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“I tell you what it’s the hardest job”: the 2
experiences of family carers providing support

for people with dementia at home in the last

year of life
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Abstract

Background More people are dying at home with dementia. While there is growing recognition of the central role
that family carers play when supporting people with dementia to die at home, knowledge gaps remain around how
to best support them as they care for the person during the last year of life.

Aim To explore the experiences of bereaved family carers who had provided care for a person with dementia living at
home in the last year of life.

Design A descriptive qualitative study based on a constructivist epistemology using in-depth semi-structured
interviews. Data were analysed using reflexive thematic analysis.

Participants Twenty-nine bereaved family carers who had supported a person with dementia living at home in the
last year of life.

Results Caring for a person with dementia at home in the last year of life can be emotionally, mentally, and physically
overwhelming. Family carers described the challenges they faced when trying to ensure that they met the needs of
the person with dementia so that they could remain at home. Three overarching themes were developed from the
data: Managing end-of-life symptoms and associated conditions; Living with uncertainty; and Impacts on wellbeing.

Conclusions Supporting a person with dementia at home in the last year of life can jeopardise family carers’own
health, finances, relationships, and overall wellbeing. Many felt that they had limited understanding about the
prognosis of dementia and how this would impact on caring at home, leaving them feeling unsupported amidst

the incredible responsibilities placed on them. Family carers would benefit from training on how to provide practical
aspects care for the person with dementia in the home, as well as support when making decisions for the person with
dementia towards the end-of-life.
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Background

Dementia is a growing global health challenge that affects
millions of individuals and their families. As life expec-
tancy increases worldwide, the prevalence of dementia
has also increased, placing significant pressure on health
and social care systems, carers, and communities [1].
Approximately 50 million people are currently living with
dementia worldwide, and this number is projected to
reach 152 million people by 2050 [2].

In the UK, it is estimated that there are 982,000 peo-
ple living with dementia, and this is projected to rise to
1.6 million by 2050 [3]. Dementia is a life-limiting con-
dition that is associated with a high symptom burden,
particularly in the advanced stages [4]. Many people with
dementia die of a medical complication, such as pneumo-
nia or another infection, but dementia itself can be the
cause of death, for example, through frailty, malnutrition,
and dehydration when a person with dementia can no
longer eat safely and move independently [5]. Dementia
is the leading cause of death in England and Wales, and
in 2024 accounted for a total of with 68,273 deaths (12.1%
of all deaths) [6].

By 2040, it is estimated that 220 000 people will die
each year with dementia in England and Wales [7]. There
are several unique challenges in providing palliative and
end-of-life care to people with dementia. These include
communication difficulties, dementia not being recog-
nised as a terminal condition, discontinuity of care and
lack of coordination across care settings, and elements of
uncertainty in several areas including patient wishes and
prognosis [8].

More people are dying at home from dementia than
ever before. In 2020 there were an excess of 2,095 deaths
from dementia in private homes, in England. This is a
rise of 79% compared with the average recorded for the
same period over the past five years [9]. Patient prefer-
ences [10, 11] and government policies [12], indicate the
importance of increasing end-of-life care at home and
reducing deaths in hospital. However, for a person with
dementia to be able to die at home, there is heavy reli-
ance on the contributions of unpaid, informal care [13].

In this paper, the term “family carer” is used to encom-
pass all informal carers (i.e., family and friends/neigh-
bours) who provide support to a person with dementia.
This is the term that previous studies have found that car-
ers supported most, with “carer” preferred to “caregiver”
and “family” preferred to “informal” (even given that this
group may include non-family members such as neigh-
bours and friends) in distinguishing family carers from
“paid” or “formal” carers [14].

In the UK, there are approximately 700,000 fam-
ily carers [15] who collectively provide 1.3 billion hours
of unpaid care a year [16] saving the UK economy GBP
13.9 billion [17]. While some report positive aspects of
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caring for a person with dementia such as satisfaction
[18] and personal growth [19, 20], there is a substantial
body of evidence exploring the negative impacts. Family
carers often report a significant sense of burden resulting
in poorer physical and psychological wellbeing [21-24],
which is perceived to increase as the condition pro-
gresses and the person with dementia reaches the end-of-
life [25]. Female carers are especially at risk of depression,
and around two-thirds of carers for people with dementia
are women [26]. Additionally, the majority of family car-
ers report that they have had no, or insufficient, support
[26] and suggest that caring for a person with dementia
is more impactful than with other health conditions [27].

The marked increase in dementia deaths in private
homes has notable implications for family carers. While
there is growing recognition of the central role that fam-
ily carers play when supporting people with dementia to
die at home, knowledge gaps remain around how to best
support those who are caring for a person with demen-
tia during the last year of life [13]. There is also a need
to better understand how the home setting for end-of-life
care impacts people with dementia and their carers.

The aim of this study was to explore the experiences of
bereaved family carers who had supported a person with
dementia at home in the last year of life. Other findings
from this study that focussed on family carer perceptions
of health and social care services for people with demen-
tia at home in the last year of life have been reported
elsewhere [28].

Methods

Design and sampling

This was a descriptive qualitative study based on a con-
structivist epistemology using in-depth semi-structured
interviews. Interviews aimed to explore participants’
experiences of caring for a person with dementia at home
at the end-of-life. The constructivist lens allowed for con-
textual understanding of family carers’ experiences by
paying close attention to the social, cultural, and histori-
cal factors that influenced their perspectives.

Using purposive sampling techniques, bereaved fam-
ily carers who had supported someone with dementia at
home during their last year of life were recruited. Due to
the sensitive nature of the topic and the potential for dis-
tress, those bereaved within the last three months were
excluded from participation. Additionally, those who
were bereaved longer than three years were also excluded
as it was felt that this may affect recall. While there is no
fixed guidance on when to include those who have been
bereaved to research, the evidence suggests that these
were appropriate parameters [29, 30].

A broad approach to recruitment was used. Appeals
for participants were made via posters displayed in pub-
lic venues (e.g. GP practices and community halls) across
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two areas in the North-West of England (Cheshire and
Wirral) and in some parts of North Wales. These areas
are socio-demographically diverse and range from dense
urban/industrial areas to semi-rural and rural areas.
Potential participants could then contact the researcher
either by telephone or email to express their intertest
in taking part. Additionally, the National Institute for
Health Research’s “Join Dementia Research” was utilised,
which is an online self-registration service that enables
volunteers to register their interest in taking part in
dementia research.

Participants were also identified and approached by
clinicians known to them from local Memory Services.
After being given an information pack, the participant
could then contact the research team directly or return a
reply slip to express an interest in taking part.

Data collection

Interviews were conducted between November 2017
and June 2018 by one of the authors (C.M.), an experi-
enced dementia researcher. An interview schedule was
developed (Appendix 1), informed by an earlier review
[13], and the research team, consisting of clinicians and
researchers in primary care, dementia care, and pallia-
tive care. Initial interview questions were kept open and
general, allowing participants to reflect upon their whole
experience of caring for the person with dementia, how
this developed over time and explore their relationship.
Sub questions were asked about the different types of
support they received, and then more specifically about
the end-of-life phase. Questions derived from the litera-
ture specifically about symptom management were also
asked. Additional questions explored why the carer felt
it was important for the person with dementia to stay at
home at the end-of-life. The final section considered the
main challenges and facilitators of caring for a person
with dementia at home at the end-of-life. The interview
schedule was iteratively modified throughout the data
collection period to ensure follow-up with categories in
subsequent interviews.

All interviews were audio-recorded. Most interviews
took place in the participants own homes, often where
the person with dementia had died. This allowed the
researcher to observe the living environment including
the physical challenges that the family carers faced when
caring at home. This provided additional context to par-
ticipant experiences and helped to inform the interpreta-
tion of the data. Two interviews took place on university
premises and one via Skype. Extensive field notes were
taken following each interview.

Data analysis
Interviews were transcribed verbatim, anonymised, and
imported into NVivo 11 (QSR International (UK) Ltd)
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to organise data. Reflexive thematic analysis was used to
analyse data and develop themes [31]. Transcripts were
read and re-read by two members of the research team
(CM and MLW). CM coded the data inductively for
themes relevant to participants’ experiences of caring
for a person with dementia at home. A coding frame was
developed and checked against the data to ensure fit. 10%
of transcripts were double coded by another researcher
(M.L.W.). Through a series of discussions with the whole
team (experienced in dementia care, primary care, and
palliative care), the coding framework was reviewed, and
related codes were grouped into themes. Themes were
refined and finalised through further discussion, and
authors agreed with the final analysis, interpretation, and
reporting.

Ethical considerations
Participants were provided with oral and written
information about the study, and all provided writ-
ten informed consent. They were informed they could
stop the interview at any time due to its sensitive topic,
however, none expressed a wish to stop an interview or
required additional support. Though research partici-
pants affected by serious illness can find research inter-
views to be a positive experience [32, 33], participants
were provided with information about support organisa-
tions as part of the study debrief.

Ethical approvals were obtained from University of Liv-
erpool Central University Research Ethics Committee
[Ref: 1392].

Results

Twenty-six interviews were conducted with twenty-nine
bereaved caregivers. This included twenty-three indi-
vidual interviews, and three interviews with two par-
ticipants, who asked to be interviewed together. Sixteen
participants were recruited from Memory Services, eight
responded to posters in public venues, and two were
recruited through “Join Dementia Research” Most par-
ticipants were female (n=23) and twelve of whom were
daughters of the person with dementia. All described
their ethnicity as “White British” Sample characteristics
are reported in Table 1..

The data below represents carers’ experience of provid-
ing care to a person with dementia at home at the end-of-
life. Three overarching themes were developed: managing
end-of-life symptoms and associated conditions, living
with uncertainty and impacts on wellbeing.

Managing end-of-life symptoms and associated
conditions

Family carers reported that in the last few months of life
the person with dementia had become fully dependent
on others for all care. The most common symptoms and
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Table 1 Characteristics of Carer and Person with Dementia

Variable N Variable N

Gender of carer Relationship to Person with
Dementia

Female 23 Spouse/Partner 9

Male 6 Female (n=6)

Age of Carer Male (n=3)

20-29 1 Adult Child 14

30-39 0 Son (n=2)

40-49 2 Daughter (n=12)

50-59 7 Granddaughter 1

60-69 10 Niece 3

70-79 5 Friend 2

80-89 4 Female (n=1)

Age of person with Male (n=1)

dementia at death

60-69 2 Years Spent Caring

70-79 5 0-5 16

80-89 1 6-10 I

90-99 8 11-15 2
Place of Death
Home 16
Hospital 2
Care Home 7
Hospice 1

conditions that family carers were expected to manage
were incontinence, frailty and falls, pain, and dysphagia.

Incontinence

Family carers perceived continence management as one
of the most difficult aspects of caring at home towards
the end-of-life. It was viewed as both tiring and upset-
ting, and carers expressed concern about whether they
had managed it appropriately. They reported difficulties
in finding advice and information about incontinence,
and believed that products supplied by the National
Health Service (NHS) were ineffective due to their poor
quality:

All I was doing was washing, Id wash and then dry,
get all of the bed made nice, and wed use the pads,
then they didn’t work, I'll tell you that’s the hard-
est part of it, is getting up in the night getting him
cleaned up, every night hed wet the bed, now and
again hed make the other kind of mess and it was
awful, I tell you what it’s the hardest job, I think it's
one of the hardest jobs anyone can do, you're trying
to get through to them what you mean and some-
times you have to shout and then you think ‘oh I
shouldn’t be shouting” but you're only human, but
it's hard, especially when they start wetting the bed
in the middle of the night and youd be praying ‘don’t
do it” it was like living a nightmare (Participant 19,
Wife, aged 85).
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To overcome such problems, some explained that they
had to purchase alternative products, which could be
costly. One carer even spoke about having to improvise
with products that had been designed for dogs to manage
leakages. This contributed to a perception of degradation
when talking about incontinence:

Quite often the pads would leak, especially in the
night, I remember a time when my daughter came
home with all of these puppy toilet training pads
and she said “we can put these on the bed at night
just in case” (Participant 11a, Husband, aged 84).

Providing intimate care could also result in changes to
relationships. For example, family carers supporting their
parents often spoke of a role reversal, using analogies of
the person with dementia reverting to a child. Addition-
ally, some spousal carers felt that their relationship had
turned into a carer—client relationship, which could cause
distress:

I hated it being stuck in here, the smells, I could
clear up dog’s muck, cat’s muck, I worked on a farm,
babies’ nappies, nothing on me, but try doing it on
your wife, an adult wife, God it would crucify me
(Participant 06, Husband, aged 70).

Other issues related to gender and the acceptability of
male family carers assisting females with intimate care.
This was specifically in relation to adult sons caring for
their mothers, who believed it was inappropriate and
undignified, instead they relied on professional carers to
manage the task.

Frailty and falls

Family carers explained that during the last year of life,
the person with dementia had become increasingly frail
and was often restricted to spending most of the day in
a bed or chair. Adjustments to the home were usually
required to assist with caring for the person with demen-
tia and the use of supportive equipment was necessary:

It became more and more apparent that mum’s
mobility wasn’t really up to it, we couldn’t really
get her downstairs at that point so we just created a
studio bedroom in her bedroom, we brought the big
chair upstairs and the commode and the hoist and
the bed, so we could get her out of bed and into a
chair and things like that (Participant 11b, Daugh-
ter, aged 55).

With increased frailty, falls within the home became
more common. Family carers found that managing a fall
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was physically demanding and often complained that
their own bodies had been affected by heavy lifting:

The following Sunday 1 was downstairs and there
was this great thud and there was mum on the floor
by the bed, I got her to sitting but I couldn’t get her
to do anything else, I had to ring [my husband] and
got him out of bed but he came and was able to lift
her and get her back into bed, my back was so bad at
that point, I couldn’t help (Participant 07, Daughter,
aged 65).

Some described using assistive technology, such as Telec-
are alarms to call for help when the person with dementia
had fallen. These were often wireless devices that could
be worn as a pendant around the neck or wrist and were
linked to a 24-hour monitoring service. However, for
some, especially those living in rural areas, the monitor-
ing service was based far away from the home, meaning
that on some occasions the person with dementia could
be left on the floor for long periods of time.

Ambulance services were also commonly called follow-
ing a fall. This often led to admissions to hospital which
could precipitate into a downward spiral of immobility
and incapacity, resulting in lengthy stays away from the
home during the last year of life:

It was five o clock in the morning he got up to go to
the toilet I put the lights on and then there was this
almighty bang and he fell, he smashed his hip, he
was never able to use his right arm again and his
left wasn’t much good actually but I think it was his
shoulder that caught a lot of the fall as well, so he
was in hospital for six weeks and then in a nursing
home for another eight weeks so I was going every
day for fourteen weeks and anyway we finally got
him home, I wanted him back home and he wanted
to come home (Participant 21, Wife, aged 89).

The extended period of immobility during this person’s
hospital and care home stay led to a permanent loss of
independence. This made it more difficult for his wife to
care for him when he returned home.

Pain

Family carers highlighted that pain management was
a central aspect of end-of-life care at home and a main
concern was that the person with dementia was pain
free. Consequently, the need for effective pain assess-
ment and control was highlighted as an important issue.
Family carers found it difficult to determine if the person
with dementia was in pain, as they were often unable to
communicate verbally. Some felt this placed people with
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dementia at a distinct disadvantage when compared with
those dying from other conditions:

We were wondering if shed had a cancer or some-
thing, wouldve things been different, you know if
she could verbalise her pain, you know people whose
parents have passed away with cancer they seem to
have been in a lovely hospice, pain relief twenty-four
hours a day, we got none of that, it was frantic phone
calls, those people can say if they're in pain, we could
only say we think she is so it’s very different isn’t it?
(Participant 22a, Granddaughter, aged 22)

Family carers also reflected on the reticence of healthcare
professionals to prescribe anticipatory pain relief, and
this was recognised as a barrier to achieving adequate
pain control at home:

The problem was wed have to phone the district
nurses and say ‘she’s in pain’, by the time they would
come out she was calm so they said “we can only go
with what we’re seeing now” so I'd say “ok so you're
going to go again and then I'll have to phone you
again” and theyd say “yes” and I felt awful pester-
ing them but then in the end [my daughter] was get-
ting so angry and she said “well I'm going to pester”
so that'’s what was hard at home, you kept having to
phone to get people to give the pain relief (Partici-
pant 22b, Daughter, aged 55).

Having to manage the person’s pain, often at irregular
hours, could exacerbate family carer’s stress and anxiety.
They often worried about getting the right medication
in time and feared being unable to relieve the person’s
suffering. This appeared to add to a heightened sense of
helplessness.

Dysphagia

Swallowing difficulties were also noted as a common
symptom towards the end-of-life. Many family carers
reported that they had not been told that this could occur
with some trying to continue with feeding or hydration:

1 felt awful, you know trying to get her to drink stuff,
1 think there was only about four weeks between that
and her dying, I think she was actually just shutting
down, you know I was trying to force her to drink but
shed drink a bit but then she couldn’t drink anymore
and it comes to a point when you just don’t want to
be forcing them, it’s very difficult because like one of
the nurses said you tended to want to keep feeding
them but the body knows what it does and doesn’t
want, so I was trying to shove drinks down her and
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stuff but I realised she just didn’t want it and just
couldn’t take it (Participant 03, Daughter, aged 54).

Family carers explained that discontinuing food and
drink was one of the most distressing decisions that they
had to make:

I put a little bit of toast in her mouth and she didn’t
swallow and I think I knew then, once the swallow
goes, that'’s it now, that’s it, so then it was just kind of
like keeping her mouth moist but I was still trying to
give her some juice and then she choked, and it was
[my daughters] not the nurses that said “she’s aspi-
rating, you've got to stop” but to actually stop giving
someone a drink, that really hit you hard (Partici-
pant 22b, Daughter, aged 55).

However, as one carer explained, once it had been appro-
priately explained by a healthcare professional, although
upsetting, it was more likely to be accepted, and the cor-
rect course of action could be taken:

The district nurse said to me, the day they fitted
this driver thing, “you no longer give [your wife] any
drink or food or anything” and I said “you’re asking
me to starve my wife to death’, and she said “no, I'm
asking you not to choke her to death’, she couldn’t
drink because actually you were choking her, shed
be coughing and spluttering, anything that was going
into her mouth was going straight in her lungs (Par-
ticipant 06, Husband, aged 70).

Living with uncertainty

Uncertainty about the dying process was a common
theme across the interviews. Family carers explained
that their relative’s dementia trajectory was often char-
acterised by slow, incremental decline. While they could
generally present a clear and cogent account of the start
of the person’s illness, progression of the condition was
often described as a gradual process complicated by
comorbidity and spread over a long period of time, in
many cases over years rather than months. The difficul-
ties in recognising when the person with dementia was
dying appeared to be due a lack of knowledge and ambig-
uous communication with healthcare professionals.

Lack of knowledge

Family carers stated that they lacked knowledge about
the course of dementia as they found it difficult to obtain
information. This included information on the progres-
sion of the condition, how this affects the person with
dementia and what to expect as end-of-life approached.
Carers felt that if these changes had been explained to
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them, they may have been better prepared to manage
them:

If you're looking after someone with dementia there
is always the fear of what'’s going to happen next, you
need someone to tell you “well don’t worry the next
stage will be this but we’ll be able to do this and per-
haps if you can’t do that then you can do this” I was
always in fear of like what's going to happen next
(Participant 26, Daughter, aged 46).

Additionally, carers spoke about having to be proactive
when seeking out information about end-of-life issues. In
many cases, reporting that healthcare professionals were
not forthcoming with advice about potential resources
that would have been useful at the end-of-life:

Now you're not told, no one says “right these are the
things you're entitled to’ you know “you can have
incontinence pads once the patient is incontinent,
you can have a little bit of respite, you're not told
any of that (Participant 12, Daughter, aged 50).

Some explained that they had found out about potential
resources and support fortuitously, relying on informa-
tion from friends or other carers:

I managed to talk to one of my friends whose mum
was going through the same and she said “you can
get this and you can get that’ she said “get onto the
council because she doesn’t have to pay council tax”
I said “you’re joking” I didn’t know anything, it was
her who said I could get a carer’s allowance too, it
was things that I didn’t know and someone else had
to tell me (Participant 08, Daughter, aged 58).

This lack of structure or process in ongoing information
sharing may have undermined family carers’ capacity to
develop a comprehensive understanding of the disease
process and the resources available to them.

Ambiguous communication with healthcare professionals
Being able to predict the end-of-life phase was further
complicated by a sense of ambiguity from healthcare
professionals. Family carers explained that despite the
involvement of a wide range of professionals, many had
failed to recognise the end-of-life phase:

The recognition of disease progression and end-of-
life stage from healthcare professionals, that was
very poor, really really poor (Participant 04, Daugh-
ter, aged 48).
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In some cases where family carers had recognised that
the person with dementia was dying, they found that their
judgements were ignored by healthcare professionals:

It became pretty evident that she wasn’t improv-
ing with the antibiotics, I remember speaking with
the district nurse one day, I don’t know whether she
was trying to gee us along but it was completely an
inappropriate thing to say, she just turned round
and said ‘oh dementia patients can go on for years
like this, we might have another ten years” and I
remember just looking at her saying “really?” and
“‘oh well we could have another ten years where she’s
just in a chair or in a bed’ I said “right, I'm going
to get you some research and you need to go home
and read up on vascular dementia because I'm
actually quite insulted by what you're saying” and I
asked her to leave at that point (laughs) so it wasn’t
a good start and also she kept going on and on and
on about constipation causing more confusion and
I said “this isn’t constipation, she’s deteriorating she
is approaching end-of-life” so I got very frustrated
(Participant 24, Daughter, aged 59).

In some instances, a failure of healthcare professionals
acknowledging that the person with dementia was dying
meant that resources were not put in place in a timely
manner. In others, it led to healthcare professionals
arranging care that focused on prolongation of life rather
than on palliation:

The next thing it was difficult to get her to eat and
drink (sighs), then she sort of started this gurgling
and I became a bit disturbed about it and rang the
111 and they came out and they suggested hospital
and I didn’t really want her to go to hospital, any-
way the on call doctor persuaded me it was the best
thing so she went in on the seventeenth of January
and they put her on a drip, then she died on the
twenty-fourth, never really recovering from that and
whilst she was in there she didn’t eat or drink either
(Participant 17, Husband, aged 74).

In those cases where end-of-life was recognised by
healthcare professionals, families then received the
appropriate support that enabled the person with demen-
tia to remain at home:

Within the next couple of days things ramped up
we had the district nurse arranged for four visits a
day theyd had discussions about Continuing Health
Care funding, the hoist was abandoned coz it was
recognised that it wasn’t appropriate and that actu-
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ally it was just about comfort, making her comfort-
able in bed (Participant 04, Daughter, aged 48).

Recognising the end-of-life stage helped to coordinate
care that aligned with the person’s wish to stay at home.
It provided the family time to prepare and ensured that
the person with dementia was comfortable.

Impacts on wellbeing

Family carers explained how supporting a person with
dementia at home until the end-of-life could be all-
encompassing and they described how it affected their
health, both physically and mentally. They described
striving to find a balance between their role as a carer
and having a life of their own. However, the challenges
encountered at the end-of-life meant that this balance
was often disrupted, leading carers to becoming isolated
and feeling alone.

A balancing act

Family carers described having to balance the demands
of caregiving alongside other responsibilities such as
family life and work. Particularly for those who lived with
the person with dementia, there was a sense that car-
ing could become all-consuming. This often meant that
familiar routines disappeared as the person with demen-
tia became the constant focus of attention. This could
result in family carers neglecting their own needs:

One doctor said “what you've done you've looked
after your husband far too long, you shouldn’t have
done that because you haven't looked after your-
self, all’s you've thought about is your husband and
you've just let yourself get run down’, so I come home
after a week or so later I was back in [hospital] again
and he said “well I expected this because you've
really got yourself run down and your age is against
you as well’} I hadn’t looked after myself;, I lost a lot
of weight, it seemed to just go from me but you don’t
notice, the doctor looked at me and said “what you
need is sleep’, my eyes were black, I didn’t realise,
you don’t, you just carry on (Participant 19, Wife,
aged 85).

Even for carers who did not live with the person with
dementia, supporting them still required a great deal of
commitment:

I mean you're so busy when you're caring, I don’t
think I realised how much time it was taking until
she wasn’t there anymore and suddenly we've got
these days, you just don’t realise how much time
it takes and we were lucky that we were retired of
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course, otherwise it would be really difficult (Partici-
pant 20, Niece, aged 78).

For those who were still in paid employment, maintain-
ing work alongside caring demands often became impos-
sible, with many having to quit their jobs:

I managed part time up until this time last year
and then it was making me ill and it was getting
worse and my job was getting more responsible and
one day I just went into work (begins to cry) and I
couldn’t stop crying......1I just said “you know I want
to give my notice in’} so he was really good he said
“no go sick” so I went sick for about a month didn’t
I and my husband just said “call it a day’ so that’s
what I did, I left last year because it was just getting
too much mentally for me (Participant 18b, Daugh-
ter; aged 55).

Family carers who were still of working age when the per-
son with dementia died, believed that being out of work
for long periods of time whilst caring had impacted on
their prospects and employability:

Now I'm kind of unemployable because I've been
out looking after my mum for so many years and
we don’t have much of a pension, so money becomes
precious then (Participant 03, Daughter, aged 54).

Carers also described how their caring responsibilities
could impact on other family relationships and interfere
with the lives of others:

I still have young children at home, and it would
affect them, I'm sure it did because there was always
something going on with Mum, some kind of issue,
that would interrupt mealtimes or homework
and they couldn’t really have their friends over, we
couldn’t even really go for days out together because
there was no one else here to look after her (Partici-
pant 12, Daughter, aged 50).

One carer also explained that it had affected her sense
of privacy as she had resorted to sharing a bed with her
mother in the last few years of her life to keep her safe:

When she broke her leg the second time I didn’t go
back to my bed because she was more wandering
about and I thought “T'll sleep better when I know
where she is” and we slept in that double bed but
sometimes she would not stop talking, quite good
conversation and vocabulary, proper words and
that but she would just not shut up so that was hard
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as I had no private time to myself (Participant 15,
Daughter, aged 57).

Following the interview, this carer continued to reflect
on her fourteen-year journey of providing care for her
mother. She proclaimed it had prevented her from mak-
ing and retaining friends and even finding a romantic
partner. She added that since her mother’s death she had
spent most of her time alone.

Social isolation and loneliness

As the person with dementia’s health began to decline in
the last year of life, family carers found that they became
increasingly unable to leave the house. This meant that
their daily lives were characterised by a limited freedom
to manage their own time, a lack of sponteneity and less
opportunity to engage in things that they enjoyed:

The biggest problem is not being able to go where you
wanted, 1d think to myself sometimes, “you know I'd
love a day out on the train” because when I could
go where I wanted, Id really enjoy going out on the
train but I just couldn’t do it, I had to forget about
in a way, it was a bit of an upset that you couldn’t do
what you wanted, you know I couldn’t go for a pint,
couldn’t leave her on her own at night (Participant
09, Son, aged 63).

In some cases, the feeling of restriction was so intense
that carers described feelings of being physically
“trapped” or “caged”:

This place became like a cage, this place was dread-
ful, it was like being in a cage (Participant 06, Hus-
band, aged 70).

Some also explained that this feeling of entrapment could
also be experienced on an intellectual level as the person
with dementia was no longer able to communicate in the
same way:

When my mum came to live with me here then I was
thinking “now I'm trapped, before I could go shop-
ping on my own, but now I've got my mum in the
house all of the time, I'm trapped here’, it really gets
to you because you're living in this sort of daft world,
that it sort of it just really sweeps you up, Id have
to put podcasts on about intelligent stuff you know,
scientific things, just to keep my brain going (Partici-
pant 03, Daughter, aged 54).

Even for those who were able to leave the house with the
person with dementia, there was still a sense that other
people did not understand their situation, which was
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linked to feeling stigmatised and isolated, which could
impact on the family carers’ self-esteem:

There were certainly places in [name of city] that I
discovered in the time with [my husband] and his
illness, that there were places where you definitely
weren’t welcome it was almost as people didn’t pay
a lot of money to come out to have someone like that
sitting next to them, it’s not what they go out for, the
isolation, the terrible sort of loss of self-esteem that
you have, I don’t know how, I've only just experi-
enced it, I would certainly build it into something,
you know, building up the esteem of the person
whose looking after them, I don’t know if that hap-
pens to everybody else or that’s just my experience
(Participant 01, Wife, aged 65).

Family carers also reported experiencing stigma from
family and friends. This was often described as having
more of a negative impact with some carers disclosing
that it made them feel “hurt” (Participant 25) or “angry”
(Participant 08) as people would no longer visit the per-
son with dementia. Furthermore, some family carers
reported that the retraction in the person with dementia’s
social network had begun much earlier due to feelings of
embarrassment following diagnosis, suggesting that this
stigma had also been internalised:

Mum and Dad had always had an active social life,
but friends trailed off, they didn’t know how to deal
with it, some of it I put down to the early days when
mum was embarrassed so she withdrew and dad
probably allowed her to withdraw and he couldn’t
explain to any friends (Participant 04, Daughter,
aged 48).

Family carers often used social media platforms such as
Twitter and Facebook to connect with other carers who
were in a similar situation. Here they could find infor-
mation, tips and resources related to caring, allowing
them to share their own experiences and insights, which
helped others to navigate similar challenges. This made
them feel less alone:

I found that the dementia group was very helpful
and made me feel like I wasn’t the only one going
through this, I must admit, there is a community
there the Twitter dementia community which is
absolutely wonderful, if I came up against any prob-
lem I would tweet and I would ask advice and much
better advice than you would get from anywhere
(Participant 25, Wife, aged 79).
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This exchange of advice could be empowering for
family carers and offer new strategies for managing
their caring responsibilities.

Discussion

This study explored the experiences of bereaved family
carers who had provided care to a person with dementia
at home in their last year of life. Interviews revealed that
for most, this role was emotionally, mentally, and physi-
cally overwhelming. Carers were required to complete a
range of complex care tasks including symptom assess-
ment and management, medication administration and
personal care. Many had to adopt new responsibilities
and learn new skills, whilst expressing concern that they
had received no formal training or guidance on the prac-
ticalities of physical care.

In the absence of information or instruction, it was
clear that many learnt through “trial and error, or in a
reactive way after a crisis. Both of which could be dis-
tressing for the carer and the person with dementia. Sim-
ilar findings have been reported in other studies of family
carers providing home-based end stage care to people
with cancer [34].

Family carers emphasised the importance of learn-
ing how to provide “hands on” care for the person with
dementia in the home, as well as the psychosocial and
relational aspects of care. Many stressed the need for
practical “how-to” information, such as instructions on
how to administer medications or advice on moving and
lifting the person with dementia. Incontinence care was
also highlighted as a huge obstacle to caring at home in
the last year of life. Incontinence increases the level of
dependence and is believed to place a heavier burden on
family carers of people with dementia [35]. Consequently,
it is often one of the key factors in a family’s decision to
seek a transfer to residential settings [36].

A major challenge to continence management is the
lack of evidence-based approaches or guidelines [37].
Evidence suggests that there is an over-reliance on “con-
tainment” and the use of products such as pads. This can
overshadow other critical aspects of continence care such
as addressing underlying causes and prevention. How-
ever, where continence cannot be maintained, the use of
the right products can significantly improve outcomes
and preserve the person’s dignity [38]. Many family car-
ers in this study found that they had not been provided
with good quality incontinence products, meaning they
often had to purchase expensive alternatives. This raises
questions about inequity for those who cannot afford to
pay. All family carers of people with dementia need sup-
port and guidance on how to manage incontinence and
obtain appropriate products. However, staff in all settings
often lack knowledge and training on how to manage
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incontinence well [38, 39]. This is an issue that requires
urgent attention.

Family carers also described other changes that
occurred to the person with dementia in the last few
months of life, such as loss of ambulation, pain, and dys-
phagia. They reported that they lacked basic knowledge
about such common end-of-life symptoms or conditions
and were not always aware that these were associated
with dying, admitting that they had a limited understand-
ing of the prognostic course of dementia.

Recognising when a person is dying is the crucial first
step to planning and delivering effective end-of-life care
as it allows healthcare professionals to introduce support,
discuss preferences and make advance plans [40]. How-
ever, despite wishing to care for the person with demen-
tia at home until death, family carers had received little
information about what to expect during the end-of-life
phase. As a result, many expressed that they had found
end-of-life symptoms alarming and difficult to manage.
A lack of self-confidence in their own ability to provide
adequate care, or simply not knowing what to do or
who to contact when the person with dementia’s health
deteriorated, could result in home care ceasing due to a
belief that the hospital or a care home would be better
equipped to manage their symptoms. This supports lon-
gitudinal research by [41], who found that family carers
of people with dementia felt that a lack of basic infor-
mation about the progression of the condition left them
struggling to adapt to changes and feeling ill-prepared to
manage symptoms.

Advance Care Planning (ACP) can provide people
with dementia and their family carers with anticipatory
guidance about trajectories of decline and information
about common developments associated with end stage
dementia such as incontinence, weight loss, pneumonia,
and falls [5]. ACP also encourages families to think about
future care choices and how these may be supported.
Despite efforts to increase ACP for people with demen-
tia [42], this does not always happen [43] and families
are required to make heath care decisions on behalf of
the person with dementia, which they often find difficult
[44]. In this study, family carers had to make decisions
related to transfers to hospital, nutrition and hydration,
and life prolonging treatments. All of which could be
highly emotional and impact on whether the person with
dementia could stay at home.

Decision aids are effective tools to support deci-
sion making among patients and family carers and can
improve knowledge and expectations [45]. In recent
years, a decision aid has been co-developed with family
carers, people with dementia and healthcare profession-
als to support family carers making decisions on behalf
of the person with severe dementia or those towards
the end-of-life [46]. The decision aid covers multiple
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decisions including changes in care (e.g. transitions to
hospital or care home); eating and drinking difficulties;
everyday well-being for the person with dementia; and
healthcare, tests and medication. A feasibility study [47]
found that the decision aid can reduce decisional conflict,
suggesting that it supported family carers’ confidence
and certainty about making decisions. Measures of dis-
tress and satisfaction with care were also improved. The
researchers concluded that this aid could be distributed
by GPs in consultations with family carers, for example,
supporting shared decision-making, which is a priority
for the NHS Long Term Plan [48].

While most family carers found it difficult to predict
when the person with dementia was close to death, it
must also be noted that some did recognise signs which
they believed to be indicative of the person with demen-
tia reaching the end-of-life. However, they reported
difficulties when trying to convey this information to
healthcare professionals and there was often a sense that
their knowledge was ignored or not taken seriously. This
could make them either question their own judgements
or feel like they were not being listened to, compounding
the ambiguity and uncertainty that surrounded death and
dying.

The epistemic disadvantage described above is signifi-
cant given that family carers are, by virtue of government
policy and campaigns by various organisations [49, 50]
entitled to be considered as “equal partners” in decision
making. Legislation such as the Care Act [49] in Eng-
land has been regarded as a major step forward in giv-
ing family carers parity of esteem with those they care
for and seeks to provide them with greater control and
influence over their needs. However, this study dem-
onstrates that in the context of caring for a person with
dementia at home at the end-of-life, family carers may
feel undermined by healthcare professionals. Palliative
care philosophy maintains that the patient and the family
together make up the unit of care. Putting this philoso-
phy into effect means continual commitment to ensure
that the family carer role is supported and acknowledged
by health care professionals.

One intervention which has been shown to improve
family carer support in end-of-life care is the Carer Sup-
port Needs Assessment Tool (CSNAT) intervention. The
CSNAT is an evidence-based, comprehensive measure of
carer support needs intended for use as a practice tool
in palliative home care [50]. It was designed to be incor-
porated into a process of assessment and support that is
health care practitioner facilitated but carer-led [51]. As
such, it enables family carers themselves to identify areas
in which they require more support and prioritise those
of most importance. This differs from usual practice in
which identification of carers needs are professionally led
and part of the patient assessment process. While there
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is limited evidence for its feasibility in dementia caring,
when used routinely in other carer groups such as those
looking after people with cancer and Motor Neurone
Disease [52], it has the potential to normalise support for
carers, facilitate delivery of carer-identified support likely
to improve carer outcomes, with the potential to locate
resources in a more effective manner. Therefore, it may
also be an appropriate tool when supporting family car-
ers who are supporting people with dementia.

Many family carers described being socially isolated
and admitted to feeling lonely whilst caring. Loneliness
and social isolation are increasingly recognised as impor-
tant societal challenges. Findings from empirical studies
indicate increases in loneliness and/or social isolation are
independently associated with poorer health [53]. Social
isolation is an objective situation characterised by a lack
of contact with other people and being disengaged from
groups and social activities [54]. Loneliness is consid-
ered to be a distinct concept which necessitates a sub-
jective and negative evaluation of the existing status of
one’s own social network. It is defined as “the unpleasant
experience that occurs when a person’s social network of
relations is deficient in some important way, either quan-
titatively or qualitatively [55].

It is well documented that important life transitions
that induce changes in one’s existing or desired social
relations and interactions can precipitate the onset of
loneliness. Taking on a caring role often constitutes such
a transition [56]. Over the course of their caregiving
journey, experiences of loneliness were initially linked to
the loss of the relationship to the person with dementia,
especially in spousal caring relationships. However, as
the person’s health continued to deteriorate, loneliness
became related to the restrictions that the caregiving sit-
uation imposed, as many found that they could not leave
the house. In some cases, this sense of restriction was so
intense that participants used analogies of feeling impris-
oned or being trapped.

Some family carers spoke of the benefits of using the
internet to receive support. Through social media plat-
forms, such as Facebook, and other online communi-
ties, carers exchanged information and resources across
a broad social circle and accessed advice from other car-
ers on day-to-day issues. Since the pandemic, a growing
number of older adults have taken up or increased their
use of online technology [57]. Studies have found that
these digital engagements can foster resilience and help
to reduce loneliness [58, 59]. These findings have implica-
tions that could potentially inform the co-design of inter-
ventions aimed at supporting family carers of people with
dementia at home in the last year of life.
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Strengths and limitations

Our findings support and extend the knowledge provided
by the limited number of previous studies from the UK
and wider international literature on caring for people
with dementia at home in the last year of life. While we
acknowledge that the data in this study was collected
between 2017 and 2018, it illustrates the range of diffi-
cult tasks and decisions that are required of family carers
when supporting a person with dementia at home in the
last year of life. These are challenges that may persist over
time and must be considered when guiding efforts to fill
gaps in current support systems for dementia care.

As we interviewed bereaved carers rather than those
currently supporting a person with dementia, we
acknowledge that carers may have had some difficulties
with recall. However, bereaved carers were recruited for
a number of reasons. Firstly, as illustrated in the litera-
ture, it may be difficult to ascertain when a person with
dementia is dying. Therefore, it could be more difficult
to identify someone who was caring for a person who
is dying. Secondly, it was assumed that those who have
experienced caring for someone until death would be
able to reflect on their whole caregiving journey from
start to finish. Thirdly, those who were still actively caring
may have been preoccupied with their role.

While we were not able to include extensive diversity
in terms of ethnic background, participants did repre-
sent a range of ages, socioeconomic status and living cir-
cumstances. It was not the aim that the study findings be
directly generalisable to other settings, but rather to pro-
vide in-depth insight into family carers’ experiences.

Conclusions

Family carers play a crucial role in delivering care for
people with dementia at home in the last year of life.
However, family carers’ lack of knowledge and under-
standing about the prognosis of dementia and end-of-
life symptoms, meaning that they feel unprepared and
unsupported. As the condition progresses, so too does
the family carer’s need for practical information about
what to expect at the end-of-life, how to perform physical
care tasks, how to use equipment, how to manage symp-
toms and possible emergencies, and how to access help.
Most importantly there should be guidance around real-
ising the enormity of physical care requirements when
caring at home in the last year of life.

Helping family carers to support people with dementia
at home in the last year of life requires healthcare profes-
sionals to recognise family carer expertise and empow-
ering them to share their knowledge and experience, to
jointly establish the needs of both the family carer and
the person with dementia and how these can be met.
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Appendix 1
Interview schedule

1. Could you start by describing you experience of
looking after (insert name of person with dementia).

Professional Support

— What happened when they were diagnosed?

— What support/care/services did you/they
receive when they were diagnosed?

— What support/care/services did you/they
receive as the disease progressed?

— How did you find out about these services?

— How was it funded?

Informal Support

— Did you have a good informal support network
around you (friends/family)?

— Who was coming to see you? What help were
they giving you?

— Did you ask for help? How?

— Wias it easy for you to accept help? Why?

2. When did you know that (insert name of person with
dementia) was drawing close to the end of their life?
What happened during this time?

Symptom management

— What were the PWD’s main symptoms/
problems at the end of life?

— How did you manage these? Who advised you?

— What were his/her main needs during this
time?

— What types of care did you have to provide?

Equipment & Alterations to home

— What type of equipment did you have? Was it
useful? Who provided/funded it?
— Did you make any alterations to your home?

3. What made you decide that you wanted to keep
(insert name of person with dementia) at home
during the last phase of their life?

— What types of support were offered to you and
(insert name of person with dementia) during this
time?

— Did you receive any funding?

— How effective was that support?

— What was good about it?

— What was not so good?
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4. What were the main challenges of providing care at
the end of life?

— Why do you think that it was difficult for you?
5. What helped you to cope during this time?

— Who/What was there to support you?
— Why do you think this was helpful?

6. What else could have been done to support you and
(insert name of person with dementia) at the end of
their life?

7. Is there anything else that you would like to add that
you think might be relevant?
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