
Background
The key objective of this research was to understand and raise awareness of the
Chronic Lymphocytic Leukaemia (CLL) patient experience, with an aim to provide
insights and inform solutions that would improve patient experiences and health
outcomes across the healthcare pathway. Recognising what is important to
patients and detecting areas of dissatisfaction will allow priority areas for
improvement to be identified that can increase overall satisfaction. 

Objectives

Methods

The Task: Participants were shown 11 choice scenarios, with each scenario displaying 6 (varying) MTM. In each
scenario participants were asked to trade-off between the 6 MTM by choosing which MTM were most and least
important to them, as well as which MTM they were most and least satisfied with.
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Conclusion

Chronic Lymphocytic Leukaemia: the patient experience in Australia 

11 factors which describe the various aspects
of the healthcare pathway (defined as MTM),
had been previously identified via qualitative
research and stakeholder workshops in other
therapeutic areas. These MTM were adapted to
the current study to ensure specificity for CLL. 

By analysing participant responses in the BWS task,
we were able to identify the overall PEI score (i.e., a
score that accounts for both importance and
satisfaction).
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To understand end-to-end patient experiences within the CLL Australian
healthcare journey and to quantify overall patient satisfaction with the
healthcare system through a Patient Experience Index (PEI) score.  These
insights can be used to inform healthcare decisions and interventions that align
with patient experiences. 

25 adult CLL patients who had treatment experience, were recruited
through panel companies, a health social network (Health Unlocked) and a
patient support group (Lymphoma Australia).
Participants completed an online survey (30-40 minutes) with a Best Worst
Scaling (BWS) exercise between 15th July 2022 to 21st November 2022.
Participant demographics are shown in Table 1.
Eligible participants provided their consent to complete the online survey.
The study received ethics approval from Bellberry Ltd.

Other MTM that may improve patient satisfaction and outcomes include factors related to 'Side effects' of
treatment and 'Involvement in decision making'.

Findings from this research enhance understanding of CLL patient experiences within the Australian healthcare system to help inform decisions
that could improve patient care and treatment experience. Results indicate that patients most value ability to access effective medication and
support services to manage their CLL.  This research also highlights other important aspects of patient-centric care, such as support for the patient’s
support person, which may be overlooked along the patient journey. Even small adjustments in these areas have the potential to improve the patient
experience within the healthcare system. Future research could use the PEI to assess shifts in satisfaction and importance ratings and judge the
success of programs, interventions and communications that are implemented to address current unmet needs.

Figure 1. Example BWS scenario

Sample

BWS and PEI

1) Access to / effectiveness of
medication (52%)
2) Support for their support person
(48%)
3) Access to other
treatment/support services (48%) 
4) Monitoring/identifying
progress/deterioration (44%)

The top four MTM that were most
important to participants, but also
the ones they were least satisfied
with were: 
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Table 2. MTM used in BWS task

Table 3. Detailed statistics

Index score 

Drivers of Dissatisfaction (Friction Points): Data was also collected to understand the reasons for dissatisfaction for these aspects of the healthcare journey and
participants additionally suggested ways in which these areas could be improved through open-text responses. 

BWS is based on a theory of how humans choose the two most extreme items (i.e., best and worst) in a set of three
or more items. The study implemented a novel anchoring process to rescale best-worst scores for importance and
satisfaction which could be combined to form a CLL PEI.

Table 1. Participant demographics

The median PEI score was 66.2 
(out of a highest possible score
of 100). See Table 3 for the
detailed statistics.

Figure 1. Least Satisfied and Most Important MTM

Dashboard: A Decision Support System (DSS) or ‘dashboard’ (scan QR code) has been developed to support the visualisation of the results and enables the user to
compare PEI scores across different therapy areas and different subgroups within a therapeutic area and changes over time (currently, only the CLL component of
research is available for public access).

1 1 2 3 4 5 5 6 6 7 7

 # 260

Support for your ‘support’ person

Side effects of medication

The quality of information available about
your condition and care

Disease related costs

Monitoring & identify progress / deterioration

Access to, and effectiveness of medication

Most satisfied   Least satisfied Most important   Least important


