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End-of-life care for people with dementia: 
some themes

• The scale of the problems

• The depth of the problems

• Some possible solutions
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The scale of the problems: 1
• If we survive to 65 years we have a 1 

in 3 probability of developing dementia

• Dementia is not a long-term condition

• The incidence and prevalence of 
dementia may be declining
Alzheimer’s Disease International report 2014
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Scale of the problems 2: Causes of 
death

Bowman C, Meyer J.Formative Care: 
Defining the purpose and clinical practice 
of care for the frail.  J R Soc Med. 2014 
Mar;107(3):95-8. 
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Scale of the problems 3: Dementia is 
a short-term condition

4.5 years from symptom onset 
Xie J et al Survival times in people with dementia: analysis from population based cohort 
study with 14 year follow-up. BMJ 2008; 336: 258- 262

3.5 years from diagnosis  
Rait et al, Survival of people with clinical diagnosis of dementia in primary care: cohort study  
BMJ 2010 Aug 5;341:c3584
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The depth of the problems

Loss of mental capacity
•What is happening? What do you want to do about it?
•Pain, infection, refusal of food and fluids

Prognosis: 
•Frailty adds ‘unstable disability’ to ‘progressive dwindling’
•Family awareness

Anxiety among professionals 
•Politicised environment 
•Fear of media or legal repercussions
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Possible solutions

1. Expansion of specialist hospice services is unlikely

2. Skill transfer to social and health care: ‘rules of 
thumb’/heuristics; focus on nursing homes and home care 
workers

3. Advanced care planning

4. Struggling with care co-ordination between social & health 
services: contracts, co-location, shared budgets.

5. Informal care co-ordination: ’communities of practice’

6. Legal framework: the Mental Capacity Act 2005: 
assessing mental capacity, acting in best interests, least 
restriction
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Thank you for listening

http://www.impactpalliativecare.eu/

s.iliffe@ucl.ac.uk
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