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We undertook an interview-based, qualitative sub-study with participants of an Australian longitudinal observational cohort study of DLB.

Although challenging, participation in research supported the proactive stance that participants sought towards their DLB dia gnosis. 

Key enablers of research participation included the rapport and active partnership developed with the research team, and the provision of responsive, practical supports
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INTRODUCTION RESULTS

Dementia with Lewy bodies (DLB) is a 
common form of dementia that poses 
complex challenges for both persons 
diagnosed and caregivers. 

The lived experiences and priorities of 
persons with DLB remain under-explored 
compared to other forms of dementia [1]. 

Recruitment into DLB research is 
challenging due to the complexity of 
symptoms and associated frailty.

In this qualitative sub-study within an 
Australian longitudinal, observational 
cohort study of DLB ("The Lewy Body Study" 
[2]) we aimed to:

1. Describe the lived experiences of a group 
of research participants in The Lewy 
Body Study,

2. Explore participants’  experiences of DLB 
and of participation in research, 

3. Identify potential barriers and enablers of 
research participation.

METHODS CONCLUSIONS REFERENCES

We invited participants enrolled in The Lewy 
Body Study to take part in semi-structured, 
individual interviews. Interviews were 
audio-recorded and transcribed verbatim# . 

We undertook a six-phase Reflexive 
Thematic Analysis of the dataset, using an 
inductive, critical-realist analytic stance [3]. 

#An initial transcription was generated using A-train 
software [4], with subsequent detailed manual review 
and editing.

Although challenging, participants largely perceived taking part in research as beneficial, citing:

- Improved understanding of DLB

- Greater sense of agency

- Making a meaningful contribution to knowledge or to others diagnosed in future.

These benefits arose despite the observational nature of the Lewy Body Study. "How"  research 
was conducted mattered as much as "what" research was conducted.

Important enablers  of research participation included: 

- Rapport and partnership developed with the research team

- Practical, responsive supports (e.g. transportation support, meal provision)

1. Mammen JR, Goldman JG, Tyo M, Xiao Y. Examining the lived experience of 
dementia with Lewy bodies through qualitative research: A systematic 
review. Alzheimers Dement. 2025 May; 21(5)

2. Chin KS, Gajamange S, Desmond PM, Villemagne VL, Rowe CC, Churilov L, 
Yassi N, Watson R. Association between amyloid-beta deposition and cortical 
thickness in dementia with Lewy bodies. Aust N Z J Psychiatry. 2023 
Apr;57(4):594-602. doi: 10.1177/00048674221081773. Epub 2022 Feb 24. 
PMID: 35196886

3. Virginia Braun, Victoria Clarke. Thematic Analysis: A Practical Guide. London: 
Sage; 2022.

4. Haberl A, Fleiß J, Kowald D, Thalmann S. Take the aTrain. Introducing an interface 
for the Accessible Transcription of Interviews. Journal of Behavioral and 
Experimental Finance. 2024 Mar 1;41:100891.

CONTACT

Anni South: anni.south@mh.org.au

We conducted eight in-depth interviews with Lewy Body Study participants, including persons diagnosed with DLB (n=4) and their study partners (n=4) 
(Table 1) .  We generated five themes (Figure 1).
- DLB had significant impacts on participants’ daily activities and life roles.
- These challenges were under-appreciated by others due to the specific and variable nature of DLB symptoms. 
- Participants sought ways to remain proactive in the face of their diagnosis.
- Research participation was both practically and emotionally demanding.
- Accounts of research participation were nonetheless positive.  Participants recognised themselves as valued and active partners in research. 
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