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As your dementia progresses, you will need
more support. Often one person — maybe
your partner or a family member — will care
for you most of the time. This section has
been written for them, to help them to

understand how best to help and support
you, as well as how to look after themselves.
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Key points: Support for carers

Caring for someone with dementia can be
rewarding, and it can bring positive feelings, such
as satisfaction from being able to support the
person. But it can also be very stressful and at
times upsetting. You may go through a wide range
of emotions, including loss, guilt and anger. This is
normal, but it’s important to talk about how you
feel and try to deal with your emotions.

It's important to look after your own health and
wellbeing. This will be good for you and the person
you care for. Try to eat a balanced diet, and to get
enough sleep and exercise. Make sure you also
have some time to yourself.

You have aright to a carer’s assessment and

to support to help you in your caring role.

Alot of information and advice is also available.
Sources of support for carers include family and
friends, health professionals, memory services,
social services, carers’ support groups and
organisations such as Alzheimer’s Society.




Support for carers

There are practical ways to make caring for
someone with dementia a little easier. Try to see
things from their point of view, and encourage
them to keep doing the things they are able to,
as this helps them to stay independent.

When communicating, make eye contact, listen
carefully and speak clearly. Try not to ask too
many questions at once and give the person time
torespond.

You may find changes in the person’s behaviour
difficult to cope with. They might repeat
themselves, follow you around, pace or shout out.
They aren’t doing these things deliberately, so try
not to take it personally. This will often be their
way of trying to tell you something — they may be
in pain, bored or frustrated, for example. Talk to
adoctor —ideally a specialist — or a member of a
specialist dementia team if the person’s behaviour
is causing either of you distress or worry. There
are things that can be done to help.
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Looking after yourself

If someone close to you has been diagnosed with dementia,
it can have a big impact on your relationship with them,
whether they are your partner, parent or friend. You might
find that you take on the role of a ‘carer’ without making a
conscious decision to do so.

You may not think of yourself as a carer, or like being referred
to as one. You may still think of yourself as a partner or friend.
However you think of yourself, if you are caring for someone
with dementia you will face the same challenges and
sometimes both of you will need support.

Caring for and supporting someone with dementia can be
rewarding, but it can also be stressful and at times upsetting.
Even when it feels difficult and you don’t feel like you have
the time, it’s important that you look after your own health
and wellbeing, and turn to others for support when you need
it. This is important for you and the person you care for.
There is advice available to help you understand dementia
and support the person you care for as well as possible.

Emotional support

One of the most difficult things about caring for a person
with dementia is the range of different emotions you
experience. You might get satisfaction from supporting the
person, but you may also have feelings of loss, grief, guilt,
embarrassment and anger. Some carers find that they
become physically very tired or depressed. It can help to
know that these feelings are normal — lots of other carers
will feel the same way.

For more information visit
106 alzheimers.org.uk
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However, it’s important to try and work out why you're
feeling this way, and talk about it with someone you trust.
You might choose a professional, a friend or family member,
Oor someone at a carers’ support group. You could also try
an online discussion and support forum like Talking Point.
For more information see Alzheimer’s Society services

and support (starting on page 131) and Other useful
organisations (starting on page 135).

Staying positive

Caring for a person with dementia can be difficult, but trying
to stay positive can help. Focusing on the positives in your life
may help you to feel better about things and help you face
challenges. A positive attitude can make you feel better and
improve your wellbeing. It may also have a positive effect on
the person you care for.

You will have hard times, but there will be lots of rewarding
moments too. It can help to try and focus on these,
especially when things feel difficult. You should also try

to remember how much you are helping the person you
care for.

Things may change between you, but there will still be

lots that you can do together — for example, listening to
music, going for a walk, or looking through old photographs.
Try to focus on the things you can do together, not the
things you can’t. You might even find new ways of spending
time together.

For advice and support call the National
Dementia Helpline on 0300 222 1122 107
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Your health and wellbeing

When you are caring for a person with dementia, it can

be easy to put their needs before your own. However, it’s
important to look after yourself properly. It willimprove your
health and wellbeing, and this means you can do your best to
care for the person with dementia.

Your health

m [t'simportant that you eat a balanced diet and make
time for regular exercise. Gardening, walking the dog
or swimming can all help.

m See your GP about your own health regularly and check
that you are on the carers’ register at the practice.

m [fyou have to help move or lift the person you're caring for,
ask your GP to refer you to a physiotherapist for advice so
you don’t risk injuring yourself.

m If you're having problems sleeping, ask your doctor for
advice. Waking up early and not going back to sleep can be
a sign of depression.

m [fyou feel overwhelmed, sad, anxious or depressed a
lot of the time, talk to your GP. They may refer you to a
psychological therapist to talk through your feelings and
try to address them.

‘Whether a carer or cared for, we all
need to be positive’

Former carer for a person with dementia




The dementia guide

Your wellbeing

Try to regularly make time to relax or do something for
yourself, such as going for a walk, reading or just enjoying
a cup of tea. This can have a big impact on your wellbeing.
Try to get out regularly to meet friends too. It’'s important
to keep socially active and in touch with people.

If possible, consider an outing or short break, as this can
relieve stress and leave you feeling refreshed. Find out about
day care or respite (replacement) care. This is temporary
care for the person you support that allows you to take time
out knowing they are well looked after. You should also speak
to your friends and family about how they can help with this.

Carers — looking after yourself, or booklet 600,
Caring for the person with dementia:
A handbook for families and other carers

‘ For more information see factsheet 523,

‘It does take time to adjust to a new way
of living, and at times it can be really
hard, but along the way there are smiles
and certainly understanding, support
and empathy.

Carer for a person living with dementia
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Practical support for you

Caring for a person with dementia can become more
demanding as their condition progresses, both physically
and emotionally. Getting the right support will make it easier
for you to cope, and it will be better for the person you care
for. There are many sources of support, including:

m Social services and the carer’s assessment — as a carer
you're entitled to have your own needs assessed by social
services. Thisis called a carer’s assessment, and will
consider the impact the care and support you provide is
having on your wellbeing and your life. Even if you live in a
different area, you may be eligible for support from the
local authority (council) where the person with dementia
lives. They will offer you advice and guidance to help you
with your caring responsibilities. The local authority might
charge for some of these services, depending on your
financial situation.

m Friends and family — you might find it difficult to ask
for or accept help, but you should try to involve family,
if possible. You could share out some responsibilities,
which will take the pressure off you a little. Telling them
what they can do may be helpful. It might also help to
talk to them about what would happen if you became
unwell or in an emergency — it can help to have support
and aplanin place.

m Benefits and your employer — if you work, talk to your
employer about your options. You might be able to arrange
flexible working. If you decide to stop working, take advice
about your pension entitlements. You should also find out
about any benefits you might be entitled to.

For advice and support call the National
Dementia Helpline on 0300 222 1122 111
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m Support workers — many not-for-profit organisations have
trained dementia support workers who can give practical
information, guidance and support about caring for
someone with dementia. They can come to your home or
provide support over the phone.

m Dementia specialist nurses — these are nurses who
specialise in dementia, such as an Admiral nurse. They
provide practical, clinical and emotional support and advice
to families living with dementia to help them cope. They can
provide support face-to-face (in some areas of the country)
or over the phone.

m Support groups — local carers’ support groups give you a
chance to chat to other people going through similar
experiences. You can share practical tips and get emotional
support. Ask your memory service or local Alzheimer’s
Society about groups in your area.

m Online discussion forums — these can be a helpful source of
support at any time of the day or night. You can talk online
with other people who are going through similar things.

They may be able to give advice, share practical suggestions,
or just offer understanding. Visit Alzheimer’s Society’s
Talking Point at alzheimers.org.uk/talkingpoint

m National Dementia Helpline (0300 222 1122) — trained
advisers can provide information, advice and support.

m Respite care (also known as replacement care) — temporary
care for the person you support that allows you to take a break.

This could be for a few hours or a few weeks. Your local authority
might provide this, or you can arrange it independently.

For more information see factsheet 462, Replacement
care (respite care) in England, W462, Respite care in

Wales, or NI462, Respite care in NorthernIreland

For more information visit
112 alzheimers.org.uk
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Tips for supporting a person
with dementia

How you care for the person will mostly be down to your
relationship with them. It will be based on instinct and your
understanding of the person. You will probably know the
person best, and you shouldn’t underestimate how important
thisis to the care you provide. It’'s important to continue to
see the person — with their life history, interests and desires
—and not just as a person defined by their dementia.

Understanding and supporting the person

Many people describe the experience of living with dementia
as a series of losses. Dementia will affect how they think,
feel and behave, and will make it more difficult to do some
everyday things that they used to find straightforward.

This can be hard for them and you to adjust to.

Everyone will experience dementia differently. It will depend
on their personality, past experiences, relationships,
environment and the support they receive. Understanding
how a person is experiencing dementia can help you to
support them in the best possible way.

‘We concentrate on what we can do
rather then what we can’t. He can

get very frustrated with struggling to
find the right words and his ability to
read and write are reduced but we still

have lots of lovely days and enjoy each
other’s company.

Wife of a person living with dementia
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The following tips may help you to support a person with
dementia, both emotionally and practically:

m The person’s world will be very different to yours, so try to
see things from their point of view, rather than expecting
them to see it from yours.

m Put yourselfin their shoes — try to understand how the
person might be feeling and how they may want to be
cared for. Listen and observe carefully.

m They may find it hard to remember or concentrate on
things, so try to be flexible and patient.

m Try to make the person feel valued and included — support
them to do as much for themselves as they are able to,
rather than doing everything for them. When you help out,
try to do things with them, not for them.

m Include the personin conversations and activities as
much as possible.

m Focus on what they can do rather than on what they
can’t. This will help them to feel more independent.
For example, lay clothes out for them to dress themselves,
if this is possible.

m The personis likely to remember how things in the past
made them feel even if they can’t remember the facts of
the event. It can help to focus on how something or
someone makes the person feel — for example, that
someone makes them feel happy, even if they don’t
remember their name.

For advice and support call the National
Dementia Helpline on 0300 222 1122 115
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m Think what is important to the person, such as maintaining
their relationships, social activities, routines, hobbies and
interests. Support them to continue with these. Doing
things together can help.

m Enjoy the moment — try not to focus on what has been lost
or what may be to come.

m People develop different coping strategies for living with
dementia. It can be hard to adjust to these, but they are
the person’s way of managing their situation.

m Help the person to keep their sense of identity — they are
a unique individual and not someone who is defined by
having dementia.

m Relationships can be more difficult when someone has
dementia. Try to focus on the positive aspects of your
relationship with the person. Activities such as life story
work and reminiscence can help with this.

For more information, see factsheet 524,
Understanding and supporting a person with dementia,

and booklet 600, Caring for a person with dementia:

A handbook for families and other carers

Communicating

Dementia can make it hard for people to communicate.
How it affects the way someone communicates will
vary from person to person. In most types of dementia,
people will at times struggle to find the right words or
follow a conversation.

For more information visit
116 alzheimers.org.uk
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This can be upsetting and frustrating both for the person
and for you. However, there are lots of ways to support
each other:

Make sure you're in a good place to talk — quiet, with good
lighting and without too many distractions (for example,
no radio or TV on in the background).

Get the person’s full attention before you start, and try to
make eye contact.

Use body language, such as gestures, facial expressions
and touch. You can give a lot of reassurance through
physical contact, if it feels right.

Speak clearly and think about the words you use. If the
person is still having difficulty with understanding, use
simpler words or try to explain things differently.

Stick to one topic at a time and make sure questions are
straightforward. For example, ‘Would you like tea or
coffee? might be better than ‘What would you like to drink?’
Having too many choices can make decisions difficult.

Give the person plenty of time to respond.
Ifit feels right, humour can help with misunderstandings
and mistakes. Laughing together can ease tension, but

you will need to judge how the person responds to this.

Talk to the person with respect.

f For advice and support call the National

Dementia Helpline on 0300 222 1122 17
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m Involve the person in the conversation when others are
around, and don’t talk over them.

m Problems with hearing or eyesight, pain or the side effects
of medication can affect a person’s communication. If you
think this is the case, your GP may be able to help.

For more information see factsheet 500,
Communicating

Changes in behaviour

A person may start to behave differently as their dementia

progresses. Many carers find dealing with this more difficult

than adjusting to changes such as memory loss. Some

common changes you may see include:

m repetition — for example, asking the same question, or
repeating an action, over and over

m restlessness — for example, pacing or fidgeting

m lack of inhibition, such as socially inappropriate behaviour
in public — thisis particularly common in the behavioural
form of frontotemporal dementia

B night-time waking, sleeplessness and ‘sundowning’
(increased agitation or confusion in the late afternoon
and early evening)

m following you around or calling out to check where you are

m putting things in unusual places, and then forgetting where
they are

m suspicion — for example, the person thinking someone
has taken something belonging to them, when they have
actually mislaid it.

For more information visit
118 alzheimers.org.uk
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Lots of factors can affect someone’s behaviour and
it'simportant not to just dismiss it as being due to the
person’s dementia. Often it is their way of trying to
communicate something, such as being in pain or being
bored. Think about how the person is feeling and what
they might be trying to say. Working out what the problem
is, if there is one, will be the first step to being able to
addressit.

In some cases, the behaviour might be because of a
health problem that can be treated, such as pain or
discomfort from constipation or an infection. See the
GP for a medical assessment.

It can help to try and work out if there are any patterns or
triggers for the person’s behaviour, or anything that may

be affecting them. For example, does it happen at a certain
time of day? Is the environment too hot or too noisy? Writing
things down in a diary might help with this.

Changes in behaviour can be difficult to deal with, but there

is alot you can do to help the person:

m Tryto stay calm. If you need to, take some deep breaths or
leave the room.

m Remember that the person isn’t being deliberately difficult
— their condition may be affecting their sense of reality.
Try to think of things from their perspective and offer
reassurance.

m Consider whether the behaviour is really a problem. If it is
interrupting an activity it may be best to come back to it
later. Sometimes it can be best just to make sure the
personis safe and support them to do what they want.

For advice and support call the National
Dementia Helpline on 0300 222 1122 119
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m Use what you know about them — for example, if they used
to work nights they may be used to being awake at night.

m Make sure the environment is supportive — not too hot or
cold, not too noisy or overstimulating and with familiar
objectsinit.

m See if engaging them in meaningful activities or social
interaction can help. You could also try physical exercise,
hand massage or music therapy. Other useful activities
include life story or reminiscence work. See Non-drug
treatments on page 35 for more information.

m [faperson’s behaviour causes distress, seek advice and
support from the GP, memory service, clinical
psychologist, community mental health nurse or Admiral
nurse (registered nurses who specialise in dementia).

If their behaviour continues and you're not in contact
with a dementia specialist, ask for a referral to one.

For more information see factsheet 525,
Changes in behaviour

Behaviours that challenge

As a person’s dementia progresses, they may start to exhibit
‘behaviours that challenge’. You may still hear these included
under the broader term ‘behavioural and psychological
symptoms of dementia’ (BPSD). These types of behaviour
can become severe and very distressing, for the person with
dementia and for carers.

Behaviours that might be challenging include:

m becoming very agitated

m shouting or screaming — perhaps in response to mistaking
something they can see for something else (misperceptions),
or seeing things that aren’t there (hallucinations)

m behaving aggressively, either physically or verbally.

For more information visit
120 alzheimers.org.uk
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With these Kinds of behaviour, you should firstly check
whether there is a medical or physical cause — for example,
pain or an infection. You might also find that there are
‘triggers’ for the behaviour. Ildentifying and avoiding these
triggers and knowing what meaningful activities the person
enjoys may help. However, if they don’t, or a person’s
behaviour is severe or very distressing, the doctor might
refer you to a specialist (for example, a clinical psychologist)
or suggest medication.

In some circumstances the doctor will recommend an
antipsychotic drug. If so, ask them about the possible
benefits and risks. These drugs don’t work for everyone and
they can have serious side effects. An antipsychotic drug
should only be offered for severe symptoms or after
non-drug options have been exhausted, and only then for a
short period (up to 12 weeks).

For more information see factsheets 509,
Aggressive behaviour, and 408, Drugs for behavioural
and psychological symptoms in dementia

‘Please don’t get too upset as that puts
more pressure on yourself. Just go with
the flow and make the best of the good
days and try to wave the bad ones away.’

Wife of a person living with dementia
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Key points: Research

Researchers are finding out more about what
causes dementia and how to diagnose it better.
They are also developing new treatments and
ways to improve quality of life for people living
with the condition.

There are opportunities to take part in research
for both people with dementia and carers.

This could be taking part in a clinical trial to

test a new treatment or approach, or giving
blood for genetic research. Or you could give
your views on the healthcare and support
services you have received.

You can go online to register your interest

in getting involved in dementia research —

go to Join Dementia Research at
www.joindementiaresearch.nihr.ac.uk — or you
can call Alzheimer’s Society National Dementia
Helpline on 0300 222 1122. You can also ask at
your memory service about trials in your area.

124




Research

You can get advice and guidance on getting
involved in health research from NHS Choices.
You will find their contact details on page 141.

Alzheimer’s Society has a Research Network
that you can join to help influence how we fund
research. Email research@alzheimers.org.uk
or phone 020 7423 3656 to get involved.
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Research into dementia

Researchers are working hard to find a cure for dementia,
with the help of many people with dementia and carers.
Dementia is a complex condition and there are lots of
different types of research taking place. Researchers are:

m trying to better understand what causes dementia and
what happensin the brain as it progresses

m finding better ways to diagnose dementia earlier using lab
tests and complex brain scans

m designing new treatments and testing themin
clinical trials

m testing what works in dementia care to improve quality
of life for people with dementia and their families

m looking at what things affect a person’s risk of developing
dementia so they can find ways to prevent it.

Taking partin research

Research into dementia would not be possible without the
help of people living with the condition. This help can take
many forms. It might mean being involved in a clinical trial
to test a new treatment, giving blood for use in genetic
research, or giving your views on the quality of healthcare
and support services.

Many hospitals and universities support research into
dementia. You have a right to choose to take part in relevant
and appropriate research as part of your care within the NHS.
Most people who take part in research value the opportunity
to make a difference.

126 For more information visit
alzheimers.org.uk
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They say that they welcome the chance to try new
treatments or services, and to influence and improve care.

It can also provide opportunities for you to share your
opinions and experiences, and have your condition monitored
more closely.

If you or your carer would like to take partin research, there
are several ways you can do this. Ask the GP or at the memory
service about research happening in your area. You can

also register your interest with Join Dementia Research —
www.joindementiaresearch.nihr.ac.uk — a national online
service that helps match people affected by dementia with
suitable research studies in their area.

Each study will need different people. Your age, the
medication you are taking and any other health conditions
you have might mean that there isn’t always a suitable study
for you available. However, you will be informed when new
studies come up that may match your profile. If you aren’t
online or need help to register with Join Dementia Research,
you can call the National Dementia Helpline on 0300 222 1122.

If you do take partin research, you will be fully informed and
asked to give your consent. You can leave the study at any
time without affecting the rest of your care.

You can find out more about ongoing research into dementia
from Alzheimer’s Society or Alzheimer’s Research UK

(see Other useful organisations starting on page 135 for
contact details).

For advice and support call the National
Dementia Helpline on 0300 222 1122 127
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Influencing dementia research

If you do not want to take part in a study, there are other
ways that you can still contribute to dementia research.
Alzheimer’s Society works with people affected by dementia
to improve the quality and relevance of the research that is
funded in the UK.

Alzheimer’s Society’s Research Network is a group of

over 250 people with dementia, carers and former carers.
These volunteers share their views by reviewing research
proposals, discussing projects with researchers, helping

to set research priorities and raising awareness of the
importance of dementia research. All volunteers get training
and support to be able to do this.

Volunteers can be involved as little or as much as they
want to and they can volunteer from home. If you'd

like to find out more about the Research Network,

visit alzheimers.org.uk/researchnetwork,

email research@alzheimers.org.uk or call 020 7423 3656.

Your next steps

@ Find out if there are any research studies

going on in your area by registering with
Join Dementia Research.

Join Alzheimer’s Society’s
Research Network.
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Alzheimer’s Society
services and support

Alzheimer’s Society provides a range of
services and resources to support people
affected by dementia
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National services

These are available wherever you live in England, Wales
and Northern Ireland.

National Dementia Helpline — 0300 222 1122

The Helpline is for anyone who is affected by dementia

or worried about their memory. Trained advisers provide
information, support, guidance and signposting to other
appropriate organisations. The Helpline is open 9am-8pm
Monday—-Wednesday, 9am-5pm Thursday and Friday, and
10am—-4pm Saturday and Sunday. You can also contact the
Helpline by email at helpline@alzheimers.org.uk

Talking Point online community

Talking Point is an online support and discussion forum for
anyone affected by dementia. It’s a place to ask for advice,
share information, join in discussions and feel supported.
Talking Point is available 24 hours a day, every day of the year.
Visit alzheimers.org.uk/talkingpoint

Dementia Connect Online Directory

Dementia Connect is our online dementia services
directory for anyone affected by dementia in England,
Wales and Northern Ireland. You can enter

your postcode or place name to find services nearest
and most relevant to you. It includes services run by
voluntary or charity organisations (such as Alzheimer’s
Society or Age UK), your local authority and registered
care services in England and Northern Ireland. Each listing
includes a map and clear, essential information about that
service. Visit alzheimers.org.uk/dementiaconnect

For more information visit
132 alzheimers.org.uk
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Information

Alzheimer’s Society produces a wide range of information
for people with dementia, carers, family and friends. This
includes the factsheets and booklets listed in this guide. You
can read this information at alzheimers.org.uk/publications.
To request printed copies, go to the order form on our
website or phone 0300 303 5933.

LPA digital assistance service

Alzheimer’s Society offers a Lasting power of attorney digital
assistance service to help people create and register LPAs
online. If you don’t have access to the internet, or don't feel
confident using a computer, we will complete the forms on
your behalf. Call the Alzheimer’s Society National Dementia
Helpline on 0300 222 1122.

Local services

Alzheimer’s Society provides a range of local services

in England, Wales and Northern Ireland. These include
dementia advisers and dementia support workers,
Singing for the Brain® groups, dementia cafés, Side by Side
(where people with dementia are paired with volunteers
so they can keep doing the things they love) and support
for carers.

The services that are available can vary from place

to place. Contact your local Alzheimer’s Society office
or the National Dementia Helpline for more information
about Society services in your area or visit
alzheimers.org.uk/dementiaconnect

For advice and support call the National
Dementia Helpline on 0300 222 1122 133
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Age UK
0800 055 6112 (advice line, 8am—-7pm every day)
www.ageuk.org.uk

Age Cymru
08000 223 444 (helpline, 9am-5pm weekdays)
www.ageuk.org.uk/cymru

Age NI
0808 808 7575 (advice line, 9am—-5pm weekdays)
www.ageuk.org.uk/northern-ireland

Aims to improve later life for everyone through information and
advice, services, campaigns, products, training and research.

Alzheimer’s Research UK

0300 111 5555
enquiries@alzheimersresearchuk.org
www.alzheimersresearchuk.org

A leading dementia research charity.

AT Dementia

0115 748 4220

www.atdementia.org.uk/contactus.asp (contact form)
www.atdementia.org.uk

Provides information on assistive technology that can help
people with dementia live more independently.

Benefit Enquiry Line Northern Ireland
0800 220 674
www.nidirect.gov.uk/benefit-enquiry-line

Provides advice on benefits to people in Northern Ireland.

For more information visit
136 alzheimers.org.uk
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British Psychological Society
0116 254 9568
enquiries@bps.org.uk
www.bps.org.uk

Provides access to a list of clinical and counselling
psychologists who offer private therapy services.

Care Quality Commission

03000616161
www.cqc.org.uk/content/contact-us-using-our-online-form
(contact form)

www.cqc.org.uk

The independent regulator of health and social care services
in England.

Care Inspectorate Wales
0300 7900 126
ciw@gov.wales
www.careinspectorate.wales

The independent regulator of health and social care services
in Wales.

Carer’s Allowance Unit
0800 731 0297

Provides information on Carer’s Allowance, including how to
make a claim.

For advice and support call the National
Dementia Helpline on 0300 222 1122 137
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Carers Trust

0300 772 9600

029 2009 0087 (Wales)
info@carers.org
www.carers.org

Works to improve support, services and recognition for
anyone living with the challenges of caring for a family
member or friend.

Carers UK

0808 808 7777 (helpline, 10am—4pm Monday and Tuesday)
advice@carersuk.org

www.carersuk.org

Provides information and advice about caring, alongside
practical and emotional support for carers.

Citizens Advice
www.citizensadvice.org.uk

Citizens Advice offers free, confidential, impartial and
independent advice to help people resolve problems with
debt, benefits, employment, housing and discrimination.
To find your nearest Citizens Advice, use the website above
or look in the phone book.

Court of Protection

0300 456 4600
courtofprotectionenquiries@hmcts.gsi.gov.uk
www.gov.uk/courts-tribunals/court-of-protection

The Court of Protection helps people who have difficulty

making their own decisions by making the decisions for the
person or appointing someone else to do so.
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Dementia UK

0800 888 6678 (Admiral Nurse helpline)
helpline@dementiauk.org
www.dementiauk.org

National charity committed to improving quality of life for all
people affected by dementia. Provides Admiral Nurses who
are mental health nurses specialising in dementia care.

Department for Work and Pensions
www.gov.uk/government/organisations/department-for-
work-pensions

Government website with details of benefits and pensions,
and how to claim them.

Disability Benefits Sevice Centre
www.gov.uk/disability-benefits-helpline

Attendance allowance (AA)
08007310122

Disability living allowance (DLA)
If you were born before 8 April 1948 — 0800 731 0122
If you were born on or after 8 April 1948 — 0800 121 4600

Personal independence payment (PIP)
0800 1214433

Provides information and advice about Attendance
allowance, Disability living allowance and Personal
independence payment. All phone lines open 8am-6pm
weekdays.

For advice and support call the National
Dementia Helpline on 0300 222 1122 139
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Disabled Living Foundation

0300 999 0004 (helpline, 10am—4pm
Tuesday, Wednesday and Thursday)
info@dIf.org.uk

www.dlIf.org.uk

Provides information and advice on equipment and
technology that can help people with dementia to live
more independently.

Driver and Vehicle Agency (DVA)

0300200 7861

dva@infrastructure-ni.gov.uk
www.nidirect.gov.uk/contacts/contacts-az/driver-vehicle-
agency-driver-licensing

Government-funded agency that issues driving licences
and vehicle registration documents in Northern Ireland.

Driver and Vehicle Licensing Agency (DVLA)

0300 790 6806 (for queries about medical conditions,
including dementia)

www.gov.uk/contact-the-dvla

Government-funded agency that issues driving licences
and vehicle registration documents in Great Britain.

GOV.UK
www.gov.uk

Online government services and information covering
benefits, driving, housing, money and tax, working
and pensions.
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Law Society

020 7320 5650 (to find a solicitor)
www.lawsociety.org.uk/get-in-touch (contact form)
www.lawsociety.org.uk

The body representing solicitors in England and Wales.

Mind

0300 123 3393 (helpline, 9am-6pm weekdays)
info@mind.org.uk

www.mind.org.uk

Mental health charity that provides information on alll
aspects of mental health and provides a range of support
through local associations.

NHS 111 service
111
www.nhs.uk/111

Information on a wide range of health topics. 24-hour
telephone service gives access to clinical information,
confidential advice and reassurance on next steps.

NHS Choices

0300 123 1053 (Carers Direct helpline, 9am-8pm
weekdays, 11lam—-4pm weekends)

www.nhs.uk

www.nhs.uk/service-search (for local services)
www.nhs.uk/conditions/clinical-trials (guidance on getting
involved in health research)

The UK’s biggest health website, providing a comprehensive
health information service that aims to put people in control
of their healthcare.

For advice and support call the National
Dementia Helpline on 0300 222 1122 141
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NHS Direct Wales (Galw lechyd Cymru)
0845 4647 (helpline, 24-hour)
www.nhsdirect.wales.nhs.uk

NHS Direct service for people in Wales — it provides
information in English and Welsh.

NI Direct
www.nidirect.gov.uk

Official government website for people in Northern Ireland.
Information and services about benefits, driving, housing,
money and tax, pensions, health and wellbeing.

Office of the Public Guardian

0300 456 0300 (9am—-5pm weekdays, except Wednesdays
10am-5pm)
customerservices@publicguardian.gsi.gov.uk
www.gov.uk/government/organisations/office-of-the-
public-guardian

Provides information and advice on powers of attorney and
deputyship. It also helps attorneys and deputies to carry out
their duties and protects people who lack mental capacity to
make decisions for themselves.

Pension Service

0800 731 7898 (State pension claim line)
0800 99 1234 (Pension credit claim line)
www.gov.uk/contact-pension-service

Helps with State pension eligibility, claims and payments,
including Pension credit. All lines open 8am—-6pm weekdays.
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Regulation and Quality Improvement Authority
028 9536 1111 (9am-5pm weekdays)
info@rgia.org.uk

www.rgia.org.uk

The independent regulator of health and social care services
in Northern Ireland.

Royal College of Occupational Therapists
020 7357 6480
www.rcot.co.uk

The professional body for occupational therapists.
Offers advice on how to find an occupational therapist
and what occupational therapy can offer.

The Silver Line

0800 4 70 80 90 (helpline, 24 hour)
info@thesilverline.org.uk
www.thesilverline.org.uk

Provides a 24 hour helpline for older people across the UK.
Also provides telephone and letter friendship schemes.

Society of Later Life Advisers
03332020 454
admin@societyoflaterlifeadvisers.co.uk
www.societyoflaterlifeadvisers.co.uk

Independent organisation that helps people find trusted
accredited financial advisers who understand financial
issues of later life.

For advice and support call the National
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Solicitors for the Elderly

0844 567 6173 (for help finding a solicitor)
admin@sfe.legal

www.sfe.legal

An independent, national organisation of solicitors, barristers
and legal executives who provide specialist legal advice for
older and vulnerable people, their families and carers.

UK Homecare Association Ltd
02086618188
enquiries@ukhca.co.uk
www.ukhca.co.uk

The national association for organisations who provide
social care, including nursing services, to people in their
own homes.

University of the Third Age

020 8466 6139

www.u3a.org.uk/contact (link to contact form)
www.u3a.org.uk

Organisation that provides courses, learning opportunities

and activity groups for retired and semi-retired people at lots
of centres in local communities, as well as online.

For more information visit
144 alzheimers.org.uk



145






Factsheets

What is dementia?
Code 400

Dementia and
the brain
Code 456

Easy Read:
What is dementia?
Code ER1

Drug treatments for
Alzheimer’s disease
Code 407

Rarer causes
of dementia
Code 442

Booklets — about dementia

Alzheimer’s disease:
Understanding your
diagnosis
Code 616

Vascular dementia:
Understanding your
diagnosis
Code 614

Dementia with Lewy
bodies: Understanding
your diagnosis

Code 37

Frontotemporal dementia:
Understanding your
diagnosis

Code 687

Young-onset dementia:
Understanding your
diagnosis

Code 688



Booklets — practical support

Making your home
dementia friendly
Code 819

My visitors book
Code 923

Managing your
money
Code 1501

Keeping safe
athome
Code 1502

Health and social care
professionals
Code 1503

Driving
Code 1504

Keeping active
and involved
Code 1506

Your relationships
Code 1507

Living alone
Code 1508

Employment
Code 1509

Planning ahead
Code 1510

The memory handbook

Code 1540



Order publications

Use the tick list overleaf to make note of
the different publications you would like
to read.

You can view and download factsheets
(as a pdf) at alzheimers.org.uk/factsheets

You can order one copy of almost all the
publications mentioned in this guide for free.
If you want to order more than one copy of
anything, you may have to pay.

To place an order go to our website,
email orders@alzheimers.org.uk or call
0300 303 5933. You can make a payment
by card or cheque.
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Stay in touch

Alzheimer’s Society is the UK’s leading dementia support
and research charity, touching the lives of millions of people
affected by the condition. Over 100,000 people rely on our
local support services, and thousands more benefit from our
information, helpline advice and online support.

We campaign for a better quality of life for people with
dementia and for greater understanding of the condition.
We also fund an innovative programme of medical and social
research into the cause, cure and prevention of dementia.

Joinus
Be part of our work and keep in touch through our magazine,
Dementia together, published every two months.

For more information call us on 0330 333 0804
(Monday-Friday, 9am-5pm) or email
enquiries@alzheimers.org.uk

You can also keep in touch through our e-newsletters.
Sign up to receive these on our website
alzheimers.org.uk/enewsletter

Get involved

There are a number of ways you and your family can get
involved in things like campaigning, dementia-friendly
communities and helping to raise funds.

Callus on 0845 504 9300 to find out more about volunteering
opportunities or visit alzheimers.org.uk/volunteer

For more information visit
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Feedback

We hope that you found this publication helpful. If you have
any comments, and in particular suggestions for how it could
be improved in the future, please get in touch. You can email
us at publications@alzheimers.org.uk
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This booklet has been reviewed by health and social
care professionals and people affected by dementia.

It can be downloaded from our website at
alzheimers.org.uk/dementiaguide

To give feedback on this publication, or for a list of
sources, email publications@alzheimers.org.uk

This publication contains information and general advice. It should not be used

as a substitute for personalised advice from a qualified professional. Alzheimer’s
Society does not accept any liability arising from its use. We strive to ensure that
the contentis accurate and up to date, but information can change over time.
Please refer to our website for the latest version and for full terms and conditions.

© Alzheimer’s Society, 2018. All rights reserved. Except for personal use, no part
of this work may be distributed, reproduced, downloaded, transmitted or stored
in any form without the written permission of Alzheimer’s Society. Alzheimer’s
Society maintains editorial independence over the content of this publication.

First published: August 2013.
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Next review due: January 2020.

Registered charity no. 296645. A company limited by guarantee and
registeredin England no. 2115499. Alzheimer’s Society operates in England,
Wales and Northern Ireland.



Alzheimer’s Society is the UK’s leading dementia charity.
We provide information and support, improve care, fund research,
and create lasting change for people affected by dementia.

If you have any concerns about Alzheimer’s disease or any

other form of dementia, visit alzheimers.org.uk or call the
Alzheimer’s Society National Dementia Helpline on 0300 222 1122.
(Interpreters are available in any language. Calls may be recorded
or monitored for training and evaluation purposes.)
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