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Abstract

Background: As the population ages, and people live
longer, the prevalence of dementia is set to rise. This
will increase pressure on health services, meaning
nurses must be sufficiently equipped with the skills
and knowledge needed to provide good quality care
to this patient group. The objective was to explore
how experience of caring for people with dementia
influences the attitudes and perceptions of third
year student nurses.

Methods: Third year student nurses enrolled onto a
BSc Nursing (Adult) undergraduate pre-registration
programme. Data were collected using focus group
methodology and analysed using the ‘Framework’
method.

Results: The attitudes and perceptions of student
nurses were mainly positive, but they reported ob-
serving stigmatising and negative attitudes from
others, including healthcare professionals. Respon-
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dents reported a variety of experiences, both clini-
cal and theoretical, where they had cared for people
with dementia, but felt that at times these experi-
ences were insufficient to develop their skills. The
students felt their learning needs revolved around
managing the complex behavioural and psycholog-
ical symptoms in those suffering with dementia,
which they felt, could best be accomplished through
practice-based learning.

Conclusions: In this study, students reported per-
ceived gaps in both theory and practice in their indi-
vidual experience of nurse education on dementia.
It highlighted the need for fundamental skills in de-
mentia care to be taught early in their educational
programme and the need for more practice-based
experiences. This study provides some insight into
the effects positive experiences of caring for those
with dementia care can have on the attitudes of
nursing students and the confidence they have in
their skills and knowledge of delivering care to this
client group.
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INTRODUCTION

BACKGROUND

Dementia is an umbrella term used to describe a
range of progressive and terminal neurological dis-
orders [1]. Onset most commonly occurs over the age
of 65 and leads to a disturbance of multiple higher
cortical functions [2] causing symptomology such as
memory loss, behavioural and mood changes, com-
munication difficulties and problems with orienta-
tion [3], known as the complex behavioural and psy-
chological symptoms of dementia, which can result
in significant impairment to personal, social and oc-
cupational functioning [4]. The most prevalent type
of dementia is Alzheimer's disease but there are
over one hundred types with differing aetiologies [5].

Around 1in 79 people (around 850,000) are current-
ly living with dementia in the United Kingdom (UK)
[6]. Worldwide this figure is estimated at around 47.5
million [7]. As a consequence of the ageing popula-
tion [8, 9], the epidemiology of dementia is forecast
to rise at a rate often described as the impending
“dementia epidemic”. It is important to pay atten-
tion to the impact this epidemic is likely to have on
healthcare services and professionals. Individuals
with dementia are thought to occupy over twenty
five percent (25%) of general hospital beds and are
more likely to be admitted to hospital with avoidable
and preventable conditions such as dehydration and
pressure sores [10, 11]. Admissions to hospital envi-
ronments are characterised by longer stays, the in-
creased likeliness of readmission and higher mortal-
ity rates than their counterparts [10].

Nurse education programmes in the UK are gov-
erned and validated by the Nursing and Midwifery
Council (NMC). The NMC [12] states that all registered
nurses play a key role in improving and maintain-
ing the physical and mental health and wellbeing of
people who come into their care, including patients
with long-term conditions such as dementia.

A scoping review of the literature revealed little re-
search on the attitudes, perceptions and experienc-
es of student nurses in relation to caring for those
with dementia. Most studies identified were con-
ducted outside of the UK showing the issues raised
within this research are of international significance.

Ecclestone et al. (2015), uncovered a lack of knowl-
edge of dementia amongst student nurses, including
limited understanding of the life course of demen-
tia and a failing to recognise that its progression is
terminal, and the physical decline associated with
this [13]. Those with a basic knowledge of demen-
tia attributed this to portrayals of the disease in the
media or personal experiences of the disease, which
may lead to unhelpful perceptions [14]. Kimzey et al.
(2016) showed how the thought of caring for some-
one with dementia could lead to fear and apprehen-
sion among student nurses [14]. These anxieties are
thought to be more prominent when patients exhibit
the complex behavioural and psychological symp-
toms such as restlessness, agitation or aggression
which students feel they do not have the skills to
manage [15]. Baillie et al. (2015) reported feelings of
unpreparedness among students for the reality of
caring for patients with dementia which they found
intense and extremely “mentally draining” [16]. More
senior student nurses and those who have received
pre-course exposure to caring for those with demen-
tia, such as in a familial and/or vocational setting,
tend to report more positive attitudes and percep-
tions towards patients coupled with an inherent con-
fidence in caring [16, 17]. Those with no pre-course
exposure to dementia found that opportunities to
care of patients with dementia during their training
improved their knowledge of dementia significantly
[13, 14, 18]. This is only the case if the placements
are enriched with learning experiences and student
nurses feel that they are supported to develop their
skills and knowledge [15, 18].

The exploration and analysis of the impact of posi-
tive experiences of caring for patients with dementia
on the attitudes and perceptions of student nurses
is an important step in informing the specific con-
tent (and its timing) of nursing curricula. It has the
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potential to increase awareness that some students
have had no previous contact with those suffering
from dementia, which may affect their confidence
and practical experiences [16]. It is vital that nurse
curricula adequately prepare students to care for
people with dementia, including how to implement
person-centred principles and deal with challeng-
ing behaviours; knowledge students will heavily rely
upon in clinical placement [15, 17].

METHODS

Design

The study falls into the interpretivist paradigm as
the research has a sole focus on the subjective and
unique views of the student nurses [19, 20]. The
study was inspired by previous quantitative research
exploring the attitudes and knowledge of dementia
[21, 22]. The themes from these studies were used to
inform the topic guide for the current study.

Settings and Participants

The sampling frame for the study was third year
student nurses enrolled onto a BSc (Hons) Nursing
(Adult) undergraduate pre-registration programme
at a UK university (n = 191). Third year student nurses
were identified as the target population as they are
atacrucial partin their nurse training where they are
on the cusp of gaining their registration which allows
them to embark on a career where they will be faced
with the predicted “dementia epidemic”. Caring for
patients with dementia will be a prominent aspect of
their role and they will be required to practice inde-
pendently and implement the skills and knowledge
they have developed during their training.

A purposive sampling method [23] was adopted to
ensure all participants were towards the end of their
adult nursing degree. The students were invited to
take part in the study on a voluntary basis and were
asked to respond to an email invitation distributed
to the cohort via the university's internal mailing
system.

Data collection

Two focus groups were conducted (one with three
participants and one with four). Each focus group ex-
plored their attitudes, perceptions and experiences
of dementia. The focus groups were conducted with
neutral and open questions to encourage discussion
[24] (Figure 1).

Topic Guide for Focus Groups:
Discussion Points:

“I would like to explore the different attitudes
towards and perceptions of dementia”

Can you tell me how you think individuals
with dementia are regarded in general?

What do you feel are the anticipated re-
sponses to dementia in the hospital setting?

How do you feel about working with individ-
uals with dementia?

What skills do you feel would be essential
when caring for people who have dementia?

Do you feel sufficiently equipped with
these sRills?

“I'would like to explore the different experiences
we have had of caring for those with dementia”

Can we talk about those experiences?

Can we talk about the experiences you have
had of caring for those with dementia as a
student nurse?

Can we talk about the experiences you have
had of caring for those with dementia out-
side of your role as a student nurse?

Can we talk about the educational experi-
ences you have received regarding demen-
tia?

Do you feel your attitudes and perceptions
of dementia have changed following these
experiences?

Do you wish to gain more experience of car-
ing for those with dementia?

Figure 1: Topic Guide for Focus Groups
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The researchers chose to conduct focus groups over
individual interviews as it was a more flexible and
economic method as a large amount of data can be
collected from a sample in a relatively small time
[25]. The chosen format and the selection of a ho-
mogenous sample was to try to ensure that the par-
ticipants felt comfortable expressing their views as
they were surrounded by a group of individuals with
similar backgrounds and experiences [20]. The focus
groups were moderated by the lead researcher who
has a similar academic profile as the participants
and has familiarity with their programme of study.
This was thought to address the power imbalance of
the focus group and remove any potential bias. The
focus groups were audio recorded and transcribed
verbatim.

One factor that may have contributed to the low re-
sponse rate for the study was that the student nurs-
es were in the final year of their studies and may
not have had time at their disposal to take part in
research due to the pressures of academic study and
undertaking clinical placements. Those who volun-
teered may have had a specific interest in dementia
or may have extensive experience of caring for this
client group. All students that volunteered for the
study were female, which may be a possible limita-
tion of the study, but may account for gender differ-
ences within the nursing profession.

Data analysis

Data were analysed using the framework method,
originally developed by Ritchie and Spencer (1994)
[26]. This method is a form of content analysis, aim-
ing to identify, analyse and report patterns in qual-
itative data [27]. This technique was chosen as its
systematic nature provides a clear audit trail from
raw data to final themes [28]. The data were anal-
ysed at group level, allowing for the identification of
themes and common interactions that represented
the whole sample population. The framework model
incorporates five key steps to sort data into themes
in preparation for interpretative analysis [28, 29]:

Transcription and familiarisation: The audio-record-
ings were transcribed as word-processed documents.
Time was spent becoming familiar with the data and
generating initial ideas and subjects of interest.

Indexing/Coding: The transcripts were annotated
with initial thoughts and interpretation. A “code” was
then assigned to describe what the researcher inter-
preted in the passage as important.

Developing a working analytical framework: Similar
codes were then arranged into categories creating
initial themes and subthemes. Each code was giv-
en a brief description. The analytical framework was
comprised of the four themes detailed in the results
section.

Charting data into the framework matrix: A matrix
was constructed to chart the data. The data were
summarised by category from each transcript, in-
cluding reference to interesting or illustrative quo-
tations.

Interpreting the data: The matrices were then used
to write the results section of the paper.

Ethical approval

Ethical approval was obtained from the host insti-
tution. Data obtained from the study were treated
confidentially and anonymously. Prior to commenc-
ing the study, an information sheet was developed
and distributed to potential participants detailing
the aim and objective of the study. The students
were informed their participation was voluntary and
those who expressed an interest were asked to sign
a consent form prior to taking part.

RESULTS

Attitudes and perceptions of dementia

The students recognised that stigmatising attitudes
towards people with dementia are still present in so-
ciety and subsequently in healthcare settings. It was
thought that individuals with dementia are “segre-
gated and avoided” in society and people “thought
they were different”. It was perceived that disclosing
a diagnosis of dementia does not evoke the same
reaction and empathy as a diagnosis of other health
conditions such as cancer. With conditions such as
dementia, it was thought people “step back” and
avoid confronting the situation, which the student
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nurses felt leads to discrimination and social iso-
lation.

“With dementia... they don’t know how to han-
dle it and they don’t know how to deal with it
so it's like | don’t want to say the wrong thing,
| don’t want to upset you, I'll just step away.”

“As soon as it came out that my mum had de-
mentia her friends just went by the way side
and it ended up quite a lonely and difficult
time for her because people weren't tolerant
of her”

In healthcare settings, patients with dementia can
sometimes be labelled by healthcare professionals
as “challenging” and “hard work” which the stu-
dents felt created a single homogenous identity,
which was thought, “builds a stigma on the wards".
The term dementia was described as a “label” which
often evokes an anticipated negative response from
healthcare professionals in the hospital setting and
patients are often “judged” even before they are re-
ceived by the appropriate care team. Patients with
dementia are often described as a “problem”, “bur-
den” or “bother” which the student nurses felt was
mainly attributed to the management of the com-
plex behavioural symptoms associated with the dis-
ease, such as “wandering”.

Changes to attitudes and perceptions of
dementia

The student nurses felt that an increase in public-
ity on dementia has led to a better understanding
and awareness of the disease, which may contribute
to a reduction in stigmatising attitudes. Generally, it
was thought attitudes towards those with dementia
are now more empathic as opposed to discrimina-
tory. The student nurses felt that dementia is now
thought to be “more accepted as a disease whereas
before | think it was much more of just something
that happens when you get older”. Some students
admitted that previously they did not take dementia
as seriously as other health conditions, but this per-
ception has changed since commencing their nurse
education.

“I didn’t actually take it as seriously. So, you
look at cancer, heart failure, other diseas-
es, straight away you hear those words and

you're shocked whereas dementia... you’re not
as shocked by it... | think since being a nurse
it made me realise that it is a very serious dis-
ease and that it should be taken a lot more
seriously”

Student nurses with pre-course exposure to demen-
tia felt their attitudes had not changed since com-
mencing the course but it was not discussed wheth-
er their training had a significant impact on their
knowledge and skills in caring for this client group.
Those with no pre-course exposure to dementia
disclosed fearful attitudes towards the disease and
were concerned about the complex behavioural
symptoms of the disease.

“When | first got told | was going on an elderly
complex needs ward, which was going to have
loads of dementia patients, | was really scared
and really worried and | really didn’t want go
onit”

Fearful attitudes in some cases led the student nurs-
es becoming avoidant of individuals with dementia.
However, with hindsight, when the students were ex-
posed to patients with dementia in clinical practice,
they described how they enjoyed working with them.
The students felt these experiences gave them the
opportunity to develop a more rounded understand-
ing of the disease, which in turn led to a change in
their attitudes and perceptions. It was perceived by
the students that without this exposure, their atti-
tudes and perceptions would not have changed as
significantly.

“Definitely [referring to attitude change] but
only because | had a placement where | saw a
lot of dementia patients, | had a lot of expo-
sure. | don’t think it would have changed as
much if I hadn’t had that placement”

“If it wasn't for the fact I'd been exposed to,
like precisely to that area, then it wouldn't
have changed my opinion quite as much.”

Experiences of dementia

The student nurses recalled being exposed to de-
mentia on at least one, if not all, clinical placements,
which they found surprising as they expressed that
they “didn’t know the expanse of dementia”, or
“didn’t realise how prevalent it was in healthcare”
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and “didn’t realise how much as adult nurses we
encounter it". The students also found the types of
settings where they were exposed to dementia sur-

prising.

“I've been quite surprised how much you do
see it [dementia] as well and you know sort of
on all the different wards so you think you're
on like a renal ward... but then they've also got
[patients suffering from] dementia.”

The students felt some aspects of both the theoret-
ical and practical components of their nurse educa-
tion were insufficient.

“I think for this adult nursing course and for
what we do get exposed to out in the hospi-
tal, we don't cover enough about dementia... |
think given how many people are being rec-
ognised and diagnosed with dementia, that
the course should probably accommodate a
bit more about that”

The student nurses felt theoretical components of
their nurse education were heavily based on the
pathophysiology of dementia, which they recognised
as important, but commented, “You don’t see that,
you see the behaviour that’s coming as a result of
it". It was perceived that “more emphasis needs to be
put on the behaviours and the types of behaviours
you might see, examples of it in practice, what peo-
ple did to deal with it". The students felt this would
create a “baseline” of fundamental skills on how to
manage certain behaviours and situations they may
encounter in practice.

Despite this, the students felt “there’s only a certain
amount of stuff you can learn in a classroom” and
that caring for those with dementia should primarily
be practice-based learning or “learning on the job”,

“I don’t think you can really understand de-
mentia unless you're working with the pa-
tients.”

“You can’t teach somebody how to deal with
someone with challenging behaviours who's
got dementia.”

The student nurses felt a mandatory placement in a
specialised dementia setting would be “beneficial”
and would be a way to be “fully exposed to an en-
vironment like that and thrown in the deep end” to
facilitate the development of new skills.

The students felt that exposure to dementia, both
theoretically and practically, should occur earlier on
in the course. Those with no pre-course exposure to
dementia found that in some cases they were not ex-
posed to patients with dementia in clinical practice
until their third year, which they found “daunting”.
Some students had to supplement their learning
with self-directed study to overcome this. The stu-
dents felt that an early exposure to dementia the-
oretically would give them a more rounded under-
standing of the disease and would make them more
prepared for working in the clinical environment.

Quality of care for patients with dementia

Skills and attributes perceived by the student nurs-
es to be essential when caring for patients with
dementia included patience, communication, com-
passion, empathy, listening and understanding. The
student nurses found credibility in holistic and per-
son-centred care approaches such as life story work
and were aspired to follow this care pathway. They
identified the “This is Me” booklets, developed by
the Alzheimer’s Society (2017) [30], as an invaluable
resource to facilitate this. In relation to the patients
within their care, the students stated “it is really in-
teresting to hear about their lives” and “you learn so
much about them”. The student nurses recognised
how person-centred care and life story work respect
the uniqueness of a person with dementia and have
a significant positive impact on their wellbeing and
quality of care, which they found rewarding. Integrat-
ing physical and mental health care environments,
creating a parity of esteem between services, was
perceived by the students to be a solution to im-
proving the quality of care and making their care and
treatment more manageable for healthcare profes-
sionals.

“l think there’s a clear line between mental
health and general nursing and | think that
line shouldn’t be as prominent as it is.”
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DISCUSSION

The student nurses’ observations that stigmatising
attitudes and perceptions of dementia exist in so-
ciety and in healthcare settings reinforces finding
from other studies. Stigma is thought to be caused
by a lack of knowledge, understanding and unfamil-
iarity of dementia leading to a fear of the disease
[31]. This can accentuate and deepen the distress
experienced by someone with dementia, leading to
a loss of independence, role and identity, coupled
with feelings of low self-esteem, value and worth
[32]. Link and Phelan (2006) reasoned that not all
medical conditions are treated equally in terms of
social significance [33]. This may help to explain why
our participants felt that a diagnosis of health con-
ditions such as cancer might elicit a more empathic
response than disclosing a diagnosis of dementia.
The results are broadly consistent with the concept
of labelling theory. The complex behavioural and
psychological symptoms associated with dementia
are often labelled as “deviant” by healthcare profes-
sionals. Behaviours such as wandering, aggression
and confused states, are seen to challenge social
norms, or the “norms” of the in-patient environment
[34]. A label of dementia is hastily given to an indi-
vidual displaying these behaviours and those with
dementia are subsequently isolated into one ho-
mogenous and undifferentiated group, leading to
stigma [31, 35]. Reducing stigma is thought to be a
sequential process; more understanding and aware-
ness of the personal perspective could reduce neg-
ative connotations, lead to societal empathy, reduc-
tion in fear and stigma [31]. By producing positive
images of people living well with dementia, a signifi-
cant demystification of the condition and a recogni-
tion that not all people with dementia are incapable
of a relatively “normal” functioning in society, can
possibly occur [36].

Policy drivers have identified that the current provi-
sion of services for people with dementia are insuf-
ficient and improvements need to be made. Improv-
ing services for patients with dementia is thought
not only to enhance the quality of care experienced,
but also reduce unnecessary costs [37]. According
to The Royal College of Nursing (2019) report, this
can be achieved through the implementation of the

SPACE principles [38]:

S - Staff who are skilled and have time to care
P - Partnership working with carers

A - Assessment and early identification

C - Care that is individualised

E - Environments that are dementia friendly

The concept that the student nurses found it “sur-
prising” that as trainee practitioners in the adult
field they were exposed to dementia on all clinical
placements may reflect that the line between phys-
ical and mental health services continues to be
prominent. On reflection, the students identified the
establishment of a parity of esteem between phys-
ical and mental health services would also strive to
improve the quality of care for patients with demen-
tia, a notion supported by the Government in their
“No Health Without Mental Health” [39] strategy. A
‘parity approach’ provides a more holistic response
to a person in need of care, support and treatment,
with their physical and mental needs being treated
equally [40]. This relationship is poor at present,
such that people with mental ill health have poor-
er physical health outcomes and the fact that men-
tal illness is likely to affect a patient's compliance
with treatment, but also that poor physical health is
linked with poor mental health [40, 41]. These issues
are especially true for people with dementia due to
increased incidence of the disease and the implica-
tions of progressive cognitive decline. One attempt at
developing a parity of esteem is the commissioning
of Mental Health Liaison teams by the Department
of Health [42], supported by NICE guidelines [43] to
provide consultation, training and assessment for
those with suspected or known dementia in acute
services, to support both patients and nursing staff.
Standards produced by the Royal College of Psychi-
atrists (2017) [44] stated that all staff working with
the liaison psychiatry model should receive training
consistent with their role which includes working
with old people, including the detection and man-
agement of dementia and delirium. They advise this
training is planned and delivered in collaboration
with key partners (for example, acute care nurse and
liaison nurse providing joint training to the rest of
the liaison team) [44].
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The study was consistent with other literature [17,
18], in that participants felt their learning needs lie
in managing the complex behavioural and psycho-
logical symptomology of dementia, something that
they felt their course did not accommodate for suf-
ficiently in comparison to their exposure to the dis-
ease on clinical placements. Interestingly, the stu-
dents felt that these needs could be met through
“practice-based learning”. In previous research, it
has been found that placements of this kind have
been beneficial for student nurses and provided
them with the opportunity to develop new insights
into care provision and enhanced understandings of
dementia, while also developing their skills in com-
munication, therapeutic practices and person-cen-
tred care approaches [45, 46].

Given the influence experience of caring for those
with dementia can have on the attitudes and per-
ceptions of nursing students, this provides another
reason for exposure to dementia both theoretically
and practically to occur earlier in the course, prefer-
ably during the first year of study. Introducing this
late can result in student nurses being left feeling
fearful of dementia and finding the anticipation of
working in an environment with dementia patients
“daunting”. Nurse educators should accommodate
for the fact that some students have had no previ-
ous contact with individuals with dementia, which
may affect their perceived competence and will-
ingness to engage with practice placement experi-
ences [16]. The recently published NMC standards
[47] for pre-registration nurse education in the UK,
provide educators with the opportunity to develop
programmes which allow students to develop the
knowledge and essential skills necessary to care for
patients with dementia. It is important to note that
the language used by the students in this study does
not always appear to be person centred. For exam-
ple, the students referred to “dementia patients” or
to clinical teams having “a lot of dementia on the
ward”. The use of more appropriate and person-cen-
tred terminology may need to be addressed in nurse
education.

Limitations of the study

The main limitation of the study relates to the small
sample size (seven participants) and qualitative ap-

proach to data collection, which may limit the gen-
eralizability of the findings to other areas. In addi-
tion, all participants in the study were female which
limits the representation of male nursing students
and their attitudes, perceptions and experiences of
caring for those with dementia.

CONCLUSIONS

Research into the impact of experience of caring for
patients with dementia on the attitudes and per-
ceptions of nursing students is limited. Although
based on only the views of seven female students,
this study does provide some insight into the effects
positive experiences in dementia care can have on
the attitudes of nursing students towards those suf-
fering from dementia and the confidence they have
in their skills and knowledge of caring for this client
group. It is difficult to decipher whether the changes
in attitudes and perceptions are solely impacted by
the nursing students’ experiences during their train-
ing or from other external influences such as pre-
course exposure to the disease. The study reinforces
the need for participation in a supportive placement
specialised in the care of those with dementia to
consolidate nursing student’s theoretical learning
and develop their confidence and competence in
caring for those with dementia. As adult nursing stu-
dents are being exposed to dementia in all clinical
placements, theoretical components of nurse ed-
ucation should be delivered as early in the course
as possible to ensure student nurses are prepared
with the fundamental dementia awareness before
going out onto placement. This helps to accommo-
date student nurses with no pre-course exposure to
dementia.
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