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Key messages 

 ‘Advance care planning’ refers to people making 

plans for a time when they might not have the 

capacity to make some decisions. It covers 

decisions about care, treatment and money.  

 People in the early stages of dementia should 

be supported to make advance care plans. 

 Care staff should know about ‘advance decisions to 

refuse treatment’ and ‘Lasting Power of Attorney’ 

arrangements.  

 

‘My daughter is very special to me. I want her there at the end.’ 

A person with dementia  
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Booking holidays, paying into a pension scheme and making 
a will: these things force us to think ahead. The Mental 
Capacity Act allows us all to make plans for the future. This 
includes saying how we would like to be supported and who 
should make decisions if we lose the capacity to make those 
decisions ourselves.  

People in the early stages of dementia should be supported 
to make as many decisions as possible to ensure their future 
care and support best matches what they would want.  

What is advance care planning? 

‘Advance care planning’ means people thinking about, 
discussing and recording their wishes and decisions for 
future care. It is about people planning for a time when they 
may not be able to make some decisions themselves. This is 
why it is very important for people with dementia.  

Advance care planning involves people making plans about 
what they want to happen while they are alive. This is 
different to people making plans about what should happen 
when they die. 

People may need support to make advance care plans. This 
support could come from family, friends, care staff or 
doctors. You should not assume that people already know 
about advance care planning. Remember too that advance 
care planning discussions with a person with dementia will 
take time. It is unlikely that a one-off conversation or meeting 
will cover everything. Also remember that people can change 
their minds about such things. 

There are three parts to advance care planning:  

 making statements about future needs and wishes 

 advance decisions to refuse treatment 

 Lasting Powers of Attorney. 

People don’t have to do all of these, or they may want to do 
them at different times. For people at the early stages of 
dementia, they may have capacity to do some parts of 
advance care planning but not others. If a person lacks 
capacity to do some parts of advance care planning they 
cannot be completed by others in their best interests. 
Advance care plans can only contain decisions that the 
person was able to make themselves, though these plans 
can include giving other people powers to make decisions, 
through a Lasting Power of Attorney. 

Statements about future needs and wishes 

People can say what they would like to happen if they lose 
capacity to make decisions in the future. This can cover care, 
support and treatment. These are sometimes called 
‘advance statements’. 

While these statements don’t need to be written down, it is 
best to do this. It is also important to decide the best place to 
keep these statements so that the right people can refer to 
them when needed. For example, the GP could keep a copy 
as could a relative or friend, and it might be attached to a 
care plan. 

Here are some examples of statements people might make 
in case there is a time in the future when they can’t make 
these decisions: 

 I would want to stay in my own home as long as 

possible. 

 I would want to be supported with personal care by 

only women. 
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 I would want to continue to have a glass of wine with 

my evening meal. 

 I would want to keep to a strict halal diet.  

 I would want to get out as much as possible. I would 

especially like to carry on going to garden centres 

and my church. 

 I would not want to share a room if I move to a care 

home and I would want to bring my photos and 

music. 

 I would want any treatment that could reduce the 

effects of dementia. 

 I would want you to involve my same sex partner and 

daughter in my decisions. 

 I would not want my father visiting me and being 

involved in my decisions.  

 I would not want religious people visiting me when I 

am dying. 

Where possible these wishes should be complied with. There 
would need to be good reasons why, later on, a best 
interests decision was made that meant the wishes of the 
person with dementia had not been followed. Remember 
best interests decisions must take into account the person’s 
views and wishes as much as possible – including those 
made in advance.  

Often people tell others that they want to stay in their home 
and not move to a care home. This is an advance statement, 
but it may not always be possible to follow this. For example, 
it may no longer be in a person’s best interests to stay in 
their home because their physical disabilities mean they 
cannot get in or out, or use the bathroom. Another reason 

could be that their family carer can’t cope with the person 
being at home, even with support.  

Advance decisions to refuse treatment 

Some advance statements could be about medical 
treatments that a person would not want, were they to lose 
capacity to make decisions about these in future. These are 
called ‘advance decisions to refuse treatment’. They have a 
special status in law. Some examples include: 

 I would not want a blood transfusion because of my 

religion. 

 I would not want any further chemotherapy for my 

cancer. 

Like other advance statements they do not always have to 
be written down. If a person with dementia tells a member of 
the care team what treatment they would not want, it is a 
good idea for them to make a note in the person’s records, 
and share this information in best interests decision-making 
meetings. 

Advance decisions to refuse treatment must, however, be 
written down, signed and witnessed if the person is refusing, 
in advance, a treatment that might keep them alive (for 
example a blood transfusion, artificial nutrition such as PEG 
feeding or attempts at cardio-pulmonary resuscitation). The 
person must also make a statement which shows they 
understand that the decision to refuse the treatment may put 
their life at risk.  

People who are physically unable to sign their name can still 
make advance decisions to refuse life sustaining treatment. 
For example, a person paralysed from the neck down can tell 
someone to sign on their behalf. The witness would then sign 
to say this had happened.  



Advance care planning 

4 

Care staff can witness advance decisions. This means 
signing to say that you saw the person sign the statement. 
You should not witness an advance decision if you don’t 
think the person is able to make the decision when they are 
signing. 

It is good practice to make sure that the person’s GP has a 
copy of any advance decisions to refuse treatment. 

Doctors must follow advanced decisions to refuse treatment, 
if they refer to the treatment being suggested, unless there 
are grounds to believe the person did not have capacity to 
make the decision at the time, or it is likely that new 
treatments may have changed the decision made by the 
person. 

While people have the mental capacity, they can change 
their mind about advance decisions to refuse treatment. It is 
up to them to make sure that the right people know about the 
changes. To do this they could tell people, tear up any old 
advance decisions to refuse treatment, and write down what 
they now would want.  

Lasting Power of Attorney 

Any one of us can give named individuals the power to make 
specific decisions on our behalf if there comes a time when 
we are unable to make them ourselves. Before the Mental 
Capacity Act people could only do this for decisions about 
their money and property. Now these arrangements can also 
cover decisions about health and care. 

This is called making a Lasting Power of Attorney (LPA). A 
person chosen to make the decision is called an ‘attorney’. A 
person may choose more than one attorney. Most often 
attorneys will be family members. They might also be friends 
or solicitors.  

Attorneys must make decisions in the person’s best 
interests. If you think an attorney is not doing this you should 
report this to the Office of the Public Guardian. 

There are two types of lasting powers of attorney: one 
relates to property and affairs, the other to health and 
welfare. 

Lasting Power of Attorney: Property and 

Affairs 

This lets people choose who they want to make decisions 
about their money and property.  

It is a very good idea for people at the early stages of 
dementia to do this – especially those who have any savings, 
a private pension or own their home. Otherwise, when they 
are unable to manage this themselves, there may be no one 
who can access their money to pay bills and so on. If this 
happens it might be necessary to go to the Court of 
Protection for someone (a deputy) to be appointed who can 
do this. This is a much more expensive process than making 
a Lasting Power of Attorney (LPA). It also means that 
someone else is deciding who manages the person’s money 
rather than the person themselves. (Wills can only cover 
what happens to a person’s money after they have died.) 

It is possible for a person with dementia to make an LPA 
after they have lost capacity to make some decisions about 
money. This is because deciding who they trust to look after 
their money is a different decision. Here’s an example: Joe 
gets very confused trying to work out what to do with his 
investments. He has the mental capacity to decide that he 
wants his wife and son to be joint attorneys to manage his 
financial affairs, and with the help of his solicitor completes 
the paperwork. 
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LPAs have to be registered with the Office of the Public 
Guardian. Once a LPA for property and affairs is registered, 
the attorney can manage the person’s money even if the 
person still has capacity. For example, this could be helpful if 
the person has to spend time in hospital and is unable to 
keep up with paying their bills.  

Lasting Power of Attorney: Health and 

Welfare 

This allows the person with dementia to choose people to 
make decisions about their health care and welfare. This 
includes making decisions about medical treatment and 
where they live. Unlike LPAs for property and affairs, the 
attorney can only make decisions on a person’s behalf when 
they can no longer make that decision themselves. 

It is a big responsibility to be this kind of attorney. For 
example, the attorney – not a doctor – will decide what 
medical treatment a person has or doesn’t have. The 
attorney must, just like health or social care professionals, 
make sure they are acting in the person’s best interests (see 
the feature on ‘Making decisions in a person’s best 
interests’ in this section). 

The attorney must understand their responsibilities before 
agreeing to undertake this important role.  

How Lasting Powers of Attorney are made 

Making a Lasting Power of Attorney (LPA) means filling in 
forms. There are currently separate sets of forms for the two 
different LPAs and you can get them free from the Office of 
the Public Guardian. 

The person writes on the form who they want to be their 
attorney. Both people have to sign the form in front of a 

witness. Someone else then has to sign to say that the 
person had capacity to make a decision about having an 
attorney – this might be a doctor, social worker or solicitor, 
but can be another person who has known you for at least 
two years. 

Once the forms are filled in they have to be sent to the Office 
of the Public Guardian to be registered. This costs £130 for 
each LPA.  

If someone says they are an attorney for a person with 
dementia you should ask to see proof – this is a form 
stamped by the Office of the Public Guardian. You can also 
check with the Office of the Public Guardian. 

Remember that a property and financial affairs LPA doesn’t 
give the attorney the right to make health and welfare 
decisions on behalf of the person who has dementia and 
now lacks capacity decide how to keep safe. 

Further reading and resources 

Advance decisions to refuse treatment (ADRT) website. This 
NHS website explains how the law allows people to make 
decisions to refuse treatments and has links to key 
resources. Available at www.adrtnhs.co.uk 

Department for Constitutional Affairs (2007) The Mental 
Capacity Act 2005 Code of Practice. London: The 
Stationery Office 

Department of Justice. Lasting Power of Attorney forms 
and guidance. 

GOV.UK Guide: Lasting Power of Attorney. Online 
resource:  

SCIE Mental Capacity Act Resource. This web-based hub 
contains extensive information about the Mental Capacity 

http://www.scie.org.uk/publications/dementia/living-with-dementia/decisions/best-interest.asp
http://www.scie.org.uk/publications/dementia/living-with-dementia/decisions/best-interest.asp
http://www.adrtnhs.co.uk/
http://webarchive.nationalarchives.gov.uk/+/http:/www.justice.gov.uk/docs/mca-cp.pdf
http://webarchive.nationalarchives.gov.uk/+/http:/www.justice.gov.uk/docs/mca-cp.pdf
http://www.justice.gov.uk/forms/opg/lasting-power-of-attorney
http://www.justice.gov.uk/forms/opg/lasting-power-of-attorney
https://www.gov.uk/power-of-attorney/overview
http://www.scie.org.uk/publications/mca/index.asp
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Act, including introductory materials, training and specialist 
resources, audit tools, and links to research reports and 
short films about mental capacity.  
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