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Advanced dementia

Information for carers

Caring for someone with advanced dementia can be emotional, confusing and at times overwhelming. This booklet explains what to expect as dementia progresses, how to keep your family member or friend as comfortable as possible, and how to work with healthcare teams to plan future care. It is written for the public in clear language and reflects current UK guidance. 

It covers:
· what advanced dementia looks like and common changes
· how to support eating, drinking and comfort
· why the 'This is me' document is important and how to use it
· Universal Care Plans (UCPs) and why they matter
· decision-making when someone lacks capacity
· [image: ]useful contacts and support for carers

www.kch.nhs.uk
Contents
What is advanced dementia?										3
Vulnerability to illness and delirium										3
Communication and connection										3
Eating, drinking and nutrition										4
Swallowing problems (dysphagia) 										4
Artificial feeding (tube feeding) 										5
Mobility, comfort and preventing pressure damage							5
Pain and discomfort												5
Bladder and bowel changes (incontinence) 								5
Distress and changes in behaviour										6
What else can help in advanced dementia? 								7
‘This is me’: why it matters and how to use it								8
Planning future care												8
Decision‑making and the Mental Capacity Act 2005 							10
Care closer to home: why it matters									10
[image: ]Support for carers and useful contacts									11


What is advanced dementia?
Dementia is a syndrome (a group of related symptoms) associated with an ongoing decline of brain functioning. There are many different causes of dementia, and many different types.
As dementia progresses, it affects more than memory. In its advanced stages, the condition impacts movement, communication, swallowing, continence and the body’s ability to fight infection. People become increasingly frail and need full assistance with day-to-day care. 
Advanced dementia is considered a terminal condition. Everyone’s journey is different: some people decline slowly; others deteriorate more quickly.
Common signs of advanced dementia
· Severe memory loss and disorientation.
· Reduced mobility or inability to walk.
· Increasing frailty and weight loss.
· Difficulty eating, drinking or swallowing safely.
· Greater confusion or sudden changes in mental state (delirium).
· Incontinence of bladder and/or bowels.
Vulnerability to illness and delirium
People with advanced dementia are especially vulnerable to infections, constipation, dehydration, pressure damage and sudden confusion (delirium). Delirium can be triggered by illness, pain, medicines or changes in surroundings. Prompt treatment may help, but some people do not regain their previous abilities afterwards.
Practical ways you can help
· Offer drinks regularly – keep water and favourite drinks within reach.
· Support good nutrition (see further page 4).
· Encourage regular position changes – ask about pressure-relieving mattresses.
· Tell their healthcare team quickly about new confusion, sleepiness, agitation, pain or constipation.
· Ensure hearing aids and glasses are clean, working and worn.
[image: ]Communication and connection
Dementia changes how the brain processes information. Understanding and expression can both become difficult. People may need extra time and different ways to communicate. Even when words fade, comfort can still be felt through tone of voice, touch (if previously welcomed), music and familiar routines.
Practical ways you can help
· Speak slowly, one idea at a time – allow silence and extra time to respond.
· Use short, simple sentences and yes or no questions. 
· Offer visual cues (show items, point, gesture).
· Limit choices to avoid overwhelming the person.
· Keep noise and distractions low during care and meals.
· Keep their ‘This is me’ document visible for all people caring for them (see further page 8).
If the person becomes distressed:
· pause and explain gently what you are doing and why
· check basic needs: pain, toilet, hunger, thirst, hot or cold, boredom
· try music, familiar voices, photos or a calm hand massage
Eating, drinking and nutrition
Reduced appetite is a natural and expected part of advanced dementia and, for many people, of the last months of life. The brain becomes less able to coordinate hunger, swallowing and digestion, and the body gradually slows down. Weight and muscle loss are common. The aim of care often shifts from trying to restore weight to focusing on comfort, pleasure and dignity at mealtimes.
Practical ways you can help
· Offer small amounts and snacks little and often – large meals can feel overwhelming.
· Provide favourite foods – even if they are not considered healthy – to maximise enjoyment.
· Finger foods can be easier than cutlery – try bite-size portions.
· Keep mealtimes calm and unhurried – sit together if possible.
· Offer nourishing drinks (fortified milk, milkshakes) and frequent sips of fluids.
· Use extra flavourings and seasonings if taste has changed.
If intake falls:
· talk to their healthcare team about getting advice from a dietitian and/or Speech and Language Therapy (SLT)
· supplements may slow weight loss but rarely reverse it in advanced dementia
· mouth care, moist swabs and lip balm can relieve dry mouth if drinking is difficult
Swallowing problems (dysphagia)
As dementia advances, swallowing can become slower and less coordinated. Food or drink may go the wrong way into the airway or lungs, increasing the risk of coughing or chest infections (aspiration). People may hold food in their mouth, forget to chew or become drowsy when eating.
Practical ways you can help
· Support eating only when the person is alert and sitting upright.
· Stop and try again later if coughing, choking or distress occurs.
· Try stronger flavours or different temperatures to stimulate swallowing.
· Ask for a Speech and Language Therapy (SLT) assessment for personalised advice. They may advise risk feeding, where the person continues to eat for pleasure, despite the risk of aspiration, until this can no longer be tolerated.
· If SLT advises, offer soft, mashed or pureed foods and thickened fluids as recommended.

Artificial feeding (tube feeding)
For people with advanced dementia, studies show that tube feeding (through the nose or directly into the stomach) does not improve comfort, quality of life or survival. It does not prevent aspiration and can cause discomfort, infections and the need for restraints if the person tries to pull the tube out. 
For these reasons, tube feeding is not recommended. Instead, teams support careful hand feeding (sometimes called risk or comfort feeding) for as long as the person wishes.
Key message
Eating less at this stage does not mean the person is being starved. It reflects the natural progression of the illness. Our focus is on comfort and enjoyment of food and drink.
Mobility, comfort and preventing pressure damage
Dementia affects balance and coordination. At first, someone might be unsteady and find it hard to coordinate their feet to walk or simply slow down. However, as the condition progresses, they become more likely to have falls and injuries. Some people can no longer remember how to stand up or walk.
Many people eventually need full assistance to move. Once someone cannot get about, the risk of pressure damage, constipation, contractures (tightening of the joints) and infection rises.
Practical ways you can help 
· Use hoists and mobility aids safely; ask for moving and handling guidance.
· Sit out in a supportive chair where possible to aid breathing and comfort.
· Use pressure-relieving cushions and mattresses and change position regularly.
· Watch for signs of pain (grimacing, restlessness) and tell their healthcare team straight away.
Pain and discomfort
People with advanced dementia may not be able to explain pain. Look for changes in facial expression, behaviour, sleep or appetite. Regular, scheduled pain relief is often better than giving medication only when pain becomes obvious.
Practical ways you can help 
· Tell their healthcare team about new or changing behaviours that might signal pain.
· Ask for a medical review of why pain is occurring and how best to treat it.
· Keep a simple note of what helps, for example, positioning, heat, music or massage. Record this in their ‘This is me’ document (see further page 8).
Bladder and bowel changes (incontinence)
As mobility and memory decline, many people develop bladder and bowel incontinence, causing them to be less able to sense the feeling of needing to use the toilet or being unable to remember how to go. 
This can be made worse if they are having increasing problems with moving about and can be distressing for the person and for carers. Catheters are generally avoided because of discomfort, infection and delirium risk.
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· Agree a regular toileting routine (for example, every 2 to 3 hours).
· Use appropriate pads and skincare routines to prevent soreness.
· Prevent constipation with fluids, fibre and medicines if needed.
· Tell their healthcare team early if you notice possible signs of a urine infection, such as cloudy or strong-smelling urine, discomfort when passing urine, needing to pass urine more often, or new confusion, drowsiness or agitation.
Distress and changes in behaviour
Some people with advanced dementia appear content. Others may experience distress, for example, agitation, restlessness, wandering, repetitive questions, hallucinations or aggression. Often these behaviours are the person’s way of communicating an unmet need such as pain, discomfort, fear, boredom or sensory overload.
Behaviours and signs of distress in people with advanced dementia
Agitation or wandering: The person might be confused about where they are, who they are with or what they are meant to be doing.  
Sun-downing: The person might become more agitated or confused in the late afternoon or early evening due to disturbances in their body clock or changes in their sleep pattern. 
Aggression: Among the many reasons for aggression are pain, feeling threatened and not understanding what is going on. For example, if a carer tries to change the person’s clothes without explaining why.  
Restlessness: The person may become restless, fidget or pace up and down. This could be caused by pain or discomfort, needing the toilet, lack of stimulation, or because they used to move around a lot in their job. 
Repetitive behaviour: Because of their memory loss, the person no longer understands where they are and why. Repetitive behaviour is their way of trying to make sense of what is going on or comfort themselves. 
Hallucinations and delusions: Dementia can cause hallucinations in which people hear or see things that are not there, or they might misinterpret something they have seen as being something else.
They may develop beliefs that are not based on reality but feel real to them, known as delusions. Sometimes these can be due to the person trying to make sense of what is happening. For example, if their memory loss leads to them misplacing items, they may accuse others of having stolen them. 
Practical ways you can help
· Check comfort first: pain, toilet, hunger, thirst, temperature, need to move.
· Reduce noise and bustle – offer a calm, familiar environment.
· Engage in simple meaningful activities linked to past roles and interests.
· Ensure glasses and/or hearing aids are worn and working.
· Explain care tasks gently – stay calm and patient.
· Talk to their healthcare team about medication options if distress is severe despite other measures.
· A detailed ‘This is me’ document helps people caring for them to understand triggers and soothing strategies (see further page 8).
What else can help in advanced dementia?
There are many ways to support comfort, dignity and wellbeing for someone with advanced dementia. Care focuses on what helps the person feel at ease, rather than cure.
Medication and comfort
There are no medicines that treat advanced dementia itself, but medication can help manage symptoms.
· Regular medication reviews by a doctor or pharmacist help ensure medicines are still needed and helpful.
· Medicines to treat acute illnesses (for example infections or pain) can be useful for some people.
· Medicines for long‑term prevention (such as cholesterol‑lowering tablets) may be stopped if they no longer provide benefit.
· Pain is not always easy to recognise in dementia. Agitation or restlessness may be a sign, and their healthcare team should always assess and treat pain.
If taking tablets is difficult, medicines may sometimes be given as:
· liquids, patches or dispersible tablets
· with food or drink, if safe
If a person refuses medication and lacks capacity, the healthcare team will discuss the kindest and safest approach with you. Rarely, medication may be hidden in food or drink (covert medication). This only happens with a formal best‑interest decision and a clear written plan.
Meaningful activities
As dementia advances, familiar activities may become difficult, but sensory and comforting experiences can still help.
Helpful ideas include:
· music and familiar sounds
· fiddle mitts, rummage boxes or comfort objects
· hand massage or gentle touch (if previously welcomed)
· bird feeders, fish tanks or calming visual displays
· pets or animal visits, where appropriate
· reading aloud or aromatherapy (used safely)
What matters is choosing activities that feel familiar and soothing to the person. The ‘This is me’ document helps those caring for them understand what works best (see further page 8).
Spirituality and emotional wellbeing
Spirituality is about what gives a person peace, comfort and meaning. For some, this is religious; for others it may be music, touch, memories or being close to family and friends.
Simple spiritual support may include:
· holding a meaningful object
· listening to prayers, hymns or favourite music
· quiet reflection or hand‑holding
Our Chaplaincy Service supports people of all faiths and beliefs, and those with none. Support can be helpful well before the end of life.
Families and carers may also need emotional or spiritual support. Please ask our ward staff if you would like to speak with a chaplain or visit the chapel.
[image: ]‘This is me’: why it matters and how to use it
‘This is me’ is a personal profile document from Alzheimer’s Society that helps carers understand the person behind the dementia. It captures preferences, routines, communication needs and what comforts or distresses the person. 
Keeping the document up to date reduces distress and helps care feel personal across settings (home, hospital and care home). An electronic version of the form can be found at www.Alzheimers.org.uk/thisisme or ask our ward staff for a copy.
This form is owned by the patient, and a copy of the form should be kept with the patient. Once a form has been completed, please ask our ward staff about scanning a copy to be attached to the patient’s records.  
How to use ‘This is me’
· Keep a copy with the person at all times (bedside, care-home folder or bag).
· Update it when preferences or routines change.
· Share it with every healthcare professional and ask for it to be uploaded to records.
· Include food likes and dislikes, mobility habits, communication tips and spiritual and cultural needs.
· Add calming ideas (favourite music, objects, photos) and known triggers for distress.
Planning future care  
Making plans for the future can be helpful for people with dementia and their family and carers. The process of discussing and documenting a person’s values, goals and their preferences for future care and treatment, is known as advance care planning. It usually includes recommendations regarding medical treatment such as developing cardiopulmonary resuscitation (CPR) recommendations (see below) or a treatment escalation plan.
A treatment escalation plan, or TEP, is a plan made by the senior doctor together with the healthcare team and recorded in the person's hospital record. It sets out which treatments are most likely to help if the person becomes suddenly unwell or their condition deteriorates, and where those treatments would best be given – for example on a ward, in critical care, or at home. It is discussed with the person and those close to them. A TEP is not an end of life care plan.
Advance care planning is simply making plans about future care. A good way to start thinking about what should be in the advance care plan is what you can do to increase the person’s comfort and reduce any distress.
Someone with advanced dementia is more likely to develop acute illnesses or conditions such as chest infections, urinary infections and loss of appetite. They may also have other unrelated medical conditions such as heart, lung or kidney disease, or cancer. 
There will be a point when invasive treatments for such illnesses are unlikely to help and may even cause more suffering and distress. At that stage, admission to hospital may not be in the person’s best interests.
Advance care planning involves thinking about the illnesses that are likely to affect the person and deciding how and where to manage them after looking at the advantages and disadvantages of various treatments.  
Decisions about cardiopulmonary resuscitation  
All patients admitted to hospital should have a decision made about whether to attempt cardiopulmonary resuscitation (CPR). This is the treatment given when someone stops breathing and/or their heart stops beating (cardiac arrest).  
By law, we are required to discuss with patients and/or their next of kin a decision not to do CPR (called a DNACPR – do not attempt cardiopulmonary resuscitation). It is unlikely that someone with advanced dementia will be able to take part in these discussions, so we will discuss it with their next of kin.  
We realise you may find this very difficult to discuss. Ultimately, the decision to attempt CPR is a medical one. We do not attempt CPR if it would leave a patient worse off than before their heart stopped. In conditions such as advanced dementia, CPR is unlikely to work and could be harmful. 
What a DNACPR decision does and does not mean
A DNACPR decision:
✅ focuses on allowing a natural death when CPR would not work or would cause harm
✅ supports comfort, dignity and symptom control
✅ applies only to CPR
A DNACPR decision does not:
❌ mean that the person will not be treated
❌ affect care for pain, breathlessness, infections, fluids, nutrition, or comfort
❌ stop nurses and doctors from doing everything possible to keep the person comfortable
Universal Care Plans (UCPs)
The Universal Care Plan is a London-wide digital system where advance care planning is recorded. It includes what matters to the person, their priorities and medical recommendations. It is visible to the NHS teams, both in the community and hospitals, who may be involved in urgent and emergency care (for example, 111, GPs, London Ambulance Service). It helps to ensure consistent, person-centred care wherever the person is seen.
Why a UCP helps
· Reduces distress by avoiding unwanted or burdensome treatments.
· Ensures paramedics, GPs and hospital teams can see the person’s wishes.
· Supports decisions in emergencies and out-of-hours.
· Documents preferred place of care and (if known) preferred place of death.
· Includes recommendations such as DNACPR and treatment escalation plans.
How to get a UCP
· Ask ward staff, your GP or the Palliative Care Team to create or update a UCP.
· Review it after any change in health or preferences.
Decision‑making and the Mental Capacity Act 2005
People with advanced dementia often lack capacity to make some decisions. The Mental Capacity Act protects their rights. Decisions must be made in the person’s best interests, considering their values, wishes, beliefs and what they would have wanted. 
For major decisions, a best interests meeting may be held with family and professionals. If a Lasting Power of Attorney (Health and Welfare) is in place for the person with advanced dementia, the chosen attorneys will be able to make decisions on their behalf. 
Key decision-making points for professionals and carers
· Always involve the person with advanced dementia as much as possible and support communication.
· Consider any advance statements or decisions, and any LPA in place.
· Families cannot demand treatments that are not clinically appropriate, but they should be fully involved in best‑interest discussions.
· Ask their healthcare team if you are unsure how decisions are made or recorded.
Care closer to home: why it matters
For people living with advanced dementia, familiarity, routine and a sense of safety become increasingly important. Wherever possible, receiving care closer to home – whether in their own home, a care home, or another familiar setting – can greatly improve comfort and wellbeing.
Hospitals can be noisy, busy and confusing environments. For someone with dementia, this can increase distress, agitation and delirium, and may lead to a decline in physical and cognitive abilities that they do not fully recover from. Being cared for in a familiar place, with familiar people and routines, helps reduce anxiety and supports dignity.
Not all hospital admissions can be avoided, and sometimes hospital care is necessary. However, when treatments are unlikely to improve comfort or quality of life, care closer to home is often the kindest and most appropriate option.
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Greater comfort and reassurance: familiar surroundings, belongings and faces can help reduce fear and confusion, even when memory is very limited.
Better symptom control: community teams, GPs, district nurses and palliative care services can manage pain, breathlessness, infections and other symptoms at home or in a care home, focusing on comfort rather than invasive treatments.
Fewer unnecessary hospital admissions: any hospital visits can be avoided with good advance care planning and support in the community, reducing the stress of travel and hospital stays.
Support for families and carers: being closer to home makes it easier for family and friends to visit, stay involved in care, and maintain a sense of normality. Families often feel more able to advocate for the person’s wishes in familiar settings.
Care aligned with what matters most: care closer to home helps honour a person’s values, preferences and priorities, including where they would prefer to be cared for and, if known, where they would wish to die.
Planning ahead helps
Having an early conversation with healthcare professionals about preferences for care can make it more likely that support is provided in the right place at the right time. 
Tools such as the ‘This is me’ document, advance care planning discussions and a UCP help ensure that community, ambulance and hospital teams understand what matters to the person and when hospital treatment may or may not be helpful.
If you are unsure what support is available locally, ask the ward team, GP, district nurses or palliative care team to discuss options for community-based care.
Support for carers and useful contacts
Caring for someone with advanced dementia can be exhausting. Please ask for help, support is available during hospital stays and at home. 
Ward teams can refer to Dementia and Delirium, Old Age Liaison Psychiatry, Palliative Care and community services. Our Chaplaincy can support people of all faiths and beliefs, and those of no faith.
Local resources
Age UK 
A charity offering information and advice to older adults in both the Lambeth and Lewisham and Southwark areas. They provide a directory of local groups and services.
Lambeth: www.ageuk.org.uk/lambeth or telephone 020 7346 6800
Lewisham and Southwark: www.ageuk.org.uk/lewishamandsouthwark or telephone 020 7701 9700
Ageing Well Southwark
A directory of local services providing support for Seniors and Carers in Southwark. www.ageingwellsouthwark.org 
Bromley Dementia Support Hub (Bromley and Greenwich) 
Run by Age UK Bromley and Greenwich with MindCare and Oxleas support, offering information, advice, and dementia cafés. www.ageuk.org.uk/bromleyandgreenwich/our-services/bromley-dementia-support-hub or telephone 020 8315 1850
Croydon Council Support
The Council publishes information on local dementia day centres and community support services. www.croydon.gov.uk/dementiasupport
Link Age Southwark
An organisation providing support and resources for older Southwark residents living with dementia or experiencing loneliness. www.linkagesouthwark.org or telephone 020 8299 2623
Royal Borough of Greenwich Community Directory
Greenwich’s council directory can filter support groups and dementia services locally (activities, befriending, community groups). https://greenwichcommunitydirectory.org.uk/ 
South East London Mind 
Provides dementia support services and signposting across multiple boroughs and can help connect you to local services. 
Bromley: https://selmind.org.uk/bromley-dementia/
Greenwich: https://selmind.org.uk/greenwich-dementia-support/ 
Lambeth, Lewisham and Southwark: https://selmind.org.uk/south-east-london-dementia/ 
Your Life, Your Choice Bexley
The Bexley Care Services website, providing information about services for those receiving care and their carers, in the borough of Bexley. https://careservices.bexley.gov.uk/ or telephone 020 8303 7777
National organisations
Alzheimer’s Society
A charity providing support for anyone affected by dementia. This includes online support resources, telephone support lines and expert dementia advisers in the community. www.alzheimers.org.uk or telephone 0333 150 3456.
Carers UK
A charity for unpaid carers. They support, advocate for, champion and connect carers across the UK, so that no one has to care alone. www.carereuk.org or telephone 0808 808 7777.


Dementia UK
A charity offering support from Dementia UK nurses, known as Admiral Nurses, providing support and advice to anyone affected by dementia. This can be provided in person, over the telephone or virtually. Dementia UK also offers information and advice leaflets and videos. www.dementiauk.org or telephone 0800 888 6678.
Dementia Carers Count
A charity providing advice and support to carers of people living with dementia. They offer carer support groups, carer specific training and education resources as well as a carer support telephone line. www.dementiacarers.org.uk or telephone 0800 652 1102.
PALS
The Patient Advice and Liaison Service (PALS) is a service that offers support, information and assistance to patients, relatives and visitors. They can also provide help and advice if you have a concern or complaint that staff have not been able to resolve for you. They can also pass on praise or thanks to our teams.
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