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Living with

Despite being a growing global problem and its high media profile, many
professionals and families remain in the dark about dementia. Ahead of a
major conference in November, Professor June Andrews of the Dementia
Services Development Centre explains what every social worker should know

nterest in dementia has never
been so great, but there is still a
great deal of confusion about it.
And although films and
television documentaries such

as Away from Her, Still Alice, The Savages and
even The Notebook have opened up discussion
about caring for someone with dementia,
stigma still remains.

For some families, it is almost impossible to
get sensible advice. They are faced with waves
of publicity on the subject as newspapers
print misleading headlines implying that there
will be miracle cures available almost
immediately. Families affected by dementia
live in fear of losing their entire life’s savings
in care home fees. Public information
commercials encourage us to be positive
about dementia while at the same time
celebrities and thought leaders say that they’d
rather have cancer, or that they believe they’d
have a duty to kill themselves if they had
dementia. In some parts of the UK, doctors
are reluctant to raise the issue and make a
diagnosis for reasons that are well researched,
relating to nihilism about the condition, or a
perverse paternalistic belief that it is
sometimes “better for ‘them’ not 
to know”.

I
The diagnosis level varies from 20 per cent

in some places to 75 per cent. Social workers
therefore sometimes have the challenging task
of supporting people with quite obvious
dementia who may not have been diagnosed
or offered medical support.

On top of this, the often-reported tragic
treatment of patients with dementia in
hospitals and care homes makes us afraid for
our clients and our own older family members. 
Of course, there are many really good care
homes and hospital experiences, but these
don’t get the same profile.

In the middle of all this, thousands of
people every year get the shocking news that
someone in their family has dementia. Over
800,000 are currently affected. For many,
their experience unfolds as if no one has ever
travelled this path before. Health professionals
who don’t know a huge amount about the
condition may be treating them regularly for
other frailty or conditions and it is often hard
to know where to turn for sensible advice.

The Dementia Services Development
Centre (DSDC) at the University of Stirling
has been supporting professionals who work
with people with dementia and their carers
for 25 years. This year we have a new focus on
taking the issue outside of the realm of health

care professionals and systems, and focusing
on the personal needs of the person and their
family in the community where they live. The
role of social workers and their teams in this
has never been so great.

Dementia Research & Support

Everyone’s experience is unique but, research
suggests that there are two possible routes
with dementia. On one track you stay as well
as possible for as long as possible, living life
the way you want to. On the other you go
downhill faster than you need to, for reasons
that are often avoidable. Everyone would like
to avoid unnecessary trouble and expense,
and to delay some of the difficult situations
that might arise. But sensible, practical advice
on how to do this is in short supply. People
aren’t told about the remarkable services and
equipment that are readily available or the
simple changes to their lifestyle that can be so
radical that they prevent or significantly delay
the need to go into a care home.

Many families can afford to buy the simple
assistive technology devices on the AT
Dementia website: www.atdementia.org.uk.
Some councils offer them for free. But finding
out what is on offer is no simple task.
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The way that dementia is framed in the
public imagination is hugely influenced by the
general media. The word ‘dementia’ is used to
describe the collection of warning signs that
show up when the brain stops working as well
as it used to. It is defined as dementia only if
these signs continue to get worse, with a
permanent deterioration over time. If families
and individuals know about dementia they
will be better able to look after themselves or
someone in the family who is affected by it.

It is also helpful if they know the type of
dementia as that helps to predict and prepare
for future challenges, and to spot when
something else is wrong that could be fixed,
like an infection or a bout of depression.

Research has shown that the practical
problems that cause most difficulty for people
surviving at home are not those that are most
emphasised in public. Dementia is often
publicly described as a memory problem.
Memory loss is difficult, but it is not the most
challenging or disabling issue according to
research on people living with dementia and
their carers. They cite sleeplessness, aggression,
anxiety, and wandering among other problems.

In 2011, DSDC issued a book in plain
language called 10 Helpful Hints for Carers
based on the existing research. Our proof
copies kept being ‘borrowed’ by doctors, who
did not return them. When it was published,
families read it avidly. In the following years
nearly 65,000 copies were circulated. Families
said: “Why did no one ever tell us these
things before?” Professionals and volunteers

WORKING ON PUBLIC CONFIDENCE IN THIS
FIELD IS GOING TO BE VITAL IN LIGHT OF THE
DOUBLING OF THE NUMBERS AFFECTED BY

DEMENTIA IN THE NEXT 20 YEARS
took more and more copies, to give to
patients, to families and to fellow workers who
had never been taught about dementia in
their training or undergraduate programmes.

A follow up book Dementia: the one-stop
guide provided practical information and
advice about how to cope with the dementia
journey the best way you can, wherever you
live in the UK.  

Social Work Perceptions 
& Misinformation

Some of the feedback from readers
indicated that social workers do not enjoy a
good press. This is not a revelation to anyone
in the sector and is most often unfair, but it is
interesting to note and worth working with
the specific fears that older people and people
with dementia might have as a result of public
misinformation.

Social work is sometimes represented to
them as if it is fragmented and arbitrary in its
decision-making and people fear loss of
control. It is not only social work that is
thought to fail people with dementia. Families
are also accused of this. 

The difference is that an individual failure
in a family is represented as an example of a
family that fails, but the concept “family” is
unscathed. When one social work
intervention fails the whole social work
system is denigrated. 

There are even semi-professional groups set
up outside of social services to ‘protect’
people with dementia against unfair
treatment. Working on public confidence in
this field is going to be vital in light of the
doubling of the numbers affected in the next
20 years, and also the push to allow people to
stay where they want to be, in the community,
even though cash for public services is
unlikely to increase significantly.

Advice

Dementia is a complex condition, but there
is some simple advice that can help the social
worker to support families.

1. Get an understanding of dementia. It is a
set of symptoms that stop people eventually
being able to look after themselves. It mainly
affects older people. The cause of the
symptoms varies and it can be Alzheimer’s
disease, vascular disease, and a range of other

conditions. Being able to explain this to
people is vital.

2. You can reduce the disabling effects and the
symptoms of dementia through exercise, diet,
hydration, socialisation, small design changes
in the home, exposure to daylight, and a range
of low cost lifestyle changes. This does not
alter the underlying disease process, but
makes life easier and is worthwhile. These are
also changes that may delay the onset of
symptoms, so the more older people know
about this, the later they will need help. Frame
advice around this knowledge.

3. Some physicians think that a diagnosis of
dementia does not help the person, because
there are a limited range of medical
interventions. Many of your clients who have
dementia may not have been diagnosed, and
so never given medication or advice. You
could encourage diagnosis because it opens
the door to some services, but recognise
that’s not your choice and people resist it for
a range of reasons, colluding with the
professional medical reluctance in places.

4. Remember that two thirds of people with
dementia live in the community, half of them
alone, although up to 80 per cent of people in
care homes have dementia. This means
anything you can access that supports living
at home, including assistive technology and
social supports, is worth considering.
Supported housing is hugely valuable.

5. People can be enabled to live well for a long
time with dementia. You can help individuals
to have a happy and fulfilling 
time, remembering that this is the end of
their life, because dementia is caused by a
range of illnesses, most of which are fatal.
Good social work interventions can
transform that time.

THE FACTS

n One million British people will be 
affected by dementia by 2025

n One in six people aged 80 and 
over have dementia

n Two-thirds of those affected by 
dementia are women

n 80 per cent of people in care 
homes have a form of dementia 
or severe memory problems 

n 44 per cent of those affected by 
dementia receive a diagnosis – 
the rest are never diagnosed

n Two-thirds live in the community, 
one-third live in a care home

n 60,000 deaths a year are 
attributed to dementia

n 670,000 people care for someone 
with dementia in the UK

n Family carers save the country £11 
billion each year

n Dementia annually costs the 
country £26 billion

Source: Alzheimer’s Society

PSW

DSDC celebrates its 25th anniversary this year
with the Dementia Festival of Ideas. This includes
an International Dementia Conference and a
Care and Dementia exhibition taking place in
Birmingham on  3 and 4 November. 
PSW readers qualify for an exclusive ten per cent
discount –  please quote IDC5764 when
registering online for the conference:
www.internationaldementiaconference.co.uk
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