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c h A P T E R  1

Becoming Acquainted 
with Dementia

what is dementia?

Dementia is a condition that results from disease of the brain. 
In medical terms, dementia is a syndrome – that is to say, a set 
of difficulties that a person experiences that can result from a 
number of underlying causes. Over a hundred different types 
of dementia have been identified – fortunately the majority of 
them are extremely uncommon. In most cases dementia does not 
affect a person until later in life – the large majority of people 
with dementia are 65 or older – but some diseases that lead to 
dementia can affect younger people. The most common types of 
dementia are Alzheimer’s disease, vascular dementia, dementia 
with Lewy bodies and fronto-temporal dementia. We will 
describe these and other forms of dementia in the next chapter.

People can live with dementia for a long time, so supporting 
their quality of life is essential. It is important though to 
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recognise that dementia is a progressive and terminal condition 
that will in most cases lead to increasing cognitive difficulties 
and dependence on others. How long a person will live depends 
upon the type of dementia, their age and their general health, 
but many will live with the condition for several years. Eventually 
though, a person with dementia is likely to die as a result of 
the condition, although some may develop other illnesses that 
can lead to death, such as heart disease or cancer, particularly if 
the person is older. This of course makes dementia particularly 
difficult for family members and friends. They have the pain of 
seeing someone they know and love deteriorate and change, and 
they also need to come to terms early on with the probability of 
eventually losing that person. It also means that it is important 
to think about and plan for the future and, although this can be 
hard to face, it is an issue that needs addressing (see Chapter 3).

People with dementia are not all the same, and individuals 
will have their own particular difficulties. There are a number of 
reasons for this. First, as stated earlier, there are many types of 
dementia, and each may have different features, especially in the 
early phase. Second, because dementia is a progressive condition, 
some features are more obvious in the earlier phase while others 
appear more in the later phases. Third, factors in a person’s make-
up, such as their personality, life history, and physical and mental 
health, will influence how dementia is manifested. Finally, the 
way a person is interacted with and cared for by family members, 
friends and professionals can have a big effect on how dementia 
progresses. We will consider these factors in more detail in 
subsequent chapters. Overall, however, the following are the 
main difficulties that arise as a result of dementia.

MEMORY DIFFIcULTIES

Often, but not always, these are the first signs of dementia. A 
person may begin to forget things that they would normally have 
no trouble remembering. Initially, these are likely to be memories 
of recent events, or newly learnt information. The person might 
forget someone’s name, or what they did the previous day. They 
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might say something as part of a conversation, and then soon 
after say it again, forgetting that they have already done so. If 
they are told something new, they might not remember it, or 
they might find it hard to keep up with what is going on around 
them. The important thing is that this is a change from the way 
the person is usually – all of us have memory lapses from time 
to time, and memory difficulties are only a sign of dementia if 
the person’s memory seems worse than it used to be and other 
changes are also apparent.

‘It was particularly my husband’s memory; he was continually 
asking me what the time was, what date it was, what we were 
going to be doing. he previously would have been more in 
control.’

As dementia progresses, memory difficulties are likely to worsen. 
In the early phase of dementia, a person is still able to remember 
very familiar information, such as the names of close family 
members, or where to find things in the home. Also, the person 
can remember events from the past, often back as far as childhood. 
As time goes on, however, these memories become damaged and 
eventually lost as well, and in the advanced phase of dementia 
the person may appear to have little memory for either new or 
past events, and live their life entirely in the present moment.

chANgES IN MANNER AND EMOTIONS

The first sign of some types of dementia may not be memory 
loss but apparent changes in personality – a person’s manner 
or outlook on life. Some people may seem to be more inclined 
to touchiness or anger than is usual for them, while others may 
seem quieter and more subdued, or more anxious about events. 
These signs may not be recognised for what they are, and family 
members and friends of the person may think that they are 
depressed or under stress. This can often happen with younger 
people who have dementia (those aged 65 or below), because 
changes in manner and behaviour are common first signs of some 
of the conditions that affect these age groups.
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Such changes may become more noticeable as dementia 
progresses, and may be reflected in a person behaving in ways 
that others find difficult, such as becoming very agitated or 
perhaps resistive and even aggressive in certain situations. Some 
individuals can become very emotional and cry or become upset 
much more than they used to. Others may become apathetic and 
disinclined to do things, and may well suffer from depression. 
Individuals are very variable, however, and some people may 
show few changes in their manner or in their usual mood.

‘grandad would describe grandma as being quite stubborn 
and awkward and those were things that I just couldn’t picture 
in her.’

‘My husband had begun to be very impatient with my mother 
and he was normally very patient and kind. he started shouting 
at her – very out of character.’

DEcLINE IN cOgNITIvE ABILITIES

‘Cogntive’ relates to a person’s intellectual or thinking abilities. 
Dementia affects people’s cognitive abilities in many ways. Family 
and friends will notice them finding it harder to do many things 
that they used to be able to do. The person’s general thinking 
abilities will decline – if, for example, they used to be good at 
crosswords or maths problems or pub quizzes, they may find 
them increasingly difficult. The person’s attention span may 
reduce, and they may progressively find it harder to concentrate 
on things for more than a brief period of time, or to attend to 
things outside their immediate field of view. Their judgement 
may be affected and they may find it harder to make decisions, 
or be unable to take account of all the factors involved in decision 
making. This may lead to them sometimes wanting to do things 
that might risk harm to themselves or others. One example of 
this is when a person believes that they are still able to drive a 
car without any problems, when in fact they are at risk of getting 
lost or having an accident.
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What can also decline is a person’s ability to carry out tasks 
that involve a sequence of actions, such as getting dressed or 
making a cup of tea (psychologists call this ‘impairment of 
executive function’). The person may put their clothes on in the 
wrong order, or be unable to button their shirt. Ultimately this 
can lead to people losing the ability to look after themselves and 
needing help with eating and drinking, keeping themselves clean 
and managing their continence needs.

‘I was teaching my wife how to play dominoes and she had no 
clue that you had to match the numbers together. I thought 
that was really strange. One day my wife found she couldn’t 
make sandwiches. She was just stood there with two pieces of 
ham and four pieces of bread, not knowing what to do.’

It is not unusual for individuals to try and cover up any difficulties 
they are experiencing, particularly in the early phase, and it may 
take a while for families and friends to recognise changes. Often 
a person will make excuses in order to avoid taking on tasks or 
finding themselves in situations where they feel exposed.

‘I could see that my husband’s confidence was ebbing away. he 
even came to me one day as he couldn’t work out how to wire 
a 3-pin plug properly; this was a man who used to construct 
electronic equipment from scratch.’

‘My husband wasn’t doing as much as he used to; we always 
had a very equal relationship but he was beginning to do less. 
he’d say things like “your cooking is better than mine” – I 
accepted it at the time but when I look back I think it was an 
excuse.’

Yet another effect of memory and cognitive difficulties is 
disorientation. This is where a person has problems knowing where 
they are or finding their way about, understanding the concept 
of time, or being able to recognise other people. Disorientation 
tends to become more pronounced as the condition progresses 
and eventually the person appears to lack understanding of the 
world around them.
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‘I think one of the first things I noticed was when we were on 
holiday staying in a hotel and my wife couldn’t find her way 
back to the room. I did think it was a bit odd but I didn’t really 
think much about it at the time… I just thought she was being 
stupid.’

With some types of dementia, difficulties can be encountered 
with such matters as visual or spatial perception – the ability to 
follow things visually or to understand how things relate to each 
other in the physical world.

‘My husband started to make mistakes in his piano playing 
– it felt to him as if his right hand and the left hand weren’t 
getting their acts together. he was absolutely frustrated, he 
kept practising and practising to re-teach his hands but in fact 
what was happening was his eye travelling from one line of 
music to the next that was the problem.’

BEhAvIOUR chANgES

It will be apparent that a person’s memory, manner and cognitive 
difficulties are likely to lead to considerable changes in the ways 
that the person behaves and acts. We have mentioned that the 
person will find some abilities declining, leading them to do less 
than they did before. The person may also start to behave in 
different ways and to do things that may be hard for others to 
understand, such as hiding away or hoarding things or having a 
strong need to walk about. Sometimes the person may behave in 
ways that families and friends find very difficult, such as being 
extremely irritable or agitated. Such behaviour may often seem 
random and inexplicable, but as we will see in Chapter 5 it may 
well have meaning for the person.

‘I thought my husband was doing it deliberately; he used to take 
my oven gloves and throw them on top of the kitchen cabinet 
where I couldn’t get them. Instead he was hiding them safely 
because he knew they were important and shouldn’t get lost. 
I thought he was being difficult.’
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cOMMUNIcATION DIFFIcULTIES

The impairment of memory and cognition that comes with 
dementia often shows itself by a person having problems 
communicating with and understanding others. In the early 
phase of dementia, the person can usually understand what 
others are saying, but may find it hard to express themselves in a 
clear way. Initially, the person’s difficulty might be in finding the 
right name for something (including very familiar words such as 
‘dog’ or ‘coat’). Later, the person may find it hard to put together 
sentences that are understandable to others, even though they 
know what they want to say (the term that psychologists use for 
this is ‘expressive dysphasia’). This is obviously very frustrating 
for the person and hard for those family members and friends 
with whom the person is trying to communicate.

‘One time Mum couldn’t get words out and she got upset and 
she lashed out at me. It was as though she wanted to tear her 
hair out, she was in such a state and I had to hold her hands 
and say, “Don’t do that to me Mum, I’m only trying to help 
you. I hate what’s happening to you.” And she ended up getting 
upset and I got upset too.’

Sometimes, what a person says reflects disordered ways of 
thinking. They may develop a firm belief that something is true 
when it really isn’t. This may mean that they are misinterpreting 
things or it could be what psychologists call ‘delusional thinking’. 
Sometimes this can cause distress for the person and their 
family and friends, such as when the person firmly believes that 
others are stealing things from them, or that their mother is 
alive and coming to visit, when in fact she died many years ago. 
It is important to understand that in many cases this kind of 
thinking is a result of people trying to make sense of the world 
around them in the context of their fading memory and thinking 
abilities, and creating a reality that helps them to cope.

Other people may hear voices in their heads or see things 
that aren’t actually there (‘auditory or visual hallucinations’), 
and talk as if they were real. In some types of dementia this 
can be a significant feature. It is also not uncommon for older 
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people to experience problems with their eyesight, which if 
not corrected can lead to visual misperceptions. It is important 
to establish the cause and recognise that these experiences are 
part of the condition. We will discuss how to respond to such 
communication issues in Chapter 4.

A common difficulty experienced in communication is that 
people with dementia become repetitive: they may ask the same 
questions again and again, or utter the same phrases many times 
over. Much of the time this occurs as a result of memory loss and 
the person will have simply forgotten they have said something 
a few minutes before.

‘The first sign was that grandma would repeat herself, ask the 
same question again or say the same thing over and over again.’

As the condition progresses to the phase of advanced dementia, 
a person may seem to lose the ability to understand what others 
are saying to them – we say ‘seem to’ because by this point the 
person may have lost the ability to talk meaningfully to other 
people and so we can’t really tell if they can understand us or 
not. It may well be that the person still understands something of 
what we are saying to them – it is likely they will pick up on the 
feelings behind the words that we are uttering and be comforted 
or distressed according to what those feelings are. Again, we will 
say more about how to communicate effectively with people with 
advanced dementia in Chapter 7.

PhYSIcAL PROBLEMS

As we have discussed earlier, dementia is a progressive condition 
and in the later phase a person may experience noticeable 
physical decline. There are a number of physical changes that 
may develop as the illness progresses, including problems with 
eating, drinking, using the toilet and walking. In addition to 
this, some types of dementia have physical symptoms throughout 
their course as well as the psychological symptoms that we have 
been describing (see Chapter 2).



BEcOMINg AcqUAINTED wITh DEMENTIA 21

REDUcED AwARENESS

‘Awareness’ refers to the extent that a person with dementia is 
aware that they have the condition, and understands the effects 
that dementia is having on them. People vary in how aware 
they are. In the early phase of dementia, some people have 
considerable awareness of their condition and its implications. 
This allows them both to take action to compensate for their 
difficulties, and to make plans for the future when their level 
of awareness will be reduced. With others, awareness declines 
from the outset and the person may deny that there is anything 
wrong with them. This of course can create problems for family 
members and friends because the person may not accept their 
help, or may insist on carrying on with activities that they are no 
longer able to perform safely.

As dementia progresses, awareness tends to decline along with 
a person’s cognitive ability, and the person may lack understanding 
of why others are not letting them do certain things, such as 
going out of the house on their own, or are apparently insisting 
on doing things to them, such as making them have a wash or 
go to the toilet.

The extent of dementia worldwide

While dementia can affect people at any age, it is by far most 
common in older people and the longer one lives the greater the 
chance one has of developing it. Life expectancy is increasing 
in most countries and that means that there are many more 
people with dementia worldwide than there used to be. A report 
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published in 2009 by the organization Alzheimer’s Disease 
International estimated that 36 million people worldwide are 
living with dementia, and that numbers are expected to double 
every 20 years (Prince and Jackson 2009).

Few families have been unaffected by dementia and it may be 
helpful for readers to know that they are far from alone in having 
to come to terms with it. A recent study estimates that there 
are at present around 820,000 people with dementia in the UK 
(Luengo-Fernandez, Leal and Gray 2010), while the Alzheimer’s 
Association’s latest figures suggest that there are 5.4 million people 
with dementia in the USA (Alzheimer’s Association 2012). At 
the same time, dementia is not just an issue for industrialised 
societies; despite generally lower life expectancy, the large majority 
of people with dementia live in developing countries with much 
of the expected increase in numbers being in low- and middle-
income countries. This is obviously significant in financial terms 
with the worldwide costs of dementia, according to the World 
Alzheimer Report, being estimated as US$604 billion in 2010, 
amounting to more than 1 per cent of global domestic product 
(Price and Jackson 2009). It is said that, if dementia care were a 
country, it would be the world’s 18th largest economy.

Dementia is not, however, an inevitable consequence of 
growing older. Fewer than 10 per cent of those below the age of 
80 will have dementia, and less than a quarter in their 80s will 
be affected (Knapp and Prince 2007). It will not comfort those 
with dementia in their family to know that they are in a minority, 
but there is no inevitability that even if we live to 100 that we 
will develop dementia – less than two-fifths of centenarians have 
the condition.

Dementia in ‘minority groups’
Dementia can potentially affect everyone but it is important to 
consider the particular issues and needs of those groups that do 
not make up the majority of people with dementia.
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YOUNg-ONSET DEMENTIA

As has been seen, the majority of cases of dementia are classed 
as ‘late onset’, defined as dementia that manifests itself when 
a person is over the age of 65. Dementia can, however, affect 
people at any age and a proportion of people will have young-
onset dementia. This is sometimes also called ‘early-onset’ or 
‘working-age’ dementia and is when the signs of dementia appear 
before the person has reached 65. In the UK, around 17,000 
people have a diagnosis of young-onset dementia and in the USA 
around 200,000 have been diagnosed. These figures are likely 
to be underestimates, as a result of misdiagnosis of symptoms 
(Prince and Jackson 2009).

Sometimes the disease process is the same as for late-onset 
dementia, but often different diseases with their own particular 
features lead to young-onset dementia – we will overview some 
of the more common conditions in the next chapter. Young-onset 
dementia carries its own particular challenges for a person, their 
family, friends and professionals. They have more to give up – 
they are more likely to have a job and they may have child-rearing 
and financial responsibilities that will have to be taken on by 
other family members while they are also caring for the person 
with dementia. A younger person with dementia may be more 
physically fit and active, which means that it can be harder to 
meet their needs for activity and can lead to more acute problems 
if the person’s behaviour causes difficulties to others. Also, the 
rarity of young-onset dementia can lead to issues with providing 
professional support services or residential care; because there 
will be comparatively few people with young-onset dementia 
in a particular geographical area, it can be hard to provide 
specific services and younger people may be forced into services 
designed for older adults because of a lack of more appropriate 
alternatives. This can be compounded by the fact that different 
forms of young-onset dementia have very different features from 
each other, leading to experts suggesting that services for younger 
people should be specific to the type of dementia – even harder 
to provide for small numbers of people.
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EThNIc MINORITY AND IMMIgRANT 
gROUPS AND DEMENTIA

Some countries have small but growing immigrant groups whose 
cultural beliefs about and approach to dementia may be different 
from those of the majority culture. People from some cultures 
might not think of dementia as a disease process. For example, it 
is a fact that in some South Asian languages there is no word for 
dementia, because the cognitive processes that lead to dementia 
are regarded simply as an aspect of ageing that will eventually 
happen to everyone to a lesser or greater extent.

It is also well established that some minority groups use 
professional support services and especially residential care to a 
much lesser extent than the majority population. This can lead 
professionals to the belief that they have no need to work with 
people with dementia and their families from some minority 
ethnic groups as ‘the family looks after their own’. The reality is 
rather more complex. Certainly, some groups, such as those from 
South Asian and Chinese cultures, have traditional values that 
families should take responsibility for older or needy members. 
But there is also sometimes a feeling that professional services 
may not be able to meet their needs because of a lack of cultural 
understanding. It is also the case that family carers from minority 
ethnic groups can experience as much stress and burden as those 
from the majority population and so could benefit as much from 
outside help. A further factor is the cultural changes that are 
occurring as immigrant groups become settled in their adopted 
country and some of their children take on more ‘Westernised’ 
values, with perhaps less of a sense of family obligation.

It may also be the case that some types of dementia are more 
prevalent in some racial groups. For example, recent research has 
indicated that Afro-Americans or people from Afro-Caribbean 
backgrounds in the UK may be more likely to develop dementia 
(Adelman et al. 2011; Alzheimer’s Association 2002).

PEOPLE wITh LEARNINg DISABILITIES AND DEMENTIA

There are strong links between learning disabilities such as Down’s 
syndrome and dementia. People with learning disabilities are at 
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higher risk of developing dementia, and tend to develop it at an 
earlier age than the population as a whole. In the past this was 
less of an issue because people with learning disabilities tended 
to have relatively low life expectancy. Today, medical advances 
and improved social care have lengthened life expectancy for 
people with learning disabilities, leading to growing numbers 
with dementia. It might be thought that dementia is not so 
problematic for a person with learning disabilities because they 
are already cognitively disabled. However, dementia can lead to 
profound negative changes in a person’s cognitive abilities, which 
can result in the person becoming more disabled than before and 
cause as much distress to the person’s family and friends as with 
anyone else who develops dementia. It can also, as with others, 
shorten the person’s life expectancy.

gAY, LESBIAN, BISExUAL AND TRANSgENDERED 
PEOPLE wITh DEMENTIA

Readers who are a family member, partner or friend of a gay, 
lesbian, bisexual or transgendered (GLBT) person who develops 
dementia will of course face the same issues as anyone else. 
However, in some ways the experience of GLBT people with 
dementia can be different from the experience of those who 
are heterosexual, particularly when it comes to interacting with 
professionals who may lack understanding of their needs or even 
awareness of their situation. GLBT people may be more likely 
to become detached from their families, leading to fewer sources 
of support if they develop dementia. They may have hidden 
their sexuality for years and they and their partners may not 
feel able to be open with professionals about the true nature 
of their relationship, which can lead to the needs and potential 
contributions of their partners being ignored by professionals. 
Some who have worked in residential care have had the experience 
of a resident being visited regularly by a ‘close friend’ of the same 
sex without realising that the friend was the resident’s partner – 
or thinking to ask the visitor if that was the case.
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FAMILIES AND FRIENDS OF ‘MINORITY 
gROUP’ MEMBERS wITh DEMENTIA

If you are a family member or friend of a person with dementia 
who fits into one of these ‘minority groups’, you may recognise 
some of the extra challenges that this implies. We will discuss 
specific issues relevant to these groups as this book progresses. 
However, the goals of dementia care and the principles of 
supporting a person with dementia are the same regardless of 
the person’s circumstances. Quality of life and well-being are still 
paramount, and understanding how to assist the person to attain 
these goals is key to supporting them in their journey through 
dementia.

can dementia be treated, cured or prevented?
Our first thought on hearing that someone we are close to has 
an illness is can it be treated or cured? The blunt answer to this 
question as far as dementia is concerned is that with our current 
state of understanding there is no cure for any type of dementia, 
although researchers offer hope that this situation may change. 
There are some drugs that offer short-term relief of symptoms 
for Alzheimer’s disease and new drugs that may further delay the 
progression of dementia are being trialled. We will discuss these 
in the next chapter.

PREvENTINg DEMENTIA

There is growing evidence that aspects of our lifestyle may 
influence whether or not we will develop dementia and may 
perhaps influence the progression of the condition. As we will 
see in the next chapter, there is clear evidence that cardiovascular 
factors are present in the most common types of dementia 
that affect people in later life, and a lifestyle that may protect 
against cardiovascular diseases, such as hypertension (high blood 
pressure), diabetes, heart attack and stroke, may also protect 
against dementia. Simple health behaviours such as avoiding 
smoking, drinking alcohol within safe limits, maintaining 
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recommended body weight and eating a ‘Mediterranean’ diet 
minimising red meat and saturated fat and including plenty of 
fruit and vegetables and oily fish, are as relevant to preventing 
dementia as they are to warding off other illnesses. Maintaining 
regular exercise into old age is also important, with strong 
research evidence that moderate exercise done on a regular basis 
may reduce the risk of dementia.

Another factor that appears to influence dementia is educational 
engagement, and in particular maintaining intelligence-based 
activity into old age. If we continue as we grow older to carry 
out mind-stimulating activities such as reading, crosswords and 
puzzles, learning new things and playing musical instruments, we 
may delay the onset of dementia or at least keep our brains active 
and stimulated enough to help slow deterioration. However, one 
should be wary of ‘brain-training’ books or computer packages 
that advertise their ability to ward off dementia. None has a firm 
evidence base and keeping up a generally social and mentally 
stimulating lifestyle into old age is likely to have a greater 
protective effect than once in a while carrying out specific brain-
training exercises.

In short, there are things we can do to reduce our own risk 
of developing dementia and there is evidence that treating 
cardiovascular factors such as high blood pressure and high 
cholesterol, helping a person remain physically active and 
promoting cognitive stimulation may help slow the progression 
of dementia in those who have the condition. While there is still 
much to be learnt about dementia and we are many years away 
from eradicating it, we are not completely helpless in protecting 
ourselves and those people with dementia who are our family 
members and friends from the worst effects of the condition.

The goals of supporting a person with 
dementia: quality of life and well-being
We mentioned in the introduction to this book that, by family 
members and friends supporting a person with dementia, that 
person may achieve the best quality of life possible, and experience 
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as much as possible a sense of well-being. What do these concepts 
really mean, and how can family members and friends help a 
person with dementia reach these goals?

‘Quality of life’ and ‘well-being’ are rather vague concepts, but 
ones that we can apply to ourselves. We could all make a list of 
those things that we feel enhance our quality of life and make us 
feel good – folk music concerts, red wine, reading, swimming, 
country walks and meals out with families and friends feature 
highly on our own lists! In the early phase of dementia, when 
people still retain many of their abilities, there is no reason 
why their lives cannot broadly continue as before so that to an 
extent at least they can derive well-being from their accustomed 
activities and pastimes. As a person’s range of abilities starts to 
narrow, however, some preferred activities may on the face of it 
become difficult or perhaps seem impossible. At the same time, a 
person with dementia will derive well-being from the same broad 
aspects of experience as we all do.

REcEIvINg AFFEcTION, DIgNITY AND RESPEcT

We will all undoubtedly agree that these are important to our 
own sense of well-being. It can take as little as an aggressive driver 
sounding his horn at us unnecessarily to put a cloud on our day, 
and arguments and ill-feeling within the family will of course 
make us feel bad. People who have dementia are no different. As 
dementia progresses, the ways that family members and friends 
interact with the person are put into sharper perspective, with 
little things that others say and do having a strong influence on 
the person’s sense of well-being or ill-being (see Chapter 4).

kEEPINg AcTIvE

Many people with dementia will have been active throughout 
their lives and will have a need to keep active as dementia 
progresses. This may simply take the form of wanting to be 
on their feet and walking about, or it may at some level reflect 
the desire to continue leisure or work activities that they once 
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enjoyed. Of course, many activities also involve socialising with 
others. One of the strongest contributions that family members 
and friends can make to enhance the well-being of people with 
dementia is to help them keep active, either by assisting them 
to keep up pastimes that they previously enjoyed or by finding 
new things that they can do despite their difficulties. Above all, 
people want to feel included and involved at whatever stage they 
are at, and the more we can do to enable this the better it will be 
for the person. Indeed people in the early stage of dementia are 
now beginning to speak out and say, ‘I am living with dementia, 
not dying from it.’

MAINTAININg INDEPENDENcE

Many people with physical difficulties have a strong need to 
maintain independence and to do things for themselves rather 
than have others do things for them. Those with cognitive 
difficulties such as dementia are the same. This may in the early 
phase of dementia be reflected in a desire to continue to live 
independently and giving up that independence can be difficult. 
In the later phases of dementia, maintaining independence is 
linked to keeping active: the more people can do for themselves, 
whether it is helping around the house, pursuing hobbies or 
simply getting themselves washed and dressed, the more they 
are maintaining a level of activity. Also such activity, requiring 
an element of thinking for themselves, helps provide cognitive 
stimulation, which as seen earlier may help slow the progression 
of dementia. It may be that people will need supervision or 
indeed get things ‘wrong’ but the opportunity to stay involved 
is vital.

‘My grandma will walk over to the supermarket every day to 
get the things she needs…that’s her pleasure, that’s the only 
thing she does. If we take away going to the supermarket from 
her, she’d have no quality of life.’
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MAkINg chOIcES

Independence and choice making are of course strongly linked: 
being independent implies choosing how to live our lives. In the 
early phase of dementia, the person is likely to retain considerable 
capacity for making choices about their life. However, there may 
be times when reduced awareness or insight may result in their 
making choices that are not in their best interests, such as refusing 
help or wanting to continue activities that put themselves at risk. 
In these situations, the role of family and friends in supporting 
the right choice is extremely important and can require great skill 
and diplomacy. As well as helping the person make choices in 
the present, family members and friends can assist them to make 
choices about their future, through drawing up ‘living wills’ or 
‘advance decisions’ regarding what they would want to happen 
when they cannot make important decisions for themselves 
(discussed in Chapter 3).

In the later phases of dementia, major decision making may 
be very difficult for a person, but offering choices should not be 
ruled out altogether. It will enhance dignity and respect for the 
person if we ask them what their choice would be where possible 
rather than deciding for them, even if it as simple a matter as 
‘Would you like tea or coffee?’

ExPERIENcINg FAMILIARITY AND cONTINUITY

People with dementia will often feel more secure and content in 
an environment that is familiar and with a routine that maintains 
continuity and minimises major changes. This is partly because 
more longstanding memories are retained better than recent 
memories, so the person may recognise things and people that 
remind them of long-term aspects of their life and derive comfort 
from that recognition. Also, while people with dementia can 
adapt to new environments and learn new things, too much 
change and unfamiliarity will be hard for them to take in and 
come to terms with. Family members and friends will of course 
assist a person with dementia to experience familiarity simply by 
their presence as people that the person knows and loves. They 
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can also contribute to promoting a familiar environment for the 
person even if they have to move to residential care, by passing 
on their knowledge of the person and their life to care staff, or 
by making the person’s living area more like home by bringing 
in some of their possessions or photographs.

REcEIvINg hELP whERE NEEDED

While these principles are noble ones, it will be evident that as 
dementia progresses a person will need more and more assistance 
from others with managing their lives as their range of abilities 
narrows. As time goes on the balance between promoting 
independence and doing things that the person cannot do for 
themselves will shift. At every phase, the person will need a level 
of help to compensate for their cognitive difficulties. Ultimately 
this may include providing assistance with basic needs such as 
eating, drinking and keeping clean. To what extent this help will 
come from families and friends or from professional carers will 
depend on a range of factors, but at every phase of dementia, and 
whether or not the person is receiving full-time professional care, 
family members and friends will have a role to play in helping to 
ensure that the person’s needs are met.

Being a family member or friend of a  
person with dementia

Given that dementia is a long-term progressive condition that 
will lead sooner or later to cognitive decline and dependence, 
how should we regard dementia and what should be our role 
as family members and friends? This is a difficult question but 
one that has considerable implications for our relationship with 



DEMENTIA –  SUPPORT FOR FAMILY AND FR IENDS32

the person with dementia and for their own future. It will be 
evident that, because of the nature of their difficulties, people 
with dementia can become particularly reliant on others, not just 
to ensure their safety and physical health, but for their sense of 
well-being also. And that means they rely on family and friends.

How do we feel about being in this crucial but demanding 
position? Our natural reaction to dementia may be a negative 
one. We may be filled with foreboding when we think of the 
journey ahead and the emotional and physical demands it may 
impose on us. We may experience a gradual and continuing 
sense of loss as the person we knew starts to drift away, to be 
replaced by a very different kind of person who may bear little 
resemblance to our loved one. This sense of loss may make us 
want to distance ourselves from the person. This attitude was 
succinctly expressed by an acquaintance who said that she was 
reluctant to visit her grandmother with dementia because ‘it isn’t 
really her’. Alternatively, for some it may be an opportunity to 
become closer through having a new role of providing support 
and care.

As a person’s understanding of the world diminishes, the 
familiarity of family and friends becomes more and more 
important to them. Even in the advanced phase of dementia, 
when the person may not recognise those closest to them, the 
emotional comfort that only the presence of a loved one can 
provide will help them experience a measure of well-being. This is 
not to suggest that families and friends should be morally obliged 
to take on all the work of caring for a person with dementia. 
Caring for a friend or family member who has dementia can be 
very stressful, particularly when behaviour changes, and it is not a 
role everyone feels they can take on. It is possible for professional 
carers who have the right understanding and skills to provide 
much needed emotional comfort and support. Professional help 
is vital at all phases of the journey through dementia and, as we 
will discuss in Chapter 6, residential care may eventually be the 
most appropriate option for some people with dementia. Family 
members or friends can sometimes feel guilty of having failed in 
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some way if they hand over direct care. But even if the person 
goes to live in a care home, the contributions of families and 
friends should not be underestimated.

BEcOMINg A MAIN cARER

It will be evident from what has been said previously that 
supporting a person with dementia places considerable 
responsibility on families and friends and is a responsibility that 
some will feel better able to take on than others. Many people 
with dementia of course want to live in the community in familiar 
surroundings and with familiar people, and many families want 
that for them as well. We have seen earlier how independence, 
familiarity and continuity, and the presence of loved ones, will 
enhance the quality of life of a person with dementia.

It is typical with people with dementia living in the community 
that a particular person, usually a close family member, sometimes 
a friend, takes on the role of main carer. That person does most 
of the work of caring, becomes the person that the individual 
with dementia most relates to and is the one who liaises with 
professional services. Sometimes the main carer takes on the 
role voluntarily and would prefer that they had that role rather 
than other family members. Sometimes, however, a person can 
become the main carer by default, because they are the person’s 
only relative, or other family members are unable or unwilling 
to take on the responsibility and subtly (sometimes unsubtly) 
push another into the caring role. In such circumstances, it is not 
surprising to learn that women are more likely to take on the role 
of main carer to a person with dementia than men. Such family 
dynamics are perhaps inevitable but clearly place the bulk of the 
caring responsibility onto one person, who may feel unsupported 
or abandoned if other family members or friends then step back 
and leave them to it. It should be the responsibility of family 
members and friends that the main carer is not abandoned in 
this way.



DEMENTIA –  SUPPORT FOR FAMILY AND FR IENDS34

The basis of supporting a person with 
dementia: dementia empathy
Whether one is a person’s main carer, a family member or a friend, 
understanding is needed of how to support or care for the person 
with dementia. We base our approach on one basic principle: 
that family members and friends should attempt to empathise 
with the person, by trying to appreciate how they are feeling 
and also, importantly, how they understand the world around 
them through the screen that their cognitive difficulties place 
between them and their world. We call this ‘dementia empathy’ 
– empathising with the person’s cognitive difficulties. If we can 
achieve this, we can help the person in more than one way. First, 
we can assist the person to manage their life by finding ways 
of compensating for their cognitive difficulties, just as we help 
people who have physical difficulties. Second, by recognising that 
the person’s actions or words reflect their cognitive difficulties, we 
can avoid blaming the person when they do or say things that we 
may find frustrating or upsetting – we can with honesty say to 
ourselves that ‘they can’t help it’ and seek to find ways of reducing 
such misunderstandings or minimising their effects on others. 

DEMENTIA EMPAThY, cOgNITIvE 
DIFFIcULTIES AND ‘cONFUSION’ 

The cognitive difficulties that people with dementia develop 
may affect their ability to manage their lives in two broad ways. 
First, they may misunderstand the world around them, including 
other people. If a family member or friend says something to a 
person, they may misinterpret it, or just not understand it at all. 
They may not recognise who is talking to them, even if it is a 
close family member or friend. Similarly, they may misinterpret 
aspects of their environment, such as reading the weather wrong 
or failing to recognise where they are. For some people there can 
be visual-spatial difficulties – problems with judging distances or 
interpreting visual signs or cues. It is also possible for someone 
to develop false perceptions or hallucinations (seeing or hearing 
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things that are not really there and responding to them as if they 
were real), or false beliefs or delusions (believing something to 
be real and responding accordingly).

The second way that people with dementia may experience 
cognitive difficulties is through reduced ability to respond to the 
world around them. A person may understand what has been said 
to them but may not be able to find the right words to answer. 
They may know where they are but be unsure how to get to 
where they want to go. They may see and recognise a cup, kettle 
and packet of tea bags on the kitchen shelf but be unable to work 
out how to make a cup of tea. If asked to decide on something, 
they may understand the issues but lack the ability to put those 
issues together to make a decision. Figure 1.1 summarises the 
main cognitive difficulties that dementia can cause, divided into 
these two broad categories.

Put together, these difficulties lead to a person displaying what 
we commonly term ‘confusion’. Confusion is a blanket term for 
behaviour, speech or manner that comes from the person either 
misunderstanding the world around them, or not being able to 
respond appropriately to the world around them, or both. It 
is important for family members and friends to look beyond 
the rather stark term ‘confusion’ and try to identify the specific 
difficulties that the person has with relating to the world.

Understanding the basis of a person’s cognitive difficulties is 
the key to dementia empathy. If we can, as it were, get inside 
the head of the person with dementia and appreciate how they 
perceive the world around them, and if we can recognise when 
the person can respond appropriately to events in the world and 
when they can’t, we can then come up with ways of helping 
them compensate for their difficulties. Throughout this book we 
will refer to the concept of dementia empathy when interpreting 
aspects of a person with dementia’s behaviour or offering advice 
and tips as to how we might help the person live their life 
more effectively.
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SUPPORTINg ThE PERSON: ASSISTANcE 
vERSUS INDEPENDENcE

When helping a person with dementia compensate for their 
cognitive difficulties, family members and friends sometimes 
have a difficult balancing act to perform. On the one hand, 
we want to ensure that the person gets their needs met quickly 
and appropriately. On the other hand, we should be aiming for 
the person to be as independent as possible. As we have seen, 
independence carries lots of benefits for a person with dementia: 
it helps keep them active, it enhances well-being and it may even 
slow the progression of dementia. This means that family and 
friends should be trying to assist the person with dementia to do 
things for themselves and only to do things for the person if it is 
clear that they are unable to do those things unaided.

A simple analogy can be made with physical disability. 
Suppose a person has weakness in their legs and finds it hard to 
stand up out of a chair. If we see the person struggling to rise, 
we are tempted to go over and help them up. Our motivation 
for doing so is often twofold: first, we want to make things easier 
and less effort for the person and, second, we want to reduce the 
risk of the person falling and coming to harm. The same motives 
lie behind our wanting to do things for a person with dementia. 
Often it can seem easier to do something for the person, whether 
it is tidying their house, making them a cup of tea or, in the 
later phases, getting them dressed, rather than watch them slowly 
struggle to do it themselves. Also, we sometimes see genuine risks 
in the person being independent, of their accidentally coming to 
harm, or even being exploited and abused by others. Balancing 
the risks of independence with the benefits is one of the hardest 
tasks for those supporting a person with dementia, and deciding 
when to intervene and take away an aspect of independence can 
be very difficult, especially if the person believes they can still be 
independent in that aspect. We will explore such situations as we 
go through this book.

‘My husband’s very restless and wants to go out and walk 
around all the time. I used to do this with him but I’ve accepted 
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I can’t go with him all the time now so have to “take the risk” 
and hope that he’ll be safe. But as he gets more confused about 
the time of day I expect this will get more difficult.’

‘One day I came back from work and my husband had left a 
red-hot pan on the stove, then put it on the worktop and the 
kitchen could have caught fire; that was a signal that he needed 
24-hour supervision.’

what family members and friends need 
to support a person with dementia
To summarise our discussion so far, it is our position that people 
with dementia can lead lives that are fulfilling and of good quality. 
Dementia does not have to be a totally distressing and negative 
condition for a person – they can experience well-being. People 
with dementia who have a good quality of life, characterised 
by positive relationships with others and the opportunity to 
exercise choice and independence and to keep active, may even 
progress through dementia at a slower rate. Good professional 
help is necessary for a person with dementia to achieve a good 
quality of life, but even more vital is the contribution of family 
members and friends. This places a considerable responsibility 
on those close to a person with dementia and they need to be 
properly equipped to take on a caring or supportive role. This 
section considers the fundamentals needed by family members 
and friends of a person with dementia.

A POSITIvE ATTITUDE

In the past, our society has had an almost totally negative view 
of dementia. This stereotype can be traced back to Shakespeare’s 
description of decrepit old age in As You Like It as ‘second 
childishness and mere oblivion, sans teeth, sans eyes, sans taste, 
sans everything’. We have also said that our own attitude towards 
dementia can often be a negative one.

When faced with the reality of dementia, however, we need 
to attempt to transcend such thoughts. How we do so will be 
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very individual. For many of us it will be a simple question of 
continuing concern for someone who has been important to 
us and whom we love. Others may approach the issue from 
the perspective of how they would want to be cared for if they 
themselves developed dementia. However we do it, supporting 
a person with dementia begins with the assumptions that the 
person is still a person worthy of our respect and love, and that 
we can make a positive difference to their quality of life and sense 
of well-being.

UNDERSTANDINg ABOUT DEMENTIA

To successfully support a person with dementia we need to 
understand their situation. This understanding must be at several 
levels. First, we need to understand the condition itself. As we 
will discuss in the next chapter, it is important that a diagnosis 
is made and that family members and friends know what that 
diagnosis is, what it is likely to involve for the person and how the 
condition is likely to progress. We need to know if any medical 
treatments are available and what effects they might have, and 
we need to know what the consequences of dementia might be 
for the person’s ongoing physical health as well as their cognitive 
state.

Second, we need to understand the person themselves, how 
they are experiencing dementia and how they are feeling about 
their situation. As discussed earlier, this means we must empathise 
with the person: we must try to judge their feelings – emotional 
empathy – and to appreciate how they understand the world – 
dementia empathy. 

SUPPORTINg AND cARINg SkILLS

Supporting or caring for a person with dementia is a skilled 
business. We need to know how to interact and communicate 
with the person, how to help them manage their difficulties while 
maintaining their independence, and how to respond when their 
behaviour causes difficulties for us. We also need to adapt our 
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approach as the person’s condition progresses. There is no reason 
to suppose that we will already possess these skills – why should 
we if we have not known a person with dementia before?

We may draw a parallel here with becoming a parent and 
having to acquire the skills of childcare. New parents are similarly 
placed in a situation of having to take on a highly responsible 
role without prior experience and usually without training. No 
wonder many new parents buy books on childcare to help them 
learn the skills they need.

In drawing this parallel, we must of course be very clear about 
what we are saying. Speaking about people with dementia and 
children together is fraught with danger because there is the 
clear risk of belittling or demeaning people with dementia by 
comparing them with children. Shakespeare’s image of ‘second 
childishness’ is part of the pervasive negative stereotype that 
society has regarding dementia. At the same time it is the case 
that, just as a new parent can learn the skills of childcare, family 
members and friends of a person with dementia can learn how 
best to support and care for that person. This is, after all, the 
purpose of this book.

PEER AND PROFESSIONAL SUPPORT

The final aspect of supporting a person with dementia is to have 
support oneself in undertaking that role. This support should 
come both from within the family and one’s circle of friends, and 
also from professional services. We stated earlier that in many 
cases a particular person becomes main carer for the person with 
dementia, either willingly or by being more or less thrust into 
that role. Some of our readers will be in this position, while 
others will be more concerned with remaining in touch with the 
person with dementia and supporting the main carer. Whatever 
your role, a positive attitude towards the person with dementia 
needs to be accompanied by a positive desire to support one 
another. Accepting help and support from others is essential both 
practically and emotionally, whatever your relationship with the 
person with dementia.
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‘what you need is someone to talk to face to face, a hug when 
you are down, or somebody to say, “You are doing fine, you 
are Ok.” Encouragement keeps you going.’

‘It isn’t just the spouse or the family that need support: friends 
also need support. My friend and I have given each other an 
enormous amount of support and she has come along to some 
of the education groups since which have helped her.’

Professional care and support should be available for people 
with dementia in English-speaking countries at all phases of the 
journey, but access to professional support and the quality of 
professional input are ongoing issues worldwide for people with 
dementia and their families and friends. Some may want the 
government to provide everything for people with dementia and 
feel that they should be looked after in hospitals or other residential 
care settings, paid for out of the public purse, as happened in 
many countries years ago (one of us began his career working 
with people with dementia on ‘psychogeriatric’ wards in a large 
mental hospital that has long since closed down). While funding 
arrangements will vary from country to country, there is in all 
English-speaking countries ongoing debate about how much the 
government should pay for dementia care and how much the cost 
should be borne by the person with dementia and their family. 
We should, however, remember that any discussion about who 
should provide and pay for dementia care is meaningless to those 
living in many developing countries where government-funded 
dementia care, whether residential or in the community, is non-
existent and families must fend for themselves.

At its best, professional input at a range of levels can make 
an important contribution to enhancing the well-being of 
people with dementia and easing the challenges for families and 
friends. While specific service provision varies from country 
to country, we will discuss in later chapters the main types of 
professional support available at different points in the journey 
through dementia.
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‘I needed to have a professional view from someone who 
can give advice about dementia, tailored to our particular 
situation. I do not mean someone who would just signpost me 
to information but somebody with a backpack of knowledge, 
who could have helped me directly.’

how this book can help
Our aim in this book is to assist family members and friends in 
acquiring those things they need in order to support a person 
with dementia and themselves. We will provide basic information 
about the main types of dementia and their ongoing effects. We 
will try to help readers appreciate the difficulties of dementia and 
learn to empathise with the person’s feelings and understanding 
of their world. We will try to enhance readers’ skills in interacting 
with people with dementia in a range of situations and we will 
outline sources of professional support and how to access it.

What we can’t do is give our readers a positive attitude towards 
people with dementia. That has to come from within.
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