Experiences of research participation for persons living with dementia
with Lewy bodies
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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 diagnosis.

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

INTRODUCTION RESULTS

Dementia with Lewy bodies (DLB) is a We conducted eight in-depth interviews with Lewy Body Study participants, including persons diagnosed with DLB (n=4) and their study partners (n=4)
common form of dementia that poses (Table 1) . We generated five themes (Figure 1).

complex challenges for both persons - DLB had significant impacts on participants’ daily activities and life roles.

diagnosed and caregivers. - These challenges were under-appreciated by others due to the specific and variable nature of DLB symptoms.

The lived experiences and priorities of - Participants sought ways to remain proactive in the face of their diagnosis.

persons with DLB remain under-explored - Research participation was both practically and emotionally demanding.

compared to other forms of dementia [1]. - Accounts of research participation were nonetheless positive. Participants recognised themselves as valued and active partners in research.

Recruitment into DLB research is
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Important enablers of research participation included:

- Rapport and partnership developed with the research team CONTACT
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- Practical, responsive supports (e.g. transportation support, meal provision)
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