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THE TRUE PI1 CTURE

Research background & objectives

Walnut Unlimited carried out research on behalf of Alzheimer's Society to help them profoundly
improve the lives of those living with dementia, and their carers, by amplifying their voices, reliably
informing evidence-based policy making and influencing decision-makers to make positive changes.

As such, the objectives of the research were to:

1. Gain arich and strong understanding of the experiences of people living with dementia at each
stage of the journey and at key points of transition, including accessing health and social care
services

2. Toreliably represent the views of people living with dementia and those close to them, in terms of
their perceptions of dementia services, what needs to improve and what is working well

All aspects of the research were conducted in accordance with the MRS Code of Conduct as well as ISO
20252 and ISO 27001, the international standards for market research and information data security.
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THE TRUE PICTURE

Methodology

How

15-minute online survey (10-12 key questions for
those living with dementia excluding
classification questions) between 6th February
2024 - 1st March 2024

The sample consisted of adults aged 16+

3,476 participants completed the survey across
England, Wales and Northern Ireland

+ 2,800in England
* 400 in Wales
« 276 in Northern Ireland

The survey was offered in English or Welsh and
there was an option to complete the survey via
telephone.
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Understanding the data

Broad regional quotas were set, and other
demographic quotas, such as age and gender
were monitored closely.

A working group of 4 people with lived
experience of dementia were involved in the
development of the questionnaire and research
report.

The report

All data shown is for England, Wales and
Northern Ireland combined, unless otherwise
specified.

Overall, there are very few significant differences
between the datasets for England, Wales and
Northern Ireland.

Key sub-group analysis is shown throughout the
report including by stage of dementia, disability
and ethnicity.

Any significance testing between sub-groups is
significant at 95% confidence level.
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Who we spoke to



THE TRUE PI1 CTURE

Who we spoke to

Overall, we spoke to 3,476 people

who are close to someone with dementia or living with symptoms

Living with dementia

N=76

This includes those diagnosed with
dementia or living with symptoms of
dementia

*Dementia diagnosed or living with symptoms
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Know someone living with
dementia*

N=2,709

In the report the data for this group will be
combined with those caring with
someone with dementia.

This group could know someone currently
or have known someone in the past.

Those caring for someone
with dementia*

N=69]

By caring for someone, we mean
attending medical or health & social
appointments with them, helping
sourcing support or treatment, or being a
live-in 24/7 support.

This could be currently or in the past.
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What the research Is telling us

And the importance of it amongst the dementia community and for wider society



There is a call for change to happen, and
for the experiences of those associated
with dementia to be taken more
seriously

Giving people associated with Having a vehicle to voice their

dementia the sense their opinions that otherwise seems lacking

opinions will lead to change or having to manage their challenges
alone

It's good to know that there are questions The survey helped me I

being asked on have not been able to think through on my own.

Knows someone with late-stage dementia
Knew someone with middle-stage dementia

Excellent survey and relevant questions Thank you, this survey was very relevant, and it

Living with dementia Knew someone living with symptoms of dementia
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Open feedback question at the end of the survey




T HE T R UE P11 CTURE

The research tells us these are the priority areas to focus on

The status quo is
causing suffering

Those living with dementia or caring
for them do not feel heard

Those living with dementia often feel anxious or
worried, and helpless. The mental or physical
health of those caring for someone with
dementia is negatively affected as a direct result
of their experience supporting that person.

This makes those living with dementia and those
caring for them feel isolated, which is coupled
with not always feeling comfortable talking
about the diagnosis with others.

Only a minority agree that the government is
prioritising dementia. This is likely contributing to
a feeling of being ‘sidelined’ for the community
and a lack of confidence that significant change
will ease the challenges they are experiencing.
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The experience with the
system can be negative

Diagnosis is stressful and slow,
resulting in difficulties accessing the
right care

The diagnosis process is taking too long; for three
in ten it takes longer than 6 months. This is far
behind the guidelines for other health concerns
such as cancer.

Over six in ten carers agree that the diagnosis
process is stressful, often involving having to
speak to many different people. Compassion and
clear communication is not always received from
health care professionals and less than half felt
respected by health care and social care
professionals.

There is a call for a quicker diagnosis process to
improve the lives of those living with dementia
and to allow them to access the right care.

There are barriers to
accessing support

A significant minority are not aware
of any support, and more skilled
support is required

One in five carers have not heard of any sources
of support, and half have not received support
from dementia support services such as carer's
allowance.

Only three in ten agree that dementia healthcare
and social care support is easy to access.

There is a need for improved access to skilled
carers or support e.g. dementia skilled care
workers, as well as a single point of contact for
support and advice.
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The status quo Is causing su

Tering



Only a small minority agree that the government considers
dementia to be a priority

A minority also agree the NHS and social care are prioritising dementia

The government considers dementia a The NHS considers dementia a priority Social Care considers dementia a priority
priority % Net Agree % Net Agree
% Net Agree

16% 34% 41%

) -

NET Disagree [ Neither agree or disagree [ NET Agree Don't know

; z B1. To what extent do you agree or disagree with the following statements? n

Base: All respondents (3476)



Those with experience of late stages, who are disabled or in rural

areas are less likely to think there iIs enough government focus

There is enough focus from the government on dementia

Total Sample

e 16% @ 16% Agree
o

Neither agree 229% \l/ -, Late Stage

or disagree é e,

B NET Disagree

Don't know

A=

< : B1. To what extent do you agree or disagree with the following statements?

; z Base: All respondents (3476), 55-64 (575), with a disability (908), female (2183), in a rural area (1558), know /knew someone with late stage dementia (1045)

*Note: disability and rurality not asked to those living with symptoms of dementia

1%

1%

13%

14%

13%

29%

24%

important to the government
Total Sample

299Y%, Agree
\l/ 2 Late stage

& Disability

—

4\ \l/ Arrows signify a significant difference between subgroups.

Health and care support for people living with dementia is

22%

25%

24%

28%
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9 in 10 agree that people living with dementia need more
support than they currently receive

This is felt most by those with experience of the late stages of dementia

People living with dementia need more support than they currently receive
Total sample

Agree
NET Agree Late stage 92%
Neither agree 89% Disability 91%
or disagree
Female 91%

NET Disagree

Don't know

7%
3%
1%
| =
< : B1. To what extent do you agree or disagree with the following statements?

; z Base: All respondents (3476), 18-24 (300), with a disability (908), female (2183), know/ knew someone with late-stage dementia (1045) 13

*Note: disability and ethnicity not asked to those living with symptoms of dementia 4\ \b Arrows signify a significant difference between subgroups.



7 1N 10 feel worried or anxious to live with symptoms of dementia,
and two In five also feel helpless

How does it make you feel to live with symptoms of dementia?

feel anxious or worried, and helpless

69%
=1% 48% 47% 9
44% 43% 43% 40%
31%
25%
NET: qued Helpless Confused Depressed Scared Lonely Stigmatised Overwhel- Angry Ashamed
or Anxious med
- | =
<D

; z C2. How does it make you feel to live with symptoms of dementia?
Base: All Living with dementia (75)



Carers

INn terms of living at home, almost all carers faced challenges,
primarily concern that the person living with dementia would
be unable to take care of themselves and be socially isolated

Challenges faced when the person with dementia was living at home

Concern that they were unable to take care of themselves | /0% ™
91% have experienced

Them being socially isolated in their home |G 5> at least one challenge
= when the person they
cared for with
dementia was living at
home

Adapting the home to make it safe for them was difficult | RN 4<%

Difficult to provide them with the support they need in home | 42%

Finding support for them | NG 3°%

The house not being suitable for them anymore |G 3%

Funding support for them | I 25%
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E13. Thinking about ... living at home. What challenges, if any, have there been/were there?
Base: All caring/ have cared for someone with dementia who lives/d at home (394)



Over a third who know someone living with dementia have
experienced a negative impact to their mental or physical health

Describe your experience of caring or knowing someone with dementia

My mental health has been negatively affected My physical health has been negatively affected

| 52% have experienced
at least one negative
impact from their

experiencer of caring or
35% knowing someone with
dementia

E6. Which, if any, of the following statements describe your experience of caring for someone with dementia/knowing someone close to you with dementia
Base: All who know someone living with dementia (3400) Question not asked of those living with dementia
By negative impact we mean one of the following;, mental health negatively affected, physical health negatively affected, quit job, reduced hours in paid employment, more socially isolated

Mental or physical has been negatively affected

WAL
NUT

16



Carers

Among those who care for someone with dementia, half have
experienced a negative impact to their mental or physical health

Describe your experience of caring or knowing someone with dementia

My mental health has been negatively affected My physical health has been negatively affected

| 75% have experienced
at least one negative
impact from their

experiencer of caring or
51% knowing someone with
dementia

E6. Which, if any, of the following statements describe your experience of caring for someone with dementia/knowing someone close to you with dementia
Base: All caring/ have cared for someone living with dementia (691),
By negative impact we mean on of the following;, mental health negatively affected, physical health negatively affected, quit job, reduced hours in paid employment, more socially isolated

Mental or physical has been negatively affected
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Carers

Two In five of those who care for someone with dementia spend
less time on activities they enjoy, and a quarter feel more isolated

Describe your experience of caring someone with dementia

| spend less time in activities that | enjoy | am more isolated socially

46% 25%

; z E6. Which, f ny, of the following s ments describe your experience of caring for someone with dementia/knowing someone close to you with dementia 18
Base: All carin g/ have care d for someone living with dementia (691)



Though two thirds of those living with dementia are comfortable
discussing their diagnosis, almost one In five are not

| am comfortable discussing the diagnosis with others

6%
19% 13%

NET Disagree NET Disagree

17%

Neither agree
not disagree

Neither agree
not disagree

NET Agree m NET Agree

All who know someone

All diaghosed with dementia diagnosed with dementia

< : D8. Thinking about diagnosis, how much do you agree or disagree with the following statements
; z All Living with dementia and who are diagnosed (48), All who know/ knew someone living with diagnosed dementia (2226)
N/A not shown on chart
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6 in 10 think more information would improve the lives of those
living with dementia, whilst half think a better understanding
among the general public would do so

Overall, what would best help to improve the lives of people living with dementia?

More likely to agree:
More information
/‘\ B Those caring for someone with dementia  63%

N\ & pisability 63%

A
[ |
More information t? help the p§ople More information to help people with A better understanding of dementia
around those with dementia . . . .
dementia understand their experiences among the general public

understand their experiences

; z E17. Overall, what would best help to improve the lives of people living with dementia? 20

Base: All respondents (3476), those caring/ have cared for someone with dementia (691), with a disability (908) 4\ \L Arrows signify a significant difference between subgroups.
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The diagnosis process is taking too long
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For three in ten, the diagnosis process took longer than 6 months

In contrast, the NHS aims to give patients the outcome of a cancer diagnosis within 28 days of being

N\ & pisaviity  33%

ﬁ Wales 38%

22

referred
How long did it take between that first appointment with a healthcare
professional and being officially diagnosed?
Less than 1 month - 15%
1:3months [N 31%
4-6months |G 25%
. 29% had more
7-months [ 12% than 6 months
between first
seeing a health
1-2 years - 12% care
professional
More than 2 years . 5% _ ahd being
diagnosed
==
< : D5. And how long did it take between that first appointment with a healthcare professional and being officially diagnosed?
; z Base All who know/ knew someone diagnosed with dementia, excluding ‘don’'t know' (1667), with a disability (435), in Wales (185)
Question not asked of those living with dementia

4\ \v Arrows signify a significant difference between subgroups.



Long waiting times has made it difficult for people to get a
diagnosis

Those who are ethnically diverse are most likely to report these difficulties

The diagnosis process took longer than expected Was there anything that made it difficult getting a diagnosis?
%NET agree Long waiting times to see a healthcare professional

45%

Ethnically
228/ 0
4\ . diverse 42%

D9_4. The diagnosis process took longer than expected (Thinking about the experience of getting a diagnosis, how much do you agree or disagree with the following statements?)
Base: All who know/ knew someone diagnosed with dementia or who are diagnosed themselves (2274)

D13. Was there anything that made it difficult getting a diagnosis?

Base: All who know/ knew someone diagnosed with dementia or who are diagnosed themselves (2274), Ethnically diverse (199)
*Note: disability not asked to those living with symptoms of dementia

23
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4\ \l/ Arrows signify a significant difference between subgroups.



Nearly half agree that a quicker diagnosis would improve the
lives of those with dementia

Those who are disabled and living in rural areas are more likely to agree

Overall, what would best help to improve the lives of people living with dementia?

A quicker diagnosis

4\ &% Disability 54%

?o Late stage 53%
. Q Female 52%
ﬁ Rural 52%

A=

; z E17. Overall, what would best help to improve the lives of people living with dementia? \l/ . - .
Base: All respondents (3476), 18-24 (300), with a disability (908), know/knew someone with late-stage dementia (1045), female (2183), in a rural area (1558) Arrows signify a significant difference between subgroups.
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Almost everyone sees a benefit to receiving a diagnosis; for 7 in
10 1t I1s being able to receive the right care

What do you think the benefits are of receiving a diagnosis?

)

°> Late stage
° diagnosed 73%

68%
62% 0
60% 579
I I I 2%
Being able to Being better Being able to plan Having an Just knowing
receive the right informed about for the future explanation for
care the condition the symptoms

; z D14. What do you think the benefits are of receiving a diagnosis?
Base: All respondents (3476), living with/know/knew someone early stage diagnosed (347), know/knew someone late-stage diagnosed (1045)

A

Early stage
29% °
’ < diagnosed 15%
16%
Being able to Being able to join No benefits
receive financial  the register for
support medical trials

/'\ \1/ Arrows signify a significant difference between subgroups.
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The experience with the system can be negative

PAS



When getting a diagnosis, only a quarter have seen a
neurologist and less than four in ten had a brain scan

Which of these were experienced when getting a diagnosis?

[0)
/7% 74%
46%
40% 39%
26%
Seeing a GP Memory and  Visiting a memory A blood test A brain scan Seeing a
thinking tests clinic neurologist

; z D10. Which, if any, of these were experienced on the journey to getting a diagnosis?
Base: All caring/ have cared for someone diagnosed with dementia (484)

12%

Eye test

4%
I

A lumbar
puncture

27



Fear of getting a diagnosis and apprehension about speaking to
a healthcare professional are preventing many seeking help

Reasons for not seeing a healthcare professional to get a diagnosis

Apprehensive about speaking ato a

Scared of getting a diagnosis
healthcare professional

/‘\ Caring for 4\ Caring for
M someone with 40% B someone with 39%
dementia dementia
E Socio-economic o
grade AB 5%

; z D1. Reason not seen a healthcare professional?
Base: All who have not seen a HCP (639), caring/ have cared for someone living with dementia (114), AB (198), 18-24 (77), with a disability (193)

Worried about what friends and family will
say about the diagnosis if it's dementia

4\ 22 18-24 27%

& Disability 23%

28
4\ \v Arrows signify a significant difference between subgroups.



Seeing different health care professionals and communicating
symptoms has made it hard for some to get a diagnosis

Those who are ethnically diverse are most likely to experience these difficulties

Was there anything that made it difficult getting a diagnosis?

Seeing lots of different healthcare professionals

.-/ Ethnically o
U diverse 32%

] Caring for
someone o
with 27%
dementia

\l/ 7 Male 21%

A=

< : D13. Was there anything that made it difficult getting a diagnosis?

Base: All living with/know/knew someone diagnosed with dementia (2274), ethnically diverse (199), caring with someone with dementia (484),

; z living with dementia (48), male (884), female (1387)

Difficulty communicating the symptoms

/‘\ Living Wlth 250
dementia

Y Efchmcally 6%
. diverse

Q Female 21%

4\ \1/ Arrows signify a significant difference between subgroups.
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Over six In ten found the diagnosis process stressful

The diagnosis process was stressful
%NET agree

NET Agree

61%

I Neither agree or disagree

B NET Disagree

Don't know/not applicable

-l | =
; z D9. Thinking about the experience diagnosis, how much do you agree or disagree with the following statements
Base: All caring/ have cared for someone diagnosed with dementia (484)

30



Carers

A notable minority disagree that healthcare professionals clearly
communicated and that they were compassionate

The healthcare professionals clearly communicated The healthcare professionals were compassionate
% Net Disagree % Net Disagree

Yy,

15% 8%

B NET Disagree M Neither agree or disagree NET Agree Don't know

==
; z D9. Thinking about the experience of getting a diagnosis, how much do you agree or disagree with the following statements? 31
Base: All caring/ have cared for someone diagnosed with dementia (484)



Carers

Less than half felt respected as carers by healthcare or social
care professionals

| feel respected as a carer by healthcare professionals | feel respected as a carer by social care professionals

45% 10% 45% 1%

Don't know/

B NET Disagree [l Neitheragree NET Agree -
or disagree 9 not applicable
|-
<D

; z E9. To what extent do you agree or disagree with the following statements? 32

Base: All caring/ have cared for someone living with dementia (691)
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There are barriers to accessing support

33



Full-time and in-home care are well-known sources of support,
but only a minority know about other types e.g. care co-ordinator

Are you aware of any of the following sources of support for people
with dementia?
Full time support at a care home  —  ——————————— £, 3%,
IN-hoMme care e £, 8%
Specialist dementia Nurses ————— 3,3 %/,
Charity helplines m—————— 36 %
Full time 24/7 support in home e ————— 3%,
Community support m——— 309
Dementia advisors me— )7 %
Occupational therapy ———————— 7%
Annual GP care reviews m— ) 4%,
Counselling m——— 6%
Care co-ordinator me—— 3%
Direct payments/personal budget m——13%
Annual social care review m—13%
Named professional to help navigate care/support landscape m—— 12%

Don't know 7%
None of these 4%
-l |-
<|>
; z E1. Are you aware of any of the following sources of support for people with dementia? 34
Base: All who know/ knew someone living with dementia (3400) Question not asked of those living with dementia



Carers

Only one in ten were given the opportunity to take part in clinical
trials, one in five heard about it online or through word of mouth

Have they been given the opportunity to
take part in clinical trials for dementia? How did they the opportunity

to take part in clinical trials?

. Offered by a

B VYes
healthcare _ 57%
professional
Found online - 22%
No
[ Word of mouth - 22%
Don't know 9%

E18. Has... been given the opportunity to take part in clinical trials for dementia?

Base: All caring/ have cared for someone living with dementia (691)

E19. How did... get the opportunity to take part in clinical trials?

Base All caring/ have cared for someone with dementia who had the opportunity to take part in biomedical research (79)

WAL
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Carers

A fifth are not aware of any areas of support that are available for
carers, and over half have not received any help

Are you aware of the following areas of support available for Have you received any support available for carers of those with
carers of those with dementia? dementia from the following sources?
o
71% are aware of at least one area of support for Carers allowance [ 25%
carers
( : \ Carer's assessment [ 1%
57%

Direct payments/personal budget [JJj 1%

Dementia specific respite breaks [ 9%

25%
. =7 18% 19%
12% ,
. . l Carer's credit l 5%
Carer's Carer's Dementia Direct Carer's None of .
allowance assessme  specific  payments credit these Don't know i 3%
nt respite / personal
breaks budget

None of these [N 52%

E4. Are you aware of the following areas of support available for carers of those with dementia?

Base: All caring/ have cared for someone living with dementia (691) DK and Other not included on chart (10%)

ES5. Have you received any support available for carers of those with dementia from the following sources? 36
Base: All caring/ have cared for someone living with dementia and aware of sources of support for carers (488)

WAL
NUT



Just three in ten agree that healthcare support or social support
for dementia is easy to access

Dementia healthcare support is easy to access Dementia social support is easy to access

30% 29%
NET Agree

B Neither agree or
disagree

B NET Disagree

Don't know/not applicable 6% 7%

o0

There officially appears to be quite a lot of
social care assistance, but when one asks for

help it just doesn't really exist
el L Caring for someone with middle-stage dementia
= -

; z E9. To what extent do you agree or disagree with the following statements?
Base: All caring/ have cared for someone living with dementia (691)



Carers

A quarter were not told how to seek support following their
diagnosis

Was the person you know with dementia given advice about how to seek support, following the diagnosis

B Ves
l No
(o)
Don't know 15%
-l |-
<|>
; z D12. Was (name) given information and advice about how to seek support, following the diagnosis? 38
Base: All caring/ have cared for someone diagnosed with dementia (484)



Carers

Only half know who to contact if they need healthcare or social
care support

| know who to contact if | need health care support | know who to contact if | need social care support
%NET agree %NET agree

48%
O

50%

B NET Agree M Neither agree or disagree NET Disagree Don't know

A=
gD

; z E9. To what extent do you agree or disagree with the following statements?
Base: All caring/ have cared for someone living with dementia (691)
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More support from professional carers and having one person to
contact for advice would help carers, as well as financial support

How could support for carers of people with dementia be improved?

A

Disability 59% o> Late ' /‘\
@ y 297 ")"stage 559 <5\ Wales 55% e ”
o o 1? nically /‘\

3% 2% 50% 49% 47% “\ diverse 39%

@4/ Ethnically

349% dlverse 31%
l .
More support from Having one person More financial More support from Receiving training or Support from work More peer-to-peer

healthcare to contact for support professional carers educational e.g. flexible working support

professionals support or advice materials on how arrangement

best to look after
someone with

dementia
==
< : ET1. How could support for carers of people with dementia be improve
; z Base Know/ knew someone living with dementia (3400), know/knew someone with late-stage dementia (1045), Wales (395), with a disability (908), ethnically diverse (342) /I\ \1/ A L ignifi diff b b 40
Question not asked of those living with dementia rrows signify a significant difference between subgroups.



Carers

There is demand for more support from dementia-skilled care
workers to help those affected

Overall, what would best help to improve the lives of people living with
dementia?

More care workers who are skilled in caring for those More support for those caring for people with
with dementia dementia

65% 66%

; z E17. Overall, what would best help to improve the lives of people living with dementia? 41

Base: All caring/ have cared for someone living with dementia (691)



Carers

Six In ten carers think having professional care would have
helped the person living with dementia to live at home for longer

What would have helped them live at home for longer?

Professional care to help look after I 0%
Being able to provide a routine and structure I 36%
Advice on how to adapt the home to make it safer IIIIIIIIIIGE 34%
Regular health check-ups I 33%

Support to avoid social isolation I 32%

Financial support I 27% ‘6
. . . . . We couldn’t access enough care at home so
Being able to simplify/declutter their environment I 21% she had to go into a care home which wasn't
o ) ) ) ) ) what she wanted
Providing them with assistance devices such as walking aids Il 20% Caring for someone with late-stage dementia

None of the above I 15%

; z E14. What would have helped keep... living at home for longer? 42

Base: All caring/ have cared for someone with dementia who has moved out of their home (267)



Less than four in ten are satisfied with the support available for
people living with dementia and for those caring for them

How satisfied are you with the support available for people

with dementia? How satisfied are you with the support available for those

who care for people with dementia?

25% 35% 5% 37% 4%
Dissatisfied Neither Satisfied DK Dissatisfied Neither Satisfied DK
satisfied nor satisfied nor
dissatisfied dissatisfied
All All caring for someone with dementia

El16. Now thinking overall about your experiences with dementia. How satisfied are you with the support available for people with dementia?
Base: All respondents (3476)

E10. How satisfied or dissatisfied are you with the support available for those who care for people with dementia?

Base: All caring/have cared for someone living with dementia (691)

WAL
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FINAL THOUGHTS

What needs to change
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_What needs to change

¢

Increase the speed of diagnosis, and
reduce stigma around it

Three in ten are scared of getting a diagnosis
and are apprehensive to speak to a healthcare
professional about it.

Thus, the stigma around getting a diagnosis
needs to be reduced and education about it
must increase.

The diagnosis process needs to be quicker and
clearer, which should enable more people to
access the right care.

WAL
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Clearer and more compassionate
healthcare and diagnosis services

A significant minority do not feel that healthcare
professionals are clear or compassionate, which
can leave carers feeling disrespected.

A consistent, clear and compassionate
experience is needed across the board.

One consistent point of contact, wherever
possible, to be available to support those caring
for others and living with dementia.

Easier access to support

Clearer direction and information about how to
access support needs to be more consistently
available to everyone.

Better access to dementia-trained carers - a
call to the Government to prioritise dementia
through:

* Appropriate access to dementia trained
carers for those affected by dementia

* Appropriate funding of care for those who
need it

45



an UNLIMITED agency

The human understanding agency.
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How we defined stage of dementia in
the survey

Early-stage dementia - symptoms were often relatively mild. |1
Typically living independently and only needed a bit of
assistance with daily living.

Middle-stage dementia - symptoms were more noticeable, |2
and more support was required to manage their daily life.

Late-stage dementia - dementia had a severe impact on 3
everyday life. Full-time care and support was needed for daily
living.

WAL
NUT

Q9B. Which of the definitions below best describes the stage their dementia was?
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Who we spoke to: total sample

Age Gender
16-24 W 9%
25-34  mEm 20% " Female
35-44  mmm 19%
Male
45-54  m 17%
55-64 M 17% N
65plus W 20% another
Way 1%
Ethnicity** Social Grade™*

White N 89%
Asian B 4%
Black 1 3%
Mixed 1 3%
Other *

PNTS

*

Base: All respondents (3476)

WAL
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38% .
B =
AB Cl Cc2 DE

** questions asked just among those who know someone with dementia (3400)
Disability based on question F4b. Does your condition or illness reduce your ability to carry out day to day activities?
Re-based on total sample. Chart excludes PNS at 2%

Region

South East mmmm 149 ===
North West mmm 11%
London === 10%
West Midlands mm 9%
East of England == 8%
Yorkshire and the... == 8%
South West == 8%
East Midlands == 8%
North East = 5%

J \

South East Wales = 4%
South West Wales = 4%
North Wales = 3%
Mid Wales 1 1%
Elsewhere in Wales *

J |

Antrim = 3%
Down =1 2%
Londonderry 1 1%
Armagh 1 1%
Tyrone *

S

Fermanagh * —

An asterisk (*) represents a value of less than one half of one per cent, but not zero.

England
81%

Wales
12%

Northern
Ireland
8%

Area™**

69% urban

31% rural

Disability**

71% Not disabled

27% Disabled

48

Urban area is those living in the centre or a town/city or just outside of it
Rural area is those living between a town or city and the countryside and those living in the countryside
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Who we spoke to: Wales

Region

Age Gender
16-24 8%
25-34  m 16% = Female
35-44  mmm 18%
Male
45-54  mEm 16%
55-64  mE 19% N
65plus W 24% another
Way <1%
Ethnicity** Social Grade™*

South East Wales mssssss 34%
South West Wales mmmmmmmm 339%
North Wales mmmmmm 24%
Mid Wales mm 8%
Elsewhere in Wales 1 2%

Living with dementia

64% diagnosed

White I 93%

Asian
Black
Mixed
Other
PNTS

WAL
NUT

I 3%
I 2%
I 2%

*

1 1%

Base: All respondents (400)

** questions asked just among those who know someone with dementia (395)
Disability based on question F4b. Does your condition or illness reduce your ability to carry out day to day activities?
Re-based on total sample. Chart excludes PNS at 4%

39%
29%
B m =
[ ]
AB Cl Cc2

36% living with symptoms

Stage of dementia

21% Early-stage W 14%
Middle-stage mmmm 28%
DE Late-stage mmmmmmms 53%

An asterisk (*) represents a value of less than one half of one per cent, but not zero.
Urban area is those living in the centre or a town/city or just outside of it

Area™**

61% urban

38% rural

Disability**

69% Not disabled

27% Disabled

49

Rural area is those living between a town or city and the countryside and those living in the countryside
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Who we spoke to: Northern Ireland

Age Gender

16 - 24 m12%

25-34  mmmm 25% = Female

35- 44 . 22%

Region Area™
Antrim e 43% 64% urban
Down msssssss 25% .
Londonderry mmmmms 7%

Armagh mm 8%

Male
45 -54 4%
55-64 W 18% uin
h 68%
65 plus W 8% another
Way <1%
Ethnicity** Social Grade™*
White N 4%
Asian | 2%
Black | 1% 46%
Mixed 0 3% . 24% 14% 16%
Other = B == ==
PNTS " AB Cl Cc2 DE

Base: All respondents (276)

** questions asked just among those who know someone with dementia (268)

Disability based on question F4b. Does your condition or illness reduce your ability to carry out day to day activities?
Re-based on total sample. Chart excludes PNS at 3%

WAL
NUT

Tyrone = 5% 35% rural
Fermanagh = 2% .
Living with dementia
64% diagnosed
@ Disability™
36% living with symptoms
() 70 Not disabled

Stage of dementia

27% Disabled
Early-stage mmmm 16% .

Middle-stage " 38%
Late-stage N 44%

An asterisk (*) represents a value of less than one half of one per cent, but not zero. 50

Urban area is those living in the centre or a town/city or just outside of it
Rural area is those living between a town or city and the countryside and those living in the countryside
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Who we spoke to: those living with dementia

TR UE P11 CTURE

Age Gender Region
16 - 24 0% London 16%
43% North West 14%
Female or es 0
25- 34 3% South East 12%
35 44 0% West Midlands 12%
’ Male South West 8% England
45 - 54 14% — 1y East of England 8% 84%
. Yorkshire and the... = 5%
S5-64 16% mn North East 5%
65 plus 47% another 559% East Midlands 4%
way
South East Wales 4%
.. . . . Mid Wales ' 1%
Living with dementia Stage of dementia North Wales + 1% Wales
Elsewhere in Wales ~ * 7%
) Early-stage 46% South West Wales *
63% diagnosed
Antrim 5%
S " Middle-stage 54% Londontc)doevrvrr}]/ 12? Northern
6 living with symptoms °
Armagh 1 1% Irel?nd
Tyrone * 9%
Late-stage = N/A Fermanagh *

WAL
NUT

Base: All living with dementia (76)

N/A: not included for these questions

An asterisk (*) represents a value of less than one half of one per cent, but not zero.

51
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Who we spoke to: those who know someone living with

dementia

Age Gender Region Relationship
16 - 24 Il 10% South East mmmm 749% ===
° North West 120/0 Grandparent(s) [ 34%
25-34  mE 20% = Female ,
0 London === 10% -
. Parent(s), step o
35_ 44 . 20% West Midlands mm 9% parent(s) B 20%
Male Yorkshire and the.. mm 8% England Other close famil
45-54 W 17% East of England == 8% 83% o Y 15%
64 . East Midlands mm 8%
- . 15% =N South West == 8% Close friend M 10%
65 plus - 8% another North East = 5% —
way <1% Neighbour or o
: B 9%
South West Wales = 4% — someone in the..
.. . . . South East Wales = 3% Work colleague or
Living with dementia Stage of dementia North Wales = 3% Wales former colleague | 2%
Mid Wales 1 1% M% Siblin -
g or step o
Early-stage 15% Elsewhere in Wales * ibli | 2%
64% diagnosed Y d . 0 = sibling
. Antrim = 3% R Partner or spouse | 1%
Middle-stage - 33% Down = 2% Northern
36% living with symptoms Londonderry 1 1% b Ireland Ot:ere(calj)ase I 6%
. Armagh 1 1% 79 P
Tyrone * ° Prefer not to sa 1%
Late-stage - 48% Fermanagh  x — y %

WAL
NUT

(3400)

Base: All who know/ knew someone with dementia (including those caring for someone with dementia)

52

An asterisk (*) represents a value of less than one half of one per cent, but not zero.
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Who we spoke to: carers supporting someone with dementia

Age Gender Region Relationship
16 - 24 B &% South East mmm 129 === Parent(s), step-
. = Female 399% North West mmm 71% parent(s) B 43%
25-34 B 20% London mmm 9%
5 4 o 145% East of England == 8% Grandparent(s) Il 26%
Male West Midlands == 8% . England .
45 _c4 ——— South West == 8% 72% Other close family B 9%
. member
. Yorkshire and the... m 6%
55 - 64 . 22% ®in East Midlands == 6% Partner or spouse [l 7%
65 plus 3% another North East = 3% —
way <1% .
Close friend 7%
South East Wales = 6% — 7%
- . . . South West Wales m 5% Neighbour or
Living with dementia Stage of dementia North Wales = 4% __ Wales someone in the. | 3%
Mid Wales 1 1% 16% Siblin
! g or step-
Early-stage 14% Elsewhere in Wales  * ey | 2%
70% diagnosed Y ° . ’ e sibling
. Work colleague or
. Antrim S% - former colleague | 2%
. Middle-stage - 42% LondonEc)joe\:ern : ;O//o Northern Other (please
.. . [0)
30% living with symptoms T Y " = [reland specify) | 2%
yrone | 1%
. . Fermanagh * 12% Prefer nottosay = *
Late-stage - 43% Armagh " -

53

An asterisk (*) represents a value of less than one half of one per cent, but not zero.
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Base: All caring/ have cared for someone with dementia
(691)
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