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The primary objectives of the study were to determine patient treatment preferences and
treatment goals within CLL including:
Feature importance: What CLL treatment features do CLL patients value?
Relative importance: What is the relative importance of different treatment features?
Benefits and risks: How do patients trade off risks versus benefits?
Treatment goals: What long-term treatment outcomes do patients most value?

DCE: model results demonstrated participants most value treatments associated with
prolonged PFS (RI: 24.6%), followed by treatments that have a lower risk of severe side
effects and lower annual out-of-pocket costs (RI: 19.5%, 17.4%, respectively). Furthermore,
participants placed considerably more weight on receiving oral versus IV therapy (i.e.,
β=-0.538 for ‘treatment involves IV’; p<0.05). Participants also showed a slight preference for
fixed versus continuous therapy (i.e., fixed β=0.261; p<0.10) 

BWS: results demonstrated that participants most value a treatment that enables them to
achieve their goals of being physically healthy, living a long life, spending time with family
and friends, and avoiding hospitalisation. 
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Treatment Preferences and Goals among people living with CLL

DCE attributes were identified via a rapid review, qualitative research and a stakeholder
workshop prior to quantitative research.
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Chronic lymphocytic leukemia (CLL) is a chronic lymphoproliferative disorder, classified as a
subtype of lymphoma by the World Health Organization. CLL is the most common adult
blood cancer, with around 2,000 Australians diagnosed each year. Listening to patient voices
is critical, both in terms of how people experience a condition and their treatment
preferences. This research explored the therapy attributes and goals among treatment
experienced adults living with CLL. 

A BWS task which incorporated 11 goal statements (referenced in Table 1) describing key
outcomes CLL patients desire with treatment was included in the survey to examine long
term treatment goals. 

The DCE used a generic (unlabelled)
design between two hypothetical treatment
alternatives labelled as ‘Treatment A’ and
‘Treatment B’ and an opt-out option,
‘Neither of these’.

Discrete Choice Experiment (DCE)
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The findings from this research enhance understanding of the patient voice within CLL, which is critical in informing patient-centred care. Understandably, an overwhelming
focus for patients is on receiving effective therapies that will provide them with longer, healthier lives. However, in an era of novel, effective, targeted therapies, the preference
for other attributes, such as once-daily dosing and all oral medication, becomes more prominent and may affect patient treatment choice and ultimately enhance their
experience and outcomes. 
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Figure 1: Key demographics

30 adult participants living with CLL were recruited through specialist recruitment
companies, a patient support program, private clinician referrals, a patient
advocacy group (Lymphoma Australia) and a social network (Health Unlocked).  
Participants completed a 30 minute online survey with a discrete choice experiment
(DCE) and a best worst scaling (BWS) exercise.
Fieldwork was completed between 13th August 2022 to 1st February 2023.
Participant demographics are shown in Figure 1: ‘Key demographics’.
Eligible participants provided consent to complete the online survey.
The study received ethics approval from Bellberry Ltd.

Best Worst Scaling (BWS)
The online survey incorporated a DCE methodology to assess patient preferences by
evaluating the relative importance (RI) of treatment attributes. 

Participants were shown 11 choice scenarios,
with each scenario displaying 6 (varying) goal
statements. 

In each scenario participants were asked to
trade-off between the goal that was most and
least important to them. 

Goal statements were
identified through qualitative
research with six CLL
participants who had
treatment experience.  

Figure 3. Example BWS scenario

Dashboard: A Decision Support System (DSS) or ‘dashboard’ (scan QR code) has been developed to support the visualisation of the results. This enables the user to perform ‘what if’
scenarios of DCE model results by manipulating the levels of the treatment attributes. This allows users to view the preference share and resulting predicted market share for CLL treatment. 

**A note on financial wellbeing / income goals: cost was an important attribute in the DCE when participants considered out
of pocket costs / direct payments associated with CLL treatment. Within the BWS task, participants viewed goals in a
broader context (e.g., all aspects that may be related to a specific goal). Goals relating to financial wellbeing and having an
income /work were relatively less important when considering desirable outcomes with treatment.
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Figure 2. Example DCE scenario

Table 1. CLL goal statements

Figure 4. A graph representing the relative importance of CLL treatment attributes

Figure 5. A graph representing the relative importance of CLL goals statements

The hypothetical treatment alternatives
were described by seven attributes
including: type of treatment, duration,
progression free survival (PFS), mild-
moderate side effects, severe side effects,
long-term risks, and average yearly out-of-
pocket costs. 

*Scores for each item were calculated by finding the difference between the number of times a goal statement was chosen
as most important and least important, and then dividing it by the total number of times it appeared throughout the exercise.

Non DCE survey findings indicated that most participants preferred a once daily administration of their medication (i.e., three tablets once daily; 63.33%, versus one tablet twice daily; 30%).
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