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What are the benefits
of including patients’

preferences in the
decision-making

process?

Go on slido.com
and enter the code

1141830

https://efcca.org/
https://app.sli.do/event/1hrA5HESB1bZRzt6UZVS8d/embed/polls/6bd7df29-0954-488b-ac5f-a8a028e6ca19


What matter most to...

Simplifying treatment
administration 

Minimizing fatigue 

Reducing abdominal painAdvanced drug administration
approach

Improved therapeutic outcomes

Avoiding surgery

physicians IBD patients

There is very little scientific evidence
on “patients’ preferences” targeted

at the IBD patient community...

https://efcca.org/


...and still many questions to answer. 

Which quality
of life effects
are important
to patients?

Which side-effects
do they want

to avoid?

Which characteristics
should future drugs

have according
to them?

What matter most to IBD patients?
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To address these questions,
EFCCA has embarked on the

Patient Preference Study with
the University of Leuven
(KU Leuven – Belgium). 

What matter most to IBD patients?
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Literature review
and first analysis of
collected data and

feedback from
patient groups

Joint work with KU
Leuven on defining

a quantitative
preference survey

using Discrete
Choice Experiment

(DCE)

Pilot phase:
interviews of native

English-speaking
patients to gather

honest, direct
feedback on

attributes and
the survey

Translation to
15 languages

Timeline
June 2023end 2021-begin. 20222020-2021 September 2022
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Timeline
February 2025February 2024July 2023 August 2024

Launch of
the survey

Poster Presentation
with preliminary

Results at ECCO24

Survey
closed

Results presented
at ECCO25

https://efcca.org/
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Literature
review SurveyAdvisory board

discussions

Development of the study
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(Schoefs et al., Journal of Crohns and Colitis, 2022)

Previous patients’ preferences studies 

Qualitative research findings 

IBD clinical trials 

Available IBD treatments 

Literature
review

Development of the study
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Development of the study

discuss survey aims and methodology
ensure the questions were relevant,
clear and feasible for IBD patients

An advisory board was consulted to:

The board consisted of:
2 patients 

4 gastroenterologists specialized in IBD

1 IBD nurse 1 statistician 

2 EFCCA patient representatives 
Advisory board

discussions

https://efcca.org/


Development of the study

To identify IBD patients'
unmet treatment needs

To measure the importance of
key IBD treatment attributes

To examine how patient characteristics
influence preferences 

Aims of the survey:

Survey

https://efcca.org/


9) Questions on patients
socio-demographic
characteristics, clinical
characteristics and
contextual factors

10) Survey evaluation
questions

1) Language selection

4) Information sheet and
informed consent form

2) Introduction

3) Screening questions

5) Explanation of attributes
and levels included

6) DCE questions

7) Feedback on DCE questions

8) validation question

The survey consisted out of 10 parts:

Development of the survey

https://efcca.org/


Development of the survey

Multidisciplinary advisory
board meetings and
revision rounds

Final list: 14 attributes
related to IBD patients
treatment or disease.

 Additionally, for each attribute, a comprehensive range of 2 to 5 levels was established. 

Survey questions:
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Development of the survey
The 14 attributes were included in DCE (Discrete Choice
Experiment) questions 

Patients choose between two hypothetical treatments
(A & B)

15 of these DCE questions were then included in the survey
next to background questions on:

- socio-demographic characteristics

- disease and treatment related characteristics

- contextual factors
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Piloting
The survey was piloted with four
native English-speaking patients

Feedback from each interview was
discussed with the advisory board
until consensus was reached

Piloting concluded after the 4th
interview, as no further changes were
needed

Online pilot interviews used the
think-aloud method to assess:

Comprehensibility of general questions

Understanding of choice questions,
attributes and descriptions

Choice behaviour Survey length

We thank Crohn's
& Colitis UK for
its collaboration!

https://efcca.org/


Translations 
The survey is available in 15 languages

Polish

Romanian

Portuguese

Spanish

Arabic

Croatian

Danish

Dutch

English

Finnish Italian

French

German

Greek

Hungarian

Thanks to our all of our members
who helped us with the

translations!
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Launched in Juy 2023
until August 2024

Online, web-based survey

Available in 15 languages in
46 countries

Adressed to +18 IBD patients

Distributed through national
IBD associations

Overview
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What are the benefits of including
patients’ preferences in the
decision-making process?

Back to the initial question...
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Informing Regulatory Decisions: Patient preference data help
regulators understand which treatments are most suitable for
individual patients, influencing benefit-risk assessments and
approval decisions. 

From our two Guidebooks

Development of treatments
and therapies that better

meet patients’ needs

Improved treatment
outcomes and quality

of life for patients 

Development of safer
and more effective

treatments

Potential risks and
side effects can be
addressed early on
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Treatments are more
likely to be accepted and

adhered to by patients 

Less time and resources
on treatments that may
not meet patient needs

Aligning with Patient Values: Patients value therapies based
on their perceived efficacy, safety profiles and the impact on
their daily lives. Including these preferences ensures that
treatment outcomes align with what patients find most
important.

This approach ensures that the chosen treatment reflects
what the patient finds most important, rather than relying
solely on clinical metrics. 

From our two Guidebooks
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Complementing Patient-Reported Outcomes (PROs):
While PROs provide information about patients’ feelings
and daily functioning, preference studies offer insights,
including treatment characteristics and benefit-risk
compromises they are willing to accept (PREFER Patients
Preferences, 2023).

From our two Guidebooks

Potential risks and side
effects can be addressed

early on
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To have a general picture on the patients’
preferences at European level and beyond

To have country data for comparison on
how to support patients in clinical practice

To assist national associations in advocating
for their needs

Results contribute... 
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Looking Ahead
In the same direction, EFCCA is committed to offering
the IBD community valuable insights and support: 

sharing national reports with its national
members and providing guidance to help
them interpret the data effectively.

assisting them in maximising these findings
and supporting them in integrating the data
to drive impactful decisions.
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A great thank you to all the
patients who took part and to
the national IBD associations
for their invaluable support in
this study!

Thanks and Acknowledgements
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Follow us!

Thank you!
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