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• Findings from the Irish Prostate Cancer Outcomes Research (IPCOR) study highlight 

ongoing unmet supportive care needs, especially in sexuality, psychological well-

being, and information. 

• While the survival rate has increased, survivors face persistent physical and 

emotional challenges. 

• A qualitative study, supported by the Irish Health Research Board (HRB), was 

conducted to describe and understand prostate cancer patients' physical, emotional, 

social, and informational needs through real-world lived experience, while 

identifying barriers to fulfilling these needs and gathering patient-centred insights to 

inform national guidelines and survivorship programs in Ireland.

1. Recruitment 

Focus groups were held across 
Ireland. Groups of 5-9 patients 
were recruited for each session. 

2. Focus Group Discussion
 A trained moderator with lived 
experience of PCa facilitated the 
discussion. Focus groups were held 
in open, comfortable settings to 
ensure participants felt at ease. 
Sessions lasted 75-100 minutes. 

3. Audio-recorded, 
Transcribed and 
Anonymised 

All sessions were audio-
recorded, field notes were also 
taken. Recordings were then 
transcribed and anonymised. 

4. Data Analysis
Braun and Clarke’s thematic 
analysis methodology was applied. 
NVivo software was used to 
examine the data and identify 
emerging themes. 
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• “I wasn’t aware, really, until after the surgery that I would have incontinence”

• “It’s like a hidden disability” 

• “This day two years down the road, I just can’t do what I did”

• “I find it very hard to live with who I am now”

• “I feel really impacted in the core of my identity and my sense of being 
and purpose and value of how I live my life”

• “I was probably close to depression, I was slowly but surely going 
back into my shell, in my daily life, in my social life, I was”

• “It's like a sadness that's hard to sort of verbalise”

• “You really had to manage your own illness”

• “I think a lot of it has to do with communication from the get-go, that you’re not prepared for what’s ahead”

• “ ’My job’s done now, off you go’, and you were just dropped into outer space”

• “The thing that I found the hardest part of all was trying to figure out which treatment I was going to take”

• “Nobody at any stage told me or explained step by step” 

• “It’s the living with the impact, there’s no supports, it’s a very lonely journey”

• “It’s very isolating, nobody has any idea what the lived experience is”

• “When I got the depression, I had nowhere to talk to, I felt very lonely” 

• “It's sort of a lonely old journey because nobody seems to actually get it”

• “I found the information on that very, very scant”

• “That’s something that’s taken out of your body, that you’ll never get back”

• “Nobody ever said anything to me about that, I should have been much more informed”

• “It’s two people who are impacted by it, and then you’re sort of feeling guilty for the other person”

• “This is the first time I have talked about it really”

• “I was honestly on the verge of borrowing 23,000”

• “It hits you financially as well, big time”

• “This has nearly broken me savings wise, I’m over 5K of excess payments”

• “That is a huge worry now” • “It affected my relationship definitely. On a profound level”

• “My poor wife and daughter, it affected them, both of them ended up going for a bit of counselling afterwards”

• “It’s two people who are impacted by it”

• “My family are the ones who struggle, my kids struggle, I don’t know how my wife survived”

Incorporating these patient insights into national survivorship guidelines through an ongoing collaboration between IPCOR and the Irish National Cancer Control Programme (NCCP) 

will foster more coordinated, holistic, and patient-centred care.
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