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bowel cancer diagnosis in England.

The stage distribution for each cancer type is dependent on 
many factors including how the cancer type develops, the way 
symptoms appear, public awareness of symptoms, how quickly a 
person goes to see a medical professional if/when symptoms 
appear, how rapidly and appropriately a person is referred,  and 
the availability of appropriate diagnostic tests and medical 
professionals. It can also be influenced by the availability of a 
screening programme that can detect early stage disease, along 
with the extent of uptake of that programme. A cancer type 
associated with a large proportion of early stage diagnoses 
could be one that is more likely to be symptomatic at an earlier 
stage of development, with clear, well known symptoms. For 
example 79-87% of breast cancer patients are diagnosed at 
stage I or II  compared with 44-48% of bowel cancer patients. (2) 

Bowel cancer diagnosis

Routes to diagnosis:

Reactive
 Symptoms that are 

perceptible to a person 
living with bowel cancer 

are investigated.

Early intervention
 Symptoms that may be 

imperceptible to a person living 
with bowel cancer are detected 

through other means.

Prevention
People's individual risk of bowel 

cancer is calculated and 
appropriate monitoring or 

screening is put in place. People 
are equipped to make lifestyle 

choices that can influence their 
risk of bowel cancer.
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Increased risk of bowel cancer

Over half of bowel cancer cases are diagnosed at a late 
stage in England (2014). (2)

More bowel cancer patients with a known stage are 
diagnosed at a late stage (52-56% are diagnosed at 
stage III or IV), than an early stage (44-48% are diagnosed 
at stage I or II). Around 23-26% of bowel cancer patients 
have metastases at diagnosis (stage IV). (2)

Unknown data

Source: National Cancer Intelligence Network, 
data for 2012-2013 (2)

Diagnosis and Cancer Stage

Diagnosed via national 
screening programmes: 63%

Early
(stage I)

3%

Late
(stage IV)

Diagnosed via urgent GP two-week wait referral 
with suspected bowel cancer symptoms:

34%

Early
(stage I)

22%

Late
(stage IV)

Diagnosed via 
routine GP referral:

34%

Early
(stage I)

22%

Late
(stage IV)

Diagnosed via emergency GP transferral 
to hospital, as a hospital patient, or via A&E:

11%

Early
(stage I)

58%

Late
(stage IV)

Diagnosed in hospital 
(in or outpatient):

34% 29%

Early
(stage I)

Late
(stage IV)

Genetic test

In the UK each year, 54% of bowel cancer cases are 
linked to major lifestyle and other risk factors. (11)

There are a range of reasons why some people are at a 
higher risk of developing bowel cancer than others. These 
include family history, genetic conditions and other bowel 
conditions.

We learnt that many people are unaware of whether 
they are at increased risk and that GPs are reliant on 
patients being able to provide them with the information 
they need to judge whether someone is at increased risk.

Inflammatory Bowel Diseases (IBD)

Ulcerative colitis and Crohn's disease

Ulcerative colitis and Crohn's disease are chronic bowel diseases causing 
inflammation in the bowel. Having either of these diseases for many years 
increases your risk of bowel cancer by up to 70%.
Your level of risk depends on:
- how long you have had the disease
- which part of your bowel is affected
- how bad your colitis or Crohn's is
whether you have a family history of bowel cancer
You usually have a colonoscopy 10 years after the symptoms start. You might 
have colonoscopies every 1 to 5 years depending on your level of risk. (2)

Genetics

We found that the people we interviewed 
were unaware of their genetic conditions, 
or increased risks, until they received a 
diagnosis of bowel cancer. Only once 
they received a diagnosis were they 
offered any genetic screening.

‘If I was aware of my genes, I could have done 
something... prevention, tests..' Person living with 
bowel cancer (female, 30s)

An inherited bowel condition called familial adenomatous polyps (FAP)

This is a rare condition that runs in families. It causes a lot of abnormal growths 
called polyps in the bowel. You have colonoscopies every year if you have FAP. 
Specialists often advise people with FAP to have surgery to remove their large 
bowel (colon). This is because there is such a high risk of getting bowel cancer. If 
left untreated, all individuals with this syndrome will almost certainly develop 
bowel cancer by their 40s.

Specialists recommend that people with FAP have bowel surgery in their 20s. 
They have their colon removed to prevent the development of bowel cancer. (2)
 
The risk of developing bowel cancer if polyps are not removed can be up to 
100% (American statistic, 7)

An inherited bowel condition called Lynch syndrome

Lynch syndrome is a genetic condition that can significantly increase the risk of 
developing bowel cancer to up to 80%, as well as increasing the risk of many 
other cancers such as womb and ovarian. Lynch syndrome is caused by a fault 
in one of your genes, which usually works to prevent you getting cancer.
As Lynch syndrome is an inherited condition there is a 50∶50 chance of passing 
on the condition through generations, so whole families can be devastated by 
cancer.

175,000 people are estimated to have Lynch syndrome in the UK, yet fewer than 
5% are known. This has been because of a lack of testing across the UK. (6)

Other known genes

The BRCA1 gene fault increases the risk of breast cancer in those who 
have it. This gene might also increase the risk of bowel cancer in 
women under 50. People with an Ashkenazi Jewish background have a 
higher risk of bowel cancer. This might be due to a gene fault that is 
more common in this group. Around 6 in 100 Ashkenazi Jews (6%) 
have a faulty gene called I1307K. BRCA1 is also common in Ashkenazi 
Jews. People with gene changes that increase bowel cancer risk might 
need screening more often than the general population. (2)

Increased risk

Lifestyle choices

One of the challenges we have come across is that there 
is little information about the level of risk attached to 
lifestyle factors.
Information is available stating that things such as 
inactivity can increase your risk, it does not however 
inform you how much your risk will be increased by, or how 
much you can reduce your risk by changing your lifestyle.
Lifestyle factors (such as eating red meat, smoking, or 
drinking alcohol) might lead to an increased risk of 
developing bowel cancer. (6)

Being overweight or obese

It is estimated that 11 out of 100 bowel cancers 
(11%) in the UK are linked to being overweight 
or obese.(6) Being overweight or obese is 
linked to at least 13 different types of cancer, 
including bowel and endometrial cancers. 
Despite this, public awareness of the 
relationship between obesity and cancer 
remains low, with just 15% of UK adults aware 
of the causal link. The 2016 survey found that 
26% of adults in England are obese (BMI of at 
least 30) and a further 35% are overweight 
(BMI of 25 to 29.9), meaning that 61% of 
people are either overweight or obese.

Diabete

People with diabetes have an increased risk of bowel 
cancer. (2) People with type 2 diabetes are often 
unaware that they have the condition because, for 
many, there are no obvious symptoms. As a result, 
their bodies are exposed to high levels of a protein 
called ‘insulin-like growth factor-1’ (IGF-1) in the blood 
for an extended time, before they seek medical help. 

Research has shown that IGF-1 may contribute to the 
growth of cancer cells, which could explain why the 
lifetime risk of bowel cancer in people with type 2 
diabetes is up to three times higher than that of the 
general population. (Australian research, 8)

GP might refer to a genetics 
clinic if appropriate. A 
geneticist carries out a 
detailed assessment and can 
confirm whether people need 
screening or genetic testing. (2)

Family history

The risk of bowel cancer is increased if you 
have a first-degree relative diagnosed with 
bowel cancer. A first-degree relative is a 
parent, brother or sister, son or daughter.
The risk is increased further if more than 
one relative has been diagnosed with 
bowel cancer, or if a first degree relative 
diagnosed at a young age, for example, 
under the age of 45 years old. (2)

'Most people don’t know their family history, or they have 
relatives living in different countries and they cannot track 
them.’ GP

‘A 30 year old guy comes to see me with chest pain and tells 
me his dad died quite young and that he stayed in the 
hospital for over a year, but he doesn’t know why.’ GP

Around 5 out of 100 (5%) bowel 
cancers are due to conditions passed 
on through families (inherited). (2)

- 1 first degree relative 
(parent, sibling or child) 
with colorectal cancer 
under the age of 50

- 2 relatives (including both 
parents) with an average 
age of over 60 years (5)

- 3 relatives with colorectal cancer in a 
first degree kinship (including both parents 
and a sibling), none diagnosed below the 
age of 50 years

- 2 first degree relatives diagnosed with 
colorectal cancer with an average age 
under 60 years (including both parents) (5)

- 3 or more first degree relatives with 
colorectal cancer, one cancer 
diagnosed under the age of 50 years
- 3 or more first degree relatives with 
colorectal cancer
- A Lynch Syndrome associated cancer
- 1 cancer diagnosed under the age of 
50 years (5)

Low

Risk

Medium High

There is no standardised system for recording 
patient risk factors and there are no enablers that 
help patients to track their family history or seek 
genetic information. Patient provided family history 
of colorectal cancer may provide inaccurate 
information for a variety of reasons, for example, 
no contact with family members or inaccurate 
information about the family illness.

‘It’s only flagged up if we know about it or they know about it’ 
GP speaking about high-risk patients

Identify high risk and increased risk

Person receiving the bowel 
cancer screening kit, 

every 2 years.

Do not do / 
complete the test

Real negative False negative

Abnormal results

Unclear results

Normal results Do not go for 
further tests

Go for 
further tests

Start the test

Complete and return kit

Repeat the test

Population-based screening programmes in 
asymptomatic patients have been demonstrated 
to reduce the incidence and mortality rates of 
CRC in two ways: Removing preneoplastic lesions 
with polypectomy and diagnosing a higher 
proportion of CRCs at an early stage. (1)

Barriers to participation 
in bowel screening:

- Lower uptake among ethnic minority, lower socioeconomic groups 
and among individuals with low health literacy and numeracy
- Fear and denial around the test outcome
- Individual perceived low risk or don't want to know result
- Males less likely to take part in screening
- Misconception that the test is not applicable if no symptoms of BC
- Concerns around the practicalities and cleanliness of the test (11)

10-33% of FOBt-positive screenees do 
not undergo confirmatory testing. 
Certain patient groups are at higher risk 
of noncompletion; for example, those 
with lower socio-economic status or 
physical/psychological co-morbidity. (3)

'When I received the kit I felt pleased. I knew the NHS was taking 
care of prevention' Person living with bowel cancer (male, 60s)

'‘The only thing I knew of bowel cancer was the home screening test 
that I did, which resulted negative. I found out about my cancer 

through another way, that is the only way if you have a tumor 
without bleeding' Person living with bowel cancer (male, 60s)

Type of Test

From gFOBt to FIT

The bowel screening programme is undergoing further 
change, with gFOBt being replaced by faecal 
immunochemical testing (FIT). This is an easier 
procedure from a patient’s perspective (it requires only 
a single stool sample, unlike gFOBt which requires six 
samples from three separate stools) and has been 
shown to have a higher uptake than gFOBt.

The main difference between the two kits is the 
detection level of fecal blood concentration. The FIT test 
can pick up the presence of blood at a lower level. The 
FIT test detects human colonic bleeding specifically, 
whereas the gFOBt will detect blood from other sources. 
While the FIT test is more accurate and easier to use, its 
roll-out is predicted to increase pressure on the system.

'[The introduction of FIT] would result in a 120% increase in pathology demand in some areas, and we just don’t 
have the capacity. Now, we’ve seen this coming for years, but action hasn’t been taken until the last minute to 
prepare. Therefore, what they’re beginning to propose is that they will now, instead of doing a switchover from 

FOBT to FIT as there has been in Scotland, do a phased rollout as capacity becomes available. That could be 2 
to 3 years for some areas, it’s such a lost opportunity.' Deborah Alsina, Chief Executive, Bowel Cancer UK

‘It is not an attractive test to do’ Person living with bowel cancer (male, 60s)

'I read the screening kit leaflet carefully, it was not easy 
but I understood how to do it. You have to cope with that' 

Person living with bowel cancer (male, 60s)

‘Where is the bloody 
thing..see I can’t even find 
it. There’s a little drawer by 
the toilet and I thought if I 
put it there I’ll do it, but I’ve 
lost it now... it appears from 
time to time under some 
papers’ 
Person with experience of 
receiving a screening kit 
(male, 60s)

‘It’s just one of those 
things that gets left, like 
the prostate thing...it’s one 
of those things that you 
think I’m going to do next 
week’ Person with 
experience of receiving a 
screening kit (male, 60s)

 ‘I just thought I knew better and apparently I didn’t... About 2 months earlier 
the dreaded poo test had come through the door and I threw it in the bin. I 

thought if I was poorly I’d know' Person living with bowel cancer (male, 60s)

‘My pal said he wasn’t having any of this doing it over 3 days thing and he 
did one sample and split it into 3 and sent it all off in one. He wasn’t 

interested in having a load of poo sitting around in his bathroom for 3 days’ 
Person living with bowel cancer (male, 60s)

‘I can’t even remember if it has to come from 3 different poos! 
That’s a bit of a pain in the arse’  Person with experience of 

receiving a screening kit (male, 60s)

'I received a letter 2 months after the kit saying everything 
was fine. I don’t blame the system, my symptoms were not 
related to that kit' Person living with bowel cancer (male, 60s)

‘[The result of the test] is only ever as good as the bit of 
poo you test’ Person living with bowel cancer (male, 60s)

‘Another thing with GI cancers, with anyone above 45/50 if they have 
unexplained anaemia, that's another thing to consider. So you might 
just get a blood test after an NHS screening and someone who didn't 
used to be anaemic is now, so you would call them in' GP

Test accuracy & false negatives

Screening cannot 
detect all bowel 
cancers. You should 
always go to see your 
doctor if you have 
any bowel symptoms, 
even if you had a 
negative screening 
result. (10)

'Women know to expect mammograms, and if they don’t 
get them they come in and ask why it hasn’t happened - 

that doesn’t happen with bowel cancer screening' GP Almost two thirds 
of these cases with 
known stage are 
diagnosed early 
(stage I or II) (2)

A tenth of bowel cancer 
cases in England are 
diagnosed by screening. (2)

Uptake 
gFOBt

Don’t 
complete 
the kit

1.66% 
positive for 
blood in the 
stool

(3)

gFOBt
11/16 - 04/2017

FIT
11/17 - 04/2018

The biggest improvement in participation 
with FIT has been amongst those living in 
the most deprived areas – up from 42.0% 
to 51.8%. (Scotland, 6)

FIT uptake

For every 100 people screened 
(gFOBt), 2 will have abnormal 
results which may require 
follow-up with a colonoscopy.

For every 300 people 
who have bowel scope 
screening: around 285 have 

a normal result.

around 14 people 
may need to have 
further tests such as 
colonoscopy.

around 1 person has 
cancer and will be 
referred to do a hospital 
specialist for treatment.

(11)

Age Range

This is due to change later in 
2019, when all people aged 50 
to 74 will be sent a screening kit.

In England the bowel cancer 
screening kit is currently sent to:

Every 
2 years

Everyone 
aged 60-74

(6)

Complete the bowel 
screening test.

Person going for a blood test.

Decide to donate blood

Regular blood test for any other reason

Ad hoc blood test for any other reason
Nothing 
suspicious

Anemia

‘I bizarrely went 
through A&E in the 
months before my 
diagnosis [...] I was 
very clearly very 
anaemic, but they 
didn’t do a blood test 
at A&E' Person living 
with bowel cancer 
(male, 30s)

'I went and saw a GP I hadn't seen before. After 
establishing that there was no clear reason for the 
anaemia, such as heavy periods, he decided it 
needed further investigation.' Person living with 
bowel cancer (female, 30s)

'With blood tests you look at trends' GP

'Iron deficiency anemia is the more concerning one, but 
if they are female and below 50 periods can cause this 

at times. It isn’t a hard and fast rule that they need 
further investigation, but is a prompt to look at risk 

factors and ask questions' GP

Iron deficiency anemia

Anemia can be an indicator of many things, 
however many people with bowel cancer have 
anemia. A number of the people we 
interviewed were diagnosed with bowel cancer 
at an early stage due to anemia being picked 
up and investigated.

‘Your GP will also check your blood to see if 
you have iron deficiency anaemia. Although 
most people with bowel cancer don't have 
symptoms of anaemia, they may have a lack 
of iron as a result of bleeding from the cancer. 
In most people with bowel cancer, iron 
deficiency anaemia is found incidentally.’ (9)

A Norwegian study reported that 'Anaemia 
was found in 74.7% (215/288) of the patients 
with cancer in the coecum or ascending colon, 
57.1% (48/84) in the transverse colon, 40.0% 
(180/300) in the sigmoid and 30.5% (114/374) 
in the rectum'
(Prevalence of Anaemia at Diagnosis of 
Colorectal Cancer: Assessment of Associated 
Risk Factors; Tom-Harald Edna1,2, Vegard 
Karlsen1, Eivind Jullumstrø1 and Stian 
Lydersen2; 2012) 

‘I was really lucky, my GP was really proactive. I 
wouldn’t have blamed him for just sending me off 
with iron tablets. I was just lucky, otherwise I would 
probably still be sitting here now not knowing I was 
ill’ Person living with bowel cancer (female, 30s)

'It's as per doctor what level of risk you are 
willing to take, and I'm averse to risk so I would 
generally at least speak to them and say "look 
you've got low iron" [when finding out a patient 
has anemia from a blood test]' GP

'During one of my regular blood tests, a suspicious anemia was picked up and my GP asked me to do 
another test. The new results were worse and she referred me to do an endoscopy and colonoscopy that 
looked into my bowel. When they checked they found the tumor' Person living with bowel cancer (male, 60s)

'Pure fluke, I went to donate blood, they check your iron before and she said "it’s too low, it’s quite low". It 
was just a passing comment, she said it may be good to get it checked at the GP. It wasn’t a demand or 
anything, and for whatever reason I thought OK I will’ Person living with bowel cancer (female, 30s)

Emergency

Misdiagnosis 

Not considered 
urgent

Overlooked

Secondary Care / System delays

CRC specific tests

Referral

Non Urgent

Urgent

Emergency admission

2-week wait

Urgent appointment

Misdiagnosis 

Non-CRC 
specific tests

Overlooked

FIT Test

Negative results

Positive results

Self-monitor or ignore symptoms Decide to consult GP

Person experiencing 
symptoms of bowel cancer.

‘I made a couple of visits to A&E because 
the stomach pain had got worse. The first 2 
times they sent me away with painkillers, 
on the 3rd visit they gave me a scan. They 
thought it might be appendicitis, but 
weren’t sure, and wanted to open me up to 
see what was going on. When I woke up 
they told me they were 99% certain I had 
bowel cancer and I had a stoma as well’ 
Person living with bowel cancer (male, 50s)

Around a quarter (24%) of 
bowel cancer cases in England 
are diagnosed after presenting 
as an emergency. Around 7 in 
10 (68%) of these cases with 
known stage are diagnosed 
late (stages III or IV). (2)

Colonoscopies
Flexible sigmoidoscopies

Gastroscopies
CT Colonography

Types of Tests:

Capacity issue

'Currently in England, the urgent 2-week wait referral pathway for 
suspected bowel cancer only picks up cancer in 5-7% of patients that are 
referred, so there is a need to streamline the referral pathway and reduce 
the number of unnecessary investigations. This is particularly important 
because there is a serious lack of workforce' Baljit Singh, Colorectal 
Surgeon, University Hospital Leicester

The waiting times published by NHS England present further 
evidence that demand for diagnostic tests is outstripping capacity. 
Every month during the whole of 2017, approximately 3,000 patients 
(2,889) on average were waiting more than six weeks for endoscopy 
tests at their local hospital in England, whilst every month on 
average over 2,000 patients (2,379) with suspected cancer are 
waiting longer than two weeks for an urgent referral. (6)

Missed opportunities to diagnose CRC before endoscopic referral 
occur in 31%-34% of patients presenting with symptoms, entailing 
an average delay from the first visit > 200 days (1)

The 2-week wait was implemented in most NHS centres; however, 
compliance with the guidelines has been poor. This, coupled with the 
poor specificity of the system, has resulted in a poor cancer 
detection rate and a steadily growing volume of hospital referrals. (1)

People are not always equipped with the tools to 
describe their symptoms and a good understanding 
of what is relevant to say and what's not.

Language/vocabulary is a potential barrier to people 
discussing their symptoms. Both GPs and people with 
experience of bowel cancer brought up their 
tendency to talk about bowels using the same, 
informal, language that is used with children as a way 
to make people feel at ease.

Communication

‘Women tend to just come in - they have a problem, they come in 
with it. With men, if it's something they don't want to talk about, they 
might just come and you have to unpick what their concern is’ GP

'My strategy is, I'll just ask them "are you pooing as normal?". I 
find that when I use that language it's a bit less intimidating than 

asking "how are your bowels?" - to normalise it' GP

GP delays and key decisions

Regarding the consultation 
pattern, a greater interval 
to diagnosis was observed 
for patients with an 
increasing number of visits 
to the GP due to 
symptoms related to CRC 
and those lacking 
continuity of care. (1)

Particularly problematic for people under 50

Being referred for further investigation is particulalry 
problematic for young people who are sometimes viewed 
as bieng too young to have bowel cancer. They are likely 
to have to make repeat visits to the GP, and 31% of 
people under 50 are diagnosed through emergency 
routes as opposed to 16% of people between 60 and 69. 
(Routes to diagnosis)

'GPs being the first port of call is a big issue now that people 
rarely have a regular GP. At every stage you are having to 
convince one more person to take you seriously’ Cancer 
charity professional on people under 50

A survey highlighted delays experienced once people go to 
see their GP. 20% of respondents saw their GP 5 or more 
times before being referred to a specialist. 41% saw the GP 
no more than twice before being referred to a specialist. 
This compares poorly to the average for all bowel cancer 
patients, where 69% see their GP no more than twice 
before being referred (Never too young 2015 P12)

The Faecal Immunochemical Test (FIT) test is currently 
available in some, but not all, GP surgeries in England, and 
there are large inconsistencies in how it is currently used.

'It would be very helpful to have a FIT test available in my surgery' GP, London

'So for us we can do our bedside examination but now if someone 
has a change in bowel habit we can do a FIT test' GP, Leicester

Symptoms alone are not adequate to establish a suspicion 
of CRC and they must be synthesised with other variables, 
such as demographic variables and analytical data. (1)

Through our research we have become aware of a number 
of tools that have been developed to support GPs to 
assess the risk of bowel cancer. However, these have either 
not been rolled out or uptake has been low.

'You’d be surprised by how many people will say "yes I have been 
bleeding actually" or "my poo has been black actually" [after 
bringing them in because of anemia]' GP

Assessment

Around a quarter (24%) of bowel cancer cases in 
England are diagnosed following a routine or urgent 

GP referral (but not under the ‘two-week wait’ 
referral route). Around half (49%) of these cases with 

known stage are diagnosed early (stage I or II). (2)

When the referral is urgent, includes three 
diagnostic clues, mentions the suspicion of 
CRC or contains documentation of verbal 
contact, the delay decreases (1)

There has been a large increase in the number of patients 
being referred through the urgent, ‘2-week wait’ route. By 
2017, almost as many people were being referred every 3 
months as had been each year in the early 2000s. Now, 

almost 2 million go through this route per annum. Of 
these people, around 8% are found to have cancer. (3)

'The other pathways are a routine referral to gastro which will take 
months, a routine referral for endoscopy which will take months. You 
can do urgent appointments which will be a few weeks, then you've 
got the 2-week wait’ GP

'The patients we send up the 2-week wait are the easy 
ones. We can do that with our eyes shut. Have they 
got a red flag symptom? Yes.The really difficult ones 
are the grey areas, the ones with only a 1 - 2% risk of 
cancer' Dr Fiona Walter, Reader in Primary Care 
Cancer Research, University of Cambridge

Almost a third (30%) of bowel 
cancer cases in England are 
diagnosed via the ‘two-week wait’ 
referral route. More than 4 in 10 (44%) 
of these cases with known stage are 
diagnosed early (stage I or II). (2)

'Although this is in the initial stages, we have been able to successfully triage 
patients presenting with potential bowel cancer symptoms using FIT, with 
approximately 60% of the people tested not requiring further urgent 
investigation. This has reduced pressure on services and stress for the 
individual.' Baljit Singh, Colorectal Surgeon, University Hospital Leicester

Current Gatekeeper
GPs have the challenge of patients with vague symptoms which 

they may struggle to articulate, there being many common 
conditions that can cause similar symptoms, being reliant on 

patients to provide information about family history, short 
appointments in which to determine any underlying concerns of 

the patient, the potential of repercussions for an unnecessary 
referral and seeing very few cases of bowel cancer.

Common symptoms and an uncommon 
diagnosis

In the general population, abdominal 
symptoms account for up to 10% of 
consultations with GPs. (1)

On average a GP will see around eight new 
cases of cancer a year, but will see hundreds of 
patients with symptoms that could possibly be 
cancer (3)

It is remarkable that both positive and negative 
likelihood ratios (PLR and NLR) lie close to 1; 
thus, the presence or absence of symptoms 
does not significantly modify the probability of 
CRC detection. (1)

Research using patient vignettes found that 
GPs in the UK were much less likely to 
investigate or refer immediately than doctors in 
countries with higher cancer survival rates (3)

'A challenging cancer'Our interviews showed a network of key actors 
that help people recognise their symptoms and 
influence their help seeking i.e. decisions:

Key Actors

Other important factors described in studies are 
those related to denial and fear of symptoms. They 
include fear and denial of cancer, fear of poor 
prognosis, or fear of embarrassing and unpleasant 
investigations, which are all related to a lack of 
adequate information. (1)

Other fear barriers:

- Hospital environment
- Being physically examined
- Clinical investigation
- Treatment Stigma and/or discrimination
- Being pressured to make lifestyle changes
- Appearing weak/not in control
- Sexual dysfunction post treatment
(4)

Fear Barriers

'People's language’

There can be uncertainty about what language is 
appropriate to use when describing symptoms which can 

add to the reluctance to discuss them.

‘People don’t know what they are suppose to call things - poo is ok 
but shit isn’t. Anus, rectum, what words should you use?’ Person 
living with bowel cancer (male, 50s)

In 2017, 45% of respondents said they found it difficult to 
make a GP appointment.(1)

Research conducted by the International Cancer 
Benchmarking Partnership revealed that low public 

awareness was a problem in Norway, Sweden, Denmark, 
Australia and Canada. But ‘not wanting to bother the 

doctor’ turned out to be a peculiarly British trait. (1)

A study found that the most widely endorsed barriers 
to GP consultation were: 

- Difficulty making an appointment
(37% men, 45% women)

- Not wanting to ‘waste the doctor’s time’
(36% men, 41% women)

- Worry about what the doctor might find
(34% men, 40% women). (4)

Appointment booking issues & 
attitudes around wasting the doctor's time

Masculinity

Men endure symptoms for longer before seeking medical 
help, and report higher levels of embarrassment during or 
in relation to medical appointments. There are issues 
around perceived challenges to masculinity. (4)

‘Labourers, mechanics, 50 to 60 year old men, who always 
have a drink in the evening - none of them come to see me, 
none of them come and tell me about their symptoms. They’re 
the guys that present late with cancer’ GP

‘The thing is, I’m a bloke and blokes don’t talk about it’ 
Person living with bowel cancer (male, 50s)

‘I was a typical man, I was going to the GP only when I 
couldn't avoid it’ Person living with bowel cancer (male, 50s)

Not everyone feels comfortable talking about 
their bowel movements. There can be a stigma 
around talking about bowels, and 
embarrassment about the appropriate 
language to use. This embarrassment appears 
to be a combination of nature and nurture.

Embarassment & social stigma
‘When you have a baby, the first time 
they poo in the pot there is a family 
celebration. Then you get to a certain 
age and you have to pretend you don’t 
ever go to the toilet’ Person living with 
bowel cancer, (male, 50s)

A recent study that examined 
medical-advice-seeking behaviours showed that 
one in five persons experiencing rectal bleeding 
or changes in bowel habits did not seek medical 
advice. Moreover, among those seeking help for 
rectal bleeding or changes in bowel habits, up to 
18% and 37%, respectively, delayed seeking 
treatment by more than 1 month. (1)

‘Finding blood in your poo is not just 
embarrassing, it's also extremely worrying’ 
Person living with bowel cancer (male, 50s)

‘I was totally in denial for years, I was 
thinking just forget about it’ Person 
living with bowel cancer (male, 50s)

‘I'm just going to flush the toilet and carry on’ 
Person living with bowel cancer (male, 50s)

Most ‘embarassing’: Bleeding from your bottom and/or blood in your poo

‘My wife told me, would 
you prefer to be 
embarrassed or dead?'’ 
Person living with bowel 
cancer (male, 50s)

‘I started to think about my 
dad, who died of cancer, so I 

started thinking about getting 
checked’ Person living with 

bowel cancer (male, 50s)

‘I found out that one of the guys 
had been dealing with a polyp for 

a year and a half and had not said 
a thing to anyone’  Person living 

with bowel cancer, (male, 50s)

‘She told me to book a doctor's appointment 
and I said I would. She said "go on then" and 

stood over me whilst I rang them’ Person living 
with bowel cancer (male, 50s)

Wife/ Husband

Dad

Colleague

Group of 
male peers

Partner

Mum

‘Expert’ 
friends

Community reasons for delay in help seeking

There is a complex mix of 
reasons that lead to a 
delay in help seeking. 
These vary, but from our 
research it appears that 
the vague or subtle nature 
of symptoms is a particular 
problem with bowel cancer.

The symptoms of bowel cancer can include 
weight loss, fatigue/anemia, blood in your poo or 
bleeding from your bottom, a lump in your 
tummy, tummy pain, changes in bowel 
movements, and loss of control of bowel. 
However these symptoms aren't always present 
at the early stages of bowel cancer, and some 
people do not get any symptoms. Even if people 
do get symptoms, they are similar to symptoms 
of a non-serious cause such as IBS.

'The issue is that symptoms are usually very 
vague and non-specific, with poor sensitivity for 
CRC. In most cases, these symptoms are 
produced by benign, self-limiting illness, 
contributing to the patient's delay in seeking 
help and the practitioner's delay in referring the 
patient to a specialist' (1).

Most ignored symptom: Fatigue

A lot of people we interviewed looked 
back and realised they had been really 
tired but that they had dismissed it, 
putting it down to their age or busy lives.

Type of symptoms

‘I had lots of fatigue, caused by anemia, but I thought it 
was everyday life. My GP never asked anything about 
tiredness. You keep on going, and when I was slowing 
down I was thinking is it just because I'm busy? Why am 
I tired?' Person living with bowel cancer (female, 30s)

‘Looking back I was tired, but I work 
and I’ve got three kids’ Person living 

with bowel cancer (female, 30s)

Most studies show that the main factors 
associated with patient delay are the lack 
of knowledge and concern about potential 
risks associated with the symptoms as well 
as non-recognition of the seriousness of 
the symptoms, suggesting that appraisal 
delay is the main contributor to the global 
delay related to the patient. (1) 

Lack of knowledge 
about potential risks

‘I didn’t have a great knowledge of bowel cancer before 
I was diagnosed. I was vaguely aware of the symptoms 
but it wasn’t something I was particularly conscious of’ 
Person living with bowel cancer (male, 50s)

‘I wasn’t aware of any symptoms, I didn’t know what the 
symptoms were, I didn’t know anything about bowel cancer’ 

Person living with bowel cancer (female, 30s)

1. I was embarassed to talk about my symptoms
2. I knew I had some symptoms but I was not worried about them
3. I didn’t have time to go to the GP
4. I thought my symptoms would go away
5. I avoided thinking about my symptoms
6. I was worried it might be cancer
(Never too young campaign, 6)

Why did you delay going to the GP?
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