Behavioural variant
frontotemporal
dementia




Behavioural variant
frontotemporal dementia

(bvFTD)

Frontotemporal dementia (FTD) is a type of dementia
that can affect a person’s behaviour and language.

It is caused by the gradual loss of cells in the front and
sides of the brain (the frontal and temporal lobes).

There are different types of FTD. This leaflet talks about one
type that is called behavioural variant FTD (bvFTD). It is also
sometimes called FTD, Pick’s disease, frontal dementia or
frontotemporal lobar degeneration.

Behavioural variant FTD usually affects people aged under
65 but can occur in older people. It starts when clumps of
abnormal protein damage your brain cells. We do not know
why this happens. Genes may play a part, as between 20%
and 50% of people with bvFTD have a family member with
the same condition.

There is often a delay in diagnosing bvFTD because, in its
early stages, it can be mistaken for depression or mental
health issues. In these early stages, a person may have
difficulties at work and strained relationships with family and
friends. In many cases, the person is not aware of the changes
affecting them and may deny that anything is wrong.
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Symptoms

Symptoms of bvFTD vary from person to person. Changes
in personality and behaviour are often the first signs. It is
important to work out whether the changes are really new
and different from what the person is usually like.

Common changes in behaviour include:

> Apathy — where a person lacks the drive to carry out work
or other activities. They may need reminding to do basic
things such as washing or getting dressed.

> Disinhibition — where the person acts in ways that are not
normally acceptable. For example, they may make rude
or offensive remarks; be over familiar with strangers; talk
loudly in quiet places such as churches or libraries; or
laugh and joke when it is not appropriate.




Impulsivity — where someone does things without
thinking them through, such as impulsive spending in
shops or online.

Loss of empathy — where a person can no longer
recognise and understand what others are feeling.

For example, they may not react with any understanding
to someone else’s sadness or grief.

Repetitive or compulsive behaviours — which can
include continually rubbing their hands, picking at scabs,
hoarding things or visiting the same place at the same
time every day.

Changes in eating habits — for example, always wanting
to eat certain foods or sugary food. This often leads to
constant eating and weight gain.

Problems with mental ability — for example, with planning,
organising or taking on new ideas.




How does bvFTD progress?

Behavioural variant FTD gets worse over time. It is very
difficult to predict how bvFTD will affect someone because
it affects everyone differently. Factors that can make a
difference to how it progresses include general health, a
person’s attitude to life and their general mood. It is also
influenced by how much mental and social stimulation they
have and how much support they receive.

As bvFTD progresses, other symptoms may appear. For
example, the person may have language problems — such as
difficulty in finding the right words, making the right sounds
or understanding what people are saying to them. Over time,
some of the symptoms of bvFTD may become more like
those of Alzheimer’s disease. The person may find it more
difficult to do everyday things like getting dressed, washing
or recognising family and friends.




What treatment is available?

There is no cure for bvFTD at present. We cannot slow

it down or stop it, but there are medicines that can help
manage some of the symptoms. A doctor may prescribe a
type of anti-depressant called an SSRI to treat compulsive
behaviours and anxiety. In some cases, they may also
prescribe antipsychotic medication.

Changes in lifestyle can help with general brain health.
These include:

> Exercise — which may improve mood and sleep
> A balanced ‘brain-healthy’ diet (see below)

> Not smoking

> Limiting alcohol

> Sleeping well

A ‘brain-healthy’ or ‘Mediterranean’ diet is one that is low in
fat, low in cholesterol and high in fruits and vegetables that
contain antioxidants. Good food, regular exercise and lower
stress levels can help the healthy parts of the brain

to work at their best, even though they

cannot cure bvFTD.



Stay connected

It is important that people continue doing things that they
enjoy. They should try to carry on with their social activities

as much as possible. They should keep up their skills and
interests in ways that match their current level of ability. If
some activities become more difficult or stressful as time goes
on, they may need to adapt. They could spend less time on the
activities, make them simpler or perhaps give them up.

How can family and friends help to manage bvFTD?

The changes in a person’s personality and behaviour can
be difficult to manage. If you are supporting someone with
bvFTD, it is important to realise that they have little or no
control over their behaviour and therefore you will have to
get used to these changes. Often, the behaviour may make
you feel frustrated, angry, hurt and upset. It is helpful to
remember that these new behaviours are not intentional but
are a result of the brain disease.

Many people with bvFTD benefit from following a regular daily
routine. A familiar pattern of activities provides a framework
for day-to-day life for them as well as you. It is important to
establish these patterns early in the condition.

As a carer or supporter, you may have to take more control
over the person’s financial affairs to limit any unwise
decisions or excessive purchases they may make.




You will not need to intervene in all behaviours. If a
behaviour is annoying or embarrassing, it may be best
to ignore it. However, if it poses a risk to the person with
bvFTD or anyone else, then you must step in.

If there is risk of harm, ask:

> Does the behaviour occur at a particular time or place?
> |s there an obvious cause or trigger to the behaviour?
> Does the person need or want something?




If the behaviour occurs at a certain time of the day, try to
keep the person busy doing something else at that time.
If it occurs at a particular place, stop taking the person

to this place if possible or follow an alternative route
around it. If you discover what is triggering the behaviour,
try to remove the trigger and then distract the person or
provide an alternative option.

If a person’s bvFTD is causing difficulties in the
neighbourhood, you may need to talk to your local Gardai
about it. This will help them to understand how the iliness
can make people behave.

It is a good idea to keep a diary of different situations or
behaviours because it may help you to identify patterns.

Can a person with bvFTD continue to drive safely?

Medical advice from a doctor should be sought, as a
person may need to give up driving at an early stage.
People with bvFTD can put themselves and other road
users in danger by taking risks, driving too fast or driving
without consideration for others.
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What can a person with bvFTD do to live

a good life?

It is important for a person with bvFTD and their family
members, carers and supporters to get information and
support. It can also help if you and the person with bvFTD:

> Learn about bvFTD — understanding the disease will help
people plan for the future.

> Stay hopeful — look forward to the good things the
person can carry on doing.

> Keep active, or be even more active.

> Try to maintain good mental health.

> Be aware that infections (for example, chest and urine
infections) can cause serious complications. The
person with bvFTD should see a doctor as soon as
possible if they become ill.

> Link up with friends and family where possible.

> Look for support. You can start by contacting
your local public health nurse or
dementia adviser.

> Try to live for the moment —
enjoy each day as it comes.




Where can | find support?

The Alzheimer Society of Ireland (ASI) provides support
for all types of dementia. For example, it offers a dementia
adviser service, support groups and family training.

Contact ASI on:

> Freephone confidential national helpline: 1800 341 341
> Email: helpline@alzheimer.ie

> Website: www.alzheimer.ie

For more information:

www.raredementiasupport.org

www.dementiauk.org

www.youngdementianetwork.org/
https://yod.dementia.org.au/

www.theaftd.org
https://memory.ucsf.edu/dementia/ftd/behavioral-variant-
frontotemporal-dementia

www.understandtogether.ie

> HSE Live: Freephone 1800 700 700 or 01240 8787
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The Dementia Services Information and Development Centre
(DSIDC) provides education, training and information on

best practice in dementia care. For more information,

visit www.dementia.ie or telephone 01 416 2035.

DSIDC

Dementia Services Information
and Develaopment Centre

Dementia Services Information and Development Centre
6th Floor, Mercer’s Institute for Successful Ageing

St James’s Hospital, James’s Street

Dublin 8, DO8 E9P6
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