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Plain English summary

Lewy body dementia includes dementia with Lewy bodies and Parkinson’s disease dementia. It is the
second most common cause of neurodegenerative dementia in older people, but is underdiagnosed.
There is no consistent approach to management.

We aimed to improve the diagnosis and management of Lewy body dementia by:

understanding current practice

identifying barriers to diagnosis and management
developing evidence-based assessment toolkits
producing and piloting a management toolkit.

We focused on hospital-based specialist services. Participants included people aged > 50 years
diagnosed with Lewy body dementia, carers and health-care professionals. Current diagnostic rates
for dementia with Lewy bodies and Parkinson’s disease dementia were lower than expected (4.6% and
9.7%, respectively). There was evidence of delays in diagnosis for both dementia with Lewy bodies
and Parkinson’s disease dementia. The use of services and the overall costs of care for patients with
dementia with Lewy bodies and Parkinson’s disease dementia were greater than for patients who had
other dementias. We found many barriers to the diagnosis and management of Lewy body dementia
and these indicated the need to upskill staff, challenge negative attitudes towards diagnosis and
improve management pathways.

Using published evidence and clinical opinion, we produced assessment and management toolkits for
dementia with Lewy bodies and Parkinson’s disease dementia. We used these in a pilot clinical study
and showed that we were able to recruit people with dementia with Lewy bodies and Parkinson’s
disease dementia to the study. The toolkits were well received, but their use by clinical staff was
variable. Following introduction of the assessment toolkits, there was an increase in diagnostic rates
for dementia with Lewy bodies, but not Parkinson’s disease dementia. Our findings indicate that a
further larger study of the management toolkit is both feasible and merited.
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