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Background:
Incidence of early onset colorectal cancer 

(EOCRC) occurring in patients <50 is rising 
[1]. 

By virtue of diagnosis at a different life stage, 
younger patients may experience differing 

health-related quality of life (HRQOL) impacts. 
Understanding these impacts is vital to 

develop supportive interventions. Online 
forums offer researchers an unfiltered insight 

into patient experience, providing a rich 
source of qualitative data. 

This study utilises qualitative analysis of 
online forum messages to understand the 

pertinent HRQOL impacts of EOCRC.

Methods:
An online forum specifically for EOCRC was identified. A phenomenological approach, 

with inductive coding (with 10% dual coding) and thematic analysis of extracted 
messages, was used to describe diagnostic experience and effect on HRQOL. 

Results:
Data extraction and analysis were conducted over one month. Eight main themes emerged from 463 forum messages posted over a 

five-year period. The themes identified using this time and cost-efficient methodology overlapped with those identified through 
systematic review[2,3] and additionally offered deeper insight into the considerable impact of isolation amongst younger individuals, 

who do not represent the typical colorectal cancer patient. 

Conclusion 
Qualitative analysis of online forum messages is an effective and efficient 

methodology for identifying HRQOL impacts, reflecting those highlighted through 
systematic review and offering additional insights, particularly into the impact of 

isolation. This novel methodology could be adapted for use by qualitative 
researchers across the NHS offering a window into patient lived experience. 

Understanding the unique HRQOL of EOCRC provides a basis for further research into 
how NHS colorectal cancer services must adapt to the meet the needs of an 

expanding younger cohort. 

“My partner was finally diagnosed 
at a late stage after months of 

trying to get answers from their 
doctors”*

“welcome 
distraction” 

“sense of 
normality and 

structure”

“At our age its unfair - 
particularly the effect on our 
careers which haven’t even 

really begun”*

“I will have to work as much as 

possible as I don’t get sick pay”*

“Emergency surgery”

“At my age it was a big shock…I 
thought I was a healthy, young 

person to suddenly having bowel 
cancer”*

“I am finding it really hard as 

there are not many people my 

age going through the same 

experience as me”*

“Some of my friends 

disappeared when they 

found out about my 

diagnosis”*

“I’ve been swimming and 

working out when I’m able to 

and it makes a massive 

difference.”*

“I’m feeling very isolated  - I don’t 

have the same issues as people 

older than me”*

“I need to be here for my children so 
I’m focussed on giving this my all”* 

“I love spending time 
with my kids - they help 

me stay positive”*

“Thinking about my children not 
having a father is so 

heartbreaking”* 

“Fears that I may not see my 
children grow up and have their 

own families are overwhelming.”* 

“hard for them to 
understand”

“I’ve been told about the risk of 
infection from egg harvesting but I 

feel like I can’t risk delaying my 
chemo. It feels like I don’t have 
long to make lots of decisions”*

“devastated”

“having to cope with a stoma and 
losing so much weight is 

traumatic”*

“you need to view it as a life 
saver”*

“The main thing for me has been 
the impact on my mental health”*

“scanxiety”

“I was more preoccupied with 
my stoma than my cancer 

diagnosis”*

Fig.1 Map of main themes and corresponding subthemes adapter from Spencer et al.[4]

*Denotes quotes paraphrased to protect anonymity of posting users. All paraphrased quotes checked by co-researchers to ensure retention of true meaning.

“I hope to have many more years 
of life left so 5 years surveillance 

doesn’t feel like enough”*
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