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WITH LEWY BODIES?




INTRODUCTION

This booklet provides information about dementia with Lewy
bodies. It’s for anyone who wants to know more about the
condition, including people affected and their loved ones.

The information here does not replace advice that doctors,
pharmacists, or nurses may give you. If you are worried about
your health, including memory and thinking problems, speak
with your doctor as soon as possible.

The booklet was updated in December 2025 and is due to

be reviewed in December 2027. It was written by Alzheimer’s
Research UK’s Information Services team with input from lay
and expert reviewers. Please contact us using the details below
if you'd like a version with references or in a different format.

ANY QUESTIONS

l‘

If you have questions about dementia or dementia research,
you can contact our Dementia Research Infoline on

CONTENTS 0300 111 5111 or email infoline@alzheimersresearchuk.org

or write to us using the address on the back page.
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WHAT IS It is possible to have more than one type of dementia at
the same time. So, some people may have dementia with
Lewy bodies and Alzheimer’s disease, or dementia with
DEMENTIA WITH Lewy bodies and vascular dementia. This is called mixed
? dementia. This means they will have symptoms of both
LEWY BODIES™

In DLB, a protein called alpha-synuclein changes shape and

Dementia is caused by diseases that affect the brain. sticks together inside brain cells. The clumps it forms are called
Dementia with Lewy bodies’, or DLB, is the third most Lewy bodies, and may contain other abnormal proteins.
common type of dementia after Alzheimer’s disease and

vascular dementia. As DLB progresses, more abnormal proteins build up. This

is linked to nerve cell damage and affects how brain cells
communicate with each other. In DLB, the nerve cells that are
affected are in areas of the brain that control our thinking,
memory, and body movement.

The word ‘dementia’ is an
umbrella term used for symptoms
like memory loss, confusion and
personality changes.

It is caused by a number of diseases including:

/
/

Protein clumps

For every 20 people who have dementia, between three and
four will have dementia with Lewy bodies. This means that more
than 100,000 people in the UK have this type of dementia.

alzheimersresearchuk.org 0300 111 5111



DEMENTIA WITH
LEWY BODIES
AND PARKINSON'’S
DISEASE

Dementia with Lewy bodies is closely related to Parkinson’s
disease. A build-up of Lewy bodies is also found in
Parkinson’s — but in different areas of the brain. Symptoms
of Parkinson’s include movement problems, such as being
slow and stiff, and sometimes having tremors.

People who have Parkinson’s disease can go on to develop
dementia. This is known as Parkinson’s disease dementia (PDD).

Dementia with Lewy bodies and Parkinson’s disease dementia
can affect people in similar ways. The diagnosis that someone
receives will depend on which symptoms started first.

« DLB: Memory problems and dementia symptoms appear
before or at the same time as movement problems.

« PDD: Parkinson’s movement problems are experienced for a
year or more before memory and thinking symptoms appear.
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It is not always easy to tell if a person has DLB or PDD. That’s
because it’s not always clear exactly when memory and thinking
problems start.

Lewy body dementia is a term that describes both DLB and
PDD and can be used in these situations. It can also be useful
to group these conditions using the term Lewy body dementia
as there are many similarities, both in symptoms and in the
needs of people with the conditions and their families.

Lewy bodies
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SYMPTOMS

Dementia with Lewy bodies can cause common dementia
symptoms like memory loss and confusion, as well as other
symptoms, like changes to alertness.

Everyone’s experience of dementia symptoms can be different,
but all people have changes to their thinking, memory and
behaviour that get worse over time.

Symptoms of dementia with Lewy bodies and Parkinson’s
disease will get worse over time. As the diseases progress,
people will need more help with everyday activities like eating,
moving, dressing, and using the toilet.

For more information about Parkinson’s disease you can
get in touch with Parkinson’s UK parkinsons.org.uk or
0808 800 0303.

“ | knew people who had Alzheimer’s,

so | knew what that looked like. My mum’s
dementia was very different. My mum lost

all sense of day and night. She also lost her
understanding of things. For example, | asked
my mum to unlock her door, but she couldn’t
understand what ‘unlocking’ was. ”

- Mel, whose mum was diagnosed with
dementia with Lewy bodies
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Symptoms of DLB can include:

O
1.

O

®

3

Changes in alertness and attention, and periods
of confusion. These periods can be hard to predict
and change on an hourly or daily basis.

Changes to thinking and memory, difficulty making
plans, and a loss in ability to find one’s way around.

Memory can be affected, but this may occur
later and be less severe compared to other types
of dementia.

Movement problems such as slower movements,
stiffness in the arms and legs, and shaking or
trembling. These symptoms are also common in
Parkinson’s disease.

Visual hallucinations — seeing things that are not
really there, such as people or animals. These
hallucinations can happen repeatedly and feel very
real for the person seeing them.

Problems with walking and balance, including
unsteadiness when moving around. This could
make people more prone to falling.
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Delusions — having fixed, false beliefs without
evidence. People with DLB may believe that
others are out to harm them or that their home is
not their own.

Mood — depression, anxiety, and a lack of motivation
to do things can often be helped with treatment.
Agitation and restlessness can be helped with
reassurance and treatment.

Sleep problems — vivid dreams and shouting out

or moving while asleep. Poor sleep quality and
excessive sleeping during the day are more common
in DLB than other types of dementia.

Changes to sense of smell or taste.

Bowel and bladder changes — constipation, sudden
or more frequent urges to urinate, and incontinence.
However, there are a range of potential treatments
for these symptoms.
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DIAGNOSIS

Diagnosing dementia and what type of dementia is important.

It means someone can get the right treatments, support

and help. If you are worried about your dementia symptoms,
or someone else’s, you should talk to your GP as soon

as possible.

Memory and thinking problems can be caused by lots of
different conditions, not just dementia. Many of these can
be treated or managed if caught early enough.

For example, some vitamin deficiencies such as B12 deficiency
and some thyroid disorders can cause dementia-like symptoms
that can be reversed if detected and treated early.

It can be useful to keep a diary of any symptoms you notice or
experience, to help monitor changes over time.

SCANTHE QRCODE TO
DOWNLOAD OUR
SYMPTOM CHECKLIST.

This checklist doesn’t include every L
dementia symptom, but it can help someone O3
have a conversation about their concerns.
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When you go to the doctor they will:
Ask you about your symptoms and how
they are affecting you.

Check your medical history and
general health.

Do some physical tests like blood pressure
and a balance or reflexes test.

Run blood and urine tests to rule out other
causes of your symptoms.

Ask you to do some memory and
thinking tests.

You may need to request a longer GP appointment to allow
enough time for these checks. If possible, it is helpful if you
can bring someone who knows you well to the appointment.

0300 111 5111



GETTING A REFERRAL

If your doctor suspects dementia, you may be referred to
a memory clinic or another specialist doctor.

A memory clinic or specialist doctor may:

==Ii¢ Do another physical check-up and some more
‘ = memory and thinking tests.

Send you for other tests like a brain scan to look
for any changes in the brain, such as brain
shrinkage, or rule out other causes of symptoms.

To help make a specific diagnosis of DLB, someone might
be offered a special type of brain scan called a SPECTS
scan (or ‘DaT scan’). This scan can show changes in the brain
that are more common in DLB. However, when symptoms of
DLB or PD are quite clear, this test may not be necessary.

For more information about diagnosing memory problems
ask us for ‘Getting a dementia diagnosis?’. Contact and order
details can be found on the back of this booklet.

‘ ‘ | take things seriously. If you start seeing
any symptoms that don’t feel right, or out of
context for that person, go to the GP. ”

- Valli, whose husband Des was diagnosed
with dementia with Lewy bodies
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TREATMENTS

Some treatments can help with the symptoms of
dementia with Lewy bodies.

MEMORY, THINKING AND
VISUAL HALLUCINATIONS

For people with DLB, there are some treatments also prescribed
for Alzheimer’s that may help to improve symptoms such as
thinking abilities and visual hallucinations.

These drugs are called:

« donepezil

+ rivastigmine

+ galantamine

+ memantine.

These drugs boost chemicals that help brain cells send messages

to each other. This can help some of the memory and thinking
symptoms in DLB, even though the damage is still there.

Unfortunately, they do not work for everyone. And, as symptoms
become more severe, they may not work as well. There are
currently no medications available to slow down the progression
of DLB, but researchers are making progress towards finding
life-changing treatments.
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ANXIETY, AGITATION
AND AGGRESSION

Some people with DLB may become more anxious, agitated
or aggressive. To help manage these symptoms, a health
professional may look for causes or triggers of agitation or
aggression. Removing or changing these triggers can help
to reduce these symptoms.

If someone experiences severe and distressing symptoms
that can’t be controlled without medication, then antipsychotic
drugs may be considered. However, these drugs can cause
serious side-effects. So, people with DLB taking antipsychotics
should be carefully monitored. These drugs may not be
suitable for everyone with DLB, especially if they have other
health conditions.

NON-DRUG TREATMENTS

Non-drug treatments, such as cognitive therapy, physiotherapy,
exercise and group activities may also help with some
symptoms of DLB. They can help to reduce the isolation and
anxiety that some people living with dementia experience.

Other holistic therapies include aromatherapy, animal
assisted therapy, music and dance therapy and massage and
reminiscence therapy. These might not appeal to everyone,
and more research is needed to find out how well they work,
but finding an activity that a person with dementia enjoys can
help to improve general wellbeing.
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PROBLEMS WITH MOVEMENT

Problems with movement in DLB can be treated using
physiotherapy or with levodopa, a drug used for Parkinson’s
disease. However, in some people, levodopa can cause
visual hallucinations or confusion or cause these symptoms
to get worse. Any side effects from medications should be
reported to your GP.

For people whose movement problems affect them while
they’re asleep, practical steps, such as moving objects away
from the bed, can reduce the risk of injury.

There are also medications available to help people with

DLB who have disrupted sleep, such as melatonin and
clonazepam. For general tips around sleep quality, there is a
lot of information about sleep hygiene. Your doctor will also be
able to give you more advice.

For more information ask for our ‘Treatments for dementia’
booklet. You can find contact and order details on the back
of this booklet.




RISK FACTORS

A risk factor is something that increases your likelihood of
developing a disease or condition. Most cases of dementia
are caused by a mixture of risk factors including our:

EAVE W

Genes Health Lifestyle Environment

Age is the biggest risk factor for DLB. The older we are, the
more likely we are to develop it.

Men are more likely to get DLB than women. People with a
family history of Parkinson’s disease or DLB have a higher
risk too.

Conditions like high blood pressure, high cholesterol and
diabetes can increase our risk of other types of dementia like
Alzheimer’s disease. There is evidence to suggest they may
be risk factors for the development of DLB too.

While there’s no guaranteed way to completely prevent DLB,
evidence suggests that looking after our brain health may
reduce our risk of dementia.

alzheimersresearchuk.org

To keep our brains healthy, we should all aim to:

Not smoke.

% Keep physically and socially active.

Maintain a healthy weight.

?@ﬂ Eat a healthy balanced diet.

Only drink alcohol in line with government
recommendations.

Keep high cholesterol and blood pressure
under control.

If you have type 2 diabetes, ensure your
condition is managed well.

)))' Have your hearing and vision checked regularly.

Keep your brain active by doing things you enjoy
and spending time with others.

0300 111 5111



If you have concerns about your dementia risk or any of the
risk factors mentioned here, you can speak to your GP about
managing them.

Some research studies have found several genes linked

to a higher risk of DLB. This includes a gene called APOEA4.
People with this gene have a higher chance of developing
Alzheimer’s disease and DLB, especially if they have two
copies of the gene.

While these discoveries help us to understand more about the
disease, having a risk gene does not mean you will definitely
go on to develop DLB. This is because other risk factors like
lifestyle and age also contribute to DLB, rather than genetics
alone. So, there is no test available on the NHS for risk genes
associated with DLB or Alzheimer’s.

For more information on genetics and dementia, see our
booklet ‘Genes and dementia’. Contact and order details can
be found on the back of this booklet.

“ We have to take a positive and dynamic
attitude. The hope is that we will see
improvement in the outcomes of research
because dementia is not going to cure itself.

It's got to be a high priority. We give a high
priority to other serious conditions, but we need
to put dementia with Lewy bodies in the same
bracket. We need a cure. ”

- Des, who was diagnosed with dementia
with Lewy bodies

alzheimersresearchuk.org

SUPPORT

Living with DLB or another type of dementia can present
challenges. But there are organisations that offer help and
support. If your partner or loved one has DLB, it is important
to make time in the week to do things for yourself and spend
time with friends, as well as your partner or loved one.

Admiral Nurses

Admiral Nurses provide helpline support, offering practical
tips and medical advice for dementia on 0800 888 6678 or
helpline@dementiauk.org

Parkinson’s UK

Parkinson’s UK also provides information and support about
DLB and PDD. Visit parkinsons.org.uk/information-and-
support/thinking-and-memory-changes or contact them
on 0808 800 0303 or hello@parkinsons.org.uk

The Lewy Body Society

The Lewy Body Society provides support and advice for
people with DLB, their families and carers. You will find
information at lewybody.org

For contact details of other organisations offering support and
advice, ask us for our booklet ‘Support for people affected by
dementia: organisations that can help’. You can also speak to
your doctor or nurse about local support services for people
with dementia.
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RESEARCH

As the UK’s leading dementia research charity, we are
working to revolutionise the way we treat, diagnose and
prevent dementia. And then, we will find a way to cure it.

To date, Alzheimer’s Research UK has funded £10.5 million
of research into dementia with Lewy bodies. Find out about
the projects we’re funding into this condition by visiting
alzheimersresearchuk.org/research

With your support, we will fund many more studies into dementia
with Lewy bodies. We promise we will not stop until dementia
can no longer destroy lives.

We are Alzheimer’s Research UK.
We exist for a cure.

STAY UP-TO-DATE WITH
THE LATEST DEMENTIA

RESEARCH

Call 0300 111 5555 or scan the QR code.

alzheimersresearchuk.org

HOW TO GET
INVOLVED

Research is the only way we’ll find new ways to prevent,
diagnose and treat dementia and scientists need your help.
Without people volunteering to take part in research,
finding a cure would be impossible.

People with dementia, their carers, and people without
dementia are all needed to take part.

Anyone over the age of 18 can register to Join Dementia
Research, which is run by the NHS. This will match you to
research studies you are suitable for. Then you get to choose
which ones to take part in.

People have many different reasons for wanting to volunteer
for dementia research, and it’s their support that will drive
forward our progress and change the lives of everyone
affected by dementia.

Join them today.

Find out more and register to take part by calling the
Dementia Research Infoline on 0300 111 5111 or visiting
joindementiaresearch.nihr.ac.uk

Join ]
dementia
research
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Alzheimer’s Research UK is the UK’s leading
dementia research charity.

If you would like to view, download or order any of our other
booklets please use the details below. If you’d like to help us
review and improve our booklets, visit

ORDER

or scan the QR code

CONTACT US

Alzheimer’s Research UK
3 Riverside, Granta Park, Cambridge CB21 6AD

VISIT

STAY UP-TO-DATE

Call or scan the QR code
to stay up-to-date with our work and
dementia research.
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