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Patient pathways

3 exemplar cancers:
Á Lung

Á Pancreatic

Á Colorectal



SYMPTOM studies

Aim
Á To identify symptoms & onset patterns 

associated with longer time to diagnosis 
and stage at diagnosis, using a prospective 
cohort study

Á To understand howpeople recognise, 
interpret and act upon symptoms, exploring 
the similarities and differences between 
cancer and non cancer cases



Collecting data

Regions

Á Lung Dec 2010 to Dec 2012

Á Colorectal Dec 2010 to Mar 2013

Á Pancreas Dec 2010 to Mar 2015

Methods

Á Patient questionnaires-all

Á Patient in-depth interviews- selected

Á GP records

Á Hospital records



Å Click to edit bullet list

Participants

TOTAL 3,850

LUNG 

n = 963

CANCER16%

(latestage68%)

OTHERCANCERS6%

NON-CANCER78%

INTERVIEWSn=35

COLORECTAL

n = 2,507

CANCER6%

(latestage56%)

OTHERCANCERS2%

NON-CANCER92%

INTERVIEWSn=40

PANCREAS

n = 391

CANCER30%

(latestage47%)

OTHERCANCERS12%

NON-CANCER58%

INTERVIEWSn=26



Å Click to edit bullet list

Symptoms are complex

Á More than one symptom was common

Á Many developed over time

LUNG
Cough 61%
Breathless 43%
Fatigue 41%
Feeling different 37%
Chest pain 30%
Appetite loss 18%
Hoarseness 17%
Coughing blood 14%

COLORECTAL
Bowel changes 63%
Rectal bleeding 38%
Indigestion 34%
Fatigue 32%
Feeling different 28%
Appetite loss 18%
Back pain 16%
Weight loss 14%

PANCREAS
Indigestion 57%
Appetite loss 53%
Fatigue 52%
Weight loss 45%
Bowel changes 44%
Feeling different 44%
Jaundice 31%
Back pain 25%

All commonest symptoms during 2 years  prior to diagnosis



Å Click to edit bullet list

First symptoms

Á Were often multiple, less specific 

Á Few were predictive of cancer

LUNG
Cough 48%
Breathless 27%
Fatigue 24%
Feeling different 22%
Chest pain 15%
Appetite loss 9%
Hoarseness 9%
Coughing blood 6%

COLORECTAL
Bowel changes 45%
Rectal bleeding 24%
Indigestion 22%
Fatigue 18%
Feeling different 17%
Appetite loss 9%
Back pain 8%
Weight loss 5%

PANCREAS
Indigestion 35%
Appetite loss 29%
Fatigue 27%
Feeling different 26%
Bowel changes 25%
Weight loss 17%
Back pain 12%
Jaundice 9%

Commonest first symptoms during 2 years  prior to diagnosis



SYMPTOM lung 

The total diagnostic interval (first symptom to 
diagnosis) was:

Á shorter for people with coughing up blood

Á longer for people with other respiratory 
conditions

Á chest pain was only first symptom associated with 
shorter TDI for lung cancer 



SYMPTOM colorectal 

The total diagnostic interval was:

Á shorter for people with rectal bleeding, change in 
bowel habit- time dependent effects

Á longer for people with GI and mental health 
conditions



Model of Pathways to Treatment

Walter et al. 2012, Scott et al. 2013

Model of pathways to treatment 



SYMPTOM interviews 

Key findings

ÁPatients diagnosed with and without cancer 
have similar symptom pathways

For cancer awareness campaigns:

Á early symptoms are often non-specific and multiple 

Á social networks help to endorse help-seeking 

For GP education: 

Á appropriate advice &ΨǎŀŦŜǘȅ-ƴŜǘǘƛƴƎΩ ǇǊƻŎŜŘǳǊŜǎ ƘŜƭǇ 
people monitor their symptoms and return for help



SYMPTOM lung interviews 

Visibility of the cough
ά ŦǊƛŜƴŘǎ ǿŜǊŜ ǎŀȅƛƴƎ ά ǘƘŀǘ 
ŎƻǳƎƘ ƛǎ ŘǊŜŀŘŦǳƭΣΧƛǘΩǎ ƎƻƛƴƎ 

ƻƴ ŀƴŘ ƻƴέέ
F 56, never smoked

Other respiratory conditions 
masked changes

άLΩǾŜ ŀƭǿŀȅǎ ōŜŜƴ ōǊŜŀǘƘƭŜǎǎΣ ƛǘΩǎ 
34 years since I got this heart 
disease, then I have COPD and 

ŜƳǇƘȅǎŜƳŀέ
M 57, ex-smoker

Impact of public 
health information
ά ¦ƴǘƛƭ ǘƘŜ ŀŘǾŜǊǘ ŎŀƳŜ ƻƴ 
I never really took much 
ƴƻǘƛŎŜ ƻŦ ǘƘƛǎ ŎƻǳƎƘέ

F 58, smoker

ÁNoticing change
ÁMaking sense of 

change



SYMPTOM lung interviews 

Re-appraisal 

Re-visiting GP

Endorsement by GP: 
effective safety netting
ά 5Ǌ ǎŀƛŘ  LΩƭƭ ƎƛǾŜ ȅƻǳ ǎƻƳŜ 

painkillers and come back in a 
ŎƻǳǇƭŜ ƻŦ ǿŜŜƪǎ ƛŦ ƛǘ  ƘŀǎƴΩǘ 
ƎƻƴŜΧǎƻ ǘǿƻ ǿŜŜƪǎ ŜȄŀŎǘƭȅ ǘƻ 
ǘƘŜ Řŀȅ  L ǿŜƴǘ ōŀŎƪέ

M 67, ex-smoker

Perception of risk
ά LΩǾŜ ōŜŜƴ ǎƳƻƪƛƴƎ ŀƭƭ Ƴȅ ƭƛŦŜΣ L ŘƛŘ 

work with asbestos and you think well 
maybe this is what it is all about maybe 

ȅƻǳ ƘŀǾŜ Ǝƻǘ ŎŀƴŎŜǊέ
M 56, smoker

Impacting on 
activities

ά L ǊŀƴƎ ŀƴŘ ǎŀƛŘ άLΨƳ 
bored with this cough.I 
ŎƻǳƭŘƴΩǘ ƘŀǾŜ ŀ ƳŀǎǎŀƎŜ 
ΨŎƻǎ L ŎƻǳƭŘƴΩǘ ƭƛŜ Ŧƭŀǘέέ

F 56, never smoked



SYMPTOM CR interviews 

Á Maintaining 
normality

Á Mismatch with 
expected cancer 
symptoms 

άōŜŎŀǳǎŜ 20 years ago .. I  had internal 
haemorrhoids..  Well before it was just 
ǎǇƻǘǎ ŀƴŘ ǘƘƛǎ ǿŀǎ ƳǳŎƘ ƳƻǊŜΦΦƛǘΩǎ 

difficult to say but I would think it was 
ƳƻǊŜ ŦǊŜǉǳŜƴǘ ǘƘŀƴ ƘŀŜƳƻǊǊƘƻƛŘǎέ F 85 

ά LΩŘ never associated that sort of 
symptom with cancer (faecal 
incontinence), to me it always 

meant that you would have some 
form of pain or lose weight rapidly 

and feel ill, which I had none of 
those symptomsέ 

M 66

άL ǇŀǎǎŜŘ ǎƻƳŜ ōƭƻƻŘ 
which was highly 

unusual for me because 
LΩǾŜ ƴŜǾŜǊ ŜȄǇŜǊƛŜƴŎŜŘ 
that before, so I went 
straight to see my GPέ 

F 64



SYMPTOM CR interviews 

Á Private nature of 
symptoms

Á Deciding to seek 
care 

ά!ƴŘ ƛŦ L ǎƘƻǳƭŘ ōŜ ƻǳǘ ŀƴŘ L ƎŜǘ 
this sort of urge to go to the 
ǘƻƛƭŜǘΣ L ƘŀǾŜ ǘƻ Ǝƻ ƻǘƘŜǊǿƛǎŜ LΩǾŜ 

pooed myself. .. very 
ŜƳōŀǊǊŀǎǎƛƴƎέ  F 77

άLǘ ǿŀǎƴΩǘ ǎǳŦŦƛŎƛŜƴǘ 
really to go to the 
ŘƻŎǘƻǊΣ L ŘƛŘƴΩǘ ǘƘƛƴƪ 
ǎƻ ōŜŎŀǳǎŜ LΩŘ 

already had two of 
the bowel cancer 

testsΦΦέ   M 68

ά!ƴȅ ǎƛƎƴ ƻŦ ōƭƻƻŘ ƎŜǘ ȅƻǳǊǎŜƭŦ 
ǘƻ ŘƻŎǘƻǊΣ ŘƻŜǎƴΩǘ ƳŀǘǘŜǊ Ƙƻǿ 
embarrassed just say it to your  

doctor. This is what I did, I 
followed the campaign  and I 

went back straightawayέ 
F 71



SYMPTOM pancreas interviews 

Á Initial bodily 
changes often  
subtle or 
intermittent 

Á Often coped with 
dietary changes or 
self treatment

ά¸ŜŀƘ, it comes and 
goes, it must be 

something that I eat 
and it just ŘƻŜǎƴΩǘ 
ŀƎǊŜŜ ǿƛǘƘ ƳŜΦΦΦέ 

F 64

άLŦ I had smaller meals, but
slightly more frequently, I could
actually control keeping food,

you know, keeping comfortableέ
M 66 

άLΩǾŜ had this sort of tiredness
and a little bit of discomfort 

on and off for a ǘƛƳŜέ 
M 79



SYMPTOM pancreas interviews 

Triggers to seek help:

Á Pain- abdomen, 
back, chest & 
shoulder

Á More frequent and 
more severe 
symptoms

ά.ǳǘ ǿƘŜƴ L ŦŜƭǘ ŀǎ ƭƻǿ ŀƴŘ ŀǎ Ŧƭŀǘ ŀǎ L did, having 
spent two days in bed and then I got up and saw 
the colour of my urine, I thought, no, no, just be 
ǎŜƴǎƛōƭŜ ƘŜǊŜΧǘƘŀǘ ǿŀǎ ǘƘŜ Ŧƛƴŀƭ ǎǘǊŀǿέ 

M 64

άL had a stomach pain, high in
the stomach, and it was a pain
that, it was virtually 24 hours a
day, all day, every day and this
ǿŀǎ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘ L ƘŀŘƴΩǘ
had before and which made
ƳŜ Ǝƻ ǘƻ ǘƘŜ ŘƻŎǘƻǊǎέ

M 69



SYMPTOM studies

Summary
Á Symptom awareness campaigns should recognise 

the importance of multiple symptoms and 
evolution of symptoms over time

Á Health care professionals should be alert to 
changed & new symptoms in people with chronic 
conditions 



PIVOT studies

Aim
Á Understanding patient preferences for 

investigating symptoms in relation to risk

Studies

Á vignette-based survey: lung, pancreas, 
colorectal symptoms, GP attenders over 40

Á vignette-based survey: prostate symptoms,                     
black & white men over 40

Á In-depth interviews: lung, colorectal symptoms 



Vignettes- symptoms & risk

lung pancreas colorectal
1% coughmost days for the last 

six weeks...more tired than 
normal

upper abdominal pain most 
days for the last six 
weeks...you have lost a few 
pounds of weight

diarrhoeamost days for the 
last six weeks 

2% coughmost days for the last 
six weeks and...short of 
breathwhen walking hills 
...lost a few pounds in weight

upper abdominal pain most 
days for the last six 
weeks...you have lost half a 
stone of weight

diarrhoea and abdominal 
pain most days for the last 
six weeks

5% coughmost days for the last 
six weeks...coughed up blood 
once. You have a slight pain 
in the ribs 

upper abdominal pain 
continuouslyfor the last six 
weeks...you have lost half a 
stone in weight

abnormally tired for the last 
six weeks...blood test shows 
you are quite anaemic

10% coughmost days for the last 
six weeks...coughed up blood 
a few times: you have also 
lost half a stone in weight

upper abdominal pain 
continuously for the last six 
weeks...you have lost a 
stone in weight

bleeding from the back 
passage (rectal bleeding) for 
the last six weeks...blood 
test shows you are anaemic


