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When a person with dementia is approaching the end of their life, it can be a very 
difficult time for them and the people around them. 

Palliative care is for anyone diagnosed with a life-limiting illness, including dementia. 
It focuses on maintaining a person’s quality of life by relieving discomfort or distress 
(whatever the cause). Someone can receive palliative care for several years and it may 
be offered alongside other treatments, especially in the earlier stages of dementia. Any 
palliative care in place will continue alongside end of life care.

End of life care aims to support someone in the later stages of a life-limiting condition 
to live as well as possible until they die. It also aims to support family and carers during 
this time and after the person dies. End of life care may last for weeks, months or 
occasionally years. It is often difficult to know exactly when a person with dementia is 
approaching the end of their life. End of life care should support the person to live as 
well as possible until they die. It supports all aspects of their wellbeing, especially:

•	 their physical needs (including pain relief and management of other symptoms)

•	 how they are feeling

•	 their relationships with others

•	 their spiritual beliefs and needs.

For many people a ‘good death’ means:

•	 being treated with compassion and respect

•	 being kept clean, comfortable and free from distressing symptoms

•	 being in a familiar place surrounded by those close to them.

End of life care for a person with dementia can involve a number of different 
professionals working together, including the GP, community nurses, social workers or 
care home staff. Palliative care professionals at a local hospice or hospital may give 
specialist input if this is needed. This team of professionals should keep you updated 
as the person’s condition changes and involve you in any decisions. The person should 
always have an up-to-date care plan that includes end of life plans and is shared with 
those involved in the person’s care. Some areas have special staff who co-ordinate end 
of life care for people with dementia. Ask the GP, community nurse or local hospice (if 
you have one) about what is available in your area.

Palliative and end of life care

Information Sheet
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End of life care
Dementia is a life-limiting illness, but it is very difficult to know how long someone 
with dementia will live for. If a person also has another life-limiting illness (such as 
cancer), it is often easier to know how quickly their condition will get worse. A person 
may die from another condition at any stage of having dementia. Someone in the later 
stages of dementia who does not have another life-limiting illness gets worse slowly 
over many months. They gradually:

•	 become more frail

•	 have more frequent falls or infections

•	 become less mobile

•	 sleep more

•	 eat and talk less.

A person in the later stages of dementia may have symptoms which suggest that 
they are close to death, but actually live with these symptoms for many months. 
This uncertainty makes it very difficult to plan and put things in place for the end 
of someone’s life. For someone in the later stages of dementia, the most common 
immediate cause of their death is an infection such as pneumonia. At this point, the 
person is likely to be much frailer and have a weaker immune system, so is at greater 
risk of developing infections, which can last for a long time. There are changes which 
are likely to happen when the person is within a few days or hours of dying. Some 
of these changes may be distressing, but health and social care professionals can 
reassure you that the person is not suffering.

Recognising when someone is reaching the end of their life
It is important to know when a person with dementia is nearing the end of their life 
because it can help in giving them the right care. However, it can be difficult to know 
when this time is. This uncertainty can have a big impact on how the person’s family 
feels and may also affect how they feel themselves. There are symptoms in the later 
stages of dementia which can suggest the person is reaching the final stage of their 
illness. These include:

•	 speech limited to single words or phrases that may not make sense

•	 needing help with most everyday activities

•	 eating less and having difficulties swallowing

•	 bowel and bladder incontinence

•	 being unable to walk or stand, problems sitting up and controlling the head, and 
becoming bed-bound.

It is likely that a person with dementia is nearing the end of their life if they have these 
symptoms, along with other problems such as frailty, infections that keep coming back, 
and pressure ulcers (bedsores).
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As someone’s condition worsens and they get to within a few days or hours of dying, 
further changes are common. The person will often:

•	 deteriorate more quickly than before

•	 lose consciousness

•	 be unable to swallow

•	 become agitated or restless

•	 develop an irregular breathing pattern

•	 have cold hands and feet.

These changes are part of the dying process. Healthcare professionals can explain 
these changes, so you understand what is happening. The person is often unaware 
of what is happening, and they should not be in pain or distress. Medication can be 
used to treat the person’s symptoms. If the person can’t swallow, there are other ways 
of providing this, such as medication patches on the skin, small injections or syringe 
drivers (devices that provide a continuous flow of medication under the person’s skin). 
Speak to a GP or another health professional about this.

Communication
In the later stages of dementia, the person is likely to have problems with 
communication such as limited or no speech. They will be less able to understand 
what people are saying to them. Relying only on verbal communication can make it 
difficult to understand what the person is trying to communicate, which may mean no 
one notices if they are in pain or hungry or thirsty.

People with dementia may use non-verbal communication and behaviour instead 
of speech to communicate their needs and feelings. They may use body language, 
facial expressions or show agitation, as the person will still have feelings about what 
is going on. Even though they are in the later stages of dementia and can no longer 
communicate verbally, they will still respond at an emotional level. For example, they 
may feel happy hearing you talk to them. It’s important to use a range of ways to 
communicate, including non-verbal means, and to take your time.

Communicating with the person with dementia at the end of life: tips for carers
•	 non-verbal communication from you – through gestures, body language, facial 

expression and touch – can help

•	 use appropriate physical contact such as holding hands or a hug to reassure the 
person that you are there for them

•	 maintain eye contact as much as possible

•	 take your time and look for non-verbal signals from the person with dementia

•	 continue talking to the person, even if you don’t think they can follow what you are 
saying. They may respond to the tone of your voice and feel a level of connection 
with you even if they don’t understand what you’re saying

•	 talk about things of interest to the person, or reminisce about things from the past.
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Physical needs
Pain
People with dementia are at risk of pain from conditions such as arthritis, pressure 
ulcers (bedsores), urinary tract infections (UTIs) and constipation, or other diseases 
that cause pain such as cancer or heart failure. Some people assume that people 
with dementia don’t feel pain, but this is not true. If a person with dementia is in pain, 
and this is not recognised and treated properly, they may become very distressed. As 
dementia progresses, the person becomes less able to tell others that they are in pain 
or discomfort.

Health and social care professionals and family carers need to understand this and 
look for other signs (such as the person’s body language) which might indicate they are 
in pain. Staff might sometimes also assume that behaviours which challenge, such as 
shouting or agitation, are a symptom of dementia. These behaviours may actually be a 
sign that the person is in pain or discomfort. It is important for staff to understand this 
so that any pain can be treated.

Recognising when someone is in pain
A person with dementia might not always be able to let someone know they’re 
experiencing pain, so it is important for carers and health and social care professionals 
to ask the person if they are in pain. Healthcare professionals may use a pain 
assessment tool for people with dementia. This usually involves recording information 
about the person and using a scale, chart or checklist to help identify and rate pain. 
The following things may help:

•	 Knowledge of the person – there may be certain things which they typically do when 
they are in pain, such as cry out or become very withdrawn

•	 Observation – signs that someone is in pain include their behaviour (such as being 
agitated, irritable, tearful, or unable to sleep), facial expressions (such as grimacing), 
body language (if they are tense or rocking, or pulling at a particular part of their 
body) and vocalisations (for example, shouting out, screaming and moaning)

•	 Bodily changes – a high temperature, sweating or looking very pale can also indicate 
pain

Doctors treating pain may start with paracetamol, which often works well (though it 
is not as strong as other painkillers). If paracetamol fails then they will try stronger 
drugs, although these may have side effects (such as increased confusion) and should 
be carefully monitored. Some people may be on regular pain relief for conditions such 
as cancer. If pain is suspected the dose may need reviewing. Doctors will also treat 
any underlying medical conditions that may be causing pain, such as constipation. 
There are ways to make the person comfortable that may also help relieve pain. These 
can include gentle exercise, massage, aromatherapy and warm packs placed over the 
suspected area of pain. If a person with dementia is unable to say they are in pain but 
shows some of the behaviours indicated above, it is useful to look for other possible 
causes. For example, are they hungry or thirsty? Are they too hot or too cold? Is the 
environment calm and supportive? Could they be anxious or upset?
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Eating and drinking
As dementia progresses, people often develop problems with eating and drinking. 
The person’s appetite decreases and in the later stages of dementia they often have 
difficulties with swallowing safely. People with swallowing problems are at risk of 
choking and of food or saliva going down the windpipe, causing an infection. In their 
final days a person with dementia may stop eating or drinking altogether. Someone in 
the later stages of dementia should be offered food and fluids – even if these are just 
mouthfuls or sips – for as long as they show an interest and can take them safely. You 
might wish to help with this as part of the person’s care. Soft food is often easier for 
them to eat and liquids that are thickened may cause fewer problems with choking. It is 
better if the person is able to sit upright when eating and drinking. It is often distressing 
to see that the person is no longer able to take food and fluid normally by mouth. Try 
to remember it is normal for a person approaching the end of their life. 

The person with dementia will generally be unable to communicate thirst or hunger for 
themselves, which can also be distressing. You might worry that the person is starving 
or getting dehydrated and not being cared for properly. It can be very hard to see, but 
you should be reassured to know that the person is not suffering. Talk to professionals 
about food and fluids for the person, including what the person has said or recorded as 
their wishes. It is important that what is in the person’s best interests comes first.

Artificial nutrition and hydration
If a person is struggling to eat and drink enough, and their swallowing is unsafe, you 
might think about artificial nutrition and hydration or ‘tube feeding’. The most widely 
used treatments are:

•	 a nasogastric tube – this passes down the nose and into the stomach

•	 a PEG (percutaneous endoscopic gastrostomy) tube – this passes directly into the 
stomach through a hole in the skin

Each person’s situation should be considered individually. Most healthcare 
professionals now agree that giving food and fluids artificially is not appropriate if the 
person’s problems with eating, drinking or swallowing are because their dementia is 
in the later stages. This is because there are no clear benefits from tube feeding, such 
as better quality of life or better nutrition. However, there are clear disadvantages. For 
example:

•	 A PEG tube means going into hospital which might be distressing

•	 tubes can cause discomfort or sores

•	 tubes can also become infected or dislodged or be pulled out.

When a person has no appetite, care professionals will still make sure their mouth 
feels comfortable. They should keep the person’s lips moist and clean, and provide 
sips of iced water or juice, or an ice cube, if the person can still swallow. They may also 
moisten the mouth and apply lip balm to keep the person comfortable. Again, you 
might want to help give some of this care.
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Infections
People in the later stages of dementia are at greater risk of infections such as urinary 
tract infections (UTIs) or chest infections such as pneumonia. These can be caused by 
lower fluid intake, swallowing problems and reduced mobility. People disagree about 
whether antibiotics should be used to treat infections for a person in the later stages 
of dementia. It may be appropriate to use antibiotics to ease distress and discomfort 
at the end of life even if the infection cannot be cured or is likely to happen again. 
Doctors should think about whether to give antibiotics on an individual basis. They will 
consider:

•	 the likely benefits

•	 the risk of side effects

•	 the burden of giving the drugs

•	 the person’s wishes (if known).

If the person has infections which keep coming back, professionals caring for the 
person will talk to you about whether it is in the person’s best interests to try and 
treat any serious infections in the future. In particular, they may point out that treating 
further infections is likely to involve the person going back into hospital for further 
antibiotics (which are often injected into a vein). It is important to consider whether that 
is in the person’s best interests.

Making decisions
As someone nears the end of their life there will be important decisions to make about 
their care. These may include whether they should be resuscitated if they have a heart 
attack, where they wish to die and whether any religious practices are to be observed 
at or after their death. Many people – including health and social care professionals – 
find it difficult to talk about these issues in advance. If the person with dementia has 
previously had open discussions about their future wishes and preferences (advance 
care planning), it will be much easier to act on their wishes when they are no longer 
able to decide. Those closest to the person often assume that, as next of kin, they 
automatically have the final say on decisions if the person has lost the capacity to 
make them. However, the person who can make decisions will vary according to the 
decision and what advance planning is in place. Decisions will always need to be made 
in the person’s best interests. Health and social care professionals should always 
involve you in decisions about the person and discuss things with you in a sensitive 
and straightforward way. While certain medical treatments can be refused, nobody 
can refuse (or be refused) basic comfort and care such as pain relief, or demand that a 
particular treatment is given. 

The senior doctor in charge of the person’s care may decide that trying to resuscitate 
them if their heart or breathing stops would not be in their best interests, often 
because it is unlikely to be successful. The doctor will then make out a DNACPR (do 
not attempt cardiopulmonary resuscitation) order – sometimes just called a DNR (do 
not resuscitate) or DNAR (do not attempt resuscitation). The doctor should discuss this 
decision and the reasons for it with those close to the person (such as carers, relatives 
or close friends), or an advocate if one has been appointed. They must also consult 
with any Welfare Attorney(s) or Guardians.
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Psychological, cultural, religious and spiritual needs
A person in the later stages of dementia will still have needs based on how they are 
feeling, and any cultural, spiritual or religious beliefs and practices. Through advance 
care planning or their knowledge of the person, all those supporting the person 
(including care professionals) should try to meet their needs as best they can. For 
example, if the person becomes distressed or depressed, doing small things can help 
a lot – for example, talking to the person, brushing their hair or holding their hand. 
Meaningful connections like this can help you to meet emotional needs and be close 
to the person. Whenever possible, it’s best to ensure the person is in a calm, familiar 
environment with people they are close to. The person might enjoy things that 
stimulate their senses, such as familiar music or aromas (such as lavender) and hand 
massages. 

The person’s cultural needs should be acknowledged and respected. Cultural needs 
can be influenced by a range of factors such as where the person lives, their gender 
and their language. They can include how soon the person would like their funeral, 
whether they would like to be buried or cremated, and any rituals or ceremonies that 
are important to them. Talk to care staff about these needs. The person’s spiritual 
needs will be individual to them, and may include questions about meaning, faith 
and belief. These needs should be addressed and respected as much as the medical 
aspects of care. Personal or religious objects, symbols or rituals (including prayer or 
readings) may be used. People with dementia usually keep older memories for longer, 
so they may respond to things they recall from earlier in their life such as religious 
readings or hymns. As a carer you may have your own spiritual and cultural needs, and 
it is important that you are supported to express these and have them met. Talk to care 
staff about your feelings and what spiritual and faith-based support is available.

Place of death
A person with dementia should be supported to die in a place of their choice whenever 
possible. For many people this will be somewhere familiar such as their own home, 
or the sheltered housing or care home in which they live. However, many people with 
dementia are admitted to hospital towards the end of their lives and end up dying 
there. Moving to a busy and unfamiliar environment such as a hospital ward is often 
difficult or distressing, and not what most people would have wanted. If the person 
has previously expressed a preference to be cared for where they usually live, this 
should be included in their care plan. This will help avoid an unnecessary admission 
to hospital at the end of life. Achieving this will require that all those involved in the 
person’s care know about this preference. If the person is living in their own home and 
has expressed a wish to die there, talk to professionals caring for the person early on 
about this. This allows time for plans to be made so that the person is able to die at 
home.
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The person’s environment
When a person with dementia is near the end of life, it is important that they are in 
an environment where they feel comfortable and their needs are supported. It can 
help to make the environment familiar – for example, by including familiar objects and 
pictures. The space should be peaceful and not too overstimulating (without too much 
background noise or visual clutter). The environment should support the person to 
engage in different ways – engaging with other people, any spiritual needs, and with 
their senses. This may take many forms and should be based on the person and their 
unique interests. However, it may include:

•	 being near a window

•	 access to nature

•	 familiar smells

•	 music

•	 enough space for those important to the person to be with them.

It is important that the environment supports the person’s privacy and dignity. A good 
environment should also support staff and those close to the person. It should provide 
space for them to process what is happening, and it can help them to know that the 
person is comfortable and in a place which is supporting their needs. Technology may 
be helpful for supporting the person at the end of life, but should be based on the 
individual and what works for them. Some electronic aids include:

•	 pressure sensors – these are sensors that can be placed under a bed or chair and 
can raise an alert when the person moves or gets up

•	 fall sensor – a device which registers if the person wearing it falls over

•	 sensory lights – lights designed to give a stimulating, engaging or calming effect, 
which can help the person to engage with the world around them

•	 tablets or computers – images or videos on these can also help the person to 
engage with the world around them.

Support for carers, family and close friends
Most people find it difficult to come to terms with the person with dementia 
approaching the end of life. Many carers say that they grieve over time - while the 
person is alive and as their condition progresses. This may be because their dementia 
has progressed over a long period of time, and caused changes which they have seen 
in the person.

You should tell health and social care professionals about your own wishes, including 
the need to say goodbye to the person and whether you want to be with them at the 
end of their life, if this is possible. Although difficult, caring for someone at the end 
of their life can be a rewarding experience and a time of great closeness. Carers who 
have supported the person through dying and death often value this as an important 
memory.
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