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QUESTIONS ANSWERED: 
Q1 
 
ANSWER: 
The impact depends so much on the stage of the disease. In the early stages for 
the patient it is the loss of confidence and for the partner, the deteriorating 
relationship, no longer based on sharing. In the second stage the personality 
changes indicate profound distress in the patient, manifest as anxiety or 
aggression. In the third severe stage the partner is left alone and yet without the 
freedom and with seemingly endless responsibility and financial worries. The 
carer needs as much respite as possible and someone to listen to them, 
endlessly.  

Q5 
 
ANSWER: 
I have heard of very little that promises much in the middle term and nothing in 
the short term. I would be very concerned about any development that 
prolonged life without having a marked effect on quality of life. The many 'it 
may lead to cure for Alzheimer's' as part of a media report on research are 
marketing statements which may raise false expectations but have very little 
scientific meaning.  

Q6 
 
ANSWER: 
The constant advocacy of early diagnosis seems of very dubious value to the 
person with dementia when there is nothing that can be done. From the carer's 
point of view an early understanding why their partner has changed may help 
the relationship and will certainly help in organising legal arrangements and 
ascertaining the person's wishes when they are still able to think things through. 
Of course early diagnosis will help research and any potential treatments are 
really only worth having at an early stage. 

Q10 
 
ANSWER: 
Yes it is fundamental and in fact the only way that effective care can be 
delivered at all in many situations. Unless the person's wishes are acknowledged 
in any care situation confrontation, distress and failure are the outcome. In the 
absence of any real treatments the quality of care is the only determinant of 



quality of life. 

Q11 
 
ANSWER: 
They believe they have the same identity. It hard for others to be so sure when 
they seem so different. What is identity if not the things that are important to 
them, the way they interact with others and understand the World? It seems to 
me they have lost identity rather than changed it. A loving family man no longer 
recognises his children, but this loss is not replaced by anything else. The 
inconsistency of behaviour implies a lack of any real core of identity in 
responding to things. 

Q12 
 
ANSWER: 
It is very hard to retain the same relationship when there is no reward to be had, 
when you often feel that a visit makes him less happy than before you came. 
One remembers the person before and continues to care but it is not a 
relationship. I think one should respect the values and wishes from before the 
dementia because there is no evidence that these have been replaced by 
anything other than transitory moods, possibly dependent on medication or the 
atmosphere in the care environment that day. 

Q15 
 
ANSWER: 
The issue is not the diagnosis but the quality of life at the time of the decision. 
In the early stages, unless the person is quite clear that they do not want life-
sustaining treatment, then they should be treated the same as anyone else. In 
the later stages then the decision is not so different to the one that parents of a 
severely handicapped child may be called upon to take. The diagnosis is relevant 
in that dementias are terminal illnesses. The decision about the point at which 
life-sustaining treatment is denied must depend upon the quality of life at the 
time, the intrusiveness of the treatment and the expected outcomes. For a late 
stage dementia patient admission to hospital may be so traumatic an experience 
for so limited a gain in terms of future quality of life that it cannot be justified. 
Artificial feeding should be considered similarly as too intrusive for too little 
gain. The really difficult one is the use of antibiotics when withholding them 
may allow an unhappy life to end peacefully. The point in a life when this finally 
seems acceptable will have to be a choice made by each family concerned. 

Q13 
 
ANSWER: 
It depends so much on the consequences of a decision. In the spirit of person-
centred care their immediate wishes should be respected wherever possible. 



However in more significant decisions which have bearing not only on 
themselves but on the wider family it would be irresponsible to base major 
decisions on what may be a passing mood or may be based on lack of 
understanding of the issue. There really is no way to compare a lifelong held 
belief with the answer to a question that may not have been fully understood or 
would probably have been answered differently before or after a meal or 
perhaps with or without music playing. But as I have said before, it does depend 
on the stage of the disease. In the early stages full respect is due in the later 
stages not so.  

Q16 
 
ANSWER: 
On the whole the welfare attorney is likely to understand the person better and 
care about them more than a health professional. The normal expectation should 
therefore be that their views prevail. However there have to be safeguards, a 
health professional may be preventing an attorney from abusing their power for 
personal gain. A second professional opinion would seem the to be the next 
step, but this must be from someone idependent of the original professional. 
Mediation, followed as a last resort by the court, would seem the best 
resolution. These sort of conflicts are less likely to arise when a relationship of 
trust has built up between the attorney and the professionals and it is important 
that the professionals give enough time for this.  

Q17 
 
ANSWER: 
They must play a major role. Why should another person be deemed to have any 
better understanding of a person's wishes than that person themselves at a 
point when they were able to think freely and carefully. It would be a serious 
abuse of trust to impose our ideas rather than respecting their wishes, just as 
we respect their wills to indicate their wishes about property.  

Q19 
 
ANSWER: 
Yes it is absolutely permissible not to tell the truth as the disease advances. It is 
a terrible marker of decline when this point is reached in what had been an 
honest relationship. However, extreme anxiety is so painful for the sufferer that 
lies are the kindest way to handle some situations. Unlike most lies they are told 
to reduce suffering, not for the gain of the lie teller. In the earlier stages when 
memory is bad and the person thinks they are being lied to because they forget 
what they have been told the situation is quite different. In order to retain trust 
it is important to be able to assure them that you are telling the truth. As in so 
many aspects of this disease, there is no one right answer for all stages 

Q20 



 
ANSWER: 
In the early stages when there is a risk of roaming and getting lost then probably 
the benefits to quality of life and autonomy outweigh the risks which are mainly 
the anxiety provoked by being lost. Freedom is a benefit that is positively 
appreciated and therefore worth the risk. However in the later stages the 
benefits may be negligible, wandering may indicate disturbance rather than a 
need for autonomy. In this case it would be better to manage the feelings by 
more individual care. In the later stages the position of the carer must be 
considered too, they could suffer extreme blame and guilt if anything bad 
happened. We make such judgements for children all the time and would be 
considered irresponsible if we did not. Surely the same balance between 
autonomy and safety can be found for demented people too. 

Q21 
 
ANSWER: 
Many situations that might suggest the need for restraint can be avoided in an 
ideal care situation, where problems are anticipated and confident and well-
trained staff know how to manage and manipulate a potential confrontation 
before restraint becomes necessary. Restraint rarely resolves a problem, it 
usually escalates it. However most people are not in an ideal care situation, they 
may become aggressive in a way that threatens others. Everyone has to submit 
to some constraints on their freedoms for the good of the society. In a real care 
home, even a good one, sedation or restraint such as a low chair are necessary 
for the good of the community, without some such measures certain patients 
would be unmanageable. If pain free restraint of this type were not allowed the 
home would simply ask the difficult person to leave, hardly in their best 
interests. Sedation may also be kinder in many cases than leaving a person with 
extreme anxiety or agitation; one would not leave them in physical pain without 
medication. There are situations where mental pain should be seen in the same 
way.  

Q22 
 
ANSWER: 
Most of those who care need clear guidelines and boundaries as to what is 
permitted. They do not need ethical debates in the heat of the moment. But 
much more importantly they need good training to manage situations in a 
person-centred way to minimise the need for restraint. Even more importantly 
good carers will be carers who are themselves valued and respected and paid 
accordingly.  

Q24 
 
ANSWER: 
All the discussions about autonomy in the details of day to day living pale into 



insignificance compared with the autonomy to choose what care the person 
should receive. This autonomy depends on income not ethics and is a 
fundamental and distressing example of the inequality in our society. The whole 
question of government funded support for care raises much wider ethical issues 
about our responsibilities for each other and willingness to pay the taxes to 
meet those responsibilities. Perhaps the government should fund all care and 
increase death duties to pay for it. This would spread the burden a little more 
widely. I do not think that we have any absolute right to be able to pass on 
wealth to our children and whether I use the money I am lucky enough to have 
to pay for my husband's care or get free care and pay death duties matters less 
than having some control over the quality of care provided. 

Q26 
 
ANSWER: 
They should be tuned in to carer needs as well as to their client/patient's needs. 
The problem is that, as they are so often the gatekeeper to services that might 
relieve the carer, they may have a conflict of interest in this, certainly true for 
social workers. They must be able to give the carer permission to stop full-time 
care and advise them on residential homes. Few carers are not in conflict over 
such a decision and therefore very vulnerable. The support of professionals who 
understand what the future has in store for them is invaluable.  

Q25 
 
ANSWER: 
They cannot be resolved, only mitigated, mainly by spending money on other 
paid carers and finally a care home if one is lucky enough to be able to do so. 
The recognition of this deep and irresolvable conflict is a huge step forward from 
the often assumed position that the needs of the person with dementia must 
always have priority just because they are sick. Carers sometimes feel they are 
being supported just so that they are strong enough to go on caring, not for 
themselves. Life as the carer of a person with advanced dementia has few 
rewards and a lot of anger and resentment. The choices that are made must 
give at least equal weight to both parties and the carer must not be made to feel 
guilty when they can no longer put themselves second. It is a very long illness. 

Q28 
 
ANSWER: 
What stage are we talking about? In the last stages the welfare attorney should 
be told as much as the patient would have been. Otherwise they cannot make 
decisions. In the early stages the patient and the carer should be given 
information together, so that the patient has autonomy but with support. The 
decisions should be no different form any other patient, except that the carer is 
part of unit.  



Q29 
 
ANSWER: 
It is wrong to try to direct research in such a wide-open field into very specific 
goals in the hope of quicker results. So little is known that fundamental research 
and a whole range of approaches are all essential at this stage.  

Q30 
 
ANSWER: 
Most research is likely to be more beneficial if done on those in the earlier 
stages of the disease. It is here that cognitive tests can be done to verify 
imaging or biochemical markers. In this case the person has the autonomy to 
make their own decisions and often to gain considerable benefit from contact 
with the care and enthusiasm of researchers. Research should only be done on 
those in the later stages if they have shown willingness to be involved when 
they were able to make decisions and even then only if minimal discomfort is 
involved.  

Q32 
 
ANSWER: 
Main issue is the way dementia is discussed in the media. Stories of new cures 
or even major campaigns for access to existing drugs of negligible benefit raise 
hopes and expectations, cause conflict between the NHS and patients and 
waste money that would be better spent on care. The "use it or lose it 
campaign" also widely popularised without any real evidence comes very close 
to victim blaming for those who do suffer dementia. Your otherwise excellent 
consultation document is full of happy pictures, true I am sure, but not typical of 
those suffering with dementia. Why are there no pictures of the many people 
with dementia who are desperately unhappy, despite the best efforts of their 
carers?  

 

 


