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Introduction

Dementia with Lewy Bodies (DLB) 
management is complex due to a lack of 
evidence from clinical trials, risks and the 
unwanted side effects of medications. For 
example, often the treatment of one 
symptom in DLB can exacerbate other 
facets of the disease. Responding to all the 
symptoms in an individual with DLB is 
therefore challenging and clinical 
management requires understanding the 
treatment priorities of patients and their 
care partners.

Clinical trials for DLB are prioritised in the 
Alzheimer’s Disease-Related Dementia 
Summit 2022 recommendations, however 
randomized clinical trials in DLB remain few 
relative to other dementia subtypes. Of the 
few that do exist, a wide range of clinical 
outcomes have been reported and no single 
symptom has been favoured as a primary 
endpoint (1). 

To ensure that future DLB trials for disease 
modifying therapies reflect the preferences 
of those affected by DLB in the design of 
their primary and secondary outcomes, 
research is needed to elicit the treatment 
priorities and preferences of individuals with 
DLB and their care partners. 

Aim

Accordingly, this study will use an online 
survey incorporating two health economic 
approaches namely, best-worst scaling 
(BWS) and a discrete choice experiment 
(DCE) to elicit and quantify the preferences 
of individuals with DLB and their care 
partners in relation to the treatment of DLB 
symptoms.

Method

Using global voluntary sector networks, we will recruit 100 individuals who either have a diagnosis of DLB or who are a care partner for an 
individual with DLB. The BWS and DCE will be applied together in a self-administered online survey. 

Best-Worst Scaling 

Figure 1: DLB symptom domains for inclusion in the best-worst scaling exercises 

BWS is a prioritization method grounded in random 
utility theory. BWS involves the presentation of 
choice tasks containing sets of attributes larger than 
two in which participants are asked to choose their 
‘best’ and ‘worst’ option. The attributes in this study 
represent DLB symptom domains (figure 1). A 
balanced incomplete block design will be used to 
design the choice sets. The BWS will provide a 
relative ranking of the included symptom domains 
according to the preferences of the respondents. 

Discrete Choice Experiment

Figure 2: Example discrete choice question

DCEs enable the identification of both preferences 
and trade-offs made by individuals in benefit-risk 
decisions. This allows researchers to determine how 
individuals value different attributes of a service or 
treatment. DCEs require respondents to select their 
preferred choice from a set of hypothetical 
alternatives. Each alternative is described by several 
attributes which vary across levels. Because 
respondents are forced to make trade-offs, this 
method more closely resembles clinical decision-
making whereby individuals must consider benefits, 
risks and side effects. 

Example attributes for the proposed study are 
shown in figure 2. Example levels are also shown. 
The levels of variation, although hypothetical, are 
informed by evidence synthesis and consultation. 

Expected Results

We aim to: 
● Determine the relative 

importance of DLB 
symptoms

● Establish how individuals 
trade between different 
symptoms and risks when 
deciding on treatment

● Better understand 
preferences for treatment 
and the impact on choice 
of potential risks and side 
effects 

 
Our findings will inform choice of 
primary and secondary 
outcomes in DLB trials. They will 
inform our understanding of the 
levels of risk and benefit 
individuals will tolerate which is 
important as trials of potentially 
disease modifying agents, such 
as anti-amyloid therapies, are 
pursued. 
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