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Executive summary

Project overview
As part of the Dementia Friendly Communities work within the Prime Minister’s Dementia
Challenge, 22 schools were engaged in a pilot project aimed at tackling stigma and raising
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10% of primary school pupils and 33
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Introduction

Background to the project
Following the launch of the Prime Minister’s Dementia Challenge®
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would fit in with existing school guidelines and ways of working, as well as being
understandable both by teachers and by pupils.

To cater for the different age ranges covered by the primary and secondary schools, two
versions of the questionnaire were produced, although they essentially covered the
same areas.

The Primary School Questionnaire

Due to the younger age range of the pupils involved, this Key Stage (KS) 1/2
questionnaire was completed by the teacher as a group or ‘circle time’ activity, with one
questionnaire representing the knowledge of each class. Instructions were sent to each
school, together with the questionnaire, indicating that the questionnaire should be
completed for each class before any dementia-related teaching began.

The Secondary School Questionnaire

As the pupils are older it was agreed that they would be able to complete their KS3/4
questionnaires individually, rather than at a class level. Instructions were sent to each
school, together with the questionnaire, indicating that time should be set aside for the
pupils to complete the questionnaires before any dementia-related teaching began.

Report Structure

This report presents the initial baseline findings from the ‘pre-questionnaires’ which
were carried out at the start of the project and does not provide information about the
interventions themselves.

The ‘pre-questionnaire’
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Questionnaire response overview

Response rates

Overall

Initially 21 schools were part of the pilot group, with an additional school joining in early
2013. These 22 schools comprised 10 primary schools and 12 secondary schools. Early

response rates were not overly encouraging despite reminder emails being sent out by
the project team.

© Association for Dementia Studies 2013 Page 11












)

cratioh jof véentd st 2.

7o N 3 2 e
i = s SRR = P ]
# ¢ PRTr
d - - 2% o = i
~: %—
Asst

Basic dementia awareness

Primary schools

It was completely unknown what previous knowledge of dementia pupils would have, so
the 30% of pupils who have heard of dementia as shown in Figure 7 is very encouraging.
It also sets a good baseline level against which the post-intervention questionnaires can
be assessed in the next phase of the project.

Figure 7: Primary school pupils who have heard of dementia

Secondary schools

As shown in Figure 8, 79% of pupils said that they had heard of dementia which is quite
impressive and indicates a level of awareness that was perhaps not fully appreciated. On
closer analysis, Figure 9
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Have pupils heard of dementia?
0%

@ Yes
ENo
O Not given

Figure 8: Secondary school pupils who have heard of dementia

Figure 9: Pupils who have heard of dementia, broken down by year group
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Understanding dementia

Most pupils have an understanding that there are different forms of
dementia

Primary Schools

As mentioned in the previous section, only 30% of primary school pupils had heard of
dementia, but they were still able to describe what they thought it might be like to have
dementia. However, their comments related to memory loss and forgetfulness,
indicating that this was the only type or symptom of dementia that they were aware of.
For example, “people with dementure [sic] can’t remember any new information” and
it’s “sad because you don’t know who your family are”. The pupils generally felt that
having dementia would be confusing, frustrating, upsetting, tiring and sad.

Secondary Schools
Pupils were asked which types of dementia they had heard of, and as shown in Figure 10
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Most pupils understand that dementia is not the same for everyone

Primary Schools

Across all six schools, only six pupils agreed that dementia affects everyone in the same
way, indicating that the vast majority think that dementia is not the same for everyone.
The range of words used by the pupils in comments about what it’s like to have
dementia could also be seen as an indication that they think different people experience
dementia in different ways, although they are all fairly negative. They included:
annoying, frustrating, embarrassing, forgetful, sad, strange, weird, scary, tough,
stressed, hard, painful, trapped, lonely, unliked, struggling with life, confused, upsetting,
tiring, vulnerable, worried, unhappy, nervous, puzzled, depressed, dreadful.

Secondary Schools

As seen in Figure 11, the vast majority of pupils said that dementia does not affect
everyone in the same way, indicating that they see dementia as being a very individual
iliness.

Dementia affects everyone in the same way

B TRUE
m FALSE

O No response

Figure 11: Secondary school responses to ‘Dementia affects everyone in the same way’

Most pupils understand that dementia is not a normal part of ageing

Primary Schools

In a similar way to the previous statement, only five pupils across the six primary schools
agreed that dementia always happens when you get older, indicating that the vast
majority do not think it is a normal part of ageing.
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Secondary Schools

As shown in Figure 12, the vast majority of secondary school pupils said that dementia
does not always happen when you get older, showing that they agree with the primary
school pupils.

Figure 12: Secondary school responses to ‘Dementia always happens when you get older’

Most pupils understand that people with dementia can enjoy a rich
quality of life
Primary Schools

Although 17 pupils agreed that there is nothing you can do to improve your life if you
get dementia, this was again across all six schools indicating that most pupils felt
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Figure 13: Secondary school responses to ‘There is nothing you can do to improve your life if you
get dementia’

The pupils across all secondary schools also displayed an appreciation that a person with
dementia could enjoy a whole range of activities just as any ‘normal’ person would as
their dementia “doesn’t effect [sic] what they’d enjoy”. This was summed up by the
response given by one pupil who said that people with dementia might enjoy “bowling,
having tea/coffee, being together and making friends with other people in the home,
chatting about things, sharing memories/things they worry about, talk about family”.

Calm and relaxing

Pupils thought that people with dementia would enjoy activities that were calm and
relaxing, such as “lying in bed, sitting down, resting, not doing anything physical” or even
just “a cup of tea or a warm bath”. Many activities they mentioned were solitary
activities like sewing, reading, knitting and painting, and tended to be based indoors
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understanding of dementia as an illness was also shown with some pupils saying that
people with dementia would like “to be cared for and looked after”.

Active and social

In contrast to the calm and relaxing activities, many pupils said that people with
dementia would enjoy doing things that were more active or had a social element to
them and just “being included” would make a difference. Keeping physically active by
going swimming or doing “chair aerobics” was mentioned, as was taking part in “group
activities with others that have dementia” such as sports, bingo, dancing and cooking.
Many activities were connected to the outdoors with gardening and walking rating
highly, while going out on trips was also mentioned by a number of pupils.

The importance of “doing things with your family” was also raised by many pupils with
one saying that “spending time with your loved one if you forgot them or not” would be
enjoyable for someone with dementia. In addition to family, “meeting new people” was
seen as an enjoyable social activity, and indeed the idea of “trying new things” or
“something they’d always wanted to do” came up a number of times indicating that the
pupils considered people with dementia to be capable of benefiting from new
experiences. A common theme for many pupils was that of fun and enjoyment, in that
people with dementia would enjoy “something fun”, “fun days out” and doing “fun stuff
altogether really”.

Keeping busy

Although many pupils gave examples of activities or were able to describe the type of
activity, a minority expressed the opinion that the activity itself did not necessarily
matter, but the concept of “keeping them occupied” was more important and people
with dementia could do “anything to keep them busy”.

Managing the impact of dementia

A number of pupils demonstrated an understanding of dementia and how to manage its
impact to some extent through the use of “memory games” and reminiscence activities.
These activities generally revolved around “looking through old pictures they have” and
“talking about there [sic] life”.

Despite recognising that dementia affects people, the pupils very strongly saw people
with dementia as being ‘normal’ and the same everyone else. This was reflected
through the fact that they felt a person with dementia would enjoy “anything a person
without dementia would enjoy”, “normal stuff as they are still normal people”, and “just

© Association for Dementia Studies 2013 Page 21



7o N = 2 e
" = s SRR = P ]
/ ;g.-uvw- = : ‘ < #
_—

catioh jof véimentidstr,”. o

because they have dementia they could still like anything”. However the impact of
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Helplessness

Although not mentioned by many pupils, there was a slight feeling of helplessness,
rather than pessimism, in a few of the responses. For example, “I don’t think I'd be able
to help, there wouldn’t be much I could do but I would try and give as much information |
knew about dementia”.

The pupils misunderstood the question

The vast majority of responses were appropriate, it appeared that some pupils
misunderstood or misread the question. It is not clear if this was due to their own
language skills, the question being too difficult, the pupils rushing and not paying
attention, or another reason altogether, but as only a small minority of responses were
affected, it should not be taken as an indication that the question needs to be changed.
The misunderstanding mainly involved the pupils thinking the question related to
people with dementia rather than their carers, so they offered suggestions on ways to
help people with dementia.
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Caring for someone with dementia

Most pupils appreciate the caring roles that adults, children and
young people may take on

Primary schools
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1. Everyone
2. Everyone except grandchildren (the group the pupils were most likely to

associate themselves with) unless they are old enough
3. Family only

4. Professionals only

The responses shown in Figure 17 indicate that the pupils recognised that a range of
people could be involved in caring, with neighbours least likely to be involved.

Figure 17: Who might care for a person with dementia

Most pupils are aware that some of their peers may care for someone

in the family with dementia and this may affect them

As seen previously, none of the primary school pupils knew of any peers who were
helping to care for a person with dementia. Conversely, almost 20% of secondary school

pupils cla
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Secondary schools

As shown in Figure 20, pupils were likely to be understanding of the situation that carers
are in, and generally admire them for what they are doing. The pupils were least likely
to feel sorry for carers, and it should be noted that one pupil commented that the
reason they would feel sorry for the carer was because they were losing someone they
love, rather than because of being in a carer role.

Figure 20: How pupils feel about someone caring for a person with dementia
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Assistive and digital technology

Most pupils are aware that there are different types of assistive/
digital technology and appreciate how these can improve the lives of
people living with dementia

Primary schools

Although the pupils were not asked specifically about assistive technology, a few of their
comments did briefly touch on the area as they mentioned “memos to take pills” and
“diaries to remind themselves”. However, it is highly unlikely that they pupils would
recognise assistive technology as a concept, suggesting that this is an area to build on.

Secondary schools

Although the pupils talked about different techniques for coping with dementia that
were essentially forms of assistive technology, the vast majority of pupils said that they
had not heard of assistive technology or left the question blank (Figure 22). Of the pupils
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Types of assistive technology
Standard care aids

Some of the responses related to general care aids such as wheelchairs, while others
were aimed more specifically at older people, including “the chair that helps you get up
stairs”, hearing aids, and “a button around the house and when she falls or needs help
she presses the button and the nurse carer would go”. While these are all aids that
people with dementia could use, they are not necessarily the types of technology we
were hoping the pupils might know about.

Memory-specific aids

Although there were only a few responses in this category, pupils were able to talk
about “digital reminders” for “events they might forget”, “recording important stuff so
they can play it back if they forget” and “digital memory books”. One response was even
more specific to people with dementia and was about “alarms in their home to alert if
they wander out of their homes”.

Everyday technology

Some pupils were only able to mention everyday technology such as computers,
“laptop, radio, ipod, TV, ipad, phones” which, as with standard care aids, may be
applicable to people with dementia, were not types of assistive technology.

Medical interventions

The responses for a couple of pupils related to medical interventions which focussed on
the brain, such as “brain scanner” and “lasers to cut bad parts of the brain”.

Additional concepts

The final few comments were sometimes vague concepts indicating that the pupils
grasped the basic idea of assistive technology but did not know enough to give a full
answer, such as “machines to help people with stuff to make it easier for them”.

How assistive technology improves the lives of people with dementia
Despite not knowing many types of technology, the pupils were generally more able to
suggest how it helps people with dementia, even though some of their ideas are not
necessarily accurate. However, it should again be noted that the majority of pupils
either did not respond or said they did not know.

Improving memory
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One of the main ideas that the pupils had was that assistive technology can help to
improve people's memory, but that this could happen in different ways. Firstly, it can
help people to remember more or forget less as it “keeps them from forgetting things”
and can “make them remember things for longer before they forget”. Secondly, assistive
technology can be used for reminders as “it reminds them to do stuff that they might
normally forget”. Finally, it could help to bring back old memories as “it can jog their
memory” and “they can remember more family memories”.

Making life easier

The other main area talked about by the pupils was that assistive technology “helps
people with dementia with day to day life”, and “can give them more dignity”. It “allows
them to be as independent as they can” and “makes them feel like they can be a part of
society”. Assistive technology was also felt to help people with dementia “enjoy life a bit
more” and “have fun through the hard time” as they “have some freedom to do the
things the[y] enjoy”. Overall, “it gives them a better standard of life”.

Tackling dementia

Other comments rightly or wrongly relate to assistive technology being able to help to
tackle dementia, mainly by improving the condition, as it “can't cure dementia, however
it can make it better” and “might slow down the process of dementia”. Some pupils
indicated that they think it “can help them live for a longer period of time” or “help them
stay alive and healthy”. Whether these ideas relate to the medical condition or
improving quality of life is unclear.

Other ideas
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Although some pupils suggested specific technology such as computers, hearing aids
and mobility scooters, more vague concepts were also mentioned like “something to
keep you breathing well”. This was also the case for memory-specific aids, where
“machines which stores [sic] what you are thinking” were suggested alongside
“recording devices”. The most specific responses were around “alarms” and “a beep
watch” which provide alerts, and “medication aids” but there was little actually related
directly to people with dementia.

Additional concepts

A number of additional ideas were suggested by the pupils, and these actually seemed
to be more specific to people with dementia to some extent. For example, although it
was not necessarily the answers we were hoping for, ways of getting advice or
information about dementia were seen as important, such as the “NHS website” and
“Google has a big pot of information you can look at”. A medical intervention like “MRI”
and “cat scan” were also raised by some pupils.

One of the most dementia-specific areas was around the idea of ways to help promote
independence or provide practical help, including “things to help with cleaning so they
can do it quickly and live life to the full” and “ones that people can do alone”. The final
area covered by the responses involved people rather than technology, with “a nurse to
take care of you” and “someone you can trust to talk to” being seen as most helpful.

It should however be noted that although in a distinct minority, one pupil displayed a
slightly unsuitable perspective that an “electric shot might work”.
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Meeting someone with dementia

Most pupils have met a person with dementia

Primary schools
As can be seen from Figure 23,
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Have you ever met a person with dementia?

mYes
mNo

O No response

Figure 24: Secondary school pupils who have met someone with dementia

Most pupils are able to recognise and understand the needs of people
with dementia

Secondary schools

Figure 25 shows that less than half the pupils claim to understand the needs of a person
with dementia. While 47% is actually quite good, it is hoped that it will increase
following the dementia interventions.

Do you understand the needs of a person with
dementia?

W Yes
mNo

=@ No response

Figure 25: Understanding the needs of someone with dementia
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Most pupils have increased their confidence in engaging with a person

with dementia

As this report is only looking at the responses from the ‘pre-questionnaires’ in increase
in confidence will not be seen. However, the results will provide a good baseline to
compare the ‘post-questionnaire’ responses with later in the project.

Primary schools

As seen in Figure 26 30% of pupils feel confident about meeting a person with dementia.
Unfortunately the questionnaire did not capture follow-up information to know if there
was any significant overlap with the 30% of pupils who had heard of dementia.

Figure 26: Confidence of primary school pupils when meeting someone with dementia

Secondary schools

The responses shown in Figure 27 indicate that although many pupils felt awkward
meeting someone with dementia as they ‘Didn’t know what to do or say’, almost as
many claimed to feel *OK’. This suggests that they did not consider the dementia to be a
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How did you feel about people with dementia before you
met them?

800

700

= 600

2 500

© 400
(5}

-g 300

= 200

100

0

Frightened Dldn t know what Av0|ded people Don't Know
to do or say with dementia

Figure 27: Pupil reactions to meeting someone with dementia

Although Figure 28 shows that most pupils rated their confidence as 3 (or essentially
‘average’), it should be noted that more were in the two higher confidence bands than
in the two lower bands — more than 30% in bands 4 & 5 compared to less than 30% in
bands 1 & 2. This indicates that overall the pupils were generally quite confident.

How confident would you feel in chatting to a
person with dementia?

100% -
90% -
80% -
70% - @5 - Very confident
= 60% - m4
2 50% - @3
o 40% - @2
30% @1 - Not at all confident
20% -
10% -

0% -

Figure 28: Confidence of secondary school pupils when meeting someone with dementia

When this information was looked at in more detail and separated for pupils who had
already met a person with dementia and those who hadn’t (Figure 29), it could be seen
that confidence was higher for the pupils who had already met a person with dementia.
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Figure 30: General public reactions to meeting someone with dementia
Lack of knowledge and education around dementia

The main reason for people’s negative views towards people with dementia and their
carers related to the idea that there was a general lack of knowledge about dementia as
“it isn[']t spoken of enough” and “there is not enough focus on dementia, so many
people do not know what it is, and how it affects the people”. This lack of knowledge
was expressed in a variety of ways by the pupils, including a fundamental “most people
don’t understand the illness”.

Not knowing about dementia meant that a person with dementia was seen as an
unknown quantity so you “don’t know what to expect from them”. Pupils also felt that
for many people “it[*]s rare meeting people with dementia”, and indeed some people
“haven’t met anyone with dementia before” so don’t know what they are like.
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An emotional response

Many pupils felt that people having negative views or difficulties with people with
dementia was connected to an emotional response to them, with one pupil saying that
“if it’s someone you used to know, it’s crushing to see a good person drain away”.
Another commented along the same lines, saying “if you know them (before dementia)
it can be quite a shock seeing them so differently. Also if you know them well[,] them
forgetting you is very hard to take”. A variety of emotions were included in the pupils’
responses, such as “they might be scared”, “they might be frightened or nervous”, and
“they feel sorry for them”. The pupils also felt that being with people with dementia
could be an awkward situation for some people which “makes them feel

uncomfortable”.

Some pupils thought that people could be worried about what it would be like to have
dementia and “glad they don’t have it”, because “it’s not a nice thing to have and your
[sic] lucky to not have it”. “It’s something that the[y] don’t like thinking about [...] as they
don’t want to develope [sic] it in later life”.

Conversely, a number of pupils felt that people would not have a problem meeting
someone with dementia and any emotional responses would be more positive “because
they feel compassionate and want to help”. Any initial issues could be quickly resolved
because “it is something new but after a while they will know what to say and do around
them” and “they are just people”.

Wider discomfort with illness in general

Although pupils recognised that many people could have problems meeting people with
dementiaii58003 AVICID 7BDC C(s)11(p)-4(04(i12 Tf)8(nyde&13.91 Tmsarily )4(h)-4(1 001 237.6BT100
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Get treatment and help

This was an area that many pupils appeared to feel quite strongly about, saying that the
person with dementia should “admit they have it so they can get the right help”. It
included a number of topics such as the importance of “early diagnosis as it can give
them a better and longer quality of life” and seeking professional help, whether that be
to “visit a doctor regularly to see how they are doing. Take any medication that they are
meant to” or to “go and see a specialist that can help that person”.

One area that kept coming up was that people with dementia should ask for help, but
also accept
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Activities

Being active was also an important area for pupils who thought that people with
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Pessimistic view

Despite the range of positive ideas given by the vast majority of pupils, there were a few
pessimistic responses saying that “they can’t do anything” and they can do “nothing
because there is no cure and they will die anyway”. While it is possible that these pupils
understood the question to be asking about ways to improve dementia rather than
quality of life, it should be remembered that these pupils were very much in the
minority. One pupil was more realistic and measured in their response, saying that
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Although most pupils suggested ways to change how people feel about people with
dementia, a few were less positive. One pupil was unsure what, if anything, could be
done as
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Conclusions

General observations

Although awareness of dementia varied between schools and age groups, the majority
of pupils had a reasonable grasp of the memory loss element of dementia. There was
relatively little reference to age or older people and hardly any mention of illnesses or
suffering, but at the same time it was clear from the responses that pupils were aware
that dementia is a progressive disease that mainly affects older people. Overall, the
knowledge shown by some of the pupils was quite sophisticated and surprising,
although there were also some misconceptions about dementia and areas where the
dementia interventions should make a big difference for many pupils.

Summary of findings

Response rates and demographic information

Overall, 13 of the 22 schools (59%) participating in the pilot project returned
questionnaires;

Nearly 2500 pupils aged 7+ were involved in the baseline phase and will take
part in the dementia interventions;

30% of primary school pupils and 79% of secondary school pupils have heard of
dementia, and awareness generally increases with age.

Understanding dementia

Primary school pupils were less likely to know about different types of dementia
— their main understanding is around memory loss;

Secondary school pupils have heard of different types of dementia, but
Alzheimer’s Disease is the most widely known;

Both primary and secondary school pupils understand that dementia does not
affect everyone in the same way and is not a normal part of ageing;

Both primary and secondary school pupils understand that people with dementia
can enjoy a rich quality of life:

o0 Secondary school pupils in particular realise that people with dementia
can enjoy a range of activities from calm and relaxing through to active
and social, with some appreciation that they are individuals who would
enjoy different things.

Lots can be done to help people with dementia and their carer, but the needs of
the two groups are very different.

© Association for Dementia Studies 2013 Page 56



7o N 3 2 e
i = s SRR = P ]
# ¢ W
d - - = i
. g
Asst

cratioh ;oiué’nenuf’ st

Caring for someone with dementia
Secondary school pupils see caring as a mainly negative experience;

Both primary and secondary school pupils recognise that caring can be done by a
range of people, including their friends;

They appreciate the difficulties of caring but support and respect the carers;
There is good awareness of where to go for information and support around
dementia.

Assistive and digital technology

Only 12% of secondary school pupils have heard of assistive technology, and
even fewer were able to give examples;

It was very difficult for pupils to say which types of assistive technology were
best for helping people with dementia, or how they would help.

Meeting someone with dementia

10% of primary school pupils and 33% of secondary school pupils have met
someone with dementia;

More awareness of dementia can result in higher confidence when meeting
people with dementia;

Pupils felt that it was unlikely that they of the wider public would avoid people
with dementia;

Secondary school pupils understand a range of reasons affecting how people feel
about people with dementia and how some of these can be addressed,

There is an awareness of a variety of things that can be done to help people with
dementia;

There is an awareness of a variety of things that people with dementia can do to
improve their own lives.
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The main area where basic knowledge was missing was around assistive technology.
This was a largely unknown subject, where the dementia interventions could
significantly improve understanding and appreciation.

The project has the potential to affect the dementia awareness of a large number of
pupils of all ages, and schools should be encouraged to continue participating in the
pilot project. These initial findings provide a good set of baseline measures, and it will
be interesting to see the impact of the dementia interventions in subsequent phases of
the project.
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