stunning landscapes including
the Rannoch Moor, Glencoe,
Ben Nevis and Kinlochleven.
The climb up the Devil’s
Staircase was, I’m sure all of
us agreed, one of the most
challenging sections of the

We are determined to raise the profile of this disease so
that it is widely known both by the public and by the
medical profession that blood in urine should be treated
swiftly as though it is, or could be, bladder cancer.
We also very much hope to
have a positive impact on the
development of new, kinder
treatments to improve the
experience of those who will
be diagnosed in the future.
In this way, my Dad’s name
will forever be associated with
improving lives.
My brother and I wanted
to organise something big
and exciting for our first
fundraising event to catch
people’s attention and raise
as much money as possible.
We decided to do a sponsored
walk … and what better walk
to do than the West Highland
Way? We recruited a group
of volunteers made up of our
wonderful family and friends.
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Initially I wanted it to be as
challenging as possible and
so suggested we do it in three
days. This, as it turns out, is
pretty much impossible unless
you have a professional level
of fitness and endurance!
I think I would also have
ended up doing it by myself!
So, we decided to take on the
challenge of walking the 100mile (160-km) route in five
days.

From sunshine to
rainbows
So on 2 August 2017, all
stocked up on midgie spray,
blister plasters and waterproof
clothing, our group met at
Milngavie Train Station with

our Fight Bladder Cancer
colours on – in the form of
orange head and wrist bands –
and set off for day one. This was
a relatively easy path to follow
and we were very lucky with the
weather. The day culminated
in the climb and descent of
Conic Hill, giving beautiful
views of Loch Lomond. We were
all very proud of ourselves for
completing the 20 miles (32 km)
and chatted over dinner about
how we hoped the rest of the
week would be similar.
I cannot begin to explain
how much our hopes were
dashed when we started day
two! In the absolute pouring
rain, we were dropped off
at Balmaha and spent the
following eleven hours picking
precarious paths across wet
rocks and tree roots, climbing
hills and leaping across rivers.
I don’t think any of us had been
so happy to see a warm shower
and a burger that evening!

walk. But when we got to the
top we were at the summit of an
incredible mountain range and
from where we stood, we could
look down on the rainbows
below us.
On day five, on the approach
to the finish line at Fort William,
I found myself exhausted
and sore but genuinely not
wanting it to end. I realised
that it had become one of the
best experiences of my life and
I felt incredibly lucky to have
people willing to undertake
such a challenge with Scott and
me in my Dad’s memory. We
saw the finish line and joined
arms to run across as a team; an
indescribable feeling!
We raised the incredible
sum of almost £5,000 and
the total is still rising! We feel
so proud to have challenged
ourselves in this way and look

forward to continuing to raise
money in our Dad’s name.

Looking forward
I was about to write, ‘looking
back on all the times I felt like
giving up’, but in all honesty
I didn’t feel like that once.
What my Dad had to persevere
through far, far outweighed
the challenge of walking a few
miles. I don’t think any of us
would ever have dropped out
because we remembered who
we were doing it for, and we
knew that he was worth it.

I realised that it had become one
of the best experiences of my life
and I felt incredibly lucky to have
people willing to undertake such
a challenge with Scott and me in
my Dad’s memory.

I hope that this will be the first in a long line of projects and
undertakings that my family organise and look forward to
improving the lives of those caught up in this awful disease.
Here’s to the next challenge and here’s to you, Dad!
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My wife, Corrina, became ill around
her 40th birthday and was finally
diagnosed with bladder cancer
nearly two years later in 2011.
She was relieved to finally get a
diagnosis. I was mortified. I felt sick.
When the consultant said how sorry
he was and how he’d look after her
for life, all I could think was, ‘how
long will that be?’.
Corrina isn’t just my wife, the
mother of our children, she’s my
best friend. We were friends for years
before we got together, and although
I tried to support her, it didn’t seem
enough with everything she had to
go through. I think we both felt quite
alone and isolated during her battle,
until in 2016, we found the wonderful
Fight Bladder Cancer support group!
I don’t know how to praise FBC
enough. It gave us a link to so many
people with advice and support that
we didn’t feel alone any more. So here
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was my chance to
give something back.

The wonderful thing about
Tiggers
The skydive was an amazing
experience I shall never forget. I
was surprised and so pleased, too,
that they let me jump in the Tigger
outfit in memory of Mandi ‘Tigger’
Cracknell! It was great to have been
able to go up with my jump buddy,
Colin. I feel a real bond now!
The jump itself was phenomenal.
The rickety plane to go up in was

Mutual inspiration gave four intrepid members
of our FBC team the courage to do something
amazing. Here they share what it felt like for
them to jump out of a plane at 13,000 feet
and what inspired them to do it in the
first place.
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ROBIN’S

STORY

Four people, three bladder cancer
patients and two bladders

For everyone who has lost
someone or who is going
through tough times, we
were thinking of you all.
an experience in itself – it appeared
to be held together with gaffer tape!
Then leaning out, dropping from
the plane and freefalling through
the clouds was exhilarating. The
parachute opened and the feeling
of tranquility and the amazing view
was unbelievable. However, I could
have done without the spinning the
instructor insisted on doing (green is
not the FBC colour)!
I would definitely jump again
though and recommend it to anyone.
For everyone who has lost
someone or who is going through
tough times, we were thinking of you
all. So to everybody who supported
us, I thank you.
Wee really are family.

ROS’S

STORY
I had never given a skydive a
thought. Mind you, I’d never heard of
bladder cancer either until the doctor
said I had it. 21 December 2010 was
the day I thought my life had ended.
Up until July that year I’d been fine
but then I had symptoms of a UTI:
urgency to wee and my urine had
a strange smell. After various tests
and clear results over the course of
six weeks, eventually, my doctor said
maybe I had kidney stones and sent
me for a scan ... it never occurred to
me that I might get a phone call the
same day ...

A bag for life
My life with bladder cancer had started
and in February 2011 I had my bladder
removed and I now have a stoma.
My life had fundamentally changed.
Would life ever be ‘normal’ again?
It took a good few months to
start to feel better and adjust to the
fact that having a ‘bag for life’ meant
something different to me. Sadly, at
this time I was alone. I had friends
and family but no-one knew exactly
how I felt.

At last I had buddies who knew
how I felt. It took me a while to pluck
up the courage to join in but it was so
worth it. Being able to talk to people
who knew what it was like and could
understand how you were feeling is
so important. When I was reaching
the five-year mark since my operation
I had a tattoo which reminds me how
far I’ve come and also in memory of
those buddies no longer with us.
I have always loved knitting and
now I have a new reason for knitting
as, thanks to my buddy Alison, we
now knit to fundraise for FBC. It’s
been so much fun thinking of new
ideas.

ARTICLE
ROS BRUCE, COLIN DIMENT,
ROBIN FEAST & SUE SOUTHWAY
FBC forum members and supporters

I had all my buddies with
me so I wasn’t scared.
Also the FBC get-togethers are
amazing. It’s so good to meet up with
fellow bladder buddies. It really helps.
It is so true that ‘Wee are Family’ and
we are all there to help each other, no
matter what.

Perhaps it was the drink!
It was at a Bournemouth social event
in October 2016 that we started
talking about a skydive. Perhaps it
was the drink but I said yes!
So on 9 August 2017 at Salisbury
with the Red Devils I jumped out of a
plane! If I didn’t have bladder cancer,
I wouldn’t have had the reason or
opportunity to do this.
What can I say? it was awesome
– so peaceful and quiet up in the sky.
I had all my buddies with me so I
wasn’t scared.

The turning point
Eventually, I came across a few
groups on Facebook, including the
Fight Bladder Cancer confidential
support forum. Joining that was the
best thing I ever did.
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COLIN’S

STORY
Shaking a tin in the high
street may have been an
easier option but I wanted
to set myself a challenge.
Fortunately for me, my tumour was a
G1pTa and I have had no recurrence
so far since my TURBT in October
2016. My first encounter with the
Fight Bladder Cancer charity was
seeing a flyer on the notice board
in the urology department at St
Helen’s Hospital. I read through
the information on the website and
it gave me a great deal of insight
into the disease. I joined the online
forum shortly afterwards and
received a lot of support from peers.
Deciding to take part in the
skydive was a bit of a spur-of-themoment decision. I saw a post on the
support page while I was waiting for
a date for my TURBT back in 2016. I
wanted to have something to aim for
and I wanted to raise money for FBC.
A skydive seemed to fit the bill. I had
10 months to prepare.

And the weather today will
be ... rain
Our team of four – Ros, Sue, Robin
and I – arrived at the airfield on
the designated morning only to be
greeted by low cloud and rain – not
ideal! We checked in and undertook
the straightforward training
nonetheless but the clouds didn’t lift
and the rain just wouldn’t let up so
the skydive was postponed.
One place was available for
the following day and, as Ros had
travelled the furthest, she was given
the place. On the morning itself,
two more places became available
so Robin and I were also given the
opportunity to jump, with Sue given
a date in September.
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Clear and calm
Under a clear and calm sky with
some wisps of cloud, the airfield was
a hive of activity, in stark contrast to
the previous day. There were people
jumping for fun, presumably to tick
the tandem skydive off their bucket
list, and groups jumping for their
chosen charities.
A slight delay to the schedule
occurred when one of the first
jumpers (from another group)
sustained an ankle injury. The sight
of an ambulance entering the airfield
reminded us of the risky nature of
skydiving. We ran over in our heads
the correct procedure for landing:
lift legs up and allow the tandem
instructor to get his legs down first.

experience. Taking off
from a grass runway was
interesting and we knew
we were airborne when the
aeroplane stopped bouncing.
The aeroplane climbed slowly
and circled to the required
altitude (13,500ft/4,000m).
Looking out of the window on
the way up was quite scenic as
we could see as far as the Isle
of Wight. Once we reached the
altitude, the green light came
on and the door was opened. Exiting
the aeroplane is like nothing else
I’ve ever done. Basically it involves
shuffling along the bench and then
sitting on the edge of the aeroplane
with your legs dangling outside. The
tandem instructor pushed forwards
and then we were airborne.

Simply spectacular
The freefall experience is difficult
to describe. Falling to earth at
120mph (193kph) is quite an aweinspiring experience. The rush
of air is incredible and the views
were spectacular. Once the chute is
deployed there is a noticeable rate of
deceleration. Then the sensation is
one of gliding silently to earth.

Now it’s getting real
There is quite a bit of waiting around
(and staring at the sky) involved
with skydiving. Jumpers are given
a schedule and the whole system
works quite efficiently. When we
were called, we headed off into a
marquee to be fitted with the harness
and jumpsuit, and have everything
checked by our instructor to make
sure our harnesses were fitted and
adjusted correctly. From there, it was
only a short wait before we headed to
the holding area to board the flight.
Boarding the aeroplane was quite
a surreal and tense experience. The
aeroplane had very few creature
comforts apart from two bench seats
and a large door on the rear left side.
Jumpers sit backwards on the bench
seats in front of their instructors.
The flight itself was quite an

SUE’S

STORY
One thing I always said I would never
do it was jump out of an aeroplane
but – as you’ve already gathered
– that is just what I have done
along with three friends and fellow
members of Fight Bladder Cancer.

So what made me do it?
In 2013 I had been experiencing
increasing urgency and frequency
of weeing, and every now and then it
could be a bit painful with a tiny bit
of blood on the loo paper. My doctor
thought I had a bladder stone so I just
carried on. In May 2014, however I
found that I was weeing blood. I knew
that wasn’t a urinary tract infection
(UTI). I went back to my GP, and I was
sent for an urgent cystoscopy.
Despite the fact that the word
‘cancer’ was lurking at the back of
my mind, it was still a shock to see
two small tumours on the screen.
Fortunately, I was assured they could
easily be removed. TURBT followed
and the tumours were removed but
they found Carcinoma in situ (CIS),
and my diagnosis was T1G3, noninvasive but high-grade aggressive.
I had the first of several CT scans and
BCG treatment was advised.

Being there for my family

The team has raised £9,083
(including Gift Aid) so far
for Fight Bladder Cancer
and we are grateful for all
the donations that have
been received.

It was during this process that I
discovered Fight Bladder Cancer and
joined the Facebook group. What a
relief to find that I was not alone –
there were others going through the
same journey as I was and I could
talk to them! Just before I started the
BCG, I decided I was not going to let
cancer beat me and that I would retire.
I wanted to be there for my family.
I finished the six BCG treatments
and in January 2015 went in for a
biopsy. Sadly the BCG had made little
impression on the CIS – not what I
was hoping to hear. I discussed my
options with the team: radiotherapy
or radical cystectomy (RC).

Once again, FBC was such
a help as so many have been
faced with the same choice
and shared their experiences.
I opted for a radical cystectomy
including a full hysterectomy, and
chose to have a stoma and bag.

A positive attitude helped
I was on a fast track to recovery
programme, being fit and healthy
apart from the cancer, and apparently
I had a positive attitude! The operation
was on 15 April and I was home
in five days. The first four weeks
were hard, waiting for the bowels to
settle down and getting used to my
stoma and bag, but things improved
and I was driving at six weeks post
op. At ten weeks post op we had a
family holiday, my stoma behaved
impeccably and by that time I had got
used to the bag-changing routine. At
my first post-op CT scan it was an all
clear, and I have since had two more.
Life was good. I stayed in the FBC
Facebook group as it is nice to be able
to help others starting their journey.
I also felt that a lot of the members had
become friends, and in early 2016 I
had a chance to meet some in person.
My hubby and I had also visited the
Wee Bookshop and Café in Chinnor
and met Andrew Winterbottom.
I had spent much of my working
life employed by conservation
charities and I know how hard it is to
raise funds so when it was suggested
that some of us based on the south
coast should organise a get-together
to raise money, I was happy to help.
It was a lovely evening, I met more
group members and during the course
of the evening the idea of doing a
skydive to raise funds was mentioned.
Somehow I found myself saying that
I would be happy, yes, happy, to take
part! What was I thinking?

Up and away
A date was put forward and we
found we were jumping with the
Red Devils! The four of us in the team
– Ros, Robin, Colin and I – began
fundraising in earnest.

Sadly, the month before the jump, our
friend and support group member,
Mandi Cracknell, died suddenly. We
were devastated. But it gave us an
extra impetus to succeed and the
skydive was renamed in her honour.

Rain stopped play
The big day arrived with dark clouds
and torrential rain! A lot of group and
family members had come to support
us from as far afield as Scotland, but
the day was a washout. There were
three spaces available the next day so,
as the others had travelled further and
I’m local, I offered to rebook. It was a
beautiful day, sunny and hot – such a
contrast! And it was fantastic to watch
them jump. I was disappointed that I
had to wait – but only until September.

What an adrenaline rush
The day arrived, the early mist cleared
and we were all set for the day. I was
all kitted out and ready as the third
flight took off. The Red Devils were
brilliant and made us all feel really
confident. Finally it was time. Onto
the plane and rapidly up to 12,800ft
(3,900m). The door opened, Tom and I
were last to go and then we were out.
After an unnerving somersault and
spin around, we hurtled down – you
can really feel the air pressing on you
– and at 5,000ft (1,500m) the chute
opened and Tom did a
few nifty manoeuvres,
then he let me steer
for a bit, with his
help, while we took
in the spectacular
view. Then suddenly
the ground was
approaching and we
were down! What an
adrenaline rush!
I had vowed it was something I
would never do but I’d done it. Would
I do it again? Probably!

What a relief to find there
were others going through
the same journey as I was!
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Our Kilimanjaro
challenge
My daughter, Jessica, and I decided to climb Kilimanjaro in
memory of our dear family friend, Brian Worrall, who sadly
passed away from bladder cancer in 2015. Brian was a hugely
inspirational man and this seemed a fitting challenge for
someone whose personality was as big as this mountain.
When looking for a challenge, there has to be a balance. We wanted to do something
that would be a fitting tribute to Brian but, not being experienced climbers
ourselves, we needed something that was relatively accessible and did not require
too many technical skills but was still rated as a very challenging climb.

Kilimanjaro seemed the perfect choice
We chose Exodus Travel to help us organise the
trip and they took care of all the details. They
were exceptional and very well organised. As we
descended into Kilimanjaro airport, we could see
the summit of the mountain above the clouds –
awe-inspiring and slightly terrifying! – but we
had a real sense of adventure as we met up with
the group of 15 strangers to set off on our trip.
In no time at all, we felt as though we had known
each other for ages and all of us – together with
the amazing guides, porters and cook – felt like
a real unit throughout the trip.
Our route up the mountain, the Rongai route,
would take us six days, working our way up the
side of the mountain and camping each night.
I won’t say it was easy, but the camaraderie was
brilliant and helped to keep us going.
Despite all of us taking precautions, a
headache, lack of appetite and faint nausea on
the third day signalled mild altitude sickness, but
fortunately it was an inconvenience that wasn’t
going to stand in the way of reaching the summit.

Sadly, that wasn’t the case for three of our group,
as only 12 of us made it to the top.
What a wonderful experience! Despite the
effects of altitude making hard work even harder,
to stand on the summit of Kilimanjaro as the
sun rose was very emotional for all of us – such
amazing views and such a fantastic feeling of
achievement.
By that night, the low oxygen, the cold and the
snow took their toll and we were exhausted, and
the long, two-day decent to the Marangu Gate
was hard on feet and legs. But we made it!
Although this climb was a huge physical
effort for the both of us, we were spurred on by
thoughts of Brian and all the good people who
had supported us and generously donated to our
chosen charities, Fight Bladder Cancer and the
Severn Hospice. Our thanks go to you all.
I couldn’t pick an outstanding memory.
The whole trip was wonderful and I would do it
all again – before I get too old!

What a wonderful experience! Despite the effects of altitude making
hard work even harder, to stand on the summit of Kilimanjaro
as the sun rose was very emotional for all of us.
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A YEAR OF
GROWTH

On the
following pages,
we give you a
snapshot of our
Report & Accounts
for 2016–17.

ARTICLE
ANDREW WINTERBOTTOM
FBC Founder & CEO

FOUNDER’S MESSAGE
2016–17 – Big Steps Forward for Fight Bladder Cancer

As a registered charity, Fight Bladder Cancer formally reports on our
activities each year and these details are lodged with the Charity
Commissioners once they have been independently examined.

From the inception of our charity back in late 2009, we have
worked on clearly defined objectives covering the areas of support,
awareness, research and shaping policy. Building on the work of
previous years, 2016–17 saw income of £134,000 from generous
supporters and friends, which has enabled us to grow our activities
across all objectives and really make a difference for bladder cancer
patients now and into the future.

CHAIRMAN’S STATEMENT
I am delighted to be introducing this Annual
Review, Report and Accounts for the first time as
the new Chair of Fight Bladder Cancer. I would
like to thank my predecessor, Tracy Staskevich,
for leading the charity most impressively
through its formative years since 2009.
The twelve months of impact, growth and
achievement presented in this Annual Review
and Accounts are evidence that Fight Bladder
Cancer is making a dramatic difference to
the lives of people affected by bladder cancer.
The increase in activities and outputs this
year has been quite extraordinary and my
congratulations go to Andrew Winterbottom, our
Founder and Director, and his growing team of
staff and volunteers based both in Oxfordshire
at the charity’s central hub, as well as around the
UK. 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 is impressive and we
wouldn’t, quite frankly, be here without you.
The charity’s roots are firmly in being a
patient-led organisation. With this in-built
expertise it continues to set strategic priorities
according to four pillars for success: offering
support; building awareness; influencing and
funding research; and shaping policy.
ARTICLE
JOHN HESTER
Chair of FBC trustees
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I continue to be amazed how much is
achieved by Fight Bladder Cancer on such
minimal resources. Over £134,000 was raised
this year and the team has made it stretch so far,
as you will read here. Mindful that with bladder
cancer still so under-researched, under-reported
and lacking the awareness and support of other
cancers, Fight Bladder Cancer will be investing
further in its fundraising and awarenessraising capacity in the coming year in order
to grow its services and reach many more
people affected by bladder cancer. Given the
enormously positive response to our services we
are receiving from patients and carers, and the
regular and growing reports of need we receive
from medical professionals,
we are confident that investment in Fight
Bladder Cancer’s service delivery and
fundraising capacity is a vital part of our
strategy to underpin long-term growth and
financial sustainability.
I am looking forward to 2018–19 being
another year of success and growth and hope
to meet many of you – dedicated patients and
carers, supporters and friends – as we all work
so hard together to improve the outcomes and
quality of life for people affected by bladder
cancer.

BIG STEPS
FORWARD

2016–17 – A Year of Growth and Impact for Fight Bladder Cancer

This report provides a summary of the charity’s most significant
achievements and impact this year, which are difficult to squeeze
into just a few pages! My own observations, based on the comments
and feedback I receive from so many patients, carers and medical
professionals, is that Fight Bladder Cancer has achieved a credible
status as THE bladder cancer patient advocacy charity that
represents the whole bladder cancer community of patients, carers,
clinicians, researchers and those responsible for policy.
It is the fields of research and shaping policy that have seen our
influence grow particularly across the UK – a real turning point
for bladder cancer that we are proud to champion though our work
with the NCRI, the NHS, NICE, the SMC and the EMA amongst
others. I was delighted to hear Professor Rob Jones at the launch of
our Glasgow FIGHT club this year comment, ‘Fight Bladder Cancer
has made probably the most significant contribution to bladder
cancer research that there has been for years’.
In 2016–17 we saw continued growth in the number of patients
and their families that we have been able to reach and support.
Feedback from one of the 3,500 plus patients and carers engaging
in our Confidential Forum this year struck me in particular,
‘Somewhere to turn to for information, understanding and most of
all… support’. Indeed, we have seen even more visits to our website,
massive growth in requests for our support and information leaflets
and the roll-out of our FIGHT magazine that has been widely
applauded by patients and clinicians alike.
I really would like to thank everyone who has supported us, from
individual supporters, volunteers and donors to our professional
colleagues and organisations in the field of bladder cancer. With
your support we can continue to fight bladder cancer together and I
look forward to working with you to achieve even more in the year
ahead.
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REPORTS &
ACCOUNTS

Growth
in our local

FIGHT
clubs

across the uk

Over 350
UK hospitals

Shaping policy
with NHS England

Active involvement
in clinical trials

Provision of free patient
literature to over 350
UK hospitals.

Shaping policy by working with
NHS England, NCRI, NICE, SMC,
EMA, BAUS, BAUN and the ECPC.

Research and new treatment assessments
through the NCRI, NICE, the SMC and
the EMA including patient representation
on the Life and Bladder Cancer study, the
ATLANTIS, POUT and the Q-ABC trials.

Continued growth in
our local FIGHT clubs
now reaching from
Glasgow to Canterbury
with more to come.

FIGHT CLUB
growth across the uk

HOW OUR FUNDS
WERE USED

Continued growth in our local FIGHT clubs now
reaching from Glasgow to Canterbury with more
to come.

There is still much to do to
turn the spotlight on bladder
cancer. We will continue to
help make a difference in any
way that we can.

£134,000 £94,430
TOTAL INCOME 2016–17

1 to 1

peer support
Nationwide Bladder Buddy
service offering 1 to 1 peer
support expanding with 100%
growth in nurse referrals
helping us support over 200
patients at a time of real need.

TOTAL EXPENDITURE IN YR

100%

200,0001to1 Peer 800in
+Nurse
referrals
Growth

visitors

Support patient support

Website providing information
and support now attracting over
200,000 visitors a year with in
excess of 50,000 downloads of
our patient information packs.

Email and telephone support
service supporting over 800
patients and carers each year.

£66,877

£10,192

£10,127

£2,058

£5,176

Spending against
charitable activities

Fundraising and
stock purchase

Office set up and
running costs

Professional fees
and bank charges

Intangible assets
and depreciation

Spend against charitable activities:

24-7

online support
Conﬁdential support forum
providing support to over
3,500 patients and carers
each month, 24 hours a day,
7 days a week.
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15,000

over 1M

FIGHT magazine launched
for the whole bladder cancer
community with a growing
readership now in excess
of 10,000

Awareness campaigns in the UK
and internationally reaching an
audience of over 1m people and
with an additional social media
reach of over 250,000.

readers

reached

£14,908

£32,695

£13,615

£5,659

Support

Awareness

Research

Shaping Policy
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THE

GUARDIAN

Our recent Guardian campaign
puts bladder cancer firmly in
the spotlight

campaign

September was Urology Awareness Month and this year we had the
opportunity to have three experts in bladder cancer interviewed
for a feature in a special supplement in the Guardian. The chosen
experts were Professor Jim Catto and Dr Alison Birtle, who are both
trustees of Fight Bladder Cancer, together with Julia Taylor who
is a CNS and current president of BAUN (British Association of
Urological Nurses). You can read all about it overleaf.
Alongside the article we ran a full page advert for FBC featuring
Darren Roberts, a patient who has felt that he has been very well
supported by the charity since his diagnosis.

“I FELT SO ALONE WITH
MY CANCER THAT I FELT
LIKE GIVING UP …
BUT FINDING FIGHT BLADDE
R CANCER
WAS MY LIFELINE, THEY HAVE
BEEN
THERE FOR ME AT EVERY ST
EP.”
DARREN ROBERT

S
AGED 50

(image left)

HERE TO MAKE A DIFFERENCE

Many people wit
h bladder cancer
are alone, isolate
and afraid. You
d
can help them
today by suppo
Fight Bladder Ca
rting
ncer to build a
community tha
helps patients an
t
d carers fight thi
s disease togeth
er.
Do you know som
eone affected by
bladder cancer
Your support can
?
make all the diff
erence. To dona
or volunteer, ple
te
ase follow the lin
k below.
If you are a hea
lth care professio
nal, make sure
signpost your pat
you
ients to us so tha
t we can work
with you to hel
p support your
patients.

We would like to thank the ECPC,
Roche and MSD for helping to fund
this awareness project that reached
about 900,000 people in the UK.
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www.fightblad
dercancer.co.u
k/Get-Involve

In 2017 alone,
we expect a fur
ther
10,000 people in
the
UK to receive a
bladder
cancer diagnosi
s. There
is much to be do
ne
and we urgently
need your help.

d or call 01844

351621

bladder

CANCER
Registered char

ity number 1157
763

Fight Bladder Can
cer has received
financial contrib
from the above
utions
sponsors in sup
por t of this adv
ertisement.
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ARTICLE
DR ALISON BIRTLE
Consultant Clinical Oncologist,
Lancashire Teaching Hospitals

CINDERELLA

CANCER

Around 7,500 men and 2,900 women are diagnosed with bladder
cancer every year in the UK. Almost 55% of cases are in people
aged 75 and older, and 91% in people aged 60 and over. Given
an increasingly ageing UK population, this emphasises the
importance of developing new and kinder treatments. Half of
those diagnosed with bladder cancer survive their disease for
ten years or more.
Smoking is the main avoidable risk factor for bladder cancer, linked
to an estimated 37% of bladder cancer cases in the UK.
There are two main groups of bladder cancer. There is earlystage bladder cancer where the cancer has not invaded the muscle
wall of the bladder, and more advanced cancer cases where the
cancer has grown into the muscle wall, or beyond.
The most common symptom is blood in the urine. Anyone
spotting blood in their urine, even if it goes away, should go to their
doctor to get it checked out – it may not be cancer but it is best to
rule it out as soon as possible. Other symptoms include needing
to urinate more often, or pain on urination, or frequent urine
infections where antibiotics don’t seem to help.
There is an urgent need for more research into bladder cancer to
develop better ways to diagnose and treat the disease. But the good
news is that the UK has led very strongly on research into bladder
cancer with support and collaboration with the National Cancer
Research Institute (NCRI) Bladder and Renal Clinical Study Group.
The NCRI is a UK-wide partnership between research funders
working together to make faster progress against cancer. The NCRI
Partners have funded more than £5.5bn of cancer research across
all cancers, including bladder cancer, since 2002, and working
together ensures that these funds are used to best effect. One trial
that has changed practice around the world, the BC2001 study led
from the UK, showed that for many patients with bladder cancer
involving the muscle wall, giving chemoradiotherapy treatment
was a good alternative to surgery to remove the bladder.
New studies are developing all the time looking at new ways
of doing operations, radiotherapy and chemotherapy treatments,
together with immunotherapy, a new type of treatment using the
body’s own immune system to help fight cancers better.
Support for patients with bladder cancer is vital. One such
support group is Fight Bladder Cancer, a UK-based charity run by
patients for patients with an excellent website giving practical and
treatment-related information, together with a Facebook support
group with 2,500 members worldwide. Its Chair and Founder,
Andrew Winterbottom, is an NCRI Consumer and member of the
Bladder and Renal CSG.
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Question and answer
session with our three
urology experts:
is such a common
Q Why
cancer ignored?
ALISON BIRTLE: Bladder cancer is the
fourth most common cancer in men in the
UK, but because symptoms can be similar
to a urinary infection (blood in the urine or
needing to go to the toilet often), symptoms
can get overlooked. If we could diagnose
earlier, patients would stand a much better
chance. Blood in the urine should be
reported to a GP straight away.
Bladder cancer survival has not improved
over 20 years due to delay in diagnosis, lack
of public awareness of bladder cancer and
comparatively little publicity or research
funding compared to some other cancers.
JULIA TAYLOR: Bladder cancer is a
forgotten or little-known-about cancer,
even with intermittent campaigns,
like ‘blood in your pee’. Add to that the
persistent confusion that can occur at
the primary care level of bladder cancer
symptoms with those of urinary tract
infections. Diagnosis is an especially urgent
issue for women, among whom survival
outcomes are significantly worse.
Disappointingly, the National Cancer
Patient Experience Survey (NCPES) –
designed to monitor national progress
on cancer care – currently does not even
capture detailed specific experiences of
bladder cancer patients.
JAMES CATTO: Several reasons. Firstly,
there is a lack of public figures as advocates.
A celebrity ambassador is very important
in raising awareness of the disease and the
need for research funding. Secondly, typical
patients are men in their 70s who have
worked in heavy industry or driving. These
patients are fantastic to care for but often do
not engage in social media or in lobbying.
Finally, some treatments involve bladder
removal and creating a urinary stoma. This
can be socially embarrassing and so many
patients prefer to keep quiet.

DR ALISON BIRTLE
Consultant Oncologist and Honorary
Clinical Senior Lecturer Rosemere
Cancer Centre, and Co-Chair
Bladder & Renal Clinical Study Group,
National Cancer Research Institute

JULIA TAYLOR
Consultant Nurse Urology,
President British Association of
Urological Nurses

can be done to support
Q What
bladder cancer patients?

JAMES CATTO
Professor of Urological Surgery,
University of Sheffield, Editor in
Chief, European Urology

can we build a future
Q How
without bladder cancer?

ALISON BIRTLE: We need much better access
to information. The online support group, Fight
Bladder Cancer, is a fantastic resource for patients
and their carers, relatives and family. However,
we need all UK urology clinics to highlight its
existence.
Support groups, called ‘Fight Clubs’, exist in
several hospitals, but what is really needed is more
bladder cancer specific urology nurses. Currently,
many urology nurses are also stretched across
prostate, kidney and testicular cancer care.

ALISON BIRTLE: Bladder cancer research is
under-resourced, with less than one per cent of
research funding in the UK going towards bladder
cancer trials.
Patient participation in well-designed trials
of chemotherapy, surgery, radiotherapy and
immunotherapy can provide much-needed
insight into the development and causes of
bladder cancer. Only through research to find
improvements in survival and reductions in sideeffects of treatment can we move forward.

JULIA TAYLOR: The NCPES in England and
national cancer nursing census demonstrates
that patients with cancer who have access to
a clinical nurse specialist (CNS) report better
experiences and better understanding of the
disease. However, access to bladder specific
CNSs is less commonplace for patients with very
rare cancers.
There is an urgent need to undertake a
workforce study and develop greater numbers
of CNSs trained to specialise in bladder cancer.
There is also urgent need to separately report
on the specific perspectives of bladder cancer
patients in order to measure their experiences.

Smoking is associated with bladder cancer even
more than with lung cancer, so reducing the
number of people who smoke will reduce the
incidence.

JAMES CATTO: Fight Bladder Cancer is creating
support networks and online resources. Better
support is key. Many patients with bladder cancer
can be cured and enjoy an excellent quality of life;
diagnosis should not be feared. Secondly, better
awareness of symptoms (commonly, blood in the
urine or urine infections that keep coming back
and don’t settle with antibiotics) is imperative.
I see many patients who have delayed seeing
their GP as they were scared of the symptoms or
did not understand their importance.

JULIA TAYLOR: Significant investment is needed
to develop new, prolonged and sustained public
awareness campaigns to, firstly, enable earlier
diagnosis and secondly, to facilitate bladder cancer
research to increase effective treatment options,
reducing variation and improving consistent
practice.
Finally, increased availability of CNSs (as part
of multi-disciplinary teams) should be coupled
with development of inter-professional learning
for specialist training in bladder cancer. This will
ensure signposting to high-quality information,
support and education while highlighting patients’
non-medical needs to ensure that ‘no decision
about me without me’ becomes a reality.
JAMES CATTO: I think that we need more
funding into bladder cancer care to develop
better tests and treatments for the disease. Recent
advances are offering new hope, but the last
major breakthrough was many years ago. The
main funding bodies (such as Cancer Research
UK) spend relatively little on bladder cancer when
compared to other cancers. This would change if
public opinion highlighted the importance of the
cancer.
Finally, I think there be could be better working
between patients and clinicians, and between
clinicians themselves.
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ARTICLE
MR RICHARD T. BRYAN
Institute of Cancer & Genomic Sciences,
University of Birmingham

The genomics revolution

Liquid biopsies

for bladder cancer
For almost two decades,
urologists and researchers
have been searching for
molecular signatures (or
biomarkers) in urine samples
that could diagnose bladder
cancer without the need
for a telescope inspection
of the bladder (cystoscopy).
Richard Bryan outlines how
far the research has come.
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The logic is clear – bladder tumours are in direct contact with
urine for hours at a time, so there must be some molecules only
produced by the tumour (and not by a normal bladder) that can be
detected in a urine sample, and that can be used as the basis for
a diagnostic test. Such a diagnostic urine test would improve the
quality of life of patients with bladder cancer and would probably
save a lot of money for the NHS. However, cystoscopy is actually
a very good test – it can detect tumours in 85–90% of patients
who have them (the ‘sensitivity’ of the test), and excludes tumours
in 85–90% of patients who don’t have them (the ‘specificity’ of
the test). I am sure that many readers will be surprised to hear
that cystoscopy is not 100% sensitive and specific but, as far as
diagnostic tests go, cystoscopy sets a very high bar, above or equal
to which diagnostic biomarkers would have to perform in order
to safely reduce or replace cystoscopy. To date, no diagnostic
biomarkers have achieved such performance and, hence, they are
not routinely used.

However, medical research is now in the midst
of a ‘genomics revolution’ – the cascading of
knowledge from the Human Genome Project
which was completed in 2003. The Human
Genome Project required a large number of
research teams from all around the world working
together for 15 years to identify the sequence
of the genetic code in human DNA. Our DNA,
or ‘genome’, comprises over 3 billion individual
building blocks or ‘bases’ arranged into around
20,000 regions called genes; the genes are the
regions of the genome that are responsible for
generating proteins, and proteins control and
regulate all the functions of normal cells. Cancer
is caused by changes or ‘mutations’ to the
base sequence in an individual gene or genes,
resulting in the generation of an abnormal or
faulty protein that doesn’t function correctly.
So for patients with bladder cancer, the tumour
may have tens, hundreds or even thousands
of mutations in its DNA, whereas elsewhere in
the bladder there may be no changes at all. The
revolution is that what cost the Human Genome
Project $2.7billion and took 15 years, we can now
do for $1000 in 48 hours! If we only want to know
the sequence of a smaller number of genes, then
we can carry out ‘targeted sequencing’ which
may only cost $100 and only requires a tiny
amount of DNA!
And this is where it gets very exciting for
bladder cancer patients. Although bladder
tumours may often contain hundreds or
thousands of mutations, around 95% of tumours
will have mutations in one or more of the same
20 or 30 genes. Therefore, if we can extract DNA
from a urine sample and then carry out targeted
sequencing of these 20 or 30 genes to look for the
mutations, then we would have a test that should
detect bladder cancer in 95% of patients who have
the disease, and at a sensible cost!
And that is exactly what my team and I at the
University of Birmingham are doing, funded by
Cancer Research UK!

Obviously, there are a number of research teams
all around the world using similar techniques
to try to reach the same goal – a urine test to
diagnose bladder cancer. And it should also be
noted that it is more difficult to use such tests
to diagnose recurrent tumours than it is to
diagnose the initial first tumour, since recurrent
tumours are usually smaller and so produce less
DNA. However, all the work is going in the right
direction!
Furthermore, mutations in these same 20 to
30 genes may also tell us a lot about the type of
bladder tumour – the tumour’s behaviour on a
molecular level. This may give clinicians a better
indication of how to treat a patient – perhaps
more or less aggressively than they would have
done otherwise. Normally, such information
would require a sample or biopsy of the tumour
to be taken (another uncomfortable procedure!),
but soon we will be able to do this from a urine
sample. And for patients with more advanced
disease, we should be able to use similar
techniques to look for tumour DNA in a blood
sample. Hence, the term ‘liquid biopsy’. And if
we can do all of this simply by taking a urine or
blood sample, instead of an invasive procedure
to biopsy the tumour, then clinicians could
test regularly during treatment (such as BCG,
radiotherapy, and so on) to monitor the response
of the tumour without it being uncomfortable or
burdensome.
So, after a long, long time looking for accurate
diagnostic urinary biomarkers, we may now be
on the verge of them becoming a reality, and with
more possibilities besides!

This may give clinicians a better
indication of how to treat a
patient – perhaps more or less
aggressively than they would
have done otherwise.
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HOW TO TELL SOMEONE YOU HAVE

bladder cancer
After discussing the subject with many
patients, carers, professionals and friends,
we have drawn up some tips to help you to
talk about your bladder cancer diagnosis and
treatment.

Talking to your spouse or partner
If you are married or in a committed relationship, your partner is likely to feel the
greatest impact from your diagnosis.

ARTICLE
ANDREW WINTERBOTTOM
FBC Founder & CEO

Breaking the news that you’ve been diagnosed
with bladder cancer can be just as difficult as
first hearing that news from your doctor. You
may feel concerned about upsetting your family
and friends, or worried about how they will
react. Even after you have shared the news, at
times you may find it difficult to communicate
openly. Sometimes it’s uncomfortable to ask for
help, answer questions about how you’re doing,
or tell well-meaning relatives and friends that
you need some time and space for yourself.
Being patients and carers ourselves, we
understand that we are all different. Some of us
find it easier than others to talk about cancer.
Hopefully these tips will help all of you through
the communication barrier.
Firstly, always keep in mind that you are the
one who guides the conversation and decides
how much information to share. Think about
what you want to say and how to say it, and
target the content and tone to the person your
are speaking to.

It’s natural for your partner to feel concerned for your health and well-being in
both the short and the long term. Your partner may wonder what will happen if you
cannot handle your usual tasks, whether that means earning income, caring for
children, or any day-to-day activities.
Bladder cancer can intensify your usual patterns of communication. You may
find it easier to talk about it if you have always been able to discuss difficult issues.
If open communication has been difficult, you might need to work a little harder or
perhaps ask for help.

Involve your partner in medical
appointments when possible.

Accept the fact that you may have
different coping styles.

By coming with you to doctors’ appointments,
your partner will gain a first-hand
understanding of your diagnosis, the treatment
options and any potential side-effects. They
will be better prepared for how you’ll be feeling,
you won’t need to keep explaining everything
your doctor has said, and any questions can be
answered directly.

Each person responds to a cancer diagnosis
differently. You may want to do lots of research,
while your partner may prefer to rely solely on
the doctor’s guidance. One of you may remain
optimistic, while the other may need to ask the
‘What if?’ questions. Talk about your differences
and tell your partner what works best for you.

Be clear about your needs.
On some days, you might not feel up to things
you usually do, so ask your partner to field phone
calls from concerned friends, talk through
treatment options or simply sit with you. Try not
to assume that your partner will be able to sense
how you’re feeling or what you need.
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Figure out necessary changes in the
household, then ask for help together.
There are likely to be times when you need help
with running the home in practical or financial
terms. Work together to figure out what kinds of
help you need, then approach family members,
friends and neighbours for assistance.

Ask your partner about their needs.

Prepare for possible changes in your
sexual relationship.

As you, your family and friends focus on your
treatment and recovery, it is easy for your
partner to feel lost or overburdened. Talk to them
about getting out to recharge their batteries,
encourage regular exercise, outings with friends
or other activities your partner enjoys.

Surgery, chemotherapy and other treatments
can affect you both physically and emotionally.
Your body may feel and look different, and at
times you may feel weak, nauseous or tired. Talk
honestly and openly with your partner about
these changes and ask for understanding.

Schedule time alone, just the two of
you.

Get professional help if you need it.

This can be especially challenging if you have
children, but it’s important. Schedule regular
times for you to get away from distractions so
you can talk — not just about cancer, but about
anything you have been thinking or feeling.
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Remember:
each person
responds to a
cancer diagnosis
differently.

A cancer diagnosis can place considerable stress
on even the strongest relationships. Ask your
doctor to recommend a therapist, counsellor
or social worker if you are having trouble
communicating.
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Talking to children
Experts agree that it is not a good idea to shield children or grandchildren from the fact that you
have bladder cancer. Even very young children can sense when family members are stressed or
anxious, or when routines are disrupted. They will notice changes in your appearance and your
energy level, and they will know that you are spending time at the hospital.
Although young children do not need detailed information, they do need honesty and
reassurance. If you don’t explain what is happening, they may imagine something much worse.
Being honest with them builds a sense of trust that will be helpful in facing not only this situation,
but later challenges. Older children are more likely to be aware of the seriousness of the disease. In
addition to your honesty and reassurance, they may crave more information.

Young
children need
reassurance
& honesty.

Younger children (age 3–9)
Plan out the conversation.
Decide what you are going to say
and how you are going to say it.
Involve your partner or another adult
the children trust if you think their
presence will be helpful.

Use direct, simple language
to define what cancer is,
where it is in your body and
how it will be treated.
Experts agree that naming the illness
is important — ‘cancer’ should not
be a forbidden word. Even very
young children can grasp simple
explanations of what cells are and
how they sometimes don’t ‘follow the
rules’ and grow as they should.
You might also explain that the
doctor has to remove all or part of
your bladder where the cancer is, and
then use strong medicines to make
sure the cancer is all gone.

Make sure children know
that the cancer isn’t their
fault and they can’t ‘catch’ it.
Young children often see themselves
as the centre of their worlds. They
may worry that the situation is their
fault or that they did something to
cause the cancer. Also, children tend
to associate sickness with catching
colds. Explain that no one can catch
cancer from someone else.
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Tell children how treatment
for cancer will affect you.

Invite children to ask
questions and learn more.

Prepare them for the physical sideeffects of treatment, such as feeling
sick or tired. Explain that the sideeffects show that the medicines are
hard at work inside your body.
Tell children that you might feel
sad, angry or tired, but that these
feelings are not their fault. Always let
children know when you will need to
be away from home in the hospital or
at the doctor’s surgery.

Let children know that you will
answer their questions. If your
children are old enough, you might
consider taking them to one of your
doctor’s appointments or allowing a
visit during treatment. This can help
to take away some of the mystery
surrounding cancer and its treatment.

Reassure children that their
needs will be met.
Experts agree that young children
need reassurance and consistent
routines in times of crisis. Let your
children know that you may not
always be available for their regular
activities. Hugging, lifting and
bathing them may be off limits for
a while, too. Tell them about the
trusted friends, relatives or other care
providers who will be helping out
until you feel strong again.

Keep usual limits in place.
When there is an air of uncertainty,
it can be tempting to let children
have more treats, watch more TV or
buy more toys. However, keeping
their usual routines as consistent as
possible will be more reassuring.

Let children know you will
still make time for them.
Carve out a special time in the day
just for them. Simple activities can let
them know that you are still there for
them, even when you’re tired.

Set a positive, optimistic tone
without making promises.
Even if you are sad or frightened, try
to project a positive tone. Children
may feel overwhelmed if you seem
overly anxious or emotional. Reassure
them without making definite
promises about the future.

Let teachers/caregivers know
what is going on.
Changes at home often cause
changes in children’s behaviour
in other settings. Tell other trusted
adults who spend time with your
child, as they can become a source of
additional care and support.

Older children & teens (age 10–18)
Be truthful about your
diagnosis and treatment.

Anticipate questions about
their own health.

Shielding children from the hard
facts can harm their sense of trust in
you. Even though you do not want to
worry them, you do need to let them
know what is happening.

Your children may fear that, since
you have cancer, they may get it one
day, too. Reassure them that this is
very unlikely but that, together, you
will find out all you can to make sure
the whole family knows what to do to
help prevent them getting it later in
life.

Schedule regular family
meetings & discussions.
Involve older children in talks
about how family activities and
responsibilities will change. You may
need to ask them to handle more
household tasks for a while.

Anticipate questions about
the future.
Older children will know that people
can die of cancer, so they are bound
to be concerned that you could die
and to wonder what will happen to
them. Make sure your children know
that most people with bladder cancer
get better and live long, healthy lives.
Reassure them that their needs will
be met by you, your partner, or other
caring adults in their lives.

Give older children
permission to keep up with
school and social activities.
Even though older children and
teens can take on more responsibility
at home, they are still children.
Make sure they know that you want
them to continue focusing on their
schoolwork, other activities and time
with friends. Let them know that you
want to preserve a sense of normalcy.

All children, whatever
their age, will need your
honesty and reassurance.

Realise that older children
may express feelings that
seem inappropriate.
Children may be embarrassed by
changes in your appearance, such
as hair loss or weight loss, and avoid
going out with you or bringing
friends home. They may be angry
about the ways that your illness limits
them and their activities. Try not to
let them see that their reactions upset
you – these things are important at
that time in their lives.

Connect them with books
and other resources.
Talking about cancer can be
hard, even in families where
communication is strong. You may
want to look for books written for
young people whose parents have
cancer. Your child may also find it
helpful to confide in an adult outside
the immediate family, such as
another relative, close friend or even
a professional counsellor. Reach out
to your relatives and friends and ask
them if they can be available.
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Talking to other relatives & friends
Most people have close relatives and friends they see and talk to regularly, as well
as a wider circle of acquaintances. It’s up to you who you tell and when but do make
sure that you tell the people closest to you first, not only because they are most
likely to be a source of emotional and practical support but also because it would be
unpleasant to find out ‘on the grapevine’.

Decide who you want to tell yourself,
and plan out the conversation in
advance.

Understand that family and friends
may not respond the way you want
them to.

There will be certain people you would like to
tell directly – parents, siblings and close friends.
Tell them in person if you can, or over the phone.
Script out the conversation in advance.
Some relatives and friends might react with
shock, surprise and even dismay. Keeping the
focus on the facts as you know them and the
treatment plan going forward may be helpful for
both of you.

Be prepared for the fact that some people might
say or do the wrong thing, not because they are
unkind, but simply because they do not know
how to respond. They might look for reasons
why you got bladder cancer. They might offer up
clichés such as ‘Be strong’, ‘Stay positive’ or ‘If
anyone can handle this, it’s you.’ They may want
to tell you stories about other people they know
who have had cancer. They might start avoiding
you entirely because they don’t know what to say
or do. Try not to take any of this personally. Focus
on family and friends who can give you the kind
of support you need.

Be prepared to accept and ask for help.
Friends and family often respond to a cancer
diagnosis by asking, ‘Is there anything I can do
to help?’ Be ready for that question with some
specific suggestions: perhaps a few hours of
childcare, some shopping or a frozen homecooked meal (in a disposable container so you
don’t have to worry about returning dishes).

Tell loved ones what the plan will
be for sharing updates about your
condition.
You may not want to take on the task of calling
family and friends yourself or having to field
their phone calls while in the midst of treatment.
Consider assigning a ‘point person’ or two to keep
others up to date, or using email or the web to
post regular updates.

Set limits on communication if you
need to.
You may find yourself overwhelmed with calls
and visits. If so, consider screening your calls and
then returning them all at the end of the week, or
getting a trusted family member to return them.
You also might limit visits to one or two days or
evenings per week. You could ask one friend or
relative to organise the network of people who
want to help out.
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Some people keep certain spaces
‘cancer-free,’ so that they don’t have
to contend with questions about
how they’re doing or feeling.

You have control over how far you
want to spread the word.
You can decide whether or not you wish to inform
anyone outside your close circle. Some people
keep certain spaces ‘cancer-free,’ so that they
don’t have to contend with questions about how
they’re doing or feeling.

Finding someone else to talk to
It’s important to find a trusted confidant with
whom you can discuss your most intense
fears as well as your hopes. Your spouse, life
partner or other relative or friend may play
this role, or it may be a medical professional
or another person with bladder cancer. What
is important is that you have someone who
allows you to speak openly. Don’t forget that
you can always talk to someone on FBC’s
confidential forum or use our Bladder Buddy
service.
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Medical Enterprises, a 28-year-old research firm,
is proud to invest over 70% of its revenue
in bladder cancer research and clinical trials
We are a group of scientists who pioneered the use of
Radiofrequency (RF− a non-ionising radiation) in bladder cancer,
creating what is commonly known today as Synergo®.

Following our failed attempts
at heating the bladder with
a chemotherapy agent,
Mitomycin-C (MMC) at 65°C,
and the experience of others with
solutions of up to 80°C [1,2], we
pursued more feasible methods.

First clinical article following
a feasibility study, shows
selective damage to tumours,
whereas healthy tissue remains
unaffected [5]. Since then, over
40 articles demonstrate its
clinical potential.

Long-term follow up
(10 years) on the randomised
patients of the 2003 trial,
showed durable outcomes [7].

Breakthrough proving RF is the
predominant mechanism of action
in most ‘hyperthermic’ treatments,
with non-thermal effects selective
to cancer cells [9,10].

Randomised trial results show
that certain types of patient
remained cancer-free for a longer
period of time, compared with
one year of BCG instillations when
given as a primary treatment [12].

1988 1989 1991 2003 2010 2014 2014 2015 2016 2017
Randomised trial results show
that certain types of patient,
stayed cancer-free substantially
longer, compared with one year of
MMC instillations without the RF.
Side-effects reported were
comparable; generally mild,
transient and self-healing [6].

Your health is your most valuable asset!
Ask your doctor about all treatment options, as well as their risks, benefits and clinical evidence.
Only your doctor can determine whether Synergo® is appropriate for your situation.
The above is intended only to supply patients with available information for enhancing patient-doctor dialogue.
We shall continue to strive for better minimally invasive solutions for bladder cancer patients - this is our oath to you.

For further information and more references please visit: www.synergo-medical.com
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Study shows that a variety of
patients given RF treatments
remained without bladder
cancer (appearing anywhere in
the body) for a longer period,
compared with patients whose
bladders were removed, with
durable, long-term outcomes
after 5 years [8].

Discovery of RF harnessing
the immune response,
differentiating it from MMC
instillations [11].

The European Association
of Urology (EAU) guidelines
present RF - assisted
chemotherapy instillations as
the only proven efficacious
technology for treating NonMuscle Invasive Bladder
Cancer [13].

[1]
England H.R. et al. The Therapeutic Application of Hyperthermia in the Bladder, BJU International. 1975;47(7):849–852. [2] Ludgate C.M. et al. Hyperthermic irrigation of bladder in treatment
of transitional cell carcinoma: its effectiveness in controlling persistent haematuria, J R Soc Med. 1979;72(5):336-340. [3] Syrigos K.N., Skinner D.G. Bladder Cancer. Biology, diagnosis and
management, Oxford Medical Publications. 1999;393-406. [4] Paroni R. et al. Effect of local hyperthermia of the bladder on mitomycin C pharmacokinetics during intravesical chemotherapy for the
treatment of superficial transitional cell carcinoma, Br J Clin Pharmacol. 2001;52:273-278. [5] Rigatti R. et al. Combined intravesical chemotherapy with mitomycin C and local bladder microwaveinduced hyperthermia as a preoperative therapy for superficial bladder tumors - A preliminary clinical study, Eur Urol. 1991;20:204-210. [6] Colombo R. et al. Multicentric Study Comparing Intravesical
Chemotherapy Alone and With Local Microwave Hyperthermia for Prophylaxis of Recurrence of Superficial Transitional Cell Carcinoma, J Clin Oncol. 2003;21(23):4270-4276. [7] Colombo R. et
al. Long-term outcomes of a randomized controlled trial comparing thermochemotherapy with mitomycin-C alone as adjuvant treatment for non-muscle-invasive bladder cancer (NMIBC). BJU
International. 2010;107:912-918. [8] Nair R. et al. Challenging the gold standard: A comparison of long-term specific outcomes for high-risk non-muscle invasive bladder cancer treated with
mitomycin hyperthermia and radical cystectomy, Eur Urol. Supplements 2014;13(1):e1109. [9] Curley S. et al. The Effects of Non-Invasive Radiofrequency Treatment and Hyperthermia on Malignant
and Nonmalignant Cells, Int J Environ Res Public Health. 2014;11:9142-9153. [10] Ware M.J. et al. Radiofrequency treatment alters cancer cell phenotype, Scientific Reports. 2015;5:12083. [11]
Arends T.J.H. et al. Urinary cytokines in patients treated with intravesical mitomycin-C with and without hyperthermia, World J Urol. 2015;33(10):1411-1417. [12] Arends T.J.H. et al. Results of a
Randomised Controlled Trial Comparing Intravesical Chemohyperthermia with Mitomycin C Versus Bacillus Calmette-Guérin for Adjuvant Treatment of Patients with Intermediate- and High-risk
Non-Muscle-invasive Bladder Cancer, European Urology, 2016;69(6):1046-1052. [13] EAU Guidelines. Edn. presented at the EAU Annual Congress London 2017. ISBN 978-90-79754-91-5.

This is a Synergo® advertisement

Radiofrequency (RF) found to be
the reliable and controllable
means to heat the bladder tissue,
in combination with a constantly
cooled MMC instillation [3].
This also bypasses problematic
heating of the urethra, and further
degradation of the drug when
directly heated [4].
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Living with &
 beyond cancer
Retaining VALUE

ARTICLE
RICHARD STEPHENS
Patient Representative,
Cancer Taskforce
Chair of Consumer
Forum and Consumer
Lead, NCRI

For me, this National Cancer Research Institute (NCRI) James
Lind Alliance Priority-Setting Partnership is about the word ‘cope’.
The challenge is to ensure that living with or beyond cancer means
‘living’ – having a life, not an existence. That’s a very personal
judgement, for each of us – all 2.5 million living with a cancer
diagnosis in the UK – not to mention for all the people who care
about us and who care for us.
As the average age of the
population increases and as
treatments help more people
live with and beyond cancer,
the current 2.5 million people
living with a cancer diagnosis
in the UK is expected to rise to
4 million by 2030–31
As we become better at
dealing with cancer, with
new treatments and earlier
detection, and as we also
become better at dealing with
other killer diseases such as
heart problems and strokes, so
the more the average age of the
population increases. And as
cancer is primarily a disease of
older people, there will be more
people diagnosed with it. It
will soon be a third of a million
every year; getting on for a
thousand every day. We’ll hit
that mark in the 2020s.
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Quite rightly we celebrate that
over half these people will
survive for more than 10 years
after their diagnosis. Many of
them will return to good health,
and an increasing number will
retain good health during much
of their treatment.

Co-morbidities
Others, though, will have
complex needs as a result
of their cancer. Because the
incidence of cancer increases
with age, it is likely that more
patients will go on to develop
other diseases or other longterm conditions, making the
combined effects of the two
issues complex and challenging
to manage.
These are called comorbidities, which means
two or more conditions in one

person – like diabetes and
arthritis, for example, or
asthma and high blood
pressure. They may have
nothing to do with each other,
but having co-morbidities may
well make it harder to treat one
or both of them as effectively
as we want to.
Often cancer patients
already have other health
problems before the cancer is
diagnosed. For some, cancer
may not even be their most
serious health problem, at least
in terms of coping with the
illness and/or the treatment in
order to get on with daily life.

we can get. For that, we need
better measures of quality of
life. Instead of, or alongside,
standard measures, I’d like to
see a new concept of VALUE –
Variations in my Actual
Life and Experiences. This
would be a different kind of
Patient Reported Outcomes
and Experience. It would be the
things that annoy or
worry or affect ME in MY life –
very subjective, of course, but
why not?

I really want my life to
have value
Most of us want to cope. We
want to get on with our normal
lives – or as near ‘normal’ as
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Currently when other
people measure quality of life,
it’s their measures and their
judgement. But it’s MY life. And
if I am going to get many more
years of life, then to all these
new treatments and clever
scientists, I say, ’Could I please
have some say in what sort of
life I’m getting?’
Rant over. Deep breath.
Think of the blood pressure and
the other co-morbidities...

The focus of research
Research has been, and will
continue to be, the driving
force for improving outcomes
for people affected by cancer.
The NCRI is a collaborative
partnership of 19 cancerresearch funders in the UK
working to improve health and
quality of life by accelerating
progress in cancer-related
research.
Research that explores the
impacts of cancer and cancer
treatment and how these are
best managed – how we cope
– is broadly termed living with
and beyond cancer research. By

Currently when other people measure quality of life, it’s
their measures and their judgement. But it’s MY life. And
if I am going to get many more years of life, then to all
these new treatments and clever scientists, I say, ’Could I
please have some say in what sort of life I’m getting?’
analysing funding data in their
cancer research database, the
NCRI identified that the level of
research in the UK in this area
is low and has been for some
time compared to other areas
of cancer research, such as
treatment research. The report
of the Independent Cancer
Taskforce 2 (a strategy for
England 2015–2020) includes a
number of recommendations,
including identifying research
priorities in this broad area.
So the UK needs to build
a solid evidence base for
identifying and then addressing
the top priorities in living with
and beyond cancer, to allow the
NHS and other service providers
to implement research findings
and ultimately improve their
patients’ quality of life.

The NCRI has launched an
initiative to increase the level
and quality of research in this
area that will help to generate
reliable and practice-changing
evidence. As a first step, we are
aiming to identify the priority
questions. Stakeholders across
the research community,
including researchers and
research funders, will then
work together to answer these
questions.

References
1. Maddams J, Utley M, Møller H. Projections of
cancer prevalence in the United Kingdom, 20102040. Br J. Cancer 2012; 107: 1195-1202.
2. https://www.england.nhs.uk/cancer/strategy/

UK-wide survey
NCRI launched a UK-wide survey in
September 2017 for cancer patients,
their carers and relevant health and
social care professionals, to collate
the research questions that matter
most to them. The results of this
survey will be published in a later
edition of our FIGHT magazine.
And please remember too; sooner
or later this is about someone that
each of one us knows, and someone
that each of one of us cares about.
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Share Your

Bladder Cancer Experience
with the world
Are you a person diagnosed with bladder cancer, or are
you a caregiver for someone with bladder cancer? Then
please complete our short anonymous bladder cancer
survey to share your experience with the world.
Fight Bladder Cancer UK is a member of the
European Cancer Patient Coalition, a federation
of cancer organisations that are governed by
people with cancer. Its mission is to fight for a
Europe of equality, to ensure that all Europeans
with cancer have access to the best possible
treatment, care and support. We have over 400
members in 46 countries.
I am the Director of the European Cancer Patient
Coalition, which is based in Brussels, Belgium.
One of the reasons I love my job is because it
lets me meet people affected by cancer from
around Europe, and hear about how they are
working to improve the lives of the people in their

ARTICLE
LYDIA MAKAROFF
European Cancer
Patient Coalition

community. I have seen that we are so much
stronger when we work together to fight cancer
and raise awareness.
At the European Cancer Patient Coalition,
we know that people with cancer and their
caregivers have unique insights, experiences and
knowledge. If we want to ensure that we have the
best cancer research, policy and care, then we
need to put people with cancer at the centre when
making decisions.
People with cancer need to have a strong and
united voice to tell governments and doctors what
is really important to them, and how the systems
can be improved.
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Fight Bladder Cancer
One of the most impressive people that I have met
in my work at the European Cancer Patient Coalition
is Andrew Winterbottom, the Founder and CEO of
Fight Bladder Cancer. After he was diagnosed with
bladder cancer and realised that there was no bladder
cancer organisation in the UK that was governed
by people with cancer, he established Fight Bladder
Cancer. This organisation has grown from strength
to strength and has produced many great resources,
including face-to-face support groups, a friendly and
informative website, an online support community,
and this magazine.

The global context
Andrew also observed that there is no international
alliance of bladder cancer patient organisations. After
he was elected Treasurer of the European Cancer
Patient Coalition, he and I began to work together to
build an international community of people affected
by bladder cancer. We reached out to bladder cancer
patient organisations from around the world, and
established a Working Group on Bladder Cancer.
This group includes representatives from countries
including Canada, Finland, Germany, Greece, the
Netherlands, Norway, Poland, Spain, Turkey, the
United Kingdom and the USA. We meet online and
in person to share our strategies to raise awareness
of bladder cancer, fight for better access to treatment,
and improve our understanding of what people with
bladder cancer are really going through.

European Association of Urology
We will also be presenting the results of this survey
at the congress of the European Association of
Urology in March 2018. At this congress, many of the
European doctors who work on bladder cancer and
urological diseases will gather together to learn about
the latest research. Andrew and I will be speaking at
this congress to make sure that these doctors are also
hearing about the experiences of people with bladder
cancer and their caregivers. We will also share our
recommendations for how to improve the care and
treatment of people with bladder cancer.

We value your input
In order for our survey to be strong and powerful, we
need a lot of people with cancer and their caregivers
to complete the survey. If you are a person diagnosed
with bladder cancer, or if you are caring for someone
with bladder cancer, please complete our bladder
cancer survey. If you know someone affected by
bladder cancer, please ask them to take six minutes
out of their day to share their unique insights
with us.
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The bladder cancer experience survey
One of the first projects of the Working Group on
Bladder Cancer was an international bladder cancer
experience survey. We asked all the members of the
group to submit ideas for survey questions. When we first
put the survey together, we saw that it contained over
50 questions and would have taken nearly an hour to
complete! The members of the Working Group on Bladder
Cancer sat together in a face-to-face meeting to identify
which survey questions were the most important, and
which questions could be held back for a later, more indepth survey.
We have now created a short and simple survey that
takes most people less than six minutes to complete.
It asks questions about your first symptoms of bladder
cancer, the doctors you first told about your symptoms,
and the bladder cancer treatments you have experienced.
The survey is currently available in English, and will also
be translated into Finnish, Greek, Italian and Norwegian.
We will use the information gathered from this survey
to get a better idea about the actual experiences of people
with bladder cancer. The survey asks questions like:
∞∞ H
 ad you heard of bladder cancer before you were
diagnosed?
∞∞ W
 hat did the doctor initially believe was the cause of your
symptoms?
∞∞ W
 ere you unable to access any of the bladder cancer
treatments recommended by your doctor?

Once enough people have answered these questions, we
will use the answers to identify the most important issues
for people with bladder cancer. We will then work with
politicians, drug manufacturers, patient organisations
and doctors to develop practical recommendations to
improve the lives of people with bladder cancer.

WHY

ARTICLE
ANTHONY WARNER
Chef, author &
food blogger

the quality of
evidence matters
The Angry Chef, aka Anthony Warner, is
the author of the book Bad Science and the
Truth About Healthy Eating, has been a
chef for 25 years and has made a name for
himself via a blog where he exposes the
myths and fads about diets and nutrition.
Not for the faint-hearted, as he tends to add
some colourful language, it is certainly worth
reading to find the facts behind the latest
‘healthy diet’ fad. Here we can share
a recent blog post from him about
why the quality of
evidence matters.

Are you a person diagnosed with
bladder cancer, or are you a caregiver
for someone with bladder cancer?
Then please complete our short
anonymous bladder cancer survey to
share your experience with the world.
The bladder cancer survey can be found at:
www.surveymonkey.com/r/bladder-cancer

Thank you
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In my time writing about the
confusing world of nutritional
science, I have learnt that unusual
results from individual studies
or experiments can often be
discounted, but the existence
of confounding meta-analyses
presented a very different problem.

A few months ago I posted on my blog a
fairly extensive two-part investigation into
unsubstantiated links being made between dairy
consumption and cancer. In it, I tried to summarise
the current state of scientific knowledge on the
subject, essentially that there is not known to be
any significant protective or preventative role of
dairy in cancer development or treatment. It also
looked at some of the reasons why a number of
people (including a few outlying academics) have
jumped to false conclusions over the years.

scientific study there is an important hierarchy
of evidence. Understanding this hierarchy is
vital if you want to navigate the confusing world
of nutrition research, where many conflicting
viewpoints exist, often backed up by seemingly
contradictory evidence. Hard science is difficult
in the world of nutrition and often individual
experiments or studies can produce completely
conflicting conclusions. To try to make sense of this,
a pyramid representing the hierarchy of evidence is
used, generally thought to have six tiers.

Dairy and cancer are both highly emotive subjects
and the blog received quite a lot of feedback
on social media. Many people were extremely
supportive, especially cancer sufferers who had
been preyed upon by those selling blame and
false promises. It also received much praise from
a number of professionals working in cancer care,
for whom these unsubstantiated links cause many
problems. There were the usual criticisms – people
saying cutting out dairy had worked for them, that
I did not have an open mind, that I should read
various anti-dairy or pro-vegan books, or that I
should look into the works of the usual selection
of dangerous snake-oil sellers and alternative
diet gurus.
This is the sort of easily deflected criticism that
comes with the territory, but within the usual stream
of blame and vitriol, there was something that was
in many ways a little more troubling. I was sent links
to a number of peer-reviewed scientific papers, all
detailing meta-analyses of evidence that showed
strong correlations between dairy consumption and
various forms of cancer.
In my time writing about the confusing world of
nutritional science, I have learnt that unusual results
from individual studies or experiments can often
be discounted, but the existence of confounding
meta-analyses presented a very different problem.
I started to wonder if I had missed some important
information and perhaps should not have been so
quick to dismiss dairy products as completely safe.
As a chef and lifetime lover of cream, butter, milk
and cheese, was I guilty of bias in my writing, too
keen to dismiss important evidence because it did
not fit my view of the world?

1

Expert opinion At the bottom sits the sort
of expert opinions often seen in editorial
sections of scientific literature (for example, an
experienced oncologist stating that they believe
dairy consumption has no relationship to the
development of cancer). Although an expert is
likely to be well informed, the history of science
and medicine is littered with well-intentioned
experts (especially medical doctors) confidently
giving out poor advice based on their opinions.

2

Case report One step up from that would be
a case report, essentially a detailed anecdote
reporting how an individual patient responded
to a particular treatment (perhaps someone gave
up dairy and reported an improvement in their
cancer symptoms). This is interesting and can
sometimes lead to new avenues of research,
but it is certainly not something to base any
life decisions on. We all behave and respond
differently and people have an inbuilt tendency
to attribute health improvements to specific
life changes they have made. As anyone with a
scientific background will tell you, anecdote is
not the same as evidence (although try telling
that to a tabloid newspaper looking to run a story
on the latest celebrity diet).

3

Case-control study One step up again would be
a case-control study, looking at different groups
with and without specific health conditions and
seeing if there are any differences (for example,
examining people diagnosed with cancer against
those who are cancer free and seeing if there are
any differences in lifestyle or behaviour). Again
this can be extremely useful in some cases, and
was vital in establishing the dangers of smoking,
but there is always the capacity for error, and the
danger of mistaking correlation with causation.

4

Cohort study Moving up another step, a cohort
study would look at groups that differ in some
way and seeing if there is any difference in their
long-term health outcomes (for example, you

Hierarchy of evidence
As I am always at pains to point out, I am not a
scientist, merely an interested, pedantic and worldweary chef with a well-tuned bullshit detector.
I do, however, spend a lot of time writing about
food science and I am extremely aware that within

50

fightbladdercancer.co.uk

51

might spend several years monitoring a group of
people who consume dairy and another group
who do not, and see if there are any differences
in rates of cancer development). Again this is
useful, but again it has a number of limitations,
particularly the danger that some unknown
factors might be causing the changes you are
observing.
5

6

Randomised controlled trials The highest
standard of experimentation you can perform is
a randomised controlled study, where you would
assign people randomly to different groups,
giving one group a treatment, the other group
a placebo and then comparing the outcomes
(for instance, taking a group of cancer patients,
giving one a daily dose of milk, the other some
sort of placebo milk and seeing if there is any
difference in their long-term health*). To achieve
the absolute gold standard, the intervention
should be performed ‘double blind’ meaning that
neither the patient nor the clinician giving the
treatment know which is the placebo. This sort of
experiment is the ideal when it comes to seeing
if an intervention is effective and is extremely
useful when studying new drug treatments, but
in the world of nutrition it is not always possible,
both ethically and practically. For instance,
making a convincing placebo milk would be a
challenge, and it is generally incredibly hard to
control people’s diet for the sort of timescales
required when you want to understand the longterm health effects of food.
Systematic review At the top of the tree is a
systematic review of evidence, where all relevant
information and studies, even those with
conflicting results, are combined together and
analysed to produce a more complete picture.
Following on from this might be a meta-analysis
of all the data from a number of experiments,
combining them to increase the sample size and
so get a better idea of what is really going on.

The power of systematic reviews
Systematic reviews and meta-analyses are relatively
recent things, first developed around 1980, but
almost unheard of until the early 90s. These days,
however, they sit firmly at the top of the evidence
pyramid, regarded as the best form of information
on which healthcare decisions should be based.

This is exactly why I was so troubled by links to
meta-analyses published in peer-reviewed scientific
journals that drew different conclusions about dairy
products to the piece I had just written.
It turns out that I need not have been too
concerned, or at least not about dairy products
causing cancer. Fairly soon, Captain Science
and Evidence Warrior, who as well as being
anonymous superheroes are also highly qualified,
hugely experienced researchers, reassured me
that I had little to be worried about. Because
although these sorts of reviews sit at the top of
the evidence hierarchy, it turns out that they are
not all equal. Although the papers filling my inbox
were all published in peer-reviewed journals, the
publications in question were of low impact (all
journals have an impact score that can easily be
found online) and the studies seemed to be of
poor quality, not holding up to the sort of rigorous
analysis that was beyond me, but not beyond the
skills of my better-informed collaborators. Although
dairy appeared to be in the clear, in looking into the
reasons for this anomaly, I discovered something
even more disturbing.

of reviews is often sponsored by industry and
considered an important marketing tool for various
healthcare interventions.
The explosion may also have a lot to do with the
vanity of researchers, keen to see their names in
print. Although systematic reviews started as a way
of making sense of a confusing volume of scientific
data, these days it is often used as a way of getting
a paper published without having to engage in the
expensive and difficult process of performing any
real experiments for yourself. As technology has
made the sort of exhaustive number crunching
required far easier, systematic reviews have become
an easy way for academics to add publications to
their CV.
Overall, the picture does not look good. Despite
being held as the highest standard of evidence, a
recent study led by John Ioannidis estimated that
only 3% of systematic reviews were both correct and
useful. For the lay person, this can make it seem
nearly impossible to navigate the sea of scientific
literature and reach sensible conclusions. How
confident can you be that the study you are looking
at is part of that 3%?

Not all evidence is equal

The other Warriors of Evidence

Perhaps unsurprisingly, given their status at the top
of the evidence tree, since the 1990s, the production
of systematic reviews has exploded, rising by
2500% since 1991. This can partly be explained
as a genuine attempt to make sense of the hugely
increased volume of research data being produced
around the world, but many people think that there
may be some slightly more troubling reasons.
The Stanford Professor John Ioannidis, who
has defined his career by exposing the many
inaccuracies and biases that blight the world of
scientific research, has described the increase as an
‘epidemic’, saying there is a ‘massive production of
unnecessary, misleading, and conflicted systematic
reviews and meta-analyses’. Often there will be
several meta-analyses of the same topic reaching
completely different conclusions. Inconsistencies
might arise from poor study design, different ways
of interpreting data, or conflicting opinions on
how to assess which studies should be included.
Much of this is likely to be driven by the all-tooprevalent intellectual and financial conflicts of
those conducting the research, as the production

Fortunately, there are people attempting to make
things clearer and simpler to navigate. Cochrane
(formerly the Cochrane Collaboration) is an
organisation that attempts to make sense of the
confusing picture. It conducts systematic reviews
investigating the evidence for various healthcare
interventions, including many that look at aspects
of diet and nutrition. Only reviews that meet their
exacting standards can carry the Cochrane logo
and be held in the Cochrane library. In addition,
Cochrane reviews use something known as the
GRADE standard to assess the quality of evidence
they include, as do an increasing number of the
higher-quality studies.
Toby Lasserson is a senior editor at Cochrane.
He told me:

* although the placebo milk example is obviously theoretical, it is worth noting that in trials of ill people, it would not be
considered ethical to use a placebo treatment. Usually, the best existing conventional treatment is used and compared to
the trial substance, which obviously further complicates things if you are interested in studying the effects of foods.
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‘Systematic reviews need to be conducted like a
proper piece of research. They need to follow a
protocol. You need to be incredibly careful that
the effect you are looking at is not attributable
to bias. Too often they do not engage with
the real complexity and just crunch numbers.
Reviews should have a rigorous search process,
looking beyond published papers, contacting the
researchers, looking at the trials registry for any
unpublished data, searching the grey literature. Good
decisions need to be made about data, about what to

include and what to leave out. Some decisions will
be marginal, but it is important that the authors are
aware of this and open about it. It is also important
to be clear from the outset what question you are
asking. Every Cochrane review has a peer-reviewed
protocol published in advance, which is important
when it comes to keeping the authors honest about
the decisions they are making.’

Does it matter?
Does this all matter? The short answer is yes.
Although few of us will ever have the need to assess
the quality of a systematic review, the results of
them affect us every single day. They are used
to make healthcare decisions, produce dietary
guidelines, and form the basis of much of what we
know about how the food we eat affects our longterm health. We all have an interest in ensuring that
the quality of the reviews being used to make these
decisions remains consistently high, and we all need
to learn the dangers of basing our life decisions on
a single published result, especially when it is being
used to sell the latest dietary fad.
Although most people involved in producing
dietary guidelines are fully aware of the limitations
of systematic reviews, and more than capable of
identifying poor ones, when only 3% of studies
are fit for purpose, there is clearly a risk of
misinformation leading to poor decisions. This
is compounded by the fact that often research
results can reach the public without ever passing
through bodies like NICE, Public Health England
or the NHS. This is especially the case when the
most sensational studies (often the least likely to be
accurate and well conducted) receive a great deal of
media coverage on publication, often championed
by charismatic advocates for particular diets.
For those of us without the ability to analyse the
quality of a systematic review or meta-analysis, clues
like the presence of the Cochrane logo, publication in
one of the more respected, higher-impact journals, or
the use of GRADE evidence standards in a summary
of findings table can help. But most of all, we need to
accept that for all it can achieve, scientific progress
relies heavily on the presence of uncertainty,
cynicism and doubt, something that stretches right
to the top of the evidence tree.

For the lay person, this can make it
seem nearly impossible to navigate
the sea of scientific literature and
reach sensible conclusions.
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FBC forum member
& Research Patient Rep

For more Information on how you
can help support FBC, go to:

Lifeline

Get involved with NICE:
www.nice.org.uk

www.fightbladdercancer.co.uk/get
involved

or email: nice@nice.org.uk
For more Information on NCRI
see www.ncri.org.uk

in the

or email: infor@ncri.org.uk

This has helped me feel that
I am regaining control of my
life, and best of all that I am
in some small way helping to
make a difference

DARK

For example:

When Andrew wrote asking if anyone
would be interested in a spot of
volunteering, I was more than happy to
do so. FBC had been my lifeline in the
dark, lonely and bewildering days when I
was initially diagnosed so I was pleased to
have the opportunity to help support this
amazing charity.
At an initial chat, Andrew explained the sort
of things volunteers typically get involved
with. One of the things he mentioned was
the possibility of being involved as a ‘patient
expert’ in the work undertaken by the National
Institute for Health and Care Excellence [NICE].
As most of you will know, NICE is the body in
the UK that provides guidance and advice to
improve health and social care in England and
Wales. This includes recommending drugs and
other pharmaceutical products for NHS funding
and use. NICE considers patient involvement as
essential to all aspects of its work and often looks
to bodies such as FBC to nominate someone to
attend appraisal meetings where decisions on
whether or not to recommend the use of a new
drug or treatment are considered.
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∞∞ w
 hat the benefits and downsides of the treatment
may be
∞∞ what difference (if any) would it make
∞∞ h
 ow it compares with other treatments currently
in use.

My first assignment
It wasn’t long before I found myself on my first
assignment – as a patient expert at a NICE appraisal
meeting for one of the new immunotherapy drugs
that had been trialled for use in certain metastatic
bladder cancer cases.
OK, I’ll be honest ... initially I found the
paperwork a bit daunting, not only were they
voluminous, but a lot were very technical and to
me, unintelligible. But all thanks here, initially to
Andrew and then to Lydia at the Public Involvement
Team at NICE, who spent time talking me through
the key papers and putting my mind at rest. She
stressed that I really wasn’t expected to understand
or comment on the technical aspects of the
appraisal (phew!). I was there to provide a reality
check by offering a view on what the treatment/
drug might mean for patients and/or carers.

I was one one of two patient experts invited
to attend this particular meeting, along with
two clinical experts, and on the day we had
a chance to get to know each other before
joining the meeting. At the meeting, we were
given a warm welcome from the Chair, and
invited to introduce ourselves. Following
this, the results of the trial were discussed in
detail, together with comparisons with other
treatments, and projected costs should the drug
be made available to the NHS. Throughout the
meeting, the Chair ensured that we had ample
opportunity to comment and everyone seemed
genuinely interested in what we had to say.
All in all, it was a very enjoyable and fulfilling
experience and it was great to feel that in some
small way that I was contributing to the work
that is going on to fight bladder cancer.

Ongoing work with the NCRI
A very different opportunity came when Andrew
mentioned that the National Cancer Research
Institute (NCRI) was seeking patients and/or
carers to join their panel of consumers.

The NCRI works in partnership with each
of the main cancer researchers and funders
in the UK. This includes charities, health
departments and academic institutes . By
working collaboratively with its partners, it’s
able to draw together work on cancer research
to build on opportunities and identify gaps,
which in turn helps make better use of resources
and improve outcomes. As with NICE, the
NCRI believes fervently that cancer research
is only worthwhile if it makes a real difference
to people and families. As such, it places a very
high value on the input provided by those with
direct experience of cancer. It has a pool of
around 90 consumers, all of whom are actively
involved in all parts of NCRI activities, which can
include developing clinical trials and initiating
high-quality research studies. All consumers
work as part of the consumer forum, with some
additionally allocated to one of the 21 clinical
studies groups, which focus on specific cancers,
or one of three cross-cutting groups.
Unlike the NICE drug appraisal, this was
not a one-off assignment, but a three-year
appointment offered to applicants successful at a
selection and interview process.
After giving it some careful thought, I
decided to apply. I was subsequently delighted
to hear that I had not only been lucky enough to
be selected, but that I had also been appointed to
one of the cross-cutting groups, the Screening,
Prevention and Early Diagnosis group. This
offers a great opportunity as I firmly believe that
a lot more can be done to prevent some cancers
and that early diagnosis is key to improving
survival rates.
So far, I have attended a two-day induction
training event, along with seven other newly
appointed consumers. This turned out to be a
fascinating and stimulating couple of days where
we learned more of the work of the NCRI, the
world of cancer research and the opportunities
open to us to contribute. Between us we had a
wide range of different skills and experience to
bring, and it was great to spend time with such
interesting and inspirational people.

Living and learning
Although it’s still early days, I feel that I have
already gained so much from volunteering. I
have been privileged to meet some amazing
and inspirational people and I am learning lots
of new things. This has helped me feel that I
am regaining control of my life, and best of all
that I am in some small way helping to make a
difference,
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The

ATLANTIS
TRIAL

Can we be more‘precise’
in managing urothelial cancer?
Urothelial cancer, which includes cancers of
the bladder, ureter, renal pelvis and urethra, is
the seventh most common cancer diagnosed in
the United Kingdom. Patients diagnosed with
advanced or metastatic urothelial cancer have
a life expectancy of approximately one year
with platinum-based chemotherapy treatment.
Although the majority of patients who receive
chemotherapy initially benefit, relapse is almost
inevitable and occurs, on average, six months
after completion of chemotherapy. Once cancer
relapse has occurred, patient life expectancy
and quality of life can be poor. Some patients
may be suitable for second-line chemotherapy
or, increasingly, immunotherapy treatments, but
the benefits of these are uncertain and there is
still no consensus as to which treatment is most
appropriate in the second-line setting.

Although the majority of patients who receive
chemotherapy initially benefit, relapse is
almost inevitable and occurs, on average, six
months after completion of chemotherapy.
Until very recently, clinical trials
of second-line treatments have
largely been unsuccessful. Even
with the new immunotherapy
drugs, such as pembrolizumab,
nivolumab, atezolizumab,
evalumab or durvalumab, it
is clear that some patients
derive little benefit. There is,
therefore, an urgent need to
improve treatments for patients
with metastatic urothelial
cancer following first-line
chemotherapy. One way of
meeting this need may be to
offer ‘maintenance treatment’
on completion of first-line
chemotherapy to avoid or delay
future relapse.
Urothelial cancers have been
shown to display a number of
‘biomarkers’ (molecules that
can be present or absent in
an individual’s cancer). These
biomarkers can be used to
identify subtypes or predict the
behaviour of certain types of
cancer, or possibly used as a
‘target’ against which specific
treatments can be developed to
treat cancer. This is known as a
precision-medicine approach,
where treatments are decided
based on specific laboratory
testing of an individual’s cancer
in order to try to determine the
most effective treatment for that
person.

The ATLANTIS study
ARTICLE
DR BEN FULTON,
PROF ROB JONES,
PROF TOM POWLES
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ATLANTIS is a precisionmedicine clinical trial for
patients with metastatic
urothelial cancer. The principle
research question of the study
is whether precision-medicine
‘targeted’ maintenance therapy

after initial chemotherapy can
delay the time until cancer
relapse. Testing new treatments
in combination with standard
chemotherapy is difficult, as
the side-effects of combining
these can be very taxing for
patients. Thus, using these
treatments as maintenance
therapy (the ‘targeted’ treatment
commences at the end of
first-line chemotherapy) may
be a more appropriate setting.
This is the arena in which the
ATLANTIS trial will introduce
new precision-medicine
treatments.
The ATLANTIS trial will
be open to patients with
metastatic urothelial cancer
who have recently completed
(or are currently going through)
standard chemotherapy. The
trial will be run at more than
20 centres in the UK. Patients
who may be interested in the
trial will be asked to consent
to testing of their tumour,
from tissue already stored in
the local laboratory after their
initial operation or biopsy. This
is called the pre-screening
phase. The study doctor will
arrange for this tumour sample
to be sent to the ATLANTIS
central laboratory for testing.
The results should be available
within 15 working days. If the
pre-screening tests are positive
or negative for the biomarkers
being tested, patients may still
be eligible to go into the main
part of the ATLANTIS trial,
where different treatments are
being tested. The study flow
chart is shown on page 58.
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* PRE-SCREEN
CONSENT AT ANY
POINT DURING
CHEMOTHERAPY

STAGE IV UROTHELIAL
CANCER

4–8 CYCLES OF 1ST LINE
CHEMOTHERAPY

The study is the first of its kind in the UK
facilitating an array of precision-medicine
testing and hopefully a deeper understanding
of how new treatments work for patients with
metastatic urothelial cancer.
MAINTENANCE THERAPY

PRE-SCREEN
CONSENT *

BIOMARKER
DEFINED SUBGROUP
PRE-SCREEN
REGISTRATION

01
CENTRAL
BIOMARKER
ASSESSMENT

02
POTENTIAL

PRIMARY ENDPOINT
• Progression-free survival
SECONDARY ENDPOINT
• Overall survival

SUBGROUP

SUBGROUP
CONSENT AND
RANDOMISATION

01

SUBGROUP
CONSENT AND
RANDOMISATION
SUBGROUP
CONSENT AND
RANDOMISATION

02
FUTURE

SPECIFIC TRIAL
DRUG UNTIL
PROGRESSION

SPECIFIC TRIAL
DRUG UNTIL
PROGRESSION

SPECIFIC TRIAL
DRUG UNTIL
PROGRESSION

V’S

V’S

V’S

PLACEBO
UNTIL
PROGRESSION
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than the conventional
treatment. If patients and
doctors were to know this
from the outset, then it may
affect how they participate in
the trial. The study, therefore,
also uses a placebo with which
to compare each treatment.
This takes the form of a tablet
that looks exactly like the
medication being tested, but
does not contain any active
drug. Within the trial, half of
patients will receive the active
medication and the other
half will receive the placebo.
Neither the study doctor nor
the patients will knows which

EXPLORATORY ENDPOINT
• Progression-free survival
in MET and or VEGF
positive patients in the
cabozantinib arm
• Translational endpoints
from archived tissue,
plasma, circulating
tumor DNA and urine
analyses

PLACEBO
UNTIL
PROGRESSION
PFS

Cabozantinib
(the development of a blood
supply to the tumour). As the
ATLANTIS trial progresses,
further treatments will be
added for patients whose
tumour is positive for specific
biomarkers.
Each of the treatments
in ATLANTIS will be tested
against the standard treatment
for patients with metastatic
urothelial cancer, which in
this case is surveillance /
monitoring without treatment.
This is necessary to allow the
study doctors to know whether
the new form of ‘maintenance’
treatment is more effective

• Safety and tolerability

PLACEBO
UNTIL
PROGRESSION

POTENTIAL TO INCLUDE
ADDITIONAL BIOMARKERDEFINED SUBGROUP

Within the study framework,
patients whose tumour is not
positive for any of the specific
biomarkers being tested
will be eligible for treatment
in the group testing a new
treatment called cabozantinib.
Cabozantinib is a medication
called a tyrosine kinase
inhibitor and it is already in
routine use in some patients
with kidney or thyroid cancer.
It works by targeting receptors
present on cancer cells.
Cabozantinib targets several
different receptors, which
in turn, may block tumour
growth and angiogenesis

• Response rate
Maximum percentage
decrease in measurable
disease

an individual receives.
ATLANTIS is not, of itself,
a ‘final test’ of new treatment,
but rather it is a way of testing
multiple different drugs to
try to find which ones work.
It is likely that further testing
will still be required for any
drug which appears effective
within the ATLANTIS trial.
This is important, as it may be
that effective drugs identified
in ATLANTIS may be even
more useful if given earlier
in the course of the disease,
for example before surgery
(neoadjuvant treatment),
where there is the possibility

of increasing the number of
patients who are eventually
cured.
The ATLANTIS trial is an
exciting development in the
treatment of patients with
metastatic urothelial cancer.
The study is the first of its
kind in the UK facilitating an
array of precision-medicine
testing and hopefully a deeper
understanding of how new
treatments work for patients
with metastatic urothelial
cancer.

Figure 1. Study flow chart for
the ATLANTIS clinical trial.

If you feel you or someone else
may be interested in participating
in the ATLANTIS clinical trial,
then ask your hospital specialist
or contact the CRUK Clinical
Trials Unit in Glasgow
(http://www.crukctuglasgow.org/
eng.php?pid=atlantis).
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Developing vital research for bladder cancer
Fight Bladder Cancer supports evidencebased 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.

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 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 ‘goldstandard’. 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 useful
and you can find out information in the UK by
going onto the website for the National Cancer
Research Network and clicking on the portfolio
map for bladder cancer. This gives an up-to-date
overview of studies.
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.
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Fight Bladder Cancer supports bladder cancer clinical trials
in the UK in many ways, including being key members of the
National Cancer Research Institute’s Bladder Cancer Clinical
Studies Group where all trials are reviewed.
We also provide patient input into specific trials and research
by training and mentoring Patient Representatives to help
develop and manage trials. We are currently growing our panel
of patients and carers for this work and for the increased need
for us as patients to be represented at NICE meetings to review
potential new treatments.
If you wish to specifically donate or fundraise for bladder
cancer research, we have a dedicated fund that ensures that
100% of any monies received goes towards our research
activities.

Current open trials
Current UK trials for bladder cancer are outlined here. For more details or eligibility criteria, please
contact the appropriate trials team whose details can be found via the UK Clinical Trials Gateway at
https://www.ukctg.nihr.ac.uk/home/

DETECT 1
DETECT 1 is a diagnostic
study to assess the
performance of the UroMark
assay to rule out bladder
cancer in patients with
haematuria. The study will
recruit consecutive patients
attending haematuria clinics
as well as patients referred to
urology outpatient clinics for
investigation of haematuria.

Non-invasive
bladder cancer
If you are interested in
helping with our research
work, please call 01844
351621 or email research@
fightbladdercancer.co.uk
for more details.

BLADDER CANCER CLINICAL TRIALS

Clinical trials

BRAVO
The BRAVO trial will study the
choice between BCG treatment
or bladder removal for high-risk,
non-invasive bladder cancer.
The initial part of the study
will look at the feasibility of
undertaking a randomised trial
of BCG and radical cystectomy
as treatment options for highrisk, non-muscle-invasive
bladder cancer and what
information from a patient,
nurse and clinician point of
view is necessary to enable
patient randomisation for this
comparison.

CALIBER
The CALIBER study is for people
with low-risk, non-invasive
bladder cancer, which has
returned after initial treatment.
People who take part will either
have surgery or a course of
Mitomycin C. Mitomycin C
is a chemotherapy drug, has
been used in bladder-cancer

treatment for many years and
is normally put into the bladder
following surgery for bladder
tumours. CALIBER aims to
find out whether a course of
Mitomycin C treatment might
be an alternative to surgery for
people whose low-risk bladder
cancer has returned.

HIVEC II
HIVEC II is a study in nonmuscle-invasive bladder cancer
looking at hyperthermia
treatment. This trial is for
people with newly diagnosed
early bladder cancer or bladder
cancer that has come back after
initial treatment. Hyperthermia
is a new treatment where the
bladder is heated to between
42°C and 44°C and Mitomycin C
is washed through the bladder.
The trial is comparing
hyperthermia and Mitomycin
C with Mitomycin C alone. The
aim of this trial is to find out
which treatment is better at
controlling cancer growth, as
well as more about the sideeffects and quality of life.

PHOTO
The PHOTO study is for people
with a new diagnosis of noninvasive bladder cancer which
has a medium or high risk of
returning following treatment.
Everyone taking part will
have surgery to remove their
tumours. The surgery will be
done either using a white light
to see inside the bladder, or a
blue light. PHOTO aims to find
out whether using blue light in
surgery reduces the likelihood
of the cancer returning.

Muscle-invasive
bladder cancer
BISCAY
This is an open label, multidrug, biomarker-directed, multicentre, multi-arm, randomised
Phase 1b study in patients with
muscle-invasive bladder cancer
(urothelial) who have progressed
on prior treatment. This study
is modular in design, allowing
evaluation of the safety,
tolerability, pharmacokinetics
and anti-tumour activity of
multiple agents as monotherapy
and as combinations of different
novel anti-cancer agents in
patients with muscle invasive
bladder cancer.

Quality of life
after bladder
cancer (Q-ABC)
The aim of this study
is to use in-depth
interviews to explore
the ‘lived experience’
of patients and carers
who have undergone,
or supported someone
through, treatment for
bladder cancer.
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BRISTOL BLADDER TRIAL
This trial is looking at the
chemotherapy drugs cabazitaxel
and cisplatin before surgery to
remove bladder cancer.
Cisplatin is a chemotherapy
drug often used to treat bladder
cancer which is usually given
together with another drug
such as gemcitabine. This trial
is testing the combination
of cisplatin and a drug called
cabazitaxel and how well this
combination works for treating
invasive transitional cell bladder
cancer before surgery and more
about the side-effects.

IDEAL
The IDEAL trial is looking at
combining three different ways
to plan radiotherapy treatment
for bladder cancer. This is so
that doctors can target the
cancer more accurately and give
a higher dose of radiotherapy
than they are normally able to.

SPIRE
SPIRE is another study of
neoadjuvant chemotherapy
for patients with bladder
cancer who are due to have
neoadjuvant chemotherapy.
This study is in set up and
involves an experimental drug
called SGI-110 in addition to the
two standard chemotherapy
drugs gemcitabine and
cisplatin. This is a very early
study looking at how well the
combination is tolerated and
what its ideal dose is.

ABACUS
ABACUS is a study for patients
who are not able to receive
neoadjuvant chemotherapy
prior to cystectomy, usually
because their kidney blood
tests are not good enough to
have cisplatin chemotherapy.
In ABACUS, another drug
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is given for 6 weeks or so
before cystectomy to see
if this improves the results
of the surgery and to see if
there are any side-effects that
might make the surgery more
difficult. The drug in ABACUS is
MPDL3280A, a PDL-1 inhibitor.

RAIDER
The RAIDER study is for people
with muscle-invasive bladder
cancer who choose to have
daily radiotherapy as treatment.
Everyone taking part will have
daily radiotherapy five times a
week. 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.

Advanced muscleinvasive bladder
cancer

undergone a radical cystectomy
for muscle-invasive bladder
cancer and who have highrisk features on their surgical
specimen, meaning that
microscopic examination of
the bladder, after removal,
suggested that the cancer had
a higher rate of coming back
in the future. This study is
looking at whether giving a new
drug called atezolizumab, an
anti-PDL-1 antibody, reduces
the chance of the cancer
coming back.

PLUMMB
PLUMMB is a phase I trial
to investigate the safety,
tolerability and effectiveness
of an immunotherapy drug
called Pembrolizumab
used in combination with
radiotherapy. The study will also
investigate two different doses
of Pembrolizumab, starting at
100mg and increasing to 200mg
for the next cohort of patients, if
the first dose is well tolerated.

Invasive upper tract
urothelial carcinoma

ATLANTIS

POUT

ATLANTIS is an adaptive
multi-arm phase II trial
of maintenance targeted
therapy after chemotherapy in
metastatic urothelial cancer. A
randomised phase II biomarker
directed umbrella screening
trial of maintenance therapy in
biomarker defined subgroups
of patients with advanced
urothelial cancer. The primary
endpoint is progression-free
survival.

The POUT study is for people
with invasive cancer of the
upper urinary tract (ureter
and kidney). Everyone taking
part needs to have recently
had surgery to remove their
ureter and kidney. People who
take part will either be given
chemotherapy immediately or
will be closely monitored and
only given further treatment
if their cancer comes back.
POUT aims to find out if giving
chemotherapy soon after
surgery reduces the likelihood
of the cancer returning.

MPDL 3280A
(The IMvigor Trial)
MPDL 3280A (IMvigor) is a
study for patients who have

FBC glossary
adjuvant after initial treatment to
prevent secondary tumours

DVT deep-vein thrombosis, a blood
clot in a deep vein in the body

MIBC muscle-invasive bladder cancer

angiogenesis the development of a
blood supply to a tumour

dysuria painful or frequent urination

antiemetic a drug to counteract
nausea and vomiting

EBRT external beam radiotherapy

muscle-invasive bladder cancer
cancer that has spread from the
lining to the muscles of the bladder

EAU Emergency Assessment Unit

basal relating to the base

ECPC European Cancer Patients
Coalition

baseline starting point for
comparison

ED erectile dysfunction

BAUN British Association of
Urological Nurses

enhanced recovery pathways
methods of improving recovery
times and experience

BAUS British Association of
Urological Surgeons

ER enhanced recovery

BC bladder cancer
BCG Bacillus Calmette-Guerin, a
treatment for early-stage bladder
cancer
BCQS Bladder Cancer Quality
Standards

expressed active

MRI magnetic resonance imaging

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

FBC Fight Bladder Cancer

NCRI National Cancer Research
Institute

fMRI functional magnetic resonance
imaging

NED no evidence of disease

GI gastrointestinal
haematuria blood in the urine
HCP health care professional

neoadjuvant chemotherapy
chemotherapy given before
surgery

histology the microscopic
examination of cells

neoantigens newly formed cells that
are not recognised by the immune
system

histopathological microscopic
examination of tissue to identify
disease

neobladder a replacement bladder
formed from a segment of the
small intestine

HNA Holistic Needs Assessment

neoepitopes newly formed cells

immune component part of the
immune system

NICE National Institute of Health and
Care Excellence

inhibitory pathway a situation
in which defensive cells are
preventing from attacking foreign
cells

NMIBC non-muscle-invasive bladder
cancer

CIS carcinoma in situ or flat tumour

intolerable toxicity the point at
which the treatment becomes
more painful than the disease

PALS Patient Advice and Liaison
Service

CNS clinical nurse specialist

ITU intensive therapy unit

confocal laser endomicroscopy an
advanced imaging technique for
diagnosis

PDD photodynamic diagnosis

KW key worker
lines [of treatment] treatment
regimens

PDE5 inhibitors drugs that block the
negative action of chemicals in the
muscles that prevent blood flow

luminal relating to the hollow inside
an organ such as the bladder

PDL-1 inhibitor an antibody that
helps T-cells recognise cancer cells
penile prosthesis/implant malleable
or inflatable rods inserted within
the erection chambers of the penis

DAT device assisted therapy

lymph nodes small glands that store
the white blood cells that help to
fight disease and infection in the
body

DNA deoxyribonucleic acid

MDT multi-disciplinary team

durable response rate the length of
time a response is observed

metastatic a cancer that has spread to
an unrelated organ

Peyronie’s disease a disorder of the
penis resulting in bent or painful
erections

biomarker something by which the
disease can be identified
biopsy a sample of tissue taken for
examination
BLC blue light cystoscopy
cannula a thin tube inserted into a
vein in the arm or hand
CcG clinical commissioning groups
checkpoint inhibitors drugs that
prevent cancer cells from disabling
protective T-cells
chemoradiation combination
treatment of drugs and x-rays
chemotherapy treatment with drugs

CT computerised axial tomography
cystoprostatectomy surgical removal
of the bladder and prostate
cystoscopy a procedure to examine
the inside of the bladder

OCT optical coherence tomography, a
medical imaging technique

PCT primary care trust

PET positron emission tomography
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PFS progression-free survival
photodynamic diagnosis BLC or blue
light cytoscopy

Main chemotherapy drugs

PHR patient-held record

These are the generic drug names you are most likely to encounter,
with some of their most common brand names.

platelets small, disc-shaped cell fragments
in the blood responsible for clotting

alprostadil Vitaros®

methotrexate Maxtrex®

avanafil Spedra®

minocycline

atezolizumab

mitomycin Mitomycin C Kyowa®

primary endpoint answers to the primary
questions posed by a trial

cabazitaxel Jevtana®

nivolumab

cabozantinib

nintendanib

PROMs patient-reported outcome
measures

carboplatin Paraplatin®

paclitaxel Taxol®

cavaject

pembrolizumab

pyrexial feverish

cisplatin

rifampin

radical cystectomy (RC) surgical removal
of the bladder and lymph nodes, as well
as the prostate in men

doxorubicin Adriamycin®

sildenafil Viagra®

durvalumab

tadalafil Cialis®

evalumab

vardenafil Levitra®

gemcitabine Gemzar®

vinblastine Velbe®

priapism a persistent penile erection not
necessarily associated with sexual
arousal

RCTs randomised control trials
refractory resistant

Ibhibizone™

resection surgical 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
stoma an 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) tumour node
metastasis, a way of defining the size,
location and spread of a tumour
transitional cell cancer cancer of the
kidneys and ureter

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.
∞∞
∞∞
∞∞
∞∞
∞∞

Low risk non-muscle-invasive bladder cancer
Intermediate risk non-muscle-invasive 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.
Tumour stages (T) indicate the spread of the tumour in the bladder.

TURBT transurethral resection of bladder
cancer: a surgical removal of a tumour

∞∞ 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
∞∞ Ta = Papillary cancer is small growths on the bladder lining

urethra the tube connecting the bladder
with the outside of the body

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

urostomy a surgical procedure to create
a stoma, or artificial opening for the
bladder (or other organs)

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

urothelial of the urinary tract

∞∞ 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.

tumour microenvironment the cellular
environment in which the tumour
exists

UTI urinary tract infection
visceral of the nervous system
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Additional letters (CIS, p, c) supply further information.

