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Communicating with people with dementia: 
How Alzheimer Scotland faced up to 

this challenge
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“Finding a voice means that you 
can get your own feeling into 

your words and that your words 
have the feel about you about 

them.”
Seamus Heaney (1980)
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Scotland
Population 5 million

People with dementia 58,000

Scotland has its own Parliament

Economy:  Financial services + benefits 
of North Sea oil have compensated for 
the decline of traditional heavy industry, 
silicon glen also in decline but life 
sciences and bio-industry growing
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Alzheimer Scotland 

� services for people with dementia and 
their carers at over 60 locations

� freephone Dementia Helpline
� campaigns for better services
� raises public awareness
� funds two research fellowships and 
commissioned research

� annual budget £10 million
� about 650 employees
� about 500 volunteers 
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One of our aims

To be the national and local voice 
of and on behalf of people with 
dementia and their carers in 
Scotland.
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1990s

•New approaches to dementia care

•Availability of cholinesterase inhibitors

- Dementia reconsidered: the person comes first, 
Tom Kitwood (1997)
- Hearing the voice of people with dementia, 
Malcolm Goldsmith (1996)

•Earlier diagnosis

•Therapeutic optimism
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Adults with Incapacity 
(Scotland) Act 2000

One of its fundamental principles:

You must take into account the adult’s 
present and past wishes and feelings (and 
you must try every possible means of 
communicating with the adult to find out 
what these are).
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2  Early work

i)  Post-diagnosis support work and 
support groups –

the Candlelight Group
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ii)  Making the 
Journey Brighter
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iii)  People with dementia 
wanting to do more:

Help Card
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Group exercise 1:

Where are you now?
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3  Some theoretical models

i)  Assumption:  People with 
dementia are acutely aware 
of what’s happening to them 
but their response is made 
more complicated by what 
they had previously felt 
about the illness and their 
reactions to the anticipated 
loss of mental and physical 
abilities.
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According to Erving Goffman (1963) 
stigma is:

• more applied to the disgrace than to the 
bodily signs of disorder

• about the situation of the person who 
feels they are disqualified from social 
acceptance

• when we make assumptions as to what 
the person before us ought to be

• an attribute that is deeply discrediting
• when we think a person with stigma is 

not quite human

ii)  Stigma and dementia:
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Stigma is not only about the person with 
dementia, it is about ‘us’; what we think 
about the stigmatised person, how we 
respond to someone who is stigmatised 
…
and how the person who has been 
recently diagnosed stigmatises 
themselves.
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Stigma is characterised by highly 
charged language 

• the disgrace
• disqualified from social acceptance
• deeply discrediting
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It works in two ways:

• What we think about people with 
dementia

• What people with dementia think 
about themselves
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The personal consequences for 
people with dementia (1)

� People with dementia tend to be 
undervalued and even written off

� Normal people avoid contact

� Reduced social contact/increased 
isolation

� Also affects how their families are 
treated.
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The consequences for people 
with dementia (2)

� Feel ashamed and lack self-
confidence

� Avoid social contact

� Uncertainty about their status, 
never quite sure what people 
really think

� Chronic feelings of insecurity

� Reluctance to seek diagnosis.



23

iii)  Loss and change (Peter 
Marris, 1974)

The process of grieving in response to 
bereavement can be seen in many 
responses to personal and 
organisational changes.
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What happens when you are 
grieving?  

� restlessness

� sleep disrupted

� loss of appetite

� feelings of futility

� blaming – self

� blaming – others

� hostility
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What is grieving?  (1)

� to return to a time before death

� to reach forward to a time when 
the past is forgotten

� to recover the lost relationship

� to escape from painful reminders 
of the past

Contradictory impulses
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What is grieving? (2)

Painful

Slow to accomplish
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What happens next?

Uncertainty

Adjustment

Acceptance

Reintegration
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Uncertainty

� physical distress

� inability to surrender the past

�withdrawal into apathy

�hostility against others
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Adjustment

� living with the old and the new

� ritual

� stop resisting change
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Acceptance

�hold on to the past but not be 
trapped by it

� return fully to normal activities
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Reintegration

� remember and honour the past

� embrace the new

� confidently face the future

“Lovers never find agony strange, for sure of 
love, is sure love comes again”

Christopher Logue
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How can we help?

Do not deny grief, encourage 
mourning

Accept that grief is an inevitable 
response to losses

Allow grief to be expressed

Do not pre-empt conflict

Respect everyone’s opinions

Time and patience
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“ … loss disrupts our ability to 
find meaning in experience, …
grief represents the struggle to 
retrieve this sense of meaning 
when circumstances have 
bewildered or betrayed it.”

Peter Marris
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iv)  Stages of dementia from 
perspective of the person with 
dementia

6  Maximising

7  Disorganisation

8  Decline

9  Death

Keady and Nolan 
(1995)

1  Slipping

2  Suspecting

3  Covering up

4  Revealing

5  Confirming
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Group exercise 2: Do these 
models help? Are there more 
useful explanations?

Is everyone with dementia stigmatised?

Do people with dementia stigmatise 

themselves?

Do you recognise Keady and Nolan’s stages 

of dementia?

Does everyone who has been diagnosed with 

dementia grieve for their pre-diagnosis selves?

How applicable is the grieving process?
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4  From models to practice

Stigma
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Challenging the stereotypes
How we treat 
people with 
dementia

How we provide 
services for people 
with dementia 

Although the language of stigma is powerful, there 
is a range of things we can do.

How people 
with dementia 

behave

How we think 
about 

dementia
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Positive images
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Awareness campaigns
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Letting people with dementia 
speak for themselves
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Loss and change

Information

Advice

Counselling 

Support groups
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Involvement policy

Working with people with dementia, 

rather than for people with dementia

Participation (doing)

Consultation (saying)

Representation (being there)



43



E
R
R
O
R
:
 
s
t
a
c
k
u
n
d
e
r
f
l
o
w

O
F
F
E
N
D
I
N
G
 
C
O
M
M
A
N
D
:
 
~

S
T
A
C
K
:


