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Understanding and respecting the person with dementia: 

are rights enough?
1. The person with dementia

◦ The SEA View

2. Understanding
◦ How do we make decisions?

◦ Pain

3. Respecting
◦ Telling the truth

◦ Palliative care

4. Rights
◦ Deprivation of liberty

◦ UNCRPD

5. What’s enough?



The person



Persons
John Locke (1632-1704) on the person:

‘… a thinking intelligent being, that has reason and reflection, 
and can consider itself as itself, the same thinking thing, in different 
times and places; which it does only by that consciousness which is 
inseparable from thinking, and … essential to it’ 

(Locke 1964, p. 211[II. xxvii. 9])



Implications of Locke for dementia

‘… as far as this consciousness can be extended 
backwards to any past action or thought, so far 
reaches the identity of that person’ 

(Locke 1964, p. 212[II. xxvii. 9])



Parfit (1984) 
Reasons and Persons (p 206)

‘Psychological connectedness is the holding of 
particular direct connections. Psychological 
continuity is the holding of overlapping chains 
of strong connectedness’



The SEA View

Situated

Embodied

Agent

(Hughes, JC, (2001) Views of the person with dementia. 

Journal of Medical Ethics. 27: 86-91.)



The situated person
Culture: traditions, norms, history

Personal history: wishes, inclinations, concerns, memories

Social context: neighbours, friends, family, geography, law

Morals: virtues and values

Spiritual values: religion, openness to other



Understanding



Making decisions

Residence capacity

If lack capacity, act in best interests 

(Mental Capacity Act 2005 – covers England and Wales);



Best Interests Check List

From: Figure 3.1, Hughes, J.C. (2013). Best interests. In: Mental Capacity Legislation: Principles and Practice

(eds. R. Jacob, M. Gunn and A. Holland); pp. 33-53. London: RCPsych Publications





Pain or distress?
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Distress

Pain
Anxiety 
or Fear

Hallucinations Anger Depression



Jordan, A., Hughes J, Pakresi, M., Hepburn, S., O’Brien, J.T. (2011). 
The utility of  PAINAD in assessing pain in a UK population with severe dementia. 
International Journal of  Geriatric Psychiatry, 26, 118-126

Jordan, A., Regnard, C., O'Brien, J.T., Hughes, J.C. (2012) Pain and distress in advanced dementia: Choosing the 
right tools for the job. Palliative Medicine, 26(7), 873-878.

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%

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
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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
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Alice Jordan (2008) 
The Assessment of Good Practice in Pain Management in Severe Dementia: a 
Pilot Study
MD Thesis, Newcastle University
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Respecting



Therapeutic lying

 James et al (2006) 96% of nurses and care staff resort to lies 

 Culley et al (2013) 69% of psychiatrists ever resorted to any lies (38% response rate)

Culley, H., Barber, R., Hope, A., and James, I. (2013) ‘Therapeutic lying in dementia care’, Nursing Standard, vol. 28, no. 1, pp. 35-39. 

James, I.A. Wood-Mitchell, A. Waterworth, A.M., Mackenzie, L. and Cunningham, J. (2006) ‘Lying to people with dementia: developing ethical guidelines for care 
settings’, International Journal of Geriatric Psychiatry vol. 21, no. 8, pp. 800-801. 



Definitions

Lying as a thick concept:

“the wrongfulness of lying is… built into the definition of 
the term” (page 153). 

(Kemp, KW., Sullivan, T. (1993). Speaking falsely and telling lies. 
Proceedings of the American Catholic Philosophical Association 67: 151-
170) 



Sissela Bok
“Liars usually weigh only the immediate harm to others 
from the lie against the benefits they want to achieve.  The 
flaw in such an outlook is that it ignores or underestimates 
two additional kinds of harm – the harm that lying does to 
the liars themselves and the harm done to the general 
level of trust and social cooperation.  Both are cumulative; 
both are hard to reverse.” [p. 24]



Practices (Bok)
“The entire institution of medicine is threatened by practices lacking in candor, however  
harmless the results may appear in some individual cases.” [p. 68]

"…coarsened judgment and diminished credibility…" [p. 132]

“Individually, lies can become a way of life, manipulation habitual. And professionally, deceit can 
become commonplace, with growing ranks of participants having fewer and fewer 
compunctions.” [p. 195]



‘What is Truth?’ Mental Health Foundation, December 2016



Palliative care
How do we respect the wishes of the person with dementia who is dying?

The importance of conversations at the right time:

Advance care plans:

Advance refusals to refuse treatment

vs.

Lasting powers of attorney or

Statements of value



Rights



Deprivation of liberty
ARTICLE 5 

Right to liberty and security 

1. Everyone has the right to liberty and security of 
person. No one shall be deprived of his liberty save in 
the following cases and in accordance with a 
procedure prescribed by law: …

(e) the lawful detention of persons for the prevention 
of the spreading of infectious diseases, of persons of 
unsound mind, alcoholics or drug addicts or vagrants; 

4. Everyone who is deprived of his liberty by arrest or 
detention shall be entitled to take proceedings by 
which the lawfulness of his detention shall be decided 
speedily by a court and his release ordered if the 
detention is not lawful. 



P (by his litigation friend the Official Solicitor) (Appellant) v Cheshire West and Chester 
Council and another (Respondents); P and Q (by their litigation friend, the Official 
Solicitor) (Appellants) v Surrey County Council (Respondent) [2014] UKSC 19

Lady Hale: 

‘The fact that my living arrangements are comfortable, and indeed make my life as enjoyable as 
it could possibly be, should make no difference. A gilded cage is still a cage.’ (Paragraph 46)

DoLS applications (HSCIC Annual report 2014-15):

2013-2014: 13,700

2014-2015: 137,540

2015-2016: 195,840



United Nations 
Convention on the Rights of Persons with Disabilities

[adopted by UN 2006, came into effect 2008]



What’s enough?



Values-based practice

Decisions always involve facts and values

Values-based practice 
◦ complements evidence-based practice
◦ entails putting the person concerned centre-stage and 

attending to values as well as evidence
Fulford KWM (Bill) (2004) Facts/Values. Ten principles of values-based medicine. In The Philosophy 
of Psychiatry: A Companion (ed J Radden): 205-234. Oxford University Press.
Fulford KWM (Bill), Peile E, Carroll H (2012) Essential Values-Based Practice: Clinical Stories Linking 
Science with People. Cambridge University Press.



The aesthetic approach
Aesthetics - perception by the senses

Does not preclude rationality and critical 
thought

‘… but it sets our rational being in the wider 
context of competing values and varied 
cultures.’

Not just brain function, but gestures, actions 
and interactions; and intuition.

Facts and rights are not enough!



Thank you
julian.hughes@bristol.ac.uk


