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I. What constitutes palliative care in 

dementia?
� ‘Palliative care is an approach that improves the 

quality of life of patients and their families facing the 
problems associated with life-threatening illness, 

through the prevention and relief of suffering by 
means of early identification and impeccable 

assessment and treatment of pain and other 
problems, physical, psychosocial and spiritual’

World Health Organization (2002) National Cancer Control Programmes: 

Policies and Managerial Guidelines, WHO: Geneva; p. 84 

http://www.who.int/cancer/media/en/411.pdf (accessed 4 Jan 2008)



How do we compare? (1)

� Palliative care 
approach

� Palliative interventions

� Specialist palliative 
care

� Dementia care

� ?

� Terminal care



How do we compare? (2)

� Palliative care 
approach

� Palliative interventions

� Specialist palliative 
care

� Dementia care

� Behavioural and 

psychological signs of 
dementia

� Terminal care



So what should palliative care mean for 

people with dementia? (WHO 2002)

� A team approach: 
� to relieve distressing symptoms;

� to affirm life and to see dying as a normal process, to be 
neither hastened nor postponed;

� to integrate the psychological and the spiritual;

� to offer a support system to help patients live as actively as 
possible and to help the family cope, including during 
bereavement;

� to enhance quality of life, which might positively influence 
the course of the illness;

� to become involved early in the course of the illness and to 
work in conjunction with other therapeutic approaches



Is palliative care necessary?



Is it necessary? (1)

� McCarthy et al (1997)

� 40% of people die in the community

� <2% of people in hospices have dementia

� Suboptimal treatment of symptoms

� Carers need considerable support pre-bereavement

� a host of common symptoms and signs experienced by 

people with dementia in the last year of life: confusion, 

urinary incontinence, pain, low mood, constipation and 

loss of appetite. 



Is it necessary (in the USA)? (2)

� Mitchell et al (2004) 

� Greater use of non-palliative interventions

� Inadequate treatment of some symptoms 

� Lack of advance care planning



Is it necessary? (3)

� Retrospective case-note studies demonstrate 

inadequate palliative care in both psychiatric 

and acute hospital wards 

� (Lloyd-Williams, 1996; Sampson et al, 2006)



Seemingly yes!

� “Every person with a progressive illness has a 
right to palliative care” (WHO, 2004)

� “Lack of palliative care for non-cancer sufferers …

greatest inequity of all in palliative services”

(Health Committee of  House of Commons, UK, 2004)



What’s the evidence that a palliative care 

approach works?
(Sampson, Ritchie, Lai, et al. 2005)

� 885 studies

� Only 4 eligible for full appraisal

� Only 2 met full criteria

� Equivocal evidence of the efficacy of a 
palliative model of care in dementia

� Increased interest, but little evidence: ethical 
difficulties, prognostic uncertainty, lack of 
clear outcome measures



Volicer et al,1986

� Description of care programme

� Diagnostic criteria: DSM III-R

� Number: 43

� Control group: No

� Randomised: No

� Result: No significant increase in mortality



Lloyd-Williams & Payne, 2002

� Description & adoption of guidelines

� Diagnostic criteria: Not stated 

� Number: 27

� Control group: No

� Randomised: No

� Result: Significant decrease in prescription of 
antibiotics and an increase in prescription of 
analgesia



Volicer et al,1994

� Prospective cohort trial 

� Diagnostic criteria: DSM III-R 

� Number: 114 intervention 50 traditional care 

� Control group: Yes

� Randomised: No

� Result: Higher mortality in dementia special care 

unit, but lower observed discomfort, fewer transfers 
to acute medical settings and lower costs



Ahronheim et al, 2005

� Randomized controlled trial

� Diagnostic criteria: Not stated 

� Number: 48 intervention 51 control 

� Control group: Yes

� Randomised: Yes

� Result: Intervention no influence on length of 
hospital stay or reduction in painful 
interventions 



But what else might palliative care 

involve?

� Advance care planning

� Predicting death

� Physical health

� Pain
� Infections and fevers

� Artificial nutrition and hydration (ANH)

� Resuscitation

� Families and carers

� Psychological, social and spiritual needs
� Ethics



A conceptual problem

� How do we characterize the care that is due 

to people with dementia in such a way as to 

capture all its possible, desirable and 

necessary aspects?



Questions for palliative care:

� Is not the palliative care approach in connection with 
dementia no more than good quality (old fashioned) 
person-centred dementia care? 

� What is it that is distinctive about palliative care over 

the whole course of a chronic disorder? 

� Once it moves away from its roots in caring for the 
dying, ‘palliative care’ can start to seem like (albeit 

laudable) flag-waving. (Should it wither away?)



Some answers

� Need for expertise in dealing with the end of 

life

� There is something that does define palliative 

care across the course of a chronic illness

� Non-aggressive (is it?)

� Being with (but we do to)

� Non-curative?

� End-of-life (effect on patients?)

� Spiritual?



A suggested solution: supportive care

� ‘… it has been argued that palliative care, as a 
component of comprehensive supportive care, can play 
a part at all stages of disease. In many cases, there is an 
overlap of curative and life-prolonging therapy and then 
a further overlap as life-maintaining priorities take 
over….’



Continued…

� ‘…At all stages there is a place for supportive care, … If 
we use this approach, seeing palliative care as having a 
contribution – within a supportive care framework – even 
when curative or life-prolonging therapy is the first 
priority of clinicians, then the contribution of palliative 
care to dementia care becomes more relevant 
throughout the illness.’

Small, N., Downs, M. and Froggatt, K. (2006). Improving end-of-life care for people 
with dementia – the benefits of combining UK approaches to palliative care and 
dementia care. In: Bère M. L. Miesen and Gemma M. M. Jones (eds), Care-Giving in 
Dementia – Research and Applications, Volume 4, Routledge, London and New York; 
pp. 365-392.



Supportive care

� Multidisciplinary

� Interdisciplinary

� Possibly virtual

� No dichotomies: 

� cure/care 

� high tech/low tech 

� biological/social 

� patient-centred/carer-centred

� ‘being with’/‘doing to’

� Continuity of care



Supportive care (Figure 32.1 in Supportive Care for the Person with 

Dementia (eds. Hughes JC, Lloyd-Williams M, Sachs GA.) OUP, Oxford)



II. Specific issues in end-of-life care in 

dementia



Advance care planning

� Lower incidence of advance care directives in 
dementia compared with cancer (Mitchell et al 
2004) 

� Reduced hospital admissions (25%) in 
advanced dementia (Caplan et al 2006)

� Older people, with or without dementia, are 
capable of making decisions about advance 
care planning (Karel et al 2007; Fazel et al 
1999) 



Withholding and withdrawing treatment

� 2073 participants, 2 year follow-up: 

� 85% who had chosen to forego life-sustaining treatments did not 
change their minds 

� Overall the population chose to forego one more treatment after 
two years 

� Wanted more treatment if hospitalized, had had an accident, had 
become immobile, depressed, or if they had lost social support
� Danis M, Garrett J, Harris R, Patrick DL: Stability of Choices about Life-

sustaining Treatments. Annals Inter Med 120:567-573, 1994

� Cognitive impairment increased the chances that a person 
would opt for life-sustaining treatment

� Fazel S, Hope T, Jacoby R: Effects of cognitive impairment and premorbid 
intelligence on treatment preferences for life-sustaining medical therapy. 
Am J Psychiatry 157: 1009-1011, 2000



Withholding antibiotics in pneumonia

� No difference in terms of mortality between those 
receiving antibiotics and those only receiving 
palliative care (Fabiszewski et al. 1990)

� Pneumonia causes sustained suffering for people 
with dementia whether or not antibiotics are used. 
(van der Steen et al. 2002)

� But antibiotics do have palliative properties 
(Clayton et al. 2003)

� In end-of-life pneumonia antibiotics have little 
effect on mortality (Janssens and Krawse 2004)



Another van der Steen (2002)

� N=706 with pneumonia

� Observational cohort study

� 23% antibiotics withheld

� 69% given with curative intent

� 8% with palliative intent

� Where withheld:
� More severe dementia

� More severe pneumonia

� Generally frailer (lower food and fluid intake)



Artificial nutrition and hydration

� The evidence that artificial nutrition by tube feeding is 

efficacious in severe dementia is lacking 

� Finucane TE, Christmas C, Travis K: Tube feeding in patients with 

advanced dementia. J Am Med Assoc 282:1365-70, 1999

� Alvarez-Fernández B, García-Ordoñez M, Martínez-Manzares C, et al: 

Survival of a cohort of elderly patients with advanced dementia:

nasogastric tube feeding as a risk factor for mortality. Int J Geriatr 

Psychiatry 20:363-370, 2005

� Significance of weight loss in dementia 

� Gillette-Guyonnet GS, Abellan Van Kan G, Alix E, et al: IANA 

(International Academy on Nutrition and Aging) Expert Group: Weight 

Loss and Alzheimer’s  Disease. J Nutr Health Aging 11:38-48, 2007



Gillette-Guyonnet et al (2007)

� Consequences of weight loss and altered 

nutritional status:

� Cognitive impairment

� Loss of independence

� Institutionalization

� Mortality

� Enteral feeding in milder stages of dementia

� Feeding at the end of life



Resuscitation

� Chances of a successful outcome in severe dementia are 
low even in hospital

� Ebell MH, Becker LA, Barry HC, et al: Survival after in-hospital 
cardiopulmonary resuscitation. A meta-analysis. J Gen Intern 
Med 13:805-816, 1998

� Outside hospital the chances of CPR leading to survival 
are very poor and procedure is burdensome

� Awoke S, Mouton CP, Parrott M: Outcomes of skilled 
cardiopulmonary resuscitation in a long-term care facility: futile 
therapy? J Am Geriat Soc 40:593-595, 1992

� Zweig SC: Cardiopulmonary resuscitation and do-not-resuscitate 
orders in the nursing home. Arch Fam Med 6:424-429, 1997

� Conroy SP, Luxton T, Dingwall R, et al: Cardiopulmonary 
resuscitation in community care settings: time for a rethink? Br Med 
J 332:479-482, 2006



III. The assessment of good practice in pain 

management in severe dementia

With thanks to:

Dr Alice Jordan

Northumbria NHS Trust

and

Professor John O’Brien,

Institute for Ageing and Health, 

Newcastle University



What did we want to do?

� Assess the utility of a behavioural pain and a distress 

assessment tool in severe dementia 

� (Previous studies suggest prevalence of 49-83% in older 

people)

� See if the tools could be used to assess change

� Understand the nature of distress that produces a 

false positive result on a pain scale



Study outline

� Two different assessment tools 

(PAINAD and DisDAT) to identify pain in 

people with severe dementia

� In those identified with pain, intervention was 

followed by reassessment



PAINAD



DisDAT Chart

Information / 
instructions

Appearance when 
content

Appearance when 
distressed

Ring the 
words that best 
describe the 
facial 
appearance

Passive         Laugh           
Smile             Frown
Grimace Startled 
Frightened
Other:

Passive         Laugh        
Smile              Frown
Grimace Startled               
Frightened
Other:



Results 1

� 79 participants with severe dementia (CDR=3) 

recruited from 4 nursing homes

� Female: 57; Male: 22

� 53% AD; 29% VaD; 11% Mixed; 4% DLB

� Mean age: 81.9 years

� Mean length of time since diagnosis: 6 years

� Mean length of time in home: 3 years



Results 2

� 16% were found to be in pain, 

� 51% were not in pain or distressed

� 33% scored significantly on the PAINAD scale but 

were not felt to be in pain (i.e. false positive)

� PAINAD

� Sensitivity for pain = 93%

� Specificity for pain = 61%

� Both tools able to identify a change in levels of pain at 

1 month (p = 0.008)



Causes of pain

� Acute ~ DVT, toothache, cellulitis

� Chronic 

� Known diagnoses ~ arthritis, contractures

� New diagnoses ~ contractures, weight loss 

leading to pressure problems

� Management 

� Specific therapy

� Regular analgesia

� Changes to nursing practice



Causes of false positive results

� Not understanding leading to

� Fear or anxiety

� Anger or frustration

� Distress from environment

� Disturbed by other residents

� Sadness at situation

� Other causes ~ low mood, boredom, 

hallucinations



Conclusions from research

� The proportion of those identified to be in pain was less 
than expected

� False positives mean that behavioural pain tools may 
over-estimate pain

� Both the pain and distress scale could assess the 

effectiveness of interventions for pain

� What is the role for behavioural pain assessment 

scales?

� Regular assessment, at time of review (but need careful 
interpretation)?

� When a change has been made to evaluate response



Final Conclusions (1)

� The palliative approach, coupled with person-

centred care, under the umbrella of 

supportive care, provides a framework for 

how end-of-life care should be provided for 

people with dementia

� �But we need to consider: what do models do?
� Guide thought and action

� Make a political statement 



Final Conclusions (2)

� What does palliative care offer that is really useful to 
dementia specialists?

� Advance care planning

� Management of acute events

� Care of the dying

� Spirituality

� Bereavement



Thank You


