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DEMENTIA GATEWAY

Dementia Gateway: Communicating well

Key messages

Good communication is a fundamental aspect
of support for people with dementia.’ But care
staff see communication problems as one of the
greatest challenges in delivering good dementia
care.’

Quiality of life is an important concept and ‘the
ability to communicate’ is one of 10 key
indicators of quality of life valued by people with
dementia.*

In care home settings, many people with
dementia communicate through what may be
seen as challenging behaviour,>* especially if
staff do not communicate well.

For people with more advanced dementia, non-
verbal communication may be the main way for
them to express their preferences® and it is
important that staff recognise this.

Staff need to recognise that a person’s mood, level of
concentration and motivation to get involved in conversation
may be different in different settings, but also at different
times of the day and in response to other circumstances.’

Life story work is one way for care home staff to
communicate and develop relationships with residents based
on their unique life experiences.*®*

Staff and family members should be aware that making
changes to the environment can help people with dementia to
communicate better.?

There is not much research on communication with people
with dementia in community settings, such as in people’s own
homes or in day care settings, and little in the way of the
involvement of older people with dementia.



Introduction

This summary highlights key messages from the
research on communicating well with people with
dementia. It is not intended to be a comprehensive
review of the literature on this topic. The material on
which this summary is based was identified through
focused searching of the literature published from
2008 to 2012. Some material pre-dating 2008 is also
referred to in order to illustrate a point that was not
covered in the identified literature.

What is the issue?

Communication is a fundamental aspect of all human
relationships.? However, care staff see
communication problems as one of the greatest
challenges in delivering good dementia care.®> When
people with dementia are enabled to communicate,
they have important things to say about how
dementia affects them, and about what they think is
important about their lives now and in the future,
including how services should see that their health
and social care needs are met.® But helping people
with dementia to express their views can be difficult
because of cognitive (thinking, reasoning and
remembering) decline and communication problems
that are related to the condition.”

Good communication is a two-way process and a
crucial element in providing person-centred care to
someone with dementia® (that is, care that is tailored
around an individual’s needs and preferences,
values and beliefs, life history and other things that
are important to a person'®). It is about care staff,
family and others communicating in a sensitive way
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and helping the person with dementia to
communicate. But many social care and health staff
find it difficult to communicate with people with
dementia.'®** With advanced dementia, the
challenge is significant as verbal and cognitive
(thinking, reasoning and remembering) skills get
affected, which means that staff, carers and people
with dementia must be aware that abilities will
change over time,** and this can be frustrating for
everyone concerned.’

The status of research

One weakness of much of the research in this area is
that it is small-scale, in general the results of studies
may not apply to people who didn’t take part in the
studies and often there are problems with how the
studies are designed and the methods that are used.

Also, there is not much research set in the
community, such as in people’s own homes and in
day care settings, and little in the way of the
involvement of older people with dementia.

More research is needed to address these gaps as
well as investigating the wide variety of ways in
which people can be helped to communicate better.
Certain communication tools such as Talking Mats®
have proved effective (for more information on these,
see the section ‘Effective communication tools and
strategies’ later in this overview) but there should be
more research with people at different stages of
dementia.®

It is important that people with dementia are included
in research because they are able to communicate®
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and what they say will make a valuable contribution
to what we know about dementia.>®

The importance of communication

The effect of dementia on the person is profound and
problems usually include loss of memory, loss of
language, mood changes, declining ability to reason
and understand, loss of communication and
problems managing everyday tasks.>*>*"
Communication problems include a ‘decline in the
ability to talk, read and write’.}” A person with
dementia may also get more confused and find it
hard to keep hold of a sense of who they are, making
their need for communication with others even more
important.’©

As dementia progresses, people find it more and
more difficult to express themselves and be involved
in planning and care decisions that affect them® and
care staff can struggle to identify and manage the
cause of disturbed behaviour.”* The rate of decline in
dementia is a unique experience for each person and
is affected by many things, including the type of
dementia the person has, their physical make-up,
how emotionally strong they are and the support that
is available.!” Communication is a fundamental part
of that support — it is central to providing good
dementia care' or as one study suggests:
‘communication is caring’.*°

Communication and person-centred
care

Most research about communication and dementia
recognises the importance of person-centred care.™

This approach is about moving away from a ‘medical
model’ — which focuses on the disease — to one that
centres on the person using services and is delivered
in a way that encourages independence, autonomy
(the freedom to act, behave and so on in the way the
person wants) and choice.” This includes being
aware of and appreciating a person’s needs and
preferences as well as their life history, attitudes,
beliefs, values, culture, religion and other attributes
that are part of their make-up.°

Communication from the perspective of
the person with dementia

Quality of life

People communicate their needs, wishes and
feelings as a way of maintaining quality of life and
protecting a sense of identity.* Quality of life is an
important concept and research by the Alzheimer’s
Society, drawing on the views and experiences of
people with dementia, identified the ‘the ability to
communicate’ as one of 10 key indicators of quality
of life that were valued by people with dementia.*
Where communication is compromised, this can
affect quality of life.? This was highlighted in a study
of care homes where there was clear evidence that
poor staff communication with people with dementia
had a significant negative effect on the quality of life
of residents with dementia.?®

Examples of communication problems

Communication problems are related to the type and
cause of dementia and can include: having a
reduced vocabulary; having problems with reasoning;
repeating previously used words, phrases and
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behaviour; being incoherent; not being able to follow
a topic; having problems in finding words; and having
a tendency to be distracted.™ But despite these
restrictions, people with dementia are capable of
conveying their feelings and concerns clearly,® and
they can also do so to some extent in the later stages
of dementia.*#°

Non-verbal communication

People with more advanced dementia may be able to
express their preferences best by non-verbal
communication®*° (for example, facial expression,
gestures, body posture and eye contact) and it is
important that staff recognise this. Simply because
verbal communication is non-existent does not mean
that it is impossible to engage with people who are
not able to communicate verbally. For all of us, over
80 per cent of communication is non-verbal and so
we do have other ways of connecting with people to
draw on.?*

Communication from the perspective of
staff

Knowledge and skills

In a large study of care homes by the Alzheimer’s
Society, care home staff said that communication
problems were one of the main challenges as far as
providing good dementia care was concerned.® But
the quality of staff communication can be
compromised by various issues. Not having the right
knowledge and skills is one key issue.®?®
Communication is also hampered by poor staff
attitudes and reliance on stereotypes about people
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with dementia, and a lack of awareness of the
distinct problems that people with dementia face.

External factors

Communication problems can also be a result of
things associated with the work environment, such as
access to training, a focus on getting tasks done and
not enough resources®. For instance, in one study of
care homes, residents wanted opportunities for social
interaction with staff, but managers put an emphasis
on completing a daily sequence of care tasks
efficiently, which prevented this from happening.?®
Some or all of the sequence of care tasks were
carried out non-verbally using gestures, guiding
residents with touch and physical handling. Carers’
speech was related to the level a resident complied
with a care task so that if a resident didn’t comply,
there was more carer speech, which the authors
described as ‘care-speak’.?® In these situations,
verbal responses or reactions from residents were
not sought and rarely needed.

When communication is not person-
centred

Losing out on communication

Where staff or carers do not communicate properly,
the person with dementia may, over time, be
gradually deprived of the power to make their own
choices, their rights become worn away and other
people make choices for them.*?*3* An example
would be where a person with advanced dementia
does not have a say about what they eat at
mealtimes because care home staff have imposed
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their own choice based on their assumptions about
what the resident would enjoy.?®

Impact on mood

The quality of communication has a big impact on
how people with dementia feel: there is a strong link
between positive, friendly communication and
improved mood in people with dementia; and
between negative communication and a decreased
feeling of wellbeing.? It seems that ‘neutral’ styles of
communication, which are characteristic of a focus
on tasks rather than the person, are also linked with
residents appearing to be withdrawn or depressed
because staff do not show empathy and warmth.*

The effect of negative stereotypes

If workers ignore people with dementia or
communicate with them on the basis of stereotypes
about people who have problems with thinking,
knowing and remembering (people who are
cognitively impaired), this can have a negative effect
on communication over time.'**® If staff do not
communicate then the needs, abilities and potential
of people with dementia are ignored, and this
increases their feelings of helplessness and
worthlessness.* This then curbs the desire of people
with dementia to engage and reduces their ability to
do so effectively, which in turn reinforces
stereotypical judgements and increases staff
apathy.'®% This illustrates how the capacity of the
person with dementia to communicate their choices,
wishes and needs can be worn away.*®

Challenging behaviour

In care home settings, many people with dementia
communicate through what may be seen as
challenging behaviour — such as hitting out or being
aggressive, which may be managed with a sedative
drug.*!* Dementia specialists believe that
challenging behaviour is a response to frustration at
not being able to communicate.?’ This behaviour
may be seen in situations where residents are not
listened to and their needs are ignored,?**® or where
they have language disorders or suffer pain or
discomfort.?#°

Increased isolation and exclusion

Problems with communication can lead to greater
isolation and exclusion for people with dementia and
difficulty in bonding with others, as well as to an
increase in the risk of being neglected and
ignored.®** In a study of 12 care homes, there was
evidence that staff avoided meaningful
communication. Over a six-hour period, it was
noticed that, apart from direct care interactions, half
the residents spent less than two minutes in
communication or conversation with staff or other
residents.*** When communication does happen this
can sometimes be patronising and compared with
that of speaking with young children, often labelled
as ‘elderspeak’.}030:31



Encouraging person-centred
communication

Exploring appropriate tools and strategies

Speech, writing, gesture, tone of voice, gaze and
posture help engagement and communication.??
Staff and managers need to identify appropriate tools
and strategies like these that they can use when
communicating with a person with dementia.

Sensory loss

When hearing or sight deteriorates, this affects
communication,” but equipment such as hearing aids
or access to a British Sign Language interpreter may
help. For those with dual sensory loss (that is, both
hearing and sight problems), problems with
communicating are escalated even further. People
with problems caused by sensory or cognitive
(thinking, knowing and remembering) impairment
may turn away from those who try to communicate
with them.*? Hearing and sight loss are common
disorders in older adults but their effects on
communication are not well documented.*

Fluctuating abilities

A person’s mood, level of concentration and
motivation to get involved in conversation may vary
in different settings, but also at different times of the
day and in response to other things.> Staff need to be
sensitive to this and must be conscious that their own
mood, stamina, and ability to concentrate will affect
the way they communicate with people.®
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Culture and language

Language barriers with older members of minority
ethnic communities who only have limited use of
English, or who have reverted to their native tongue
with advancing dementia, may be an issue.>** It is
important that care staff are able to understand and
respond in people’s chosen, or first, language.?® If
not, access to people who can act as interpreters
and have matching language skills and cultural
understanding is important.”

Working with family members

Family members can have an important role to play
in helping with the involvement and communication
of a person with dementia.? In particular, they can
provide useful information that can help staff to
understand and communicate more effectively with
the person.® In some situations, however, relatives
can have a negative impact on the involvement of
the person — for example, at meetings where they
may take control and speak on behalf of the person
with dementia.’

Environment

Communication is affected by environmental
factors.?! A person with dementia may find it difficult
to concentrate on many things at once and become
overwhelmed in noisy or unfamiliar environments and
in social situations.?**** Sounds like the TV, washing
machine and vacuum cleaner can be very distracting.
The importance of good lighting should also not be
ignored.®*® Staff and family members should be
aware that making changes to the environment can
help people with dementia to communicate better.?!
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Effective communication tools and
strategies

There are various communication tools for supporting
good communication with people with dementia and,
indirectly, with family and professional carers and
health/social care professionals. These help to
support people in their decision making and provide
an opportunity for meaningful activity. Some are
outlined below.

Life story work and reminiscence therapy

Life story work can provide an effective way for care
home staff to communicate and develop relationships
with residents based on their unique life
experiences.*®?° This would be true in other care
settings too. The approach helps others to
understand the meaning behind what people say;
improve understanding of behaviour; and it reinforces
individual identity through interaction and
relationships.®’ Life story tools and techniques
include journals, story boards and memory boxes.

Reminiscence therapy is one of the most popular
interventions in dementia care that have a focus on
the psychological and social needs of the person.®
Reminiscence can be supported through resources
such as pictures, memory books and personal
objects™ and can be a sensible and simple approach
for improving communication with people with
dementia and care staff.??

Talking Mats®

This low-tech communication framework uses a
textured mat and visual symbols to help people

express their views on various topics and helps with
communication at all stages of dementia.™ Talking
Mats are an effective way of helping people at all
stages of dementia to communicate.>*? The benefits
are seen in the involvement of the person with
dementia, their understanding and their ability to
follow discussions and make their personal views
understood.™® People with dementia say that Talking
Mats help them to clarify their thoughts and make
their views heard.” Because of its use of picture
symbols, Talking Mats may be useful for people
whose first language is not English or who revert to
their native tongue as their dementia advances.™

Building communication strategies into care
tasks

Care home staff can communicate better with
residents who have dementia by building
communication strategies into everyday care tasks.?

Single-task activities

Single-task activities, such as life story work or a
one-to-one conversation, carried out at fixed times
help to improve communication.? Single - as
opposed to multi-task activities are probably more
effective because people with dementia cannot
manage several tasks at the same time.*

Toolkits

The Dementia Toolkit for Effective Communication
(DEMTEC) is suitable for a wide range of people
working in health and social care.'® It was developed
after consulting with people with dementia, their
families and health and social care professionals. It



uses simple, accessible strategies with which to
improve communication.

Other methods

Other methods such as art therapy, music therapy
and drama therapy may have a useful role in
providing opportunities for communication and self-
expression.*®

Implications from the research

Good communication benefits the person living with
dementia, staff and others.’° The quality of staff
communication with people with dementia has a
huge impact on their quality of life.>® Ways of
communicating need to be person-centred, taking
account of the different backgrounds, life histories,
needs and values of people with dementia and their
different levels of cognitive (thinking, knowing and
remembering) ability.
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The work environment (such as a care home) needs
to be conducive to good communication. It needs to
be alert to ‘getting the task done’ attitudes and
circumstances where staff actively avoid
communication with residents. Care home policies
and standards should include good communication
expectations.

Focused training programmes for care staff for use in
daily care situations can improve skills in verbal and
non-verbal communication among care staff and
have positive outcomes for people with dementia.
And training gets the best results when it is part of a
broader commitment to the improvement of quality in
the care home.*® Training and quality improvement
must be tailored to care staff, some of whom may not
have English as a first language.™* A National Audit
Office report found that in care homes there is no
obligation for staff to be trained in communication
with residents** and this is where policy needs to be
changed to address these gaps.

3,11
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