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Welcome 
and how to use this guide

This guide has been produced as a result of many discussions with 
families and staff who are supporting someone with dementia in the 

NHS Highland area.  

The guide is broken into three sections:
• Section 1  

Issues and things to think about. This section provides an 
overview of important issues and identifies where to find out further 

information.

• Section 2 
Who’s who and what’s their role. This outlines the main staff 

and agencies likely to be involved in supporting the person with 
dementia and their key roles.

• Section 3 
Local and national supports and services. This section 

provides contact details for  advice, information and support in your 
area for you and the person with dementia.  

We hope you find this guide a real help to you and your family
in living with dementia.

Signatories:		
Henry Simmons – Chief Executive, 					  
Alzheimer Scotland

Elaine Mead - Chief Executive, 
NHS Highland

Cleland Sneddon - Executive Director, 				  
Community Services, Argyll & Bute Council

Bill Alexander - Director of Health & 					  
Social Care, Highland Council
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SECTION 1:	
Issues and things to think about 

1a. Dementia – the basic facts 

Is it dementia?	
Many people worry about cognitive impairment (e.g. reduced 
concentration, inability to do familiar tasks such as making 
a cup of tea, memory loss, etc) and fear that it is the start of 
dementia.

The GP is the first point of contact who will examine 
for other causes such as infections, depression, anxiety, 
tiredness and the side effects of some prescribed 
medications.

They will then either conduct memory tests or refer the 
person to a Consultant Psychiatrist or Community 
Psychiatric Nurse for assessment, which may include a CT 
or MRI scan. 

What is dementia?
Dementia is a term for a range of illnesses that affect the 
brain and how it functions.  There are many different types 
of dementia and they all progressively damage the brain.

Types of dementia
The most common types are Alzheimer’s disease and 
vascular dementia.  Other less common types include: 
Lewy body dementia; Fronto-temporal dementia (including 
Pick’s disease); Parkinson’s related dementia; and 
Korsakoff’s Syndrome.
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Common symptoms of dementia
Symptoms can vary from person to person and also depend 
on the type of dementia.  Generally, the key symptom of 
dementia is: 
	 •	 serious memory loss 
    but others include: 
	 •	 losing track of the time
	 •	 getting lost in familiar places
	 •	 changes in behaviour and personality 
	 •	 reduced ability to reason clearly and make decisions.

All of these can be very distressing for families living with 
dementia.

Treating dementia
Dementia is a progressive disease.  Drug treatments can 
be used which, for some people, can help with symptoms 
but are not a cure.  Treatments depend on the type of 
dementia and whether they interact with any other health 
issues. Treatments work best when they are introduced at 
the early to mid stages of dementia.

In addition, the main other supports that help are social 
care based (see Section 3 Local and national supports and 
services).

With the right help and support, most people with 
dementia can go on living at home and enjoy a good quality 
of life for a long time.   
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What happens after diagnosis?

• Post diagnosis - This is a vital stage.  There are many 
things to consider practically, financially and emotionally. 
In many areas of NHS Highland you and the person will be 
supported by a Link Worker, who will help you after the 
diagnosis to come to terms with the condition, identify issues 
to think about, how best to live with the symptoms and access 
support services.

Staff, such as your GP, Community Psychiatric Nurse 
(CPN), Alzheimer Scotland local service (in some areas of 
Highland), Alzheimer Scotland Dementia Advisor or Social 
Work services, should also be able to help you or point you 
towards those who can. (See Section 2 for more detail on the 
roles and remit of all these staff).

• Mid stage dementia - As the disease progresses, you 
and the person with dementia are likely to need increasing 
support from social work services or other agencies.  This will 
happen by getting an assessment (see Section 1c) or you can 
purchase support using your own funds or a direct payment 
(see Section 1f).

• Latter stages of dementia - The person you care for 
may eventually require more care than you are able to give, 
which may include full time nursing care. It is best that this is a 
planned stage rather than the result of a crisis.  This should 
take into account the wishes of the person.

The NHS Health Scotland booklets ‘Coping with 
dementia’ and ‘Facing dementia’ (see further Information 
on page 6) give useful explanations of what happens 
after diagnosis.
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1b. After diagnosis - what to do next		
 Finance/ benefits - You and the person with dementia may 
be entitled to benefits to help with extra costs or loss of earnings. 
Here are some to check:

• Attendance Allowance is for people aged 65 or over 
who need help with personal care or require supervision. 

• Disability Living Allowance is for people under 65 
who need help with personal care or require supervision. 
People with dementia could also be entitled to the mobility 
component if they require guidance going to unfamiliar places. 
Neither of these benefits is affected by the person’s income or 
savings.

• Pension Credit is for all people over the state pension 
age for women and provides a guaranteed minimum income. 

• Income Support may be available if you are under the 
state pension age for women, are on low income and have 
caring responsibilities.
• Carer’s Allowance is for people who provide care for 
at least 35 hours a week. However, it is complicated, so get 
expert advice before claiming (see Section 3 e - Legal & 
finance).

Council tax
People with dementia and their carers may get help with this 
by way of Council tax benefit, discount, disability reduction or 
exemption. 

You can get forms from local council offices but also check on 
the council website to download.

Council tax exemptions and discounts apply from the date that 
the qualifying conditions are met and not the date of the 
application.  If you’ve been paying too much you might get a 
refund but you may have to ask for it. 
www.alzscot.org/council-tax
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Legal issues 
While the person is still able to do so, it is vital to put in place 
certain legal powers including:

• Power of attorney – is a document giving someone 
you trust the authority to make decisions about your finances 
and your welfare when you are no longer able to make these 
decisions yourself. Although you can draw up the document 
yourself most people use the services of a solicitor. Power of 
attorney documents must be registered with the Office of the 
Public Guardian. (See Further information box)
• Guardianship/ Intervention Order - if a power of 
attorney is not in place or does not give enough powers, and 
you are no longer able to make decisions, someone might have 
to apply to court for a guardianship order (for financial and/or 
welfare affairs) or an intervention order for a one-off decision 
or action.

• Access to Funds - If you are no longer able to manage 
your bank account and have not created a financial power of 
attorney, someone can apply to access your account through 
the Access to Funds scheme. Call the Dementia Helpline for 
advice or the Office of the Public Guardian for forms. 
(See Further information – Dementia: money & legal matters)

Driving
Once your family member has a diagnosis of dementia, by law, 
they must tell the DVLA and their insurance company.  You can 
do this on their behalf.

However, if the person wants to keep driving this may still be 
possible especially in the early stages. The person should ask 
the GP if he or she is safe to drive. The GP may make a referral 
to the Scottish Driving Assessment Centre for this to be checked.

If possible, discuss with the person when driving should stop and 
also start to explore other ways to travel. 
www.alzscot.org/driving

10



Working out a plan
Although it may be difficult, it is important to discuss with the 
person while they still have the ability to do so, certain aspects of 
their future.  That way everyone knows what the person wants and 
can try to implement that as far as possible:

• Advance statement – this outlines what medical treatment 
they may or may not want, information on their beliefs and values 
and who they would like to be consulted about any treatment
• Living arrangements – this outlines what they would like 
to happen if they become unable to live in their own home
• Making a will – a will is only valid if made when the person 
is clearly aware of what they are doing.

Life Story book - a very positive activity to do with the 
person is to put together a collection of reminders (photos, 
postcards, tickets and other keepsakes) of important times in 
their life. This can be helpful when reminiscing and help those 
involved in their care now, and in the future, know more about 
the person.  See www.knowmewell.com/ for examples of 
putting together a life story book.

Further information:
• Dementia – money and legal matters
www.alzscot.org/moneylegal

• Coping with dementia – a practical handbook for carers
www.healthscotland.com

• Facing dementia – how to live well with your diagnosis 
www.healthscotland.com

• The Office of the Public Guardian – 01324 678300
www.publicguardian-scotland.gov.uk

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000
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1c.  Knowing your rights
The rights of people with dementia
The rights of people with dementia are enshrined within the European 
Convention of Human Rights and form the foundations of the Scottish 
Government’s Charter of Rights for People with Dementia and 
their Carers.  The national Dementia Strategy and Standards of 
Care for Dementia in Scotland are there to further improve support.  
The Standards cover 6 important areas:

Diagnosis:  If a person is worried about their memory or has 
been feeling confused, they are entitled to a timely assessment 
and diagnosis.  They are also entitled to take someone with them 
to all medical appointments. 

Following a diagnosis, you should be:
• offered time and professional support to talk about how you feel
• given information about the illness and any treatments 
• given information about the supports available (emotional 
	 and practical) to help you live well with your diagnosis.

Dignity and respect:  The person has the right to be treated 
with dignity and respect at all times and to be free from any
kind of discrimination or harm.

Access to a range of treatments, care and supports:  
The person should be given the help they need to stay well and 
be given the opportunity to be as involved as possible in all 
decisions which affect their life.

If the person needs help to have their voice heard, they should be 
offered support from an independent advocacy service.

Independent and included in their community:  The 
person should be supported to make sure that they have equal 
access to all of the leisure, recreational and cultural activities 
within and beyond their own local community.
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Have carers who are well supported and educated 
about dementia: The family, partner or friends who care for 
the person should be fully supported in their caring role. 

The person has a right to be cared for and supported by paid 
professional health and social care staff who are knowledgeable 
about dementia.  

End of life care that respects your wishes:
The person should have the opportunity to say what will be 
important to them towards the end of their life, including:
• being involved in planning and deciding on how their needs 
are met using such things as preparing an advanced statement 
or advanced directive (see Section 1b – working out a plan)  
• towards the end of their life they should be cared for in a way 
that respects their wishes and beliefs.

Your rights as a carer  
The Scottish Dementia Strategy sets out that, as a carer, you 
have the right to:

• receive information about available services to help 
	 support you in your caring role
• be offered an assessment of your own needs in 
	 supporting the person you care for 
• to have your views listened to and taken into account 
• to be respected by professionals as a person in 
	 your own right 
• to be offered information about dementia and 
	 dementia care training
• to have access to a range of flexible options for 
	 breaks from caring 
• to have the opportunity to meet other carers to 
	 share experiences and receive mutual support.
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Your rights to be involved in the care of 
the person you care for
If the person you care for can’t make a decision regarding their 
care without help, you have the right to be involved.  This includes 
the right to:

• express an opinion about any planned care or treatment, 
	 and have your opinion taken into account
• be present with the person you care for at appointments, 
	 unless they state they do not wish this
• be given written information about the care and 
	 treatments	the person you care for is receiving
• disagree with any decisions made, and to request a
	 second opinion with regards to health treatments.

One of the first things a person with dementia should seek to do 
after a diagnosis is to make a power of attorney (see Section 1b 
– legal issues).  

As their welfare attorney, your right to be involved in decisions 
is then legally greater when the person is no longer able to 
make their own decisions about matters regarding their care and 
treatment, including:

• Your consent should be sought with regard to any 
	 treatments and supports regarding the person you hold 
	 welfare attorney for; 
• Greater rights regarding challenging any decisions made 
	 about the care and treatment of the person you hold 
	 welfare power of attorney for.
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Further information:

•	 Caring & Consent: Your right to be involved in decisions about 
	 the health care of the adult you care for 
	 www.hris.org.uk/index.aspx?o=5099

•	 Facing Dementia – How to live well with your diagnosis
	 www.healthscotland.com

•	 Complaints – what to do if you are not happy with a service
	 www.alzscot.org/complaints  

• Charter of Rights for People with Dementia and their Carers in 
	 Scotland 
	 www.dementiarights.org/

•	 Standards of care for dementia in Scotland – A guide for people 
	 with dementia and their carers 
	  www.alzscot.org/standards

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000

Complaints & what to do if you are not happy
In the first instance it is usually best to try discuss what you are 
unhappy about with the service or organisation concerned and seek 
a solution, if this is appropriate.

If you are still unhappy, you should ask for a copy of their complaints 
policy and make a formal complaint.  If you are still dissatisfied there 
are a number of organisations that you can complain to.  They cover 
a range of services and issues.  (see Section 3-Regulatory and 
complaints bodies: address list).

If you remain unhappy you may also wish to complain via your local 
councillor or MSP/MP.
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1d.  Getting an assessment

The person with dementia

Community care assessment – the person with dementia has 
a right to this.  If it is not offered, contact your local social work 
services to ask for one. 

A social worker, care manager or other community care 
professional will visit to talk with you both about what the person’s 
needs are and if any services are needed. If the assessment 
shows that they need services, a care plan will be drawn up 
stating the details of the ‘package of care’. A copy should be left 
with the person but if not, do ask for one.  The care plan can be 
managed by Social Work or the budget can be directly managed 
by you and the person with dementia through Self-Directed 
Support (see Section 1f), or a combination of both.

There may be a waiting list for assessments but if you need help 
right away, ask if they can do an emergency assessment.

You can ask for a re- assessment at any stage, especially if you 
feel the person’s needs have changed.

The carer
Carer’s assessment - if you are providing ‘substantial and 
regular care’, you also have the right to an assessment to look at:

• how you are coping with caring for the person with dementia
• what other services you might need to help you 
• how able you are to carry on doing so.

You can ask for a re-assessment at any stage, especially if you 
feel things have changed for you and/or the person you care for.
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Further information

• Community care and assessment (Information sheet)
	 www.alzscot.org/commcare

• Coping with Dementia – a practical handbook for carers
	 www.healthscotland.com

• Facing Dementia – How to live well with your diagnosis 
	 www.healthscotland.com

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000

For information and a free copy of 
information sheets and booklets contact:

• Alzheimer Scotland Dementia Helpline (24 hour): 0808 808 3000 
• Alzheimer Scotland Highland: 01463 711707

• Alzheimer Scotland Argyll & Bute: 01436 678050 / 01631 570614
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1e. Types of support & how to access them
Medical supports - Drug treatments focus on treating the 
symptoms of the disease.  Drug treatments may be prescribed 
depending on the type of dementia and any other conditions 
that the person may suffer from.

In addition to that, health staff may provide support to the person 
you care for; for example the Community Psychiatric Nurse 
(CPN) and the Occupational Therapist (OT).
(see Section 2 Who’s who and what’s their role)

Social care supports - There are a number of social care 
supports that can be provided both to the person with dementia 
and the carer.  Examples include: 
• day care 
•	 respite 
•	 home support
•	 personal care
•	 telecare.
(see Section 3 Local  and national services and supports 
for more details)

Community supports - There is a range of community 
supports available across NHS Highland, which can assist greatly 
in supporting you and the person you care for.  Examples include:
•	 community transport schemes
•	 lunch clubs
•	 befriending and social activities
•	 peer support groups for the person with dementia and the carer 
•	 carer centres.

Remember that staying active and involved in the community 
can greatly help someone with dementia feel stimulated and 
motivated.  
(see Section 3 Local and national services and supports for 
more details)
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Types of support someone with dementia could expect at the 
early stages of dementia:
•	 medication (if appropriate)
•	 contact with the CPN or Psychiatrist
• contact with the Alzheimer Scotland Link Worker or 
	 Dementia Advisor 
•	 involvement with community-based supports, including 
	 peer support
•	 support from the GP.

Accessing care:
The majority of health care can be accessed via your GP or the 
CPN.  The majority of social care is accessed via Social Work.  
Community supports are generally freely available.

Types of support someone with dementia could expect at the 
mid stages of dementia:
As per ‘early stages’ and in addition:
•	 contact with the Occupational Therapist
•	 contact with community nurses
•	 contact with community based peer support 
•	 contact with Social Work to assess level of need
•	 access to support services such as day care, home support 	
	 and respite.

Types of support someone with dementia could expect at the 
latter stages of dementia:
As per ‘mid stages’, with increasing involvement of staff to 
assess the care required for the person with dementia and for you 
as the carer.  

Support will increasingly focus on ensuring a plan is in place for 
future care and any palliative care needs for the person with 
dementia.  Support should also increase for you as the carer, as it 
can be a very traumatic time.

Further information:
• Coping with dementia – a practical handbook for carers
www.healthscotland.com

19



1f  Self-directed support (SDS)
To qualify for self–directed support the person must have been 
assessed by a social worker or other professional and a care plan 
agreed. They then have the right to access that budget although it has 
to be spent on meeting their assessed need as set out in their care plan.

What is Self-directed support?
•	 Self-directed support is not the name of a particular type of
	 service but a way in which individuals can work with social 
	 work, other organisations and paid workers to put together a 	
	 package of care which suits their needs and the way they want 	
	 to live their lives.
•	 It is for people who would like more flexibility, choice and 
	 control over their care so that they can live at home more 	
	 independently.
•	 It allows them to choose how their support is provided by 
	 giving them as much control as possible over the individual 
	 budget spent on their support.

If the person is already receiving support services and you are 
interested in this route of support, contact the local social work 
department. 
	 (See Further information – Taking charge: a short guide to 
	 self-directed support for people with dementia and their carers)

How does SDS work?
The person’s individual (or personal) budget can operate in 
several ways:

•	 it can be taken as a Direct Payment (a cash payment) 
•	 it can be allocated to a provider the individual chooses. This is
	 sometimes called an individual service fund where the 
	 council, or funder, holds the budget but the person is in 
	 charge of how it is spent
•	 the council arranges services for the individual 
•	 the individual can choose a mix of these options.

A record must be kept of how the money is being spent. 
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Examples of how the budget can be used 

SDS is intended to be focussed upon the wishes and needs of the 
person to allow them to organise their care in ways that suit them. 
The budget might be used: 
•	 to get support for the person to live in their own home, such
	 as help with cooking and cleaning
•	 to provide a short break (respite) 
•	 to buy equipment or make temporary adaptations
•	 to buy a service that helps to reduce the work load of their 
	 carer (i.e. you) e.g. a laundry service
•	 to employ a personal assistant (PA) who can help the person 
	 to get out and about, so they can see friends, attend local 
	 activities, go swimming, etc.

Can I, as the carer, access and manage the 
individual budget?

If the person has appointed someone as welfare and financial 
power of attorney (see under 1.2 Legal issues), the attorney can 
manage an individual budget on their behalf.

Where the illness has progressed too far for the person to appoint 
an attorney, you, as the carer, or another interested party can 
apply to the sheriff court to be appointed welfare and financial 
guardian. The powers requested by the guardian could include 
the specific power to manage direct payments and self-directed 
support.

Further information:
• Taking charge – a short guide to self-directed support for 
	 people with dementia and their carers  
	 www.alzscot.org/takingcharge
• Dementia – Money and Legal Matters
	 www.alzscot.org/moneylegal
• Scottish Government’s Self-directed support website
	 www.selfdirectedsupportscotland.org.uk

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000
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1g.  Supporting the person with dementia
There are a number of things that you can do to support, assist and 
stimulate the person with dementia.  The main thing is to encourage 
the person to carry on with existing interests and activities and to 
maintain as high a level of independence as possible.

Stimulation & motivation

•	 People with dementia need interesting and enjoyable things 
	 to do.  Think about what the person used to enjoy doing and
	 help 	them to keep doing these. The right activities can help 
	 the person to maintain their abilities, confidence and 
	 independence.
•	 Remember, activities need to be suitable for the individual, 
	 and take account of each stage of their dementia.  Talk to 
	 your Occupational Therapist for suggestions. 
•	 Encourage friends and family to be involved with activities 
	 as it is beneficial for the person to stay involved in family 
	 and community life as much as possible.  

Evidence indicates that mental stimulation can be a 
very effective way of the person maintaining abilities, 
independence and enjoyment of life.

Reminiscence

Although dementia can often affect the memory, this tends to be 
the short term memory rather than the long term.

•	 Reminiscence activities often focus on discussion of past 
	 activities, events and experiences.
•	 It can often allow the person with dementia to be highly 
	 engaged.  
•	 Music, photographs, poems and discussion of past events 
	 are ideal ways of reminiscing with the person with dementia.

22



Developing a life story book

A life story book is a collection of reminders of important 
times in the person’s life, such as photographs, tickets, 
postcards and so on. Making a life story book is an opportunity 
for the person to talk about their life.

The book can then be very useful for you and family members to 
reminisce with the person at later stages of dementia.

It is also highly useful for staff who are supporting the person 
as it will give them a good insight into the person’s personality 
and background. 

See www.knowmewell.com for examples of putting together a 
life story book.

Nutrition

As dementia progresses it can affect the person’s enthusiasm 
for eating.  This will differ from person to person.  Hints and 
things to consider include:

•	 see that the person gets a balanced diet and enough fluid
•	 allow adequate time for eating
•	 say what meal it is and what they will be eating
•	 make sure dentures fit well
•	 be patient with untidiness
•	 ask the doctor or nurse for advice.

Further information:
• Coping with dementia – a practical handbook for carers
	 www.healthscotland.com

•	 Facing Dementia – How to live well with your diagnosis
	 www.healthscotland.com

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000
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1h.  Coping with the illness
Behaviour 
Dementia not only affects a person’s memory but may also affect their 
mood and behaviour. The first thing to remember is not to take it 
personally, but to recognise that how the person behaves may relate 
to how they are feeling. Some examples are below:

Walking - If the person is walking a lot (some people call this 
‘wandering’) it could be because they feel the need to exercise, or 
they are bored, are looking for something or feel lost. 
Consider if it’s really a problem if they walk. For example, if you’re 
worried about them walking alone outdoors perhaps someone can 
go for walks with them.

Following you - if the person is following you around needing 
constant attention, perhaps they are feeling insecure. 
Give them plenty of reassurance – but make sure you get a 
break too.

Repetition - If the person repeats the same thing over and over 
again, remember they don’t mean to annoy you, they just don’t 
remember your response. 
Try other ways of reminding them such as a notebook or 
noticeboard.

Some behaviour changes can be especially difficult for carers. 
For example:

• someone may become uncharacteristically aggressive from 		
	 time to time. Try to keep calm and de-fuse the situation or distract 	
	 the person. Try to work out if something triggered it – perhaps the 	
	 person was taken by surprise by something which frightened them, 	
	 or perhaps they are frustrated. Seek some help.

• sometimes someone may do things which are embarrassing to you 	
	 (eg swear when they never did before, be sexually inappropriate, 		
	 be rude to visitors, or start to undress in public). Again, try to 
	 stay 	calm and matter-of-fact. Gently distract them or take them 
	 to another room.
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Coping with behavioural challenges

Many carers find the changes in the person’s behaviour very difficult to 
cope with but there is help out there.

The community psychiatric nurse (CPN), psychiatrist, 
Alzheimer Scotland Link Worker or occupational 
therapist (OT) will have experience of helping with 
behavioural difficulties caused by dementia.

For specific problems, you and the person may be referred to 
a clinical psychologist, if there is one in your area, who will 
be able to offer specialist help. Your GP may also be able to 
help, and can refer you to other supports and agencies.

There are also a variety of booklets/ leaflets with possible 
solutions and strategies to help you. 
(see Further information at end of section).
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Communication
Dementia slows people down in their ability to take things in and make 
sense of what they hear. This can be very frustrating for both the person 
and their carer. However, there are a few simple things, which may help:

• Make sure any dentures, hearing aids are in good working 
	 order and glasses are the correct prescription.

•	 Speak clearly, simply and slowly, putting across one point at 
	 a time and making sure the person can see your face. 

•	 Use questions that ask for a simple answer – avoid ones that 
	 require the person to use their memory too much (eg. what 
	 did you do yesterday?).

•	 Talk about things that are familiar to the person.

•	 Use touch (if appropriate) and gesture - gestures, body 
	 language (how we use our hands, eyes and posture), touch 
	 and tone of voice are often understood right through to the 
	 late stages of the illness.

•	 Use facial expressions to make yourself understood.

•	 Make sure that you have their attention by gently touching 
	 their arm and saying their name.

• Use short, simple sentences and say exactly what you mean.

•	 Use simple questions which ask for a simple answer.

•	 Try not to confuse or embarrass the person by correcting 
	 them bluntly.

•	 Use the names of the people you are talking about instead of 
	 ‘he’ or ‘she’. It will remind the person who you are talking about.

•	 Use pictorial or visual aids to support verbal communication.

Above all, try to be patient and allow plenty of time for the person 
to take in and reply to what you say

The above is based on ‘Communicating with someone who has dementia: 
12 helpful hints’ by N Thomson, Good Morning Project Ltd via the Glasgow 
North Dementia Forum - www.goodmorning.org.uk/dementia_forum/Nicky.
Thomson-12hints-SCOTLAND.pdf
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Health concerns

Here are some of the main health concerns to be aware of which 
can arise for the person with dementia, especially in later stages of 
dementia. 

Increased confusion 
If the person suddenly becomes very confused, this can be 
a sign that something physical is wrong – check with the GP 
immediately.

Dehydration 
It is important the person drinks plenty of fluids to keep their 
body hydrated, avoid constipation and avoid making them 
exhausted and more confused. Try to encourage them to drink 
plenty of fluids such as soup, water and fruit juice in addition 
to any tea and coffee they drink.   Remember caffeine will 
contribute to dehydration and may also disrupt sleep.

Incontinence/ Urinary Tract Infections (UTI)  
Incontinence may be due to forgetting the way to the toilet, how 
to recognise it or not recognising the feeling of a full bladder. It 
may also be due to a UTI, which can also increase confusion 
considerably but usually responds to antibiotics.  
www.alzscot.org/continence

Constipation and faecal impaction 
This can be caused by a lack of fibre in the types of food, lack 
of fluids and lack of exercise or reduced mobility. It can also be 
a side effect of some types of drugs or combinations of drugs. 
It can lead to a worsening of the person’s confusion, as well as 
symptoms of irritability or aggression, which can be mistaken for 
part of their ongoing dementia. 
www.alzscot.org/constipation
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Malnourishment  
People with dementia may have poor appetite, be not very 
interested in eating, confused about whether or not they have 
eaten, or become ‘messy’ in their eating. Poor diet can lead to 
malnourishment or constipation. 
There are various things you can do to help: 
•	 make forks and spoons easier to grasp by wrapping the 
	 handles to make them thicker
•	 have the main meal in the middle of the day (better for 
	 digestion and sleeping)
•	 use snacks and finger foods
•	 allow plenty of time for meals.

	
Further information:

• 	 Understanding and dealing with challenging behaviour
	 www.alzscot.org/behaviour

•	 Communicating with the person with dementia
	 www.alzscot.org/communicating

•	 Healthy living with dementia   www.alzscot.org/healthy

• Coping With Dementia – a practical handbook for carers
	 www.healthscotland.com

•	 Facing Dementia – How to live well with your diagnosis 
	 www.healthscotland.com

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000
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1i.  Hospitals & dementia
Being admitted to hospital can be a traumatic experience for the 
person with dementia and their family.  This is often due to the 
unfamiliar surroundings which can cause confusion and distress 
to the person.  Families can also feel excluded from the care and 
treatment being provided.

Reasons for admission
The person may be admitted to hospital for a range of reasons but 
these will likely relate to either of the following:
•	 General admission for a medical condition not related to 
	 their dementia
•	 Admission to hospital for assessment relating to their dementia
•	 Admission to hospital relating to concerns over behaviour of 
	 the person and regarding safety of themselves or others 
	 under the Mental Health Act (Scotland) 2003.

Transport
Most hospitals offer a non-emergency patient transport service 
(PTS) to help those who are medically unfit to travel and have no 
alternative means of transport. Contact the hospital directly to 
discuss.  In some areas, volunteer car schemes can help those 
who have difficulties using public transport 
(see Section 3g - Hospital transport)

Reimbursement
If you have to use your own transport or organise privately, make 
sure to contact your GP or the hospital to discuss procedures 
for claiming back expenses incurred.  Criteria do apply (see 
Further information - ‘NHS Highland: A Guide to Highland & 
Islands Travel Scheme’).

Being involved
Remember, if the person you care for can’t make a decision 
regarding their care without help, you have the right to be 
involved and informed.  (see Section 1c - Knowing your rights).  

If you have power of attorney make sure staff are informed of this.
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Make sure staff know the person has dementia
If the person is admitted to hospital for something not 
connected to their dementia, don’t assume staff will know they 
have dementia, or what their needs are. It is useful to provide a 
list detailing:
•	 how they like to be addressed, e.g., by their first name 
	 or more formally
•	 what the person is capable of
•	 what they need assistance with
•	 things that interest them
•	 things they do not like or that upset them.

This means staff should be more aware and take this into 
account to ensure the patient’s comfort.

Welfare benefits
If the person’s length of stay in hospital is greater than 28 days, 
it may be necessary to inform any agencies where the person is 
getting a welfare benefit or rent assistance.  Ask the Hospital 
Social Worker for further details.

Hospital discharge
Where the person’s stay in hospital has been for longer than a day 
admission, they should always have a thorough assessment 
of their ongoing health and social care needs (often called a 
Single Shared Assessment). If they need support, a plan should 
be made before they are discharged. 

Ask to speak to the doctor in charge of the person’s care or the 
hospital social worker if you have any concerns.
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Further information:

•	NHS continuing healthcare and hospital discharge 
	 arrangements (Age Scotland factsheet 37s)
	 www.ageuk.org.uk/scotland/

• NHS Highland – A Guide to Highland & Islands Travel 
	 Scheme
	 http://tinyurl.com/highlandtravel   (Argyll & Bute)
	 www.nhshighland.scot.nhs.uk/services/documents/
	 travel%20costs.doc   (Highland)

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000
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1j.	 Choosing a dentist, optician or
	 podiatrist (chiropodist)
It is important to make sure that the person continues to receive 
regular services from a dentist, optician and podiatrist (chiropodist). 

It’s important for the person with dementia that…. 
•	 they have regular dental check ups to make sure there are 
	 no problems with their teeth, gums or dentures, as this can 
	 give problems with eating and drinking. 

• they have their eyesight checked regularly; any problems 
	 with this can make it harder for them to recognise people 
	 and objects

•	  they have any problems with their feet checked out by their 
	 doctor or a podiatrist (also known as a chiropodist) as healthy 
	 feet are important in keeping them active and mobile.

It will help both the person you care for and the professional if 
you:
•	 make the professional aware of the person’s dementia 
•	 talk about how to make the visit a positive experience. 

However, there may come a time when it is not possible for the 
person to go to the clinic and so:

• ask if your dentist will do home visits. If not, check with 
	 your local health board or the Community Dental Service
	 for those who do.

• check with your optician and podiatrist about home visits. 
	 If they don’t do them then ask them or your local health
	 board who does.
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1k.	Thinking about long-stay 
	 (residential) care
Some people are able to stay at home throughout their illness, but it 
can become very difficult to meet their needs even with help and many 
people with dementia are likely to need to move into long term care in 
the later stages of the illness.

You’re not on your own
This can be a difficult and painful time but you don’t have to make 
the decision on your own:

•	 the social worker, GP, CPN or staff at services the person 
	 uses can help you

•	 try to involve the person themselves as much as you can

•	 involve other family members too if you can, but remember, 
	 if they disagree, you, as the carer, know the person and 
	 situation best

•	 it may help to talk to other carers who have also had to 	
	 make the decision about long term care.

Making the decision
There may come a time when it is no longer possible for you to 
care for the person with dementia at home. 

There may be various reasons for this:
•	 their condition may have recently worsened 
•	 they may now need a team of people to care for them
•	 perhaps your own health has changed.

You may already have discussed future living arrangements 
with the person (see 1b - Working out a plan) but remember that 
things change and it may now be in the person’s best interests 
to move into a care home, even if that isn’t what they would have 
chosen to do.
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Arranging long term care
•	 Ask for a community care assessment for the person with 
	 dementia. It will ensure they get the right kind of care plus 
	 it is essential in order to get the free personal or nursing 
	 care allowance towards the care home fees.
•	 A carer’s assessment will let you and the professionals 
	 involved in the person’s care look at how you are coping 
	 and how able you are to go on caring (See Section 1d - 
	 Getting an assessment).
•	 Check with the Care Inspectorate or your local social work
	  office for a list of care homes in your area and inspection 
	 reports (see Section 3c - Support for the person with dementia).
•	 Visit care homes and ask questions about the care they 
	 might be able to provide for the person before you make 
	 your choice. 

Above all, take care of yourself – this can be a very difficult 
time for you and you may feel guilty or think others will 
disapprove. It may help to talk to friends, professionals or 
other carers about how you feel. The Dementia Helpline is 
also there 24 hours a day.

Even though the care home will have the responsibility for the day 
to day physical care needs of the person, you can still continue to 
be involved in their life as much as you want to. 

Further information:
• A positive choice – choosing long-stay care for a person 
	 with dementia – making the decision  -  www.alzscot.org/positive
• Coping with dementia – a practical handbook for carers
	 www.healthscotland.com
• Letting go without giving up: continuing to care for the 
	 person with dementia  -  www.alzscot.org/lettinggo
• Facing Dementia – How to live well with your diagnosis 
   	www.healthscotland.com

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000
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1l.	 Tips for coping and caring
The following includes tips from family carers and are intended to 
help you in your role of supporting a person with dementia. 

Looking after YOU - too often the people that are supporting 
someone forget about their own needs and the need for them to look 
after themselves, physically and emotionally.  Caring is stressful and 
can affect your health so it is important to remember this.  

‘It is OK to get frustrated now 
and again’.  Try keep patient – if 
you feel things are getting on top of 

you.  Try to get some space to regain 
your composure.

‘It’s OK to say ‘what 
about me’.  Give yourself 
a break when you can, and 
try not to let caring take over 

your life completely.

‘Try and see it from the 
humorous side.’

‘What the heck if you have broken 
something or left something.   Laugh 

it off, that’s a much better way of 
dealing with things’.

‘Get plenty of 
sleep’. Your body 
needs to rest so grab 
every opportunity.
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Be open - talk to the whole family and friends about the illness.  Don’t 
hide the fact that the person has dementia.  That can often lead to 
more stress for you.

Try where possible 
to share caring with 
other members of the 
family and friends.

Struggling? - don’t downplay with agencies when you are finding it 
difficult to cope.  Agencies need to know just how hard things might be 
for you and the person so they can prioritise and organise support.

Be prepared – planning in advance can reduce some of the 
anxieties and worry, especially in an emergency. 
 
• The Message in a Bottle scheme holds emergency information 
	 in a place that staff know where to find it (the fridge) when it is
	 needed, such as emergency admission to hospital (see further
	 information – local Alzheimer Scotland contacts; or your local 
	 carer centre – see Section 3 for details)

• Think about and write down the sort of information	that will help 
	 hospital or care staff to know how best to care for the
	 person, such as what name they like to be called by, things that 
	 may worry or upset them, any hearing or eyesight difficulties, 
	 eating and drinking abilities and preferences.

‘Be prepared to explain to people 
that your loved one has got a problem 
with memory or whatever and work 
out a strategy for dealing with that 

and telling people’.

‘it’s OK to ask the questions’, 
and its OK to ask for help from 

services – be prepared to fight for your 
case – and have someone to support 

you in this if you feel you need to’.
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Don’t be alone - try and talk to other people who have had similar 
experience and pick up tips from them - or talk to someone that will 
understand and just LISTEN to you!  

It helps knowing you 
are not alone and 

isolated.

Remember younger family 
members may require 
information and support 
(see Further information – Understanding 
dementia: a guide for young people)

Join a carers’ support group if there is one in your area. 

Call the 24-hour Dementia Helpline free on 0808 808 3000 if you 
need to talk to someone.

Further information:
• Coping with dementia – a practical guide for carers
	 www.healthscotland.com

• Understanding dementia – a guide for young people
	 www.healthscotland.com

If you have any difficulty accessing this information 
online, contact Alzheimer Scotland’s Dementia Helpline 

on 0808 808 3000
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SECTION 2:	
Who’s who and what’s their role?
Although service delivery can vary across NHS Highland, within this 
people generally see a similar range of staff.

The GP:	
The family doctor or general practitioner can be a very good 
source of help and information. They can help make sure the 
person with dementia stays as physically healthy as possible.  
They can put you in touch with other health professionals 
such as community nurses, physiotherapists, health visitors and 
hospital services.

The Psychiatrist:
Psychiatrists are doctors who specialise in mental health, 
including dementia and will likely be responsible for confirming  
a formal diagnosis and assessing suitable medication.

The Community Psychiatric Nurse (CPN): 
The CPN can give emotional support and practical advice to 
help both carers and people with dementia throughout the illness. 
They offer information about the illness and on practical ways of 
coping. They can help with changes in the person’s behaviour, 
and they can also monitor treatments.

At any stage you can ask your GP to arrange for a CPN to visit.

Dementia Advisor:	
Across NHS Highland, Alzheimer Scotland employs Dementia 
Advisors to help families living with dementia.  

Your local Dementia Advisor is there to answer your questions 
and put you in touch with other people who can help.  You might 
be referred to them by your GP when your family member has been 
diagnosed – if not, ask your GP to give you their details.
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Dementia Link Worker:  
In many areas of Highland you and the person should be 
supported by an Alzheimer Scotland Link Worker who will help 
you after the diagnosis to:
•	 come to terms with the condition and learn how to cope 
	 with the symptoms
•	 keep connected to your community
•	 find support from other people living with dementia
•	 support the person with the diagnosis to put legal 
	 arrangements in place for the future
•	 support the person to plan ahead for their future.
Ask your GP for their details or to make a referral.

Local Alzheimer Scotland Service/Dementia 
Resource Centre: 
For people with dementia, their families and carers, professionals 
and members of the public.  These are a resource for advice, 
information, training, support services, local involvement and 
representation of people with dementia and carers.

The Social Worker, Care Manager & Community 
Care Assistant:  
This will often be the person who visits and assesses the needs 
of the person with dementia and of the carer and helps you 
access services both within the social work department and 
elsewhere.
At any stage you can ask for a re-assessment from Social Work 
for yourself or the person you care for.

The Occupational Therapist (OT):  
The OT helps people to continue doing as much as they can in 
their daily lives, for example with social and practical activities. 
An OT can visit the person at home to assess risks and 
suggest ways to improve safety, maintain independence and 
encourage well-being.  OTs can be employed by Social Work 
and also by the Health Board.
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The Community / District / Practice Nurse:  
The community nurse can visit to assess and advise on the 
nursing needs of the person with dementia, such as bathing or 
incontinence. 

Ask the GP or contact the community nursing service directly. In 
most areas they are based at the Health Centre or GP surgery.

Clinical Psychologist: 
A clinical psychologist can work with people with dementia to help 
them learn ways of overcoming difficulties or coping better. He 
or she may be able to help with behavioural changes, such as 
aggression, ‘wandering’ and self-care problems. 

The clinical psychologist can help carers deal with stress and 
feelings such as grief.  Clinical psychologists are usually based in 
hospitals. 

Ask the GP or a dementia team member if you would like to see 
a clinical psychologist.

Re-ablement teams:  
These teams are a part of community care services with a focus 
on supporting people to continue living safely at home. They work 
intensively with people needing short-term support to regain their 
independence at home. 

This approach may be helpful for some people with dementia but 
not for others, and there is work going on in Scotland to look at 
how best a re-ablement approach might be used for people with 
dementia. 
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Emergency Contacts 
Fire, Police, Ambulance.....Tel: 999

NHS 24 ................................ Tel: 08454 242424

Argyll & Bute Council Social Work Department 
Mon – Fri 
9.00am – 5.00pm.................... Tel: 01546 605517 
  
Out of Hours 
& Public Holidays.................... Tel: 0800 811 505

Important
To prevent misuse, the Dementia Helpline does not accept 
calls where the caller’s number has been withheld. If you 
normally withhold your number, please enter 1470 before 
dialling the helpline number. 
This does not affect the caller’s right to confidentiality under the 
terms of the Helpline’s policy.
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Other useful contacts:

	 _ ________________________________________

	 _ ________________________________________
	
	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________

	 _ ________________________________________
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VIPs  
Very Important Points

It is vital that someone has explained and 
discussed the following topics with you and the 

person you care for:

Dementia types and what to expect

Power of attorney & other legal issues

Driving and dementia

Income maximisation (benefits and pensions)	
	
Council tax rebate or exemption	
		
Available supports in your area	

Self-directed support

If someone hasn’t spoken to you about any or 
all of these, contact:

Alzheimer Scotland Argyll & Bute:  
01436 678050 / 01631 570614

Alzheimer Scotland Dementia Helpline (24 hour): 
0808 808 3000 
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