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Dear readers,

I am delighted to present the brand-new 2023 

newsletter of the Quality of Life Group (QLG) of the 

European Organisation for Research and Treatment 

of Cancer (EORTC). The aim of our annual EORTC 

QLG newsletters is to share our activities with 

members of the Group as well as others – be they 

members of the other EORTC groups and the EORTC 

headquarters, or other stakeholders like clinicians, 

researchers, administrators, health policy makers, 

patient representatives and citizens – who are keen 

to learn about scientific development in health-

related quality of life (HRQOL) measurement and 

application in oncology research and routine 

practice.

This newsletter is illustrated with photos taken 

at the past year’s EORTC QLG meetings, in 

particular the one in Amsterdam which majestically 

commemorated the Group's 40th anniversary.

This issue is themed ‘Paving the Road to the Future’. 

It gives centre stage to emerging and developing 

QLG projects, and a voice to young researchers 

freshly integrated into the Group. This newsletter 

will enable readers to find out about the activities 

carried out over the last two years by our Early 

Career Investigators, which include opportunities 

to connect, build international collaborations, and 

develop mentorship and funding opportunities. 

Concerning developing projects, you will learn about the 

Project and Module Development Committee (PMDC), 

its history and aims, and especially how its increasingly 

sophisticated and rigorous methodology has emerged 

from more than 40 years’ experience. The development 

of adequate HRQOL measures is challenging, requiring 

intensive labour and time, precise definition of 

purpose, working towards relevance, acceptability 

and performance, and now involving advanced 

technologies to allow flexible assessment through 

Computer-Adaptive Testing (CAT) and Computer-Based 

Health Evaluation Software (CHES).

New projects funded by the EORTC QLG increasingly 

involve collaborations with EORTC Disease-Oriented 

Groups (DOGs) facilitating implementation of HRQOL 

studies within clinical trial programmes. Moreover, 

research to better understand the effects of cancer 

and its treatment on the HRQOL of diverse populations 

of patients with cancer across different cultures is 

underway. These research projects aim to exploit in 

more depth already constituted HRQOL datasets or 

HRQOL in conjunction with real-world data.

Now I'll leave you with the pleasure of discovering the 

many other brilliant research projects which I'm sure 

will inspire you and fill you with great enthusiasm!

Anne Brédart

Message from 
the Editor

Anne Brédart 
Psycho-Oncology Unit, Institut 

Curie, and Psychology Institute, 

Paris University, France

https://qol.eortc.org/
mailto:contact%40eortc.org?subject=
http://atelierdesign.be
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Dear friends,

The Quality of Life Group is alive and kicking, and 

activities are back to pre-COVID levels – even beyond! 

As soon as COVID measures were scaled down, we 

decided to go back to face-to-face Group meetings, 

without a hybrid option. We realised that there would 

be a substantial risk that we would lose the innovative 

capacity of our group members when not meeting (and 

having chats over coffee, dinners, and late-night parties) 

twice a year in person. There are not many people who 

really enjoy travelling (please speak up if you do!), but 

the hassle of travelling is fully compensated by the 

joy of catching up with each other, and the boost this 

gives to the development of new ideas. I recently shared 

our experiences with some of my fellow group chairs 

during the EORTC General Assembly. Some of them 

have struggled with a lack of new ideas and innovation 

since the pandemic, and I tried to convince them that 

the "pressure cooking" nature of live meetings is pivotal. 

Of course, this comes with responsibilities towards 

our environment. We have adapted our future meeting 

schedule to locations that can be relatively easily 

reached via public transport, particularly by train.

It has also been a bumpy year for our collaboration 

with the Quality of Life Department. It goes without 

saying that we very much regret what happened, but 

both the Group and the Department might even come 

out stronger than before. What I realised more than 

ever during this process, and also during our 40th (+2) 

anniversary celebration at our Amsterdam meeting in the 

autumn of 2022, is that we are all just passers-by. This 

not only refers to our existential being, but also to the 

leadership of our Group. Many of us were not even born 

when the QLG was founded in 1980, and other people 

will be in charge 10 years from now. We need, however, 

not to forget what has happened in the past, not only 

to prevent the re-inventing of wheels, but also to avoid 

making the same mistakes again. Part of this collective 

memory is captured in protocols and procedures. But we 

don’t want to become a bureaucracy, and documents 

and procedures do not cover everything. Particularly 

for the information in between the lines, we do need 

the expertise and wisdom of senior members of our 

Group. Therefore, we are now in the process of setting 

up a formal Advisory Board, consisting of past leaders 

of our Group. We will share further ideas on this during 

our next meeting. It is important that such a board 

feels free to advise, encourage and warn the acting 

leadership on any topic they want, but we must also 

ensure that this is organised in a transparent way for 

all other Group members.

Writing this message, I realise once again that we are 

only fine-tuning what has been solidly founded by our 

predecessors. This solid foundation and all active group 

members make it a constant joy to chair this Group, 

together with a fantastic Executive Committee and 

Department leadership! 

Jaap

Look to the Future, but 
don’t Forget the Past!

Jaap C. Reijneveld, 
VU University Medical Center 

and Academic Medical Center, 

Amsterdam, Netherlands

The EORTC QLG’s current membership status grew 

significantly with the virtual meetings in 2020 and 

2021, and it continues to grow in 2023. We are happy to 

announce that in the spring of 2023, we had a total of 

492 members, including 208 QLG active members and 

284 QLG corresponding members! As one of the biggest 

EORTC groups, we are increasing the Group activities 

and responsibilities, and the QLG Executive Committee 

is firmly leading the Group on the wave of change. 

We are grateful and proud to have our members 

coming from all continents of the world, helping 

to ensure our impact on PROs remains global! Our 

vibrant community now draws on 43 countries – and 

such a multinational community gives us one of our 

core distinctive strengths. 

This driving force continues to grow and after our 

spring meeting in Halle, Germany, we received 66 new 

membership requests, of which 22 have completed 

the registration process (33%). And, in accordance with 

the EORTC23 policy, we are aligning with the EORTC 

membership office. Therefore, I am kindly reminding 

our longtime active members who haven’t yet done 

so to please complete the registration process with 

the EORTC membership office and register as EORTC 

members (membership@eortc.org). It will only take 

two minutes of your time.

Our meeting in Halle was busy as usual, possibly 

even too busy, since there were fewer breaks and 

more parallel sessions. There were 138 members (155 

registered, 19 apologies) in attendance, all of whom 

were very engaged in the peer discussions. We were 

still able to take a tour to learn the cultural and 

historical heritage of this beautiful old town, thanks 

to the wonderful local organisers!

This summer, the EORTC QLG Meeting Organisational 

Committee and the Local Organisational Committee of 

the upcoming meeting in London have been working 

diligently. Registration is open, and it is filling up as I write 

these lines. I hope you will all refill your batteries during 

the summer vacation and join the QLG autumn meeting. 

I am looking forward to seeing you all in London!

QLG Membership Status

Secretary’s Report 
Karin Kuljanic1, EORTC QLG 

Secretary, Associate Professor,

Gracia Dekanic Arbanas1 and  

Marina Stijepic2,  

mag. Psych., EORTC QLG  

Secretary Assistants

1 Clinical Hospital 

Center Rijeka, Croatia 

2 Croatia

Corresponding Active

KK GD

MS
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QLG 
spring 
meeting, 
Halle

20
23

Photos courtesy of Dirk Hofmeister
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There is no hiding it: 2023 is definitely marked as a year 

of change for the EORTC Quality of Life Department 

(QLD). Like with any huge transition or change, we‘ve 

encountered many challenges as a team. But what 

has kept us going is everyone’s steadfast support for 

each other and our shared commitment to the vision 

of the EORTC and the EORTC Quality of Life Group. 

Transitions also offer opportunities. We have made 

significant structural changes to the Department, 

resulting in a new organigram. Key to this change 

is the idea that leadership should not be about 

one individual. A co-leadership approach will help 

us make better decisions by enabling the input of 

perspectives from different people. It also allows us 

to divide responsibilities across the team, harnessing 

each other’s strengths and providing complementary 

support for each other’s limitations. 

After a tumultuous couple of weeks (if not months), we 

can now say that things have become more stable in 

the QLD. Although we are still learning our new roles 

and exploring ways to improve the way we work, the 

team has now taken ownership of their responsibilities 

and the daily work of everyone continues. 

We would like to use this opportunity to present 

the new structure as well as introduce some of our 

team members who have been silently working in the 

background – they might be less visible, but we all 

contribute to the rich output of the Department and 

the QLG.

Starting with the leadership team, we have: 

Madeline Pe – the creative driving force for new 

ideas and putting the work everyone does on the 

right path. As well as meeting with EORTC and EORTC 

QLG leadership and external partners on new big 

collaborative QOL/PRO projects, she oversees all the 

team leaders and the team dealing with QLG-funded 

grants.

Dagmara Kuliś – the first point of contact for any 

day-to-day issues within the Department. She tries to  

ensure everyone can do their job and has their holidays 

approved (always an important part of the work-life 

balance). She is also the link to the new Services 

Department of the EORTC to make sure that the 

communication lines between business/user support 

(services) and the scientific team (QLD) stay open. As 

A New Structure for 
a New Quality of Life 

Department

Madeline Pe, Head of Quality of 

Life Department and Dagmara 
Kuli , Associate Head of Quality 

of Life Department, EORTC 

HQ, Brussels, Belgium

MP

DK

QOL Tools Team Leader, she supervises people who 

work on new questionnaires, translations and the Item 

Library.

Monika Turek – the person who makes things  

happen. She is known for her logistics and organisational 

skills and is critical in the smooth organisation 

of various QOL-related event activities (e.g. QLG  

meetings, SISAQOL-IMI). In addition, she supports the 

QLD with the day-to-day administrative/practical issues. 

Together with Lúcia, she takes care of the academic 

users of the questionnaires.

Then we have the New Technologies and Research 
Projects Team:

Hugo Vachon – the dog person who is the main CAT 

expert in the QLD. In his new role as a team leader, 

he supervises research projects and integrates new 

technologies into our activities.

Claire Piccinin – the Item Library expert trying to make 

it an even better tool for everyone. She has been leading 

a multitude of research projects on the use of and 

improvements to the Item Library.

Laurence Leysen – Senior Researcher on the EUonQOL 

project and the unofficial birthday coordinator. 

Karla Marticic – Junior Researcher on the EUonQOL 

project. Both Laurence and Karla are becoming experts 

on PROs through the vast literature review on which 

they are working.

The QOL Support Team focuses on providing any 
sort of advice and input on QOL used in EORTC 
trials and consists of:

Ahu Alanya – the QOL Support Team Leader and 

coordinator of SISAQOL-IMI. Deepening her interest in 

trials, she oversees the protocol development for QOL 

endpoints at the EORTC Headquarters and supports 

study teams in the development of new expertise 

required for different kinds of PRO needs. It’s not just 

the QLQ-C30 anymore – it’s also the interaction of the 

QLQ-C30 with the CAT, the Item Library and patient 

preferences.

Abigirl Machingura – a former QOL/statistics fellow 

who has now transitioned into a staff position at the 

EORTC. Abigirl mainly works on the EORTC QLG project 

on improving compliance rates, but on top of that, she is 

involved in QOL methodological/statistical projects (e.g. 

SISAQOL-IMI).  
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Irina Ghislain - the QOL Coordinator and go-to for 

incorporating QOL in trials. Irina makes sure all questions 

from study teams get answered and they receive all 

measures they need, also the ones developed outside 

of the EORTC.

Luigi Lim – the newest statistics fellow in the QLD. He is 

mainly working on the CATAPULT project, but he is also 

training to be a QOL statistician and supports Abigirl 

and Corneel in various ongoing EORTC QOL activities.

Next to heading the Department as a whole, 
Madeline is also the team leader to:

Lotte Van der Weijst – a former collaborator on 

module development projects, now a QLD member 

putting her energy into supporting the QLG’s Grant 

Review Committee (GRC) Chair and New Development 

Officer. This way Lotte ensures that there is a smooth 

and reliable process for the assessment of all QLG 

grants. With the New Development Officer, she helps 

shape new research ideas that can be translated into 

Commissioned Calls for the EORTC QLG.

Lúcia Senna – the person who collects all the 

information on work done by the Project Module 

Development Committee (PMDC) and the GRC. If anyone 

has a question on “what happened to this project?” or 

“how long does it REALLY take to develop a module?”, 

Lúcia can provide you with the answer because she 

knows where and how to find all this information. 

Dagmara is also a leader to the QOL Tools Team, 
consisting of:

Francesca Martinelli – the staple of the PMDC without 

whom no questionnaire would be finished. Francesca 

is a repository of module development knowledge and 

coordinator of the Data Repository too.

Anaïs Simon – the coordinator of all translation 

projects, dealing with both academic and commercial 

translations. She checks reports to make sure every new 

language version is correct and finished as quickly as 

possible.

Bonnie Pacheco – the gatekeeper to the Item Library. 

With all the requests for access to and use of the Item 

Library, Bonnie is busy with lots of emails from users and 

new item lists to prepare for them. She also supports 

research activities needed for the Item Library.

All these activities and the support needed by the QLG 

require us to work closely with other departments where 

we have liaisons dedicated to QOL activities. The recently 

created Services Department manages the licensing 

of the QOL questionnaires, with Christopher Courtois 
and Marie Patigny taking care of all paperwork and 

queries from commercial users. They are also working on 

developing other services that can be offered to users 

to support their needs connected to QOL assessment 

and EORTC tools. For the past year and a half, Caroline 
Hance has been the Communications Lead for QOL, 

implementing the communications strategy by, among 

other things, ensuring the Group’s visibility on social 

media and coordinating press releases on important 

milestones. The Clinical Operations Management 

Department, with our QOL-dedicated COM Mélanie 
Beauvois, helps ensure the smooth running of the 

projects that are carried out through the EORTC HQ. 

And, last but not least, we work very closely with the 

Statistics Department, especially with Jammbe Musoro 

and Corneel Coens, two statisticians with expertise in 

QOL who also run the MID/pMID project.

We hope that this introduction to the new structure 

gives you a better view of the QLD and the various 

activities we do. If you have any questions, you can 

always ask by email or at the next Group meeting!

N E W S L E T T E R  2 0 2 3
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Emerging and 
Developing Ideas 

through the Eyes of the Treasurer and 
New Development Officer

Olga Husson, EORTC QLG Treasurer, 

Netherlands Cancer Institute, Amsterdam, 

Netherlands and RMH/ICR, London, UK and

Mieke Van Hemelrijck, EORTC QLG New 

Development Officer, School of Cancer and

Pharmaceutical Studies, King's 

College London, UK

When we started the year 2022, we both had different 

expectations about our role in the QLG EC, but due 

to some changes we ended up swapping roles. Olga 

became the new Treasurer and Mieke took over the 

role of New Development Officer. We both enjoyed 

our original role, but realised that through swapping 

positions we ended up learning a lot, which will 

hopefully benefit future QLG activities. 

Through the development of our future strategy with 

the wider Group, a variety of opportunities arose at the 

beginning of 2022 and we hope that together we can 

help facilitate these new initiatives. From the number 

of new ideas (14 projects and 4 trials!) presented at the 

Cyprus meeting in April and the Amsterdam meeting 

(10 projects) in September, it can be seen that there 

is huge enthusiasm in the Group, but also a need to 

address further research gaps to improve the quality 

of life of all cancer patients. 

The Treasurer and New Development Officer have the 

opportunity to help facilitate all of these new projects. 

New ideas can result in commissioned projects, which 

enable a team of enthusiastic members of the QLG 

to brainstorm and develop an efficient way forward 

to address these research questions. In 2022, there 

were four ongoing commissioned projects, two 

under review, and two in development – allowing 

OH

MVH

Focus [is] on “the innovative mind 

of the younger generation” — with 

international, multidisciplinary, 

multi-tumour cancer research into 

quantity and quality of life.

over 100 different members to engage as PIs, co-

investigators, or collaborators. A session dedicated 

to new commissioned projects at the Cyprus meeting 

and the further development of our research strategy 

led to the development of various new projects – as 

well as the announcement of a large Bright Idea Call 

(details to be confirmed later in 2023). 

Each project comes with a budget, and research 

costing models change over time. Therefore, the 

Treasurer has ensured that going forward each project 

will have access to a dedicated budget to support 

governance processes as well as open access fees 

for publications. Moreover, through the additional 

funding for PIs and staff employed by specific QLG 

grants as well as the early career investigator (ECI) 

travel grants, we can ensure that ECIs attend our 

QLG meetings. These provide opportunities to further 

develop and foster collaborations at a local, national, 

and international level to help maintain and further 

expand the QLG’s positioning as a quality of life 

research provider. Altogether, this ensures a focus 

on “the innovative mind of the younger generation” 

– with international, multidisciplinary, multi-tumour 

cancer research into quantity and quality of life. 

Thus, through our roles as Treasurer and New 

Development Officer, we aim to help drive the 

collaborative research of the QLG with patients at 

the centre. We look forward to 2024, as 2022 and 

2023 have been very productive with an explosion 

of research ideas, which we hope to turn into 

commissioned projects and research projects, with 

dedicated funding for innovation and transformation. 
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The role of the Grant Review Committee (GRC) within 

the Quality of Life Group (QLG) is to coordinate the 

grant review process, to provide feedback on the 

received grant applications and to advise the Executive 

Committee of the QLG. 

Since the formation of the GRC in 2013, the grant 

review process has become more professional with the 

development of grant guidelines, application forms 

and the issued Standard of Conduct.

By 2016, the GRC had processed 63 regular grants. 

These grants are given to research in the field of 

health-related quality of life in cancer within the scope 

of the QLG, specifically the development, testing and 

application of measurements to assess health-related 

quality of life (HRQOL) of cancer patients. During recent 

years, more module grants aim to update existing 

modules, focus on rare tumours or new treatment 

modalities (e.g. immunotherapy), whereas previous 

grants mainly focused on developing new modules for 

main cancer types. 

See Figure 1 for an overview of the number of grant 

applications that the GRC has processed in recent 

years per project type. 

The Grant Review 
Committee

Prof. dr. Martin Taphoorn1, GRC Chair,  

Lúcia Senna2 and Lotte 
van der Weijst2

1 Leiden University Medical 

Center, Netherlands

2 Quality of Life Department, 

EORTC HQ, Brussels, Belgium

Figure 1: Overview of different types of projects

MT

LVDW

LS

Non-module 
study

Module study

Research 
Project

* Expected

In 2020, Commissioned Calls were introduced 

to develop strategic projects to strengthen the 

research and visibility of the QLG’s achievements. 

The commissioned calls aim to bring QLG members 

together to collaborate and develop priority research. 

The GRC became responsible for processing these 

grants as well. So far, 8 commissioned call grants 

have been given to QLG members.

To encourage early career investigators to become 

experts in the field of HRQOL in cancer research, the 

QLG introduced the early career investigator (ECI) 

fellowships. These fellowships provide ECIs with the 

opportunity to lead a research project and become an 

independent researcher. The GRC is also involved in 

the review process for these fellowships.

Behind the scenes, we are also working on the ‘EORTC 

QLG Bright Idea Call’ to further support the QLG 

strategy and put HRQOL at the centre of clinical 

cancer research. The formation of multidisciplinary 

consortia will further strengthen collaboration within 

and outside the EORTC. 

Due to the growing number of QLG members and 

opportunities to apply for grants, the decision was 

made to go from 1 to 2 grant grounds per year. The 

opportunity to apply for the fast-track grant process 

was subsequently launched. Also, efforts have 

been made to speed up the grant review process 

in general and to further enhance collaboration 

between the GRC and Quality of Life Department 

(Lotte, Francesca and Lúcia – and a future member). 

This means more work for the GRC, but also more 

exciting projects and research.

Obviously, the GRC would not be able to perform the 

work without the help of dedicated GRC members 

Teresa Young and Johannes Giesinger. But we are 

equally dependent on internal and external reviewers 

of the grant applications, the professional support of 

members of the Quality of Life Department, and last 

but not least on the researchers themselves. 

Finally, we would also like to take this opportunity to 

thank Marianne Jensen Hjermstad for her time and 

contribution to the GRC. 

Sally Wheelwright will take over the position from 

Marianne. Welcome, Sally! We look forward working 

with you.

As one of the strategic pillars of the QLG aims to 

strengthen collaboration with the Disease-Oriented 

Groups (DOGs) and enhance the use of HRQOL as 

a primary endpoint in oncology trials, the Cancer 

Clinical Trials with HRQOL as Primary Endpoint Call 

was introduced (see Figure 2). The first clinical trial 

grant was given to the TOLERANCE trial in 2019. The 

next call was postponed until 2022 due to COVID-19. 

Therefore, instead of one, three pragmatic randomised 

clinical trials received a QLG grant in 2022. 

Figure 2: Overview of different types of grant applications

Clinical trial grants

Regular grants

ECI grants

Commissioned Call 
grants

* Expected
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Module Development 
over the Years

PMDC Committee

Chairs at the time the article was written: 
Bernhard Holzner1, Sally Wheelwright2

Current chairs: Bernhard Holzner1, Simone Oerlemans3

Members: Alex Gilbert4, Monika Sztankay1

HQ: Madeline Pe5, Francesca Martinelli5, 
Lotte van der Weijst5, Lúcia Senna5

1 Medical University of Innsbruck, Austria

2 Health Sciences at the University of Southampton and 

SHORE-C at Brighton and Sussex Medical School, UK

3 Netherlands Comprehensive Cancer 

Organisation, Utrecht, Netherlands

4 Clinical (Radiation) Oncology, Leeds Cancer Centre, UK

5 QLD, EORTC HQ, Brussels, Belgium
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We started writing this in May 2022, shortly after 

returning from the first face-to-face QLG meeting 

since the pandemic. It felt like a landmark moment 

and a good time to reflect on where we are now and 

what we anticipate will follow in the next few years.

It is now over 43 years since the QLG started meeting: 

there were only about 20 members at the first 

“official” EORTC QLG meeting in Brussels in 1979, and 

everyone was working on one study – developing the 

core questionnaire. Today, there are 208 QLG active 

members and 284 QLG corresponding members, with 

a portfolio of 65 ongoing studies (34 modules and 31 

projects) on top of 36 validated modules. This large 

number of ongoing studies generates an enormous 

workload for all involved, so the PMDC is trying to make 

this as painless as possible by providing guidelines 

and templates for PIs and collaborators. We expect 

this "professionalising" of the group work will continue 

over the next few years with the underlying goals of 

making processes easier and more efficient for EORTC 

QLG researchers and reviewers alike, while ensuring 

that the EORTC QLG output remains of demonstrably 

high quality. In addition, an ongoing programme of 

work to review and update guidelines will ensure that 

our measures and projects will continue to meet the 

needs of our stakeholders.

The first module to supplement the core questionnaire, 

the EORTC lung cancer module (QLQ-LC13), was 

published in 1993 and there has been a steady stream 

of measures produced since then. As oncology evolves, 

and treatments change and improve, many modules 

will need revising and updating. Indeed, our current 

practice requires that all modules are reviewed every 

10 years. We therefore anticipate a programme of 

work over the next few years to appraise and, when 

necessary, modify our modules.

Experience so far suggests that updated modules are 

longer than the original (e.g. the updated lung cancer 

module has 29 items compared with 13 in the original, 

and the breast cancer module has increased from 23 

to 45 items in the revised version). While we all know 

measures with fewer questions are generally more 

acceptable, we are also facing a time of more complex 

treatment pathways, and many more treatment 

options for patients. In the clinical trial environment, 

there is increasingly feedback from ethics committees, 

regulators and patient groups about ensuring that 

the selected trial measures are of minimum burden 

to cancer patients. Module development is therefore 

challenging, given that the goal for the final product 

is a comprehensive, robust measure that avoids 

overburdening patients. 

Other challenges include the issues of measuring 

quality of life in the context of personalised medicine 

and routine clinical practice. The QLG has already 

started to lay the foundations for this enterprise, 

and the EORTC QLG Item Library is an invaluable 

resource for this, as is the Computer-Adaptive Testing 

(CAT) initiative. These resources allow users to tailor 

questions based on the unique situation of the 

patients, for example, by capturing the QOL impact 

of novel treatments and techniques. The availability 

of these resources also allows us to improve the 

assessment of quality of life in rarer cancers, when it 

is unfeasible to develop a full module. 

One encouraging trend we have recently noted is the 

increase in collaboration with the Disease-Oriented 

Groups (DOGs): now over half of our current studies 

in the portfolio include DOG collaboration – and 

we expect this proportion to increase going into 

the future. This is really encouraging because the 

benefits are reciprocal and indeed, continuing to 

develop collaborations with the DOGs is one of the 

recommendations from the EORTC Board. To support 

this, the liaison process is currently under review, but 

the basic ambition remains that the QLG should be 

represented at every DOG meeting and each DOG 

should have a representative at every QLG meeting.  

In recent years, the QLG has supported work in new 

areas, such as the development of a Survivorship 

questionnaire and the assessment of QOL in children 

and adolescents. Where will we go next? We can’t wait 

for the QLG members to tell us!
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QLG’s Early Career 
Investigator (ECI) Group

Jens Lehmann, Present Chair 

ECI Group, Medical University 

of Innsbruck, Austria and 

Emma Lidington, Past Chair ECI 

Group, The Royal Marsden NHS 

Foundation Trust, Sutton, UK

Over the last three years, early career investigators 

involved in the Quality of Life Group (QLG) have come 

together to form the Early Career Investigator (ECI) 

Group. Spurred on with support from the Executive 

Committee, we have built a network of nearly 50 

researchers establishing their careers in the quality 

of life field. The group gives us a valuable opportunity 

to connect, build international collaborations and 

be a voice for early researchers in the QLG. Together, 

we’re helping to drive academic, mentorship and 

funding opportunities to support ECIs and inspire a 

new generation of quality of life researchers. We’ve 

all shared the responsibility of driving the various 

initiatives and it’s been a real group effort to establish 

all the support we have today. 

We now have three funding opportunities specifically 

open to ECIs. 

1.  Meeting grants: these provide financial support for 

ECIs to attend the bi-annual QLG Meetings both 

from within and outside of the European Union.

2.  Visiting fellowships: these allow ECIs to visit other 

institutions to conduct projects, gain training and 

build research collaborations for up to two months.

3.  ECI fellowships: these are the largest grants allowing 

ECIs to independently run projects that align with 

the QLG strategy for up to three years. These are 

ideal for ECIs looking to conduct top-notch research 

in the area of quality of life and build expertise. 

In addition to funding, we have a mentorship 

programme that connects ECIs with senior researchers 

from the QLG. This can be an exciting opportunity to 

connect with an experienced mentor from outside of 

your own institution and to connect internationally. To 

date, we have successfully matched over 22 mentor-

mentee pairs! 

Further opportunities are in development. A few roles 

on the Executive Committee are now open to ECIs.  

I (Emma) became Publications Editor in September 

2021 and have found it a valuable experience to 

understand more about how the QLG works and 

further promote the ECI’s interests on the leadership 

committee. We have also established an introductory 

EL
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session for the QLG meetings to help incorporate new 

members and ECIs into the group. Any ideas for new 

initiatives are also welcome! 

How do you join? 

The group is open to any early career investigator. 

The working definition of an ECI is someone who 

has finished their terminal degree (e.g. MD or PhD) in 

the last 10 years, but that definition is only relevant 

to those applying for funding opportunities. There 

are many different professions in the group and we 

welcome anyone to join. We tend to meet twice 

virtually between each QLG meeting. If you would 

like to know more about any of the opportunities 

or attend the regular meetings, join our mailing list  

(email to: chair.eortcqlg@soton.ac.uk)! 

The group gives us a valuable 

opportunity to connect, build 

international collaborations and 

be a voice for early researchers 

in the QLG.

mailto:chair.eortcqlg%40soton.ac.uk?subject=
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Going Dutch: 
an Early Career Investigator Visiting 
Fellowship to Netherlands Cancer 

Institute

Julia Lai-Kwon, Medical Oncologist 

and PhD Candidate, Peter MacCallum 

Cancer Centre, Melbourne, Australia

The EORTC Quality of Life Group Early Career 

Investigator Visiting Fellowship enables early career 

investigators to undertake a collaborative visit 

to another Quality of Life Group institution. From 

September to October 2022, I traded a Melbourne 

spring for an Amsterdam autumn, visiting Professor 

Lonneke van de Poll-Franse, Dr Marieke van Leeuwen 

and Mr Mees Egeler at the Division of Psychosocial 

Research and Epidemiology at the Netherlands Cancer 

Institute (NKI) / Antoni van Leeuwenhoek to provide 

input into the development of the EORTC advanced 

melanoma module.

As a melanoma medical oncologist, I’d been involved 

in the healthcare professional interviews in Phase 

1 and was keen to see how patient and healthcare 

professional perspectives would be integrated into 

the provisional module. As a relatively new member of 

the Quality of Life Group, I was also keen to familiarise 

myself with the core business of module development.

The visit was timed with the conclusion of Phase 1. 

This was mutually beneficial, as I was able to learn 

how data was analysed from Phase 1 whilst providing 

clinical input into the interpretation of the patient and 

healthcare professional interviews. I was also involved 

in Phase 2 and learned how items were selected and 

questionnaires were structured. 

The visit allowed us to commence a collaborative 

study examining the real-world tolerability of 

adjuvant immunotherapy in people with resected 

stage III melanoma. Using EORTC QLQ-C30 data 

collected as part of Australian and Dutch melanoma 

registries, we carried out a preliminary individual 

patient-level analysis of longitudinal changes in 

symptoms, functioning and health-related quality of 

life. The project helped to further establish research 

links between my centre and NKI and we continue 

this work now I’ve returned to Australia. 

In addition, I had the opportunity to see how patient-

reported outcome measures (PROMs) have been 

implemented at NKI. The NKI has a well-established 

programme of collecting PROMs for clinical care and 

research in the majority of tumour streams. Discussing 

the challenges and enablers with staff involved in 

the programme has provided me with much food for 

thought as we seek to implement PROMs for symptom 

monitoring at my own institution as part of my PhD. 

The fellowship also coincided with the Quality of 

Life Group meeting in Amsterdam and the ISOQOL 

meeting in Prague. This allowed me to participate in 

the Group meeting, including chairing the Early Career 

Investigator session and networking with colleagues 

and friends within the Group. It also provided me 

with the opportunity to attend my first in-person 

ISOQOL meeting. Highlights included meeting key 

opinion leaders from Australia and internationally, 

participating in the mentoring programme with 

Dr Claire Snyder, and attending a symposium on 

engaging clinicians in using PROMs. 

Whilst the fellowship was highly productive, there 

was still plenty of time to immerse myself in the 

history, culture and day-to-day life of the Netherlands. 

I enjoyed cycling to and from work through the 

Vondelpark, listening to traditional Dutch songs on the 

office Spotify playlist, and partaking in at least three 

coffee breaks a day accompanied by Dutch sweets (my 

favourite was Spekkoek)! I kayaked on Slotterplas during 

the department’s social gathering and experienced the 

whims of the Netherlands’ weather when beautiful 

sunshine turned into a sudden downpour while we were 

on the middle of the lake! 

I’d like to thank my hosts, Lonneke, Marieke and Mees 

for their kindness and generosity during my visit. I 

greatly enjoyed the open, inclusive and collaborative 

culture of the department and look forward to 

continuing our collaborations (and perhaps a 

reciprocal visit from Mees to Australia!). Thank you 

also to Dr Renaud Tissier for his statistical input into 

our collaborative study and Dr Kelly de Ligt for her 

insights into the implementation of PROMs at NKI. 

Finally, thank you to the Quality of Life Group for 

facilitating this amazing opportunity for early career 

investigators. 

The Early Career Investigator Group at 
the EORTC Quality of Life Group Meeting, 
Amsterdam, autumn 2022.

Trying the brightly coloured Dutch sweet 
‘Tompouce’ with Thijs and Mees. 

Team dinner with Mees Egeler, Julia Lai-Kwon, 
Thijs van der Heijden, Marieke van Leeuwen, 
Kelly de Ligt, Lonneke van de Poll-Franse.
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AYA/CAYAC
Children, Adolescents and Young Adults 

with Cancer (CAYAC): The Future is 
Bright

Anne-Sophie Darlington, Professor of 

Child and Family Psychological Health within

Health Sciences, University of 

Southampton, UK and 

David Riedl, Clinical Psychologist and 

senior researcher, Institute of Psychology,

Medical University Innsbruck, Austria

@EORTC_QLG #CAYAC

For a long time, the Quality of Life Group (QLG) has 

mainly been focused on HRQOL in adult cancer 

patients. While several of our group members were 

involved or at least interested in HRQOL research in 

young people, it took some time to establish a research 

group. However, as soon as the group was established, 

we started our work with great enthusiasm and 

motivation. 

The first meeting within our Group to focus on 

young people was held in Canterbury, UK, in 2013 at 

the QLG autumn meeting. The idea was to start the 

development of a quality of life measure for young 

people with cancer, focusing on Adolescents and 

Young Adults (AYA). This is because AYAs with cancer 

are a unique group of cancer patients who often have 

We were in fact the first to 

start the development of a 

health-related quality of life 

questionnaire for AYA with 

cancer in the world.

ASD

DR

different cancers and different developmental needs 

often overlooked in standard cancer care. This work 

kickstarted a new focus within our Group on younger 

cancer patients. 

We were in fact the first to start the development 

of a health-related quality of life questionnaire for 

AYAs with cancer in the world. Our systematic review 

of quality of life issues for AYAs, and qualitative work 

with young people highlighting important domains, 

laid the foundation for focus on young people’s quality 

of life internationally. The field has been waiting for 

this measure and is keen to implement it. 

While the QLG consists largely of researchers and 

clinicians interested in adults with cancer, the success 

of the AYA project demonstrated the interest within 

the Group for this younger patient group. In hindsight 

this is not surprising as cancers such as Sarcoma are 

more prevalent in younger cancer patients. We have 

developed a robust network of collaborators and have 

attracted researchers’ interest in this area of work. 

In recent years, the AYA group has expanded its 

scientific activities from AYAs to children with 

cancer. The expansion of our research efforts to 

include Children, Adolescents and Young Adults 

with Cancer led to our new name, CAYAC. This 

allowed us to continue building on our network by 

validating the QLQ-C30 in 12-17 year olds as well 

as by starting the development of a quality of life 

questionnaire for children. Extensive reviewing of 

the literature has allowed us to establish three 

important points: 

1.  Measurement of quality of life as an endpoint in 

paediatric trials is rare: only 8.3% of all clinical drug 

trials and only 44.1% of all supportive care trials 

applied patient-reported outcomes as a primary or 

secondary endpoint.

2.  Evidence of content validity for existing patient-

reported outcome measures for children is very low.

3.  The current theoretical conceptualisation of quality 

of life for children with cancer should be expanded.

Our vision is ambitious: to have a measurement 

system for quality of life across the whole life span 

– from birth to old age. While child development 

necessitates flexibility around the domains measured, 

we are adamant that we should be able to develop a 

measurement system that can produce meaningful 

outcomes comparative across the age continuum. 

Moreover, future work will ensure that any outcomes 

can be interpreted by clinicians in terms of minimally 

important differences and reference data, ensuring 

that the work has clinical application in practice. We 

hope you will join us on this journey!

Our vision is ambitious: to 

have a measurement system 

for quality of life across the 

whole life span – from birth 

to old age. 
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BR45
From BR23 to BR45

Vesna Bjelic-Radisic, Professor and Head of 

the Breast Center and Department of Senology, 

Helios University Wuppertal, Germany

Female breast cancer is still the most frequent type 

of cancer in Europe with an occurrence rate of 21 per 

100,000 women. It’s not surprising, then, that one of 

the first modules for assessing the quality of life (QOL) 

of those afflicted with the disease was the EORTC 

QLQ-BR23, a specific module for patients with breast 

cancer developed in 1996. It consists of 23 items, has 

been translated into more than 60 languages and 

is considered one of the standard instruments for 

measuring QOL in patients with breast cancer. 

Since the beginning of working on the EORTC QLQ-

BR23 more than 20 years ago, much knowledge has 

been gathered about the epidemiology of breast cancer 

and major advances have been made with regards to 

diagnostic and therapeutic options. New diagnostic 

and therapeutic options also bring new side effects, 

and new/different impacts on QOL, particularly those 

related to new surgical techniques, endocrine and 

targeted therapy. Therefore, the EORTC QLG decided 

in 2018 to update this module. In accordance with the 

EORTC guidelines for updating existing modules, pre-

testing and validation of the updated module followed 

the standard guidance. The Phase 1–4 updating work 

was carried out and completed over a period of about 

five years. 

An extensive literature search resulted in a list of 15 

issues related to breast cancer not covered by the 

QLQ-C30 and QLQ-BR23. A total of 11 study centres from 

nine countries were active in performing structured 

interviews with patients and healthcare providers. The 

relevant issues were transformed into questionnaire 

items, and, following the EORTC QLQ-C30 format, 

Since the beginning of working 

on the EORTC QLQ-BR23 

more than 20 years ago, much 

knowledge has been gathered 

about the epidemiology of 

breast cancer and major 

advances have been made 

with regards to diagnostic and 

therapeutic options.

were accompanied by a four-point response scale 

ranging from 'not at all' to 'very much'. The preliminary 

module was pre-tested in 12 languages to identify and 

solve potential problems with wording. The process of 

translation was formally conducted in accordance with 

the EORTC QLG Translation Guidelines with a rigorous 

forward-backward procedure, and the QLD Translation 

Coordinator at EORTC HQ has been continuously 

involved in the process of establishing items. As a result, 

more than 250 patients and 50 experts established the 

first version of the QLQ-BR45, preliminarily tested in 

Phase 3 of the study. 

Those 22 new items which were added to the BR23 

were psychometrically tested in Phase 4 of the study 

in more than 550 patients and two new scales were 

included: the Breast Satisfaction Scale and the Target 

Symptom Scale. In total the BR45 consists of nine scales 

and three single items, of which three are functional 

scales and two are functional single items: Body 

Image, Sexual Functioning, Breast Satisfaction, Future 

Perspectives and Sexual Enjoyment. The remaining 

six symptom scales and one symptom single item 

are: Systemic Therapy Side Effects, Arm Symptoms, 

Breast Symptoms, Endocrine Therapy Symptoms, Skin 

Mucosis Symptoms, Endocrine Sexual Symptoms and 

Upset by Hair Loss. 

The new additional items reflect side effects and 

symptoms related to new breast cancer therapies 

since the development of the QLQ-BR23. 

One of the major findings of this cross-cultural project 

with more than 800 patients and more than 100 HCPs 

was that the 23 original BR23 items could be retained, 

which ensures comparability between published and 

ongoing studies using the original questionnaire and 

those using the new questionnaire. The new scales can 

be used in addition to the old BR23, but we will provide 

the possibility to use only a part of the new scales 

depending on the aim of the study/research questions 

or of the therapy (e.g. more interested in the sexuality/

satisfaction, or more patients with targeted therapy, etc).

One of the major findings of 

this cross-cultural project with 

more than 800 patients and 

more than 100 HCPs was that 

the 23 original BR23 items could 

be retained, which ensures 

comparability between published 

and ongoing studies using the 

original questionnaire and those 

using the new questionnaire. 
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BALANCE
Risk prognosis of clinically relevant 

impairments of HRQOL in breast cancer 
patients: The big data in patients with 

breast cancer (BALANCE) project

Lonneke van de Poll-Franse1, 
Kelly de Ligt1, Bernhard Holzner2  

and Thijs van der Heijden1

1 Netherlands Cancer Institute, 

Amsterdam, Netherlands

2 Medical University of Innsbruck, Austria

Big data has found its way to cancer research and 

medicine, but is currently not (yet) living up to 

the promises it can bring to personalised care for 

individual cancer patients. The bottleneck of big data 

in cancer research and medicine is that a lot more 

data is needed than for “classic” statistical regression 

analyses due to the nature of the machine learning 

models. Existing internationally scattered datasets 

need to be harmonised, analysed and presented 

effectively to both clinician and patient so that they 

can be used to inform treatment decisions. 

The EORTC QLG has funded the BALANCE project that 

will start with an effort to collect data sets concerning 

health-related quality of life (HRQOL) in breast cancer 

patients, measured through the EORTC QLQ-C30 

and BR23/45. The first step is to accrue a sufficient 

amount of data from multiple international sources. 

Datasets from both research and clinical routine 

will be harmonised into a dataset large enough to 

provide comprehensive and accurate risk prediction 

models that can aid patients and their healthcare 

providers in understanding a patient’s individual risk 

for experiencing poor HRQOL in the future.

Besides the EORTC QLQ-C30 and/or BR23/45 data, 

additional clinical and patient data are needed for 

the prediction models. However, there is no uniform 

LVDPFBH
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standard set for the additional data, resulting in 

the first challenge of harmonising these datasets. 

Issues such as variables not present in every dataset 

or different types of outcome(s) (measures) used for 

the same variable in different datasets need to be 

addressed. These challenges result in (potential) loss 

of data and limit the scope of the prediction models. 

The prediction models must be comprehensive and 

accurate for prediction on an individual patient 

level. Building of the models will take a two-track 

approach, namely first building “classical” regression 

models and secondly building the machine learning 

(ML)/deep learning (DL) models. Predictive regression 

models do not unlock all information stored in big 

data sets, as these models are rigid and variable 

selection is determined before data analysis.  

ML/DL models have the advantage of self-correcting 

and learning ability by running multiple algorithms 

over the same dataset, unlocking more information 

than regression models whilst factoring in more 

variables. ML/DL, regression and hybrid models will 

be compared with each other to see whether these 

models achieve prognostic accuracy. 

The main deliverable will be statistical models based on 

ML and DL that allow the prognostication of clinically 

important problems and symptoms, supporting 

the early identification of cancer patients at risk of 

experiencing such. The BALANCE project furthermore 

aims to be a proof of concept for bringing together 

data internationally to develop risk prediction models 

for HRQOL using data on demographic, (bio)medical, 

treatment, lifestyle, and economic factors, while also 

using data on comorbidities and psychological condition. 

As of March 2023, the study contract between EORTC, 

NKI-AVL and Medical University Innsbruck has been 

signed; dataset recruiting was started after the 2022 

QLG autumn meeting in Amsterdam. The first data 

sharing agreements with collaborators will be signed 

in the near future.

If you have a relevant dataset and/or would like to 

collaborate on the BALANCE project, please contact us!

Datasets from both research and clinical routine will 

be harmonised into a dataset large enough to provide 

comprehensive and accurate risk prediction models 

that can aid patients and their healthcare providers in 

understanding a patient’s individual risk for experiencing 

poor HRQOL in the future.
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CODAGLIO 2.0
Combining clinical trial datasets in 
glioma patients to answer clinically 
relevant questions about patients’ 

health-related quality of life

Linda Dirven and Johan Koekkoek, 
CODAGLIO Principal Investigators, Leiden 

University Medical Center, Netherlands

Background 

The incidence of primary brain tumours is low, 

constituting only 2% of all adult cancers. Gliomas 

account for 80% of all primary malignant brain 

tumours. The prognosis of a glioma patient depends 

on tumour characteristics (tumour type, grade and 

genetics) and the patient’s age, clinical condition 

and neurological status. The median survival ranges 

from only 15 months for glioblastoma patients 

(most common and severe subtype) to 6-15 years 

in lower-grade glioma patients with a favourable 

genetic profile.

The incurable nature of glioma has led to the 

recognition that the quality of survival is at least as 

important for the patient as the duration of survival. 

In clinical trials, quality of survival is typically 

assessed with measures of health-related quality 

LD
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of life (HRQOL). In conjunction with information on 

survival, information on the patient’s functioning 

and wellbeing can be used to determine the net 

clinical benefit of a new treatment strategy. 

The number of randomised controlled trials (RCTs) 

in patients with glioma including HRQOL measures 

is limited. Moreover, due to the poor health status of 

patients, compliance with HRQOL assessments rapidly 

decreases over time, hampering the analysis and 

interpretation of results in a single trial. To increase the 

statistical power for certain analyses, datasets from past 

RCTs could be combined. With the resulting database, so-

called Individual Patient Data (IPD) meta-analyses can 

be performed, allowing secondary hypothesis testing 

and exploratory analyses that may benefit the scientific, 

clinical and patient communities. 

Preliminary work 

From 2015 to 2020, the CODAGLIO project (Combining 

clinical trial datasets in glioma patients: the added 

value of health-related quality of life assessment) was 

conducted. In this project, HRQOL data measured with 

the EORTC QLQ-C30 and the brain tumour-specific 

module (QLQ-BN20) of 15 closed RCTs were combined, 

including data from EORTC, academic organisations 

and pharmaceutical studies. With this dataset, 

representing 6,048 glioma patients, several clinically 

relevant questions with respect to HRQOL in glioma 

patients were answered and manuscripts have been 

published in high-impact journals. Topics included  

(1) the added value of HRQOL as a prognostic indicator 

for survival, (2) symptom clusters and their association 

with the level of functioning, (3) the added value of 

analysis of HRQOL data on the individual patient level, 

(4) calculating the net clinical benefit in clinical trials, 

and (5) factors associated with HRQOL deterioration 

during the progression-free survival period.

Aim of CODAGLIO 2.0

The aim of the current project is to update the 

CODAGLIO 1.0 database for future research in glioma 

patients. To do so, we aim to add new trials as well as 

additional clinical variables to already included trials 

(e.g. molecular data). Next, we will answer additional 

relevant research questions, which were formulated 

by the Quality of Life Committee of the EORTC 

Brain Tumour Group. Examples are to investigate 

differences in HRQOL patterns in glioma patients with 

different molecular profiles, or to investigate if certain 

symptom(s) (clusters) are predictive of radiological 

tumour progression. The duration of the project will 

be 36 months.

The incurable nature of glioma has led to 

the recognition that the quality of survival 

is at least as important for the patient as 

the duration of survival.
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CR29
Developing an extension to the CR29 for 
rectal patients having organ preserving 

treatment
Alex Gilbert, Honorary Consultant and 

CRUK Senior Clinical Trial fellow in Clinical 

(Radiation) Oncology, Leeds Cancer Centre, UK 

and Rebecca Fish, Consultant Colorectal 

and Peritoneal Surgeon, The Christie 

Hospital, Manchester and Honorary Clinical 

Lecturer, University of Manchester, UK 

The EORTC colorectal module (QLQ-CR29), updated 

in 2009, is the most commonly used patient-

reported outcome (PRO) measure in rectal cancer 

trials1. However, since then there has been increasing 

interest in the role of organ preservation, with 

a growing number of trials and watch-and-wait 

initiatives. Through avoiding major surgery, some 

of the potential symptomatic toxicities and impact 

on quality of life (QOL) may be prevented. However, 

with organ preservation a different spectrum of QOL 

issues and symptomatic toxicities may be impacted, 

including: radiotherapy-induced gastrointestinal, 

urinary and sexual dysfunction; chemotherapy-

related toxicity; more intensive follow-up; and anxiety 

related to potential recurrence. In our published 

Delphi international consensus recommendations 

of organ preservation outcomes, we agreed that as 

well as QOL and functioning issues, there were 10 

symptomatic toxicity items (bowel urgency, faecal 

incontinence, bowel frequency, diarrhoea, tenesmus, 

toilet dependency, night-time bowel opening, urinary 

urgency, impotence and pain) selected as highest 

priority for inclusion. We also confirmed the need for 

a new validated questionnaire as existing PROs fail to 

address these concerns adequately2.

Through international collaboration and working 

with the EORTC DOGs, this project, which 

commenced in August 2022, will follow the EORTC 

Module Development Guidelines to complete  

Phase 1-2 of questionnaire development. This 

includes a systematic review of the QOL issues 

associated with organ preservation, and is followed 

by interviews with health professionals and 

patients, in order to establish missing issues in 

the QLQ-CR29. The EORTC QLG Item Library will be 

used and new items developed if needed to create 

the questionnaire extension ready for international 

testing and validation. 

1   Gilbert A, Ziegler L, Martland M, et al. Systematic Review 

of Radiation Therapy Toxicity Reporting in Randomized 

Controlled Trials of Rectal Cancer: A Comparison of 

Patient-Reported Outcomes and Clinician Toxicity 

Reporting. International journal of radiation oncology, 

biology, physics 2015; 92(3): 555-67.

2   Fokas E, et al. International consensus 

recommendations on key outcome measures for organ 

preservation after (chemo)radiotherapy in patients 

with rectal cancer. Nature Reviews Clinical Oncology 

2021; 18(12): 805-816.
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HCPS
Impact of Hereditary Cancer on QOL: 
Update on the EORTC QLQ-HCPSxx

Anne Obbergugenberger, 
Principal Investigator and Veronika 
Engele, Study Coordinator, Medical 

University of Innsbruck, Austria

Genetic counselling and testing (GCT) for hereditary 

cancer (HC) gives cancer patients and their families the 

opportunity to learn about their risk for developing cancer 

and take individual treatment or preventive procedures. 

Cancer genetics are a rapidly advancing field: having 

been available in clinical oncology for more than 20 

years now, they have become an integral part of clinical 

routine care in Europe. About 5-15% of cancer originates 

from a genetic predisposition, meaning patients with 

hereditary cancer represent a large group in routine 

cancer care. Understanding the impact of HC and GCT on 

counsellees’ functional health is of vital importance for 

the enhancement of care efforts and clinical research. 

For this purpose, the QLG is now developing a targeted 

assessment instrument for assessing the QOL of 

individuals at risk for HC with the EORTC QLQ-HCPSxx.

Since we started to develop our questionnaire in 

2016 a lot has changed: clinical and scientific work 

was suddenly interrupted in spring 2020 and the 

pandemic forced us to face unexpected challenges 

in personal and professional life. Meeting these 

challenges, our group successfully managed to 

maintain collaborations and adapt to flexible ways of 

communication and study conduction.

After some COVID-related delays, we have completed 

Phase 1-2 of the questionnaire development process 

and constructed a preliminary questionnaire 

with 73 items out of 639 issues, ready for Phase 3 

pretesting. After the approval of Phase 1-2 by the 

EC, we started Phase 3 in January 2022. At the 

time of writing (March 2023), the questionnaire has 

been translated into German, French, Italian, Greek, 

Polish, Spanish and some more languages and we 

are busy recruiting and interviewing counselees for 

Phase 3a. 

Meeting all collaborators face to face under the 

Cypriot sun at the 2022 QLG spring meeting in 

Limassol provided a perfect start to this phase of the 

questionnaire development process and gave us fresh 

energy and motivation for the project. Further in-person 

conversations at the autumn 2022 celebratory meeting 

in Amsterdam produced productive discussions and 

brought the project forward. Expecting successful Phase 

3a progress, we aim to celebrate its close at the next 

QLG meeting in London (autumn 2023).

Thanks a lot, to our collaborators, and to the Group, for 

your productive and encouraging work!
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Fertility
Development of the EORTC Fertility 

stand-alone questionnaire 
Joachim Weis1, Andrea Kiemen1, Eva Greimel2, 

Roxana Schwab3 and Annette Hasenburg3 

1 University Medical Center Freiburg, Germany 

 2 Medical University of Graz, Austria 

3 Johannes Gutenberg University 

Hospital Mainz, Germany

Introduction 

Cancer patients report a need for information on 

fertility preservation (FP) strategies and decision 

guidance in the short time period before potential 

gonadotoxic oncological treatment. In addition to 

the distress of being diagnosed with cancer, patients 

are facing the threat of potential infertility and the 

pressure to make a decision about various fertility 

preservation treatment options (Schwab et al., 

2019). Although fertility is an essential aspect of the 

quality of life of cancer patients, there are only two 

existing scales/questionnaires specifically designed 

to measure reproductive concerns of cancer patients 

(Gorman et al., 2015, 2019; Wenzel et al., 2005), both 

focusing solely on female cancer patients. In addition, 

some existing questionnaires or modules present 

single items regarding fertility and reproductive 

issues in patients with specific malignant diseases 
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(e.g. EORTC Life Situation Questionnaire among 

Hodgkin Lymphoma survivors, (van der Kaaij et al., 

2012)). Common items include loss of control over 

reproductive future, sadness about the inability to have 

children, concerns about fertility potential, partner 

disclosure, becoming pregnant, and acceptance of 

potential infertility, personal health and child’s health.

Aim & Objectives

On behalf of the EORTC Quality of Life Group and 

in collaboration with the European Society of 

Gynaecological Oncology (ESGO), we are developing 

a patient questionnaire to evaluate information 

and support needs regarding FP in both women 

and men with cancer at initiation of treatment and 

during survivorship. This questionnaire is designed 

to address information, knowledge and utilisation 

of FP services, the decision-making process and 

its influencing factors, as well as concerns about 

the present and future perspective in terms of 

family planning and partnership. The questionnaire 

instrument should cover all fertility-related quality 

of life (QOL) issues including the individual patients’ 

needs for information and counselling in men and 

women. It is designed as a stand-alone questionnaire 

within the EORTC framework. 

Methods 

The project follows the EORTC QLG Module 

Development Guidelines and includes Phases 1-3 

using qualitative and quantitative methods based 

on international multi-centre collaboration with 

eight European countries. At the time of writing 

(March 2023), we are close to the completion of 

Phase 2. In this article we focus on the results of 

Phase 1-2 of the study. 

Phase 1 results 

Phase 1 included a systematic literature analysis, the 

development of a preliminary issues list and multiple 

interviews with healthcare professionals (HCPs) and 

patients. Based on the literature research, we created 

a preliminary list of 54 issues covering the wide range 

of aspects of fertility preservation: information needs 

on FP options and prognosis of success, partnership 

and family aspects, financial aspects, worries and 

concerns due to the doubly insecure situation of 

cancer or fertility prognosis, decision-making process 

and coping strategies when faced with possible 

future infertility. We asked HCPs (N=76) and patients/

partners (N=82, 66/16) to rate the list of issues in order 

to assess relevance and to prioritise the items for 

inclusion in the final questionnaire.

The assessments differed between HCP and patients/

partners in 13 out of 54 issues. The differences reached 

a high effect size (Cohen’s d ≥ 0.3). In most cases, 

patients/partners rated the following items as less 

relevant than did HCPs: ‘need for written information’; 

‘need for participation of the partner’; ‘worries about 

information overload’; ‘worrying about how to disclose 

possible infertility’; ‘decision-making with the partner’; 

‘worry about finding a partner’; ‘worries about being 

left by the partner due to infertility’; ‘concerns about 

sexuality’; ‘worries about the identity as a woman/

man’; ‘ethical/religious concerns’. Three issues were 

rated more relevant by patients/partners than by 

HCPs: ‘wish to get a second opinion’; ‘worries about 

the health of future children’; ‘being able to handle 

emotional burden’.

Significant differences between HCP and Patient/Partner Issues 
with Cohen's d

Patient/Partner PEC: Psychoeducation and counselling; PSF: Partnership. Sexuality. Family; QOL: Quality of Life;  

DM: Decision Making; CO: Coping

HCP
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Conclusion

The development of the Fertility questionnaires 

contains various challenges: 

•   Most items do not assess symptom burden but 

rather needs, wishes, fears and concerns.

•   Translatability of specific items is challenging due 

to intercultural and religious differences in handling 

fertility preservation.

•   There are differences in managing FP counselling in 

the healthcare systems across countries. 

•   Gender specificity in some items which concern 

altered perception of female or male identity due to 

infertility.

•   Applicability of the identical questionnaire(s) at 

different time points in which fertility issues may be 

relevant. 

•   Recall period: different recall periods for use in 

cross-sectional evaluation as well as in longitudinal 

evaluations. 

•   The need for screening questions and additional 

instructions.

The Phase 2 questionnaire includes patients’ insights 

into FP issues and provides information for clinicians 

regarding patient-based fertility-related concerns 

and needs, thus helping to provide an oncofertility 

best practice model to improve the counselling 

situation and furthermore the QOL of patients. 
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QLQ-COMU26 
The EORTC Communication 

Questionnaire (QLQ-COMU26): Results 
of the Phase 4 Field Study

Juan Ignacio Arraras, Oncology 

Departments, University Hospital of Navarra, 

Pamplona, Spain and Johannes M. 
Giesinger, University Hospital of Psychiatry 

II, Medical University of Innsbruck, Austria 

Communication in oncology

The communication between the patient and the 

healthcare professional is one of the main elements 

of support that is offered to patients, and good 

communication has been shown to contribute 

to improved treatment adherence, recovery, 

psychological functioning and QOL. To assess 

communication, the EORTC Quality of Life Group has 

been developing a stand-alone questionnaire, the 

EORTC QLQ-COMU26.

There has been a shift in models of care from a 

paternalistic, asymmetrical relationship in which the 

healthcare professional (HCP) held a dominant position, 

to a Patient-Centred Cancer Care model, that focuses 

primarily on patients’ preferences, experiences and 

needs. A key component of Patient-Centred Cancer 

Care is the Patient-Centred Communication model.

The EORTC communication 
module: QLQ-COMU26

The EORTC communication questionnaire is a cancer-

specific instrument that aims to measure patients’ 

communication with HCPs. 

This questionnaire mainly assesses HCPs’ behaviours 

related to communication and is suitable for patients 

with any type of cancer, disease stage or treatment 

type (including palliative care). Since cross-cultural 

differences in communication between patients 

and HCPs are well known, the development of the 

questionnaire has been carried out in a cross-

cultural setting. The conceptual background for the 

questionnaire is provided by the Patient-Centred 

Communication model. 
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The questionnaire allows patients to indicate the type of HCP that they are evaluating: 

Doctor(s), Nurse(s), Psychologist(s), and other professionals. Additionally, patients 

are asked to indicate the specific treatment period they were evaluating: diagnosis, 

treatment, or follow-up.

The EORTC QLQ-COMU26 has 26 items organised into six scales and 4 single items, as 

shown in Table 1. 

Two original articles on the development of the questionnaire [1,2] and on the 

satisfaction with the communication with HCPs [3] have been published.

Phase 4 – international field study

For international validation, the QLQ-COMU26 has been administered to 498 patients 

from 15 countries together with the QLQ-C30, selected scales of the INPATSAT32 and 

further items assessing factors associated with patient-physician communication. 

The study sample consisted of patients undergoing curative treatment and patients 

in palliative treatment. Communication was evaluated for two groups of HCPs – 

doctors and nurses – at two time points during the treatment trajectory. 

The overall results in this large, linguistically, culturally and clinically diverse 

sample of cancer patients support the hypothesised scale structure and indicate 

good psychometric properties of the QLQ-COMU26 in terms of, e.g. internal and 

re-test reliability, known-groups validity and convergent/divergent validity, and 

responsiveness to changes.

Multi-item scales Single items

Patient’s active role-behaviours Professionals take into account patient’s 
preferences on how the information should be 
offered

Aspects of the clinician-patient relationship Professionals correct misunderstandings of 
information

Professional’s qualities for creating a relationship Enough privacy

Professional’s skills Satisfaction with the communication with 
professionals

Professional’s management of patient’s emotions

Professional’s skills related to information

Table 1: Scales of the QLQ-COMU26
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Next steps

In addition to the patient data from the Phase 4 

study, further data has been collected allowing cross-

cultural analyses of the communication between 

the patient and the HCP in a sample of 988 patients 

from the following countries: Austria, Croatia, France, 

Germany, Greece, India, Italy, Japan, Jordan, Poland, 

Portugal, Spain, and the United Kingdom. Relying on 

this data, our group is currently working on detailed 

analyses of communication determinants and cross-

cultural differences in communication. 

EORTC Communication Group

Juan Ignacio Arraras (study coordinator), Johannes 

Giesinger, Omar Shamieh, Iqbal Bahar, Michael Koller, 

Anne Brédart, Karin Kuljanic, Anna Costantini, Eva 

Greimel, Monika Sztankay, Lisa M. Wintner, Marina 

Carreiro de Sousa, Hiroto Ishiki, Meropi Kontogianni, 

Maja Wolan, Yuichiro Kikawa, Anne Lanceley, Ioannis 

Gioulbasanis, Amelie Harle, Uxue Zarandona, 

Dagmara Kuliś.
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development of a European Organisation for Research 
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module.  Psychooncology. 2015; 24(2): 236-240.

2.  Arraras JI, Wintner LM, Sztankay M, Tomaszewski KA, 

Hofmeister D, Costantini A, et al. EORTC QLQ-COMU26: 

a questionnaire for the assessment of communication 

between patients and professionals. Phase III of the 

module development in ten countries. Support Care 

Cancer. 2017; 25(5): 1485-1494.

3.  Arraras JI, Giesinger J, Shamieh O, Bahar I, Koller M, 

Bredart A et al.  EORTC Quality of Life Group. Cancer 

patient satisfaction with health care professional 

communication: An international EORTC study. 

Psychooncology. 2022; 31(3): 541-547.

The present study has been funded by the EORTC 

QLG, grant COMU 26 IV, 003 2016.
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ICI
A Phase 1-2 study to identify which 

HRQOL issues need to be assessed for 
cancer patients on immune checkpoint 

inhibitors

Louis Fox1, Marieke Van 
Leeuwen2 and Mieke 

Van Hemelrijck1

1 King's College London, UK 

2 Netherlands Cancer Institute, 

Amsterdam, Netherlands

Immunotherapy with monoclonal antibodies (MoAbs) 

targeting cytotoxic T lymphocyte-associated antigen 4 

(CTLA-4) and programmed death-1 receptor (PD-1) and 

its ligand PD-L1 has become the standard of care for 

an increasing number of cancer types. Toxicities from 

immune checkpoint inhibitors (ICIs) can be divided 

into infusion reactions and immune-related adverse 

events or adverse events of special interest. The most 

frequently occurring immune-related adverse events 

affect the skin, colon, endocrine organs, liver and lungs. 

Other reactions are very infrequent, but may be very 

serious, even lethal, such as neurological disorders 

and myocarditis. Despite ICIs being increasingly used 

to treat a variety of cancers with a variety of known 

adverse events, comparatively little is known about 

health-related quality of life (HRQOL) reported by 

patients receiving these novel therapies.

A 2019 systematic review concluded that despite 

the broad clinical trials experience of ICI therapies 

across cancer types, relatively few Randomised 

Controlled Trials (RCTs) reported Patient-Reported 

Outcome (PRO) and HRQOL data (Hall et al 2019). 

These observations were confirmed by a 2020 

systematic review. Faury and Foucaud aimed to 

assess the adequacy of methods used to report 

HRQOL in cancer patients treated with ICIs and to 

identify the QOL scales used (Faury and Foucaud 

2020). A total of 15 RCTs met the inclusion criteria 

and indicated that even though the overall reporting 

of HRQOL was of good quality, the data available 

was marred by methodological aspects such as 

the lack of HRQOL research hypotheses and lack 

of questionnaires validated for cancer patients 

treated with immunotherapy. 
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Given the increasing development of ICI strategies for 

treating a variety of cancer types, its known adverse 

events, and the lack of validated questionnaires 

to assess its impact on HRQOL, there is indeed a 

need for such a PRO. Moreover, in the era of value-

based oncology care, stakeholders are increasingly 

interested in PRO findings to guide clinical, regulatory, 

and reimbursement decisions. Therefore, there is a 

need to incorporate ICIs into the EORTC QLG strategy. 

First, we need to assess how best to measure the QOL 

of these patients using a new module or potential 

items to be added to the EORTC QLQ-C30, and if 

relevant to the tumour-specific modules.

We started this project in June 2020 and have 

completed three systematic reviews and subsequently 

constructed a list of 148 unique HRQOL issues that 

are potentially related to receiving ICIs. Since the 

2022 QLG autumn meeting in Amsterdam, the team 

has finalised their interviews with oncologists, nurses, 

and psychologists or support workers to get their 

perspectives on the issue list; and have interviewed 

more than 30 patients to produce a comprehensive 

issue list. In the next stage of work, the comprehensive 

issue list will be subject to evaluations by 135 further 

patients, to ensure that an adequate diversity of 

experiences is captured. Eight countries are currently 

set to contribute participants to this effort.

Given the rapid developments in the landscape of ICIs 

for cancer, we are very excited about this project and 

look forward to delivering a list of QOL items that are 

specifically of relevance to cancer patients treated 

with ICIs, which are not yet covered by the EORTC 

QLQ-C30 or tumour-specific EORTC QOL Modules. This 

will then result either in a separate module or a list of 

items which can be added to existing questionnaires 

by use of the EORTC Item Library.

Despite ICIs being increasingly used to 

treat a variety of cancers with a variety 

of known adverse events, comparatively 

little is known about health-related quality 

of life (HRQOL) reported by patients 

receiving these novel therapies.
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Celebrating 40  
(and a bit!)  

Years of the QLG:
Amsterdam meeting, autumn 2022

Mees Diederik Egeler, 
Netherlands Cancer Institute, 

Amsterdam, Netherlands 

At NKI we were excited to have been able to host 

you all in Amsterdam to celebrate the 40 (and a bit) 

years of the Quality of Life Group. And now it gives me 

great pleasure again to reflect on this extraordinary 

occasion that brought us together. 

The event was hosted in the beautiful KIT Royal Tropical 

Institute, located in the heart of Amsterdam, which 

provided the perfect setting for our commemoration. 

Its historic interior added to the ambience and 

provided us with a memorable experience. 

We are grateful for the tireless efforts of all the 

group members in ensuring the plenary and parallel 

sessions were engaging, informative, and fruitful. The 

presentations by our esteemed colleagues in the field 

were inspiring, and the parallel sessions provided a 

platform for members to share their latest research, 

engage in constructive face-to-face discussions, and 

network with colleagues.

The symposium about the history of the Quality of 

Life Group was a highlight of the meeting, giving us 

an overview of the rich history of the QLG. And what 

better way to end the conference than with a party, 

where we were able to dance the night away with live 

music and entertainment.

Overall, the QLG’s visit to Amsterdam was a memorable 

experience cherished by all who attended. On behalf 

of the Group I would like to extend our gratitude to 

Lonneke and Marieke for their wonderful hospitality 

and for making this meeting a resounding success.

And of course, we are looking forward to seeing you 

again at the next meeting!
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