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Welcome

Deborah awarded MBE
In June we were delighted to announce 
our Chief Executive, Deborah Alsina, was 
awarded an MBE in the Queen’s 90th Birthday 
Honours list, in recognition of her service to 
bowel cancer patients. Deborah’s personal 
commitment to patients and their families and 
her active engagement with them has ensured 
that they are at the heart of our work.

2016 so far

Bowel Cancer Awareness Month 
We had an extremely successful Bowel 
Cancer Awareness Month this April, a massive 
thank you to those who baked cakes, shared 
information, gave talks, donated and took 
part in events. This is a special opportunity to 
raise awareness of bowel cancer and funds to 
support our work and we really appreciate the 
efforts of all of our supporters. 

stop bowel cancer 
in our lifetime

Welcome to the latest edition of 
‘Together we can’, a newsletter we 
publish twice a year to keep you up 

to date on the vital research and lifesaving 
work you‘re supporting to help us stop bowel 
cancer. 

We’re delighted to bring you an update on our 
ground-breaking research project identifying 
gaps in bowel cancer research which, if 
addressed, will help save thousands of lives. 
We also have the latest news on how we’re 
leading the change and campaigning for early 
diagnosis and access to best treatment and 
care across the UK. And of course it features 

stories from people like you – fundraisers, 
volunteers, supporters and patients. 

We are determined to save lives and improve 
the quality of life for all those affected by bowel 
cancer but we can’t do this without you. Your 
support truly does make a difference so as 
always, a huge thank you from me to you. 
It’s only by working together that we can stop 
bowel cancer. 

Deborah Alsina 
Chief Executive
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News round-up
So far, 2016 has been a fantastic year for the charity.  
We launched a new website, unveiled our updated logo  
and kick-started our ground-breaking project to discover  
the gaps in bowel cancer research.

New items in our online shop 
Our online shop has really taken off and 
we hope those of you who have already 
bought items are wearing them with pride. 
In May we launched our latest Star of Hope 
bracelet along with a new range of hoodies, 
key chains, tote bags and notelets. Visit our 
website to take a look bowelcanceruk.org.uk
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Research progress reportResearch progress report

Each working group 
covered a different theme 
– living with and beyond 

bowel cancer, prevention, 
risk, early screening and 
diagnosis, curative treatment, 
stage 4 disease, basic science 
and pathology, imaging and 
diagnostics. 

The discussions have been 
extremely interesting with 
lots of healthy debate 
around what really are 
the gaps in our current 
knowledge and how we 
should shape the bowel 
cancer research agenda in 
the future. The final working 
group meetings took place 

in July and then we worked 
with the Chairs of the groups 
to create reports on each of 
the topics. 

While this process gave us a 
fantastic snapshot of what 
academics thought, we 
wanted to ensure the views 
of patients, carers and those 

Latest research 
project update 

more widely affected by 
bowel cancer were central 
to the outcomes of the study. 
We held a patient panel 
in August, where nearly 
30 people affected by the 
disease gave us their views 
on the priorities identified in 
the reports and helped guide 
the recommendations for the 
final publication. 

The feedback from the 
patient panel and reports 
are now being considered 

by our Steering Group, 
who will write the final 
academic paper which will 
be submitted to a scientific 
journal by the end of the 
year. We are looking to 
launch the findings of the 
project in Spring 2017. 

This project has the power 
to act as a catalyst for 
change and save thousands 

more lives in the future. The 
findings will influence future 
bowel cancer research, help 
fund projects that are going 
to make a real difference for 
patients and highlight the 
gaps in research where we 
and the research community 
can have the greatest 
positive impact 

Attending the patient panel was Barbara 
Moss who was diagnosed with stage 
4 bowel cancer in 2006 and has been 
in remission for the last seven years. 
Barbara sits on the board of several patient 
organisations, including being Chair of 
the Expert Patient Advisory Group with 
Europacolon. 

“I feel really honoured to participate in 
this project. It is rewarding using my 
experiences as a stage 4 patient who has 
survived to shape the research agenda 

on this issue. The patient experience has 
been an important part of this project 
throughout.

It is vital for charities to speak directly with 
patients. Sometimes, it’s the little things 
that a patient may not write about, but is 
picked up during a direct conversation; 
also the emphasis that someone places on 
particular aspects of experience; this makes 
it important for direct communication.

I also feel that Big Data will certainly help 
us to learn and improve on what we do 
not even know is lacking. This needs to be 
put into practice as soon as it can be made 
protective for patients to use.

Another valuable tool to use are patient 
stories. It really helps to spread the 
message, makes everything real and helps 
the general public to become aware.

Bringing patients together gives patients 
a louder voice and perhaps encourages 
those who might not otherwise be involved 
to take part. Every patient journey is 
important.”

It’s been full steam ahead with our landmark ‘Critical Gaps in 
Bowel Cancer Research’ project over the last few months. Since 
announcing the project on World Cancer Day on 4 February, 
surgeons, oncologists, researchers and many other professionals 
travelled from across the UK to meet in working groups and discuss 
the gaps across their areas of research that, if filled, will have the 
most impact on the lives of people with bowel cancer.   

Barbara, diagnosed at stage 4

We post regular updates about the project on our website 
bowelcanceruk.org.uk
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Advanced bowel cancer Educating professionals

Nearly 4,000 
people in the UK 
are diagnosed with 
advanced bowel 
cancer every year. 
This is when the 
cancer has spread to 
somewhere else in 
the body, such as the 
liver or lungs. 

Unfortunately survival 
rates for advanced 
bowel cancer are 

poor. Less than one in ten 

people will survive more than 
five years, however, nearly 
everyone diagnosed at the 
earliest stage will survive 
bowel cancer.

Poor survival rates are linked 
to quality, availability and 
access to best treatment 
and care. Further research 
is needed to develop more 
effective drugs and surgical 
techniques for advanced 
bowel cancer that can extend 
people’s lives as currently only 
limited options are available. 

We are determined to 
improve survival and support 

for people with advanced 
bowel cancer. It’s one of our 
campaigning priorities and 
we’re determined to lead the 
change over the next few 
years. 

We’re working in coalition 
with bowel cancer 
organisations from Canada, 
France, Australia and the 
US to improve survival rates 
through better access to high 
quality treatment. Working 
internationally provides 
opportunities to share 
knowledge and learn from 
other countries 

Improving treatment and care 
for advanced bowel cancer

Expert training for healthcare 
professionals

We’re excited to be launching a pioneering global campaign 
later this year. Keep an eye on our website and social media 
for details or join us and sign up to be a campaign supporter 
on our website bowelcanceruk.org.uk

Find out more and book our training on our 
website bowelcanceruk.org.uk

Our study days aim to:
•  Inform healthcare professionals about 

all aspects of bowel cancer including 
symptoms, screening, prevention and 
treatment

•  Provide insight from the patient’s 
perspective

•  Give professionals the confidence to 
empower patients to overcome barriers 
to screening, change lifestyle behaviours 
and seek advice

•  Inform and influence day-to-day practice 
and future developments

We also run half and full day bowel health 
and screening training. Our team is the only 
dedicated bowel cancer health promotion 
and training team in the UK. The training 
covers signs and symptoms, risk factors and 
the screening programme and provides 
professionals with the skills, confidence and 
knowledge to deliver the best treatment and 
care for all those affected by the disease. 

It’s designed for a range of professionals 
including NHS Health Improvement teams, 
occupational health staff, outreach workers, 
health trainers, pharmacists, and other multi-
disciplinary healthcare professionals.

We have also developed a train the trainer 
course for professionals who work with people 
with learning disabilities. 

We’re bringing together the UK’s leading bowel cancer experts 
to run two free study days for healthcare professionals, one in 
Newcastle on 6 October and another in Cardiff on 9 November. 

“An excellent day and have 
recommended it to my 
colleagues. A fantastic event – 
thank you so much” 
2015 delegate 
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A gift in your Will really can make a 
difference and help fund research which 
will help save thousands more lives from 
bowel cancer in the future. 

With your support we’ll be able to focus on 
research which:

•  Improves the early diagnosis of bowel 
cancer giving people the best chance of 
survival

•  Increases understanding of the causes 
of bowel cancer, including in younger 
people 

•  Improves the identification of people at 
higher risk of bowel cancer

Leave a legacyLeave a legacy

What words of wisdom would you pass 
on to the next generation? We asked 
supporters, volunteers and bowel 

cancer patients and were very touched by the 
thoughts you shared with us. “Hope gives you 
the strength to achieve amazing things”, “Do 
everything in moderation” and “Listen to your 
body” are just a few of 
the words of advice we 
received.

This year’s Will Week 
is particularly special 
because Aardman – the 
Oscar winning studio 
behind Wallace and Gromit, Shaun the Sheep, 
Creature Comforts and many more – is helping 
to bring the quotes to life with a special 
animation being shared on social media.

Of course it’s not just words of wisdom that 
Remember a Charity is encouraging people to 
pass on. Making a Will is extremely important 
so that others know what you want to happen 
when you are no longer here. It’s becoming 
more and more common for people, when 
making their Will, to include a gift to charities 

that they have supported 
in their lifetime. In fact, 
over £2billion was left to 
charities in this way in 
2015 and so much good 
can be done with such 
significant gifts.

You can even adjust a Will after someone has 
died to include a legacy to charity. This is called 
a Deed of Variation, which is what Sharon 
Johnson did after her close friend Robin died 
from bowel cancer. As Sharon explains: “Robin 
was my oldest and dearest friend and died at 
the age of only 59 in June 2014. He was a shy 
and retiring man and was diagnosed late as 
he was uncomfortable about seeing a doctor. 
His mother had died 17 years earlier also from 
bowel cancer aged just 64. 

My overriding desire is that others should 
not suffer this needless loss. Knowledge of 
and early reporting of the symptoms is so 
important as it saves lives.

With this in mind, I felt I should redirect  
part of Robin’s estate to Bowel Cancer UK.  
I discovered on the Government website  
gov.uk/alter-a-will-after-a-death that all I 
needed to do was to send a simple letter 
stating my wishes to HMRC.

This was acknowledged and agreed by HMRC 
in a week and I was therefore able to make 
the donations that I am sure Robin would have 
been so happy to have made.

If you are in a similar position, I encourage 
you to make a Deed of Variation as well as 
ensuring that your own Will leaves a legacy.

If you feel that you have any symptoms that 
could be bowel cancer please, please go to 
your doctor.”

If you are considering leaving a gift in your Will 
our website has lots of helpful information. 
You’ll be able to find out more about questions 

Leaving a gift in your Will
This year we’re excited to be taking part in our first ever Will Week. 
The week is co-ordinated by Remember a Charity, a group of over 
140 charities from across the UK including ourselves. Will Week is 
taking place from 12–18 September and the message this year is 
simple – what will you pass on? 

to ask your solicitor, recommended wording 
and a ‘jargon buster’. If you would like a 
confidential chat about your legacy you can 
call Sarah Weber on 020 7940 1763 

“My overriding desire is  
that others should not  
suffer this needless loss.”
Sharon Johnson

Robin, died age 59
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Changes to screening Never Too Young update

This is an important and crucial step 
forward in saving more lives from bowel 
cancer. FIT has been proven to be more 

accurate and easier for people to complete 
than the current test which is vital as screening 
plays a huge role in detecting bowel cancer 
early, when it is more treatable and chances of 
survival are higher.

Approval means the BCSP can begin the 
process of implementing FIT. This could take up 
to 18 months and we’re working with them to 
ensure a smooth rollout.

But we won’t be stopping there. Scotland 
announced last year that they will be adopting 
FIT and we’re working in partnership with them 
to introduce the test. Wales and Northern 
Ireland have yet to approve FIT. We’ll continue 
to actively campaign to make sure it’s adopted 
right across the UK 

A key part is improving 
the identification 
and management of 

people with Lynch syndrome 
– a genetic condition that 
increases the risk of bowel 
cancer by 80%. People with 
Lynch usually develop bowel 
cancer under the age of 50 
yet fewer than 5% of people 
with the condition have been 
identified.

To highlight the lack of testing 
to identify people with Lynch 
syndrome, we carried out 
a Freedom of Information 
request asking all hospitals 
in the UK if they follow the 
Royal College of Pathologists 
clinical guidelines. These 
state that all people 
diagnosed with bowel cancer 
under the age of 50 should 
be tested automatically for 
Lynch at diagnosis. 

We found that 29% of 
hospitals do not test patients. 
And of those that do carry 

out the test, nearly 44% don’t 
carry it out automatically 
and only one in 10 (11%) at 
diagnosis.

Testing is vital. If you have 
Lynch syndrome there is a 
50% chance close family 
members could also have 
the condition. Knowing of 
the condition means the 
patient and their family can 
receive regular colonoscopy, 
reducing their chance of 
dying from bowel cancer by 
up to 72%. 

We’re using our findings to 
campaign for change and 
encourage hospitals to work 
together to carry out these 
lifesaving tests. 

We also carried out a survey 
to hear directly from people 
about their experience 
of being diagnosed 
and managed for Lynch 
syndrome. The results will be 
published later this year 

Crucial changes to  
screening in England

Leading the change  
for younger patients 

Read the full findings and join us by signing up to be a 
campaign supporter on our website bowelcanceruk.org.uk

Find out more and join us by signing up to 
be a campaign supporter on our website 
bowelcanceruk.org.uk

We have long called for the 
introduction of FIT and have 
played an active role over  
many years campaigning for 
this change so we’re delighted 
it’s finally happening. 

In June, the Government approved the UK National Screening 
Committee’s (UKNSC) recommendation to replace the current test 
used in the Bowel Cancer Screening Programme (BSCP) in England 
with a new test – the Faecal Immunochemical Test (FIT).

Our flagship Never Too Young campaign 
aims to improve the diagnosis, treatment 
and care of younger bowel cancer patients. 

Everyone diagnosed with  
bowel cancer under the age  
of 50 should be tested for Lynch 
syndrome at diagnosis.

Lynch syndrome can increase 
the risk of bowel cancer by

Of those hospitals that do  
test for Lynch Syndrome

40% don't 
carry it out 
automatically

Only 11% 
do it at 
diagnosis

of hospitals still not testing for 
Lynch syndrome in all under 
50s with bowel cancer

30%
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Understanding bowel 
cancer in younger 
people

We championed the 
creation of and 
gained funding for a 

cutting edge research project 
led by two of the UK’s leading 
academic GPs to develop a 
risk assessment tool. This 
will help GPs determine 
who should be referred for 
diagnostic tests and we hope 
will speed up the diagnosis 
of younger bowel cancer 
patients who we know often 
experience delays. 

Unravelling the genes 
behind bowel cancer

We’re on the Steering 
Group of the 
Genomics England 

Clinical Interpretation 
Partnership (GeCIP) for bowel 
cancer with a particular 
focus on communication 
and patient and public 
engagement. The GeCIP 
includes researchers and 
clinicians working together to 
analyse data from the 100,000 
Genomes Project to improve 
diagnosis and treatment of 
bowel cancer. 

Personalising bowel 
cancer treatment

We’re a partner of 
the Stratification in 
COloRecTal cancer 

or S-CORT Consortium which 
is using the latest genome-
based technology to uncover 
the complex biology of bowel 
cancer in samples collected 
from over 2,000 patients. 
Researchers will use this 
information to match the 
right treatment to the right 
patient and better predict how 
different patients respond to 
treatment.

Our volunteers have 
all been affected by 
bowel cancer and give 

talks to community groups 
and workplaces across the 
UK. They raise awareness 
of signs and symptoms, risk 
factors and screening as well 
as highlighting their own 
experiences. 

Marion started volunteering 
with us a year ago following 
the death of her daughter 
Natalie in October 2014 aged 
just 31.

What do you enjoy most 
about volunteering?
“I enjoy personally raising 
awareness by alerting the 
general public to the signs 
and symptoms so bowel 
cancer can be diagnosed, 
treated early and hopefully 
cured. Explaining about 
screening is also important 
to help dispel any myths or 
misunderstandings.” 

A key part of our work is educating patients, the public and 
healthcare professionals about bowel cancer by providing expert 
information and training. One of the ways we do this is through our 
award-winning health promotion volunteer programme. 

Volunteering

What have been the 
main benefits to you?
“I get to meet other volunteers 
who have been through 
similar experiences and 
understand what that feels 
like. I also enjoy meeting new 
people which has made life 
more purposeful since the 
sad and untimely loss of my 
daughter.”

Why is raising 
awareness of bowel 
cancer so important?
“It will help save lives and 
prevent late diagnosis. I 
would not wish anybody to 
experience the unnecessary 
loss of a loved one, especially 
a child or young adult,  
as I did.” 

How our volunteers are 
making a difference 

Marion and her daughter Natalie

Current research projects 

Find out more on our website 
bowelcanceruk.org.uk

If you would like to book a talk for your workplace or 
community group or you are interested in becoming a 
volunteer, visit our website bowelcanceruk.org.uk

Alongside leading the ‘Critical Gaps in Bowel Cancer Research’ 
project, featured on pages four and five, we are partnering with 
leading clinicians, institutions and academics on a number of 
other research projects.

12 
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Fundraising focusFundraising focus

Jackie, 36, is a mum of one who was given 
a devastating diagnosis of incurable bowel 
cancer in July 2015. Despite numerous 

rounds of palliative chemotherapy and being 
fitted with a stoma, Jackie has been working 
her way through a bucket list of experiences 
and challenges she wants to complete. 

As well as more challenging endeavours such 
as sky diving and completing a marathon, the 
bucket list also features things she would have 
never done before including grooming a horse 
and holding a snake. Other goals on the list 
are learning to crochet, making jam, flower 
arranging, upcycling cutlery to make wind 
chimes and climbing into a giant hamster ball.

One of Jackie’s most recent challenges was the 
creation of a charity calendar featuring herself 
and her friends in a variety of retro glamour 
poses. So far it has raised an amazing 
£3,894 which will be shared between us and 
Weldmar Hospicecare Trust. Jackie’s motto 
is “Make happy memories for my family and 
friends. Life is short...live it.”

If, like Jackie, you want to make a difference 
and raise funds to support our work, take a 
look at our events calendar or visit our website 
bowelcanceruk.org.uk. Together we can stop 
bowel cancer in our lifetime 

Thank you fabulous 
fundraisers

Events diary

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

Jackie Robinson pictured with her husband 
Warren, son Connor and our Fundraising 
Assistant Charlie

Our work relies on the amazing efforts of our fundraisers who 
tirelessly support us by giving up their time to champion the charity 
and help raise vital funds. One such fundraiser is Jackie from Dorset.

“Make happy memories  
for my family and friends.  
Life is short...live it.”
Jackie Robinson

2016 2017

September

18 Belfast Half Marathon

24  Causeway Coast Marathon, Half 
Marathon, 10k & Walk

October

1 & 2 Bank of Scotland Great Scottish 
Run, Glasgow

9 Royal Parks Half Marathon, 
London

30 Dublin Marathon

November

5  Men’s Health Survival of the 
Fittest Race, Manchester

14 Tollymore Trail, Newcastle, 
Northern Ireland 

December 

All Month Decembeard

2  Northern Ireland Carol Concert, 
Parliament Building, Stormont 
Estate, Belfast

4 6/10k Santa Run, Victoria Park, 
London

8  London Carol Concert, St 
Marylebone Church, London

February

17–26 Mount Kilimanjaro Trek

March

12 Adidas Silverstone Half Marathon

April

All Month  Bowel Cancer Awareness Month 
/ Be a Star, Bake a Cake

2 Greater Manchester Marathon

9 Brighton Marathon

23 Virgin London Marathon
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To donate to us visit bowelcanceruk.org.uk  
or to donate £10 text STOP41 £10 to 70070.  

If you have any feedback on the content of ‘Together we can’ please email  
feedback@bowelcanceruk.org.uk

Support our vital research 
and lifesaving work 

Together we can stop bowel cancer  
in our lifetime

Attend a carol concert 
This year’s carol concerts will take  
place on Thursday 8 December at  
St Marylebone Parish Church in London  
at 6.30pm and on Friday 2 December in 
the Parliament Building at Stormont Castle 
in Belfast. Join us for carols, readings  
and choir performances followed by wine 
and mince pies. Tickets will be available 
to buy on our website from mid-October. 

Take part in Decembeard
Be brave, don’t shave this December and  
join men across the country taking part in  
our annual sponsored beard grow. 

The rules are simple, just clean shave on  
30 November and collect sponsors as your 
beard blossoms. If you’re already bearded 
why not shave it off and stay clean shaven  
for a month? 

To register visit bowelcanceruk.org.uk/
decembeard 

Become a Friend
By donating just £10 a month you can 
become a friend of Bowel Cancer UK and 
support our vital research and lifesaving 
work to stop bowel cancer. As a friend 
you’ll receive a welcome pack including a 
Star of Hope pin badge, invitations to hear 
directly from the researchers we work with, 
opportunities to attend special events and 
a supporter update twice a year. To join just 
visit our website bowelcancer.org.uk/friend

/charitybcuk @Bowel_Cancer_UK bowelcanceruk.org.uk 

Registered charity number 1071038 (England & Wales) and SC040914 (Scotland) and a company limited by guarantee number 3409832


