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Differentiating Terminal Delirium from non-

terminal delirium and BPSD in dementia

 PROBLEMS:

 BPSD is common (up to90% of all those with dementia)

 BPSD symptoms overlap with those of delirium

 Pre-existing cognitive impairment is the biggest risk factor for delirium

 >/= 70% of LTC residents have dementia

 Delirium is common – up to 30% of general medical inpatients

 Rates of delirium in LTC have not been studied

 Delirium is usually not fatal

 Delirium is frequently recurrent

 No cause is identified in up to 40%

 Clinical Dilemma: What is BPSD Vs Delirium Vs Terminal Delirium?
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 Only 1.5% of people with end-stage dementia receive Palliative 

Care in the USA (Christakis and Escarce, 1996)

 In Europe, less than 1% of hospice patients have a neurological 

disease 9Davies and Higginson, 2004)

 It has been suggested that the very behaviours that might indicate 

a need for palliative care in dementia may serve to exclude them 

from appropriate admission to hospice care (Waterman et al., 2016)
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Why the low rates?

 Accurate identification of the end-of-life stage in dementia is 

problematic?

 Cancer literature emphasises the occurrence of behavioural symptoms 

in the last few days of life, but in dementia the dying process may be 

drawn out over weeks or months (Wilden & Wright, 2002)

 Lack of dementia-specific skills of staff who work in palliative care?

 Stigma? “We don’t want the other patients disturbed”
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What are the outcomes for those in 

LTC with advanced dementia?
 Morrison and Siu (2000)

 Six-month mortality of those with severe dementia who were hospitalised 
with pneumonia or a hip fracture were 53% nd 55% respectively (13% and 
12% in the cognitively intact)

 (only 24% of thosewith dementia and a hip fracture were prescribed regular 
analgesia!)

 Mitchell et al. (2009) found >50% mortality at18 months 

 Predictors:

 Pneumonia (six-month mortality 46.7%)

 Febrile episode (six-month mortality 44.5%)

 Eating problems (six-month mortality 38.6%)

 Over 40% underwent a burdensome intervention in  the last 3 months of 
life (e.g. hospital admission)
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General indictors of the need for a 

palliative approach
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Indicators of the need for end-of-

life care in the setting of dementia?
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Choices, Attitudes, and Strategies for Care of Advanced 

Dementia at the End-of-Life (CASCADE) study

(Mitchell, 2006)

 323 NH residents with advanced dementia 

 At 18 months, 55 % mortality, median survival was 1.3 years.

 Over 18 months, 41% had pneumonia, 51% had a febrile episode, 
and 86% developed an eating problem. 

 ●Adjusted six-month mortality rates after the development of 
pneumonia, a febrile episode, and eating problems were 47, 45, 
and 39 percent, respectively.

 ●Other major acute illnesses (eg, hip fracture, myocardial infarction) 
were rare in the last three months of life.
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Advanced Dementia Prognostic 

Tool (ADEPT) (Mitchell, 2010)

 12-item additive score including information on age, gender, level 

of functional dependence, nutritional status, presence or absence 

of various symptoms and medical conditions, such as CCF and SOB. 

 In a prospective validation study of 606 nursing home residents with 

advanced dementia, ADEPT had a specificity of 89 percent and a 

sensitivity of only 27 percent for predicting death within six months.
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Symptoms in Last Week of Life with 

End Stage Dementia
Hendriks et al. 

J Pain Symptom Management 

2014; 47(4): 710-

JAMDA 2015; 16: 475-

Dutch End of Life in 

Dementia study

28 RACFs in 

Netherlands, n=372

Agitation most 

common symptom 

overall (57-71%) but 

decreased to 35% in 

last week of life

??SPECIFICITY
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Terminal 

Agitation 
(Hospice of Cincinnati)

Note, again, the lack of 

specifity of these 

symptoms in the setting 

of dementia with BPSD
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Mini-Suffering 

State 

Examination

(Aminoff et al., 

2004)

Low suffering 0-3

Intermediate suffering 4-6

High suffering 7-10
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Survival and its correlation with MSSE score

 Aminoff and Adunsky (2006)

 134 consecutively admitted patients who survived < 6 months

 Mean survival times:

 LOW MSSE: Mean score 2.24 +/- 0.99) =  57.76 (SD 9.73) days

 INTERMEDIATE MSSE: Mean score 4.92 +/- 0.83 =  44.70 (SD 5.99) days

 HIGH MSSE: Mean score 8.06 +/- 1.00 =  27.54 (SD 4.16)

 P = 0.0018 (Kaplan-Meier Analysis Log Rank)
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“Relief of Suffering” Units

(Aminoff 2008)

 Located within existing health services

 Cater for the needs of those with end-stage dementia whose care is 
currently spread across a variety of medical, surgical, orthopaedic 

and geriatric settings

 ? High MSSE score as an admission criterion

 Acknowledges death is not invariable upon admission

 Those who improve could be discharged back to long-term care.
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REACH out in Dementia Toolkit

 Recognise End of Life & Care Holistically

 Identify evidence based signs and symptoms of end stage dementia

 Reviewed/demontrated usefulness in RACFs 

 Eight signs and symptoms: (presence of one or more can indicate 
need to change to a palliative approach)

 Dependent in all ADLs, double incontinence

 Severe communication impairment

 Eating or feeding difficulties

 Loss of ability to walk followed by loss of ability to stand

 Contractures

 Persistent confusion, agitation, withdrawal, lethargy, apathy

 Recurrent infections

 No recognition of family/friends/everyday objects

Potter et al. Aust J Ageing 2013; 32(4): 241-
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Finally….

 Don’t forget people with dementia often die 

of/with another pathology and that those co-

existent illnesses often worsen the symptoms of 

agitation/distress

 Most people with dementia will die with it, rather 

than from it
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