‘A couple of weeks ago | cooked my wallet
~ you either get depressed or get on with

it. You have to learn to laugh.’

In the early stages of
dementia you may still
be able to drive.

You must tell the Driver
and Vehicle Licensing
Authority (DVLA) and
your insurance company
that you have dementia.

The DVLA may need
you to have a driving
assessment.

If you keep driving —
be sensible.
If you stop driving,

send your licence
back to the DVLA.

o
Alzheimer Scotland

Dementi g
Helpline

Freephone 0308 808

Giving up driving is very
hard for many people,
and it may feel like

you are losing your
independence, but
there are alternatives.

Family and friends may
be able to offer lifts.

People over 60 or
disabled are entitled
to free bus travel
anywhere in Scotland.

You can get cheaper train

travel if you buy a railcard.

You could try internet
shopping to get your
groceries delivered.
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Driving

in the early stages of dementia you may still be able

to drive. But dementia can make your reactions slower
and affect your judgement. If you want to keep driving,
you need to know you are safe.

The law

The law states that you must tell the Driver and Vehicle Licensing Authority
(DVLA) if you have a diagnosis of dementia (see the back of this booklet for
details). You must also tell your insurance company. If you don't do this straight
away, your insurance may not cover you,

If you want to carry on driving, tell the DVLA. They will send you a questionnaire
and will get reports from your doctor. They may need you to have a driving
assessment. If they decide you are safe to drive they will renew your licence,
usually for a year at a time.

Driving safely

If you keep driving, be sensible. You will be safer on routes you know well. Don't
drive when you are tired and stay away from busy and fast roads. Driving at night
or in wet conditions can also be more difficult.

Deciding not to drive

You may realise yourself that your driving isn't safe any more, or your family or
friends might be concerned. If you decide you shouldn’t carry on driving, send
your licence back to the DVLA. If you're not sure, you can ask your GP to refer you
to the Scottish Driving Assessment Service (SDAS), who will assess your driving.

‘I became aware | had problems with my
driving - once I looked at the speedometer
and | was doing 120 mph! I realised |
wasn't safe.’

Many people find giving up driving one of the hardest things to do. You may
rely on your car, and feel that driving is an important part of your independence.
Without it, your life may have to change, which can be painful and frustrating.

It may help to work out how much your car costs you — by counting the cost of
the car, tax, insurance, maintenance and petrol. It can come to a surprisingly
high figure. And if you don‘t have a car, at least you don't have to worry about
all the things that could go wrong with it!

‘I was a mechanic so I really missed the
driving, but since I gave up | am enjoying
the sights - I can see more because I can
look at the scenery instead of concentrating
on the road. Sometimes when my wife’s
driving I see something and say, ‘I never
knew that was there!”



Being a passenger

‘You may need to adjust to being a passenger. Try not to concentrate on the road
as though you were still driving. Remember, your judgement is not the same as
the driver's judgement,

‘It helps if people are aware of how | feel
when I'm a passenger. If they go too fast |
can’t handle it and | dont feel safe.’

 If you have difficulty using public transport, you can get a
Thistle Travel Card. If you show it to transport staff they can
give you extra help, such as making sure you are on the right
bus or train, or telling you when to get off. The cards are
available from transport booking offices, council trave! offices
or call the Dementia Helpline on 0808 808 3000.

If you have a computer, try using the internet to do your
shopping, and get your groceries delivered to your door.

Ask your local coundil if it has a taxi scheme - they may offer
cheap or free taxi travel for disabled people, which includes
people with dementia.

Dementia *nzys

47

49

50

Life without driving
There are practical steps you can take to make the loss of your car less distressing.

» Family and friends may be able to offer lifts. Don't be embarrassed
to ask — most people will be happy to help. Point out that you
have an illness that stops you driving, just as if you were losing
your sight.

Get the bus for free, People aged 60 and over or disabled

are entitled to free bus travel anywhere in Scotland with a
National Entitlement Card. People with dementia may count

as disabled for this purpose. If you don’t have one already, apply
to your local council. if you need someone to help you when you
travel, you can get an entitlement card which also allows you to
take a companion, at no charge, on any or all of your trips.

Get cheaper train travel by buying a Senior Railcard if you are
over 60, or a Disabled Persons Railcard. Both give you a reduction
on the cost of train tickets. You can apply for railcards at stations
and travel agents.

Work

if you are still working, and your dementia affects how you do your job, your
employer has a legal duty to make reasonable adjustments to help you. For
example, this might include being flexible about the hours you work, changing
parts of your job that you find difficult or providing extra equipment. But if
reasonable adjustments are not possible, or if they don’t help, you may have
to leave your job.

if you are having difficulty with your current position, there may be other jobs
you can still do. Many people find that working helps them feel good about
themselves. However, in time your iliness will make you less able to work.
Eventually, you will need to stop working.

Discuss with your employer what arrangements they might have for shorter
hours, flexibility, a simpler job or early retirement. If you have an occupational
pension, find out how much you will get if you retire early. You may be able

to get a lump sum payment. You will probably find it helpful to have someone
with you at these discussions - perhaps a friend or someone from your union.

If you can’t do paid work, consider volunteering. You may find that voluntary
work is more flexible, especially if you are not able to manage working every day.

‘I volunteer with children. I love working
with them ~ it’s lots of fun and they don’t
notice that | have dementia. They love it
when | lose at games!’

You can find out what benefits you and your family would be entitled to if
you stop work. Your local Citizen’s Advice Bureau will give you information
and advice.



Money matters

Extra money

You may be entitled to benefits to help you cope with the extra costs of having

e If you are still working, ¢ Ask your employer dementia. If you are of working age, benefits may help 'fo compe?nsa.)te you if )
your employer should about shorter hours, you'can no longer work. Your social worker or community psychiatric nurse Vill“

ke reasonable flexibility, a simpler advise you on how t‘f’ épply for them. The Department for Wo!'k and Pensions

ma. . Y .p can advise you and fill in your forms for you over the phone. Or if you are over 60,

adjustments to help job or early retirement. you can ask for a home visit from the Pension, Disability and Carers Service.

you do your job. They can also help people under 60 claim a Disability Living Allowance. See the

back of this booklet for details.

° Your local szen_‘s The Dementia Helpline (0808 808 3000) or your local Citizen’s Advice Bureau,
A'dVlce B‘freau will Welfare Rights Service, Community Law Centre or Money Advice Centre can also
give you information advise you on benefits.

and advice. If you have applied for a benefit and been refused, seek advice. Sometimes
decisions are wrong and it may be possible to challenge the decision, or to
apply again if circumstances change.

Some of the main benefits you might be entitled to (depending on your age

and circumstances) include an Attendance Aliowance, Disability Living Allowance,
Employment and Support Allowance, income Support, Pension Credit, incapacity
Benefit, Council Tax Discount and Housing Benefit.

e Consider voluntary work.

¢ In time, your illness
will make you less
able to do your job.

There is more information on money matters in the booklet Dementia: Money
and legal matters — a guide which you can get free from the Dementia Helpline.

Paying bills

You can save yourself the trouble of remembering to pay bills. Ask your bank
to set up direct debits or standing orders for all your regular bills such as gas,
electricity, rent, and mortgage.
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Planning for the future
Setting down your wishes
Eventually, dementia will affect your ability to look after your own affairs and
. make decisions for yourself. it is important that you think as soon as possible
* You may be entitled ¢ Ask your bank to set about the future and how you wish to atrange your affairs. If you set things in
to benefits. up direct debits or order now, both you and your family will know that what happens in the future
i © is what you wanted.
« Get help from your standing orders ff)r ‘ ¥
<ocial worker or all your regular bills. Make sure that all your important papers are in order, such as your mortgage,
CPN, or call th insurance, tax details, and bank and building society statements, and keep them
‘ e all in one place. If you can, go through them with someone you trust.

Dementia Helpline

on 0808 808 3000. You should start to make your plans as soon as you feel able to do so. If you

leave it too late, you may not legally be able to make these decisions for yourself.
There are three main ways to make sure you have the maximum say in what
happens if one day you can‘t make decisions yourself:
« Powers of attorney — someone you trust can make
financial or welfare decisions for you in the future, if
you can‘t manage it yourself
* Advance statements ~ about what medical treatment
you may or may not want in the future
* A will - to say what you want to happen to your property
after your death.
There is more information in the booklet Dementia: Money and legal matters —
a guide which you can get free from the Dementia Helpline on 0808 808 3000.
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Make your plans as soon
as you feel able to.

Eventually, dementia will
affect your ability to look
after your own affairs.

Make sure that all your
important papers are
in order.

You can choose someone
to look after your financial
or welfare affairs if you
become unable to do this
in the future. This is called
a ‘power of attorney’,

A solicitor will draw
up powers of attorney
for you.

You can write down

how you feel about
future medical treatment,
to make sure your

wishes are known.

* Like everyone, you
should make a will.

o Discuss with your family
what you would like to
happen if you become
unable to live in your
own home.

¢ Make sure the people
close to you know your
wishes. Write them
down if you can.
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Make sure your power of attorney is registered right away with the Office of the
Public Guardian (your solicitor will do this for you). They will check that it is valid.
if it isn‘t registered until later and there is a problem, you might not be able to

make a new one.

The booklet Dementia: Money and legal matters — a guide covers these
arrangements in more detail. See the end of this booklet for how to get a copy.

‘I had been doing everything for my Dad
and everyone assumed I had his power of
attorney. But when it came to light that |
didn‘t, suddenly I had no rights. So because
I now have Alzheimer’s disease, | have

got my own power of attorney sorted.’

Your wishes about future treatment

You can write down how you feel about future medical treatment, to make sure
your wishes are known. The law says that doctors must take your past wishes
into account when deciding on treatment.

* An advance statement says what kind of treatment you would
like, for example, preferences about how you are cared for.
There is a special kind of advance statement which says how
you would want to be cared for, if you are compulsorily treated
under the Mental Health (Care and Treatment) Act.

An advance directive (sometimes called a ‘living will") usually
says what kind of treatment you want to refuse. For example,
you might feel you would not want artificial feeding or
resuscitation if you become terminally ill.
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Powers of attorney

You can choose someone to look after your financial affairs and make decisions
about your welfare, if you become unable to do it for yourself in the future. This
is called a power of attorney.

A power of attorney is a document which authorises someone you trust to
deal with your affairs. This person is called your attorney. There are two
kinds of attorney:

« Continuing attorneys look after money and property affairs,
such as managing your bank accounts and paying your bills
(sometimes called financial attorneys).

* Welfare attorneys look after your welfare decisions, such
as deciding on your care arrangements or consenting to
medical treatment.

You can choose the same person to be both your continuing and welfare attorney,
or they can be different people. You can also choose more than one person to be
joint attorneys, or have substitute attorneys in case your first choice is no longer
able to do it. You can choose family or friends, or you can choose a solicitor (but
he or she will charge fees).

It helps if you can discuss who you choose with the rest of your family so that they
are aware of your wishes.

A solicitor will draw up powers of attorney for you. It wili cost about £150-£400,
or sometimes less if you are on a low income. Shop around — ask several solicitors
what they will charge.

Whoever you choose as your attorney need not take over your affairs as long as
you are still capable of doing it yourself, but you must appoint them in advance.
You can only appoint an attorney while you are able to understand fully what you
are doing. It is important that you appoint your attorney as soon as you can, to
make sure that no-one can claim later on that you weren't well enough to grant
a power of attorney.

You can choose what you would like your attorney to be able to do for you. For
example, you might want them to be able to run your bank account, complete
your tax returns, sign documents, or buy and sell property for you.

Of course decisions you make now about the future may go out of date, for
example if there are new treatments offered. So put a note in your diary to read
your advance statement or directive at least once a year, in case you want to
change it. Discuss it with your doctor and give him or her a copy for your file.

The Dementia Helpline (0808 808 3000) can send you more information on
advance statements and advance directives.

Making a will

Like everyone, you should make a will to make sure that your property and
possessions go to the right people when you die. It is very important to draw up
your will now, while you are clear about what you want. See a solicitor to help you
do this. A simple will costs about £75~£120, or less if you are on a low income.

Living arrangements

Discuss carefully with your family or friends what you would like to happen if you
become unable to live in your own home. Perhaps there is sameone you would
like to help take care of you while they are able to. But moving in with someone
is not always the best answer for you or for them.

Perhaps you would prefer not to involve your family and friends. You might
prefer to move into a care home if it should become necessary. You may get help
with the cost of a care home if the social work department have assessed you as
needing to live there. Speak to the Dementia Helpline on 0808 808 3000, or
your local Citizen's Advice Bureau, Law Centre or Money Advice Centre for more
information about this.

You may like to talk about the different possibilities with someone who is not
personally involved. Speak to your doctor, social worker, nurse or counselior,

or phone the Dementia Helpline.

Make sure the people close to you know your wishes. Write them down if you can.
of course, no-one can know the future, and circumstances may change so that
what you decide is no longer suitable. But it will help if your wishes are clear.



Trusts

If you are fairly well-off, it might be to your advantage to set up a trust. This
means that trustees take over money or property and administer it for your
benefit. Your solicitor can advise you on how best to protect your capital, it may
be possible for your solicitor to arrange the trust so that the money doesn’t count

as your capital when assessing welfare benefits or contributions to care home fees.

However, this would not be the case if you knowingly set up the trust to avoid
care charges or to keep benefits. income from a trust, whether actually paid or
not, may be taken into account.

Life story book

You may like to put together a ‘life story book’ for yourself. This is a book about
who you are and what is important to you. It is a good way of making sure that
people who may be supporting you in the future know more about you. And it
can be an enjoyable way of reminding yourself of your life when you look back
over it

It could contain anything you want it to — for example:

s photographs - don't forget to include a note of who everyone
is, and what and when the occasion was

o letters, postcards and other keepsakes

 information about your wishes such as likes and dislikes, or how
you want to be cared for

o copies of documents like powers of attorney and advance statements.

Your book could be like a scrapbook of memories, or a practical guide to
your wishes, or both — whatever you choose.

‘My life story book is for my daughter. It says
this is who | am and this is what | want to be
happening to me. If anyone lifts it, they can
get the essence of who I am and what l want.’

¢ If you are asked to take
part in research, make
sure you understand fully
what this will mean
before you decide.

e There is a great deal
of research into the
causes and treatments
of dementia.

* Be cautious of exaggerated
newspaper reports of a e Talk to your welfare
research ‘breakthrough’. attorney or your nearest

relative so that they

know your wishes
about taking part in
research in the future.
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Prospects for the future

Research

There is a great deal of research going on at the moment into the causes and
possible treatments for the different kinds of dementia. In fact, it is one of the
most active areas of research world-wide. At present, however, we do not know
the causes, and there is no cure.

Be cautious of newspaper reports of research ‘breakthroughs’. These are often
exaggerated, so try not to let them raise your hopes until you know the truth.
Call the Dementia Helpline on 0808 808 3000 for a realistic assessment of
these stories.

Information sheets on current research and what to consider before taking
part in research are available from Alzheimer Scotland - see details at the
end of this booklet.

Taking part in research

You may be asked to take part in medical or social research. Before you decide
whether to go ahead, make sure you understand fully what this wili mean.
Sometimes people hope that taking part in medical research will give them early
access to new treatments. But if you take part in a drug trial, you are just as likely
to be given a placebo (dummy pill) as the test drug. And of course, the test drug
may not be effective.

All medical research in the UK has to be approved by an ethics committee. There
should always be an information sheet to explain the research and what you
would be asked to do. You should never be put under any pressure to take part in
research. if you do choose to take part, you may not benefit yourself, but you will
be helping to increase the information available about dementia and its treatment,

If you become unable to consent, your welfare attorney or your nearest relative
might be asked to agree to you taking part in research. Talk to them now so that
they know your wishes.

Further help - for you
and your family

Helpline and local information services.
Their website includes a wide range of
free information for both people with
dementia and carers.

24 hour Dementia Helpline

Freephone: 0808 808 3000
(24 hours)

For further information, or to talk

things over confidentially with someone Scottish Dementia

who unsierstan('is, call the freg Working Group

Dementia Helpline. The Helpline

is open 24 hours a day, every day of 81 Oxford Street

the year. Your family and friends can Glasgow G5 9EP
Phone: 0141 418 3939

call the Helpline too.
Email: sdwg@alzscot.org
If you get a message about your

number being withheld, call again but
dial 1470 before the Helpline number.
This does not affect your confidentiality.

Alzheimer Scotland

22 Drumsheugh Gardens
Edinburgh EH3 7RN

Phone: 0131 243 1453 (office)
Email: alzheimer@alzscot.org
Website: www.alzscot.org

Alzheimer Scotland is Scotland’s leading
dementia charity. They provide services,
and campaign nationally and locally

to raise awareness of dementia and
influence government. They produce
information for people with dementia
and for carers, and run the Dementia

Website: www.sdwg.org.uk

The Scottish Dementia Working Group
(SDWG) is an independent group run
by people with dementia, and funded
by Comic Relief and Alzheimer
Scotland. Membership is open to
people with dementia. The purpose of
the SDWG is to campaign to improve
services for, and attitudes towards,
people with dementia.



Dementia Services
Development Centre

Iris Murdoch Building

University of Stirling

Stirling FK9 4LA

Phone: 0178 646 7740

Website: www.dementia.stir.ac.uk

The Dementia Services Development
Centre disserninates research and

good practice guidelines concerning
home and hospital care for people with
dementia. They do not provide support
services for individuals, but their library
and information service is open to the
public and offers reading lists, an online
catalogue, book loans and photocopies
of journal articles (there is a charge for
photocopying or postage).

Down’s Syndrome Scotland

158/160 Balgreen Road
Edinburgh EH11 3AU

Phone: 0131 313 4225

Email: info@dsscotland.org.uk
Website: www.dsscotland.org.uk

Down’s Syndrome Scotland works to
improve the quality of life for everyone
with Down’s syndrome. They provide
information, support and advice on
Down'’s syndrome and dementia.

Department for Work
and Pensions

Benefit Enquiry Line for
People with Disabilities
Freephone: 0800 88 22 00
Textphone: 0800 24 33 55

Gives confidential advice on the benefits
available for people with dementia and
carers, and can complete forms for you.
over the phone.

Pension, Disability
and Carers Service

Phone: 0845 60 60 265

Offers home visits for benefit checks
and to help with the completion of
claim forms for people aged 60 or over.

Driver and Vehicle
Licensing Agency
Drivers' Customer Services
Correspondence Team DVLA
Swansea SA6 7JL

Phone: 0870 240 0009
Textphone: 01792 766 366

Scottish Driving
Assessment Service

SMART Centre

Astley Ainslie Hospital
133 Grange Loan
Edinburgh EH9 2HL
Phone: 0131 537 9192
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