Best Practice In Dementia Care

GENERAL PHILOSOPHY TOWARDS
AND UNDERSTANDING OF DEMENTIA
A person living with dementia is a person, first and foremost, with the same
human rights as anyone else.

Images taken with permission from Dear Dementia 1, Edited by Ian Donaghy

People living with dementia themselves declare that they prefer not to be
called ‘demented’ or a ‘dementia sufferer’

Dementia means that there is damage in one or more lobes of the brain,
which can cause problems with storing and recalling memory; language and
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communication; planning, thinking, judging and learning; movement; and
processing sounds and vision.2
However, it does not mean that the person with dementia cannot feel. While
factual memory and rational thinking are often impaired with dementia,
emotional memory and feelings are left intact.
“As we become more emotional and less cognitive,
it’s the way you talk to us, not what you say, that we
will remember. We know the feeing, but we don’t know
the plot” – Christine Bryden (person living with dementia)3
In other words, a person with dementia can still feel sad, angry, and so on, if
events upset them (and similarly joyful and excited if events please them).
Dementia does not directly cause any particular unusual behaviours. Instead, it
can cause the brain to interpret scenarios in a way that is different from our
interpretation, and the person will respond accordingly. Often the response is
quite sensible, if you can see the world through their eyes!
If you are concerned or puzzled by a behaviour, try to find out why the person
is doing it – never dismiss a behaviour as “that’s just the dementia.”
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Here are the common signs of well-being and ill-being4:
Common signs of Ill-being
• Despair

Common signs of Well-Being
• assertiveness

•

anger

•

bodily relaxation

•

grief

•

sensitivity to the needs of others

•

anxiety

•

humour

•

fear

•

creative self expression

•

boredom

•

helpfulness

•

physical discomfort

•

initiating social contact

•

bodily tension

•

showing affection

•

agitation

•

signs of self respect

•

apathy

•

expression of a range of emotions

•

withdrawal

•

positive mood

•

cultural alienation

•

•

difficulty withstanding powerful
others

positive engagement and
occupation

•

showing pleasure

As with any one of us, if someone living with dementia is made to feel sad or
angry and other negative emotions they may respond with withdrawal, fear,
mistrust, negative (body) language.
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Best Practice = Person-Centred Care Practice
It is absolutely critical that the person living with dementia is given personcentred care.
“There is a Zulu saying that is very true: ‘A person is a person
through others’. Give us reassurance, hugs support, a meaning of life.
Value us for what we can still do and be, and be sure we retain social
networks” - Christine Bryden (person living with dementia)
‘Personhood’ is a status that is bestowed on one human being by others, in
the context of relationship and social being. It implies recognition, respect and
trust. Person-Centred Care is the process by which we maintain the
Personhood of those who have dementia 5

Person-Centred Care: the VIPS Framework6

Person-centred care supports a person living with dementia to maintain their
VOICE, CHOICE and CONTROL7 as it means that the person’s carers listen to
what that person wants and needs, and builds a care plan and routine around
this. This care plan must be continually updated as – like with any one of us –
their wants and needs may change over time.
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Five Psychological Needs
There are five psychological needs that we all have4. Person-centred dementia
care recognises that people living with dementia may need a lot of support to
ensure these psychological needs are met
Inclusion
Identity

Psychological
needs

Occupation

Comfort

Attachment
•

•
•

•
•

Identity = the need to know who we are, a sense of self-worth and continuation
of personal narrative
o Threatened with memory loss and confusion, and by people ignoring your
uniqueness or (treating you like a child, or ‘just another old person’)
Inclusion = feeling like ‘one of the gang’ – the opposite of feeling excluded.
o Threatened by people talking ‘about you’ instead of ‘to you’, and by being
(feeling) surrounded by unfamiliar people and environment
Comfort = feeling psychologically safe
o Threatened by feeling that people are untrustworthy or the environment
is unsafe
Occupation = being engaged in activities that are enjoyable and meaningful
o Threatened by boredom via lack of activities or un-enjoyable activities
Attachment = a close bond with someone you feel you can rely upon and they
can rely upon you.
o Threatened by the absence of those you are close to
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DEMENTIA CARE IN PRACTICE
Language and Communication
• Observe and listen to everything the person is expressing - pay attention to
all non-verbal language as well as the words
• Very often not what we are saying but how we are saying it matters most
• Remember all behaviours are meaningful - so-called "challenging
behaviour” is an attempt to communicate
• Avoid asking “do you remember?” This can cause distress
• Do not talk about a person as though they are not there – it is
disrespectful. Always include them in the conversation and if you really
feel you cannot, then have the conversation away from the person
• Make sure the person can see and hear you as clearly as possible (glasses,
hearing aid)
• Make sure that you are at the same physical level or lower as the person
(i.e. sitting or standing) but be careful not to lean over or crowd the person
as this can be seen as threatening
• Make eye contact with the person, and use touch as and when appropriate
and acceptable
• Use the person's preferred name
• When you hear the same stories, questions or concerns over and over
again remember that to the person it is important that you react as though
you are hearing it for the first time
• Make sure the person knows that you will give them as much time as they
need to speak, think or move. If the person feels rushed it may make it
harder for them to understand and the outcome will only be jeopardised
• Speak slowly and clearly, use short sentences and make only one point at a
time. Think that open and too long questions may be too difficult to
answer. Keep it as simple as possible
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Personal Enhancers8: Ways to increase wellbeing through communication
Empowerment
Facilitation
Collaboration
Including
Fun
Warmth
Holding
Relaxed pace
Respect
Celebration
Genuineness
Validation

Helping a person to use the abilities they have
Assessing levels of support needed and giving it
Giving choice and treating someone as an equal partner
in what is happening
Helping a person to feel included
Using and responding to fun and humour
Giving affection, care and concern
Providing safety, security and comfort
Creating a relaxed atmosphere
Recognising a person's uniqueness, value, experience
and age
Celebrating a person's skills and achievements
Being open and honest while being sensitive
Recognising and supporting the reality of the person

Personal Detractors8: Ways to Decrease Wellbeing through communication
Disempowerment
Imposition
Disruption
Objectification
Stigmatisation
Witholding
Outpacing
Infantilisation
Disparagement
Accusation
Treachery
Invalidation

Not allowing a person to use the abilities they have
Forcing a person to do something, or denying them
choice
Interfering or interrupting with something a person is
doing
Treating a person as though they were an object
Treating a person as though they are outcast
Refusing to give asked-for attention
Rushing words or actions so that the person cannot
understand
Treating a person in a patronising way
Making someone feel they are incompetent, useless or
worthless
Blaming the person for things they have done or are not
able to do
Using trickery or lies to distract or manipulate a person
Failing to acknolwedge the reality of a person
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Routines
Some people prefer routine, others don’t. This is the same for people living
with dementia.
If there is a routine in place it is important to check, who is the routine for?
Is it genuinely in the best interests of the person with dementia, or is for the
benefit of the carer?
Person-centred care means that care must be adapted to suit the needs and
wants of the person with dementia. This often results in any previous routines
breaking down, and the day becoming very flexible around the mood and
preferences of the person you are caring for. For example, how much sleep
someone has had, or how well they are feeling, may drastically alter how
someone wants to go about their day

Mobility
The level of mobility someone has can critically impact on how independent
they can be, and consequently on their mood and mental health. It is
therefore very important to encourage people to stay as active as possible.
However this must be balanced against the safety of any situation.
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A full mobility assessment should be done by an Occupational Therapist (OT)
to ascertain:
• What if any any risks there are to the person’s mobility and independence
(eg trip hazards, particular movements)
• What if any preventative measures can take place to reduce these risks (eg
exercises, assistive technologies, carer support)
• What if any mobility aids and assistive technologies need to be in place in
order to maintain and improve mobility and independence (e.g. sensor
mats, hoists, stair lifts, specialist cutlery)
• The correct manual handling techniques for helping someone to move
about safely

Expert advice must be followed in the best interests of the person being cared
for, and the carer(s). Carers can receive Manual Handling Training and must
follow this guidance.
Meals and Nutrition
We all have our favourite foods and drinks, and least favourites. Learn these
for the person living with dementia, but also pay attention to the day-to-day
wants and needs of the person because no-one wants to eat the same thing
every day!
Nutrition and Hydration are critical elements in supporting someone’s general
health. If someone is hungry or dehydrated they have a higher risk of
confusion and even infection and skin breakdown.
As per with routines in general, be mindful that a person with dementia may
not have the same concept of time and will more likely eat when they are
hungry, as opposed to because it is ‘lunchtime.’
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Sleeping
Not having enough sleep can have a very negative impact on mood, energy
levels and ability to function generally. Conversely, excessive sleep day and
night could be a sign of depression, or an infection.
This is the same for people living with dementia.
Just because someone has dementia does not mean they need to sleep ‘more’
or ‘less’ than someone with a healthy brain.
Dementia can cause sleep disturbances, and historical sleeping patterns may
change.
Pay attention to signs of sleepiness and support the person to sleep where
and when they communicate they want to. Report any concerns to the GP.
Washing and Dressing
A person living with dementia may need some support with washing and
dressing. This may be as light-touch as verbal prompts, laying out clothes, or
passing a washcloth across, through to two carers and hoist to give full
support.
Assess how much the person living with dementia can do for themselves and
encourage their independence. Do not take over any of these tasks or rush
the person. This can be seen as threatening or infantilising and can actually
speed up the person’s dementia as you are disabling the person’s brain from
staying active.
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Give support with any tasks the person cannot do for themselves,
communicating in the style outlined above. Use an Occupational Therapist’s
advice where needed and report any concerns to the GP.
If continence is becoming an issue, this will managed as soon as possible for
the person’s dignity and health. If we don’t stay clean and dry we’re at risk of
skin deterioration and infection. Ask the GP for a continence team assessment
to get the best advice for continence pads, bed protectors and so on.
Washing, dressing and continence are often some of the hardest areas to
support in dementia care. It involves breaking through natural intimacy and
privacy barriers, and most people are reluctant to receive any help.
Sometimes it’s easier for people to accept help from people they know and
trust, sometimes from strangers so they’re not overly embarrassed.
Medications
Give the person living with dementia plenty of time to understand what
his/her medications are for, and to take them safely.
Never force a person to take their medications, or trick them into having them
(unless there is formal covert medication instruction in place, signed off by a
clinician).
If the person declines to take the medication, try again later. If they still
decline, record this in their MAR Sheet and/or daily care notes. If this becomes
a regular occurrence, refer to GP for a medication review. It may be that a
different size tablet is more appropriate, or a different method of
administering (e.g. soluble instead of tablet).
Meaningful Occupation
The most important factor in someone’s wellbeing is that they spend the day
doing activities that are enjoyable and meaningful to them, and tailored to a
level that they are able to participate in.
This means having as deep an understanding as possible of the person’s
personality, life history, hobbies and interests.
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A person living with dementia may struggle to learn new things, but that
doesn’t mean they shouldn’t be offered new activities to try.
Music is incredibly powerful and there is increasing evidence to show it can
actually improve cognitive functioning. Of course, choose the music that the
person prefers.
People living with dementia (including their family carers) often report feeling
very lonely and isolated. Connecting with local community groups, and finding
dementia-friendly activities can of huge benefit to everyone’s mental health

1 Dear Dementia, 2014, Edited by Ian Donaghy
2 https://www.alzheimers.org.uk/sites/default/files/pdf/factsheet_dementia_and_the_brain.pdf
3 Dancing With Dementia, by Christine Bryden Jessica Kingsley Publishers, 2005
4 Bradford Wellbeing Profile https://www.bradford.ac.uk/health/media/facultyofhealthstudies/Bradford-Well-

Being-Profile-with-cover-(3).pdf
5 Dementia Reconsidered, Tom Kitwood, 1997
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6 Person Centred Dementia Care, Dawn Brooker, 2006
7

https://www.gov.uk/government/publications/giving-adults-voice-choice-and-control-in-social-care

8 DCM profiling as described in http://www.helensandersonassociates.co.uk/wp-

content/uploads/2015/03/DCM.pdf
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