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1 | Foreword

Hilary Evans, Chief Executive
of Alzheimer’s Research UK

By shining a light on the UK’s attitudes towards dementia, the
findings from Wave 1 of the Dementia Attitudes Monitor (2018)

have been invaluable in informing activity across Alzheimer’s
Research UK and beyond — from designing awareness campaigns
to keeping dementia research on the political agenda.

Since Wave 1, the COVID-19 pandemic has had a profound
effect on the lives of millions of people in the UK and across
the globe. It has challenged the way we think about our health
and thrust medical research into public consciousness like
never before. This means now is an opportune moment to
pause and re-evaluate, ensuring the decisions we make
continue to reflect the UK’s knowledge and ambitions for
dementia research in the post-pandemic world.

For Wave 2 of the Monitor in 2021, the pandemic necessitated
a change in methodology, with research moving from face-to-
face interviews in participants’ homes to telephone interviews.
This meant adapting some questions, while also adding new
ones to reflect the current dementia research landscape. Every
effort was taken to ensure consistency - for example, using
an interviewer-based approach rather than self-completion,
so the findings from Wave 1 and Wave 2 of the Monitor remain
comparable over time.

As we look to the future, I'm buoyed by Wave 2 findings showing
that most people in the UK share our confidence that one day,
the diseases that cause dementia will be cured, as well as a
marked increase in willingness to take part in medical research
studies that will help us achieve this vision.

Though in other areas, including understanding of our ability to
influence our dementia risk and the different risk factors for the
condition, there is still work to do.

Crucially, the Monitor helps us to unravel the links between different
perceptions and attitudes. We know that those who have greatest
understanding of dementia are more open to understanding their
own risk and more willing to participate in medical research -
underlining the importance of public awareness campaigns from
charities and government as a driver of behaviour.

This Report provides a detailed and timely insight into what the UK
thinks and feels about dementia, highlighting both barriers to progress
and the opportunities we must seize as we work to recapture momentum
towards a world free from the fear, harm and heartbreak of dementia.

Hﬂwamj

Why do perceptions matter?

“ Sadly, several of my mum’s siblings have Alzheimer’s
disease. One of my uncles died in his late 70s and another
was diagnosed eight months ago, but thankfully doing
quite well at the moment. My aunt has been bedridden
for the last four years. They are all based in India, and
Mum, now 70, is very anxious that that she might also
develop dementia.

I think awareness and understanding of the diseases that
cause dementia needs to improve in my community.

Too many people believe that it is just memory loss

and a normal part of old age.

I find it reassuring that there are things that we can
do to help protect our brain health, such as practising
numbers and taking regular exercise.

This is why I am passionate about spreading
awareness within my family and my community. ,,

Akanksha Kulkarni

“ When I got my diagnosis of posterior cortical atrophy
(PCA) at the age of just 56, it meant that I was unable to work
anymore — the impact felt like dropping off a cliff. Before my
diagnosis I didn’t know what PCA was, so it came as a bit of a
shock. Even my GP had not previously heard of it.

With this rare form of dementia, it is very important to me to
be able to take part in research and I think we need to make
more people aware of the role they can play. I have taken part
in different types of research, including clinical trials and
one-off and long-term observational studies. I have taken
practical tests and have had ultra high resolution brain scans.

I have found great comfort and solace in the fact that the
clinical trial I'm involved in carried on during the COVID-19
pandemic. Making the 200-mile each way round trip to London
from my home in Cheltenham to take part in the research
played a significant role in keeping me motivated and mentally
resilient during lockdown.

Having just completed Stage 2 of the trial I am looking
forward to getting involved with the next stage and getting
going as soon as possible. I am testament to the fact that
research is offering hope for people living with all forms of
dementia, including rarer diseases like PCA, and this is why
I support Alzheimer’s Research UK in their mission to make
breakthroughs possible.’ ,

Doug Banks
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Background to this research

In the summer of 2021 Alzheimer’s Research UK commissioned Ipsos MORI to conduct
Wave 2 of the Dementia Attitudes Monitor; an in-depth analysis of the UK’s attitudes
towards dementia and research. The Dementia Attitudes Monitor is an essential tool for
improving understanding and shaping attitudes towards dementia. It acts as a catalyst
for wider public dialogue around dementia and informs ongoing charity and government
efforts to tackle dementia by tracking public perceptions over time. This report provides
the findings from the second Dementia Attitudes Monitor to be conducted, following on
from the first wave of research in 2018.

Methodology

Research was carried out by Ipsos MORI on behalf of Alzheimer’s Research UK. Ipsos MORI surveyed a nationally
representative quota sample of 2,259 adults in the United Kingdom aged 18+, using its telephone omnibus survey
between 18 June and 19 July 2021. There was also an ethnic minority boost within this resulting in a total sample
of 387 adults from an ethnic minority background. The survey data has been weighted to the known national
population proportions of this audience for age within gender, government office region within gender, working
status, ethnicity, and social grade.

The first Dementia Attitudes Monitor was conducted in the UK with adults aged 15+ between 15 June and 5 July
2018. The survey took place in participants’ homes using Ipsos MORI’s face-to-face omnibus survey. The COVID-19
pandemic necessitated a switch in survey methodology from face-to-face in-home interviews to telephone
interviews in 2021. However, given that both approaches are interviewer based, broad comparisons between the two
surveys are feasible.

Alzheimer’s Research UK

Almost a decade ago the World

Health Organisation, in its joint

report with Alzheimer’s Disease
International’, called for an urgent
need to improve awareness and
understanding of dementia across

all levels of society as a step towards
cementing the condition as a public
health priority and improving the lives
of people with dementia and their
families. In 2018, Alzheimer’s Research UK
established the Dementia Attitudes Monitor
to begin to consistently track the UK public’s
perceptions of dementia.

The findings of Wave 2 of the Monitor in 2021 are set
against the backdrop of the coronavirus (COVID-19)
pandemic, which had a devastating impact on people
with dementia. Over the past year, dementia has never
been too far from the headlines and high-profile events
including the sad death of Dame Barbara Windsor from
Alzheimer’s disease and Sir Anthony Hopkins’ Academy
Award for portraying dementia in The Father has kept
the condition at the forefront of public consciousness.

The findings from Wave 2 of the Dementia Attitudes
Monitor show that progress is being made in tackling
misunderstanding and stigma around dementia, but
key pockets exist where we must work harder.

The UK public is increasingly aware that
dementia is not an inevitable part of
getting older, which is crucial for
galvanising support for research
that will deliver life-changing
breakthroughs. In addition, more
people in 2021 recognise that
dementia is a cause of death.
Dementia had been the UK’s leading
cause of death since 2017 and while
COVID-19 became the biggest killer
during 2020, dementia has now started
to take over again. A staggering 1 in 4 people
who died with COVID-19 in England and Wales had
dementia, showing just how vulnerable people with
dementia are to the tragic effects of the virus.

Given the profound and well-publicised impact of the
pandemic on people with dementia and their families,
it is perhaps unsurprising that almost half of adults
now say that dementia is the health condition they
fear the most.

While the UK public appears to hold much lower levels of
stigma than those seen globally in Alzheimer’s Disease
International’s World Alzheimer’s Report in 2019, a
significant minority of UK adults still acknowledge

that they would find it hard to talk to someone with
dementia and disagree that they would feel comfortable




telling people if they were diagnosed
with the condition. Those working in
the dementia space must continue
to support and encourage people

to talk openly about the condition,
with a particular focus on groups
highlighted in this report who still
feel the greatest stigma around
dementia.

Talking openly is crucial not only for
reducing negative attitudes and stigma
towards the condition, but also for raising
awareness of the risk factors. The Dementia

Attitudes Monitor highlights, across both waves,
consistently low awareness of the ability to reduce
risk, and low understanding of the factors that can
increase a person’s risk. Sadly, no improvement could
be seen between 2018 and 2021 in the UK public’s
understanding of dementia risk.

People in their late 30s, 40s and 50s have the highest
awareness that it is possible to influence their dementia
risk, and the highest understanding of the risk factors
too. This is encouraging, as midlife is a key window

of opportunity for taking action to reduce the risk of
dementia.

While most people do not think you can reduce your
risk of dementia, the majority think you can influence
your brain health, suggesting that messaging focusing
on the positive concept of ‘protecting brain health’ is a
more engaging way to encourage people to take steps
that can ultimately reduce their dementia risk.

This finding shows the importance of activity like
Alzheimer’s Research UK’s Think Brain Health
campaign, which launched in 2020 and has already
seen over 2 million people engage on social media.
Similar initiatives including Brain Health Scotland, Be
Brain Powerful in the US and the collaborative Global
Council on Brain Health are all championing the
importance of awareness and research into brain health,
encompassing dementia risk reduction.

As with Wave 1, Wave 2 of the Monitor shows a high
level of appetite from the UK public to want to be told

n Alzheimer’s Research UK

about their personal risk of dementia
in later life, and strong likelihood
to seek a formal diagnosis if they
were concerned that they were in
the early stages of the condition.
There is also a willingness to take
a test that could tell whether
they were in the early stages of
Alzheimer’s or another form of
dementia, even before the
symptoms showed.

The Monitor also identifies a willingness
among the UK public to use smartphone apps
and wearable technology to help better understand
their own brain health, their future risk of dementia and
to help their doctor make an accurate, early diagnosis.
With growing public interest in technology and
Artificial Intelligence, and a move towards more remote
healthcare during the pandemic, this suggests public
support for research developments in this area is high.

Alzheimer’s Research UK’s Early Detection of
Neurodegenerative diseases (EDoN) research
programme is using wearables and smartphone apps
to speed up the search for non-invasive, low-cost ways
to detect diseases like Alzheimer’s much earlier than
is possible today.

In a year where medical research has provided so
much hope to those around the world, the public is
hopeful about the future of dementia treatments.

In June 2020, US drug regulator the FDA approved

a licence for the drug aducanumab, the first new
Alzheimer’s drug in nearly 20 years and the first ever

to act on the underlying disease processes. Although

UK regulators are now considering whether it should be
approved in the UK, the majority of the UK public agreed
that one day the diseases that cause dementia will be
cured. Indeed, their priority for medical research into
Alzheimer’s diseases and other forms of dementia is
finding a cure.

Against the backdrop of the much publicised, and
successful, clinical trials for a COVID-19 vaccine, the
proportion of UK adults willing to participate in medical

research for dementia has increased substantially

since Wave 1 of the Monitor in 2018.

This public support for research participation
is highly encouraging, as progress to identify
potential new ways to help diagnose, treat,
and even prevent Alzheimer’s and other
forms of dementia, are only possible if
people participate in clinical trials and

other vital research studies.

As with Wave 1, the Monitor revealed that
those in the oldest age groups, as well as
those in social grades DE and those who
have no formal qualifications, are less
likely to get involved in medical research
for dementia and more likely to express

a reluctance to take diagnostic tests.

Pockets of misunderstanding, identified

in Wave 1 of the Dementia Attitudes
Monitor, continue to exist among Black,
Asian and minority ethnic communities,
who are generally less likely to agree that
dementia is a cause of death, more likely

to regard the condition as an inevitable

part of growing old and less likely to feel
comfortable telling people about a dementia
diagnosis.

There is an ever-growing need to develop
information and outreach programmes to

engage different ethnic groups with dementia

and encourage open conversation about
the condition.

Alzheimer’s Research UK’s Inspire Fund has

been providing funds since 2020 to community-
driven projects about dementia, including funding
dementia awareness and prevention events within

Bristol and Avon’s Chinese community. It’s
essential that these kinds of grass-roots
projects, developed in partnership with
those communities they're designed to
help, continue to be supported despite

the funding and logistical challenges
posed by the COVID-19 pandemic.

Dementia Attitudes Monitor "
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Alzheimer’s Research UK is the UK’s
leading dementia research charity,
supporting research into the causes,
detection, treatment, and prevention

to ongoing work. This report will
guide Alzheimer’s Research
UK’s policy work, future
communications, and public-

Alzheimer’s Research UK

3.1 | Background and objectives

Almost one million people in the UK are estimated to be living with dementia and around
50 million people globally. Looking ahead, the total number of people with dementia is
projected to reach 82 million in 2030 and 152 in 20502

Alzheimer’s disease and other forms of dementia ranked
as the world’s 7th leading cause of death in 2019;

and officially the leading cause of death in the UK,
accounting for 12.5% of all registered deaths that year?.

In 2020 the COVID-19 pandemic changed the health
profile of the UK’s population radically by becoming
the leading cause of death. However, women continued
to be disproportionately affected by Alzheimer’s and
other forms of dementia; while the leading cause of
death for men in 2020 was COVID-19 (40,995 deaths;
accounting for 13.3% of all male deaths), for women
dementia and Alzheimer’s disease was the leading
cause of death, despite the pandemic (45,922 deaths;

15.3% of all female deaths)*. Globally, 65% of deaths
from Alzheimer’s and other forms of dementia
are women®.

On a personal level, dementia can be overwhelming for
those affected, their carers, family, and friends. Physical,
emotional, and financial pressures can cause great
stress for those impacted by dementia, who often require
health, social, financial, and legal support®. Dementia
also has significant social and economic implications

in terms of direct medical and social care costs, and the
costs of informal care. The current annual global cost

of dementia is estimated at US$1 trillion, a figure set

to double by 2030".

of the diseases that cause dementia. facing campaigns, ensuring they
reach the right audiences with
the right message, and act as a
catalyst for wider public dialogue

around dementia.

Wave 1 of the Dementia Attitudes
Monitor in 2018 identified key priority
messages for organisations working

in the dementia space. Crucially, it
revealed that people in the UK are open
to learning more about their individual risk

of developing dementia and to the concept of

very early diagnostic tests, as well as being highly
supportive of research into prevention and cure. However,
it also identified that more needs to be done to engage
people with how they can modify their own dementia
risk and how they can personally contribute to ongoing
research efforts.

3.2 | The structure
of the report

The first chapter of this report is the introduction,
which sets out the background and the objectives of
the survey, followed by chapters 2 to 8, which describe
the findings in detail. Details of the methodology,
notes about how to interpret the data, the statistical
reliability of the data, a profile of the achieved sample
and a guide to the social classifications referred to in
this report, alongside the questionnaire (including
topline results) are included in the appendices.

Wave 2 of the Dementia Attitudes Monitor revisits
many of the themes of the previous study, including
understanding, risk, diagnosis, and research but also
addresses areas of focus that are topical or relevant




3.3 | Collection, presentation,
and interpretation of the data

3.3.1 | Collection of data

This report is based on the findings from a total of 2,259
interviews conducted by telephone with adults aged 18
and over in the UK between 18 June and 19 July 2021.

The questionnaire used to collect data was primarily
designed to ensure consistency with Wave 1 of the
Dementia Attitudes Monitor to enable comparisons to
be made over time. However, the research team reflected
on developments since 2018, including the current
pandemic, and included additional topics pertinent to
today’s dementia research landscape.

3.3.2 | Interpretation of the data

This report comments on differences in the data
between different subgroups within the total sample,
for example differences in views between men and
women. A difference must be of a certain size in order
to be statistically significant and only differences that

Alzheimer’s Research UK

are statistically significant at the 95% confidence level
are commented on in this report. In addition to being
statistically significant, only subgroup differences
that are interesting and relevant to the question being
analysed are commented on in the report.

As arule, only subgroups comprising 100 or more
participants are commented on in this report (unless
specific exceptions are highlighted). It should be noted,
however, that the smaller the size of the subgroup, the
less we can rely on the survey estimates to be truly
representative of the population as a whole. Findings

for groups with as few as 100 participants can be
subject to confidence intervals of +/-10% (please see the
appendices for more details).

Wave 2 of the Dementia Attitudes Monitor set out to
understand whether dementia perceptions were different
among different ethnic groups. Despite boosting the
number of interviews with respondents from ethnic
backgrounds, it has not always been possible to report
differences by specific ethnic group due to achieved
sample sizes of less than 100 (e.g. 93 interviews derived
from people with mixed/multiple ethnic backgrounds).

In those instances, we have chosen to aggregate these
groups under the term ‘Black, Asian and minority ethnic’.
While we acknowledge this term is too broad, we have
used it in instances where not doing so would risk missed
opportunity to highlight trends that should be explored in
greater detail through future research.

3.3.3 | Presentation of the data

Where this report refers to the proportion of those
who ‘agree’, this is an aggregate sum — for example,
of those who say they ‘strongly agree’ and those

who say they ‘tend to agree’. In turn, ‘disagreement’
figures refer to an aggregate sum — for example, of
those who say they ‘strongly disagree’ and those who
say they ‘tend to disagree’. The same applies to
questions with scales for ‘willing’/reluctant’ and
‘effective’/ ‘not effective’.

Throughout the report where percentages do not sum

to 100%, this may be due to computer rounding, the
exclusion of ‘don’t know’ categories, or participants

being able to give multiple answers to the same question.
Throughout the report an asterisk (*) denotes any

value of less than half of 1% but greater than 0%.

Survey participants are permitted to give a ‘don’t know’
answer to some questions and these responses are
included in the analysis.

3.3.4 | Comparing data over time

A number of issues should be borne in mind
when comparing the results of the 2018
and 2021 Dementia Attitudes Monitor.
Firstly, the backdrop for the research is the
COVID-19 pandemic, which necessitated
a change in survey methodology from
interviewing face-to-face in-home,

using Ipsos MORI’s Capibus survey,

to telephone interviews. This in

turn meant some elements of the
questionnaire needed to be adapted

and additional topics were included

to reflect the dementia research
landscape (as noted above). However,
where possible every effort was taken

to ensure consistency of methodology,
for example using an interviewer-based
approach, rather than self-completion,
and replicating questions between

Wave 1 and Wave 2. Looking ahead it is
likely that future waves of the Dementia
Attitudes Monitor will continue to use a
telephone approach.

The change in survey methodology also
affects the age profile of respondents. The
telephone survey in 2021 interviewed adults
aged 18 and over, while the 2018 face-to-
face omnibus survey interviewed those aged
15 and over in the UK. However, re-analysis
of the 2018 data, excluding 15-17-year-

olds, did not change the overall findings from
Wave 1 suggesting that the two datasets are
comparable despite the change in age profile.

It is also worth bearing in mind that this survey
deals with public perceptions at the time of the
survey rather than facts. These perceptions may
or may not accurately reflect treatments and
medical research being delivered by organisations
providing care and support for individuals living
with dementia.

While all of these issues need to be considered, the
findings from Wave 1 and Wave 2 of the Dementia
Attitudes Monitor are comparable over time, providing
an important tool to track attitudes towards dementia
and understand where progress has been made in the
public’s understanding.

%
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Research, including Wave 1 of the Dementia Attitudes Monitor, has shown that the public’s
awareness of dementia is relatively high but that key pockets of misunderstanding
remain. This chapter of the report explores how many people know someone with dementia
as well as how the condition is regarded by society.

4.1 | Knowing someone with
dementia

Dementia is one of the major causes of dependency
among older people, which can be overwhelming,
not only for the person diagnosed, but also for their
families and carers — emotionally, physically, and
financially.

The Dementia Attitudes Monitor measures the extent

to which adults in the UK have personal experience, or
experience of a close friend, family member or someone
else they know being diagnosed with any form of the
condition, such as Alzheimer’s disease. Overall, half (52%)
say they know someone living with dementia; a figure
that remains unchanged since Wave 1 of the Monitor (also
52%) and is in line with a 2021 AARP survey on dementia
perceptions, which showed that 51% of Americans have,
or had, a relative or close friend with dementia®.

Alzheimer’s Research UK

Age is one of the strongest known risk factors for dementia®,
and it is not surprising to find that older people were more
likely to know someone with a dementia diagnosis (57% of
55-64-year-olds). However, dementia does not only impact
on the lives of older people; two in five 18-24-year-olds
(43%) say a close friend, family member or someone else
they know has been diagnosed with dementia.

Approaching half (47%) of the participants in the research
stated that neither they nor anyone close to them has
been diagnosed. Mirroring the pattern identified in 2018,
men are less likely to say they, or someone they know has
been diagnosed than women (52%, compared with 43%),
as are people from Asian/Asian British and Black African/
Caribbean/Black British ethnic backgrounds (66% and
72%, respectively).

As shown in Figure 4.1, respondents are most likely to report
a grandparent (17%) or parent/step-parent (13%) who
has been given a diagnosis. However, it is important to

Figure 4.1: Knowing someone with dementia

Which, if any, of the following people including yourself, close friends,
family members, or someone else you may know have been diagnosed as
having a form of dementia such as Alzheimer’s disease?

No-one close has been diagnosed 47%
Grandparent(s)

Parent(s), stepparent(s)

Other close family member(s)
Neighbour(s) / community

Close friend(s)

Other family member(s)

Other friend(s)

A person not already mentioned

Work colleague(s) / former colleague(s)
Brother(s), sister(s) (inc step)

Partner or spouse

Prefer not to say

Yourself

Don’t know

Base: All adults 18+ in the UK (2,259)

Base: All who have either themselves, a friend, or family, or someone else they know been diagnosed as having a form dementia (1,172)

Wave 2 — 2021 Ipsos MORI Telephone Omnibus
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recognise where those connections lie, as they differ
by age group. Older people are more likely to have
close friends with a dementia diagnosis (14% of

65+ year-olds); while younger people are more likely
to experience dementia through grandparents (27%
of 18—24-year-olds have a grandparent who has
received a diagnosis).

Throughout the report, where attitudes or experiences
differ, comparisons are made between people who
know someone with dementia and those who do not.
This is because Wave 1 of the Dementia Attitudes
Monitor and other studies'® have shown that the
experience of knowing someone with dementia is

key to shaping attitudes towards the condition.



Figure 4.2: Words that come to mind in relation to dementia
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a quarter (25%) associate the words ‘old/elderly’
with dementia.

4.2 | Perception of dementia

Dementia is an umbrella term for a set of symptoms
that include memory loss, confusion, mood, and
personality changes, which gradually worsen over
time. Alzheimer’s disease is the most common cause of
dementia, accounting for about two thirds of all cases.

Figure 4.2 above highlights the full range of words that
come to mind when people hear the term dementia.

The words that come to mind when the term dementia
is mentioned differ by age. While two-thirds of
18-24-year-olds (67%) mention memory loss, just 40%
of people in the 65 or over age range do so. Instead,
the older age group is more likely to use more emotive
words to describe the condition, focusing on their own
‘fear’, ‘sadness’ or ‘dread’ of developing dementia (22%
provide an emotional response, compared with 10% of
18-24-year-olds).

The Dementia Attitudes Monitor set out to explore
people’s understanding of dementia by asking
participants to describe in their own words what comes
to mind when they hear the term. The phrase most
frequently mentioned is ‘memory loss’ or ‘forgetfulness’,
which is a common symptom across many forms of
dementia; spontaneously referenced by 50%

of participants. Only two per cent of participants in the research
reference words that have been categorised as
indicating stigma towards the condition, including
words or phrases such as ‘losing your marbles’,
‘losing the plot’, ‘crazy’, ‘senile’ and ‘nuts’.

However, other terms commonly mentioned do not
refer to the symptoms of dementia, but often words
that people associate with the term. For example,

16 Alzheimer’s Research UK

Figure 4.3: Awareness of the mental and physical effects of dementia

94% agree 82% agree An overall
that dementia that dementia increase
affects mental affects physical from

aspects of a aspects of a 74% who

person’s health person’s health agreed at
Wave 1

46% Strongly agree
36% Tend to agree

77% Strongly agree
17% Tend to agree

2% Neither agree nor disagree 7% Neither agree nor disagree
Tend to disagree Tend to disagree
Strongly disagree Strongly disagree
Don’t know Don’t know

Please tell me the extent to which you agree or disagree with these statements:
“Dementia affects mental aspects of a person’s health” / “Dementia affects physical aspects of a person’s health”
Base Wave 2: All adults 18+ in the UK (2,259). Base Wave 1: All adults 15+ in the UK (2,361). Wave 2 — 2021 Ipsos MORI Telephone Omnibus

Wave 2 of the Monitor highlights that most people (94%)
are aware that dementia affects mental aspects of a
person’s health, consistent with the Wave 1 findings
(93%). As shown in Figure 4.3 above, three-quarters
(77%) strongly agree with the statement ‘Dementia
affects mental aspects of a person’s health’ and just 2%
either strongly (1%) or tend to (1%) disagree.

4.3 | Awareness of the physical
and mental effects of dementia

Dementia can affect people in different ways, depending
upon the type and stage of the condition and the
symptoms it causes. Dementia can affect mental
aspects of a person’s health, with symptoms such as
memory loss and confusion. However, the diseases

that cause dementia can also have profound physical
effects on the body, causing difficulty walking, talking,
sleeping, and even swallowing. As shown in Wave 1,

the mental effects of dementia are more widely known
than the physical.

The vast majority (82%) also agree that ‘Dementia
affects physical aspects of a person’s health’, which
suggests an increase in awareness since Wave 1 (74%)
and reflects high profile campaigns such as such
#ShareTheOrange, which shines a light on the physical
damage caused by Alzheimer’s disease that can leave

Dementia Attitudes Monitor



the brain weighing around 140g less than a healthy
one —about the weight of an orange!!. Nevertheless,
there remains slightly lower levels of understanding
about the physical effects of dementia, with one in
ten participants (8%) disagreeing that dementia has a
physical impact on the body.

Awareness of dementia impacting on an individual’s
mental health resonates across all demographic groups,
however, awareness of the possible impact on physical
health varies by age and ethnicity. While 84% of people
aged 65+ agree that dementia can affect physical
aspects of a person’s health, around seven in ten
18-24-year-olds (72%) agree and 16% are unsure either
way, suggesting a lack of understanding amongst this
youngest age group in particular.

People who identify as Asian/Asian British (85%) or
white (84%) are more likely to agree that ‘Dementia
affects physical aspects of a person’s health’, compared
with those who identify as Black African/Caribbean/
Black British (71%).

4.4 | Dementia as a cause
of death

Since 2001, the overall mortality rate for deaths
registered in the UK due to dementia and Alzheimer’s
disease has been generally increasing year-on-year*2.
During the COVID-19 pandemic, people with dementia
were disproportionately affected by the virus - more
than a quarter of COVID-19 deaths in England and Wales
were in people who had dementia®.

Wave 1 of the Dementia Attitudes Monitor in 2018
showed that public recognition of the terminal nature
of the diseases that cause dementia was low; just 51%
of people agreed that ‘Dementia is a cause of death’.
However, following the COVID-19 pandemic, and the
deaths of notable public figures including Dame Barbara
Windsor in December 2020, the sad reality of the
long-term prognosis of dementia appears to have been
heightened in the public consciousness. The findings
from Wave 2 suggest that awareness is starting to
change, with 62% of people who do not currently have a
dementia diagnosis agreeing that dementia is a cause
of death, with a significant increase in the proportion
who strongly agree with the statement, up from 18% in
2018 to 34% in 2021.

Figure 4.4: Dementia as a cause of death
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Recognising dementia as a fatal condition is crucial to
opening the path to understanding and awareness and for
galvanising greater support for vital research to change this
outcome for everyone affected. However, one in five (20%)
people still disagree with the statement, suggesting that
further work is needed. Those more likely to disagree are:

« 18-24-year-olds who are more likely to disagree that
‘Dementia is a cause of death’ (30%, compared with 20%
overall) or say they are unsure either way (22%, compared
with 13% overall). As noted above, the experience of
knowing someone with dementia is key to understanding
attitudes to dementia, and people in this age group are
less likely to know someone with a dementia diagnosis.
Overall, 23% of people with no experience of dementia
disagree with the statement, compared with 17% of those
with any experience.

+ People from particular minority ethnic groups.

People who identified as Asian/Asian British (28%) and
Black African/Caribbean/Black British (34%) are more
likely to disagree with the statement ‘Dementia is a cause
of death’ compared with two in ten (19%) of those who
identify as being white.

Dementia Attitudes Monitor
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4.5 | Dementia as an inevitable
part of getting older

Dementia is not an inevitable part of ageing but is
caused by complex brain diseases — most commonly
Alzheimer’s disease. Much has been done to battle
the misconception that dementia is an inevitability of
old age, one example being Alzheimer’s Research UK’s
#ShareTheOrange campaign mentioned on page 17

This is recognised by the majority of those who
participated in Wave 2 of the Dementia Attitudes
Monitor; 68% disagree that ‘Dementia is an inevitable
part of getting older, and just 20% agree.

Since Wave 1 of the Monitor in 2018, the proportion

of people who neither agree nor disagree that

dementia is an inevitability has decreased from 17%

in 2018 to 11% in 2021, while the percentage who
disagree has increased (60% in 2018 to 68% in 2021),
suggesting modest progress in raising awareness and
understanding of the diseases that cause dementia. The
results also indicate that recognition that dementia is

Figure 4.5: Dementia as an inevitable part of getting older
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not inevitable seems to be greater in the UK
than globally. As reported in Alzheimer’s
Disease International’s World Alzheimer’s
Report 2019, 70% of survey participants
(including healthcare professionals and
carers as well as general public) stated that
dementia is caused by normal ageing®®.

However, a sizable minority across both
waves (20% in 2021 and 22% in 2018) agree
that dementia is an inevitable part of getting
older, suggesting that further work is needed
to tackle this enduring misperception.

Those who agree that dementia is an
inevitable part of getting older are also
more likely to disagree that it is possible
to reduce the risk of developing dementia
and are less likely to be willing to be
involved in medical research for the
condition. Campaigns to challenge this
belief may therefore enable more open
debate about the value of future research,
as well as improving the likelihood that
people will take steps that could help to
reduce their risk and play a part in shaping
research developments in future.

Messaging campaigns to tackle this misconception
would benefit from being targeted at the key groups
who are more likely to hold the belief that dementia
is an inevitable part of getting older, including:

«  Men, who are more likely than women to regard
dementia as an inevitability (22%, compared
with 17%).

+  Those aged 65 years and above: Possibly as a result
of their greater familiarity with people living with
dementia, a quarter of this group (26%) agree.

+ People in social grades DE: A quarter (26%) view
dementia as an inevitable part of getting older, compared
with 13% of people in social grades AB'.

+ People who identify as Asian and Black: More than
one third of Asian/ Asian British (34%) and Black African/
Caribbean/ Black British (36%) respondents regarded
dementia as an inevitability, compared with two in
ten (18%) of those who identify as being from a white
ethnic group.

Dementia Attitudes Mont



Historically, a lack of awareness and understanding of dementia has contributed to
stigmatisation of those with the condition through labelling, stereotyping, separation,
status loss, or discrimination. This chapter explores the public’s willingness to engage
with people living with dementia and their own reaction to the possibility of being
diagnosed with the condition in the future.

5.1 | Engaging with people with
dementia

Dementia-related stigma tends to stem from fear,
alongside a lack of awareness and understanding about
the condition'’, which can lead to a greater reluctance
to engage with people with dementia. The Dementia
Attitudes Monitor highlights how a minority of people
continue to say they would find it hard to talk to people
with dementia.

Two thirds (65%) of participants in Wave 2 who have
not been personally diagnosed with dementia disagree
that they would find it hard to talk to someone with
dementia; the majority of whom (41%) strongly
disagree. However, around a quarter (23%) of people
acknowledge they would find it hard. Despite notable
campaigns to address issues around the stigma

Alzheimer’s Research UK

associated with dementia, the proportion who agree is
consistent with Wave 1 of the Monitor (22% agreed in
2018), and, looking further back, only slightly below the
2015 British Social Attitudes Survey, which reported that
27% of people agreed with the statement ‘I would find it
hard to talk to someone who has dementia’.'®

As noted in previous research, including the 2015
British Social Attitudes Survey, men are more likely to
find it difficult to talk to someone with dementia (28%,
compared with 18% of women), along with those who
have no experience of dementia (26% compared with
19% of people who have).

By ethnicity, over a third (36%) of people from Asian/
Asian British backgrounds agree that they would find it
hard to talk to someone who has dementia, compared
with 22% of people who are white.

65% disagree
that they would
find it hard to
talk to someone
with dementia

/‘A
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5.2 | Being personally affected by
dementia

5.2.1 | Developing dementia

As mentioned previously, the COVID-19 pandemic had
a devastating impact on people with dementia and
their families. During the peak of the pandemic, not
only were many people with dementia isolated from
their friends and family but death rates in those with
dementia were more than double that experienced
during pre-pandemic times. It is not surprising that
almost half (49%) of people agree that dementia is the
health condition they fear most about getting in the
future, indicating an increase in concern since Wave 1
(42% in 2018).

Fear of dementia is also explored in Alzheimer’s Disease
International’s World Alzheimer’s Report 2019'. The
report points to significant underlying fear in global
populations about developing dementia, with 78% of
participants concerned about developing the condition
at some point in their life.

Reflecting the Wave 1 survey, women, older people and,
in general, those with experience of dementia, are more
likely to share concerns about developing the condition:

Figure 5.1: Engaging with someone with dementia
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« Three in five people aged 65 or over (60%) agree that
dementia is the condition they fear most, compared
with 39% of people aged 18-24 years.

« Women, who are more likely to develop dementia

in their lifetime, are more likely to agree with the
statement than men (55%, compared with 42%).

Over half (54%) of people with experience of
dementia agree that it is the health condition

they fear most, suggesting that the challenges of
supporting someone with dementia make a lasting
impression on those around the person diagnosed.
Nevertheless, over two in five (43%) people with no
experience of dementia also cite dementia as their
most feared condition.

Those who define themselves as white are more
likely to agree that dementia is the condition
they fear most, than people who identify as Black
African/ Caribbean/ Black British (50%, compared
with 33%).



Figure 5.2: Fear of developing dementia Figure 5.3: Telling people about a dementia diagnosis
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52.2 | Telling others increase in the proportion who strongly agree that they
would feel comfortable with telling others since Wave 1
of the Monitor (from 23% to 30%), there has only been
a slight overall increase in the proportion who agree
(from 59% to 62%), suggesting that important efforts
in this area must continue.

Unfortunately, some people facing dementia fear they
may experience stigma after their diagnosis as they tell
others that they have the condition. This stigma can be
self-imposed, and it can even come from people they
know and trust.

Attitudes towards telling others about a dementia
diagnosis are largely consistent, regardless of experience
of dementia or age. However, those from a white ethnic
group are more likely to feel comfortable with telling
others than those from a Black, Asian or minority ethnic
group (63%, compared with 55%). For this question, it
was not possible to detect differences within specific
ethnic minority groups due to sample size limitations.

Campaigns including Alzheimer’s Society’s Dementia
Friends, Alzheimer’s Disease International (ADI) and the
Pan American Health Organization (PAHO)’s 2019 Let’s
talk about Dementia campaign for the Americas and
Alzheimer’s Research UK’s 2019 South Asian Awareness
campaign Let’s Talk About Dementia®, aim to raise
understanding of dementia within specific communities
and encourage people to talk more openly about the
condition.

Encouragingly, across the UK, three in five (62%)
people agree with the statement ‘If I was diagnosed
with dementia, I would feel comfortable telling people
outside my close family’. While there has been an
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Not only is talking openly about dementia important for reducing negative or stigmatising
attitudes, it is also essential for raising awareness of early signs and symptoms, and risk
factors for the condition. This chapter addresses a key objective of the research;

to measure people’s awareness of the risk factors for dementia.

6.1 | Reducing the risk of
developing health conditions

The Dementia Attitudes Monitor presented participants
with a list of five health conditions and asked them to
consider which, if any, it is possible for people to reduce
their risk of developing. This question was asked of all
adults aged 18+ and positioned at the start of the survey
to avoid any bias from asking questions specifically
about dementia.

The vast majority of people identify diabetes and heart
disease as conditions they could reduce their risk of
developing (79% and 75%, respectively). A slightly
lower proportion, although still the majority (58%) also
believe that people can reduce their risk of having a
stroke. These findings are consistent with Wave 1 of the
Dementia Attitudes Monitor in 2018. However, a slightly
lower proportion now think that it’s possible to reduce

the risk of developing cancer (49% in Wave 2, compared
with 52% in Wave 1).

There are, however, clear gaps in public knowledge
around dementia risk, as only a third (33%) think it
possible to reduce the risk of developing dementia, a
figure that is consistent with Wave 1 of the Monitor
(34%).

People aged 35-44 have the have the highest awareness
that dementia risk is modifiable (39%, compared to 33%
for all adults). It is also higher than average in those
aged 45-64 (37%). This is positive as many important
modifiable risk factors for dementia (e.g. high blood
pressure, type 2 diabetes) tend to first appear in midlife,
between the ages of around 40 and 64. Consequently,
midlife is a particularly important time to take steps
that could reduce dementia risk later in life.

However, the over 65s —who are
most likely to know someone with
dementia — are less likely to think
that it is possible to reduce the risk
of developing dementia (25%).

People’s awareness that they can
influence their risk varies across a
number of groups, in addition to age,
including:

+ Gender: Women, who are more likely to be affected
by dementia than men, are less likely to think
that they could reduce their risk (30% and 37%,
respectively).

+ Qualifications: People with no formal qualifications
(24%) and those educated to GCSE/ equivalent level
(28%), are less likely to consider it possible to reduce
the risk of developing dementia than those educated
to degree level or higher (42%).

+ Social grade: Just 26% of those in social
grades DE think it possible to reduce the
risk of developing dementia, compared
with 41% of those in social grades AB.
However, it is important to note that this
finding could reflect the overlap between

social grade and qualifications attained, as

the people in social grade DE are less likely
to hold formal qualifications.

+ Ethnicity: Two in five (38%) of those who identify
with a Black, Asian or minority ethnic group consider
it possible to reduce the risk of dementia, compared
to just 32% of white respondents. This suggests an
increase in awareness of being able to influence the
risk of dementia among Black, Asian or minority
ethnic groups since Wave 1 of the Dementia Attitudes
Monitor (29% in 2018). For this question, it was not
possible to detect differences within specific ethnic
minority groups due to sample size limitations.

Figure 6.1: The possibility of reducing the risk of developing health conditions
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Figure 6.2: The possibility of influencing your own brain health
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6.2 | Influencing brain health

Alzheimer’s Research UK defines good brain health as
making the most of your brain and helping to reduce
some risks to it as you age, including the risk of
developing conditions like dementia. While dementia is
caused by complex diseases with multiple risk factors,
taking steps to protect your brain throughout life can
preserve your cognitive abilities for longer and protect
against dementia?!. Alzheimer’s Research UK is at the
forefront of transforming the way people think about the
topic, by positively reframing dementia risk reduction as
protecting brain health?.

Encouragingly, the Dementia Attitudes Monitor
demonstrates that 75% of people agree it is possible for
a person to influence their brain health?. This is despite
continued limited understanding of the potential to
reduce the risk of developing dementia, as noted in
section 6.1.

In fact, seven in ten people (70%) who do not think it
is possible to reduce the risk of dementia, agree that

Alzheimer’s Research UK

Please tell me the extent to which you agree or disagree with the following statement: “
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It is possible for a person to influence their brain health”

it is possible to influence brain health, reinforcing
previous research that suggests messaging focusing on
the concept of protecting brain health will be received
more positively than traditional dementia risk reduction
messaging®.

While the majority of people believe it is possible to
influence brain health, over one in eight people aged 65
or older (12%) disagreed. Taken with this age group’s
scepticism of the possibility of reducing the risk of
developing dementia, this suggests a sense of fatalism
among older adults. While noting the overlap with age,
those who never use the internet are also much less
likely to think a person can influence their brain health
(17% disagree, compared to 8% who use the internet).

These findings reinforce the importance of ongoing
work, such as Alzheimer’s Research UK’s Think Brain
Health campaign?®, and the recent joint report with

the Royal Society of Public Health Brain Health: A new
way to think about dementia risk reduction, which sets
out the case for reframing dementia risk reduction as
‘protecting good brain health’.

6.3 | Increasing the risk of
developing dementia

Researchers have identified several important factors that
affect a person’s risk of developing dementia. These include
age and genetics, but also lifestyle and environmental
factors, as well as having certain medical conditions. A
person’s individual risk of developing dementia will depend
upon a combination of many of these risk factors.

To evaluate people’s awareness of risk factors, participants
were asked to consider what, if anything, could increase the
risk of developing dementia.

Figure 6.3: Identifying dementia risk factors

The most common, spontaneous, response was

being ‘less mentally active’ (mentioned by 22%),
followed by ‘genetic factors’ (19%). As shown in

Figure 6.3, other frequently mentioned factors included
‘poor diet’ (19%), ‘lack of exercise’ (18%), ‘loneliness’
(17%) and ‘heavy drinking’ (14%).

Despite being one of the strongest influencers of
risk, only 9% mention old age as a factor, which in
Wave 1 had been a top-of-mind response. This could
be as a result of public awareness campaigns that
have set out to challenge enduring perceptions of
dementia as ‘just an inevitable part of ageing'.
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Evidence of further progress being made is scant

as there remains poor understanding of risk factors
overall. Less than two people in five (37%) are able to
identify one or two risk factors, with 56%% not able to
identify any of seven major risk factors from the 2015
British Social Attitudes survey (namely, heavy drinking,
smoking, high blood pressure, depression, diabetes and
genetic factors, alongside the protective factor of taking
regular exercise). This figure is higher than Wave 1 of
the Monitor (48%) in 2018, and consistently higher than
the 22% recorded in the 2015 British Social Attitudes
survey.

Only 3% identified high blood pressure and 2%
diabetes, though these physical risk factors have some
of the strongest scientific evidence linking them to
dementia risk. Lastly, only 1% identified hearing loss
as a potential risk factor for dementia, despite the

2020 Lancet Commission on Dementia Prevention,
Intervention, and Care suggesting hearing loss could
have one of the biggest influences on dementia risk at a
population level?’.

Consistent with awareness that it is possible to reduce
the risk of developing dementia, midlife adults have
the highest awareness of the associated risk factors.
41% of 35-44-year-olds, 45-54-year-olds and
55-64-year-olds identify one or two risk factors. In
comparison, only 31% of the over 65s are able to do so.

Groups that fail to correctly identify any associated

risk factors and could therefore potentially be the
target audience for future awareness raising campaigns,
include those in socioeconomic groups DE (68%),
people with no educational qualifications (71%) and
those who never use the internet (79%).

Alzheimer’s Research UK

This is indicative of broader challenges reaching these
audiences with health messaging. It also highlights

the need for public health campaigns to engage
underserved audiences in a way that is sensitive to their
personal situations and considers broad variations in
health and digital literacy across the population.

6.4 | Personal risk of developing
dementia

The research highlights a continued appetite among
the public to know whether they were at risk of
developing dementia in later life, with the majority
(74%) saying they would want a doctor to inform
them in midlife about their personal risk of developing
dementia in later life, based on genetics and/or
lifestyle. This is consistent with the Wave 1 Monitor
(73% in 2018).

Within this, 52% say ‘Yes, definitely’ and 22% say
‘Yes, probably’. In comparison, more people say ‘Yes
definitely’ since the Wave 1 of the Monitor (47% in
2018). However, the proportion who definitely do not
want to know is unchanged (12% in Wave 2, compared
with 11% in Wave 1).

There is a definite theme emerging that after a
certain age, people are less convinced that it possible
to reduce the risk of developing dementia and, as
such say they would not want to know their own

risk. 30% of those aged 65+ feel this way, compared
with 19% of 35-44-year-olds. Other groups that are
particularly reluctant to know more about their
personal risk of developing dementia in later life are
people who identify as white (26%) and those with no
formal qualifications (30%).

Figure 6.4: Understanding your own personal risk of developing dementia
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6.5 | Using digital technologies to
understand personal risk

Since Wave 1 took place, the availability and use of
wearable devices, such as smartwatches, and health-
related apps has expanded?. In addition, in response

to the COVID-19 pandemic, the UK saw the rapid
implementation of digital health technology to support
patients and the NHS. A recent study has shown that

the public largely accepted the use of digital health
technology by the NHS during the pandemic and regard
it as important to the future of health services in the UK?.

A new question was introduced in the Wave 2 Monitor
to explore the potential of using digital data generated
through wearable technology such as a smartwatch to
pick up early signs of dementia.

Overall, three-quarters (75%) of people without a
current dementia diagnosis are willing to personally

use smartphone apps and wearable technology to help
themselves and their doctor better understand their own
brain health and future risk of dementia. Of these, 43%
say they are very willing and 32% fairly willing. Just a
quarter (22%) are reluctant to use smartphone apps and
wearable technology to better understand their own
brain health and future dementia risk.

If doctors were able to give you information in midlife about your personal risk of developing dementia in later life, based on your genetics and/or

Base Wave 2: All adults 18+ in the UK not personally diagnosed with dementia (2,256)
Base Wave 1: All adults 15+ in the UK not personally diagnosed with dementia (2,354)

51% Yes, definitely

22% Yes, probably
An increase

13% Probably not from
Definitelynot 47 % who
said ‘Yes,
Don’t know deﬁnitelg’
at Wave 1

Younger generations are more open to innovative
techniques for measuring risk. The research indicates
that reluctance to use technology, in the form of
computers, phones or wearable devices, increases
uniformly from youngest to oldest age groups, and,
while noting the overlap with age, is significantly higher
among those who never use the internet:

« A third of the over 65s (34%) express reluctance to
using wearable technology such as smartphone apps
and wearable technology to help better understand
their brain health and future risk of dementia. This
is compared to just 14% of 18-24-year-olds
expressing reluctance.

« Half (51%) of people who never use the internet are
reluctant to use wearable devices to understand their
brain health and future risk of dementia, compared
with 19% of daily users of the internet.

+ Reluctance to use technology to measure risk is
higher among those who identify as being from a
white ethnic group (23%), compared with people from
Black, Asian and minority ethnic groups (16%). For
this question, it was not possible to detect differences
within specific ethnic minority groups due to sample
size limitations.

Dementia Attitudes Monitor
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A formal diagnosis of dementia is the gateway to treatments, support, and care, as well
as opportunities to get involved in pioneering research studies. However, it is estimated
that less than two-thirds of people in England with dementia have received a formal
diagnosis®. There are a number of factors that could influence a person receiving a
diagnosis including low awareness of symptoms, perceived stigma, difficulty accessing
services and the limitations of current diagnostic approaches. This chapter explores
some of the potential barriers to getting a diagnosis of dementia, as well as the public’s

openness to new developments in this area.

7.1 | Being given a diagnosis of
dementia

A timely and accurate diagnosis of dementia allows

a person to access treatment, services and support,
opportunities to take part in research and time to make
life decisions and contribute to their care planning
process®!. The previous chapter highlighted an appetite
among the public to understand their dementia risk,
and in Wave 1 of the Dementia Attitudes Monitor, we
found that the vast majority of people (83%) agreed
that there is value in being given a formal diagnosis

of dementia.

In light of the COVID-19 pandemic and with dementia
diagnoses across England having dropped by over
40,000 between February 2020 and January 2021,

we evolved this question to move beyond people’s
perceived value in a formal diagnosis to explore their
willingness to seek one if they were concerned that they
might be in the early stages of Alzheimer’s or another
form of dementia.

Reassuringly, in 2021, the majority of people (89%) who
do not have a dementia diagnosis say they are likely to
seek a diagnosis if they were concerned that they might
be in the early stages of Alzheimer’s or another form of
dementia; just 9% would not. Two-thirds (65%) would be
very likely to do so.

Looking specifically at the characteristics of people who
are less likely to seek a diagnosis, in keeping with other
findings, older people (65+) and those with no formal

qualifications tend to be more reluctant.

Figure 7.1: Willingness to seek a formal dementia diagnosis
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If you were concerned that you might be in the early stages of Alzheimer’s or another form of dementia, how likely or unlikely would you be to seek a
formal diagnosis from a doctor?
Base: All adults 18+ in the UK who have not been personally diagnosed with dementia (2,256)
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7.1.2 | Reasons for seeking a formal
diagnosis

Among those who would be likely to seek a diagnosis,
the main impetus appears to be split between an
outward desire to access treatment (32%) or care
services (14%) and an inward-looking need to make
plans for their future (32%). Other frequently cited
reasons include to provide peace of mind (18%),
because people were clear about the process of
getting a diagnosis (13%) and being able to
prepare (12%).

These reasons are consistent with Wave 1 of the
Dementia Attitudes Monitor and mirror the findings
from the 2021 AARP Survey on the Perceptions
Related to a Dementia Diagnosis, which reported that
US adults aged 40 and older and healthcare providers
agree that it is beneficial to diagnose dementia in its
early stage. The AARP research highlighted having
‘more time to plan my future care’ as the top reason
for seeking a diagnosis at an early stage*.




7.1.3 | Reluctance to seek a formal diagnosis

Although there are no treatments available in the

UK today to stop or slow the diseases that cause
dementia, there are interventions that doctors can
provide to help manage symptoms. One of the main
reasons for reluctance to seek a formal diagnosis,
mentioned by 14% of participants unlikely to seek

a diagnosis, is that ‘there are no treatments that can
really make a difference’, pointing to an opportunity to
raise awareness of the treatments currently available.
However, a further 15% of people cite stress associated
with receiving a diagnosis as the main barrier and a
similar proportion (14%) would simply rather not know.

Given the drop in dementia diagnosis rates over 2020,
we expected the COVID-19 pandemic may have had

an impact on people’s willingness to seek a diagnosis.
However, only one in twenty (4%) of those who are
unlikely to seek a diagnosis cite concerns about their
doctor not being available or able to help (4%) as the
reason for reluctance and none of the respondents raise
worries about COVID-19 as a potential reason for them
not seeking a diagnosis.
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7.2 | Undergoing tests for
dementia

Current UK NICE guidelines™ for diagnosing dementia
recommend a combination of memory and thinking
tests, with brain scans providing further clarification
and the use of a lumbar puncture or ‘spinal tap’ to
assist the diagnosis of Alzheimer’s disease in cases
that are particularly complex or unclear.

The Dementia Attitudes Monitor was used to test how
willing, or reluctant, people would be to take particular
types of clinical test to aid a doctor in making an
accurate and early diagnosis, if they were concerned
that they might be in the early stages of Alzheimer’s or
another form of dementia®. Some of these tests, such
as memory tests and brain scans, are routinely used in
clinical practice, but we also included potential future
diagnostic approaches such as eye tests, blood tests
and wearables.

The vast majority of people are willing to undergo
more familiar and less invasive tests, such as an

eye test (95%), a blood test (94%) or a memory test
(93%). Furthermore, 91% would agree to a brain

scan. In a year that has seen mass COVID-19 testing
and vaccination programmes rolled out across the
world, the findings show an increase in willingness to
undergo a range of different clinical tests since Wave 1
of the Monitor in 2018 (as shown in the Figure 7.3).

However, there remains real reluctance to undergo

a lumbar puncture or spinal tap, where a spinal fluid
sample is taken using a needle in the base of the
spine. Just 42% would be willing to do so, a proportion
that has not changed since Wave 1 of the Monitor

in 2018 and is almost identical to the proportion

who said they would be willing to have a lumbar
puncture in Alzheimer’s Research UK’s 2019
Detecting and diagnosing Alzheimer’s disease

report (40%)%*.

Across the board there are pockets of people who
would be less willing to take diagnostic tests. These
mirror the groups that are less open to knowing

about their risk of dementia and less likely to seek

a diagnosis if they had concerns they may be in the
early stages — mainly older age groups (65 and above),
those who spent less time in formal education and
people in social grades DE.

Figure 7.2: Reasons for being likely or unlikely to seek a formal dementia diagnosis

You mentioned you would be likely to seek a formal diagnosis....
Why do you say that?

It would all me to access
treatments that could help

It would allow me to plan for
my future

It would provide peace of
mind, removing worry about
the cause of my symptoms

It would allow me to access
care services that could help

I am clear about what the ﬁ
process would be

You mentioned you would be likely to seek a formal diagnosis... Why do you say that?
Base: All adults 18+ in the UK who would be likely to seek a diagnosis (2008)
Wave 2 — 2021 Ipsos MORI Telephone Omnibus

You mentioned you would be unlikely to seek a formal diagnosis....

Why do you say that?

I would find it too stressful

No treatments that can really
make a difference

I would rather not know
I don’t go / don’t like going
to the doctor

Wouldn't let it worry me /
can’t change things

You mentioned you would be unlikely to seek a formal diagnosis... Why do you say that?
Base: All adults 18+ in the UK who would be unlikely to seek a diagnosis (198)
Wave 2 — 2021 Ipsos MORI Telephone Omnibus * Chart shows top 5 responses for both questions
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Figure 7.3: Attitudes to doctors using tests to make an accurate and early diagnosis

Memory and thinking test

Wearable technology that monitors
your day-to-day life

Computer or smartphone tasks or apps
that monitor your day-to-day life

Lumbar puncture or spinal tap

Wave 2 — 2021 Ipsos MORI Telephone Omnibus

7.3 | Future tests for dementia
using digital technologies

Today, the diseases that cause dementia are diagnosed
when symptoms like memory loss begin, but the
diseases that cause dementia can start in the brain

up to two decades before these symptoms show. Digital
technologies hold real potential to pick up very subtle
early changes in a person’s behaviour and physiology
that could suggest they are in the early stages of
disease.

Initiatives such as Alzheimer’s Research UK’s Early

Detection of Neurodegenerative diseases (EDoN) research

programme and the US-led Diagnostics Accelerator
funding programme are speeding up the search for non-
invasive markers of disease and innovative technologies
to detect them?*®. EDoN is a global research programme
using digital data collected from wearables and apps
using measures including sleep, movement, heart rate
and speech to identify early fingerprints of diseases
like Alzheimer’s.

Alzheimer’s Research UK

How willing or reluctant would you be for doctors to use one of the following tests to make an accurate and early diagnosis?
Base Wave 2: All adults 18+ in the UK not personally diagnosed with dementia (2,256)
Base Wave 1: All adults 15+ in the UK not personally diagnosed with dementia (2,354)

Blood test 6% 1 Inwcll{ﬁize (Lc;r:tel%

Increase from 87%
“Willing” Wave 1

W Willing M Reluctant

The potential for using technology to make an accurate
and early diagnosis was first explored in Wave 1 of

the Dementia Attitudes Monitor and tracked in this
year’s survey. Overall, the majority of people (75%)
who do not currently have a dementia diagnosis are
willing to use computer or smartphone tasks or apps
that monitor day-to-day life if they were concerned
that they might be in the early stages of Alzheimer’s
or another form of dementia. Acceptance of using
computers or smartphones to identify the early stages
of disease has remained at the same level since Wave 1
(73% in 2018).

In addition to the use of computer or smartphone

tasks or apps, the Wave 2 Monitor explored the public’s
acceptance of wearable technology to make an
accurate and early diagnosis of Alzheimer’s or another
form of dementia. The research shows that the majority
of the public (77%) would be willing to use wearable
technology that monitors your day-to-day life if they
were concerned that they might be in the early stages
of Alzheimer’s or another form of dementia.

Overall, the findings indicate that the
public is willing to use smartphone apps
and wearable technology to support

an early diagnosis of diseases like
Alzheimer’s. However, acceptance is not
universal:

+ Approaching two in five (38%) of
the over 65s express reluctance to use
computer or smartphone apps to make an
accurate and early diagnosis and a third (33%)
are reluctant to use wearable technology.

« Two in five (43%) of people who have never used the
internet are reluctant to use wearable devices to make
an accurate and early diagnosis. 58% would not be
willing to use computer or smartphone apps.

+ People from Asian/Asian British ethnic groups
are most likely to express willingness to use both
wearable devices and computer or smartphone apps
(86% in both instances).

7.4 | Attitudes to pre-
symptomatic testing for
diseases that cause dementia

The ability to accurately detect diseases earlier is

a major goal for many health conditions, including
the diseases that cause dementia. Attitudes towards
a shift in diagnosis, from the very early stages of
Alzheimer’s or another form of dementia, to before
symptoms show are explored in the Dementia
Attitudes Monitor.

Most participants in the survey (87%) who do not have
a dementia diagnosis say they would take a test, or set
of tests, through their doctor, that could tell whether

they were in the very early stages
of Alzheimer’s or another form
of dementia, even before the
symptoms showed. This is
consistent with the 2018 Wave 1
survey findings (85%) and reflects
the findings of a study by AARP in
the United States, which found that
81% of US adults aged 40 or over would
want to know if they had dementia®.

As shown in Figure 7.4, there are caveats to this, with
one in six people (17%) indicating that they would
only take the test if they could be offered an effective
prevention and one in five (20%) only doing so if
they could be offered effective treatment. Half (50%)
would take the test regardless of the effectiveness of
treatments available

Only a small proportion of people (11%) would not take
the test as they would not want to know if they were

in the very early stages of Alzheimer’s or another form
of dementia. However, responses do highlight, once
again, the same groups that are less likely to engage
with diagnostic testing, namely older age groups (14%
of 55-64-year-olds and 14% of those aged 65+), people
with no formal qualifications (16%), and, tied to age,
those with no experience of using the internet (24%).

Knowing someone with dementia can also affect
people’s attitudes towards potentially taking a test, or
set of tests, that would tell whether they were in the
very early stages of Alzheimer’s or another form of
dementia. People who know someone with dementia
are less likely to say they would not take the test than
those with no experience of dementia (8% compared
with 13%).

Dementia Attitudes Monitor




Figure 7.4: Attitudes to doctors using tests for dementia even before symptoms show

Imagine you were able to take a test, or set of tests, through your doctor that
could tell you whether you were in the very early stages of Alzheimer’s or
another form of dementia, even before symptoms showed, would you...?

Take the test regardless of the effectiveness of
treatments available

Take the test, but only if I could be offered an
effective treatment

Take the test, but only if I could be offered an
effective prevention

Not take the test. I would not want to know if I was
in the very early stages of Alzheimer’s/dementia

Don’t know

Decrease from 55% at Wave 1
Increase from 13% 20%
at Wave 1

17%

11%

3%

8 | Engagement with medical research

® ® © 06 06 0 O
8 7 o/0 wwwww wwwm of people say they would take a test

Imagine you were able to take a test, or set of tests, through your doctor that could tell you whether you were in the very early stages of
Alzheimer’s or another form of dementia, even before symptoms showed, would you...?

Base Wave 2: All adults 18+ in the UK not personally diagnosed with dementia (2,256)

Base Wave 1: All adults 15+ in the UK not personally diagnosed with dementia (2,354)

Wave 2 — 2021 Ipsos MORI Telephone Omnibus

While treatment options for people living with dementia remain limited, there are now

more than 240 trials testing potential new medicines for the different forms of dementia

underway across the globe. This chapter looks to the future; to the UK’s priorities for medical
_ / research and people’s willingness to participate.

8.1 | Priorities for medical development of new forms of medication to stop the
research disease (13%).

While medical research into ways to cure dementia
resonates with people of all ages, the research indicates

All participants in Wave 2 of the Dementia Attitudes
Monitor were asked to consider what the priorities

should be for medical research into Alzheimer’s disease that there are differences by age in terms of other areas
or other forms of dementia. In line with Wave 1, the of research. For example, 18-24-year-olds are more
public identifies research into ways to cure diseases that likely to highlight ways to improve the quality of life for
cause dementia as most important (28% in 2021, and those living with the disease through better care than
27% in 2018). other age groups (17%, compared with 11% overall).

Research into new forms of medication to slow the
disease are more of a priority for older people (10% of
those aged 65+) than other age groups.

The public’s priorities for medical research into
Alzheimer’s disease or other forms of dementia also
focus on ways to prevent the disease (22%) and the
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Figure 8.1: Priorities for medical research Figure 8.2: Willingness to participate in medical research

Which, if any, of the following types of medical research into Alzheimer’s
disease/dementia would you say are most important to research...?

A cure
Ways to prevent the disease

New forms of medication to stop the disease

Decrease from 26% at Wave 1 *

13%

Ways to improve the quality of life for those living with the disease

Ways to diagnose the disease earlier

New forms of medication to slow the disease

Non-drug treatments and therapies to help manage symptoms

New forms of medication to help with the symptoms

None of these

Don’t know

3% [
1% |
3% [

Which, if any, of the following types of medical research into Alzheimer’s disease or other forms of dementia would you say are most important...?

Base Wave 2: All adults 18+ in the UK (2,259)
Base Wave 1: All adults 15+ in the UK (2,361)

Wave 2 — 2021 Ipsos MORI Telephone Omnibus. Chart shows responses mentioned by 1% or more survey participants.

8.2 | The possibility of curing the
diseases that cause dementia

Wave 1 of the Dementia Attitudes Monitor collected
information about the UK’s understanding of current
and future treatments for dementia, finding that only
27% of people felt that current dementia treatments
were effective, with one in five (22%) being unsure.

There was also uncertainty about the types of
treatment currently available. Despite no treatments
being available at the time to slow or stop the diseases
that cause dementia, Wave 1 found that 31% of
respondents believed that there are ‘medicines on NHS
prescription to slow down the underlying diseases that
cause dementia’, with over one in ten mentioning

Alzheimer’s Research UK

‘medicines on NHS prescription to stop the
underlying diseases that cause dementia (15%).

In June 2021, the US drugs regulator the FDA
approved a licence for aducanumab (or Aduhelm)
- the first new Alzheimer’s drug in nearly 20
years and the first designed to slow the disease
as opposed to relieving symptoms alone. This
development sparked significant media attention
and discussion about who could access the

drug and what its benefits could be. UK and EU
regulators are expected to give their decisions

on whether or not the drug will be granted

a licence for use here in autumn 2021.

Following this important milestone for dementia

An increase
from
50% who
said ‘Yes, I
would’ at
Wave 1

69% Yes, I would
17% No, I wouldn’t
13% Not sure

Don’t know

Would you consider getting involved in medical research for dementia in the future?

Base Wave 2: All adults 18+ in the UK (2,259)
Base Wave 1: All adults 15+ in the UK (2,361)
Wave 2 — 2021 Ipsos MORI Telephone Omnibus

research, a new question was added to the Monitor
to measure people’s long-term hopes for medical
research into new treatments, exploring people’s
belief in the potential for research to deliver cures
for the diseases that cause dementia.

Encouragingly, the majority (61%) of participants
who have not been personally diagnosed with
dementia, believe that one day the diseases that
cause dementia will be cured; just 16% disagree
and 18% express uncertainty.

Interestingly, it is those in the oldest age group,
who are least likely to think you can reduce your
risk of developing dementia, that are most likely
to agree with the statement ‘One day the diseases
that cause dementia will be cured’. Approaching
three-quarters (72%) of people aged 65 and

over agree that the diseases that cause dementia
will be cured, compared with 61% overall.

8.3 | Willingness to participate
in medical research

Following a year that saw over half a million people®
taking part in pioneering COVID-19 research studies

in the UK and the publicity surrounding them, the
Dementia Attitudes Monitor found that the majority
(69%) of UK adults would now consider getting involved
in medical research for dementia in the future; a marked
increase since Wave 1 of the Monitor (50%).

In the UK, people can volunteer to take part in
dementia research through Join Dementia Research
(IDR), an online system that matches healthy
volunteers and those with dementia with research
studies taking place online or in their area. Although
JDR saw an initial dip in registrations at the start

of the pandemic, 16,000 of its volunteers were
enrolled in research studies in 2020 - more than in
any previous year.
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The Dementia Attitudes Monitor shows that willingness
to get involved in research is lowest among older age
groups; (57% of 65+ year-olds), arguably where there is
the most to learn about the condition. However, other
potential key gaps are evident including:

People in DE socioeconomic grades who are less
likely (63%) to consider taking part in medical
research than those in socioeconomic groups

AB (77%). This is partly due to the fact that they
would not take part (20%) but also by an increased
level uncertainty (15% say ‘Not sure’), suggesting
that improving awareness and understanding of
medical research may encourage greater future
involvement.

+ People with no formal qualifications: 28% are
not willing to get involved in medical research for
dementia in the future, compared with 11% of those
who are educated to degree level or higher.

- People with no experience of dementia: 21% are
not willing to get involved.

+ Those with no interest in knowing their personal
risk of developing dementia in later life: 29%
would not consider getting involved in medical
research for dementia in the future.

+ Variations by ethnicity: Despite willingness still
being significantly higher than in Wave 1 of the
Monitor in 2018, fewer people from Black, Asian and
minority ethnic groups (61%) would be willing to get
involved in medical research into dementia compared
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with 71% who identified as being from a white ethnic
group. For this question, it was not possible to detect
differences within specific ethnic minority groups
due to sample size limitations.

The main reasons given for considering getting involved
in medical research for dementia mirror those seen in
2018, namely ‘Research is the only answer to dementia’
(46%) and seeing the impact of a family member/ friend
living with dementia (23%). Positively, over one in ten
(12%) say they have seen the importance of medical
research during the COVID-19 pandemic, with that
being a particular motivator for younger people (20% of
18-24-year-olds).

Among those who would not be willing to get involved
in dementia research, uncertainty about what would
be involved is the main reason cited, mentioned by
23%, followed by not having enough time (20%). These
are the same primary reasons for not participating as
seen in Wave 1. One in ten (12%) say that the idea of
taking part in medical research is too intimidating,
suggesting that there is more to be done in terms of
communicating both the benefits and the practicalities
of involvement.

A recent report from Alzheimer’s Research UK and the
Royal College of Psychiatrists found that this public
support for research participation is mirrored by
psychiatrists specialising in old age — a key clinical
specialty that delivers Alzheimer’s disease assessments
and diagnoses. 93% of psychiatrists thought that
patients should be given more opportunities to
participate in research into new treatments for
Alzheimer’s disease®.

Research into new treatments for the diseases that
cause dementia is advancing at pace, with over 240
potential new treatments for dementia now in clinical
trials across the globe. This public and professional
support for research participation is highly encouraging,
as progress to identify potential new ways to help
diagnose, treat, and even prevent Alzheimer’s and
related dementias are only possible if people participate
in clinical trials and other vital research studies.

However, as well as working harder to encourage and
enable underserved communities to engage in research,
it is also essential that there is infrastructure in place

to support clinical trials, especially for those in the
earliest stages of disease. This continues to be a priority
focus for Alzheimer’s Research UK, especially in light

of aducanumab being approved for the treatment of
Alzheimer’s disease in the US.

9 | Appendices

9.1 | Methodology

Ipsos MORI carried out 2,259 interviews among a
representative sample of adults living in the UK.

The survey was conducted using Ipsos MORI’'s CATI
(computer-assisted telephone interviewing) survey,

a weekly telephone omnibus survey of adults aged

18 and over in the UK. The omnibus uses a rigorous
sampling method to ensure a good geographical
spread. Standard Random Digit Dial (RDD)/ mobile RDD
and targeted mobile sample is used. In terms of the
sample processed, each eligible landline telephone
number across the UK has a probability of selection
proportionate to population distribution —i.e. there is
stratification of the landline telephone database by
and within Government Office Region. Approximately
60% of interviews are conducted on a mobile and 40%
via landline.

Interviewers are then given quotas for gender, age,
region, working status and highest level of education
to ensure the sample is both nationally and regionally
representative.

For this survey, a booster survey of 387 adults from
ethnic minority groups was conducted to provide
sufficiently large enough sample sizes for analysis.
Interviews for the main and booster survey were
conducted between 18 June to 19 July 2021.

The final set of survey data has been weighted to the
known national population proportions of this audience
for age within gender, government office region within
gender, working status, ethnicity, and social grade.

The questionnaire used for the Dementia Attitudes
Monitor was developed by Ipsos MORI in close liaison
with Alzheimer’s Research UK, building on the Wave 1
survey, conducted in 2018.

9.2 | Guide to statistical
reliability

It should be remembered that a sample and not the
entire population of adults aged 18 and over living in the
UK has been interviewed. In consequence, all results are
subject to sampling tolerances, which means that not all
differences between results are statistically significant,
at the 95% confidence level. For example, for a question
where 50% of the people in a weighted sample of 2,259
respond with a particular answer, the chances are 95

in 100 that this result would not vary more than plus

or minus two percentage points from the result that
would have been obtained from a census of the entire
population (using the same procedures).

Indications of approximate sampling tolerances for this
survey, and for surveys of smaller groups of participants,
are provided in the table below. As shown, sampling
tolerances vary with the size of the sample and the size
of the percentage results. This survey used a quota
sampling approach. Strictly speaking the tolerances
applied here apply only to random samples with an
equivalent design effect. In practice, good quality quota
sampling has been found to be almost as accurate.*
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Approximate sampling tolerances applicable to percentages at or near these levels at the 95% confidence level 9.3 Guide to social classification

In this report, references are made to social grade. The following table contains a brief list of social grade definitions as used
10% or 90% 30% or 70% 50% by the Institute of Practitioners in Advertising. These groups are standard on all surveys carried out by Ipsos MORL.

Size of sample on which survey result is based+ + * *
220 interviews 4 6 7 Social Grade Social Class Occupation of Chief Income Earner
500 interviews 3 4 4 A Upper Middle Class Higher managerial, administrative or professional
750 interviews 2 3 4 B Middle Class Intermediate managerial, administrative or professional
1000 interviews 2 3 3 C1 Lower Middle Class Supervisor or clerical and junior managerial,
2,259 interviews 1 2 2 administrative or professional

C2 Skilled Working Class Skilled manual workers

D Working Class Semi and unskilled manual workers

9.2.2 | Comparing the views of different groups within the sample surveyed E Those at the lowest levels of subsistence State pensioners, etc, with no other earnings

Different groups within a sample (e.g. men and women) may have different results for the same question. A difference has

to be of a certain size in order to be statistically significant. To test if a difference in results between two sub-groups within a
sample is statistically significant, at the 95% confidence level, the differences between the two results must be greater than
the values provided in the table below. Again, strictly speaking the sampling tolerances shown here apply only to random
samples with an equivalent design effect. In practice, good quality quota sampling has been found to be almost as accurate.*!

Differences required for significance at or near these percentages at the 95% confidence level

10% or 90% 30% or 70% 50%
Size of sample on which survey result is based+ + * *
100 and 100 8 13 14
200 and 200 7 10 11
300 and 300 5 7 8
2,259 (Wave 2) and 2,361 (Wave 1) 2 3 3

Throughout the report, where the Wave 2 result is significantly higher or lower than in Wave 1, this is highlighted by the
use of an orange arrow. As a guide, when looking at how a result varies between waves, differences should be between +2
and 3 percentage points to be sure they represent statistically significant (or ‘real’) differences and are not due to chance
(based on 95% confidence intervals).

Only sub-groups comprising 100 or more participants are commented on in this report, unless an exception is noted. The
smaller the size of the sub-group, the less we can rely on the survey estimates to be true representatives of the population
as a whole. Findings for groups with as few as 100 participants can be subject to confidence intervals of +/-10%.

In addition to being statistically significant, only sub-group differences which are interesting and relevant to the question
being analysed are commented on in the report.
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9.4 Demographic profile

Approximate sampling tolerances applicable to percentages at or near these levels at the 95% confidence level

Unweighted

Sample Profile
Total
Gender Male
Female
Age
18-24
25-34
35-44
45-54
55-64
65+
Ethnicity
White
Mixed/multiple ethnic

Asian/Asian British
Black African/Caribbean/ Black British
Arab
Other
BAME
Social Grade
AB
C1
Cc2
DE
Education
GCSE/ O LEVEL/ NVQ
A Level or Equivalent
Degree/ Masters/ PHD
Other
No Formal Qualifications
Intermet usage
Ever
Never
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Number

2,259
1077
1161

238
315
304
427
424
543

1856
93
127
138
4
25
387

554
778
339
427

395
430
897
133
362

2114
133

100%
48%
51%

11%
14%
13%
19%
19%
24%

82%
4%
6%
6%

*
1%
17%

25%
34%
15%
19%

17%
19%
40%
6%
16%

94%
6%

Weighted

100%
48%
51%

11%
17%
16%
17%
15%
23%

86%
3%
4%
5%

*
1%
13%

26%
25%
20%
24%

19%
20%
38%
6%
17%

94%
6%

9.5 Topline

Below we have included the topline results to each question for the current Wave 2 Monitor and (where the question
was replicated) the results from the Wave 1 Monitor, conducted in 2018. Please note, when comparing the data, that
changes were made to the survey methodology and questionnaire between waves.

+ Wave 2 Data: Results are based on a nationally representative sample of 2,259 adults in the United Kingdom aged
18+, interviewed by telephone, between 18 June and 19 July 2021.

+ Wave 1 Data: Results are based on a nationally representative sample of 2,361 adults in the United Kingdom aged
15+, interviewed face-to-face in-home, between 15 June and 5 July 2018.

+ An asterisk (*) represents a percentage less than 0.5 but greater than 0. Otherwise, all figures are shown in

percentages.

« Numbers may not always add up to 100% due to computer rounding, multiple answers or the exclusion of ‘don’t

know’ / not stated’ response categories.

Q1 | which, if any, of the following health

conditions do you think it’s possible for people

to reduce their risk of developing?

2018

Diabetes 81%
Heart disease 77%
Stroke 60%
Cancer 52%
Dementia 34%
None of these 3%

Don’t know 2%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK (2,361)

2021
79%
75%
58%
49%
33%
5%
5%

Q2 | what words come to mind when I say

dementia?

Memory / memory loss / affects one’s
memory / unable to remember

General symptoms

Age/old age / elderly people

Emotional response

General descriptors

Confusion / disorientation / uncertainty
Personal connection

Physical descriptors

Care / care home / nursing home / receiving care
Mental descriptors

Impact on family members / loved ones
Stigma

General people it affects

More research is needed on the condition
Other

Don’t know

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)

Dementia Attitudes Monitor

2021

50%
30%
25%
21%
18%
15%
8%
7%
5%
5%
3%
2%
2%
1%
8%
2%



Q3 | Has a close friend/Have you, a close
friend, a member of your family or someone
else you know been diagnosed as having a
form of dementia such as Alzheimer’s disease?

2021
Yes 52%
No, no-one close to me has been diagnosed 47%
Don’t know &
Prefer not to say *
Refused -
WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)

2021
Yes, myself &
Yes, close friend(s) 14%
Yes, other friend(s) 11%
Yes, partner or spouse 3%
Yes, parent(s), step-parent(s) 26%
Yes, grandparent(s) 33%
Yes, brother(s), sister(s), stepbrother(s),
stepsisters(s) 3%
Yes, other close family member(s) 22%
Yes, other family member(s) 13%
Yes, work colleagues(s)/ former colleague(s) 6%
Yes, neighbour(s)/ someone else from the
local community 15%
Yes, a person other than those listed above 7%
Don’t know &
Prefer not to say 1%
Refused -
NET: Friends 22%
NET: Family 82%
NET: Someone else 23%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK WHO HAVE
EITHER THEMSELVES OR A FRIEND OR FAMILY OR
SOMEONE ELSE THEY KNOW BEEN DIAGNOSED AS
HAVING A FORM OF DEMENTIA (1,172)
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Q4 | Please tell me the extent to which you
agree or disagree? It is possible for a person to
influence their brain health

2021
Strongly agree 32%
Tend to agree 43%
Neither agree nor disagree 12%
Tend to disagree 6%
Strongly disagree 3%
NET: Agree 75%
NET: Disagree 9%
Don’t know 4%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)

Q5 | Please tell me the extent to which you
agree or disagree? Dementia affects physical
aspects of a person’s health

2018 2021

Strongly agree 27%  46%
Tend to agree 47%  36%
Neither agree nor disagree 13% 7%
Tend to disagree 9% 5%
Strongly disagree) 3% 3%
NET: Agree 74%  82%
NET: Disagree 12% 8%
Don’'t know 1% 3%
Refused i

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK (2,361)

Q5B | Please tell me the extent to which you
agree or disagree? Dementia affects mental
aspects of a person’s health

2018 2021

Strongly agree 66% 77%
Tend to agree 27%  17%
Neither agree nor disagree 5% 2%
Tend to disagree 1% 1%
Strongly disagree 1% 1%
NET: Agree 93% 94%
NET: Disagree 2% 2%
Don’'t know 1% 1%
Refused *

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK (2,361)

Q5C | Please tell me the extent to which you
agree or disagree? Dementia is a cause
of death

2018 2021

Strongly agree 18%  34%
Tend to agree 33% 28%
Neither agree nor disagree 22%  13%
Tend to disagree 18% 13%
Strongly disagree 7% 7%
NET: Agree 51% 62%
NET: Disagree 25% 20%
Don’t know 2% 5%
Refused & -

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q5D | Please tell me the extent to which
you agree or disagree? Dementia is the
health condition I fear most about getting
in the future

2018 2021

Strongly agree 17% 26%
Tend to agree 25%  23%
Neither agree nor disagree 21% 17%
Tend to disagree 24%  20%
Strongly disagree 12% 13%
NET: Agree 42%  49%
NET: Disagree 36% 33%
Don’t know 1% 2%
Refused o

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q5E | Please tell me the extent to which you
agree or disagree? If I was diagnosed with
dementia, I would feel comfortable telling
people outside my close family.

2018 2021

Strongly agree 23%  30%
Tend to agree 36%  32%
Neither agree nor disagree 17%  11%
Tend to disagree 16%  15%
Strongly disagree 7% 10%
NET: Agree 59% 62%
NET: Disagree 23%  25%
Don’t know 1% 3%
Refused &

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q5F | Please tell me the extent to which you
agree or disagree? I would find it hard to talk
to someone who has dementia

2018 2021

Strongly agree 5% 7%
Tend to agree 16%  15%
Neither agree nor disagree 15%  10%
Tend to disagree 31%  24%
Strongly disagree 30%  41%
NET: Agree 22%  23%
NET: Disagree 62%  65%
Don’t know 1% 2%
Refused v

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)
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Q5G| Please tell me the extent to which you
agree or disagree? One day the diseases that
cause dementia will be cured

2021
Strongly agree 21%
Tend to agree 40%
Neither agree nor disagree 18%
Tend to disagree 11%
Strongly disagree 5%
NET: Agree 61%
NET: Disagree 16%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)

Q5H | Please tell me the extent to which you
agree or disagree? Dementia is an inevitable
part of getting older

2018 2021

Strongly agree 4% 7%
Tend to agree 18%  12%
Neither agree nor disagree 17%  11%
Tend to disagree 33%  31%
Strongly disagree 27%  38%
NET: Agree 22%  20%
NET: Disagree 60%  68%
Don’t know 1% 1%
Refused *

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Alzheimer’s Research UK

Q6 | What, if anything, do you think could
increase a person’s risk of developing dementia?
(UNPROMPTED)

2018 2021

Being less mentally active 34%  22%
Genetic factors e.g. having a parent

with dementia 25%  19%
Old age 23% 9%
Loneliness 18%  17%
Lack of exercise 17%  18%
Heavy drinking 16%  14%
Poor diet 16%  19%
Depression 15% 4%
Smoking 11% 9%
Previous head injury 10% 11%
Stress 10% 8%
Being overweight 5% 4%
High blood pressure 5% 3%
Diabetes 4% 2%
High cholesterol 3% 2%
Heart disease 3% 2%
Drug abuse 2% 4%
Using aluminium pots and pans 2% 1%
Hearing loss 2% 1%
Fewer years in education 2% 1%
Drinks containing caffeine 2% 1%
Poor lifestyle overall 1% 5%

Nothing in particular / it just happens 1% 2%

Physical illness / health problems * 3%
Medication / taking the wrong medication * 1%
Environmental factors / pollution * 4%
Stroke & 1%
Lack of sleep * 1%
Exposure to chemicals S &
Mental health problems * 1%
Traumatic previous experiences / shock ~ * 1%
Dehydration / not drinking enough * *
Blood flow / circulation / to the brain & &
Work / poor working conditions * 1%
Other 3% 8%
None of these 7%

Don’t know 15%  26%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK (2,361)

Q7 | If doctors were able to give you
information in midlife about your personal risk
of developing dementia in later life, based on
your genetics and/or lifestyle, would you want/
have wanted to know or not?

2018 2021

Yes, definitely 47%  52%
Yes, probably 26% 22%
No, probably not 15% 13%
No, definitely not 11% 12%
Don’t know 1% 2%

NET: Yes 73%  74%
NET: No 25% 25%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q8 | How willing or reluctant would you
personally be to use smartphone apps and
wearable technology such as a smartwatch to
help you and your doctor better understand
your brain health and future risk of dementia?

2021

Very willing 43%
Fairly willing 32%
Fairly reluctant 12%
Very reluctant 10%
Don’t know 3%

WILLING 75%
RELUCTANT 22%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

Q9 | If you were concerned that you might be in

the early stages of Alzheimer’s or another form of
dementia, how likely or unlikely would you be to

seek a formal diagnosis from a doctor

2021
Very likely 65%
Fairly likely 24%
Fairly unlikely 5%
Very unlikely 3%
LIKELY 89%
UNLIKELY 9%
Don’t know 2%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

Q10A | You mentioned you would be likely
to seek a formal diagnosis... Why do you say
that? (UNPROMPTED)

2021
I am clear about what the process would be 13%
It would allow me to access treatments
that could help 32%
It would allow me to access care services
that could help 14%
It would allow me to plan for my future 32%
It would allow access to financial support
or benefits 3%
It would provide opportunities for me to
get involved in research/trials 4%
It would provide peace of mind, removing
worry about the cause of my symptoms 18%
COVID-19 has made me think more about
my general health 1%
It would allow me to tell/prepare my
family/ friends 4%
I would rather know if I had it it/for
confirmation/ to be prepared 12%
It would be better to know earlier / sooner 2%
Early intervention/ treatment might slow
down the disease 3%
I have other medical conditions/ mental
health problems 1%
I have known people/ family members who
had dementia 2%
It would allow me to change my lifestyle 1%
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It would allow me to get help/advice/support 3%
It would help me/ family/ friends to understand 1%

It would allow me to manage the condition/

my health better 1%
It would allow me to do something about it 1%
Prevention rather than cure 1%

Doctor would know best / could point me in

the right direction 1%
Other — please specify * 8%
Don’t know 3%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK WHO WOULD
BE LIKELY TO SEEK A DIAGNOSIS (2,008)

* Table only shows responses mentioned by 1% or more
of respondents to this question.

Q10B | You mentioned you would be unlikely
to seek a formal diagnosis... Why do you say
that? (UNPROMPTED)

2021
I would find it too stressful 15%
There are no treatments that can really
make a difference 14%
I would rather not know 14%
I don’'t go/ don’t like going to the doctor 8%
Wouldn’t let it worry me/can’t change things 7%
It could cause practical problems like
stopping driving or trouble getting insurance 5%
Fear of the unknown 4%

I am not clear about what the process would be 4%

Negative comments about quality of doctors 4%
GP /Doctor not available or can’'t help 4%
Worried about consequences of diagnosis 3%
Diagnosis is too often inaccurate 3%
It’s just part of getting older 2%
The stigma of a diagnosis is too great 1%
Need more evidence / see a specialist 1%
Wait before seeing GP 1%
You would just know yourself 1%
You can’t get in to see a doctor 1%
I am worried about COVID-19 -
Other — please specify 14%
Don’t Know 9%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK WHO WOULD
BE UNLIKELY TO SEEK A DIAGNOSIS (198)

Alzheimer’s Research UK

Q 11A | There are many approaches being
developed that could improve how a diagnosis

of dementia is made in the future. If you were
concerned that you might be in the early stages
of Alzheimer’s or another form of dementia, how
willing or reluctant would you be for doctors to
use one of the following tests to make an accurate
and early diagnosis?

Q11B| willingness to use test - Memory and
thinking tests

2018 2021
Very willing 67% 72%
Fairly willing 24% 21%
Fairly reluctant 5% 3%
Very reluctant 3% 2%
Don’t know 1% 2%
NET: Willing 91% 93%
NET: Reluctant 8% 5%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q11C| willingness to use test - A brain scan

2018 2021
Very willing 60% 65%
Fairly willing 28% 26%
Fairly reluctant 7% 4%
Very reluctant 4% 4%
Don’t know 1% 1%
NET: Willing 87% 91%
NET: Reluctant 12% 8%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q11D | willingness to use test - A lumbar
puncture or ‘spinal tap’ where a spinal fluid
sample is taken using a needle in the base
of the spine

2018 2021

Very willing 20% 17%
Fairly willing 24% 25%
Fairly reluctant 25% 26%
Very reluctant 29% 29%
Don’t know 2% 3%

NET: Willing 44%  42%
NET: Reluctant 54% 55%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q11E | willingness to use test - Blood test

2018 2021
Very willing 67% 74%
Fairly willing 24% 20%
Fairly reluctant 5% 3%
Very reluctant 3% 3%
Don’t know 1% 1%
NET: Willing 91% 94%
NET: Reluctant 8% 6%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q11F | willingness to use test — Eye test

2018 2021
Very willing 69% 77%
Fairly willing 23% 18%
Fairly reluctant 4% 2%
Very reluctant 3% 2%
Don’t know 1% 1%
NET: Willing 91% 95%
NET: Reluctant 7% 4%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q 11G | Willingness to use test — Computer
or smartphone tasks or apps that monitor your
day-to-day life

2018 2021
Very willing 46%  46%
Fairly willing 27%  29%
Fairly reluctant 13%  12%
Very reluctant 12% 11%
Don’t know 2% 2%
NET: Willing 73%  75%
NET: Reluctant 25%  23%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Q11H | willingness to use test — Wearable
technology such as a smartwatch that
monitors your day-to-day life

2021

Very willing 49%
Fairly willing 28%
Fairly reluctant 10%
Very reluctant 11%
Don’t know 2%

NET: Willing 77%
NET: Reluctant 22%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)
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Q12 | tmagine you were able to take a test, or
set of tests, through your doctor that could tell
you whether you were in the very early stages
of Alzheimer’s or another form of dementia,
even before symptoms showed, would you...?

2018 2021
Take the test regardless of the
effectiveness of treatments available 55%  50%
Take the test, but only if I could be
offered an effective prevention 18% 17%
Take the test, but only if I could be
offered an effective treatment 13%  20%
Not take the test. I would not want to
know if I was in the very early stages
of Alzheimer’s or another form
of dementia 13% 11%
Don’t know 2% 3%
NET: Take the test 85%  87%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,256)

WAVE 1 BASE: ALL ADULTS 15+ IN THE UK NOT
PERSONALLY DIAGNOSED WITH DEMENTIA (2,354)

Alzheimer’s Research UK

Q13| Which, if any, of the following types
of medical research into Alzheimer’s disease
or other forms of dementia would you say
are most important? [Most important

shown ONLY]

2018 2021
Research for a cure 27%  28%
Research for new forms of medication
to slow the disease 4% 6%
Research for new forms of medication
to stop the disease 10% 13%
Research for new forms of medication
to help with symptoms 4% 3%
Research for nondrug treatments
and therapies to help manage
everyday symptoms of the disease 3% 5%
Research for ways to diagnose the
disease earlier 9% 8%

Research for ways to prevent the disease 26%  22%

Research for ways to improve the
quality of life for those living with the

disease through better care 8% 11%
Finding the reasons / root cause & &
Other * *
None of these 2% 1%
Don’t know 5% 3%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK (2,361)

Q14 | rRegardless of any memory issues you
might have, hypothetically, would you consider
getting involved in medical research for
dementia in the future?

2018 2021
Yes, I would 50% 69%
No, I wouldn’t 20%  17%
Not sure 28%  13%
Rather not say 2% *

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK (2,259)
WAVE 1 BASE: ALL ADULTS 15+ IN THE UK (2,361)

Q 15 | You mentioned you would be willing to
get involved in medical research for dementia

in the future... Which one, if any, of the following
is the MAIN reason why you said this?

2021
Research is the only answer to dementia 46%
I have a family member or friend
affected by dementia 23%
To access support and advice 4%
I know someone who has taken part
in research 2%
I would earn money from participation 1%
To access drugs that I might not
otherwise get 2%

I have seen the importance of medical
research during the COVID-19 pandemic 12%

The COVID-19 pandemic has made
me more interested in the health of

my brain 2%
Other 7%
Prefer not to say *

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK WHO WOULD
BE WILLING TO GET INVOLVED IN DEMENTIA RESEARCH
(1,540)

Q 16 | You mentioned you would not be willing
or are unsure about getting involved in medical
research for dementia. Which, if any, of the
following is the MAIN reason for this?

2021
I don’t have enough time 20%
I don’t know enough about what it
would involve 23%
The idea of taking part in medical
research is too intimidating 12%
I don’t think there would be any
benefit for me 10%
I don’t think I would be eligible 3%
I wouldn’t know how to get involved 2%
I think the risks are too high 7%
It wouldn’t make a difference to the
overall research effort 2%
I am worried about COVID-19 2%
Other 14%
Prefer not to say 2%
Don’t know 3%

WAVE 2 BASE: ALL ADULTS 18+ IN THE UK WHO WOULD NOT
BE WILLING TO GET INVOLVED IN DEMENTIA RESEARCH (386)
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Section 10 | References

! Dementia: A Public Health Priority’ https://www.who.int/publications/i/item/dementia-a-public-health-priority
2 https://www.who.int/news-room/fact-sheets/detail/dementia

* https://www.ons.gov.uk/peoplepopulationandcommunity/healthandsocialcare/causesofdeath/articles/
leadingcausesofdeathuk/2001t02018

“ https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/
deathsregistrationsummarytables/2020

> https://www.who.int/news-room/fact-sheets/detail/the-top-10-causes-of-death
® https://www.who.int/news-room/fact-sheets/detail/dementia
" https://www.alzint.org/about/dementia-facts-figures/dementia-statistics

8 The 2021 AARP (formerly American Association of Retired Persons) Survey: Perceptions Related to a Dementia
Diagnosis. Note that the survey sample is adults aged 40+.

° https://www.who.int/news-room/fact-sheets/detail/dementia
19 Pyblic Health England — British Social Attitudes (Attitudes to Dementia), 2015.
1 Share the Orange | Alzheimer’s Research UK (alzheimersresearchuk.org)

12 https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/ dementiaand
alzheimersdiseasedeathsincludingcomorbiditiesenglandandwales/2019registrations#deaths-registered-by-sex

13 Worst-hit-Dementia-during-coronavirus-report.pdf (alzheimers.org.uk).
1 https://www.alzheimersresearchuk.org/samuel-l-jackson-share-the-orange
1> World Alzheimer Report 2019: Attitudes to dementia (alzint.org).

16 Social grades A, B and C1 are the middle class socio-economic grades, whereas grades C2, D and E are the working
class socio-economic grades. Please refer to the appendices for a fuller definition of social grades.

7 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6453665
18 https://www.bsa.natcen.ac.uk/media/39130/bsa-33-attitudes-to-dementia.pdf
19 World Alzheimer Report 2019: Attitudes to dementia (alzint.org).

20 https://www.who.int/news/item/21-09-2020-let-s-talk-about-dementia-campaign-for-the-americas---one-
year-on

2 https://www.alzheimersresearchuk.org/brain-health/think-brain-health
22 https://www.rsph.org.uk/our-work/campaigns/brain-health-a-new-way-to-think-about-dementia-risk-reduction.html

2 This survey did not offer a set definition of brain health, instead they were allowed to interpret the phrase
themselves.

Alzheimer’s Research UK

2 Brain Health: A new way to think about dementia risk reduction | Alzheimer’s Research UK
(alzheimersresearchuk.org).

2 https://www.alzheimersresearchuk.org/brain-health/think-brain-health

26 This figure suggests an increase in the proportion failing to identify any risk factors, when compared with
the previous 2018 Dementia Attitudes Monitor. However, the two surveys are not directly comparable due
to the change in methodology and how this question was asked in 2021 (respondents were only asked an
unpromoted question).

27 Dementia prevention, intervention, and care: 2020 report of the Lancet Commission - The Lancet.
28 https://www.fortunebusinessinsights.com/fitness-tracker-market-103358

2% https://www.patients-association.org.uk/Handlers/Download.ashx?IDMF=59d296cb-2151-4e5a-add9-
03d1e4991a5b

30 https://www.gov.uk/government/statistics/dementia-profile-updates/statistical-commentary-dementia-profile-
march-2021-update

31 https://www.scie.org.uk/dementia/symptoms/diagnosis/early-diagnosis.asp

32 https://www.aarp.org/content/dam/aarp/research/surveys_statistics/health/2021/dementia-diagnosis-
perceptions.doi.10.26419-2Fres.00471.001.pdf

3 NICE, Dementia: assessment, management and support for people living with dementia and their carers, June
2018 https://www.nice.org.uk/guidance/ng97

3 The results of this question are based on participants without a dementia diagnosis.

% Detecting and diagnosing Alzheimer’s disease | Alzheimer’s Research UK (alzheimersresearchuk.org).

36 Diagnostics Accelerator | Alzheimer’s Drug Discovery Foundation (alzdiscovery.org).

37 Perceptions About Dementia Don’t Match Reality (aarp.org).

3 https://www.gov.uk/government/news/over-half-a-million-people-taking-part-in-pioneering-covid-19-research
3% ARUK-Are-we-ready-to-deliver-disease-modifying-treatments_25May21.pdf (alzheimersresearchuk.org).

0 Orton, S. (1994), Evidence of the Efficiency of Quota Samples. Survey Methods Newsletter, vol. 15, no. 1;
Stephenson, C. B. (1979), Probability Sampling with Quotas: Wan Experiment. POQ, vol. 43, no. 4.

“1 Ibid.
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