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Mr Keith Chard 
 
QUESTIONS ANSWERED: 
Q1 
 
ANSWER: 
Since my wife has also osteo arthritis, which results in her being confined to a 
wheelchair, certain problems do not arise. The largest aspect arising from 
dementia in our experience is communication problems. This comes from the 
inability to find the correct word, saying the wrong word, saying the opposite of 
what is meant, forgetting what was being said, talking quietly etc. Support is 
most needed in providing constant attention for stimulation, helping with mild 
incontinence, shopping and general housework. 

Q2 
 
ANSWER: 
So far I have not experienced any particular situations raising ethical problems 
other than those for any person without dementia. 

Q3 
 
ANSWER: 
I have little experience of different ethnic, cultural or social groups and so 
cannot comment on different understandings of dementia. I would however 
expect that the care provided would be required to meet the same needs. 

Q4 
 
ANSWER: 
I do not have the experience to respond to this question 

Q5 
 
ANSWER: 
It seems little is really understood about the care and treatment of people with 
dementia. For instance it has just been reported that a vaccine that cleared the 
protein plaques thought to cause Alzheimer's failed to alleviate or reverse the 
symptoms (perhaps a common cause is indicated). Conversely an antihistamine 
drug did seem to help. With new "breakthroughs" practically every week it is 
difficult to know what to believe.  

Q6 



 
ANSWER: 
I feel that a (possible) diagnosis of any illness, including dementia, should be 
made available to (but not forced on) the person as soon as possible; but that all 
the associated possibilities and probabilities should be given in a manner that the 
person can clearly understand. 

Q7 
 
ANSWER: 
In my experience people have always shown great consideration and 
compassion towards my wife. This may be partly because in addition to having 
dementia she is also in a wheelchair because of osteo arthritis. If a better 
understanding is to be attempted I think it should encourage people to recognise 
that dementia can happen to anybody and at any time, i.e. even to themselves 
and becomes more likely as they get older. Promotion already exists to some 
extent via newspapers, magazines and television soap operas. Perhaps this 
should be strengthened. 

Q8 
 
ANSWER: 
I have not experienced any stigma in dementia care. 

Q9 
 
ANSWER: 
People with dementia should always be part of the everyday life of communities 
rather than being hidden away, as long as there is no danger to themselves or 
others. The degree of integration and activity obviously depends on how far the 
disease has progressed.  

Q10 
 
ANSWER: 
I think the idea of person-centred care is helpful in helping the person in the 
position they are now in, rather than in trying to maintain a position that they 
were previously in and would previously have wished to maintain. They do not 
now wish this and it is more stressful to try to maintain it. Their present 
happiness is probably greater by ignoring their previous wishes and 
concentrating on their present wishes. People do change, even without having 
dementia. 

Q11 
 
ANSWER: 
The response to this question seems to be worthy of a book, rather than a few 



lines. Dementia does not legally or physically change a person's identity. They 
are still genetically the same and are worthy of the same care and attention that 
they would have had with any other illness. To the extent that a person is 
determined by their memories and personality dementia can apparently change 
their identity. However it must be recognised that this is a result of an illness 
and not a change of the person. I would say that dementia does not change a 
person's identity but can change their personality and their expression of 
themselves. 

Q12 
 
ANSWER: 
The implications can be difficult or even disastrous. It needs to be accepted that 
the changes are due to illness, but this is not always easy. Values and wishes 
held before the onset of dementia need to be respected but can be overridden 
by the new values and wishes of the person. I think that after death the wishes 
of the person before the onset of the illness should be reinstated where 
possible. 

Q13 
 
ANSWER: 
I feel greater weight should be given to their current wishes, values, feelings, 
and experiences so long as their dignity is maintained as far as posible. 

Q14 
 
ANSWER: 
The individual's wishes with regard to his best interests should hold sway. 

Q15 
 
ANSWER: 
Diagnosis of dementia should influence decisions about best interests and 
appropriate care in connection with life-sustaining treatment no more than 
diagnosis of any other illness. 

Q16 
 
ANSWER: 
As they were appointed by the person who now has dementia the views of the 
welfare attorney should in general prevail. Resolution of disagreements could 
use a voting system of say two or three health professionals with the welfare 
attorney calling on close relatives of the patient to support his view. 

Q17 
 



ANSWER: 
The advance directive should be taken into account as one piece of evidence 
about what is in the person’s best interests but greater weight should be given 
to other considerations, such as whether the person appears to be generally 
happy. People should not be encouraged to complete such directives. However 
people should be allowed to die with dignity. 

Q18 
 
ANSWER: 
I have insufficient knowledge to comment. 

Q19 
 
ANSWER: 
I believe the truth should always be told. I believe telling lies can lead down a 
very difficult path and can lead to loss of trust. (However my wife does 
sometimes get a little upset that I do not believe her delusions.) During 
discussion with professionals I have more or less been convinced that there are 
occasions when some lies are necessary and are helpful. I do not intend to put 
this into practice. 

Q20 
 
ANSWER: 
Probably carers err too much on the side of caution. However as my wife is 
basically confined to a wheelchair she has little opportunity to harm herself 
except when she tries to walk. She then often falls over, this presents a risk of 
breaking bones, particularly as she has osteo-porosis. I try to minimize this risk 
by limiting where she walks or by closely following with the intention of 
catching her if she falls. To allow freedom of action some risk is acceptable, or 
indeed unavoidable. However risk of serious injury must be eliminated if 
possible. 

Q21 
 
ANSWER: 
Some forms of restraint are probably necessary and in the patients best 
interests. A close carer or professional will need to decide, based on the 
particular circumstances at the time. I do not have experience but I suspect that 
the law proably hinders rather than helps carers in making the right decisions 
because it is unlikely to cover all circumstances. 

Q22 
 
ANSWER: 
I would say general training in the ethical aspects of making these difficult 



decisions is required to support those who care for people with dementia, 
including an understanding of the legal implications. This would probably be best 
provided by dedicated courses. 

Q23 
 
ANSWER: 
One ethical issue is that the new technologies are an attempt to supplant the 
need for nursing care and personal contact with impersonal technology. Also it 
seems that people with dementia have difficulty learning anything new; this 
would be a hindrance to using the new technology. Electronic tagging and 
tracking devices are probably seen as an invasion of privacy and also probably 
considered difficult to set up and to require constant monitoring. 

Q24 
 
ANSWER: 
Starting from situation now existing I think the state owes full and free care to 
people with dementia. This was the promise of the NHS and has been used as a 
basis for preparation for old age. If people had been told differently at the 
beginning of their working life there would have been time to arrange things 
differently, e.g. take out insurance. As it is people have paid their NI 
contributions believing they would be covered in their old age, only to be told 
they are not covered if they have any savings. I have copied below some text I 
have put forward for the PM's website which covers this in slightly more detail. 
1) The NHS was set up with the promise to cover healthcare from cradle to 
grave and for this to be free to all at the point of delivery. By charging for 
patient care the NHS is betraying this promise. It is disgraceful that people 
should be stripped of their home and life savings to pay for health care for 
which they were already covered through their National Insurance Contributions. 
2) By including savings the Means Testing Procedure particularly penalises those 
who have been financially careful during their lives. It is unfair and a disincentive 
to saving. The charges made on savings can be unfavourably compared to 
Inheritance Tax, having a much lower starting threshold and a tax rate up to 
100%. 3) The system uses political skulduggery to justify its implementation 
(e.g. renaming nursing care as social care which is not paid for). It uses 
emotional blackmail to achieve its aims (people are reluctant to query or refuse 
the charges because it seems like a betrayal of their loved one). This is not a 
good basis for a system which is highly unpopular, causes much worry and 
distress and which has not been carried forward in Wales or Scotland.  

Q25 
 
ANSWER: 
I do not think these conflicts can be resolved. I personally have come to accept 
that my wishes cannot be met. I make best use of the facilities available 
(particularly from the very good local Alzheimer's group and from Social 



Services) to maximize the social life and stimulation for myself and for my wife. 

Q26 
 
ANSWER: 
No Comment 

Q27 
 
ANSWER: 
In all circumstances. Every couple or household, where an individual has 
dementia, will have their own particular problems. For older couples the need is 
likely to result from the frailty of the carer as well as the cared for. For younger 
households the need to mix work with caring is likely to present the problem. 

Q28 
 
ANSWER: 
As the husband I feel I am given full information about my wife and I feel this is 
correct. On the other hand I find it difficult to discuss, with medical staff, my 
concerns about my wife in her presence. This is because of the possibility of 
causing her distress. A professional caregiver should only share information with 
one close relative (or relatives of equal standing (e.g. children) if no closer 
relative exist). Depending to some extent on the closeness of that relative, the 
professional should give full information. 

Q29 
 
ANSWER: 
Research seems to be needed in all areas indicated, which seem to be 
interrelated; i.e. on understanding the processes which lead to dementia; on 
ways to alleviate and ultimately cure the condition; on improving the quality of 
life of people with dementia; on research that is likely to help people in the very 
near future, and research with much longer-term aims. I make no comment on 
what basis funding should be allocated. 

Q30 
 
ANSWER: 
I find it difficult to answer this question. What exactly does "lack of capacity" 
mean. I would be very reluctant to give consent for my wife to be involved, only 
perhaps if she was in such a state that she could hardly be any worse. The 
safeguards would need to an almost certain guarantee that no risks were 
involved. 

Q31 
 



ANSWER: 
No Comment 

Q32 
 
ANSWER: 
I'm afraid I can't think of any at the moment - but it is a bit late in the day. 

 
 


