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Plain English summary

In the UK, two-thirds of people with dementia die in the community. Compared with people with
cancer, the end-of-life care for people with dementia is relatively poor. The aim of this programme

was to support professionals to deliver better community-based care towards, and at, the end of life
for people with dementia and their families.

First, we looked at current care by reviewing existing guidance and research. We also looked at the
commissioning of dementia and end-of-life care. Second, we worked with people with dementia, their
families, service providers and commissioners to identify good end-of-life care in dementia, challenges
to service delivery and possible solutions. Seven components of end-of-life care were key:

1. timely planning discussions
2. recognising end of life and providing supportive care
3. co-ordinating care
4. effective working with primary care
5. managing hospitalisation
6. continuing care after death
7. valuing staff and ongoing learning.

These informed the intervention, which was a primary care-based dementia nurse specialist and
associated resources. The dementia nurse specialist provided direct care to people with dementia and
their families, while also supporting professionals to make system changes.

The intervention was piloted in two general practices in North East England, and two other practices
acted as controls, providing usual care. We achieved the recruitment target of 11 people with dementia
per practice; 12 people with dementia died over the 12-month follow-up period. One-year outcome data
were successfully collected for 41 (66%) people with dementia.

The dementia nurse specialist intervention was feasible, acceptable and highly valued by all participants.
Key components of the role were providing proactive care, continuity and co-ordination. Unfortunately,
it is unlikely to reduce care costs. It is a possible solution to delivering the single, named care
co-ordinator role recommended in the recent National Institute for Health and Care Excellence
dementia guidance.
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