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World Cancer Day 2018 (Sunday)
“Quality of Life (QoL) has been part of the EORTC’s mission from the very start 
and the QoL Department continues to ensure that patients’ voices are heard 

loud and clear in clinical and translational research on a daily basis”
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A bit of history

• 1962: Groupe Européen de Chimiothérapie Anticancéreuse
(GECA), founded by Henry Tagnon. 

• Idea: multidisciplinary approach and international 
cooperation in clinical research in Europe.

• 1968: European Organisation for Research and Treatment of 
Cancer (EORTC)

• Network and a coordinating scientific and operational 
infrastructure based in Brussels.

• 1980: Quality of Life Group (QLG)
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The early years of QoL in the EORTC

• QoL was a new concept for clinical groups

• Scepticism was high

• No robust standardized measure was available

• Only a few translations were available

• Only a few modules were available

• Investigators debated the added value of QoL

• Few studies worldwide had shown the added value of 
QoL

• Consequently, QoL was a challenge
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Quality of Life Group

• 1980: Quality of Life Group

• Aim: to advise the EORTC Headquarters and the various 
cooperative groups on the design, implementation and 
analysis of QoL studies

• Today

• More than 350 active members

• More than 30 different countries

• Broad range of professionals

• http://groups.eortc.be/qol/
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http://groups.eortc.be/qol/
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Source: PubMed
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Quality of Life Department 

• 1993: Quality of Life Department

• Aims:

• to evaluate the importance of various factors that improve the 
QoL of cancer patients

• to supervise the evaluation of QoL in selected cancer clinical 
trials

• to encourage physicians to pay greater attention to quality of 
life factors in the treatment of cancer by stimulating, 
enhancing and coordinating the evaluation of quality of life in 
cancer clinical trials
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• Development of questionnaires

• Core questionnaire: QLQ-C30

• Disease-specific modules: QLQ-BN20, QLQ-STO22…

• … and not only: IN-PATSAT32, QLQ-C15-PAL, Survivorship

• Item Library

Where are we today? Main activities of the 
Quality of Life Group (#1)
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Example of validated development (4 phases)

1 - List of HRQOL issues

2 - Operationalisation

3 - Pre - testing

4 - Validation
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QLQ-C30

11

Not at A Quite Very
All Little a Bit Much

1 2 3 4

1. Do you have any trouble doing strenuous activities, 
like carrying a heavy shopping bag or a suitcase?

2. Do you have any trouble taking a long walk?

3. Do you have any trouble taking a short walk outside of the house?

4. Do you need to stay in bed or a chair during the day?

5. Do you need help with eating, dressing, washing 
yourself or using the toilet?

During the past week: Not at A Quite Very
All Little a Bit Much

1 2 3 4

6. Were you limited in doing either your work or other daily activities?

7. Were you limited in pursuing your hobbies or other
leisure time activities?



Available translations (more than 110)
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Overview of questionnaires (September 2017)

VALIDATED 24

Completed phase 4, paper pending for review 2

In phase 4 11

Completed phase 3 with phase 4 pending 4

In phase 3 3

In phase 1-2 4

TOTAL OF MODULES  IN ACTIVE DEVELOPMENT 24
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Item Library

• Online platform comprised of more than 900 individual items 
from over 60 EORTC questionnaires, some of which have been 
translated into up to 110 languages

• Aims:

• to facilitate the development and use of existing EORTC 
instruments 

• to provide users with the possibility to create custom-made ad hoc 
item lists

• From STATIC to DYNAMIC approach

• http://www.eortc.be/itemlibrary/
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• Development of projects

• Computerized Adaptive Testing (CAT)

• Computer-based Health Evaluation System (CHES)

• Support for QLQ-C30

• Support for CAT

• Utility measures

• Long-term follow-up / Survivors

• Reviews / Meta-analyses

Where are we today? Main activities of the 
Quality of Life Group (#2)
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Support for QLQ-C30 and CAT

• Confirming content validity of the EORTC QLQ-C30

• The anchor-based approach to determine minimal important 
differences with the EORTC Quality of Life Group measures 

• Development of thresholds for the EORTC QLQ-C30 and the 
EORTC CAT measures to enable their use for symptom 
screening in daily clinical practice 

• Collection of normative data for the EORTC-CAT 
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Utility measures

• Determination of European utility weights for a cancer-
specific preference-based Quality of Life measure derived 
from the EORTC QLQ-C30

• Comparison of the EORTC QLU-C10D with generic utility 
instruments and development of a comprehensive manual for 
its use 
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Long-term follow-up / survivorship

• Follow-up in early and locally advanced breast cancer 
patients: an EORTC QLG-BCG-ROG protocol

• Routine follow-up of gynecological cancer patients: a joint 
EORTC QLG-GCG protocol

• Assessment of the Quality of Life of childhood acute 
lymphoblastic leukemia patients enrolled in EORTC Children 
Leukemia Group trials between 1971 and 1998

• Late toxicity and long-term Quality of Life in head and neck 
cancer survivors

• Long-term Quality of Life in acute myeloid leukemia survivors 
treated in randomized controlled trials and in real-life settings
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Reviews and meta-analysis

• Combining clinical trial datasets in glioma patients: the added 
value of health-related QOL assessment
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… and the Quality of Life Department?

• This was a brief and not exhaustive summary of the activities 
of the Quality of Life Group.

• What about the Quality of Life Department?
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IT department

Quality of Life
Department

Clinicians

Statisticians

Project Managers

QUALITY OF LIFE GROUP

BREAST CANCER GROUP

SOFT TISSUE AND BONE SARCOMA CANCER GROUP
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Clinical trials reality (#1)

• 1321 ALT-GIST: A randomised phase II trial of imatinib
alternating with regorafenib compared to imatinib alone for 
the first line treatment of advanced gastrointestinal stromal 
tumour (GIST)

• 1402 EE2012: International randomised controlled trial for the 
treatment of newly diagnosed Ewing’s sarcoma family of 
tumours – Euro Ewing 2012

• 1506 ANITA: A phase II multicenter study comparing the 
efficacy of the oral angiogenesis inhibitor nintedanib with the 
intravenous cytotoxic compound ifosfamide for treatment of 
patients with advanced metastatic soft tissue sarcoma after 
failure of systemic non-oxazaphosporine-based first line 
chemotherapy for inoperable disease – "ANITA"
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Clinical trials reality (#2)

• 62091 TRUSTS: TRUSTS: A phase IIb/III multicenter study 
comparing the efficacy of trabectedin administered as a 3-
hour or 24 hour infusion to doxorubicin in patients with 
advanced or metastatic untreated soft tissue sarcoma

• 62092 STRASS: A phase III randomized study of preoperative 
radiotherapy plus surgery versus surgery alone for patients 
with retroperitoneal sarcomas (RPS) – STRASS

• 62113: A randomized double-blind phase II study evaluating 
the role of maintenance therapy with cabozantinib in high 
grade uterine sarcoma (HGUtS) after stabilization or response 
to doxorubicin +/- ifosfamide following surgery or in 
metastatic first line treatment 
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Questions?

Got a research idea?

pmdc@eortc.be
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