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Welcome

2018 – a massive
year for the charity

2018 has been a monumental year
for the charity and throughout this
edition of Spotlight you can read
about how we’re campaigning for
early diagnosis and access to best
treatment and care, supporting you
at every step, educating the public
and professionals about the disease
and enabling and funding targeted
research.

Beating Bowel Cancer and Bowel Cancer UK legally merged
on 1 January to create the UK’s leading bowel cancer charity.

from Deborah Alsina mbe, Chief
Executive of Bowel Cancer UK

Every 15 minutes somebody’s
diagnosed with bowel cancer but
the disease is treatable and curable
especially if diagnosed early. So at
Bowel Cancer UK we’re bringing
people together.
Patients, families and friends.
Doctors and nurses. Scientists
and researchers. Politicians and
campaigners. And all of our truly
amazing supporters like you. We’re
determined to build one active
community that together drives
positive change. It’s only together
that we can stop people dying of
bowel cancer
Deborah Alsina mbe
Chief Executive, Bowel Cancer UK

Later that month the Duke of Cambridge
hailed our merger as a success at the
Charity Commission’s Annual Public
Meeting. In his keynote address, Prince
William said: “The forthcoming merger
of Bowel Cancer UK and Beating Bowel
Cancer – two charities working to similar
ends, and which are merging from a
position of strength – is hugely worthy
of praise. Together, I have no doubt that
they will achieve more to fight bowel
cancer together than they could have
done on their own.”
After his speech, our Chief Executive
Deborah Alsina mbe met with the Duke
of Cambridge privately to discuss our
ambitious plans.
On 1 August we revealed the new
brand and that the name of the
charity would be Bowel Cancer UK,
underpinned with the strapline ‘Beating
bowel cancer together’. We believe this
best enables us to continue to build
on the fantastic work of the legacy
charities and create a future where
nobody dies of bowel cancer

Deborah Alsina mbe and
The Duke of Cambridge

Cover image: Brendan Foster Photography

2

3

Screening from 50

Screening from 50

Brendan Foster Photography

The enormity of what
this means most certainly
hasn't quite sunk in, but I
am simply over the moon.
Lowering the bowel cancer
screening age by 10 years
means that thousands of
lives will be saved.

We did it!
Screening
from 50

This summer the Governments
in England and Wales agreed
to accept recommendations
from the UK National Screening
Committee to lower the
screening age from 60 to 50,
in line with Scotland and the
rest of the world.
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We’ve campaigned for the screening
age to be lowered for some time
now and this announcement comes
not long after we supported Lauren
Backler to hand in her 'Screen from 50'
petition signed by nearly half a million
people. Lauren started the petition in
honour of her mum who sadly died
from bowel cancer at 56 years old.
Screening is the best way to diagnose
bowel cancer early, when it is treatable
and curable. The announcement
means an extra 7.5 million people will
be eligible to take part in screening
and could mean more people are
diagnosed earlier or have bowel
cancer prevented altogether.

Lauren, on why this campaign
win is so important

What next?

The UK National Screening Committee
also recommended using the new
and more accurate screening test, the
faecal immunochemical test (FIT),
which the Government also accepted.
FIT has the potential to detect twice as
many cancers and four times as many
advanced polyps than the current test.
But to make sure FIT is rolled out
sustainably and the screening age can be
lowered to 50 with minimal pressure on
services, it is essential that NHS England
and NHS Wales develop a timetabled
plan of action, so that it won’t add more
pressure to an understaffed NHS.
That’s why we’ve been raising this
issue with key decision-makers; the
Government must ensure that the
NHS has the resources and capacity to

Brendan Foster Photography

Campaigners Kate and her
parents at the hand in

deliver FIT and lower the screening age
within the announced timescale and
beyond. Without additional investment
in colonoscopy and pathology services
the opportunity to detect more bowel
cancers early and save lives will be lost.

In the nations

Currently, Scotland is the only UK
nation that uses FIT and screens from
50. FIT is set to be introduced into the
Bowel Cancer Screening Programme in
England from December 2018 and Wales
from January 2019. Northern Ireland is
yet to commit to these changes

What you can do
To help us campaign for an
optimal bowel cancer screening
programme, become a campaign
supporter and help lead the change.
Visit bowelcanceruk.org.uk/
campaigning
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Research investment

Research investment
Investing in surgical research

Surgery is the most common treatment
for bowel cancer and central to curing
the disease. Investing in surgical research
is crucial to saving lives and improving
the quality of life for everyone who has
an operation. That's why we have made
a commitment to invest half a million
pounds into bowel cancer surgical
research, in partnership with the Royal
College of Surgeons of England.
Professor David Jayne

Extending our network of
surgical research fellows

Research
investment
Investing in research to stop
bowel cancer

It’s been an exciting year for our research
programme. We funded our first
research grants covering several of our
key areas of focus, appointed the first
ever Bowel Cancer UK/Royal College
of Surgeons of England Colorectal
Research Chair and expanded our
network of colorectal cancer surgical
Research Fellows.
And in partnership with the Royal
College of Surgeons of Edinburgh, we
also launched our appeal to appoint a
surgical chair for Scotland to extend our
work in this area even further.
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Funding for six new research
projects
After opening our first grant round
and following a rigorous peer review
process, earlier this year we were
delighted to award funding for six
new research grants totalling almost
£440,000. The research focuses on
three of our key areas:

• Improving bowel cancer screening
•	Better identifying people at high risk
of bowel cancer
•	Understanding more about bowel
cancer in the under 50s
You can read summaries of each
of our research projects at
bowelcanceruk.org.uk/research

At the end of 2017, Marta Penna became
our very first surgical research fellow.
Marta is based at Imperial College
London and Oxford University Hospital
and is working hard to improve surgery
for patients with rectal cancer. Her
research hopes to improve training for
surgeons who use a pioneering new
technique for rectal surgery.
In September, we expanded our network
further and welcomed two more fellows.
Michelle Johnpulle, based at St James
University Hospital and the University
of Leeds, is investigating ways to
improve treatment for patients with
bowel cancer that has become resistant
to chemotherapy. Working across St
Mark’s Hospital and Imperial College
London, Roshani Patel is exploring
why some patients, with a rare genetic
condition putting them at high risk of
developing bowel cancer, are still at risk
of developing cancer after surgery.

Our first Colorectal Research
Chair for surgery
In April we appointed Professor David
Jayne as the first Colorectal Research
Chair, as part of the Royal College of
Surgeons of England Surgical Trials
Initiative.
Professor Jayne aims to develop and
improve surgical treatment for bowel
cancer patients, increase the number
of surgical trials and drive forward
strategies to ensure more patients are
able to take part in trials

Find out more
Learn more about our research at
bowelcanceruk.org.uk/research
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Support

Volunteering

Health promotion
volunteering
We have been working in partnership with
Community African Network and Hackney
CCG to raise bowel cancer screening uptake
in the Black African community of Hackney.

Support for you

We’re here for you at every step, from your diagnosis and treatment,
to living with and beyond bowel cancer. We provide expert
information and support for everyone affected by the disease.

Join our online patient forum
Our forum is a place for anyone
affected by bowel cancer, including
family and friends, to talk about
their experience, share knowledge
and support each other. To find out
more and join the community visit
bowelcanceruk.org.uk/forum

Email a nurse

Our trained nurses can answer
questions or concerns you might
have. Contact them directly at
nurse@bowelcanceruk.org.uk
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Information

We have a wide range of information on
our website including symptoms, risk
factors, screening, diagnosis, treatment
and living with and beyond bowel
cancer. You can also download and order
free printed copies of our publications at
bowelcanceruk.org.uk/ourpublications

Watch this space

Following the merger and launch of
our new brand, we are reviewing our
support and information services to
ensure they meet the needs of all those
affected by bowel cancer. If you have
any feedback or want to be involved
in the review process please email
feedback@bowelcanceruk.org.uk

Training was provided for
black African volunteers
to go into the community
and deliver awareness
talks in the area. The
collaboration, which runs
until May 2019, has also
looked at ways to make
bowel cancer information
relevant and tailored
towards the community.
Our other fantastic
volunteers continue to
raise awareness of bowel
health giving talks across
the UK. New volunteers
are joining us on a regular
basis to help people
understand more about
the symptoms and risk
factors for bowel cancer,
how to better look after
their health and take part
in bowel cancer screening.

We now have 150
active volunteers – our
highest number to date.
Volunteers work with a
large variety of venues
and audiences including
workplaces, churches,
men's groups and all
communities

Find out more
To book a talk visit
bowelcanceruk.org.
uk/bookatalk

Our training day with
Community African
Network and Hackney CCG
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Campaigning

Campaigning

It’s Time to Test
for Lynch syndrome
We’re campaigning
to improve the
diagnosis and care
of people with Lynch
syndrome, a genetic
condition that can
increase the lifetime
risk of bowel cancer
to up to 80%.

Sadly, a staggering 95%
of those affected don’t
know they have Lynch
syndrome and can pass
it onto their children as
they simply aren’t being
tested. That's why we’re
asking campaigners to
take part in our Time to
Test campaign. We’re
challenging campaigners

Ending the Capacity Crisis
to sign our petition, write
to their MP and take
action locally to help get
their hospital testing

Read more
To find out how you
can get involved visit
bowelcanceruk.org.
uk/campaigning

Here’s why one of our campaigners
got involved:

I joined the campaign as my
local hospital wasn’t testing
as they should. Now testing
for Lynch syndrome is on their
agenda as a direct result of
my email. I really didn’t expect
to make such a difference. It
didn’t take much time so I urge
you to take part in the Time to
Test campaign. It could save
lives.
Barbara Moss
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Timely access to tests for bowel cancer is key to improving early
diagnosis, when the disease is much more treatable and even curable.
In fact nearly everyone will survive if diagnosed at the earliest stage.

Increasing demand

Across the UK services to diagnose
bowel cancer are struggling to cope with
increasing demand for crucial diagnostic
tests. This is putting NHS hospitals under
unprecedented pressure because there
simply isn’t enough endoscopy and
pathology staff to deal with this demand.
Already, thousands of patients are waiting
longer for lifesaving tests that could
diagnose bowel cancer. In Wales almost
1,000 people are waiting over 14 weeks for
their colonoscopy and in England nearly
half of hospitals are breaching waiting
time targets for these lifesaving tests. In
Scotland waiting times for diagnostic tests
is getting worse, with a similar situation in
Northern Ireland.

The enormity of this issue
cannot be underestimated

This lack of capacity will impede on
initiatives aimed at improving earlier
diagnosis, such as an optimal bowel
cancer screening programme, which
Governments in England and Wales
have committed to. However, the current
workforce shortage represents the single
biggest barrier to introducing the new
and more accurate screening test, FIT, in
these nations. We know from Scotland,
where FIT has already been introduced
from the age of 50, that some services are
reporting an increase in demand.

What are we doing?

We’re working hard across the UK to
campaign for change by letting those with
the power know that this is unacceptable.
In Scotland our work has resulted in a
national Clinical Lead for diagnostics being
appointed by the Scottish Government
and the development of an endoscopy
action plan. To help us make real change
happen in the rest of the UK, become a
campaign supporter. To find out more visit
bowelcanceruk.org.uk/campaigning
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Stomas
Neil’s experience of living with a stoma

Stomas
Surgery is the most common treatment for bowel cancer, so it’s
no surprise that it’s a topic that frequently comes up on our online
patient forum discussions. As part of a bowel cancer operation,
a stoma is sometimes formed – this could either be temporary or
permanent.
Stomas – what to expect, how to manage them and their impact on
day to day life are something that can cause a lot of worry, but there
is support available and many people with a stoma are able to carry
on leading a full and normal life.

What is a stoma?
A stoma is where a
section of bowel is
brought out through
an opening on your
stomach. Your poo is
collected in a pouch or
bag attached to the skin
around your stoma. A
colostomy is formed
from the large bowel
and an ileostomy is
formed from the small
bowel. You might have a
permanent stoma, if the

surgeon had to remove
a large section of your
bowel and can no longer
join the ends together, or
a temporary stoma, to let
your bowel recover and
heal after surgery.
Coming to terms with
and getting used to
managing a stoma can
be a daunting process,
but your day to day
life shouldn’t have to

change. Many people are
still able to enjoy their
usual activities, hobbies,
sports and even travel
the world with their
stoma. Your stoma care
team will be there to
support you, answer any
questions you have and
will understand that it
can take a bit of time and
practice to learn to live
with a stoma.

"Getting used to having a stoma, in
Finally – laugh, accidents can and do
my case an ileostomy was a rapid
happen. I travel a lot and deliver training
adjustment to a ‘new normal’ after being courses and always cope. You can too"
told ‘you have bowel cancer’.
Take all the help going from your stoma
nurse. They know the road you’re on
and what you’ll experience. If you have a
problem with your stoma - ask them.
Allow yourself time to get well and
recover, it can be hard at first, especially
if you have open surgery and then
require chemo for example. This really
helps long term recovery. I felt grim at
first then felt better, rapidly.
I’m out and proud, do all that I did before
and more. Swimming, kayaking and
mountain walking.
Also, experiment with stoma appliances.
The makers are always developing their
products for the better and are only too
willing to send samples.

Further support
•	Speak to your stoma team – they’re
there to support you
•	Join our online forum to share
experiences with other patients,
relatives and friends and support
each other bowelcanceruk.org.uk/
forum

•	Visit our health information website
pages bowelcanceruk.org.uk/
aboutbowelcancer
•	Download and order our
range of information booklets
bowelcanceruk.org.uk/
ourpublications

•	Email a nurse at nurse@
bowelcanceruk.org.uk
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Helen's story

Helen's story

How our forum helped Helen

Helen and other forum
users organised a meet up

“I was diagnosed with advanced
bowel cancer in August 2016,
aged 36. I was young, healthy
with no family history of bowel
cancer, so my diagnosis naturally
came as a huge shock.
For around a month prior to my
diagnosis, I’d been experiencing cramps
after eating, which became very painful.
On my first visit to A&E they thought
it was possible gallstones, which my
GP agreed with but said it could also
be coeliac disease or irritable bowel
syndrome. When the pain continued
I returned to A&E and the consultant
arranged a scan, which showed a
large tumour in my upper colon. That
consultant saved my life.

The Bowel Cancer UK forum
has been incredible. Many
users have made friends
on the forum and have
described the advice given
on there as lifesaving.
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Helen with her family

I had emergency surgery to remove
the tumour and spent over two weeks
recovering in hospital. Unfortunately, a
month later my oncologist confirmed
the cancer had spread to the lymph
nodes and peritoneum. I had to start
chemotherapy straight away. I was
absolutely devastated.
I’ve had fantastic support from my
family, friends and two beautiful young
children, who are my driving force whilst
I endure the treatment to extend my life.
I’m very fortunate to have such amazing
support around me.

The Bowel Cancer UK forum has
been incredible. Many users have
made friends on the forum and have
described the advice given on there as
lifesaving. Some patients have been
advised to receive second opinions on
their treatment and then go on to have
procedures that have been successful,
options that they weren’t originally
aware of.
The friends I have made through the
online community have been so helpful
and supportive. We pull each other along
through the tough side effects from
chemo and surgery. We know about
the emotional roller we live in and the
infamous ‘scanxiety’. Ultimately, I feel
less isolated with these friends and they

inspire me to ‘crack on’ because we must.
Any day when I’m feeling unwell, can’t
face treatment or it’s a scan day, I will get
reassurances from them and we lift each
other up. This support helps us build our
resilience as we live with cancer"

Talk to others
Our online forum is a place for
anyone affected by bowel cancer
to talk about their experiences,
share their knowledge and support
each other. Connect with others at
bowelcanceruk.org.uk/forum

15

News

Star of Hope Funds

Gary Logue Colorectal Nurse
Awards
On Monday 17 September, we hosted our fourth Gary Logue
Colorectal Nurse Awards, which marks the achievements of
colorectal nurses who make a huge difference to both the lives of
their patients and their colleagues across the UK. The awards were
set up in memory of Gary Logue, a nurse who worked for the charity
and passed away in 2014.
We were absolutely delighted that Charlene White, patron of the charity and ITN
news reader, presented the awards to our winners along with Dr Claire Taylor,
Macmillan Nurse Consultant and Chair of NCCNN.

From left to right: Dr Claire
Taylor, Alison Stewart
and Charlene White

The winner for the award for a nurse
nominated by their colleagues was
Alison Stewart from Western General
Hospital, Edinburgh.
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Star of Hope Funds
A Star of Hope Fund gives you, your family and friends a special
place to remember and celebrate the person you have lost. Through
your online Star of Hope Fund you can create a lasting tribute
through the sharing of memories, pictures and donations to
celebrate the life of your loved one.
Once your fund is set up we will
send you a welcome pack, which
includes an exclusive silver Star of
Hope pin.
The Rogers family lost Allan at the
age of just 41. He was a much loved
son, dad, brother and husband.
Their fund is a tribute to their
lovely memories of Allan and of the
wonderful ways they have so kindly
supported us since 2015.

From left to right: Dr Claire Taylor,
Eleanor Rae, Angela Wheeler
and Charlene White

We announced joint winners for the
award for a nurse nominated by patients,
Eleanor Rae from Wishaw General
Hospital, Scotland and Angela Wheeler
from Barnet Hospital (Royal Free),
London

We love that our tribute
page will always be available
for our two girls to visit.

"We love that our tribute page will
always be available for our two girls
to visit. Only seven years and 12
weeks old when we lost Allan, this
is a lovely way that they can see
photos, stories and messages about
their beloved daddy, who meant so
much to so many people." Michelle,
Allan Rogers' wife

Learn more

Allan, Michelle and
daughter Matilda

To find out more about our funds,
email inmemory@bowelcanceruk.
org.uk or visit bowelcanceruk.org.
uk/starofhopefunds
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Fundraising

Fundraise for us
A truly Great North Run
The streets and skies were
awash with teal as over
200 runners took part in a
sunny Great North Run for
us in September. A huge
thank you to everyone who
ran and made the event
such a huge success; the
team have raised over
£100,000 so far which is
incredible.'
Runner Sion said: “Thanks
for all the support before

and during the event –
your cheering team was
amazing and gave a much
needed boost when the
legs were beginning to
flag!”.
Inspired by our running
team? Find out more
about our fundraising
events on our website:
bowelcanceruk.org.uk/
fundraise

Decembeard

It’s that time of year again
when we ask men to grow
a beard throughout the
month of December and
raise money to help stop
people dying of bowel
cancer. Already bearded?
No problem. Dye, ditch or
decorate your beard and
join the campaign.
To take part, all you need
to do is sign up and raise
a minimum of £100. We’ll
send you a fundraising
pack filled with hints and
tips to make your beard
growing a success. Sign up
at bowelcanceruk.org.uk/
decembeard
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Walk Together

We had an amazing Walk Together
month in September, with around 500
supporters taking part in our sponsored
walks in Edinburgh, London, Cardiff and
Belfast, raising over £80,000. A huge
thank you to everyone who took part! We
were also delighted that TV presenter
Gaby Roslin was able to join us for the
walk in London.
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Events diary

To find out more about any of these
events or other ways you can get
involved, visitbowelcanceruk.org.uk

November
30 Carols Together at
Stormont, Belfast. Tickets
cost £25. Buy them at
bowelcanceruk.org.uk/
carolconcert

April

December
Decembeard

Bowel Cancer Awareness
Month

9 Glasgow Santa Dash

6 SPAR Omagh Half
Marathon

January
1 Edinburgh Loony Dook

7 Greater Manchester
Marathon

12–16 Arctic Adventure Challenge
(multi-activity)

7 Kilomathon Edinburgh

February
9–18 Cycle Myanmar

28 Virgin Money London
Marathon
28 Glasgow Kiltwalk

March
2–9 Trek the Canyons, America

28 Simplyhealth Great Stirling
Run

3 Jones Crisps Anglesey Half
Marathon

May
5 Deep River Rock Belfast City
Marathon and Team Relay

4 The Big Half, London
24 London Landmarks
Half Marathon

25–26 Edinburgh Marathon
Festival
27 Vitality London 10,000

/bowelcanceruk
@bowelcanceruk
@bowelcanceruk
Registered charity number 1071038 (England and Wales) and SC040914 (Scotland)

