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The fragmented reality of PROMs and PREMs 
collection across Europe

We don’t have a 
European picture, 
but 29 different 
ones – only in 
EU27+2.



Who’s getting it right (and why it matters)



EUonQoL – a step towards standardisation

From so many different approaches to one shared instrument, validated 
across EU countries and beyond.

• A single, validated quality of life questionnaire designed for use across 
multiple EU Member States and cancer types

• Comparable data, so a Romanian patient's QoL score means the same 
thing as a Swedish one

• Built with input from clinicians, patients, and policymakers
• Data robust enough to inform EU-level and national-level guidance



Is data policy?

No.
Collecting better data does not automatically produce better 
policy. 



The process



The real-life impact on patients

The human case for why any of this matters
'I suppose you are happy to be alive’

Yes, but I cannot take care of my children
Yes, but I'm not able to do my job anymore
Yes, but I'm in pain most of the day



Pushing beyond survival statistics and life extension

• Long-term care and support to improve the lives of cancer patients and 
survivors

• To ensure patients and survivors not only live longer but lead fulfilling 
lives, free from undue obstacles 

• Data will enable healthcare professionals and policymakers to better 
understand patients’ lived experiences

• For patients and survivors it matters to notice that there is an interest in 
your well-being



So what are we aiming for?

'I suppose you are happy to be alive.’
'Yes, but…’

1. Keep quality of life on the agenda
A standing expectation in cancer policy, not a one-off project deliverable.
2. Scale up measurement
EUonQoL has shown what's possible. The next step is making it sustainable.
3. Build the links before the data arrives
Registries, authorities, and patient voices need to be connected now, so the evidence has somewhere to 
go.

The aim isn't just more data. It's fewer 'buts'.



Thank you for your attention!
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