
 

This response was submitted to the consultation held by the Nuffield 
Council on Bioethics on Dementia: ethical issues between May 2008 and 
July 2008. The views expressed are solely those of the respondent(s) and 
not those of the Council. 
 
 

PREAMBLE 
The report makes mention of the desire for principles1. Sadly, the report 
includes no indication of what those principles might be. I find it 
impossible to reply to the questions adequately without setting out some 
principles. Further, questions, such as those posed, when answered in the 
absence of principles, readily lead to the development of policy by 
anecdote. Such an approach is likely to lead both to a lack of regard for 
personal peculiarities because of the development of a rule book mentality 
and to a high likelihood of inconsistency across the spectrum of situations 
covered by the questions. 
 
Most of the report and the questions asked cover specific issues2. Being 
overly focused on these will fail to bring out general principles that can be 
considered across a much wider variety of specific issues. Where the 
questions have high value is in thinking through how defined principles 
might inform action in the specific areas covered by the questions. In an 
iterative process, such consideration can improve the principles3. 
 
Often, decisions on what to do in specific instances involve the 
consideration and balancing of different principles. By focussing on 
principles, the issues of balance are more clearly identified, helping to 
ensure that the balancing is not over-looked. 
 
It is vital that the principles be very succinct and, hence, memorable. The 
sort of principles often seen in policy documents are unusable practically 
since nobody can penetrate the detail and apply the principles in real life 
situations as those situations occur. Detail may be necessary to help 
ensure uniformity of interpretation in tribunals and courts; it is a barrier to 
effective action in operational settings. 

PRINCIPLES 
1. Personal Subsidiarity: Decisions should be taken as close to the 

sufferer as possible 

                                                           
1“The Nuffield Council is particularly interested in developing ethical principles to inform 
approaches to issues arising in relation to dementia. As such, we would hope that our work will 
complement the national dementia strategy of the Department of Health in England, due to be 
completed in summer 2008, which will focus on raising awareness, early diagnosis and  
intervention, and improving the quality of care.” (p.6)   
2 For a number of these questions it is difficult to see what the ethical issue is (e.g. Q1, Q5.) 
3 This is how I have developed this document 
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2. Maximise Group Welfare: Group welfare should be maximised to 
the limit of not contravening anyone’s basic individual rights or 
needs 

3. Honour Society’s Commitments: Society should honour its 
commitments, including those that have been implied 

4. Recourse to Legal Processes: Many issues can, and should, be 
resolved at the level of the sufferer or his/her family. It is necessary 
to have robust but sensitive legal processes to resolve disputes and 
to protect the individual sufferer, especially where the sufferer has 
no family able or willing to protect them. Protection must also be 
available to those outside the family charged with caring for a 
sufferer. The legal process needs to protect the three previous 
principles, basing its considerations on the additional detail below. 
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ADDITIONAL DETAIL 

PRINCIPLE 1: PERSONAL SUBSIDIARITY 
The view(s) of the sufferer are paramount. However, it has to be 
recognised that dementia, by definition, impairs mental performance. Thus 
questions arise as to the current, reasoned view(s) of the sufferer. Two 
broad considerations are necessary: 

1. To judge with what clarity the view(s) (historic and current) of the 
sufferer can be determined. A “Clarity of View Hierarchy” is 
proposed. 

2. To judge whether or not it can be concluded that the sufferer has 
changed his/her view with the passage of time, especially from pre-
manifestation to post-manifestation of the disease. This is 
necessary to take a view on the most recent, reasoned view of the 
sufferer.  

 
Clarity of the Sufferer’s Views 
Determining the sufferer’s views in the situation where they are not able 
to provide it cogently, including where they are not now able to recall 
views expressed pre-manifestation of dementia, requires a consideration 
of the hierarchy of available information (“The Clarity of View Hierarchy”). 

1. Written and witnessed is the strongest expression of a view and 
should not be over-ridden except with a clearly expressed 
understanding on the sufferer’s part. (Even closest family/carer 
cannot over-ride, except if they can satisfy a court that the view 
was expressed either under duress or while the balance of the 
mind was disturbed such as to invalidate the view). The test of 
“clearly expressed” requires that the sufferer can show that (s)he 
understands the previous view and can make clear a reason for 
changing that view. It does not require a rational or logical 
expression. Thus, something along the lines, “I know I used to 
think [rehearses prior view] but I just don’t feel like that now I am 
in the situation” would suffice. 

2. Prior views expressed in writing (but not witnessed) with the 
writing produced “in evidence”. (Where the writing cannot be 
produced, the views would be equal in the hierarchy to prior views 
expressed verbally - 4 below). “Writing” can include such things as 
instructions, letters, stories, poems. A view would need to be 
taken from the context of the writing to determine if the view 
expressed was that of the sufferer. 

3. Prior related actions by the sufferer. Thus, for example, in arguing 
against employment of a medication with uncertain benefits for 
the sufferer, a family member or carer could evidence a prior 
decision of the sufferer to not take pain-killers following an 
operation; that decision taken on the grounds of wanting to avoid 
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any unnecessary medication because of concerns about side-
effects. 

4. Prior views expressed verbally. (In the case that these views were 
available recorded, they would be equal in the hierarchy to views 
expressed in writing witnessed or not witnessed depending on the 
specific details of the recording – 1 or 2 above). Consideration 
would need to be given to the reliability of the report of these 
verbally-expressed views. Multiple and independent witnesses 
would strengthen confidence, as would action or writing 
compatible with the view. 

 
One additional complexity needs to be considered – evidence of change 
of view pre-manifestation where both views are levels 2-4 in the 
hierarchy. 
 
If the later view is of the same or higher level in the hierarchy, it takes 
precedence. If the later view is of a lower level the earlier (higher) level 
view should be taken unless the sufferer can explain the change or the 
family member/carer can provide compelling evidence (for example, a 
related view at the same or higher level in the hierarchy). 
 
 
 
Determining a Sufferer’s View 
These may have been expressed, directly or indirectly, prior to any 
manifestation of dementia; they may have been expressed – amended or 
for the first time – post-manifestation. Two factors need to be 
considered: 

1. That dementia, by definition, impairs mental performance. Hence 
the question needs to be asked, “Is this sufferer, at this time, able 
to determine and express a valid view?” 

2. That a view of the sufferer has changed over time, particularly 
when that change is from a view expressed pre-manifestation to 
one expressed post-manifestation. 

 
It is necessary to determine the validity of a view expressed post-
manifestation of dementia. Two tests should be considered: 

1. Is the sufferer able to explain their view? This does not require 
that the view is rational or logical from the perspective of the 
questioner. Rather the test is to determine whether or not the 
sufferer can talk about their view in terms which can be probed 
and understood by a listener. For example, in the absence of any 
known prior views the following conversation would be taken as a 
valid turning down of a request to participate in a research project: 

“I don’t want to.” 
“But the research would help other people.” 
“I don’t want to.”    

Page 4 of 22 



 

“Have you always thought like this?” 
“I don’t want to.” 

2. How and why have the sufferer’s views changed post-
manifestation? Assuming that the listener’s understanding of the 
pre-manifestation view is based on reasonable quality information 
(see “Clarity of sufferer’s views” above), the above conversation 
would not be sufficient as a valid turning-down of a request. The 
test would require some expression of a realisation on the part of 
the sufferer that his/her view has changed. Such expression could 
be as simple as, “I don’t think the same now” in reply to the 
question, “Have you always thought like this?” (Note, however, 
that in the case of very strong evidence of prior view – levels 1 or 
2 in “the clarity of view hierarchy”, above – a higher standard of  
realisation of change of view would be required, for example, “I 
know I signed that paper but that was then and now I see it 
differently”.) 
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These tests presume that the questioner has the capability to determine the pre-
manifestation views of the sufferer. This is where the questioner must 
collaborate with the family and/or carer of the sufferer (see above for the 
“clarity of view hierarchy” to be applied in such collaboration). In the event that 
the sufferer has nobody who can act in such a role, the questioner must either 
accept the status quo (in the example above, the sufferer will not take part in 
the research since (s)he cannot or will not give consent) or get permission 
through the courts.  
 
In such a situation, it is to be presumed that the courts will only take account of 
the sufferer unless another party risks being harmed. In the example above, the 
courts would rule against participation because there is no harm to another 
party; the argument that such other party risks not having the benefit of a 
proven medicine would carry no weight since it would be presumed that a large 
enough research panel could be obtained from sufferers able to give valid assent 
other than through the courts. 
 
Further, the court would take the view that there was no proven benefit to the 
sufferer; the sufferer could, for example, be assigned a placebo. Further, if there 
were a proven benefit the treatment would presumably be available other than in 
the research programme. Thus the court would take the view that they could 
not recommend the sufferer undertake the risk associated with the research – 
and the court would, quite correctly, scientifically, take the view that there is 
always risk.  

PRINCIPLE 2: 
There are two key concepts that need to be considered 

Welfare 
This is a complex topic and the available literature needs to be studied4. The 
additional challenge faced in this principle is that the welfare of society and of 
the sufferer and carer are focused on different types of measure. Society’s 
welfare is largely financial; the cost of care, medication etc. The welfare of the 
sufferer and the carer is largely in terms of quality of life. (Note however, 
financial considerations can come into play in an important way when decisions 
about entrance to a Care Home have to be made).  

The Group 
The composition of the group whose welfare needs to be considered alongside 
that of the sufferer can vary widely depending on the situation. It can be as 
large as society or as small as the single carer and the sufferer. At various times 
it can include the family or neighbours etc. 

                                                           
4 Outline of concepts only provided in this response 



 

PRINCIPLE 3: 

Society’s Commitments 
These are as set out in government legislation and in any contracts that are 
relevant (e.g. health insurance the sufferer may have). The difficulty that needs 
to be recognised is that many in society (and, hence, many sufferers) are not 
able to follow the detail of legislation (or contracts). However, there is a clear 
difference in that a contract is a personal undertaking whilst government 
legislation is enacted on behalf of individuals and applied to them. Whilst it is 
recognised that “ignorance is not a defence in law”, it should also be recognised 
that it is impossible for any individual to be familiar with the detail of every piece 
of legislation that, eventually, might become applicable to them. Further, the 
general understanding of society is built through political slogans and news 
reporting rather than through detailed consideration of legal texts. Thus, for 
example, the phrase that health needs should be met “free at the point of need” 
is a defining political slogan in this debate. Nowhere in the sloganising is a 
distinction drawn between physical and mental health, yet the systems, and 
especially the financial systems, are markedly different to the detriment of the 
mental health (dementia) sufferer.   

PERSONAL SITUATION 
Since this is a personal response and since some of the questions ask about 
experience, it is appropriate briefly to set out relevant aspects of my situation. 
 
My wife was tentatively diagnosed, by the GP practice, with dementia from 
Alzheimer’s Disease May 2006 at the age of 61. This was subsequently 
confirmed by a consultant old age psychiatrist (June 2006; MMSE 15) and, in a 
second opinion at my request, by a neuroscientist and psychologist (November 
2006). It is believed that the illness first manifested itself late 2005 or early 
2006. She is now severely demented (MMSE <5 when last tested formally in 
October 2007) and within the past 3 weeks became unmanageable by home 
care and day centre services. This has necessitated her permanent move into an 
EMI unit. I had previously indicated that I could care for her until she either lost 
self-awareness or became severely incontinent. I had promised her that I would 
look after her at home for as long as possible; she has always been terrified of 
going into a care home on a permanent basis. In the event, the lack of weekly 
respite through home care and day centre services has become an earlier 
decision-maker.  
 
She is a minor published author, a painter and an embroiderer. She has worked 
in a mental health organisation (abroad) in both a counselling and administrative 
position and knows what Alzheimer’s disease entails. 
 
I retired early in 2003 from a senior position in an international consumer goods 
company. Most of my career, in product development and then communications, 
was spent abroad. We chose to retire to the UK (we are British). 
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We are both practicing Christians. I am a Lay Preacher in the Methodist Church 
and a Licensed Reader in the Anglican Church. 
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ANSWERS TO QUESTIONS 
My answers are confined to my personal experience and, therefore, are limited 
to dementia from Alzheimer’s Disease. Note, however, that I believe the four 
principles set out above are more broadly applicable. 

What is dementia and how is it experienced? 

Q1  In your opinion, what aspects of dementia have the greatest impact on 
the lives of people with dementia, their families, their carers, and society 
more generally? What kind of support is needed most by people with 
dementia and those caring for them? 

  
A1a Ensuring quality of life for the sufferer; this is the desire of the sufferer 

and of those around him/her. Adapting life styles and support mechanisms 
to ensure this as the disease develops is a constant challenge. As a 
progressive disease, a diagnosis is a sentence of death; however, the 
pathway and timetable to that death is extremely unclear. This makes it 
essential to live in the moment; planning ahead (even a few days or 
hours, in our case) is very difficult. Especially with the rapid on-set form 
of the disease, there is a strong desire for the sufferer, carer and wider 
family to make each moment as enjoyable and rewarding as possible for 
the sufferer. It is clear (and quite expected) that my wife finds the 
maximum enjoyment in the company of our small, close family. However, 
our only child and his young family live in the south of England and he has 
a high-powered, international job. This puts the large part of the 
responsibility of providing that enjoyment on to me.  

 
A1b Expertise in dealing with symptoms and situations. I have absolutely no 

training in how to be an effective carer. Social services focused their 
effort on ensuring I was telling the truth when I said that cooking and 
caring for the house were no problem for me. There is no capability to 
provide training in how to deal with symptoms such as agitation (from 
hand-wringing through to self-harm); wandering; loss of writing, reading, 
artistic skills; toileting; dressing (whoever invented tights!!); hallucination; 
delusion. I am constantly told (by professionals) that I am doing an 
outstanding job, all the right things. I doubt it; and if I am, I dread to think 
what things are like for those who cannot do these things instinctively. 

 
 I have in-depth, professional skill and experience in strategy development, 

project management and crisis management. I have used these skills a 
great deal. Without them I would have been totally at a loss. Carers need 
to be provided with the basics of how to think about the disease, plan for 
the future, handle matters on a daily basis and deal with crises when they 
arise. 
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In early 2007, I put together the attached, written strategy5 for my caring 
for my wife – just over 6 months after diagnosis of early and rapid on-set 
Alzheimer’s Disease by the Old Age Psychiatrist Consultant, and 2 months 
after a confirmatory second opinion from the Neurologist Consultant. 
 
The strategy was put together based on my background reading on the 
disease, on my understanding of what the consultants were saying to me 
and after completing a scenario analysis of what the future might look like 
for my wife and how I might react to those possible futures6. (This is 
available if required). Once my wife has settled in the EMI unit (a major 
concern because of her challenging behavioural problems) this strategy will 
need to be updated to cover the very different situation. 

   
Q2 From your own experience, can you tell us about any particular situations 

affecting people with dementia which raise ethical problems? 
 1. The conflict between decision rights and the ability to make decisions. 

For example, I was recently in hospital for an emergency appendectomy. 
A nurse spent over 15 mins. with a demented patient helping him to 
choose his menus for the day. He could not remember the 3 choices for 
starter, let alone the 5 for main course. She persisted valiantly, trying 
various alternate approaches until she got something resembling a choice. 
This goes against Principle 2 (The societal cost of the time spent far 
outweighs any benefit for the patient). 

  
2. The treatment of the mental illness of dementia relative to the 
treatment of the physical illness of, for example, a cancer. Differences are 
seen throughout the NHS and Social Services system. I can see no logical 
reason for not treating dementia as an illness within the NHS system. At 
its most dramatic, a person in a coma from a road accident would have 
free hospital care; a person who has lost all awareness from Alzheimer’s 
disease has means-tested EMI care. This disparity goes against Principle 
3; most people have had no idea that dementia would not be covered by 
the NHS. It is reasonable that the state should not pay for hotel-like 
accommodation for someone who moves into a retirement home for 
family convenience. Having to move into an EMI unit because of an illness  
is a very different matter. 

  
3. Lack of a recognition that “treatment” is more than generally, 
professionally understood “medical science”. A greater focus on 
treatment is essential for a killer disease for which currently there is no 
cure. As one consultant bluntly put it to me, “There is nothing medical 
science can do for your wife. All that is left is tender loving care through 
to her death.” “Tender loving care” needs to become part of “medical 

                                                           
5 The format is based on a High Performance Organisation methodology as used in the international 
company for which I worked for 32 years and which I have used with other business and non-business 
organisations (including government). 
6 Using a technique based on the Shell company’s scenario analysis technique as modified by a member of 
my organisation and me for use in the company for which I worked. 
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science” (in the sense of research). There is a desperate need for those 
with research skills to work with nurses and other care givers to 
determine best practices and then provide training to carers7. This is part 
of Principle 3; we expect nurses to be as professional as pharmacists and 
doctors. 

  
4. The link between euthanasia, treatment decisions and advanced 
directives (or living wills). As strong supporters of euthanasia (see A32), 
my wife and I would look at a decision to withhold treatment as, often, a 
less ethical approach than euthanasia. My wife’s only physical ailment is 
chronic cystitis that is managed by a daily medication. If that medication 
is stopped, she would likely develop an infection within a few days and 
this would, eventually and painfully, lead to renal failure. At what point 
should that medication be stopped under her advanced directive and why 
should she have to risk suffering more than if her death were assisted? 
(Principles 1 and 2 apply). 

  
Q3 From your experience, do different ethnic, cultural or social groups have 

different understandings of dementia? If so, are these different 
understandings relevant to the care of people with dementia? 

 I have no experience. Principle 1 covers.  

Q4 What kind of ethical questions are raised when providing care in a multi-
cultural context and how should these issues be addressed? 

 I have no experience. Principle 1 is the starting point to determine if any 
additional principles are required.  

Q5 What current developments in scientific understandings of dementia, or 
developments that are on the horizon, do you consider the most 
significant for the care and treatment of people with dementia? 

 1. Understanding of the mechanism(s) causing Alzheimer’s Disease. This 
is essential to the development of treatments – even if a treatment should 
be found serendipitously, mechanistic understanding will greatly aid 
clearance of the treatment for use8.  

  
2. Response to the NICE question regarding the use of acetyl-
cholinesterase inhibitors in treating Alzheimer’s Disease, concerning the 
nature of those patients within the panel who demonstrate marked 
positive reactions to the medications.9 An answer to this obvious 
question when a test panel shows itself not to be homogeneous, would 
save the NHS considerable money; get organisations like the Alzheimer’s 
Society to stop campaigning inappropriately for wider use of the 

                                                           
7 See “Dementia: A NICE-SCIE Guideline on Supporting People with Dementia and Their Carers in Health 
and Social Care; National Clinical Practice Guideline No.42”, British Psycological Society & Gaskell, 2007. 
8 See, for example the reports this week on the impact of ARBs and statins on the risk for Alzheimer’s and 
of the tau aggregation inhibitor, methylthioninium chloride. Because mechanisms are not known, the time 
to use will be lengthier than would otherwise be the case. 
9 NICE Report, “Donepezil, galantamine, rivastigmine (review) and memantine for the treatment of 
Alzheimer’s disease (amended)”, November 2006, Amended September 2007, 4.3.10.8 (pp.46-47). 
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medication and re-direct resource into areas that would be more broadly 
helpful (e.g. best care practices6); help ensure that those who benefit get 
the medication as early and for as long as effective; help elucidate the 
mechanism(s) causing the disease; perhaps start the process of defining 
variants of Alzheimer’s Disease. 

  
3. Research on best methods of caring6. Dealing with the NICE questions6 
would be helpful, but it is likely that many others would be raised as the 
work progressed. 

  
4. Unhelpful (and a waste of money) are studies on diet relative to the 
risk of Alzheimer’s Disease – e.g. the Mediterranean diet. Unless and until 
we know the mechanism of the disease it is impossible to determine what 
specific chemical(s) in the diet are harmful or beneficial. It is likely that in 
most, if not all, cases there is no direct correlation between diet and 
disease risk – any correlation is between general good health and disease 
risk. Money being spent in this area should be re-directed towards 
understanding the mechanism(s) of the development of the disease.  

Q6 Given the possible benefits, but also the risks, of early diagnosis, when do 
you think a diagnosis of dementia should be made and communicated to 
the individual? 

 Principles 1 and 2 apply. The challenge behind this question (dilemma, 
really) is that currently there is no known cure for a killer disease and the 
alleviation medication in most cases is of questionable medical 
effectiveness. Tragic as this may be for the sufferer as well as for family 
and friends, it is difficult to hide the facts of the symptoms of the disease 
and the steps needed to alleviate the daily, practical manifestation of 
those symptoms.  An individual may choose not to know the diagnosis, 
but those who will be charged with the sufferer’s care have to know – 
otherwise they cannot do the caring. That being the case and given that 
the disease is a slow killer, the cases where the sufferer is not made 
aware of the diagnosis will be very few. 

 As effective treatments become available (even if they only alleviate the 
symptoms), providing the diagnosis becomes imperative so that the 
sufferer can make an informed judgement on whether or not to undergo 
treatment. 
There is a need to help people cope with the whole process of providing 
informed consent. 

Q7 In your experience, how do you think society perceives dementia? Do we 
need to promote a better understanding of dementia and if so, how? 

A7a Quaint memory loss in old dears. I have been surprised that even highly 
educated people outside of the broad medical community often are 
unaware that Alzheimer’s is a killer disease. There is a severe lack of 
understanding and acknowledgement of dementia prior to 6510. 

                                                           
10 Your own background document reads to me as deficient in this respect 
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A7b 1. Clarity in communications from professionals, especially to the media. 

Many causes of dementia are progressive, killer diseases. This needs to 
be understood by communicators. 

 
 2. Inclusion of dementia-causing disease on death certificates. 
 
 3. A willingness of professionals, sufferers (where possible) and carers to 

talk openly. We need to overcome exactly the same human reluctance 
previously found with cancer; though it must be admitted that the cancer 
situation can be further improved. 

Q8 What part, if any, does stigma play in the process by which people seek 
care, treatment and support for dementia? 

 Huge. Mental illness, growing old and death are three big areas of societal 
denial. Much dementia falls foul of all three.   

Q9 Should more be done to include people with dementia in the everyday life 
of communities? If so how, and if not, why? 
Yes. Principles 2 and 3 apply. Society has a responsibility to be inclusive 
of all its members; however there has to be recognition of the need to 
maximise group welfare. The challenge with a dementia sufferer is that 
they often need a carer with them to support them, help to prevent 
difficulties and apologise or explain where necessary. A sufferer may well 
look unremarkable and behave physically in a perfectly normal way; 
however they may suddenly act outside of societal norms. A couple of 
simple, but real, examples: 
  
1. At the supermarket check-out I place my young-looking, 63 year old 
wife holding on to the handle of the shopping trolley and proceed to 
conduct the buying transaction including all packing and paying. Often the 
check out operator looks quizzically (or even censoriously); a quick word 
of explanation is greeted by expressions of sympathy and a comment 
such as “Thanks for explaining”, “I thought something was wrong but 
didn’t want to ask”, “Ah, that explains things”. 
  
2. In a restaurant there is a normal wait between ordering and the first 
course arriving. However, my wife’s dementia means that she 
experiences it as an inordinate wait and, despite my efforts to mitigate 
her agitation, she complains with inappropriate sharpness as the waitress 
passes. A word of explanation restores our relationship. (In places – not 
just restaurants – we attend regularly, I quietly informed the management 
and key staff shortly after her diagnosis so there is no concern).   

Person-centred care and personal identity 
 
Q10 Is the idea of person-centred care helpful, and if so, in what way? 
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Principle 1 applies. Since people are body, mind and spirit (or soul or …), 
this sounds totally sensible. However the challenge is to provide the 
scientific proof that treating the whole person is (cost-)effective. Further, 
because resources are always limited, it is necessary to understand where 
to put the resource and effort – and in which ways –  in treating a person 
to achieve a desirable outcome This is a problem with much of the care-
oriented part of medicine; the research into how best to care is 
perfunctory6. This is especially the case with mental illness, presumably 
because it is difficult research to do but not attractive to those with high 
enough qualifications to conduct it. I suspect there is an attitude of “that 
is nurses’ work”, or even worse, “that is social services’ work”11. 

Q11 In your view, to what extent is it correct to say that dementia changes a 
person’s identity? 
Very early in the disease my wife lost her ability to write, paint and 
embroider. Once she received her diagnosis she knew that the skills 
would never return. Her cry was, “Without these I am nothing. I no longer 
exist”. 
Her family and friends knew they had lost an important part of the person 
they knew and loved. As the months go by we see less and less of that 
person (in all sorts of ways) and we see behaviours that are totally alien 
to her as she was before the disease. 

Q12 What implications can radical changes in mood or behaviour have for 
relationships, family ties, and for respecting values and wishes held 
before the onset of dementia? 

 Principle 1 applies. 
 
A12a Radical changes leading to a new personality undermine the long-standing 

relationships, especially when the sufferer cannot rationalise the changes 
for others (or, even themselves, I suspect). It is important to fall back on 
the cliché that “This is not the person talking or acting; it is the disease”. 
Otherwise there is a significant risk of rejecting the sufferer as no longer 
tolerable within the relationship. 

 
 Radical changes within the normal course of life are a huge challenge 

since, often, it is not possible to pin-point what has caused the mood or 
behaviour change or, if a trigger is suspected, to see any rational reason 
for the change. Similarly the return to normality can seem to have no 
trigger or rationale. Again the cliché of the disease talking is useful, if only 

                                                           
11 In this regard, you will want to look at the wording of Section 2, Para.3 (page 15) of your report The 
two sentences, “By emphasising that all these aspects of personhood deserve attention, the palliative care 
approach combines concern for physical symptoms with recognition of mental and spiritual needs. It may 
therefore be seen as combining the traditional medical approach with that of person-centred care.” Taken 
together and in their full context, these imply that mental (health) needs are not part of the traditional (and 
current?) medical approach. I suggest that such thinking is pervasive, even in medical circles, and is at the 
root of the under-funding and under-resourcing of mental health medicine and largely explains why much 
treatment is in the social services (means-tested) budget rather than the NHS budget. 
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to enable the carer to focus quietly and gently on restoring and 
maintaining even conduct. 

 
 Sometimes my wife recognises (senses?) that she is no longer who she 

was or that some behaviour is inappropriate and out of character. The 
cliché works well with her, using one of two phrases, “It’s that wretched 
Dr. Alzheimer again” or “It’s not you, it’s the damaged little grey cells”. 
This seems to provide reassurance that the relationship with me is not 
broken – apparently her greatest fear. 

 
A12b I am not convinced that this is the way to come at this question. The fact 

(as far as we know it) that needs to be acknowledged is that the disease 
impairs the ability to reason. Hence, in judging whether an individual is 
competent to change a previously held view, the test needs to be very 
specific – can the person demonstrate that (s)he is able to reason against 
their previous position. It is not necessary that the reasoning is sound or 
convincing to another party – simple that the reasoning addresses the 
reasoning behind previously held positions. (See the additional detailed for 
Principle 1).       

 

Making decisions 

Q13  When judging the best interests of a person with dementia who lacks 
capacity, how should the person’s past wishes and values be balanced 
with their current wishes, values, feelings, and experiences? 
Principle 1 applies.  

Q14 What approach should be taken to best interests where an individual is 
judged to lack legal capacity, but only just? 

 Principle 1 applies 

Q15 How should a diagnosis of dementia influence decisions about best 
interests and appropriate care in connection with life-sustaining 
treatment? 

 Principles 1 and 2 applies, with 1 being especially strong 

Q16 What role do you think welfare attorneys should play in making healthcare 
decisions on behalf of people with dementia who lack capacity? How do 
you think both minor and more significant disagreements between 
attorneys and health professionals over the best interests of the person 
with dementia should be resolved? 
Principle 4 applies, taking the other principles (especially Principle 1) into 
account. 

Q17  What role, if any, should advance directives (advance decisions) play in 
decision making? To what extent should people be encouraged to 
complete such directives? 
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A17a Principle 1 applies 
 
A17b Ideally everyone should work with qualified (medical, legal, spiritual) 

people to prepare such a document. It is, of course, essential that such 
qualified people can act in an entirely neutral manner. However, it has to 
be recognised that many sufferers (and their families) are unable to face 
up to thinking through such matters in a formal way. In such cases, it 
would make sense for professionals (medical, legal, spiritual) to make 
appropriate notes in case of future dispute that requires legal resolution 
and where evidence of the sufferer’s views would be extremely useful 
according to Principle 1. 

  
Q18 What are your views about the effect of the Adults with Incapacity 

(Scotland) Act 2000 or the Mental Capacity Act 2005, or both, on the 
care of people with dementia? Has the introduction of these Acts made it 
easier, or harder, to support and care for people with dementia?  
Not competent to comment 

Aspects of care and support 

Q19 Is it ever permissible not to tell the truth when responding to a person 
with dementia? If so, under what circumstances and why? 
Yes, but there are degrees of lying and there are ways of doing it. 
Principle 2 applies; the group may be only two people. 
 
By way of example at two levels: 
A. My wife is delusional much of the time, linking snippets of facts with 
swathes of fiction12. Any attempt to correct her increases the severity of 
the symptoms of her agitation, even to the point of mild self-harm and 
achieves nothing in terms of her understanding. Group welfare – hers as 
sufferer; mine as carer – is clearly maximised if I go along with her 
fiction. The challenge comes in “going along with the fiction” without 
positively reinforcing it. If she says this is a photograph of a friend when 
it is a photograph of her, a simple, non-committal sound is quite sufficient 
to keep the conversation going.  
 
B. My wife occasionally has asked if she will get better. She knows 
(knew) full well what Alzheimer’s entails and talked about it in the period 
after her diagnosis. Today it makes no sense to reply with a blunt (or 
even nuanced) “No”. Group welfare indicates that a better approach is to 
provide reassurance about the care and support she will get; the clear 
implication of the answer being, “No. You will not get better”. 

                                                           
12 This may include such everyday matters as mis-naming objects and people, including family members in photographs; incorrect timing and timing 

sequences. 
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Q20 In your experience, do those caring for people with compromised capacity 
err too much, or too little, on the side of caution when considering risks? 
How should freedom of action be balanced against possible risks? 
There is a very strong – I would say unhealthy – risk-averse culture in 
many areas of modern life, including among carers. The origins clearly are 
the litigious and blame cultures that have developed over the past 50 (?) 
years. 
Much of the social services’ investigation of how to help me was cover 
for checking whether I can perform adequately the routine tasks which I 
say I can (cooking, cleaning, washing, dressing) and checking whether or 
not I am abusing my wife in any way. (It has been quite obvious to me, 
post facto, that these have been the purposes of the visits and the care 
manager has confirmed my view). I know that, had I been incapable, 
resource would have been provided to help me; that many (men) are 
incompetent in household and caring matters; that abuse is too common 
and is difficult to detect. However, it is concerning that so much resource 
is used up in such work and no resource is left for providing in-depth help 
in caring (e.g. training in how to manage agitation: provision of high 
quality artistic support – it was agreed by medics and social services that 
this would be highly valuable for my artist wife; however, the resource 
was fully engaged and my wife lost all capability before anything could be 
done).  

Q21 Should any forms of restraint be permissible? If so, who should decide, 
when and on what basis? Does the law help or hinder carers in making 
the right decisions about the uses of restraint? 

A21a Principle 2 applies 
 
A21b Principle 1 applies 
 
A21c  Not competent to answer 

Q22 Is specific education in the ethical aspects of making these difficult 
decisions required to support those who care for people with dementia? If 
so, how could this be provided? 
Non-professional carers may well need guidance in thinking through the 
ethical considerations. However, it is essential that professional carers 
receive training and frequent reinforcement of that training. 
 

A22a Yes. It is a fundamental requirement of any high performance organisation 
(or, even, of a Total Quality or Investor in People organisation – a weak 
form of a high performance organisation) that every single employee be 
trained in the purpose, principles and values of the organisation. This 
absolutely must include training in making ethically-based decisions. 

  
A22b The most effective training will be “on the job”. Whenever the work 

group meets, there should be a review of how the organisational purpose, 
principles and values have influenced how individuals have done their job 
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in the past period of time (daily, weekly, monthly, quarterly, annually, 
depending on the group). This should include reviewing how ethical 
principles (usually equate to organisational values) have been used in 
decision-making. (The implication of such reviewing is that minute-by-
minute decision-making is driven by ethical considerations). 

 
 When introducing such systems and for new employees, it will be 

necessary to have one or more formal training sessions. Such sessions 
should be role-play and discussion based (dealing with the sort of 
questions in this consultation). 

Q23 What ethical issues arise in the use of new technologies such as smart 
homes and electronic tagging, and how should they be addressed? Why 
do you think that some of the new technologies, such as tracking 
devices, are not more widely used? 

A23a Principles 2 and 313 apply. 
 
A23b A wide variety of fears: of technology (what could go wrong); of invasion 

of privacy; of lack of data security; of having to face up to the reality of 
the disease; also issues of availability. (I have not been able to locate 
such devices – my wife does not have a wandering problem; most people 
in the village know of her dementia; she wears a Medic-Alert tag; we 
have a “bottle in the fridge” emergency services alert). 

Q24 What duties do you think the state owes towards people with dementia 
and their families, and on what ethical basis?  

 Principle 3 and the legal framework for Principle 4. 
 
 The two largest short-falls are: 

1. That much care comes under the social services budget and, hence, is 
means tested. Many (most?) people are surprised when they realise 
this, since dementia is the result of illness and this would be expected 
to be covered by the NHS. 

 
2. There is a need for an easy-access, cheap, less formal, legal structure 

to resolve issues within family groups of sufferers, within professional 
carers, between professional carers and family groups. Family Courts 
may provide a model. 

The needs of carers 

Q25 How can conflicts between what is best for the person with dementia and 
what is best for the family carer(s) be resolved, especially as dementia 
progresses? 
Principle 2 applies. The process for this needs to be staged with 
professional counselling and facilitation. Ideally matters can be resolved 

                                                           
13 A commitment to keep personal data secure (i.e. private) 
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by discussion (marriage guidance counselling provides a model). If not, 
then a legal structure as in A24 is needed.  

Q26 What role should health or social care professionals play in helping resolve 
such conflicts of interest? What ethical dilemmas do they experience 
when helping families with a family member with dementia? 

A26a See A25 
 
A26b Most will be centred on Principle 1. Considerations of Principle 2 and, 

especially, Principle 3 are often contributory factors to the difficulties 
embodied in Principle 1. 

Q27 In what circumstances might it be appropriate for health or social care 
professionals to make judgments about the best interests and needs of a 
couple (or of a household), instead of concentrating solely on the interests 
and needs of the individual? 
Principle 2 covers 

Q28 From your experience, do you think that concerns about patient 
confidentiality result in family carers being given too little or too much 
information about the person they care for? How should a professional 
caregiver decide how much information to share with families? 

A28a This has not been a problem in our case. 
  
A28b Principle 2 requires that the carer(s) be given full detail unless it is 

considered that the sufferer can manage the sharing of detail (Principle 1) 

Research 

Q29 What should research into dementia be trying to achieve? On what basis 
should funding be allocated? 
See A5 

Q30 What is your view on involving people in research if they lack capacity to 
give consent themselves? Under what circumstances, if any, should such 
research be permitted? What safeguards would you choose and why? 
Principle 1 applies 

Q31 Does the current legal position, together with the requirements for 
independent ethical review of research projects, prevent any research 
which you believe would be valuable? If so, could any changes in the 
regulatory framework be ethically justified? 

 Not competent to judge. 
 
Other issues 

Q32  Are there any other ethical issues relating to dementia that we should 
consider? 

 Yes: 
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1. Euthanasia. To avoid this issue in the case of terminal illnesses is 

unacceptable. There is a need to recognise that this can be justified on 
Christian grounds. The outline of the argument is: 

a. The sixth commandment does not outlaw all killing, though it does 
outlaw murder. The Old Testament is full of state killing in war and 
in capital punishment. 

 
b. The modern situation of people living with severe illness to 

relatively very old age could not have been conceived in biblical 
times (and severe illness in early life would normally result in a 
quick – even if painful – death). Thus we need to consider the 
question of euthanasia in a modern context. 

 
c. The biblical summary of the law requires that we “Love our 

neighbour as ourselves”. As noted in A2, the loving (and humane) 
thing sometimes is to bring a life to an end. 

 
d. As society, we need to consider our responsibility in today’s 

situation where the great developments of medical and public 
health science permit us to live much longer, giving rise to a large 
growth in age-related, killer diseases (at least until cures are found). 
Our (my wife previously and I) take the view that we should have 
the possibility to end life when the quality is judged to be 
sufficiently poor. 

 
e. As Christians we consider that physical death is a pathway to life 

after death and, ultimately, to life after life after death through 
resurrection14. Thus euthanasia does not shorten (everlasting) life; 
it simply enables us to move from one state of life to another at a 
moment of our own choosing based on the severity of the disease. 
It can be argued that the developments of modern medical and 
public health science artificially delays passage to life after death, 
yet few would use this to argue that we should not use the 
developments. Thus we accept that we can work with God to set 
the timing of our transition from earthly life to life after death when 
our earthly life will be prolonged. Euthanasia can and should be part 
of this same “working with God”. 
 

f. Clearly, many (Christians and people of other faiths and none) will 
take a view that euthanasia is unacceptable. Thus the need is for 
permission for those who consider it acceptable, indeed 
responsible, to be free to exercise that responsibility. Equally 
clearly, any pressure from others to undergo euthanasia is 
unacceptable (Principle 1 applies and Principle 2 protects the 
sufferer against unwanted euthanasia). 

                                                           
14 See “The Resurrection of the Son of God”, N.T. Wright, Fortress Press, Minneapolis, 2003. 
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2. Divorce and re-marriage. Q12 needs expanding to consider spousal 

relationships. At what point in the change of the relationship is it 
acceptable for divorce and re-marriage to be under-taken and under what 
conditions (especially financial). While Principles 2 applies (with the group 
being the sufferer and the spouse or civil partner), there are significant 
external pressures from the rules on social services means-testing and on 
inheritance tax.  
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.STRATEGIC APPROACH TO CARING FOR MY WIFE THROUGH THE PROGRESSION OF HER 
ALZHEIMER’S DISEASE 
 
Purposei: To take and implement those decisions which are beyond my wife’s capability  
Visionii: That I am enabling my wife to have the best possible life and death  
Missioniii: To keep on loving my wife actively and appropriately until death parts us 
  

OBJECTIVE
iv

GOALSv STRATEGIESvi MEASURESvii

WHAT I DO 
1. Care for my wife at home as 
long as possible (until she loses 
awareness or I can no longer be 
expected to cope – probably if 
she is suffering from severe 
incontinence)  

My wife remains at home until she 
loses awareness or family members 
(four named) are agreed that I can 
no longer be expected to cope. 

2. Ensure that all outside care 
for my wife (including any care 
home) is as close to what she 
would want as is possible 

My wife enjoys, or at least accepts, 
each element of outside care  

3. Ensure that every day has 
some activity that engages and 
pleases my wife 

Every day has at least one such 
activity 

4. Maintain my own physical 
and mental health 

I continue in good health as judged 
by the family and GP 

HOW I WORK 
5. Keep family and 
professionals informed so they 
can support me in data-
gathering and decision-making 
as appropriate 

Family members say they know 
what is going on and have been able 
to voice views about long term 
decisions 

6. Listen to and read my wife’s 
wants and needs as the basis 
for decision-making on a daily 
and longer-term level 

No signs from my wife that she is 
being ignored or over-ridden. (Key is 
that any such signs are not 
prolonged relative to the time-scale 
of the decision) 

My wife 
continues to 
live joyfully 
and dies 
contentedly  

1. My wife’s 
quality of life 
is above that 
expected given 
her level of 
dementia 
2. Throughout 
her journey to 
death, my wife 
feels loved and 
supported.  

7. Take care to balance my 
wife’s wants and needs with 
those of others, especially my 
own (see strategy 4) 

Family members and professional 
carers (including GP) say that a 
reasonable balance is being achieved 
in areas of their involvement or 
competence 

 
 
 
 
                                                           
i Answers the question, “What is my unique role?”  
ii Answers the question, “How do I want others to see me?” 
iii Answers the questions, “What gets me up in the morning?” 
iv Statement of what I want to achieve for my wife 
v Specific ways to determine if I am achieving my objective. 
vi These are judged sufficient to enable me to meet the objective. 
vii Ways of determining whether I am delivering on the strategies 
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