End of life care - why those with dementia have different needs
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The British Medical Association (BMA) and Royal College of Physicians (RCP) have
recently reported on end of life care.! 2 They call for changes to end of life care,! but also
report steady progress in the recognition of patients who are dying, and in the amount and
quality of communication with patients who are able to communicate. ?

It is disappointing that the RCP does not mention those who are unable to communicate, such
as people with dementia. People with dementia often lack cognitive capacity and the ability
to communicate verbally towards the end of life. These communication difficulties underline
the importance of advance care planning, but not all people with dementia and their families
are willing to have such conversations.® This can make decisions around end-of-life care
difficult.* The BMA highlighted communication difficulties, calling for more training to
better equip doctors to have these conversations.

Dementia is not only complex from a cognitive perspective, but people with dementia are
often frail and may have multiple comorbidities. This raises a question about who should
provide end-of-life care. The complexities of dementia mean that no one specialist may be
best suited to care for the person at the end of life. Although a combination of specialities
may seem desirable, this could undermine care continuity.

Many people with dementia live in the community and are cared for by their relatives, home
care workers, care home assistants and their general practitioner. With this end-of-life care
should be seen as part of everyone’s role.
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