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Patient quality of life and cancer care 
 The burden of cancer on quality of life is well recognized  

Bottomley 2002, Wu 2015 

 QoL measures (HRQOL-PROMs) have been used to test the impact of 
interventions on such a relevant domain of patients health.  

 Clinical trials and real-world data have shown the positive effects of 
routine PROMs assessment on patient wellbeing, use of health care 
resources and on survival.  

Kotronoulas  2016 - Basch 2016,  Denis  2017 - Lizée 2019  

BarberaL JOP 2020, BarberaL  Cancer med 2020, BarberaL  BMJ SUPP Pall Care 2020  

Fjell 2020, Absolom 2021, Maguire 2021 Mir 2022, Basch 2022 



…..but 

 full implementation of QoL assessment in routine oncology practice 
is not yet part of standard of care. 

 

 health care systems and cancer control programs do not take into 
consideration QoL outcomes when devising clinical, societal, and 
healthcare policymaking systems. 

  



Mission on cancer & QOL 

In parallel with prevention and 
treatment of cancer, the 
improvement or preservation 
of patients quality of life is 
one of the three pillars of the 
EC Mission on Cancer. 
 
 



HORIZON-MISS-2021-CANCER-02-02 

Develop and validate a set of quality of life 
and patient preference measures for cancer 
patients and survivors  

 

 

 



EUonQoL project  

Quality of Life in Oncology: measuring what matters for 
cancer patients and survivors in Europe 
 

Is aimed at  developing, validating  and disseminating the 

European Oncology Quality of Life toolkit (EUonQoL-Kit) 

among European cancer patients and survivors. 



The EUonQoL – Kit   
It will be a new unified system for the self-assessment of quality of life in 
cancer patients undergoing treatment, in cancer survivors and in patient  
palliative care phase. It will be: 

◦ developed from the patient perspective   

◦ available in several European languages 

◦ based on CAT (Computer Adaptive Testing) 

◦ digitally administrable  

◦ psychometrically sound 

◦ applicable in future periodic surveys for health policy intervention 
evaluation  

 



State of the art 
 Many generic and either disease or treatment-specific 

questionnaires have been developed and validated to measure 
HRQoL of patients with cancer.  

 

 They have been often translated and culturally adapted into many 
different  languages 

 

 Easily available, at least for paper and pencil administration 



Why do we need a «new» QoL tool? 

Most QoL instruments have been developed a few decades ago, to be filled 
in by p&p and are often “static”. 

 Emerging needs related to new cancer treatments along with societal 
developments, require a revision of the dimensions  to assess 

 The rapid acceleration in the development of IT, big data, and AI analytic 
techniques calls for a wide implementation of QoL assessment tools 
that can be electronically captured. 

 CAT/IRT allow the development of more personalized dynamic tools. 

 

 



EUonQoL objectives 



Participatory research  

The overall project will be based on 
participatory co-design research principles 
through the involvement of a 
representative panel of stakeholders, 
including patients and their caregivers.  



To identify gaps in Qol tools  
and evidence 

 Systematic identification and collection of currently 
available HRQoL tools, item banks and databases.  

 Analysis of the above body of evidence to identify QoL 
dimensions not adequately covered by currently 
existing tools. 



To develop the EUonQoL – kit. 
 The EUonQoL-Kit will be developed from existing QoL tools, 

integrated with new dimensions defined through a co-design 
process.  

 The kit will include both generic aspects of QoL, and specific 
ones  which may differ according to disease stage.  

 IRT based computer-adaptive testing (CAT) will be applied to 
provide personalized assessment.  

 Formal linguistic and cultural adaptation will ensure that the 
EUonQoL-Kit covers the linguistic and cultural diversity across 
EU countries.  



To validate the EUonQoL-Kit in a pan 
European pilot survey.  
 The EUonQoL-Kit will be validated  in a pilot cross- 

sectional survey involving the EU27 member states 
and Associated Countries 

 An overall sample of 4,000 among  cancer patients 
under treatment, cancer survivors and patients in 
palliative care phase will be enrolled in a cooperative 
network of cancer centres most of which are affiliated 
to  the Organization of European Cancer Institution 
(OECI) 



Analysis of factors potentially  
associated to QoL 

  

 Patient characteristics (demographic, psychosocial, and 
clinical variables) as well as country/system level 
variables will be considered to study their association 
with various QoL dimensions and potentially identify 
inequalities across populations, countries, healthcare 
systems. 



To develop procedures and actions for  
future EUonQoL-Kit implementation 

 Development and dissemination of implementation guidelines for 
the use of the EUonQoL-Kit. 

 Establishing interactions with all relevant EU-funded initiatives and 
projects  

 Development of a digital platform for voluntary data collection from 
patients and survivors, aimed at a widespread dissemination of the 
EUonQoL-Kit to enrich the QoL data collection beyond the pilot 
survey.  

 Network of cancer centres active within OECI COR WG 

 



EUonQoL consortium  



EUonQoL expected impact 
  

• Availability EUonQoL-Kit could potentially provide 
a public health system to identify and assess the 
patients needs and impact of health policies or 
interventions.  

• Implementation and results dissemination 
through a wide stakeholder network will likely 
promote the routine use of PROMs in clinical care.  

• Routine collection of PROMs data  will add patient perspectives within multi-
omics personalized oncology, ultimately constitutes an important new 
opportunity in the progress toward patient-centred care 
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