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What is already known about this topic?

•• End-of-life care for people with dementia is often inadequate and requires improvement.
•• The views, wishes and preferences of people with dementia are poorly understood, and family carer perspectives are 

under-researched.

What this paper adds?

•• People with dementia and family carers do not always share views on what is key to achieving good end-of-life care.
•• The views of people with dementia and family carers do not always accord with professional consensus on optimal end-

of-life care.
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Abstract
Background: In recent years, UK policy has increasingly recognised the importance of end-of-life care in dementia. While professional 
consensus on optimal palliative care in dementia has been reported, little is known about the perspectives of people with dementia 
and family carers.
Aim: To compare the views of people with dementia and family carers of people with dementia (current and recently bereaved) on 
optimal end-of-life care.
Design: Qualitative interviews (32) and a focus group were conducted. Data were thematically analysed.
Setting/participants: Participants comprised people with early stage dementia, living at home in the north-east of England (n = 11); 
and current and bereaved carers (n = 25) from six services providing end-of-life care in England.
Findings: Seven areas were identified as important to end-of-life care for people with dementia and/or family carers. People with 
dementia and carers expressed the need for receiving care in place, ensuring comfort and a skilled care team. However, they disagreed 
about the importance of planning for the future and the role of families in organising care and future decision-making.
Conclusion: Further comparison of our findings with expert consensus views highlighted key areas of divergence and agreement. 
Discordant views concerning perceptions of dementia as a palliative condition, responsibility for future decision-making and the 
practical co-ordination of end-of-life care may undermine the provision of optimal palliative care. Professionals must explore and 
recognise the individual perspectives of people with dementia and family carers.
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Implications for practice, theory or policy

•• Practitioners need to find ways of improving understanding of dementia as a palliative condition. This will enhance the 
relevance of advance care planning for people with dementia and family carers.

•• Practitioners should explore assumptions about decision-making towards the end of life to highlight and address any 
tensions between people with dementia and family carers and to increase carer confidence in decision-making and avoid 
additional burden and anxiety.

11 Domains of palliative care for dementia 

1. Applicability of palliative care
2.  Person-centred care, communication and shared 

decision making
3. Setting care goals and advance planning
4. Continuity of care
5. Prognostication and timely recognition of dying
6.  Avoiding overly aggressive, burdensome or futile 

treatment
7.  Optimal treatment of symptoms and providing com-

fort
8. Psychological and spiritual support
9. Family care and involvement
10. Education of the health care team
11. Societal and ethical issues

Figure 1. European Association for Palliative Care (EAPC) 11 
domains of palliative care for dementia.5

Introduction

Our rapidly ageing populations are leading to more people, 
globally, living with age-related illnesses like dementia, 
causing considerable concern for future health and social 
care provision.1 Policy on dementia care has tended to 
focus on ensuring people maintain quality of life and ‘live 
well’ with the illness through earlier diagnosis and inter-
vention. The importance of improving care towards and at 
end of life for older people in general,2 and especially 
those with dementia, is increasingly recognised.3–6 
Research evaluating the organisation and provision of end-
of-life care for people with dementia and their families 
gives cause for concern in terms of the quality and nature 
of such care.7–10

In principle, good end-of-life care is supported by indi-
vidualised care planning which reflects the needs and 
wishes of the dying person and those important to them. 
However, people with dementia may not view future care 
planning as a priority11 and may be excluded from deci-
sion-making and experience limited agency in securing 
good end-of-life care.12 Currently, very few people with 
dementia die at home or with hospice care, with the major-
ity dying in care homes and in acute hospitals.13 This sug-
gests that many people with dementia do not die in their 
preferred place of care and highlights the need to increase 
agency and act on, as well as elicit, preferences for end-of-
life care.12

Increasing cognitive impairment and decreased ability 
to communicate as dementia becomes more severe, means 
it is important to ascertain a person’s views about their 
future care in the earlier stages of the illness.14 In practice, 
this rarely occurs, since health professionals struggle to 
find the ‘right time’ to initiate such discussions.15 
Discussing future care is further complicated by the fact 
that people with early stage dementia often prefer to con-
centrate on living in the present rather than planning 
ahead.11 When discussions are delayed until the more 
advanced phase, professionals may place greater emphasis 
on physical and clinical issues, rather than individual val-
ues and preferences.16

A Delphi consensus of 64 expert professionals (health 
professionals and researchers) specialising in palliative 
and/or dementia care from 23 countries, identified essen-
tial domains for good-quality palliative care in dementia5 

(Figure 1). Subsequent research confirmed the importance 
of optimal treatment of symptoms to provide comfort; 
family involvement; and optimal communication and 
shared decision-making; to practitioners.17

Little research to date has explored the views of people 
with dementia on end-of-life care.18–20 There is also a lim-
ited understanding of family carer perspectives,8,21,22 with 
their views often sought retrospectively in the post-
bereavement period.23 The 2016 World Alzheimer’s Report 
recommended the urgent need to explore the perspectives 
of people with dementia to better inform care management 
and service delivery.24 The aim of this study was to inves-
tigate the views of people with dementia and the views of 
family carers of people with dementia (both current and 
recently bereaved carers) on factors important to them 
regarding care towards and at end of life.

Methods

A qualitative approach was adopted to explore the views 
of people with dementia and family carers about end-of-
life care. This was underpinned by a social constructivist 
epistemological stance.25 The reporting of our research 
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is consistent with relevant guidance on reporting qualita-
tive research.26 All data were collected between January 
and December 2015. Figure 2 summarises the process of 
recruitment.

People with earlier stages of dementia (diagnosis in the 
past 3 years and/or, where available, a Mini Mental State 
Examination score of >20) were recruited via the local 
clinical research network and a national voluntary registry 
to participate using Q-sort methodology to seek their 
views on factors important to them in end-of-life care. 
The full methods and findings of this are published else-
where.27 However, to explore in-depth responses and bet-
ter understand their views on a broader range of aspects of 
end-of-life care, additional face-to-face, qualitative inter-
views were conducted by M.P. immediately after comple-
tion of the Q-sort. Written consent was obtained from all 
participants.

The interviews and focus group with carers explored 
experience of services, care needs and components of 
good end-of-life care. Separate interview schedules were 
developed for current and bereaved carers. All participants 
were given the option to be interviewed either in their own 
home, at the care service, or at the university. The inter-
views with people with dementia and current carers 
explored mainly hypothetical views about end-of-life care, 
while those with bereaved carers considered personal 
experiences of palliative care. Interviews were conducted 
by C.B., R.P.L., E.M. and M.P.

Data were audio recorded, transcribed and anonymised 
before analysis. Each participant was assigned a unique 
numeric identifier, used to identify quotations. For current 
and bereaved carers, the type of service from which they 
were recruited is also indicated.

A thematic approach to analysis was adopted.28 Initially, 
individual researchers (E.M. and M.P.) read and re-read a 
selection of transcripts to become familiar with the data. 
The researchers noted areas of interest and potential 
themes independently, compared ideas and discussed these 
in workshops (C.B., C.E., R.P.L., E.M., M.P. and L.R.). 

Following discussion of emergent themes, we applied the 
thematic framework to further transcripts and discussed 
collectively in a subsequent data workshop. Once the 
framework was agreed, this was applied to all transcripts. 
This inductive process enabled identification of the most 
salient points from the data. E.M. and M.P. wrote narrative 
summaries to explore emergent themes in more detail by 
considering the summaries alongside existing theory and 
literature. This enabled us to compare how these comple-
mented existing ideas or were unique to our research. Data 
saturation was reached during analysis when no new 
themes emerged from the data.

Findings

In total, 11 people with dementia and 25 family carers par-
ticipated in the study (see Figure 3). People with dementia 
and family carers were not family dyads.

Our findings highlight seven aspects core to the provi-
sion of good-quality care towards and at the end of life (see 
Table 1). Views and preferences varied both within and 
between people with dementia and family carers. In gen-
eral, both groups emphasised the importance of remaining 
in their preferred place of care and ensuring comfort and 
minimising distress. In contrast, people with dementia and 
family carers disagreed on the importance of future care 
planning, who was responsible for decision-making, the 
co-ordination of end-of-life care and the core competen-
cies and skills needed by care providers to deliver good 
end-of-life care.

Being cared for ‘in place’

Most participants with dementia wished to stay at home 
for as long as possible. Some conceded that their declining 
health might require full-time institutional care; however, 
others did not consider this inevitable and hoped to remain 
in their own home for end-of-life care with appropriate 
support:

11 people with dementia:
• Early stage 
• Convenience sample recruited via local Clinical Research Network and national register 
•  Participated in Q-sort exercise with additional open-ended interview questions (range of 4 – 45 minutes)

25 family carers:
•  Convenience sample recruited from six participating services in England (Specialist dementia EMI; supported living; 

group living; standard nursing/residential care)
• Approached by service staff to participate
• Did not participate in Q-sort exercise
• 21 took part in a semi-structured qualitative interview (range of 26 – 72 minutes)
• Four family carers requested to take part in a focus group (1 hour 17 minutes)

Figure 2. Recruitment of participants.
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Table 1. Comparison of views on core aspects of end-of-life care.

Theme Pwd view Carer view EAPC domain – expert view Agreement/tensions

Being cared for ‘in 
place’

Essential Essential  2.  Person-centred care, 
communication and 
shared decision-making.

 4.  Continuity of care.

All in agreement (2 and 4)

Being comfortable 
at the end of life

Essential Essential  7.  Optimal treatment of 
symptoms and providing 
comfort.

 8.  Psychological and 
spiritual support.

All in agreement (7 and 8)

A skilled care 
team

Essential Essential  2.  Person-centred care, 
communication and 
shared decision-making.

10.  Education of the 
healthcare team.

11.  Societal and ethical 
issues.

All in agreement (2, 10  
and 11)

Making future 
plans: importance 
and value

Importance unclear 
and little value 
attached

Some importance and 
value attached to making 
specific types of plans

 3.  Setting care goals and 
advance planning.

 6.  Avoiding overly 
aggressive, burdensome 
or futile treatment.

Tensions between views of 
people with dementia and 
carers (3). Additional tension 
with expert view concerning 
importance of making future 
plans (3 and 6)

Faith in family 
members

Expectation/
assumptions that 
family will do this

Family feel poorly 
equipped

 2.  Person-centred care, 
communication and 
shared decision-making.

Tensions between views of 
people with dementia and 
carers (2). Additional tension 
with expert view and the 
assumption that preferences 
are shared (2)

Trust in 
professionals

Prioritised ability 
to make medical 
decisions

Prioritised ability to make 
decisions about daily care

10.  Education of the 
healthcare team.

Tensions between views of 
people with dementia and 
carers, but agreement with 
expert view (10)

Fitting care 
together: co-
ordination and the 
role of families

Expectations/
assumptions that 
family will do this

Family feel poorly 
equipped

 2.  Person centred care, 
communication and 
shared decision-making.

 9.  Family care and 
involvement.

Tensions between views of 
people with dementia and 
carers (9). Additional tensions 
with expert view, contingent 
on families being adequately 
supported (2 and 9)

Pwd: people with dementia; EAPC: European Association for Palliative Care.

People with dementia (11)
• All lived at home
• Female (4), male (7)
• Living with spouse (8), living alone with no support (2), living alone with support (1)

•  Carers (25) - Current carers (11), Bereaved carers (14), Husbands (2), wives (8), siblings 
(2), adult children (12), other relatives (1). 

Interviews with 21 carers (9 bereaved and 12 current)
Focus group with 4 carers (2 current and 2 bereaved)

Figure 3. Summary of participants characteristics, n = 36.
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I would like to have my end of life care at home, all of it if 
possible […] I think I’d like to stay at home if possible, I think 
my wife would like me to stay at home as well if I can. (Person 
with dementia, 8)

Regardless of whether the person with dementia lived at 
home or in a care home, all carers preferred their relative to 
remain in place rather than be admitted to hospital for end-
of-life care. Hospitalisation was perceived to cause distress 
and upheaval for the person with dementia due to the unfa-
miliar environment and people. To facilitate continuity of 
care, many carers welcomed the opportunity to make appro-
priate plans to prevent unnecessary hospital admission:

I sort of agreed with everybody here and the GP that if at all 
possible there would be no hospitalisation again ‘cause I 
personally felt she got far better care here, than she would get 
in hospital. I mean I’m not criticising the hospital, I just think 
places like this are better set up for caring than a hospital ward 
is and it seemed to me she was far less disturbed by being here 
with the people around her that, she kind of recognised. 
(Bereaved carer 1, Supported living service 2)

When hospital admission was unavoidable, carers often 
emphasised the importance of the person with dementia 
returning to their usual place of care as soon as possible. 
This could be facilitated by communication between fami-
lies, care home staff and hospital practitioners:

I said ‘my mother’s 97, she can’t recover, she’s had a fantastic 
life full of love, she loved her children, she loved her family, 
I said and she’s going back to where she belongs’ […] ‘my 
mother isn’t going to live longer than three days, you’ve told 
me that, so she’s not going in the ward’ – so then they had 
consultation and they rang (care home) and the home backed 
me, they said, ‘This is her home, she’s coming home, to die’. 
(Bereaved carer 3, Supported living service 2)

Being comfortable at the end of life

Our findings indicate that people with dementia and carers 
considered being comfortable and pain-free as essential to 
good end-of-life care. They saw this as a basic requirement, 
readily achievable by carers attending to the ‘little things’:

The key things for Mum is just for her to be kept clean, 
comfortable, pain free, and not distressed. And you know, I 
think that’s quite easily achieved. (Current carer 1, Specialist 
EMI service 2)

… I think the pain relief, pain management, one of the most 
important things when you’re getting towards the end. In my 
own opinion, I’d rather have the pain decrease, even if it meant 
that I was going to live shorter. (Person with dementia, 8)

Although generally there were assumptions that ensur-
ing comfort should be a standard competency in generalist 

staff providing end-of-life care, one carer recognised the 
role of specialist services in achieving this:

I wouldn’t like him to suffer that’s one thing I wouldn’t like, 
that’s where the palliative nurses come in isn’t it. (Current 
carer 4, Residential/nursing home 1)

In addition to physical comfort, both people with 
dementia and carers also took a holistic view of comfort 
and agreed on the importance of psychosocial elements 
such as emotional comfort, compassion and spirituality:

There’s more to it than just being a medical aspect being 
considered. Its welfare and compassion and all the factors like 
that. (Person with dementia, 3)

Whereas people with dementia often considered care 
staff to be responsible for practical aspects of comfort and 
care, family were commonly viewed as the main source of 
emotional support. The desire for family to be with them at 
the end of life was frequently expressed. Although family 
carers wished to be present at the end of life, they also 
valued the important role that care staff could play in pro-
viding emotional support to people with dementia. 
Bereaved carers drew comfort from knowing that staff 
attended to psychosocial as well as physical needs:

I think to me as long as I’ve got [husband], as long as we’re 
together that’s all that matters to me. (Person with dementia, 5)

... she [staff carer] spent two or three hours every night reading 
the bible to my mother […] they were looking after her, they 
kept making sure she was comfortable, they kept moistening 
her face… and going in all the time and talking to her. 
(Bereaved carer 3, Supported living service 2)

A skilled care team

People with dementia and carers agreed that the delivery 
of good-quality end-of-life care required well-trained 
staff; however, they recognised the difficulties of achiev-
ing this in the context of limited resources and challeng-
ing conditions:

… the salary that the carers get isn’t enough, for the work they 
do, they’re on minimum wage I think … and they’re long 
hours … you’re on the go all the time, I wouldn’t like their 
job. (bereaved carer 2, Supported living service 2)

Being skilled in basic elements of care such as feed-
ing and medication was seen as essential. People with 
dementia, in particular, assumed that staff would be suf-
ficiently skilled to deliver these fundamental aspects of 
end-of-life care:

I would expect that to happen [recognising pain and distress] 
as a matter of course. (Person with dementia, 7)
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In addition, people with dementia and carers considered 
it necessary for staff to be trained and skilled in the deliv-
ery of individualised and person-centred care. While peo-
ple with dementia often expected staff to be able to 
instinctively provide such care to all, family carers recog-
nised the need to develop relationships in order to be able 
to provide individualised care:

Compassion is automatic surely. (Person with dementia, 1)

They liked him they loved him even, they were fond of him 
and they cared for him as somebody they were fond of. They 
responded to his needs. (Bereaved carer 3, Supported living 
service 1)

People with dementia and carers also recognised that 
staff providing end-of-life dementia care should have addi-
tional or specialist training to ensure a good standard of 
care. Such specialism was considered necessary to meet 
needs particular to dementia at end of life:

So I think it’s imperative that the training standards for people 
who work with Alzheimer’s have extra input. (Person with 
dementia, 11)

Making future plans: importance and 
value

Discussing and planning future care was one area where 
considerable tensions existed between the views of peo-
ple with dementia and family carers. However, current 
and bereaved carers also tended to have differing views 
on the value of planning ahead. People with dementia 
commonly reported they had already made adequate 
arrangements for their end-of-life care, often alluding to 
having their ‘affairs in order’. However, further investi-
gation revealed that people tended to focus on practical 
post-death arrangements such as wills, finance and 
funeral arrangements rather than specifics of their daily 
care towards end of life:

Yeah, well everything is all sorted so it’s everything is done, 
so if I pass away then everything is sorted. (Person with 
dementia, 10)

Her only wishes were we weren’t to make any fuss and that 
she was to be cremated not buried, […] obviously she was 
insistent that she made a will, […] she was a very practical 
lady really. So, she saw to the practical things […] but, no I 
can’t say we did really talk about end of life care, no. 
(Bereaved carer 1, Supported living service 2)

Such plans were often regarded as complete, with no 
need to revisit or amend them in the future. Furthermore, 
people with dementia were often unaware of other plans, 
especially related to their health and future care, which they 

could put in place. One notable exception was a person 
with dementia who had previously worked in dementia 
care (person with dementia, 12) and was fully aware of the 
need to include these areas in their detailed care plan:

We’ve got a will made out, for me and [Wife] like, but I don’t 
know what, what we could do other than that like. (Person 
with dementia, 3)

So I was thinking, well I’ve done all this, but I hadn’t in a 
sense. The care plan, all I did for the care plan part- I did my 
end of life, but the care part is like my medication, injections, 
and how I like to drink water. (Person with dementia, 12)

As future plans primarily related to financial and funeral 
arrangements, some participants did not see the value of 
sharing this ‘private’ information with care providers. 
Instead, these plans were informally discussed with trusted 
family members, were frequently undocumented and ran 
the risk of not being legally recognised. Furthermore, mis-
understanding around end-of-life care planning meant 
responsibility for planning was often considered personal. 
For those individuals, the involvement of care providers 
was not considered legitimate and potentially intrusive:

IV:  Well, I’ll have a plan myself…But it might not involve 
any medical people or care people.

I:  Right, so it might not be a formal, written down one.
IV:  Formal – no but I’ll have a good idea what I want to do.
I:  …And how will you let others know?
IV:  I’ll discuss it with my wife. (Person with dementia, 8)
I:   And, how would you feel if staff at [service] asked you 

about, wishes about end of life and things like that?
IV: Well they cannot it’s not their job.
I:  You don’t see that as their job, to be planning ahead?
IV:  It’s what I said … I don’t think it’s got anything to do 

with them, because I mean it’s something between you, 
the family. (Current carer 2, Residential/nursing home 1)

In addition, neither group seemed to understand demen-
tia as a palliative condition. This included bereaved carers 
who attributed death to a general physical and mental 
decline, usually related to other co-morbidities, rather than 
recognising dementia as a terminal illness:

… the GP had been and the carers told me that, you know, this 
was looking like the beginning of the end and then he steadied 
a bit, he didn’t get better, but he levelled out a bit, so that 
prolonged things […] Just a general deterioration. (Bereaved 
carer 3, Supported living service 1)

This impacted on the perceived value of making future 
plans and the preparedness of people with dementia and 
families to have timely discussions concerning prognostica-
tion and planning. Predictions about death were not influ-
enced by the diagnosis of dementia; therefore, a dementia 
diagnosis may not drive the need for planning end-of-life 
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care in the same way as other conditions which are com-
monly understood as terminal, for example, cancer:

Well you can’t plan – for something in place when you don’t 
know when you’re going to die. (Person with dementia, 3)

In addition, some people with dementia preferred to 
focus on their current situation and capabilities and not on 
future decisions which they found upsetting. Some carers 
also found looking towards the future challenging. In the 
quotes below, participants distance themselves from end of 
life, hinting at the desire to consider end of life as a future 
matter:

… I can’t relate to it [EoL]. […], I’m fit and well. (Person 
with dementia, 12)

It’s [EoLC], quite a difficult subject to talk about, isn’t it? […] 
I suppose, the nearer you get to being in that situation more 
questions you, you could think of (Current carer 1, Residential/
nursing home 1)

Although family carers similarly struggled to see the 
value of planning for the future in the abstract, they often 
responded positively to specific aspects of healthcare plan-
ning such as Do Not Attempt Cardiopulmonary 
Resuscitation (DNACPR). This suggests it may be easier 
for people to establish what they do not want when faced 
with clearly defined choices rather than trying to plan for a 
multitude of unknown potential eventualities. Carers often 
expressed strong feelings about resuscitation, fearing that 
this could have damaging short- and long-term conse-
quences for the person with dementia:

Obviously, if it’s a chest infection, whatever, antibiotics, but 
other than that, you know, it’s do not resuscitate. She’s 92. 
She has, really, no quality of life. We don’t want to lose her, 
but we don’t want her to live in any worse situation than she’s 
in. (Current carer 1, Specialist EMI service 2)

Faith in family members

In relation to the previous section on planning, our find-
ings indicate that sharing wishes and preferences for end 
of life does not routinely happen in many families. In 
addition, people with dementia and family carers may 
place different values on the importance of sharing vital 
information to inform decisions at end of life. People with 
dementia may encounter a long phase in which their abil-
ity to express their wishes and preferences is compro-
mised, in comparison with other palliative conditions. 
Therefore, dependency on others to fulfil their wishes 
may be particularly strong.

People with dementia often assumed that their families 
would already know their values and wishes and automati-
cally fulfil an advocacy role for them if they became 

unable to communicate their preferences. This presumed 
knowledge was based on long-standing familial relation-
ships, in which people with dementia often described put-
ting their trust and faith in family. Such trust was often not 
formalised by people with dementia, although a small 
number had established Lasting Power of Attorney (LPA), 
thus legally devolving responsibilities to others:

I would have faith in what they [family] are doing. It’s as 
simple as that. I know my family very well, yeah. (Person 
with dementia, 7)

I’ve done the things that I should do. You know, I’ve made a 
will and I’ve done the power of attorney, or it’s well on the 
way. (Person with dementia, 12)

Despite expressions of confidence from people with 
dementia that families would uphold their wishes, carers 
often felt that they had not explicitly discussed wishes and 
preferences with their relative. Thus, carers frequently felt 
inadequately equipped to advocate care preferences, even 
in close- and long-established relationships. This was a 
source of distress to families who felt under pressure to 
make the right choices and generated concern around the 
amount of ‘guess-work’ families may be faced with when 
trying to make decisions on their relative’s behalf:

I mean I’ve known him since I was 18…and I’m 78 now. […] 
we never ever talked about dying … now I wish we had done 
… it’s a funny thing you know, it is because if me and 
(husband) had discussed it I would say ‘right I’m doing his 
wishes’ but now I don’t know. (Current carer 4, Residential/
nursing home 1)

Although some carers appreciated the value of docu-
menting the person with dementia’s wishes and preferences 
to ensure they made the right choices on their relative’s 
behalf and also to provide them with peace of mind, several 
carers felt that they had missed the chance to have such dis-
cussions and expressed regret at this lost opportunity:

But like I say, we didn’t ever have that discussion, ‘cause we 
didn’t think it [dementia] would happen to her, and by the 
time things started to happen, it was too late. (Bereaved carer 
1, Specialist EMI service 2)

Trust in professionals

Many of the people with dementia and family carers in this 
study believed practitioners to be eminently capable of and 
better equipped for making decisions concerning end-of-
life care than themselves. They often felt that healthcare 
professionals would have a better understanding of the 
needs of the person with dementia, and therefore would be 
able to make important decisions concerning treatment 
and care at end of life. Thus, the confidence that people 



8 Palliative Medicine 00(0)

with dementia had in their families to make decisions on 
their behalf also extended to healthcare practitioners, par-
ticularly around medical decisions:

Just leave them [healthcare staff] to get on. [with medical 
decisions at end of life] […] the longer you can keep it in their 
hierarchy the more success you’re likely to have really. Is my 
view. (Person with dementia, 6)

People with dementia expected healthcare profession-
als to be knowledgeable and experienced when making 
care decisions. This trust in healthcare professionals 
appeared in part to stem from concerns that they would no 
longer be competent enough to make their own choices 
due to cognitive deterioration. However, some thought 
healthcare professionals should act in an advisory, rather 
than decision-making, capacity:

Because I think my choices for me care can’t always be 
respected if it’s not, the people concerned know it’s not good for 
me. […] because naturally people who are working with people 
that, that’s had things like I have, and they know how to deal 
with it better than you do yourself. (Person with dementia, 5)

At least they [healthcare staff] give you help and advice, as to 
what’s the best way to go. But at the end of the day, it’s up to 
the individual as to what… if they want any further medical 
treatment or not. (Person with dementia 8)

While carers expressed confidence in professionals and 
care staff to make important decisions regarding end-of-
life care, they tended to focus decision-making in the 
delivery of daily care rather than specific medical deci-
sions. They trusted that current good care would continue 
as needs changed and end of life approached:

I think [care home] will go out of their way, and I think they 
will, but where my mum’s concerned, because of the way they 
treat her now, I know for a fact that if we come to that [end of 
life care], I know for a fact she’ll be well looked after. (Current 
carer 7, Residential/nursing home 1)

… care plans have to be changed constantly to like what’s 
going on. […] They [service staff] were right on top of that 
stuff. I mean…I wasn’t reading it. I was just signing it come 
the end. ‘Cause, you had the confidence in the staff to know 
what was what, and they would just sort it out, you know. 
(Bereaved carer 2, Supported living service 1)

Fitting care together: co-ordination 
and the role of families

Tensions between the views of people with dementia and 
carers also existed around the organisation of practical 
care at end of life. In addition to upholding their prefer-
ences and wishes and making important decisions, people 

with dementia also trusted that their families would be able 
to provide or arrange practical aspects of care as they dete-
riorated and their needs changed. This included working 
with services to ensure plans were enacted:

…the youngest one [daughter] […], she is spot on and sharp 
and, and she would make sure I should, would have help. She 
is already looking after my affairs. (Person with dementia, 1)

So it’s good to have the plan, but I also think you need the 
backup of your family, to see that the plan is implemented to 
its best outcome. (Person with dementia, 11)

Although carers wished to achieve this, some described 
encountering a range of organisational barriers to co-ordi-
nating good end-of-life care. These included navigating 
complex systems to access continuing healthcare funding, 
pressure from service providers to move their relative into 
institutional care and co-ordinating care providers from 
different services. These challenges were more apparent 
when trying to co-ordinate services to enable people to die 
in their own home:

The hardest part is actually trying – cos you end up the hub at 
the middle that’s trying, in areas that you don’t know what 
you’re doing anyway, but trying to get it all to fit together. 
(Bereaved carer 2, Supported living service 1)

Bereaved carers faced many practical and emotional 
aspects of care to manage at a time when they were poten-
tially vulnerable. Some carers described the continued 
need for support in the co-ordination of care in the period 
soon after death. Examples included care staff carrying out 
practical tasks such as making phone calls to relatives and 
assisting with funeral arrangements. As well as reducing 
burden for newly bereaved carers at the beginning of the 
grieving process, this practical support also provided some 
emotional comfort:

… another friend was coming that afternoon and so [Manager] 
made that phone call for me, and I think she also phoned 
[Husband]’s brother and he came straight away and also our 
very good friends [name], [Manager] made that phone call, so 
they were very good, you know, they did all the practical 
things, so that all worked out well. (Bereaved carer 3, 
Supported living service 1)

Discussion

Exploring the views of people with dementia and family 
carers on end-of-life care identifies important shared and 
divergent views. People with dementia and family carers 
agreed that maintaining preferred place of care, ensuring 
comfort and the provision of skilled professional carers 
were important. However, a key inconsistency lay in the 
expectations of people with dementia that their families 
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would be sufficiently confident and knowledgeable to act 
on their behalf while carers felt poorly prepared to fulfil 
this role.

Having a professional consensus framework on factors 
contributing to the delivery of optimal end-of-life care for 
people with dementia is key to informing policy and prac-
tice. However, our study highlights the need to incorporate 
the perspectives of people with dementia and family carers 
into such recommendations, in order to ensure that such 
care is both person-centred and of optimal quality.27 
Comparisons of the views of people with dementia and 
family carers with expert professional consensus views,5 
highlighted interesting areas of agreement and discordance 
which have important implications for practice (Table 1).

In comparing the findings of our research with profes-
sional consensus, a key difference emerged around under-
standing of dementia as a palliative condition. As 
demonstrated through their perspectives on planning for 
the future, many people with dementia and carers did not 
recognise dementia as a palliative condition. This is unsur-
prising when, at both a policy and professional level, end-
of-life care in dementia has been neglected.29 In contrast, 
the professional view emphasises the applicability of a pal-
liative care approach towards dementia care throughout 
the disease trajectory (domains 1, 5 and 11). These differ-
ent perspectives on dementia as a palliative condition are 
likely to contribute to the contrasting views expressed 
regarding the value and relevance of planning ahead. 
While the professional view highlights the need to set care 
goals and engage in proactive advance planning (domain 
3) and to avoid overly aggressive, burdensome or futile 
treatment (domain 6), people with dementia and family 
carers found it difficult to engage in such discussions in the 
abstract, particularly at earlier stages in the illness.

Further comparison with the professional view indi-
cated subtle but important differences in emphasis even 
where there was broad agreement on important compo-
nents of end-of-life care. For example, in relation to conti-
nuity of care, people with dementia and family carers 
particularly emphasised the importance of maintaining 
their preferred place of care. The professional consensus 
focused instead on the importance of un-interrupted care 
even when transfers occur between settings, assisted by 
communication between caregivers (domain 4).

Similarly, the importance of skilled and competent staff 
in the delivery of good end-of-life care was emphasised by 
people with dementia and carers in this research and the 
expert consensus view (domain 10). While the consensus 
view takes a broad view which encompass needing the 
skills to meet domains 1 to 9, our findings emphasise the 
skills which are specifically important to people with 
dementia and family carers.

Timely discussion of the person with dementia’s views 
on future care was identified as a challenging area to enact 
in practice. Research has shown that older people tend to 

focus on the post-death period such as making funeral 
plans,18,30 rather than on the nature of their care prior to 
death. Older people in care homes, who are more likely to 
have cognitive impairment, often considered that their 
affairs were ‘sorted’ and ‘in order’.20 People with dementia 
in this study shared these perspectives on planning ahead 
and additionally assumed that their family carers would 
intuitively know their wishes. Although carers were more 
receptive to the concept of planning ahead, they felt 
uncomfortable and/or ill-prepared to undertake such 
responsibility and only with hindsight, often recognised 
that such planning would have helped with difficult end-
of-life decisions.31 Worryingly, many healthcare profes-
sionals also feel equally ill-equipped to initiate future care 
planning conversations,11,32 especially in a proactive, 
rather than reactive, manner.33 In theory, advance care 
planning is seen as fundamental to good palliative care, 
particularly in dementia, where capacity to make decisions 
may be compromised. There is, however, limited evidence 
showing any significant difference to either patient/carer 
outcomes and/or resource use.34 Although a recent system-
atic review has revealed it may be potentially cost effec-
tive.35 In view of the many challenges identified in 
implementation, previous studies have shown there may 
be a need for staff with specific expertise in this area to 
ensure timely discussions and their outcomes are accu-
rately documented and disseminated.5,6

Previous research has highlighted concerns about a lack 
of co-ordination of care at end of life for people with 
dementia.9,19,24 This contrasts markedly with the expecta-
tions of people with dementia in our study who were con-
fident that an overall good standard of future care would 
be delivered, but concurs with the experiences of bereaved 
carers. The confidence of people with dementia in their 
families’ ability to co-ordinate and manage their care is at 
odds with carers’ real-life experience of needing, and 
sometimes failing to receive both practical and emotional 
support from professionals. In the United Kingdom, spe-
cialist palliative care nurses are a core component of usual 
cancer care and are often involved with a person with can-
cer from the point of diagnosis, supporting both the patient 
and their families. Similar specialist dementia nurses, for 
instance, Admiral Nurses, exist, but are not a core part of 
usual care and thus not widely available.36

Internationally, there have been calls for a greater 
involvement of specialist palliative services in the care of 
older people with non-malignant conditions, but there is a 
lack of clarity on how to provide such care in light of our 
ageing populations and on whether a traditional hospice 
approach is appropriate.2,14 A recent UK study suggested a 
model of short-term, integrated palliative care, facilitated 
by a key worker, through usual care services;37 although a 
lack of evidence of the effectiveness of palliative care 
assessments in dementia may hinder such future innova-
tive models.2,14
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Positive experiences and relationships with healthcare 
providers have been identified as vital to the experience of 
good end-of-life care in dementia.8,24,38,39 However, nega-
tive factors also impact on care quality.38 Interestingly, 
people with dementia were confident that their future care 
providers would be both professionally competent and 
innately compassionate to deliver end-of-life care. Family 
carers highly valued a person-centred approach to care, but 
recognised that compassion was not always standard. In 
the United Kingdom, medical training in dementia is very 
limited at an undergraduate level.40,41 Family doctors, the 
main healthcare providers at the end of life, lack both 
knowledge and confidence in providing care in general to 
people with dementia,42 although this may be improving.43 
It would appear that additional support and/or training is 
still required in certain challenging areas such as discuss-
ing the palliative nature of dementia, planning ahead for 
future care and providing both emotional and practical 
support to families.

Strengths and limitations

Our interviews with people with dementia were conducted 
after they had undertaken a Q-sort exercise in which they 
ranked 24 pre-generated statements about end-of-life care. 
Participation in this exercise appeared to facilitate the 
interviews and may have helped to set the scene to further 
explore their personal views in more detail. However, top-
ics discussed during participation in the Q-sort exercise 
may have influenced responses. Also, we cannot assume 
that the views of people in the early stages of dementia 
accurately represent those in the more advanced stages of 
the condition. Qualitative interviews are inappropriate for 
seeking the views of people with advanced dementia.44 We 
decided, therefore, to focus on people with earlier stage 
dementia to maximise the quality and trustworthiness of 
the data.

Although death is not a taboo subject for people dying 
with dementia,18 those participating in this research did not 
consider themselves to be approaching the end of life and 
thus were discussing this aspect of care from a hypothetical 
perspective. However, with few exceptions, people with 
dementia could consider their future possible needs, 
although this may be dependent on different hypothetical 
health states.45 People with dementia were recruited from 
the community, and from one area of England, rather than 
through healthcare services. Therefore, the views of people 
with dementia living in residential care or people with 
dementia without family carers and regional variation were 
not captured. In addition, the results could not be cross 
checked in family dyads and the impact of gender issues 
were not explored. Consequently, these limitations may 
impact on the generalisability of the findings to more diverse 
populations. However, despite these limitations, this study 
addresses a critical research gap by directly seeking the 

views of people with dementia themselves on end-of-life 
care rather than only seeking a proxy view from relatives 
after death,23,46 or relying on interpretations represented by 
family caregivers,47 which may be misinterpreted.

Seeking the views of both current and bereaved carers 
provided a more balanced perspective between expecta-
tions and experience of end-of-life dementia care. 
Bereaved carers openly discussed end-of-life care; how-
ever, a small number of current carers struggled to engage 
in discussions around end-of-life care. These carers found 
it difficult to think about the death of their relative. 
However, it has been suggested that research participation 
may open up opportunities for such discussions to begin in 
real life.30

Implications for policy, future practice and 
research

End-of-life care for people with dementia has been 
neglected at both a policy and professional level.29 Our 
study identifies key divergent perspectives of people with 
dementia and family carers on factors contributing to opti-
mal end-of-life care. It also highlights important discrep-
ancies between the perspectives of people with dementia 
and family carers and the published consensus views of 
professionals. Policy and practice must, therefore, reflect 
the varied perspectives of different stakeholder groups. 
People with dementia were confident that their families 
would co-ordinate and manage their care as required; how-
ever, carers found this difficult in practice. While in the 
United Kingdom, cancer patients have access to specialist 
nurses from the point of diagnosis, who can assist with co-
ordinating care, similar specialist dementia nurses 
(Admiral Nurses) are not a core part of usual care and thus 
not widely available.36

Our study identifies specific areas where additional 
resources, support or training may be required to improve 
the delivery of better quality care towards and at the end 
of life for people with dementia. Examples include better 
education for people with dementia and families about 
dementia and its prognosis;48 involving palliative care 
expertise earlier in the dementia pathway,37 especially in 
terms of emotional support around making difficult deci-
sions;17 and developing a specialist dementia nurse or 
‘care co-ordinator’ to address the areas of particular dif-
ficulty identified by this study.49 We suggest that further 
research is needed to (1) identify how best to seek the 
views of people in different stages of dementia about such 
a sensitive and potentially distressing topic as end of life, 
(2) explore approaches to improve understanding of 
dementia as a palliative condition with people with 
dementia and family carers and (3) determine how inter-
ventions such as advance care planning can be more 
appropriately and effectively integrated into usual  
dementia care.
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