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Dignity in Dying 
 
QUESTIONS ANSWERED: 
Q2 
 
ANSWER: 
Choice and personalisation are central to the current debate about the future of 
the NHS and social care system. Government clearly acknowledges that people 
want to make their own decisions about healthcare. At Dignity in Dying we 
campaign for greater choice at the end of life. In a recent survey commissioned 
by Dignity in Dying, having healthcare choices at the end of life is valued more 
highly than having choices at the time of birth. At the end of life, as during it, 
people want to be treated as individuals and to be respected. Basically, to be 
treated with dignity. But for people suffering from dementia in the last stages of 
their life, exercising choice over care and treatment presents particular 
challenges, and raises ethical problems for the people caring for them. First of 
all, people with dementia will need to be carefully assessed to determine 
whether they still have capacity to make their own decisions about care and 
treatment. Either way, the Mental Capacity Act prescribes that everything 
possible should be done to involve people in decisions about their care and 
treatment, even when they have lost capacity. When people who suffer from 
dementia have reached the stage where they lack capacity, every decision about 
their care and treatment will have to be taken in their best interests. The Mental 
Capacity Act has given further guidance on how to determine what is in a 
person’s best interests, but sometimes disputes will arise, among family 
members, or between families and doctors as to what is in the best interests of 
a person with dementia. In order to try to avoid some of these problems, and to 
retain control of their healthcare, increasing numbers of people are taking 
measures in advance of losing capacity to ensure that their wishes for care and 
treatment will be implemented in situations where they themselves are no longer 
able to make their wishes known. Under the Mental Capacity Act, people can 
create a Lasting Power of Attorney, which involves appointing another person to 
make decisions on their behalf, should they lose capacity. People can also fill 
out an advance decision to refuse treatment or draw up an End-of-Life Care Plan 
to make their wishes known. While advance decisions to refuse treatment have 
statutory force since the implementation of the Mental Capacity Act, End-of-Life 
Care Plans are not legally binding. However, under the Mental Capacity Act, 
health professionals are obliged to take these documents into account when 
assessing a person’s best interests. Advance decisions and End-of-Life Care 
Plans must be taken into account in deciding on care and treatment for people 
with dementia. It is therefore essential that health professionals know about 
their existence. Dignity in Dying campaigns for advance decisions and End-of-
Life Care Plans to be recorded in a central register so that health professionals 
are aware at all times of people’s wishes and preferences and are able to take 



them into account in care and treatment. On the other hand, many people with 
dementia will have previously expressed views on life-prolonging treatment and 
other aspects of care but will not have created a Lasting Power of Attorney or 
an advance decision. Decisions will then have to be made in the person’s best 
interests. This can create ethical problems for family and health professionals 
who might have differing views on what is in the person’s best interests. In 
some cases, a referral to the Court of Protection will be necessary to resolve the 
conflict. One member of Dignity in Dying told us of her mother’s experience 
(this took place before the Mental Capacity Act came into force): "My mother 
suffered from Lewy Body Dementia - she was admitted to the local hospital 
suffering from pneumonia and a urinary infection. I told them that she had 
written a living will refusing treatment but the hospital put mother on a drip for 
hydration and administered oral antibiotics. The consultant eventually removed 
the drip but said as mother was swallowing tablets put in her mouth, she was 
consenting to treatment. Eventually the dementia advanced to the stage that 
mother was unable to swallow any food, liquids or medication and therefore 
eventually went into kidney failure and died 11 days later. Her death and 
suffering were needlessly prolonged causing our family distress and great 
anguish at the way she was treated." Conflicts like these demonstrate the 
benefits of recording any wishes or preferences in advance of losing capacity or 
appointing a Lasting Power of Attorney. Research on advance decisions has 
shown that a significant number associate advance decisions with their potential 
to relieve families of the ‘burden’ of decision making (Seymour et al 2004). 
There are areas of good practice where patients’ wishes are respected and 
communication between care homes, health professionals and families is good. 
The son of a woman who had completed an advance decision told us: "My 
mother died peacefully because she had an advance decision. She had been 
transferred from her nursing home to the local hospital and died by herself, 
when the nurse left the room to get a doctor. Fortunately, the nursing home had 
faxed through a copy of my mother’s advance decision. I spoke to the nurse 
who said that without the living will they would have had to taken steps to try 
and revive my mother. My mother was absolutely firm that she wanted no 
efforts made to revive her if she was dying. So, as her son, I am very grateful to 
you for ensuring that my mother had such a peaceful and dignified end."  

Q10 
 
ANSWER: 
A person-centred approach to care is helpful across all aspects of medical care 
and particularly end-of-life care. Everyone should be given access to good 
quality end-of-life care services which take the concerns of both patients and 
relatives into account and respond to individual needs. As well as physical relief, 
people must be offered the psychological, emotional and spiritual support that 
they may need. The person-centred approach to end-of-life care was re-affirmed 
in the recently launched End of Life Care Strategy. The Strategy states that all 
people approaching the end of life should be entitled to have their needs 
assessed, their wishes and preferences discussed and their choices recorded in a 



care plan. People should be involved in decisions about treatments prescribed for 
them, including the option to say ‘no’ to treatments they do not wish to have 
prescribed. In a survey recently commissioned by Dignity in Dying, access to 
good quality care that responds to individual needs was considered to be 
important by 90% of the respondents. The idea of person-centred care is 
especially helpful for people with dementia because it promotes discussion and 
planning around care and treatment at an early stage. It encourages people to 
think about their options at an early stage in the illness when they are still able 
to express their wishes and preferences, which will inform future decisions 
about their care and treatment. We also know that people are living longer lives 
and an increasing number of people will suffer from dementia in old age. 
Additionally, research shows that more and more elderly people live alone. 
Respondents to a survey recently commissioned by Dignity in Dying stated being 
alone as their greatest fear about dying – ahead of adequate pain control. The 
same survey found that people who lived alone were more fearful that their 
treatment wishes would not be respected than the rest of the population. These 
findings emphasise the need for personalised services which give people the 
opportunity to communicate their preferences and fears for treatment and care. 
Person-centred care will prevent these people from falling into isolation and will 
enable people to exercise their choices around care and treatment.  

Q13 
 
ANSWER: 
Striking the balance between past and present wishes presents an ethical 
dilemma and this is particularly relevant for people suffering from dementia. 
However, from our experience of providing advice to the public on advance 
decisions and the conversations we have with them, we know how important it 
is for certain people to retain control throughout their lives. Many people who 
contact us express particular concerns about the prospect of being diagnosed 
with dementia in a later stage of their lives and make an advance decision in 
order to ensure that their life is not prolonged should they develop dementia. 
Some of these people have seen a relative or friend die a slow death from 
dementia and feel very strongly that they do not want a prolonged death for 
themselves. In these circumstances, it is essential that individuals are given 
sufficient information about what a diagnosis with dementia actually means, and 
we recommend that people discuss the content of their advance decision with 
their GP. From our experience we know that the determination of people who 
draw up an advance decision should not be underestimated. Both anecdotal and 
empirical evidence demonstrates that people who make advance decisions 
typically are strong-minded individuals who know what they want. Research 
indicates a high stability of attitude towards decisions to refuse life-sustaining 
treatment and also finds that people with advance decisions have more stable 
preferences than people without (Ditto et al 2003). When people decide to draft 
an advance decision, they make it clear that they want to have their wishes 
respected and this should not be dismissed. Advance decisions are legally 
binding and need to be respected when they are applicable and valid. The 



appointment of a Lasting Power of Attorney (LPA) or the creation of an End-of-
Life Care Plan would seem to leave more room for balancing any past wishes 
with present wishes. It may also be that people who have less rigid views about 
the situations in which they would want to refuse life-sustaining treatment, but 
still want the security of knowing that a loved one rather than a doctor will be 
making decisions for them, would appoint an LPA rather than make an advance 
decision. Nevertheless, under the Mental Capacity Act attorneys must take into 
account any recorded past wishes before making decisions on behalf of the 
donor. However, LPAs are a relatively young legal tool, and it is not known at 
this stage how many people are appointing LPAs, or how frequently attorneys 
are making decisions on behalf of the donors, or donors with dementia 
specifically. Striking the balance between past and present wishes will be up to 
the person who makes the decision about care and treatment. In order to 
facilitate this difficult task, it is essential to promote discussions about future 
care and treatment early on and encourage people to record their wishes and 
preferences.  

Q17 
 
ANSWER: 
Dignity in Dying is the UK’s leading provider of advance decisions. We provide 
the public with our pro-choice Advance Decision, which gives people not only 
the option to refuse treatment but also the option to state their consent to 
treatment i.e. they can consent to antibiotics at the end of life and/or consent to 
all available life-sustaining treatment should they wish to. While health 
professionals are not legally obliged to comply with the request for treatment 
section, it gives medical staff a helpful indication of the wishes of their patient 
and they will have take these into account. This is reinforced by a section where 
people can add a value statement to express their values, beliefs and any 
additional directions. As a provider of advance decisions, we also provide 
members of the public with information and advice on advance decisions. As a 
result of our long-standing work in this area, we have a unique and particularly 
well-informed insight into how advance decisions work and do not work in 
practice. Advance decisions have an important role to play in end-of-life 
decision-making. From our own experience, the most commonly perceived 
benefit for the completion of an advance decision is the potential to enhance 
choice and autonomy. This is supported by research, which also found that 
advance decisions were associated with their potential to relieve families of the 
‘burden’ of decision making (Seymour et al 2004). People use an advance 
decision to retain some degree of control over their treatment after losing 
capacity and a number of people particularly fear the prospect of being 
diagnosed with dementia, which would impair their decision-making capacity. 
People who are diagnosed with early-stage dementia and still have capacity, can 
still fill out an advance decision to make their wishes clear before losing 
capacity. We strongly encourage people to discuss the content of their advance 
decision with their GP who can offer them general advice and can give them 
more detailed information about the trajectory of their illness. At Dignity in 



Dying we believe that more needs to be done to raise the awareness and 
effectiveness of advance decisions. We believe there should be a national 
campaign, backed by the Government, to ensure everyone knows their legal 
right to refuse treatment. In order to improve the effectiveness of advance 
decisions, it is essential that health professionals are aware of their existence so 
they can take them account in treatment at all times. People want to have the 
peace of mind that their advance decision will be respected. A central register 
for advance decisions would ensure that health professionals are aware of the 
existence of an advance decision and can act accordingly. Although an 
increasing number of people choose to draft an advance decision, not everyone 
will want to use this option. Evidence shows that not everyone wants to 
exercise choice about care and treatment at the end of life and some people 
prefer not to discuss their options with anyone. People’s wish not to be involved 
in decisions about their care and treatment needs to be equally respected 
(Schermer 2001). Some people might prefer to draw up an End-of-Life Care Plan 
instead of an advance decision. End-of-Life Care Plans allow people to express 
their wishes and preferences for care and treatment for the end of life and 
extend beyond the refusal of treatment. The recently published End of Life Care 
Strategy has emphasised the importance and benefits of recording wishes and 
preferences and strongly promotes the idea of care plans. We welcome the 
emphasis given to End-of-Life Care Plans in the End of Life Care Strategy as this 
further promotes the importance of having choices respected at the end of life, 
and discussion of treatment wishes with family, loved ones and medical 
professionals.  
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ANSWER: 
As the leading provider of advance decisions, Dignity in Dying worked closely 
with the Department for Constitutional Affairs on the development of the 
sections within the Mental Capacity Act that relate to advance decisions. We 
also provide advice to the public as well as health professionals on other aspects 
of the Mental Capacity Act such as withholding and withdrawing treatment, 
Lasting Power of Attorney and healthcare proxies. The implementation of the 
Mental Capacity Act has a number of positive effects on people who have lost 
mental capacity and the Act marks a significant step forward in providing these 
people with greater choice over their care and treatment. Firstly, the Mental 
Capacity Act empowers people by starting from the presumption that everyone 
can make their own decisions and that people should be given all the support 
they need to be able to make their own decisions. Secondly, the Act has also 
enhanced the status of advance care planning by putting a professional 
obligation on health professionals to take any expressed wishes and preferences 
into account, i.e. any wishes recorded in an End-of-Life Care Plan, when 
determining best interests. Thirdly, the Mental Capacity Act puts advance 
decisions to refuse treatment on a statutory footing and has created the Lasting 
Power of Attorney which involves appointing someone to make decisions on 
another person’s behalf, if they would lose capacity. We welcome the newly 



created Lasting Powers of Attorney as this mechanism allows people to have 
their wishes respected, and have the peace of mind of knowing that a loved one 
will be able to make decisions on their behalf, should they lose capacity. 
However, we do have concerns around the high costs of creating an LPA and 
the complexity of the forms. We regularly receive calls from members of the 
public who raise the issue of the high costs implied in creating a Lasting Power 
of Attorney and a number of people experience difficulties with filling out the 
lengthy forms. We believe the Office of the Public Guardian should pay due 
consideration to the concerns raised by the members of the public in this regard. 
Although advance decisions have now been given statutory footing, which we 
fully welcome, more should be done to raise the awareness and effectiveness of 
advance decisions. We believe there should be a national campaign, backed by 
the Government, to ensure everyone knows their legal right to refuse treatment. 
In order to improve the effectiveness of advance decisions, it is essential that 
health professionals are aware of their existence so they can take them account 
in treatment at all times. People want to have the peace of mind that their 
advance decision will be respected. A central register for advance decisions 
would ensure that health professionals are aware of the existence of an advance 
decision and can act accordingly. Whilst we believe that people with dementia 
will greatly benefit from the implementation of the Mental Capacity Act, the 
legislation is relatively new and it will take more time to truly assess the impact 
of the Act on people with dementia.  
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ANSWER: 
Caring for people who suffer from dementia presents particular challenges. 
Dementia will affect the decision-making capacity of the person in question and 
carers need to take this into account when making decisions about their care 
and treatment. Health and social care professionals should receive 
comprehensive training on the different aspects of the Mental Capacity Act. 
They should be aware of their obligation to involve their patients in decisions 
about care and treatment wherever possible and they should feel confident 
assessing capacity. Particularly in relation to end-of-life care, health and social 
care professionals must be fully equipped to have appropriate conversations 
with their patients and therefore must receive specialised communication skills 
training. Past initiatives to improve communication skills training have greatly 
aided both patients and care providers. The End of Life Care Strategy has 
reiterated the importance of workforce development to the overall success of 
the Strategy and has acknowledged that there are major deficiencies in the 
knowledge, skills, attitudes and behaviours of staff groups who come into 
frequent contact with people at the end of their lives. The Strategy has 
identified specific areas as core common requirements for workforce 
development, which are particularly relevant to people suffering from dementia. 
These are communication skills training, as previously mentioned, as well as 
training in assessing a person’s needs and preferences, and advance care 
planning. Specific education and training in these areas would assist health and 



social care professionals to get a clearer picture of the person’s wishes and 
preferences, which would assist them in making decisions about the care and 
treatment of people with dementia. Training needs are particularly high in care 
homes, where many people suffering from dementia in old age are resident. The 
End of Life Care Strategy has acknowledged that several different factors 
contribute to suboptimal end-of-life care being delivered in care homes. In order 
to improve the quality of end-of-life care in the care home sector it is essential 
that staff is being offered the training as previously described. People who 
suffer from dementia might have drawn up an advance decision in advance of 
losing capacity. As the leading provider of advance decisions and as a result of 
our involvement in offering advice and information on advance decisions, Dignity 
in Dying has a unique and particularly well-informed insight into how advance 
decisions do and do not work in practice – for health professionals and for 
patients. Through our experiences, we have identified an urgent need for 
specialist, practical guidance to support health professionals in improving their 
awareness and understanding of advance decisions. The Department of Health 
has acknowledged Dignity in Dying’s expertise in the area of advance decisions 
and commissioned us to develop an advance decisions toolkit, which provides 
practical guidance for health professionals and has been made available to the 
workforce. The toolkit has been very well received by health professionals, 
which highlights the need for practical information in this area.  

 
 


