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“Care of the dying is the litmus test 
of the NHS….”  

End of Life care is everybody’s  

business 
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What is a good death? 
 

• 34% of patients ranked “dying in preferred 
place” as important  

 

• 33%  wished to “have as much information as 
possible” 

 

• 33%  wished to be able to “choose who makes 
decisions about my care” 
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End of Life Care 

Source:  National End of Life Care Intelligence Unit 

A 16% variation in deaths in hospitals exists across Thames Valley 

End of Life Care is everybody’s business  



End of Life Care 

National Survey of Bereaved People (VOICES) by CCG  
Combined data from the 2011 and 2012 VOICES surveys 

VOICES - England, 2014 was published on 9th July 2015 
http://www.ons.gov.uk/ons/rel/subnational-health1/national-survey-of-bereaved-people--voices-/2014/stb-voices-2014.html  
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facts 

• 2 in 5 people with dementia die in hospital 

• Less than 5% of dementia patients die at 
home /hospice 

• Care home bed provision is reversing the 
trend 

• Home/hospice death more likely in affluent 
areas, female patients, those with cancer as 
underlying cause of death, less likely in 
unmarried  
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facts 

• Dementia is leading cause of death in women 
over age80 (16%) 

• Death rates from dementia are increasing as 
people are living longer 

• Patients with dementia living in community 
have higher rates of transfers of care in period 
close to death 
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“Death and dying should be a natural matter to 
discuss…Palliative care for me, starts, should 

start, the minute that you get a diagnosis…This 
business of dying is quite a natural process. 
People tend to regard dying as something 

unnatural, but it isn’t” 

 

Peter Ashley, living with dementia. 
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Key issues in dementia at end of life 

• Public awareness 

• Care planning and proxy decision making 

• Dignity 

• Pain 

• Withholding and withdrawing treatment 

• Emotional and spiritual concerns 

• Place of death and care 
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Key barriers to care 

• Identification and planning 

• Inequality of access 

• The quality of care experienced by people 
with dementia 
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Challenges in providing good palliative and 
end of life care to patients with dementia 

• Unpredictable disease trajectory 

• Slow decline in function 

• High prevalence of neurobehavioural 
symptoms 

• Loss of capacity –issues around decision 
making /disease management 

• Difficulties in communication 
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Challenges for Professionals 

• Unwillingness to discuss death and dying 

• Communicating insensitively 

• Overlooking other health conditions 

• Difficulty with decisions 

• Not considering emotional /spiritual needs 

• Not involving family /caregivers in decision 
making 
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How can we make things better? 

• Dementia used as a key example of why 
planning throughout life is important 

• Greater recognition of dementia as a terminal 
illness 

• Dementia friendly communities 

• Earlier identification and care planning 

• Education Education Education  

• Promoting dignity 

 
www.england.nhs.uk 



How can we make things better 

• Improving symptom identification and control 

• Significant, co-ordinated and holistic support 
when decisions are made around 
withholding/withdrawing treatment 

• Addressing emotional and spiritual needs 
(including those of carers) and offering 
bereavement support 

• Robust 24/7 services  
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How can we make things better? 

• Commissioners developing alternative models 
of care to meet the needs of patients 

• Use of commissioning levers to improve care 

• Developing local metrics and outcome 
measures 

• Capturing patient and carer experience 

• Targeted research 
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“You matter because you are you, and 
you matter to the end of your life” 

Dame Cicely Saunders (1918 -2005) 
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Thank you –Questions? 

Thames Valley Strategic Clinical 
Networks 2015 


