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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?  

Every day is unpredictable, can’t make plans because of this. 

Social life is impacted, life feels limited, and carer has to give up previous 
activities.  

You have to live each day as it comes. 

It is sometimes difficult to fill the day, it’s now my responsibility to find 
activities for my husband as well as myself, we have to do everything 
together now . 

In terms of support you need the understanding of people around you, especially 
family.  

You need a lot of practical help and a sitting service is very useful but not 
enough of this available.   

Support groups like this one are particularly helpful.  

Impact on society –  

A lot of people are ignorant of dementia – need to do more to raise peoples 
awareness. 

The increasing numbers of people with dementia will lead to increasing costs, 
which will cause more problems for future generations. 

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?  

No difference.  

Other cultures look after their own families. But when they come to a western 
country they take on their ways by the 3rd generation.  



In Africa there is no treatment and nothing is done for them and this includes 
parts of Russia as well.  

Some cultures are ashamed of relatives with dementia and shut them away. 

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?  

The earlier the better this would make it easier to do LPOA.  

Some people with dementia, like my husband, have no insight and won’t attend 
clinics.  

There are often difficulties getting GP’s to listen in the early stages and they 
don’t take any action until it gets worse.  

If it becomes possible to diagnose before symptoms evident everyone should be 
tested when they come up to retirement.  They will then have time to 
make plans and their own decisions. 

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

Who decides when quality of life is so poor? Professionals do not know the 
person so how can they decide on somebody’s quality of life. But this can 
be difficult as there is often differing opinions among family members 

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? 

Most of the carers felt they wouldn’t want to make a decision about 20 years 
ahead.  

One carer has made a living will because of caring for her husband with 
dementia. 

 

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

‘They should do a hell of a lot more’.  

Dementia should be treated as an illness like cancer. Care should be paid for and 
carer’s should be paid. The carer’s allowance is too small and should 
carry on after 60.  



Should be offering more support to those who choose to care. Cost of care 
should be uniform over the country. However it’s unrealistic to think the 
government can take all the responsibility but they should up the limit for 
funding before you should have to pay.   

Lottery funding should go to the health service. 

Provision of care should be taken away from local authorities and placed with 
central government. This would be fairer and do away with post code 
lottery. i.e. some areas have better resources, easier access to them. 

More money should be given for research into dementia as this condition has 
not been afforded the same kudos as other conditions. 

It’s a form of ageism as dementia mainly affects older people.   
 


