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The Ethox Centre1 
University of Oxford 
 
 
The Ethox Centre welcomes this opportunity to comment on the work being 
carried out by the Nuffield Council on Bioethics on dementia.  We hope that our 
comments, reflections and observations will be helpful.   
 
Our comments relate only to the following sections of the Dementia: Ethical 
Issues consultation paper: 
 

 Section 2 – Person-centred care and personal identity  
 Section 3 – Making decisions 
 Section 6 – Research 

 
Person-centred care (Section 2) 
There are several problems with person-centred care that we have identified: 
 
 a) As a concept it is insufficiently well-defined  
 
The account of ‘person-centred care’ as set out in the consultation paper is 
somewhat vague and imprecise.  Perhaps this is because a clear explanation 
does not currently exist.2  We would ask what is non-person-centred care?  On 
our reading of the consultation paper, it seems as though person-centred care 
merely means to apply the Mental Capacity Act 2005 (hereafter the MCA).  We 
are therefore unclear as to the additional benefits of the concept, or of applying 
another label.  Is person-centred care meant to expand the test of ‘best 
interests’?   The MCA was meant to consolidate the common law position 
ensuring that a person’s social, emotional and welfare issues are all taken into 
account.  We agree with the approach taken by Edvardsson et al quoted in the 
report.3 Yet, we believe this is reflected in the MCA by the best interests test 
which takes into account the values and beliefs of the individual and so an 
additional label or test is not necessary.  Person-centred care would therefore 
seem to be legally mandatory, not just desirable. 
 

 
1 The Ethox Centre is a multidisciplinary academic centre for ethics and communication skills in medical 

research and health care practice, located within the Department of Public Health and Primary Health 
Care at the University of Oxford.  It is one of the leading bioethics centres in Europe.  The Ethox Centre 
is dedicated to enhancing patient care by promoting high ethical standards in medical research and 
healthcare practice, through multidisciplinary research, education, and ethics support for health 
professionals and scientists.  The Ethox Centre team includes anthropologists, bioethicists, lawyers, 
philosophers, psychiatrists, sociologists and clinicians.  Mental health and neuroscience are one of the 
Ethox Centre’s four core research areas. 

2 p15 of report 
3 fn 23 referenced on p15 of consultation document 



b) The concept conflicts with some existing notions within philosophy - ethical 
positions 
 
‘Person’ means different things in different disciplines:4 for example, within law 
or philosophy.   The idea of person-centred care seems to touch on the concept 
of personhood – for example, the work of John Locke,5 John Harris6 and Peter 
Singer,7  which would mean that someone with dementia forfeits personhood if, 
say, he or she can no longer think, reason, have memory, be self-aware, speak 
coherently etc.  The tone of the consultation paper appears to challenge this 
work.  We agree with the work of Julian Hughes (geriatrician and philosopher) 
resisting this concept of personhood8 to argue that there should be no high bar 
for personhood.   
 
We welcome the idea that people with dementia should be considered as 
persons and treated as such.  Concepts of personhood are highly contested, and 
we hope that the Council’s post-consultation report and subsequent work will 
reclaim personhood in a broader sense.  Person-centred care could be helpful to 
ensure that those with dementia are treated with respect in some senses.  We 
would like to see this work reclaim personhood to include those with dementia 
rather than exclude them. 
 
 c) Person-centred care could take the focus away from caring for the whole 
family 
 
We suggest that it is problematic to think of the family and the individual as 
being separate.  Potentially, carers could be excluded if care is defined as being 
‘person-centred’ only.  Whilst obviously it is important to think about the 
person, this approach could leave carers feeling ignored.  It is important to 
consider carers’ best interests in order to consider the demented person’s best 
interests – to ignore his or her carer’s interests is therefore not ultimately in the 
person’s best interests, as care could break down.  We would resist ideas of 
persons as being atomised individuals and instead consider them in a more 
communitarian sense as being located at the centre of a network of time, space 
and social relationships. 
 
Family systems or units are vitally important when considering the interests of a 
person with dementia.  It is the family that maintains recollections of memory.  
An individual with dementia will lose cognition/memories, but the family can 
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keep the context of the person with dementia.  Furthermore there can be a co-
dependent relationship within a couple that could be detrimentally disrupted if 
the interests of only one individual were to be considered.  Take, for example, a 
situation where a woman has Parkinson’s disease and her husband has 
dementia. They can be mutually co-dependent on each other because one can 
do the things that the other cannot, and vice versa.  There often appears to be 
the assumption that carers will be non-disabled themselves – which is often not 
the case. 
 
Personal identity (Section 2) 
In looking at the question of the meaning of personal identity, we believe it is 
important for the Council in its post-consultation report to explore why it is 
looking at it, and to place dementia carefully alongside all the myriad other 
factors that might impinge upon a person’s identity. Care should also be taken 
not to assume that there is a monolithic entity – a ‘normal’ person’s ‘identity’ – 
which is potentially under threat in dementia.   There is much that could be said 
here. John Locke in discussing personal identity uses an example that, under the 
circumstances, illustrates enough of a problem to warn us that caution may be 
needed. A boy performs an action. The man in middle age cannot recall this 
action (so by implication it forms no part of his conscious self-identity at that 
time). However, while the man in old age cannot recall much of his middle age, 
he can recall the action of his youth. This small example illustrates one obvious 
problem that arises when discussing values and actions that form a person’s 
identity.  Changes in values and wishes as one experiences life are natural and 
to be expected anyway. Especially perhaps in milder cases of dementia, drawing 
a boundary between which changes are due to ‘normal’ aging and experience 
and which changes are due to dementia may be fraught with difficulty.  
Boundaries between ‘normal’ developments in personality and ‘identity’, and 
‘diseased’ or pathological developments, are likely to play a part in any 
discussion here. Accordingly, special care should be taken to be alive to any 
assumptions that might be made. 
 
Making decisions - advance directives (Section 3) 
Taken together, the consultation paper as a whole, and the topic of advance 
directives in particular, raise an interesting and important fundamental 
conceptual issue. This is whether, in seeking to formulate laws and guidelines 
regarding dementia care, the underlying aim (or starting point principle, perhaps) 
should be to empower people or to protect them. Depending on which of the 
two (or, indeed any other) aim is selected or preferred, the laws, guidelines, 
principles, practices and so forth that then ought to follow may well differ 
considerably. The options regarding advance directives – especially whether, 
when, and how far they should or should not be enforced or respected – present 
a particularly challenging case in point. It may well be thought that both 
empowering and protecting are appropriate goals – at least, at different points in 
time, or in relation to different aspects of dementia care or different substantive 
matters covered by advance directives. But we believe that an important and 
useful initial step – not least, to promote conceptual clarity, discipline, 



coherence and legitimacy – would be to decide and to articulate explicitly which 
goal (or principle) is being taken as the fundamental foundation or starting point, 
especially in respect of the laws and practices surrounding advance directives 
(or differing aspects of them), and why.  
 
An advance directive is an expression of what a person thinks that he or she will 
want to happen at a future point in time.  The MCA contains two apparently 
conflicting sections: 

1) s26(1), which purports to make advance directives binding as to what a 
person’s interests are; and 

2) s4(1), which reflects the common law position that advance directives 
simply should be taken into consideration in deciding a person’s ‘best 
interests’. 

 
In the case of Burke,9 s4 was relied upon, meaning that an advance directive is 
only meant to be taken into account when deciding where someone’s best 
interests lie.  But when some personality-transforming condition like dementia is 
present, what do you do?  The example of Mrs A in the consultation paper10 
illustrates this problem well.  The person who made the advance directive has 
been replaced by someone else whose values are poles apart. 
 
The MCA requires a determination as of the present of best interests.  To do 
this, one must determine the new transformed person’s best interests – not 
what was in the interests of the person before they developed dementia.  It is 
possible (thanks to s4) to ignore an advance directive if it conflicts with a 
person’s new transformed best interests.  Indeed, it may be unlawful under the 
MCA to comply with an advanced directive – for example, not to give antibiotics 
– if a person’s interests are transformed (such as those of Mrs A).   
 
It is important to recognise that people change throughout their lives and that 
people are not very good at anticipating what their quality of life will actually be 
like in changed circumstances, especially in relation to things they do not know 
about or have never experienced.  Moreover, there is much evidence that people 
have an enormous ability to adapt.11 
 
It seems to us that current law and practice are rather subjective, selective and 
inadequately clear as to when it is legitimate to comply with an advance 
directive or not.  If, in the case of Mrs A, the transformed person seems happier 
than he or she apparently anticipated being, then it seems that an advance 
directive to refuse treatments may safely be ignored.  Yet, if the person seems 
unhappy, then an advance directive to refuse treatments may be accepted.  
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There seems to be an underlying conceptual confusion and imprecision as to the 
circumstances in which – and grounds upon which – advance directives should 
be respected, and when should they be ignored.  This reflects the confusion 
within the MCA itself. 
 
The key question is perhaps this: how accurately can we determine what is in 
the mind of the person with dementia?  Arguably, too much emphasis can be 
placed here on rationality, in the sense of privileging a person’s views as 
expressed at a time when they had rational capacity to express them. A more 
accurate approach may be to get a feel for how people are now. In this process 
carers may well be able to give a more accurate view.  But how accurate are the 
things expressed to carers/nurses/families by demented people?  Many things 
could impact on the views expressed by the person with dementia – for 
example, their context, diagnosis/illness, or depression – all of which could lead 
to coercive decision-making12 and could also affect their quality of life.  How 
can we detect this, and evaluate an individual’s true values now, if they are so 
influenced?  It is possible that it could be the influence of illness being 
expressed, rather than the actual goals and values of the ‘person’.  The key 
issue, then, is where we should look for an account of authentic values.  Should 
we allow people with dementia to make their own decisions – including by 
simply enforcing applicable, unambiguous advance directives?  Or do we need to 
protect them from themselves (or their ‘past’ selves)? 
 
It seems strange and potentially dangerous to us that advance directives should 
be positively ‘encouraged’ – that is, that an active policy of encouragement 
should be adopted – especially when it remains so unclear as to the 
circumstances in which an advance directive should be accepted or not, and 
upon what grounds.  
 
Quality of life also depends very much on factors influenced by socio-economic 
status, such as quality and pleasantness of surroundings, and ability to pay for 
enhanced care.  If this results in advance directives being implemented for those 
with lower socio-economic status because they have lower quality of life, then 
this would obviously be disturbing and problematic. 
 
Research (Section 6) 
We believe that research is needed urgently into key issues around ‘quality of 
life’, and how we should best go about ascertaining the current state of 
‘happiness’ and quality of life of people who have dementia. One crucial aspect 
of this is to explore how best we might determine if someone with dementia is 
‘happy’.  This is of fundamental importance as it seems that the test of ‘best 
interests’ turns on this criterion. There also needs to be a deeper analysis of the 
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concept of happiness itself – for example, should we consider short term 
pleasure and/or long term flourishing?  
 
Research into dementia, its causes and treatments should be carried out to high 
ethical standards that are developed with an understanding of the views and 
concerns of people with dementia, their carers and relevant health professionals. 
There is a danger at present that people with dementia will become an under-
researched population, yet they are a large and growing group.  People with 
dementia deserve the best care, and this requires evidence-based medicine and 
treatment.  It is also important that valuable research is not unnecessarily 
impeded by such factors as researchers being excessively cautious because of 
uncertainty as to how to deal with ethical concerns, by the inappropriate 
application of an approach to ethical issues developed in a different context, or 
by problems with recruitment due to researchers lacking knowledge of 
participants’ likely concerns.  
 
Problems with consent 
We note that a recent edition of The Lancet focused on dementia, with several 
articles highlighting issues in the treatment and care of those with the illness, 
including obtaining valid consent for research.13  An introductory editorial noted 
the slow progress of research into new dementia treatments and that the 
Government spends "only £11 on research for every patient with dementia".14 
 
In research involving people who cannot validly consent, certain well-established 
ethical standards are commonly applied – including that the research has to be 
about the disorder the person suffers from; the research has to aim at helping 
that disorder; and it must not be possible to carry out the research on any other 
group.  We note that much of the research governance currently in place has 
clinical trials in mind.  We would suggest that the governance standards and 
conditions that are applied to research involving people with dementia need not 
be so rigid for non-interventional research – such as qualitative research into 
quality of life and relationships – that we believe urgently needs to be carried 
out. 
 
The Ethox Centre, July 2008 
Director: Professor Michael Parker 
 
Contact person: 
Dr Lindsey Brown 
Reseacher in Public Health Ethics  
The Ethox Centre 
University of Oxford 
Email: lindsey.brown@ethox.ox.ac.uk 
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