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Caring for people living with dementia in their own homes: A qualitative study
exploring the role and experiences of registered nurses within a district nursing
service in the UK

Abstract

Background: In the UK, district nursing services (DNS) deliver care to people in their own
homes and have regular contact with people with dementia. Research conducted with
nurses working in similar roles outside the UK suggests their contribution to high quality
dementia care is limited by compassion fatigue, lack of dementia training and low levels of
confidence. However, there is a paucity of research exploring the role and learning and

support needs of nurses within DNS.

Methods: The study was informed by a descriptive phenomenological approach. The aim
was to gain insight into the role and experiences of nurses caring for people living with
dementia at home. Semi-structured interviews were conducted with a purposive sample of

ten nurses working in DNS. Data were analysed thematically.

Results: Five main themes were identified: ‘Home as a care setting’ reflected how
delivering home-based care shaped participants experiences of caring for people with
dementia; 'Taking it in their stride' revealed how participants adapted and responded to the
complexity of care needs for people with dementia; '‘Complexity and unpredictability’ related
to the unpredictable nature of people with dementia’s care needs and the impact this had on
participants’ workloads; 'Expertise and support within the wider team’ detailed which
networks nurses used for advice and support to manage the complex needs of people living
with dementia at home; ‘Specialist support’ identified the need for structural changes and

resources to enable the nurses to deliver the care needed.

Conclusions: This study enables better understanding of the role of DNS in supporting
people with dementia to live at home. This is important for defining how dementia care can
become effectively integrated into primary care. Recommendations include improved models
of care, which factor in specialist nurses, additional time for home visits, and greater

emphasis on education and training.
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Summary Statement of Implications for Practice

What does this research add to existing knowledge in gerontology?

This is the first study to our knowledge to ask nurses working in DNS in the UK about

their role and experiences of caring for people with dementia at home.

This paper explores the scope and skill-set of generalist nurses caring for people

with dementia at home in the UK and their ability to manage complex care situations.

DNS are key to supporting global and national ‘ageing in place’ policies that

advocate people with dementia live at home for as long as possible.

What are the implications of this new knowledge for nursing care with older

people?

The findings help distinguish the role of nurses in supporting older people to live at
home and identifies the knowledge and resources needed to provide good quality

dementia care.

Developing dementia training programmes and best evidence clinical toolkits would
equip nurses with the skills and education required to care effectively for people with

dementia at home and their families.

How could the findings be used to influence policy or practice or research or

education?

Understanding the unique contribution of DNS is important for defining how dementia

care can become effectively integrated into primary care.

Improved models of working that factor in additional time and specialist nurses in
dementia and palliative care are required to meet the needs of people with dementia

living at home.

Further research is needed to establish the evidence and embed the role of DNS in

models of primary care provision for dementia.



Background

Globally, dementia prevalence is increasing as people live longer. In the UK, approximately
838,693 people live with dementia (Nichols et al., 2019). To secure the best outcomes for
older people and reduce financial costs associated with old age, many countries pursue an
‘ageing in place’ agenda (WHO, 2015), where people live in their own homes and
communities safely, independently and comfortably, regardless of age, income or disability
(CDC, 2013). However, living at home with dementia can be difficult. Dementia is
characterised by progressive cognitive and functional decline causing problems with
performing activities of daily living and jeopardising independence. Furthermore, people with
dementia often have multiple comorbid conditions, which are associated with reduced quality
of life, caregiver burden, and greater healthcare use (Zhu et al., 2017). This context creates
demand for high quality primary care for people with dementia and their families.

National UK policy advocates timely dementia diagnosis, access to high-quality health and
social care after diagnosis, enabling people to live in their homes for longer, and supporting
people to die with dignity in a place of their choosing (DH, 2012, DH 2009). Primary care is
the cornerstone of the NHS and a key partner in delivering the government’s dementia
commitments across the iliness trajectory. It offers universal and comprehensive health
coverage and provides a holistic approach to care, diagnoses and manages disease,
prevents iliness, protects health and wellbeing, and supports people in the final years and
days of life. It also helps patients and carers navigate across care providers and settings.
The general practitioner (GP) is the first point of contact for someone showing signs of
dementia. They undertake an initial assessment and make a referral to specialist dementia

diagnostic services.

After diagnosis, a person with dementia and their family should have access to memory
services or multidisciplinary dementia teams for treatment and support (NICE, 2018).
However, whilst memory services are effective at improving recognition of dementia, people
with dementia and their families experience gaps in service provision following diagnosis and

crises may occur as a result (Martin et al., 2018).

Primary care practitioners play an important role filling the gaps following diagnosis. One
such group of practitioners is Admiral Nurses. The Admiral Nurse role was designed by the
charity Dementia UK. These nurses hold a mental health nursing qualification and give
expert practical, clinical and emotional support to the family carers of people with dementia.
There are currently around 270 Admiral Nurses in post in the UK (Lyons, 2020) and most are

employed by local providers of care (Bunn et al, 2013).



The largest group of healthcare practitioners in primary care are nurses working in district
nursing services (DNS). These services are commissioned to provide skilled nursing care to
people living in their own homes within a specified geographical area/administrative district.
Each service consists of a number of teams, each comprising a district nurse and a number
of community nurses and healthcare support workers. Nurses working in these teams are
generalist nurses, who have either an adult nursing qualification (known as community
nurses) or an adult nursing qualification plus a specialist practitioner qualification in district
nursing (known as district nurses). The latter hold responsibility for the patient caseload and

the management of the team.

District nursing caseloads mostly comprise patients aged over 65 (Murphy & Smith, 2017).
The prevalence of dementia, combined with the age profile of their caseloads, means that
nurses working in DNS have regular contact with people with dementia. At their best, DNS
deliver an ideal model of person-centred, preventive and coordinated care, which can reduce
hospital admission and help people to stay at home (Kings Fund, 2016). However, while
community nurses and district nurses are experts in managing long-term conditions, their
pre-registration education is orientated to learning about physical rather than mental health
conditions (RCPsych, 2016). Furthermore, despite the policy commitment to supporting
people with dementia across the illness trajectory, and the ageing in place agenda, there is a
paucity of research exploring the role of nurses working within DNS, or their learning and
support needs in terms of caring and supporting people with dementia and their families in
the UK. Nevertheless, research conducted outside the UK suggests their contribution is
potentially limited by compassion fatigue, lack of dementia training, and low levels of
confidence (De Witt & Ploeg, 2016; Huang et al., 2013).

Evidence is needed that explains the contribution of district nursing in dementia care. This
could help identify ways to improve quality in DNS and increase access to sources of
support for people with dementia and their families in community and primary care. To
address this gap in the literature, the aim of this study was to gain an insight into the role and
experiences of nurses within the DNS when caring for people living with dementia and their

families in the UK.

Methodology
Design

The study was informed by a descriptive phenomenological approach (Giorgi, 2009). This

approach is indicated when little is known about an issue and the aim of the study is to make



clear and understand the most essential meaning of the phenomenon of interest from the
perspective of those directly involved. Our aim was to understand how nurses make sense
of and interpret their experience of caring for people living with dementia. In the descriptive
approach, the researcher makes no interpretations but instead analyses participant
descriptions and organises them into meaning-laden statements, gathering those meanings
that are essential to the construct of the phenomenon under investigation (Penner and
McClement, 2008).

COREQ (COnsolidated criteria for REporting Qualitative research) guidelines were adhered
to for reporting the study (Tong et al., 2007).

Setting

The study was conducted in an NHS Community Trust commissioned to provide DNS to a
diverse population within an administrative district in London, UK. Dementia prevalence in
residents aged over 65 was lower than national figures although the dementia diagnosis rate
was above average. An unpublished caseload analysis from within the local DNS revealed
that 32% of patients had dementia and a further 13% were likely to have dementia but had

no formal diagnosis.

Sample

The DNS comprised three daytime teams and one overnight team. It was anticipated that alll
qualified nurses working within these teams would be able to provide in-depth and detailed
information about the phenomenon under investigation. To that end, we purposefully

sampled both district nurses and community nurses from the daytime and overnight teams.

Recruitment was undertaken by AT, a district nurse working in the organisation where the
study took place. AT promoted the study at team meetings. During these meetings, AT
declared her position, and set out the purpose and scope of the study, the types of questions
which were likely to be asked, the use to which the results were to be put, and the method of
anonymisation. She also explained that participation was strictly voluntary and that if
participants consented to take part but later decided they wished to withdraw, they could
expect any data collected about them to be withdrawn and not used in the analysis or any
future publication. At the end of each meeting, AT distributed participant information sheets
to anyone expressing an interest in taking part. To minimise risk of bias, anyone working in

ATs’ immediate team were excluded.



In phenomenological research, there are no formalised methods to identify sufficient sample
size (Francis et al., 2010). In this study, the concept of data saturation played a part in
determining sample size, as well as the scope of the research, the nature of the research
question, and the amount of useful information gained from each participant (Guest et al.,
2006). To that end, we anticipated recruiting between eight and ten participants. This was
revisited throughout the study with reference to the richness of the data obtained (Lincoln &
Guba, 1985).

Procedure

Data were collected by AT, who had completed qualitative research training. Interviews
involved collecting demographic information about year of adult nursing programme
graduation, time spent in their current post, and then conducting semi-structured interviews
using a topic guide. The guide was piloted with two practitioners sharing similar
characteristics as the intended sample. Pilot data were not included in the analysis.
Interviews were conducted privately in participants’ workplaces at a time convenient to them.
Written informed consent was obtained and interviews were audio-recorded with

participants’ permission. Participants were offered a copy of the study report.

The interviews were stopped after data saturation was reached and the study was deemed
replicable (Guest et al., 2006). After 8 interviews, the point of data saturation was defined as
being when two further consecutive interviews had been conducted with no new ideas
emerging (Lincoln & Guba, 1985). Interviews lasted approximately 30 minutes. Data were
collected between October and December 2018.

Ethical and governance approvals were obtained from the redacted for peer review
Research Ethics Committee at redacted for peer review and the Health Research Authority

redacted for peer review

Analysis

Data were analysed using a thematic approach. This involved a six stage process:
familiarisation with the data and identifying items of potential interest; generating initial
codes; searching for themes; reviewing potential themes; defining and naming themes; and

producing the report (Braun & Clarke, 2012).

The researchers’ identity, values and beliefs cannot be entirely eliminated from the analysis

of qualitative data. All the authors had experience of working with people living with



dementia: AT and CM as district nurses, and JH as an Admiral Nurse and health services

researcher.

To promote objectivity, the analysis was conducted as follows: (1) AT transcribed and
anonymised recorded interviews verbatim (2) Word documents were imported into NVivo 12
(3) JH read and re-read the transcripts to gain familiarity, highlighted sections of text and
coded them under preliminary descriptive titles (4) JH formed initial themes using these
codes and titles (5) AT and CM independently reviewed the initial construction of themes
from coded extracts and agreed with the allocation of codes or offered alternative
perspectives (6) An iterative process followed whereby JH recoded data based on feedback
and further cross checking by AT and CM until consensus captured participant experiences
(7) JH, AT and CM met to further refine the codes and themes, which involved the rewording
of some theme descriptions and collapsing of others.

Results

Participants included seven community nurses (CN) and three district nurses (DN). Post-
registration experience ranged from 7 months to 23 years, with most having worked in
primary care settings between 2 to 4 years.

Everyone regularly visited people with dementia; however, none had received dementia-
related training in their current role. While some attended training in previous roles (for
example, while working in inpatient or care home settings, or during preregistration or
specialist practitioner qualification training), most learnt about dementia by caring for people
on their caseload. One participant had experience of caring for a family member with
dementia and another learnt relevant skills while caring for people with delirium in intensive

care.

Participants described providing care across all stages of the illness from early-onset
dementia to end-of-life care. Some participants were instrumental in identifying early
cognitive changes and initiating a diagnosis, while others supported people with moderate
levels of dementia, many of whom lived alone, or people with advanced dementia who lived

with relatives.

Their role in caring for people with dementia was predominantly seen as being to ‘administer
medication’ or ‘provide wound care’. However, some described a more ‘holistic’ approach
which included ‘setting up care plans’, ‘supporting families’, ‘being responsive to emerging
needs’ and ‘advocating’ for the individual. The priority was always that the person with

dementia was ‘safe in their own home’.



Five key themes were identified: Home as a care setting; Taking it in their stride; Complexity
and unpredictability; Expertise and support within the wider team; and Specialist support.
These themes and sub-themes, together with selected descriptor quotes are shown in Table
1.

Insert: Table 1: Emergent themes identified from the qualitative narratives

Home as a care setting

This theme reflects how the home-based care environment shaped participants’
understanding of the needs of people with dementia and their families. They gained insights
that may not be as evident in other healthcare settings. Participants discussed the
importance of the home for maintaining the person with dementia’s psychological wellbeing,
but also noted concerns about vulnerability, risk, and social isolation for people living alone,

and the impact of caring observed on families.

Providing care for people with dementia in their own homes

Working with people with dementia challenged some participants’ preconceptions about

whether the person should remain in their own home:

“Before | started...dementia was this big unknown scary thing and actually it’s not,
they are still people...putting them in care homes isn’t going to make them better”.
DN3

Participants recognised the stress and disruption that the person often experiences when
admitted to hospital or on their return home. Nearly all participants highlighted the
importance of the home in preserving autonomy, routine and in promoting psychological

wellbeing.

Being alive to potential risks, neglect and abuse

Participants were conscious of ‘safety issues’ within the home and through experience
intuitively knew when a person with dementia was at risk of harm. They frequently performed
mental checklists to identify risks related to concordance with medication and care
packages, nutritional status, personal hygiene, lucidity, and susceptibility to self-neglect and

household accidents:



“You will look at all of the safety issues, ...if the carers are there, the patient is losing
weight...the patient is more confused..., you’re looking at whether the patient is

taking their medication, if they have bruises, injuries, if they are talking sense. ...you
basically are risk assessing every day and going through a checklist...but there is no

formal checklist, so you run through your experience and then you cope”. CN5

Factors related to the home environment sometimes placed both the person with dementia

and the nurse at risk:

“...some become hoarders and it’s cluttered...making it quite dangerous for you

going in and also a falls risk for them”. DN2

Participants also described finding people living in neglected states and contacting social
services to arrange temporary placements so risk-reduction strategies could be put in place,

or to review support plans, arrange emergency payments, and organise household repairs:

“We were going to someone with dementia that had no food in, that was diabetic, and
they released funds for the carers to actually buy food...and things like for broken
lights and boilers.” CN4

Recognising and responding to loneliness

Several participants acknowledged the detrimental impact social isolation had on people with
dementia. These concerns conflicted with their primary responsibility of meeting the person’s

physical health needs:

“I sometimes struggle to just keep it to health because...social needs and...health
needs are so intrinsically linked...if they’re happy and less isolated they are more
likely to be taking their medication, more likely to be drinking enough and looking

after themselves”. DN3

Efforts to increase people’s involvement in community activities included referrals to

befriending schemes and day-care services.

Recognising impact on families

Participants recognised the challenges families faced coping with fatigue, difficult
behaviours, limited finances, lack of available help and how feeling overburdened could lead

to a breakdown in care:

10



“Managing it, it destroys the families... He used to go up there like five, six, seven
times a day just to make sure she is alright. ...he said to me ‘I would never, ever,
ever put my mum in a care home, but | have to because she’s not safe at home and |

haven’t got enough time™. CN7

Participants regarded working with families, providing information about respite or advice
and education about caring for someone with dementia, as key parts of their role. Families
were supported through transitional periods including care home placement and end-of-life

care.

Taking it in their stride

This theme reflects how participants adapted and responded to the complexity of care needs
for people living with dementia, despite little relevant training. Compassion and empathy
were used to build relationships with patients and confidence developed over time and with
experience. Although participants were confident delivering many aspects of care, they felt
less confident discussing advance care planning (ACP).

Being compassionate and empathetic

Building trusting relationships with people with dementia was of paramount importance.
Participants described how their person-centred approach was often key to establishing a

rapport:

“You just find something, a common ground... Like one was an actor...bring him back
to his theatre days and we will talk about his acting. We have had one before with a

catheter change and we play classical music to him because it soothes him”, DN2

This approach was underpinned by high levels of compassion and empathy, which provided

comfort and reassurance:

”

“you just need to be very gentle and calm with them...you have to have compassion.
CN1

Once trust was established, the person would often consent to receiving care from the DNS
but not from other health or social care professionals, particularly paid carers. Participants

attributed this to paid carers sometimes struggling to communicate effectively:

11



“People don’t understand how to talk to people with dementia...being very task
orientated and not really engaging the patient...| don’t find that carers have the time

or give the time to be really kind and gentle”. CN6

Empathic approaches helped to accommodate the person’s difficulties and allowed time for

information to be processed.

Caring with confidence

In general, participants felt confident working with people with dementia. Confidence was
especially high for assessing the person’s needs, administering care, coping with difficult

behaviours, and assessing safety and capacity to make decisions:

“...I would know what to do in terms of their safety, in terms of identifying whether

their support mechanisms are working or not...yeah, I feel confident”. CN5

However, some participants acknowledged the limitations of their generalist knowledge and
skills and wanted to work more effectively with families:

“I think | could be better trained and better skilled...to really give the families some

constructive and really effective nursing intervention...” CN6

Confidence with advance care planning

Participants had mixed responses to discussing ACP. Several did not feel confident or

perceived ACP to be the responsibility of more senior or specialist nurses:

“More confident than I did before I did the [district nursing] course. | spent a bit of
time with the palliative care team, but | still feel that it’s not really [our] remit. We can

broach the subject...and we can discuss elements of what ACP might mean”. DN3

Some nurses had received training and felt confident but observed the need for sensitivity of
timing when ACP could be discussed. ACP should take place when the person with
dementia still has capacity to make decisions about their future. Some participants only felt
confident discussing end-of-life care when the person had entered the dying phase of their

illness:

“...about the point they get to the end-of-life stage...then you are kind of in a more
comfortable position to discuss end-of-life because deterioration is happening on a

day-to-day basis and everybody...can see that”. CN4

12



Complexity and unpredictability

Participants described the complex and unpredictable nature of people with dementia’s care
needs and the impact this had on their workloads. Participants tried to respect the person’s
wishes and advocate for their care needs, whilst recounting dilemmas due to lack of time,
difficulties in coordinating care, and conflicting views about mental capacity.

Dealing with unpredictability

Participants reported frequently coping with unpredictable behaviour, such as difficulty
gaining access because the person had forgotten they were visiting. Equally, difficulties
arose when the nurse had not previously met the person, or was inadequately prepared
before visiting:

“l was too rushed...l didn’t properly read his notes before | went...I put the key back in
the key safe [outside the front door] before | went into the house and the door locked
after me so there was no way to get out and then all the doors on the ground floor
had the knobs taken off...and | was like ‘oh god...”. DN3

Sometimes the person was resistive to care or had misplaced their medication or wound
care supplies. Some nurses were afraid to visit people known to be aggressive and found

combative behaviour frightening, whereas others were more confident in managing agitation:

“Nurses were really scared to go in... when | got there, he’s started shouting and |
was firm with him and | just said ...very calmly “I've just come to do my work as a
nurse”, “Yes | know you are a nurse,” | said “Exactly so can we work together” ...and

then he was calm”. CN8

If necessary, nurses arranged for family members to be present or visited in pairs.

Time to provide the care needed

All participants reported having insufficient time to spend with people with dementia due to
the extra time needed to offer reassurance and explanations, or to deal with unforeseen

issues:

“With a patient with dementia unfortunately it tends to be very complex because

they’ve lost their keys, they’ve lost their tablets, they don’t know who you are; you

13



have to do all the introductions and the reassurance again. ...it'’s long visits, you

need a lot of time and a lot of patience”. CN7

One participant described taking an hour to persuade someone to allow her to administer an

eye drop. Needing to spend additional time with the person also impacted on other patients:

“Even if you spend 15 minutes it’s not enough because that fluctuates...it causes a
problem because while you do that your next diabetic patient is still waiting for [their

insulin] to be able to have supper”. CN5

To avoid the impact of an extended visit on other patients, nurses would often return later to

complete planned activities.

Continuity of care and carer

Alongside needing additional time, people with dementia and their families wanted the same
nurses visiting. Several participants recognised the value of continuity, as the person was

more likely to engage with their care:

“She tends to relate to people she knows...if you ring more than once then you will
be standing outside because they know it’s not their reqular nurse...the patient will

respond to...familiar faces”. CN5

Whereas lack of continuity had the potential for failing to detect a deterioration in a person’s
health:

“Someone with a [urinary tract infection], if it’s the first time I've seen them am |
going to know that they are not normally like this? | could miss that until I've seen

them again and they are a lot worse...”. DN3

Despite the benefits and risks associated with continuity, participants explained how

operational issues meant it was not always possible to send the same nurse.

Capacity, choice and decision-making

Several participants described difficulties relating to mental capacity and supporting personal
choices regarding treatment and living arrangements. This was particularly relevant when
someone was living in a neglected state and nurses did not think the person had full

capacity:

14



“It's hard because you’ve got that fine line between having capacity and not having
capacity. And you can quite clearly see somebody does not have capacity; however,
they are deemed to have capacity, so they’re allowed to continue in the environment

they are in...that’s the frustrating part for me”. DN2
For others, the Mental Capacity Act (2005) has helped clarify issues:

“The Capacity Act...has actually helped and made things quite a bit clearer... We
were already doing it; we were already making those judgements, but | think the Act
actually helped clarify for people working with dementia”. DN9

Advocating for people with dementia

Participants described their role in advocating for people with dementia and supporting
personal choices to stay at home. They formulated intensive support packages, despite
uncertainty about whether these would be funded:

“...from their previous wishes they want to stay home and...you can get a whole
team involved for them to devise a daily plan; what to do in the morning, what to do in
the afternoon, when they go out, what the carers will be doing. So that way you
support someone at home. But equally it’s an issue of funding whether
[commissioners] would want to fund that sort of care package or...want the person to

be in a specialist care home”. CN5

Some nurses encountered lack of clarity about who had power of attorney and needed to act

as advocate for the person with dementia:

“...relatives where you go in and there is a question over whether they actually have
power of attorney or not...we have no way of checking at that point... In those
situations, we are an advocate, we will only administer or do what we think is

appropriate and what is actually prescribed”. CN4

Also, when professional judgements differed participants had to challenge GP’s and other

professional’s decisions to get the care needed.

Coordinating care and navigating care systems

Participants voiced concerns about the lack of post-diagnostic support from memory

services:

15



“Memory services do a great job, but | think that the follow through care leaves a lot
to be desired...once they are back into the community there is very little... maybe six
monthly they will ring you, ring the family and just say ‘oh how are things’...that’s
pretty much it.” CN6

They also described challenges arising from multiple providers being involved in the care of
people with comorbidities and visits conflicting with other appointments. For social care,
nurses recounted occasions when they supported paid carers by providing advice on
nutrition and visit timings for specific patients. Others voiced concerns about the absence of

a partnership approach and the reluctance amongst paid carers to escalate concerns:

“I've come across patients...sat in their faeces. | arrive maybe at midday and a carer
[has] been early in the morning and...it will actually say in their notes...so and so
declined personal care this morning...[But] they don’t tend to liaise with us enough.
Of course, there are problems...[people with dementia] are one of the most

challenging groups. But talk to us, share that with us, we have suggestions.” CN6

Expertise and support within the wider team

This theme reflects the resources participants could access to help meet the complex needs
of people living with dementia at home. Participants described utilising a range of individuals

and agencies but predominantly sought advice from their colleagues and GPs.

Sources of help

Participants described having a broad network of support available, but usually sought

support from their immediate team:

“We've always got a lot of support in this team, so if you don’t know, you’ve got a

whole team with more experience on the end of the phone”. CN7

Unusually, one team employed a dedicated mental health nurse to improve case
management for people with physical and mental health problems and was a popular source
of advice and support. Beyond their immediate team, the GP was instrumental in deciding
which ‘care pathway’ to follow. Advice was also sought from palliative care teams for people
receiving end-of-life care, community pharmacists, ambulance and NHS helplines, social
services, memory services and charitable organisations such as the Alzheimer’s Society.

Families were also viewed as useful sources of support.

16



Specialist support

This theme reflects the specialist support participants indicated was required to improve care
provision for people living with dementia. They sought structural changes and resources that
would benefit people living with dementia and their families and were equitable to those

received in other illnesses such as cancer.

Better services for people with dementia

Participants identified the need for further involvement from memory services pre- and post-
diagnosis, more specialist care homes, additional information about services, communication
toolkits, better access to telecare, and meaningful activities for housebound people. They
wanted stronger nursing leadership and standardised dementia care plans to help improve
care. Several repeated the need for increased time allocation and continuity of care:

“The amount of time you get to spend with that patient. ...more consistency of
care...it helps to have that established relationship and with the family as well, they

like to see the same face”. DN3

Specialist dementia nurses or link nurses

Several participants identified needing practitioners with expertise in dementia such as

Admiral Nurses, or link nurses to work alongside them and provide specialist advice:

“Having a dementia link nurse that gets the appropriate training and can then be
there for the other staff... | mean we have link nurses for tissue viability, we have link

nurses for palliative...but we don’t have one for dementia”. DN2

Specialist training in dementia needed

Most participants wanted additional training to equip them with better knowledge and skills to

pass onto families and paid carers and help improve care:

“...it would be good to have some dementia modules and...do practical role playing
because...it’s all very well saying this is what someone with dementia needs...it'’s

never going to be one size fits all.” DN3
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Discussion

Summary of findings

Our study asked participants working in DNS about their role and experiences of caring for
people with dementia at home and these findings reveal the distinct contribution these
nurses make. Participants described having considerable contact with people with dementia
and managing increasingly complex situations despite relatively little training in this field. Key
elements of the role involved ensuring consistency of care provision, providing carer
education and support, navigating care systems and coordinating care packages. These
accounts are important as dementia prevalence is increasing and the integration of dementia
treatment and care into primary care is required to meet the long-term needs of people with
dementia (WHO, 2017). Hallberg et al., (2013) mapped dementia care services across eight
European countries and found care delivered at home included the most extensive range of
activities, such as needs assessment, adaptation of the home, assistance with activities of
daily living, nursing interventions, rehabilitation, and multidisciplinary team reviews. The shift
in focus to care at home means it is important that people with dementia are cared for by a
skilled and competent workforce (WHO, 2017). Better awareness of DNS ability to support
people with dementia and comorbidity issues helps us to understand how people living with

dementia can be supported to remain at home for as long as possible.

Dementia education in nursing curricula remains inadequate and lacks relevant practice-
based experience (Alushi et al., 2015, Surr et al., 2017). Consequently, low competency
amongst community nurses in detecting and caring for people with dementia is attributed to
diagnostic overshadowing and lack of relevant skills training (Harrison-Dening, 2019;
Thomas, 2010). Dementia is the most common mental disorder DNS encounter (Haddad et
al., 2005) and many participants reported being able to distinguish difficulties due to
cognitive impairment and identify possible dementia in people they visited. Similarly, Bryans
et al., (2003) found DNs had high levels of knowledge and confidence in identifying dementia

and managing co-existing mental health and behavioural difficulties.

Previous studies in the Netherlands found DNS involvement was a predictor for
institutionalisation, which was associated with co-morbidity and complexity of care needs
(Vernooij-Dassen et al., 1998, 2000). While people with dementia are vulnerable to risks

associated with wandering, self-neglect and exploitation by others, overestimation of
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potential harms may lead to risk-averse approaches to care such as unnecessary admission
to care homes (Evans et al., 2017: Taylor et al., 2018). DNS care for people who are
housebound, so do not regularly encounter other health professionals (Dixon & Thompson,
2018). The relationship with their patients is distinctive as care is provided in the home
environment and this familiarity enables a unique therapeutic relationship to be established
(Heaslip, 2013). This relationship allowed participants to provide care in quite exceptional
circumstances at times, particularly when the person was living in neglectful states or highly
agitated. In the absence of any standardised care plans for dementia, participants described
carrying out daily mental and physical wellbeing checks to identify potential risk factors and
did their best to overcome any challenges that arose. They could identify the psychological
impact of having dementia, especially due to isolation and understimulation and observed
when relatives were feeling burdened. Where necessary participants signposted the person
or family carer to additional community support services or liaised with other agencies to
arrange enhanced care packages. Overall, our participants described successfully providing
continuity of care to people with dementia across the iliness trajectory. This finding is
significant, as it suggests an adaptability and responsiveness in DNS to meet the needs of
people with dementia and care for them at home and this should be further evaluated.

Less confidence was evident regarding ACP, although participants were confident
supporting people during end-of-life care. Reluctance to discuss ACP is not uncommon due
to lack of clarity about which health professionals have responsibility for this, or assumptions
that family carers know the person’s wishes (Lamahewa et al., 2018). Hallberg et al’'s (2013)
also found a lack of palliative care approaches and implementation of advance directives in
dementia services across Europe. Services need to be proactive and responsive in providing
appropriate and timely support for people with dementia (DH, 2009). Participants wanted
additional time for visits, access to specialist training and the availability of specialist nurses

to enable better service delivery to their patients with dementia.

Strengths and limitations

Limitations of the study were that participants were all based in the same NHS Trust.
Dementia services are fragmented and there is variability in care delivery across Trusts
(Frost et al., 2020), so obtaining perceptions from DNS in other organisations would have
been of interest. Interviews were undertaken by a DN from the same Trust, which means
there is a potential for participant response bias. Although the interviewer did not work

directly with any of the participants it was possible that the nurses interviewed wanted their
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experiences to be perceived as being positive. Nevertheless, participants provided candid
accounts of their experiences, which included criticisms of the lack of training, leadership,
and guidance on care planning for people with dementia.

Insert: Figure 1: The role of district nursing teams in supporting people living with dementia

at home

Clinical and educational implications

Our findings suggest that DNS have a clear role in caring for people with dementia at home
and Figure 1 outlines how the nurses interviewed provided this care. It was evident that
participants were able to competently meet a diverse range of needs for people with
dementia on their caseload. However, improved models of working that factor in additional
time and staffing such as specialist nurses in dementia and palliative care would allow DNS

to meet the needs of people with dementia more effectively.

Participants identified the need for more specialist training and greater emphasis is required
on dementia training and education to improve the knowledge of community staff and guide
practice (WHO, 2017). Standards already exist for dementia education (Waugh et al., 2013)
and can be used to develop bespoke dementia training programmes alongside best

evidence clinical toolkits that would equip DNS with the skills and education needed to care

for people with dementia and their families.

Policy and environmental implications

Dementia poses global health and economic challenges that will result in increased
demands for health and social care services (Department of Health & Social Care, 2014).
People living with dementia need stable environments and rising life expectancy and
increased dependency mean more sustainable models of care are required (Kingston et al.,
2017). Currently there is a significant shortfall of care home places in the UK and
personalised, community based, and preventative care models are therefore critical to
ensuring people with dementia receive the care and support they need and can help

minimise the impact on the environment (Alzheimer’'s Society, 2021; NHS 2020).

Implications for future research

Further evidence is needed to determine if the participants’ experiences are consistent

across DNS nationally. People with dementia’s needs are complex and multifaceted and
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additional research is required to assess how effectively DNS meet the needs of people with
dementia and their families. This should include obtaining people with dementia and their

family carers’ perceptions about the care they receive.

Conclusion

Exploring the accounts of nurses has enabled a better understanding and appreciation of the
DNS role in caring for people living with dementia in the community. Care was provided
across the illness trajectory from detection and diagnosis of dementia through to end-of-life
and the involvement of DNS was instrumental across all stages. Our findings help
distinguish the role of DNS in supporting people with dementia to live at home, but further

research is needed to embed this role in models of primary care provision.

21



References

Braun, V., & Clarke, V. (2012) Thematic analysis. In Cooper, H. E., Camic, P. M., Long, D.
L., Panter, A. T., Rindskopf, D. E., & Sher, K. J. (2012). APA handbook of research methods
in psychology, Vol 2: Research designs: Quantitative, qualitative, neuropsychological, and
biological. (p. 57 -71). American Psychological Association.

Bryans, M., Keady, J., Turner, S., et al. (2003). An exploratory survey into primary care
nurses and dementia care. British Journal of Nursing, 12(17), 1029-1037. DOI:
10.12968/bjon.2003.12.17.11723

Bunn, F, Pinkney, E, Drennan, V_& Goodman, C 2013, An evaluation of the role of the
Admiral Nurse: a systematic evidence synthesis to inform service delivery and research.
Dementia UK.

Centers for Disease Control and Prevention. (2013). Healthy places terminology: Aging in
place. https://www.cdc.gov/healthyplaces/terminology.htm. Accessed 09/09/2020

Department of Health (2009). Living well with dementia: A national dementia strategy.
Department of Health Publications: London

Department of Health. (2012). Prime Minister's challenge on dementia: delivering major
improvements in dementia care and research by 2015. Department of Health Publications:
London.

Department of Health & Social Care (2014) G8 dementia summit: Global action against
dementia - 11 December 2013. London. https://www.gov.uk/government/publications/g8-
dementia-summit-global-action-against-dementia/g8-dementia-summit-global-action-against-
dementia-11-december-2013. Accessed 03/05/2022

De Witt, L., & Ploeg, J. (2016). Caring for older people living alone with dementia: healthcare
professionals’ experiences. Dementia, 15(2), 221-238.
https://doi.org/10.1177/1471301214523280

Dixon, L., & Thompson, H. (2018). The role of the district nurse in caring for patients with
dementia. British Journal of Community Nursing, 23(7), 348-353. DOI:
10.12968/bjcn.2018.23.7.348

Evans, D., Price, K., & Meyer, J. (2016). Home alone with dementia. SAGE Open, 6(3), 1-13
DOI: 10.1177/2158244016664954

Frost, R., Walters, K., Wilcock, J., et al. (2020) Mapping post-diagnostic dementia care in
England: an e-survey. Journal of Integrated Care. 12:241. DOI: 10.1186/1472-6963-12-241

Francis, J.J., Johnston, M., Robertson, C., Glidewell, L., Entwistle, V., Eccles, M.P. and
Grimshaw, J.M., (2010). What is an adequate sample size? Operationalising data saturation
for theory-based interview studies. Psychology and health, 25(10), pp.1229-1245.,

Guest, G., Bunce, A., & Johnson, L. (2006). How many interviews are enough? An
experiment with data saturation and variability. Field methods, 18(1), 59-82.

Giorgi, A. (2009) The descriptive phenomenological method in psychology: A modified
Husserlain approach. Pittsburgh, PA: Duquesne University Press

Haddad, M., Plummer, S., Taverner, A., et al. (2005). District nurses’ involvement and
attitudes to mental health problems: a three-area cross-sectional study. Journal of Clinical
Nursing, 14(8), 976-985.DOI: 10.1111/j.1365-2702.2005.01196.x

Hallberg, I.R., Leino-Kilpi, H., Meyer, G., Raamat, K., Martin, M.S., Sutcliffe, C., Zabalegui,
A., Zwakhalen, S. and Karlsson, S., (2013). Dementia care in eight European countries:

22


https://doi.org/10.12968/bjon.2003.12.17.11723
https://researchprofiles.herts.ac.uk/portal/en/persons/frances-bunn(5badc5e0-7434-4182-8408-0d0726edcac3).html
https://researchprofiles.herts.ac.uk/portal/en/persons/claire-goodman(77079296-0427-4053-bb1d-b46245a9ebb0).html
https://researchprofiles.herts.ac.uk/portal/en/publications/an-evaluation-of-the-role-of-the-admiral-nurse(a6875a55-c175-4b72-bcb7-f391d109f025).html
https://researchprofiles.herts.ac.uk/portal/en/publications/an-evaluation-of-the-role-of-the-admiral-nurse(a6875a55-c175-4b72-bcb7-f391d109f025).html
https://www.cdc.gov/healthyplaces/terminology.htm.%20Accessed%2009/09/2020
https://www.gov.uk/government/publications/g8-dementia-summit-global-action-against-dementia/g8-dementia-summit-global-action-against-dementia-11-december-2013
https://www.gov.uk/government/publications/g8-dementia-summit-global-action-against-dementia/g8-dementia-summit-global-action-against-dementia-11-december-2013
https://www.gov.uk/government/publications/g8-dementia-summit-global-action-against-dementia/g8-dementia-summit-global-action-against-dementia-11-december-2013
https://doi.org/10.1177%2F1471301214523280
https://doi.org/10.12968/bjcn.2018.23.7.348
https://doi.org/10.1186/1472-6963-12-241
https://doi.org/10.1186/1472-6963-12-241
https://doi.org/10.1111/j.1365-2702.2005.01196.x

developing a mapping system to explore systems. Journal of Nursing Scholarship, 45(4),
pp.412-424.

Harrison-Dening, K. (2019). Recognition and assessment of dementia in primary care.
British Journal of Community Nursing, 24(8), 383-387.

Heaslip, V. (2013) District nursing: the hidden giant of the NHS. British Journal of
Community Nursing. 18(8):404-6. DOI: 10.12968/bjcn.2013.18.8.404

Huang, H. L., Shyu, Y. I. L., Huang, H. L., et al. (2013). Factors associated with dementia
care practices among community health nurses: results of a postal survey. International
Journal of Nursing Studies, 50(9), 1219-1228. DOI: 10.1016/[.ijnurstu.2012.02.016

Kings Fund (2016) Understanding quality in district nursing services: Learning from patients,
carers and staff.

https://www.kingsfund.org.uk/sites/default/files/field/field publication file/quality district nurs
ing_aug 2016.pdf

Kingston, A., Wohland, P., Wittenberg, R., Robinson, L., Brayne, C., Matthews, F.E., Jagger,
C., Green, E., Gao, L., Barnes, R. and Arthur, A., (2017). Is late-life dependency increasing
or not? A comparison of the Cognitive Function and Ageing Studies (CFAS). The Lancet,
390(10103), pp.1676-1684.

Lamahewa, K., Mathew, R., lliffe, S., Wilcock, J., Manthorpe, J., Sampson, E., & Davies, N.
(2018) A qualitative study exploring the difficulties influencing decision making at the end of
life for people with dementia. Health Expectations. 21(1):118-27. DOI: 10.1111/hex.12593

Lincoln, Y. S., & Guba, E. G. (1985). Naturalistic Inquiry London Sage Publications.

Lyons, V. (2020) Considering the career of an admiral nurse. Nursing in Practice. 10 Mar
2020. https://www.nursinginpractice.com/professional/considering-the-career-of-an-admiral-
nurse/

Martin, A., O’Connor, S., & Jackson, C. (2018) A scoping review of gaps and priorities in
dementia care in Europe. Dementia. 1-17 DOI: 10.1177/1471301218816250

Murphy, J., & Smith, D. (2017) Managing risk. In Chilton, S., & Bain, H. (eds) A Textbook of
Community Nursing. New York: Routledge.

Mental Capacity Act (2015). Mental Capacity Act. London: The Stationery Office.

National Institute for Health and Care Excellence (2018). Dementia: Assessment,
management, and support for people living with dementia and their carers.
https://www.nice.org.uk/quidance/ng97. Accessed 09/09/2020

Nichols, E., Szoeke, C. E., Vollset, S. E., et al. (2019). Global, regional, and national burden
of Alzheimer's disease and other dementias, 1990-2016: a systematic analysis for the
Global Burden of Disease Study 2016. The Lancet Neurology, 18(1), 88-106. DOI:
https://doi.org/10.1016/S1474-4422(18)30403-4

NHS England and NHS Improvement. (2020) Delivering a ‘Net Zero’ National Health Service
London. https://www.england.nhs.uk/greenernhs/wp-
content/uploads/sites/51/2020/10/delivering-a-net-zero-national-health-service.pdf Accessed
03/05/2022

Penner, J., & McClement, S. (2008) Using phenomenology to examine the experiences of
family caregivers of patients with advanced head and neck cancer: Reflections of a novice
researcher. International Journal of Qualitative Methods, 7(2): 92 - 101.
https://doi.org/10.1177/160940690800700206

23


https://doi.org/10.12968/bjcn.2013.18.8.404
https://doi.org/10.1016/j.ijnurstu.2012.02.016
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/quality_district_nursing_aug_2016.pdf
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/quality_district_nursing_aug_2016.pdf
https://doi.org/10.1111/hex.12593
https://www.nursinginpractice.com/professional/considering-the-career-of-an-admiral-nurse/
https://www.nursinginpractice.com/professional/considering-the-career-of-an-admiral-nurse/
https://www.nice.org.uk/guidance/ng97
https://doi.org/10.1016/S1474-4422(18)30403-4
https://www.england.nhs.uk/greenernhs/wp-content/uploads/sites/51/2020/10/delivering-a-net-zero-national-health-service.pdf
https://www.england.nhs.uk/greenernhs/wp-content/uploads/sites/51/2020/10/delivering-a-net-zero-national-health-service.pdf
https://doi.org/10.1177/160940690800700206

Royal College of Psychiatrists. (2016). Improving the physical health of adults with severe
mental illness: Essential actions.https://www.aomrc.org.uk/wp-
content/uploads/2016/10/Improving -

physical health adults with SMI essential actions 251016-2.pdf. Accessed 09/09/20

Surr, C.A., Gates, C., Irving, D., Oyebode, J., Smith, S.J., Parveen, S., Drury, M. and
Dennison, A., 2017. Effective dementia education and training for the health and social care
workforce: a systematic review of the literature. Review of Educational Research, 87(5),
pp.966-1002.

Taylor, B. J., Stevenson, M., & McDowell, M. (2018). Communicating risk in dementia care:
Survey of health and social care professionals. Health & Social Care in the Community,
26(2), e291-e303.

Thomas, H. (2010). Attitudes of primary care team to diagnosing dementia. Nursing Older
People, 22(3).

Tong, A., Sainsbury, P., Craig, J. (2007) Consolidated criteria for reporting qualitative
research (COREQ): a 32-item checklist for interviews and focus groups. International
Journal for Quality in Health Care. 19(6): 349 — 357. https://doi.org/10.1093/intghc/mzm042

Vernooij-Dassen, M. Felling, A., & Persoon, J. (1997). Predictors of change and continuity in
home care for dementia patients. International Journal of Geriatric Psychiatry, 12(6), 671-
677.

Vernooij-Dassen, M. J. F. J., Lamers, C. B. H. W., Bor, J., Felling, A., & Grol, R. P. T. M.
(2000). Prognostic factors of effectiveness of a support program for caregivers of dementia
patients. The International Journal of Aging and Human Development, 51(4), 259-274.

Waugh, A., Innes, A., Jenkins, C., Knifton, C., Surr, C., Pulsford, D., Reid, D., Brooker, D.,
Tullo, E., Collier, E., Williams, E., Smith, G., Read, K., Fenge, L-A., Board, M., Hibberd, P.,
Burrow, S., Barker, S., & Heaslip, V. (2013). A Curriculum for UK Dementia Education:

Developed by the Higher Education for Dementia Network (HEDN). London: Dementia UK.

World Health Organization (2015) World Report on Ageing and Health. World Health
Organization: Geneva

World Health Organization (2017). Global action plan on the public health response to
dementia 2017-2025. World Health Organization: Geneva.

Zhu, CW., Cosentino, S., Ornstein, KA., et al. (2017) Interactive effects of dementia severity
and comorbidities on Medicare expenditures. Journal of Alzheimer’s Disease. 57(1): 305 —
315. DOI: 10.3233/JAD-161077

Appendix

Research Reporting Checklist: Consolidated criteria for reporting qualitative research
(COREQ)

24


https://www.aomrc.org.uk/wp-content/uploads/2016/10/Improving_-physical_health_adults_with_SMI_essential_actions_251016-2.pdf
https://www.aomrc.org.uk/wp-content/uploads/2016/10/Improving_-physical_health_adults_with_SMI_essential_actions_251016-2.pdf
https://www.aomrc.org.uk/wp-content/uploads/2016/10/Improving_-physical_health_adults_with_SMI_essential_actions_251016-2.pdf
https://doi.org/10.1093/intqhc/mzm042
https://dx.doi.org/10.3233%2FJAD-161077

Table 1: Emergent themes identified from the qualitative narratives

Themes

Sub-themes

Descriptor quotes

Home as a care
setting

Providing care for people with
dementia in their own homes

“How important it is to keep people at home’

Being alive to potential risks, neglect,
and abuse

“Everything’s a risk in dementia”

Recognising and responding to
loneliness

“All they do is sit”

Recognising impact on families

“Families struggle to care”

Taking it in their
stride

Being compassionate and empathetic

“Be patient and take your time”

Caring with confidence

“We have a fair amount of experience now
with dealing with people with dementia”

Confidence with advance care
planning

“Are they where they want to be, are they
safe there and what else could be put in
place”

Complexity and
unpredictability

Dealing with unpredictability

“Everybody is so different with dementia”

Time to provide care needed

“Ten minutes is not enough”

Continuity of care and carer

“They want to see the same faces”

Capacity, choice and decision-
making

“You balance the need with the wishes of the
patient”

Advocating for people with dementia

“We go in and you advocate for them”

Coordinating care and navigating
care systems

“You do initiate those things; you do take the
lead and start doing things”

Expertise and
support within
the wider team

Sources of help

“Our nurses have got more experience; they
have been in the community for longer”

Specialist
support

Better services for people with
dementia

“Don’t think they are getting enough support
and information”

Specialist dementia nurses or link
nurses

“We need a point of contact. Somebody to
take charge of this”

Specialist training in dementia
needed

“The more awareness and knowledge you
have you can manage it better”
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