
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. 
 
 
Q1; I feel the social aspects affect people with dementia and their families. Any 
changes in behaviour are difficult to understand (for carers/families) and they 
need support and education about the illness. 
 
Q2; In my experience, there is little difference. (I have no experience of working 
with BME groups.) 
 
Q3 ; I think a diagnosis (or probable diagnosis) should be made at the earliest 
opportunity, but patients and their carers should be offered pre/post diagnostic 
support/counselling. 
 
Q4; Person centred care is very important as people have diverse experiences, 
and their needs differ. Everyone should be treated as an individual and a care 
plan devised for them which fits their needs, rather than them having to fit the 
services available. 
 
Q5; I don’t know that people stop being themselves, but they can certainly 
become strangers to their loved ones at times. 
 
Q6; Some people are very intolerant of ‘different’ behaviour. Although dementia 
is increasingly portrayed in the media, unless people have personal experience of 
it, they find it difficult to understand (or don’t want to know). 
 
Q7; Yes, people with dementia have a lot to offer and can appreciate different 
things. It would have to be done on an individual basis, depending on the 
person’s interest/needs. 
 
Q8; I think all long term dementia care should be free at the point of delivery. 
Dementia is a degenerative disease, not a social problem. 
 
Q9; If they have capacity, their current wishes over ride their past wishes. If 
they do not have capacity, the families should be consulted when past wishes 
may conflict with current wishes. 
 
Q10; Families should discuss it together with the person and seek advice from 
professionals if a resolution cannot be agreed. 
 
Q11; Yes, they could be informed about it at the point of diagnosis (or pre 
diagnosis). They should be used as directed. 
 
Q12; An independent opinion should be sought. 
 



Q13; Where ever possible the truth should be told. Sometimes you can distract 
the person or avoid a question if it is thought the truth may cause distress and 
immediate support is not available. 
 
Q14; I think there are too many risk assessments by organisations. As long as 
the people involved are aware of the risks and balance them with quality of life, 
risk taking is acceptable. 
 
Q15; Yes, restraint is acceptable to prevent harm, but it should be assessed and 
a care plan devised and used for the shortest of time. The person and family 
should be involved in this decision. 
 
Q16; It only raises ethical problems if the person does not have the capacity to 
consent. In this case, the care plan should be devised in the person’s best 
interests, with agreement from the family. 
 
Q17; The carer and person with dementia should have different care 
coordinators to ensure each of their needs are met, or to work together to find a 
compromise. 
 
Q18; I think the professionals sometimes do not ask permission before sharing 
details with family. Having said that, sometimes families do not understand 
when you explain about confidentiality and they are frustrated not to be 
involved in the consultations. 
 
Q19; Finding treatments/ a cure is important, but coping with the disease is 
difficult, and any good ideas should be shared. The funding could be split 70/30. 
 
Q20. I think the involvement of people who cannot consent to research is 
important as any hope to improve quality of life is worth it, but the fam 
ilies/advocates should be involved in the decision. 
 
Q21; No 
 


