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F
rom its humble beginning half a 
century ago, the effort to promote a 
Europe-wide collaboration in cancer 
treatment protocols developed into one 
of the most advanced organisations in 

modern cancer care – the European Organisation 
for Research and Treatment of Cancer (EORTC). 
As well as playing a key role in improving 
the management of cancer care, it was the 
first organisation to pioneer quality of life of 
long-term survivors of cancer with important 
consequences for clinical research.

The story began in 1962, when Professor 
Henry Tagnon founded the “Groupe européen de 
chimiothérapie anticancéreuse”. The idea was 
to promote a multidisciplinary approach and 
international cooperation in clinical research in 
Europe. It sounded like a visionary idea at the time, 
and yet, it was such a big success that, in 1968, 

the research group developed into the current 
EORTC – an independent organisation with the 
aim to develop, conduct, coordinate and stimulate 
translational and clinical research in Europe to 
improve the management of cancer and related 
problems by increasing survival but also patient 
quality of life (QoL).

In order to advise the EORTC Headquarters 
and the various cooperative groups on the design, 
implementation and analysis of QoL studies, 
the QoL Group (QLG) was created in 1980; the 
QoL Department (QLD), based at the EORTC 
Headquarters, followed in 1993.

DEVELOPING VALIDATED MEASURES
Many things have changed since the start. Clinical 
trials were once dominated by clinically-based 
endpoints and the absence of robust standardised 
measures made QoL assessment a challenge. 
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Nowadays, the importance of QoL for cancer 
patients and survivors is widely recognised by the 
scientific community.

A key step was the development in 1991 of the 
EORTC QoL Core Questionnaire (QLQ-C30),1 an 
instrument to assess the quality of life of cancer 
patients participating in clinical trials. The 
development of specific, reliable and validated 
measures overcame the scepticism and QoL is today 
increasingly assessed in cancer clinical trials, with 
very important consequences for clinical research. 

Today the QLQ-C30 has been translated into 89 
languages and used in more than 3,000 studies 
worldwide, which makes it one of the most used 
instruments for assessing QoL in cancer patients. It 
is supplemented by a series of modules that focus 
on disease site but also on other aspects (e.g. age 
and satisfaction with care) that make up the multi-
faceted concept of QoL.  

THE IMPORTANCE OF ASSESSING QOL
Knowing more about the way the disease and related 
treatment impacts on the patient is important because 
it allows clinicians and policy makers to provide 
targeted therapies and support plans where needed 
(psychological support being just one example).2

QoL research can have an impact on clinical 
practice too. A famous trial from 20053 showed that 
adding an oral treatment to the standard treatment 
in patients with glioblastoma was more effective 
and had no detrimental effect on QoL – what was an 
experimental treatment then, is today the standard 
of care in glioblastoma, and this is also thanks to the 
QoL findings.

QoL data collected during EORTC randomised 

clinical trials are analysed and published either 
together with clinical data or separately, to infer 
the impact of cancer and its treatment on the QoL 
of the patient. The generalisation of the results, 
however, requires that QoL data are pooled together 
and robustly measured before, during and after 
treatment. The Patient-Reported Outcomes and 
Behavioural Evidence (PROBE) team conducts 
additional analysis on pooled datasets to answer 
methodological and key QoL research questions,4 
as well as providing prognostic information 
on survival. The results aim to shed light on 
many critical topics that are as yet unclear and 
which could have a significant impact on future 
psychosocial/QoL care, e.g. individualised treatment. 
They also characterise the association between 
time-to-event and longitudinal assessment of QoL 
to throw light on the tradeoffs between QoL and 
overall survival. 

ONCOLOGY NURSES PLAY A CRUCIAL ROLE
To improve compliance and data quality, the 
EORTC is working on the development of electronic 
methods to capture patient-reported outcomes to 
be used in EORTC clinical trials, continuing in this 
way its dedication to include QoL endpoints where 
appropriate and improve patient care.

An important feature of QoL research is that the 
focus is on the patient: QoL can in fact be captured 
accurately by patients themselves.5 This provides 
a unique and invaluable point of view. Collecting 
QoL data, however, is not always easy; it is not a 
coincidence that one of the most common issues 
that are mentioned while talking about QoL data 
collection is missing data.6 

Oncology nurses play a crucial role in the 
assessment of QoL. They work closely with cancer 
patients and support them along their cancer journey, 
in addition to the many other ways they help, by 
going through the QoL questionnaires with them, 
providing and at the same time gaining an important 
insight. The EORTC QLG includes, among a broad 
range of professionals, a strong representation of 
oncology nurses. Their experience is fundamental to 
improve our understanding of the mechanisms that 
lay behind the complex concept that is QoL.

Communication and collaboration between all 
the different actors that accompany cancer patients 
throughout their journey is the key for better 
understanding and consequently better QoL.
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