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Colin Isaacs 
 
QUESTIONS ANSWERED: 
Q1 
 
ANSWER: 
My experience is with my father's Alzheimer's. He is 88 and has been 
diagnosed with Alzheimer's for about two years. He is currently in hospital in 
Poole, Dorset, UK, for assessment as the private non-profit care home to which 
we had sent him after my mother became unable to look after him was also 
unable to look after him because he was too disruptive. The biggest aspect on 
my mother and family has been the lack of support from medical and social 
service agencies. My mother is reasonably well off and as soon as the local 
Dorset County social services person found out that my Mum had some money 
she said there was nothing she could do to help. My Dad's doctor said that 
Alzheimer's is not a physical disease so there is nothing he could do to help. The 
CPN who is currently helping says that she is not supposed to be helping 
because he no longer lives in her area. There is truly little help for the family in 
dealing with a serious Alzheimer's sufferer. We do not know what to do and 
government agencies are not very helpful.  

Q2 
 
ANSWER: 
In my experience the biggest ethical issue has been the lack of support for the 
family of the Alzheimer's sufferer. If my father had cancer I feel that there 
would have been all kinds of medical support for him and for the family. 
Because he has Alzheimer's and is unable to understand his surroundings or 
recognize his family it seems to me that there is very little support for his family 
and very little engagement of the family in discussions about his care. Human 
rights legislation also seems to get in the way. The care home where he was 
living said they could not lock him in his room at night because human rights 
legislation did not allow them to do so. When he escaped from the home the 
police said it was not there job to bring him back, although they did so on a few 
occasions. It is absurd that human rights legislation may force us to put him into 
Guardianship and into a mental hospital when all he needs is to be locked into 
his room at night.  

Q3 
 
ANSWER: 
We have no experience of this.  



Q4 
 
ANSWER: 
This is a very difficult question for me to answer accurately. Like many older 
women, my mother views care givers of visible minorities as different from her. 
My mother believes that visible minorities provide my father with inferior care. 
My mother is 88 and it is unlikely that we will ever be able to persuade her 
differently. The presence of visible minorities on my father's care team makes 
my mother concerned. I believe this could be partially addressed by better 
communication between the care team and my mother but beyond that I have 
no suggestions. A similar problem arises because some of the other residents of 
the ward where my father is being assessed are from visible minorities and some 
have much more serious dementia (more disruptive behaviour) than my father. 
My mother assesses the quality of care my father receives in part by the 
relationship between the other patients and my father, which is not good.  

Q5 
 
ANSWER: 
I am not sufficiently qualified to respond. 

Q6 
 
ANSWER: 
As family we would have welcomed as early diagnosis as possible, taking into 
account the risks of uncertainty. I believe my parents would have been able to 
make much more satisfying plans and arrangements had they recognized that 
serious dementia may come upon my father in his late years. A related 
frustration is the inability to address plans once the Alzheimer's has taken hold. 
Had he recognized what might be in his future I am sure my father would have 
made some kind of living will. Now he has Alzheimer's he is precluded from 
doing so. While recognizing the risks (eg. overly aggressive family members) I 
wish that there were a way we could still make a living will for him. 

Q7 
 
ANSWER: 
Many people perceive dementia in a very negative way. Many do not understand 
that it is a disease in the same way that cancer is a disease. There is still a 
residue of Victorian attitudes - the patient could snap out of it if only they tried 
harder, we should lock them up, etc. In terms of public education we need to 
elevate dementia to the same status as cancer. 

Q8 
 
ANSWER: 
It has not been apparent to us that stigma is an issue, except that his general 



practitioner abandoned my father with the statement that my Dad does not have 
a medical disease (apparently this doctor believes that Alzheimer's is not a 
physical disease) and that therefore there is nothing more he can do to help him. 
This was not said in a malicious way - more as just a statement of fact. There is 
another kind of stigma which has played a part. My father has been stigmatized 
because he happens to have some money. The local County social services 
department refused to assist my father because he had money - he was 
classified as a "private" case and social services does not help private cases. 

Q9 
 
ANSWER: 
I do not know. It is difficult to know whether my father appreciates things that 
are going on around him. The CPN handling his care says she thinks he has little 
or no awareness of his environment. It is impossible to know whether or not this 
is true. Despite not knowing what he takes in, it seems to me that we ought to 
involve Alzheimer's sufferers in the community life as much as we can. For 
example, health care does not provide someone to take my Dad out for walks so 
we have had to pay an agency an exorbitant amount of money to take him for a 
one hour walk once or twice a week.  

Q10 
 
ANSWER: 
I have no idea whether my Dad is receiving person-centred care or not. His care 
team gives us virtually no information about the kind of care he is getting or 
what they are doing, nor have they asked any member of my family about my 
Dad, his background, interests, activities, etc., so whether or not he is supposed 
to be receiving person-centred care I have to assume he is not because his care 
team does not know anything much about him. To give one example, his care 
team has been worried that my Dad has been hallucinating about fire in the 
corridor, shooting outside, and poisoning of his food and the food of others in 
his care unit. The care team sees this as pure violent hallucination. However, my 
Dad served in the war and was on board a ship which suffered a fire (fire in the 
corridor), was based at a site on the Isle of Wight where shooting from British 
troops at enemy ships and planes passed close overhead his small group of 
electronics technicians (shooting outside), and often heard the rumours, 
perpetuated by my mother, that British troops were mass medicated with 
potassium nitrate to reduce libido in gender-mixed units (poisoning of food). 
Thus all of the things which his mostly much younger care team thinks of as 
violent hallucinations may in fact simply be part of the fact that, as a result of 
his Alzheimer's, he is mostly revisiting, and thinking he is living in, his youthful 
past. Recently the named nurse gave me a tiny bit of information about my 
Dad's condition and then invited me to ask her any questions I wanted. The 
problem is that I know nothing about Alzheimer's care and did not know what 
questions to ask. It is extremely difficult for the family to have input to my 
Dad's care when we know nothing about Alzheimer's care choices in general. 



One of the difficulties is that my Dad is physically extremely healthy and 
extremely active. Thus being locked in a ward is extremely frustrating to him - 
he wants to get out and do things. We see no accommodation by the hospital to 
his need to get out, go for long walks, and generally get lots of exercise and 
activity. In fact, he is kept locked in the ward 24/7. 

Q11 
 
ANSWER: 
It is very difficult to tell. My father most often does not recognize my mother as 
his wife, which causes her great distress. He may call other women his wife, 
which is even more distressing. He is reliving his youth but his spoken thoughts 
are so muddled it is difficult to know who he is.  

Q12 
 
ANSWER: 
Very serious impacts on relationships and family ties, especially for his wife 
whom he no longer recognizes much of the time. We do not know what his 
wishes were before the onset of dementia because we never discussed such 
things - we can only guess based on his overall values. 

Q13 
 
ANSWER: 
We are very unhappy with the approach taken by the Mental Capacity Act. It 
seems to me that where there are close family members (spouse, adult children) 
then the family should make the decisions on behalf of the dementia sufferer. I 
can see that maybe the state should have a facilitator available to help if the 
family is unable to reach agreement. However, the Mental Capacity Act takes 
decision-making away from the family and puts it in the hands of a Guardian or 
care team who may not know anything about the dementia sufferer's family, 
background, values, wishes, etc. We would urge that the family should make 
those decisions. 

Q14 
 
ANSWER: 
Family decision, in consultation with the individual. Key question is who decides 
whether the individual lacks legal capacity, how is that decision reached, and 
how does one deal with a situation where the individual is copus mentis on 
some days but not on other days? Where close family is available the decisions 
should be made by the family, in consultation with a trained professional if 
necessary. There should be a stage before Enduring Power of Attorney where 
the dementia sufferer and one or more designated family members are given the 
power of joint decision making. This might, for example, enable the dementia 
sufferer to make little decisions alone but big decisions require family discussion. 



In the absence of a close family member the closest and most willing (dual 
criteria) family member should be designated to participate in the joint decision 
making. 

Q15 
 
ANSWER: 
Decisions should be reached by the family after advice from the care team and 
consulting with the individual as best they can. The family should be permitted 
to order discontinuance of life-sustaining treatment and should be permitted to 
order Do Not Resuscitate. It is immoral that a person of sound mind can make a 
living will ordering no heroic measures but once they are diagnosed with 
dementia they are no longer permitted to request no heroic measures. 

Q16 
 
ANSWER: 
We have no experience with this because my Dad did not appoint a welfare 
attorney before his dementia became so advanced that he was unable to do so. 
I think this is a real problem. I suggest that the family ought to be able to go to 
court to have a welfare attorney (or team of welfare attorneys) appointed from 
among the family members. However, even with no experience it is my view 
that every effort should be made to resolve disagreements through facilitation or 
mediation before asking the courts to make a decision. In no circumstances 
would I give the care team or the doctors or even two doctors a 100% decision 
making power. In the case of disagreements over very serious matters, eg. life 
sustaining treatment, I see no alternative to a Court if agreement cannot be 
reached in any other way.  

Q17 
 
ANSWER: 
The advance directive should be respected. People should be encouraged to 
recognize that an advance directive (living will) is as important as a regular will. 

Q18 
 
ANSWER: 
In our growing experience the legislation puts too much responsibility on the 
medical and legal systems and takes too much power away from the family of 
the dementia sufferer. Also there is too much concern for the human rights of 
the dementia sufferer, who in the cases of my Dad may be beyond having 
recognition for his human rights, and not enough concern on protecting the 
dementia sufferer from risks such as wandering and violent outbursts. My Dad 
could still be living in a care home instead of a hospital if the care home had the 
legal authority to restrain him from wandering and from interfering with other 



residents. 

Q19 
 
ANSWER: 
This is a difficult question to answer because we are not able to tell how much 
of what he is told my Dad actually understands. For quite a while now it has 
seemed that he does not understand much of what he is told. However, 
sometimes he will respond in a way that indicates that he has understood. In my 
opinion the priority is not the telling of truth but doing everything possible to 
maintain the dementia sufferer's quality of life. If telling them the truth means 
that they have a violent outburst that hastens their admission to psychiatric 
hospital then the truth has been quite damaging to them. The objective should 
be taking actions and having dialogue that allows the person to live as full and 
enjoyable a life as possible. This certainly may mean witholding upsetting 
information and may include providing inaccurate information if the truth would 
cause so much upset or distress that the person's freedom or liberty or mental 
health might be further impaired. This would particularly be the case if it does 
not really matter whether or not the person knows the truth or where the 
individual's dementia has reached a point where the person is probably unable to 
comprehend the truth. A key question we could face in the future: if my mother 
dies, do we tell my father? Given that he usually does not recognize her, and 
never recognizes her as his wife, and that he hallucinates about many people 
who died many years ago, does it matter if we tell him that his wife has died? 
My sense is that it is not important any more to my Dad's well being, 
unfortunately, and that therefore there is no need to tell him.  

Q20 
 
ANSWER: 
The law pushes people into avoiding the issue. For example, the care home 
pushed my Dad into hospital because they could not reduce the risks to what 
they considered an acceptable level. My view is that risks to the dementia 
sufferer should be maintained at a reasonable level - ie. he should not be 
allowed out by himself because he may get lost and may not be able to cross 
the road safely but he should be taken on accompanied walks as much as 
possible. However, when it comes to the safety of others it should be 
permissible to restrain the dementia sufferer if it is the only way to ensure that 
he does not attack others. Restraint should be kept to the minimum necessary 
to protect others. It seems to me this comes down to a question of resources 
allocated to care of dementia sufferers. If it is necessary to ensure his safety 
and the safety of others, my Dad should have someone responsible watching 
him 24 hours a day 7 days a week. My Dad is in extremely good physical health 
- for example he climbed over a high fence in order to get away from the care 
home where he was living. There were not enough staff to watch him. had 
there been more staff, they would have caught him before he got away. We 
have also been involved in a ridiculous discussion about electronic tracking of 



dementia patients. We were prepared to buy a GPS device which would be 
attached to my Dad's wrist and would enable us to find him any time anywhere. 
The care home said that they would not be allowed to use such a device 
because it would violate his human rights. They also said that if he was being 
tracked the police would not pick him up and return him to the home because 
we would know where he was. The care home, a good one, did not have the 
resources to go after him if he wandered. Result: no GPS device for my Dad 
even though everyone agreed it would be a really good solution to his wandering 
problem. This is absolutely nuts!  

Q21 
 
ANSWER: 
In our experience the law cuts the family out of these decisions. This is 
unacceptable. In my view the family should always be consulted on restraint 
decisions. I prefer mild physical restraint to drug restraint. However, restraint 
should be used if by restraining the person their overall quality of life can be 
better maintained. If denying restraint means that the person will have to be put 
under Guardianship and locked up in a psychiatric hospital then denying restraint 
will have reduced the person's quality of life. This is crazy.  

Q22 
 
ANSWER: 
I have found the professionals engaged in care of my Dad to be pretty good in 
their understanding of these issues. It has been the legislation and their 
workload that cause problems, not the professionals' level of ethical education. 

Q23 
 
ANSWER: 
Concern about invasion of privacy seems to be greatly exaggerated in the UK. 
My Dad has little or no understanding of his environment and wanders freely - 
once as far as 10 miles from his home - and yet we are not allowed to use GPS 
tagging because it may be an invasion of his privacy or breach of his human 
rights. This is absolutely crazy! (See my answer to question 20 for a fuller 
detailing of this situation.) In my view, once a person reaches a point where 
they are no longer able to make decisions about their own care then any 
electronic device which will help maintain the highest possible quality of life 
consistent with safety to themselves and others should be employed. We treat 
our pets better than we treat our elderly dementia sufferers (eg. electronic 
fences, embedded RFID chips, etc.). 

Q 24 
 
ANSWER: 
I cannot fathom any policy that states that 100% of cancer care is funded while 



a much smaller percentage of Alzheimer's care is funded. Alzheimer's is a 
disease that afflicts a growing part of the population and care should be 100% 
paid for by the state in exactly the same way that cancer care is funded. 
Anything else is discrimination. I assume that the same applies to other forms of 
dementia though I have no first hand experience. While a person is in a long 
term care facility I could see that they make a small contribution towards their 
care equivalent to the costs that they would incur if they were well and able to 
continue to live in their own home. However, this should be the maximum that 
they have to pay and all other costs arising from their disease should be covered 
by NHS. 

Q25 
 
ANSWER: 
In our case, significant conflicts did not arise. My Mum looked after my Dad 
until it was no longer possible for her to do so. By that time his dementia was 
sufficiently advanced that he did not seem to be aware of his environment and 
showed no understanding that he was being moved to a care home. 

Q26 
 
ANSWER: 
We found periodic family conferences headed by the CPN from the local NHS 
team to be very helpful. We would have welcomed participation by my Dad's 
General Practitioner but he declined to participate. We did not see major ethical 
dilemmas in planning for my Dad's move to a care home. Since the care home 
decided they could not cope with his behaviour we have found the psychiatric 
hospital in which he has be placed for assessment to be quite uncommunicative 
with the family. This is a problem for us.  

Q27 
 
ANSWER: 
Always. We have had a major problem because my Dad has rapidly developing 
Alzheimer's and my Mum has mild dementia. Both believe there is nothing 
wrong with them. The professionals who help look after my Dad have told us 
many times that it is not their responsibility to care for my Mum because she is 
not their patient. In many ways my Mum has suffered more from my Dad;s 
Alzheimer's than he has. Recently we were finally put in touch with a local 
health department officer whose job it is to look after carer's. We were not told 
about her before, when it would have been much more useful. However, this 
person is responsible for my Mum, as carer, but not for my Dad, as dementia 
sufferer. This distinction is totally absurd. Both Mum and Dad should be 
considered as a family and all professionals should address the needs of both of 
them together. 

Q28 



 
ANSWER: 
We get virtually no information unless we press for it. Even then it is provided 
reluctantly. Fortunately some of the professionals who have been involved in my 
Dad's care do consider that close family should be given as much information as 
possible. Sometimes we are told that they will answer our questions, but this is 
unhelpful because we do not know what questions to ask. Before his dementia 
became too serious my Dad did provide his General Practitioner with a form 
allowing him to release information to his wife but this form does not seem to 
have followed him to a new GP or to the hospital health team. Confidentiality 
has not been a big problem for us as generally we have been able to find out 
what we need to know but it would be helpful if information were more 
forthcoming. I can see the difficulty and have no easy answer. 

Q29 
 
ANSWER: 
Priority should be on prevention and cure. My suggestion, from a position of no 
expert knowledge at all, is that research funding should be allocated on the 
basis of number of people in the country who suffer from the disease. In my 
opinion, Alzheimer's is just as devastating a disease, possibly even more 
devastating a disease, as cancer, so government research funding should go to 
those two diseases, and others, based on the number of sufferers. I doubt that 
it is anywhere close at the moment. In addition to the government funding the 
public should be encouraged to greatly increase their donations to Alzheimer's 
research and care. 

Q30 
 
ANSWER: 
Close family should be able to consent to research provided 1) that there is no 
pressure or incentive to give consent and that no treatment will be withheld if 
consent is refused; 2) there is full and continuous disclosure to the family of all 
aspects of the research; and 3) the family can withdraw an individual from the 
research program at any time and for any reason. In addition, maintain, and 
perhaps strengthen, existing safeguards. 

Q31 
 
ANSWER: 
I am not knowledgeable on this subject. 

Q32 
 
ANSWER: 
I feel that we are not given any information on options. For example, the 
doctors do not discuss the drugs given to my Dad with us, even though he is no 



longer able to understand these medications. We never hear about options - for 
example, when he was transferred to hospital for assessment because the care 
home could not deal with him it was essentially a done deal before we heard 
about it. Maybe there were no other options but it would be nice to be 
consulted before the decision is made by the care team. The psychiatric care 
system seems to be a big machine that rolls forward without much consultation 
with the family of the dementia sufferer. Now my Dad is in hospital for 
assessment there seem to be two options: they manage to control his behaviour 
sufficiently that he can return to a care home, or they cannot control his 
behaviour enough for the care home, in which case he goes to a long-term care 
psychiatric hospital. We have no information on whether we have a choice of 
which hospital he might go to, what happens when he is there, or whether 
some hospitals are better than others. We have so far not been able to find out 
which hospitals in Poole provide long-term care for people like my Dad. All the 
hospital wants to tell us is the good news that they might be able to control his 
behaviour. We would like to better understand all possibilities. 

 
 
 


