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Background: Approaching end of life is often a time of vulnerability; this is particularly so for people
with dementia and their families where loss of capacity and the ability to communicate, make assess-
ment and shared decision-making difficult. Research has consistently shown that improvements in care
and services are required to support better quality and more person-centred care for people with
dementia towards and at end of life. However, the views of people with dementia about what factors
contribute to high-quality care at this time are a neglected area.

Aim: The aim of this study was to identify the aspects of end-of-life care for people with dementia that
are most important to them and their carers.

Design: Q-methodology, a mixed method combining qualitative and quantitative techniques to study
subjectivity, was used to identify the views of people with mild dementia, their family carers and
bereaved carers on end-of-life care for people with dementia. Fifty-seven participants were included
in the study.

Results: Four distinct views were identified: family involvement, living in the present, pragmatic expec-
tations and autonomy and individuality. Some areas of consensus across all views included compassion-
ate care, decisions being made by healthcare professionals and information availability when making
decisions.

Conclusion: Our findings reveal several different views on what is important about end-of-life care for
people with dementia; therefore, a ‘one-size-fits-all’ approach to care is unlikely to be most appropriate.
Notwithstanding the differing viewpoints could provide a framework for service providers and commis-
sioners for future care. Copyright # 2016 John Wiley & Sons, Ltd.
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Introduction

The need for high-quality, compassionate care for
people and their families, especially at their most
vulnerable moments, such as towards and at the end
of life (EoL), is well-recognised internationally (World
Health Organization, 2011; Department of Health,
2012; van der Steen et al., 2014). Delivering EoL care
is particularly challenging in dementia where issues
such as impaired mental capacity and communication

skills can make it difficult to provide high quality, per-
son centred care (Robinson et al., 2005; van der Steen
et al., 2014). Difficulties in prognostication, failure to
recognise dementia as a terminal illness and failure
to initiate future care planning discussions, whilst the
person with dementia has capacity that also contribute
to these difficulties (Mitchell et al., 2004; Thuné-Boyle
et al., 2010; Dickinson et al., 2013; Robinson et al.,
2013). Research has shown specific areas in need of
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improvement include symptom control (Hendriks
et al., 2014); the need for better services to enable
dying at home or hospice care (Treloar et al., 2009);
and the provision of compassionate care (Crowther
et al., 2013).

Exploring the views and preferences of all stake-
holders involved in EoL care in dementia is necessary
to evaluate current provision and inform how care
can be improved. Often, the perspectives, experiences
and opinions sought are those of family carers
(Treloar et al., 2009; Hennings et al., 2010; Davies
et al., 2014a), healthcare professionals (Livingston
et al., 2012; Davies et al., 2014b; Lee et al., 2015) or
sometimes both (Thuné-Boyle et al., 2010; Lawrence
et al., 2011; Raymond et al., 2014), but it is also impor-
tant to seek the views of those who are in receipt of
EoL care. Some initial work has been undertaken with
people with dementia and their carers to explore
whether they were able to generate and prioritise pref-
erences for EoL care (Dening et al., 2013). The aim of
this study was to further build upon these initial find-
ings, using Q-methodology to identify and describe
the views shared by people with dementia, current
family carers and bereaved carers about the elements
of care considered important towards and at EoL.

Methods

Q-methodology is an approach that combines qualita-
tive and quantitative techniques to study subjective
areas (Baker et al., 2006; Watts and Stenner, 2012)
and thus was applied to obtain the subjective views
of the people with dementia and carers. This method
provides a way to understand participant views on
what is important to them about the care services they
receive and enabled the team to elicit features, which
are important to certain groups of participants and
not others or alternatively what is important (or un-
important) in consensus.

The stages of a Q-study are described in detail else-
where (Watts and Stenner, 2012); therefore, only a
summary is provided here. The first stage of a Q-study
is to develop the concourse that represents all of the
possible views on the topic in question (Brown,
1980). As this concourse can be very large, it is neces-
sary to sample from this to derive a smaller (but still
representative) set of statements (Q-set). The second
stage is the Q-sort; here, each individual respondent
provides their point of view by rank ordering the state-
ments (usually according to agreement). Following the
Q-sorting exercise, a form of ‘by-person’ factor analy-
sis is conducted. This analysis groups together similar

Q-sorts to reveal a small number of underlying per-
spectives, which are referred to as factors. Through
interpretation of the factors, rich descriptions of
different points of view are generated (Mason et al.,
2011).

Details of the stages of this Q-study can be found in
Table 1.

Study sample and setting

Sampling in Q-methodology is purposive, seeking to
recruit respondents that may hold different views on
the topic to identify the different, shared views that
exist (Brown, 1980). Three key groups of respondents
were recruited to obtain a diverse range of perspectives
and experiences: people with early-stage dementia,
family carers and bereaved family carers. The inclu-
sion criteria for family and bereaved carers was as
follows: non-professional carers of a person with
dementia who are either a member of family, spouse
or a friend and family carers of a person with demen-
tia who had died a minimum of 3months prior to
contact, respectively. Because of the nature of study
topic and the cognitive demands of the Q-sort exer-
cise, it was considered inappropriate to engage with
people in more advanced stages of dementia. There-
fore, the sample population was limited to individuals
with mild dementia, for whom the Q-sort could be an
appropriate and engaging tool to elicit their views
(Forrest, 2010).

Participants were identified through the Dementias
and Neurodegenerative Diseases Research Network,1

Join Dementia Research 2 and VOICENorth.3 A repre-
sentative from the organisation used clinical records to
ensure that the participants were in the earlier stages
of dementia (determined by a dementia diagnosis in
the past 3 years and/or, where available, a mini-mental
state examination score >20) before they were
approached about the study. Mental capacity to partic-
ipate in the research was assessed by researchers and
written consent obtained.

A separate set of statements was created for people
with dementia. These were written in the first person
(Table 2), whilst the statements for carers were written
in the third person and referred specifically to their
relation to the person with dementia (Table S1); the
statements were piloted to ensure the terminology
used and statement length was appropriate.

1https://www.crn.nihr.ac.uk/dementia/
2https://www.joindementiaresearch.nihr.ac.uk/
3http://www.ncl.ac.uk/ageing/partners/voicenorth/#about
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Ethics approval was granted by the NRES Commit-
tee North East on 19/12/2013, REC reference: 13/NE/
0335.

Results

In total, 57 people participated in the Q-sort, 14
people with dementia, 21 carers and 22 bereaved
carers.

Factor analysis revealed four factors comprising
different shared viewpoints on what is important
about EoL care for a person with dementia (Table 2).
These factors were developed from 39 of the 57
Q-sorts, as 18 Q-sorts were not significantly correlated
with any factor. The four factors altogether account
for 49% of the total variance (F1 12%, F2 17%,
F3 8%, F4 12%) between the 57 Q-sorts.

Factor 1: family involvement

The close relationship between family carers and their
relative with dementia places carers in a good position
to make decisions for their relative if he or she no lon-
ger can. This is viewed as being preferable to leaving
important medical decisions to healthcare staff; to
facilitate this, it was considered essential to have a plan
in place for their care which documents their wishes
‘it’s really important to know that ahead of time so
that we can plan for it and respect her wishes’ (29C).

Family carers do not see caring for their relative as a
burden but as a part of their relationship that they
enjoy; therefore, carers do not see moving the person
with dementia to a care home an important option.
It is more important to keep the person with dementia
in their own home, or usual place of care and have the
family with them at the EoL. Most importantly, the

Table 1 Description of each stage of the Q-study in detail

Stages Steps

Concourse generation
(102 items)

• Conduct an in-depth search of academic literature relative to dementia care, palliative care and EoL care to
identify a range of aspects of EoL care for people with dementia.
• Search relevant guidance documents (National Collaborating Centre for Mental Health, 2007; Sampson et al.,
2009)
• Conduct an online media search of news articles and dementia organisations’ websites.
• Examine transcripts from interviews with national experts in dementia care.

Q-set generation (24
statements)

• Condense the concourse using a framework based on the ‘eight domains of palliative care’ (NCP, 2009).
• Categorise each concourse item according to the framework and merge similar statements.
• Sample statements to ensure coverage of all of eight domains.
• Pilot test 23 statements with a patient and public involvement group to further refine the statements and add
anything that was considered missing.
•Map the statements onto a ‘conceptual framework’ of outcomes and indicators of good-quality care (Amador
et al., 2015) resulting in a final set of 24 statements (Table 2).

Administering the Q-sort • Present each statement to the participant on a separate, numbered card.
• Ask the participant to think about what is important to them about EoL care for a person with ‘memory
problems’.
• Instruct the participant to sort the statements into three piles: most important, quite important and least
important; advise the participant to place any statements he or she disagrees with in the least important pile.
• Invite the participant to rank order the cards onto a grid (Figure 1) starting with the ‘most important’
statements through to those that were ‘least important’.
• Conduct a short ‘post-sort’ interview with the participant to identify the reasoning behind their choices of
most and least important statements and further explore their opinions. This also facilitated verification of their
sorting and ranking choices.

Data analysis and
interpretation

• Individual Q-sorts were entered into a specialist software package, PQ Method (Schmolck, 2002), and a
‘by–person’ factor analysis (Centroid factor analysis followed by Varimax rotation) was conducted.
• The factor analysis identified clusters of respondents who completed the Q-sort in a similar way (Watts and
Stenner, 2012), and these clusters define the different factors.
• The decision on the number of factors to retain for interpretation was based on an examination of the Eigen
values, the number of participants significantly correlated with each factor, the percentage explained variance
and the post sort qualitative comments.
• Each factor was interpreted by first examining the idealised Q-sort of each factor (which describes how a
person who perfectly correlates with the factor would have laid out their 24 statements) with reference to the
relative position of statements within and between factors.
• Particular attention was given to the statements placed at the top and bottom rows of the Q-sort and
distinguishing statements that have a significantly different (p< 0.01) position in the idealised Q-sort
compared with the other factors.
• The responses from the ‘post-sort’ qualitative interviews with respondents were used to help provide
connections or explain the positioning of statements.

End-of-life care for people with dementia
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person with dementia should be cared for compas-
sionately through understanding and acknowledge-
ment of their needs and wishes.

One person with dementia, four current carers and
three bereaved carers form this factor (Table 3).

Factor 2: living in the present

A day-to-day approach for the care of people with de-
mentia is expressed in this factor, tackling challenges
as they appear. Planning for EoL is not of high impor-
tance, people with dementia would prefer to focus on
the present. It is more important that the correct
processes are in place to ensure the comfort and safety
of the person with dementia at the end of their life, for
example, identifying any distress, having responsible
carers trained to identify pain and, most importantly,
compassionate care for the person with dementia.
Carers wished to include a level of physical and tactile
comfort for their relative with dementia, ‘I think she
could do with a little more feel and touch’ (11C). It
is also important that the person with dementia re-
ceives care in the same location, so that he or she is
comfortable in familiar surroundings.

Family carers recognise the changes in the abilities
and interests of their relative with dementia. Carers
respect these changes, which are reflected in the view
that enabling their relative to continue taking part in
hobbies and interests in their last year of life is least im-
portant. Similarly, respecting spiritual/cultural beliefs
is not considered important as there were perceptions
that the person with dementia may no longer be able
to engage in maintaining their spirituality and beliefs.

One person with dementia, six carers and eight
bereaved carers form this factor

Factor 3: pragmatic expectations

This factor was characterised by two diametrically
opposed viewpoints in that statements were placed in
a similar pattern but at the opposite ends of the grid
(Figure 1); the majority view is taken as the main
viewpoint; however, the ‘mirror-image’ viewpoint,
prescribed to by the two participants with dementia
only, is also presented.

The main viewpoint

Family carers take a pragmatic approach to EoL care
for people with dementia. They acknowledge their
limitations as relatives, prioritising above all provision
of the ‘best care’. Ensuring the person with dementia’s
health and safety through compassionate care is of
utmost importance even if this involves a move to a
care home where trained staff can provide specific
support. Wherever the person with dementia lives, it
is important that he or she receives the majority of
care in that location to minimise distress from being
moved away from a place of familiarity.

Family involvement in making decisions is less
important, but carers would still not feel comfortable
leaving important care decisions entirely to healthcare
professionals and would like relevant input. Family
carers acknowledge that the person with dementia
may not recognise the family at the very EoL; there-
fore, being present at this time is not very important.

Table 3 Demographic details of participants in each factor

Factor 1 Factor 2 Factor 3 Factor 4

People with dementia N 1 1 2 4
Mean age (median), years 78.0 (78.0) 74.0 (74.0) 74.0 (74.0) 65.5 (64.0)
Mean time since dementia diagnosis (median), years 3 (3) 6 (6) 3.5 (3.5) 1.5 (1.5)

Carers N 4 6 1 4
Relationship to person with dementia Wife 3 2 – 2

Husband – 1 – –
Son – 1 – 1
Daughter 1 2 1 –
Other – – – 1

Bereaved Carers N 3 8 2 3
Mean time since bereavement (median), monthsa 26.7 (34.0) 25.9 (28.5) 10.5 (10.5) 24.3 (18.0)
Relationship to person with dementia Wife 1 5 – 1

Husband – 2 1 1
Son 1 – 1 –
Daughter 1 1 – –
Other – – – 1

aRounded to the nearest 1d.p.

End-of-life care for people with dementia
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Once the person with dementia has passed away,
families do not feel support would be important; they
see death as an inevitability and grief to be dealt with
within the family circle; ‘at the end of the day it’s a
death…families tend to know…the protocol’ (14C).

The ‘mirror-image’ viewpoint

The statements placed at the extremes of the Q-grid,
described in the following sections, highlight the con-
trast between the main and ‘mirror-image’ viewpoints.

Planning for future care is not important to people
with dementia; they certainly do not want plans
‘pushed in [their] face’ (18D). It is least important that
care is provided in the same location, and moving to a
care home is not considered a priority.

This viewpoint regards healthcare professionals
making medical decisions most important, whilst also
considering important the family making decisions for
the person with dementia. Another contrast to the
main viewpoint is the opinion about support for fam-
ilies after the death of the person with dementia,
which is regarded most important.

Finally, compassionate care, which is prioritised by
the main viewpoint and all other factors, is considered
less important by the ‘mirror-image’ view.

One carer, two bereaved carers and two people with
dementia form this factor.

Factor 4: autonomy and individuality

People with dementia in this factor, value a significant
level of autonomy and individuality for their EoL care,
with their opinions and choices respected and the

ability to put a plan in place for their care at the
EoL; ‘it’s important the power and control are with
the person [with dementia]’ (13C). Should the person
with dementia become unable to do this, they wish
their family to make decisions on their behalf accord-
ing to their wishes and not leave them to healthcare
staff. Compassionate care is essential and incorporates
respect for the person with dementia as an individual.
Maintaining hobbies and interests at the EoL is also
considered an important means of allowing the person
with dementia to express their individuality.

Independence in self-care is important for the per-
son with dementia; therefore, help with tasks such as
taking medication and eating is not prioritised. In this
factor, people with dementia do not feel that it is nec-
essary to receive help putting their affairs in order as
they are confident that this will be performed at a stage
in their life where they are capable of managing this
themselves. Whilst remaining independent for as long
as possible is imperative to the person with dementia,
having family and friends with them at the very EoL is
still a comfort they rate highly.

Four people with dementia, four carers and two
bereaved form this factor.

Consensus statements

Linking the four factors described previously, were
three ‘consensus statements’ which appeared in the
same position across all or most of the idealised Q-
sorts of each factor. These common views suggest that
there are areas of EoL care which are of key impor-
tance amongst a diverse range of views. These consen-
sus statements included: #21 ‘I should be cared for
with compassion’; #10 ‘Important medical decisions
about my EoL care should be left to health care staff’
and #24 ‘When I or my family have to make decisions
about my care, there should be someone who can
provide us with information to help us’ (Table 2). In
summary, participants felt compassion and supported
shared decision-making were fundamental aspects of
EoL care for people with dementia and their families.

Discussion

This is the first study to use a specific methodology, Q,
to directly elicit the views of people with dementia,
and their carers, about the sensitive subject of EoL
care. Four different shared viewpoints on what is
important to the participants about this aspect of care
emerged. The most prominent conclusion to be drawn
from the Q-sort is that, there are multiple perspectives

Figure 1 The Q-grid used with participants (scaled down).
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of good EoL care for people with dementia; and thus, a
‘one-size-fits-all’ approach to planning is not appro-
priate to accommodate individual needs. This finding
has implications for practitioners who in clinical care
are often required to follow evidence-based guidance
to ensure good-quality EoL care (NICE, 2015) which
may detract from an individualised, person-centred
approach. Whilst it is important that practitioners
follow established guidelines, the results of this study
suggest that this should not be at the expense of
providing care to fit the specific needs and wishes of
the individuals involved and practitioners should,
therefore, be adaptable in their approach to EoL care
for people with dementia.

Whilst the main finding of this study implies varia-
tion amongst views of the elements of EoL care that
are important to people with dementia and their
carers, the ‘consensus’ statements (#21, #10 and #24;
Table 2) that are common to each factor do reflect
some convergence of views about key aspects of EoL
care. The first consensus statement, #21 ‘I should be
cared for with compassion’, was placed as the most
important in all factors. Our findings indicate that
participants perceived compassion uniquely in each
of the different factors. Whilst compassion may be
considered fundamental to EoL care for people with
dementia, the provision of compassionate care can
be challenging (Department of Health, 2012;
Crowther et al., 2013). Previously identified barriers
to providing compassionate care include: professionals
who are desensitised to the needs of individuals often
through working in target-driven environments
(Crowther et al., 2013), reflecting organisational pres-
sures (Davies and Iliffe, 2014) and more deeply rooted
cultural factors (Kellehear, 2013). Whilst our findings
cannot directly address these challenges, they do fur-
ther highlight the importance of the provision of com-
passionate care through a person-centred approach
with a focus on understanding and respecting the
person’s needs and wishes, good, safe care and a tactile
and empathetic approach.

The second consensus statement, #10 ‘Important
medical decisions about my end-of-life care should
be left to health care staff’, was considered least impor-
tant for the majority of factors (with the exception of
factor 2 which viewed it as ‘quite important’). Partici-
pants who placed the statement ‘least important’
actively disagreed with it. The majority view is that
family members should have some say in medical deci-
sions about the person with dementia and not leave it
solely in the hands of health care staff as they have in-
timate knowledge of the personwith dementia’s wishes.
Enabling family involvement in decision-making is

also underpinned by the third consensus statement,
#24 (Table 2). Current UK guidance (Nuffield Council
on Bioethics, 2009) recommends healthcare profes-
sionals engage with carers and family members to
facilitate joint decision-making when the person with
dementia experiences difficulties in expressing their
wishes; previous research however reveals that relatives
may feel ill-equipped or unable to do this on their
relatives behalf (Raymond et al., 2014).

The remaining factors each represent a viewpoint
shared by a mix of carers and people with dementia.
The main aspects of EoL care that differ between the
factors are as follows: planning ahead, responsibility
for decision-making and moving to a care home
versus remaining at home. Another barrier to shared
decision-making and the provision of high-quality
EoL care is the ability of both the public and health
professionals to have open and honest discussions
about death and dying. In dementia, healthcare pro-
fessionals struggle to initiate and undertake such
sensitive discussions about future care planning at an
early stage in the dementia trajectory, whilst the per-
son is able to play an active role (Dickinson et al.,
2013; Robinson et al., 2013). This makes involvement
in shared decision-making particularly challenging
(NHS - End of Life Care Programme, 2010). Shared
decision-making is also a cornerstone of Advanced
Care Planning which has been shown to prevent
unnecessary hospital admissions for people with ad-
vanced dementia by facilitating better quality, person
centred care for people with dementia (Robinson
et al., 2012; Ampe et al., 2015).

Strengths and limitations

Todate, the use ofQ-methodology to establish the views
of people with dementia is relatively novel (Forrest,
2010; Westbrook et al., 2013). A Q-sort facilitates
exploration of sensitive topics, such as EoL care, that
may be difficult to discuss openly in society (Depart-
ment of Health, 2008). Participants in a Q-study have
to prioritise aspects; therefore, some level of relative
preference can be identified using this method and the
qualitative post-sort interviews strengthen interpreta-
tion of the viewpoints. However, one limitation is that
due to our approach to sample selection, our findings
may not be generalizable. The research databases we
used to identify potential participants are established
via an opt-in approach; therefore, our sample com-
prises people with dementia who are positive about
engagement in research. Also, we excluded participants
with advanced stage dementia thus, potentially missing
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views from the very group who would be in receipt of
EoL care. However, this research does not claim to
contain an exhaustive range of viewpoints.

In addition, interpretation of the factors was also
influenced by the fact that the two participants with
dementia prescribing to the ‘mirror-image’ view of
factor 3 were unable to complete a post-sort interview.
Limited qualitative data was therefore available to aid
the interpretation of this viewpoint; the only available
supplementary data were field notes taken by re-
searchers during the card sorting process.

The post-sort interview provided a means of validat-
ing the Q-sorts by allowing participants to justify their
choices. However, the validation method could be
improved. A method used in a Q-sort study conducted
with participants with severe intellectual disabilities was
identified post data collection (Cramm et al., 2009).
This method, whilst not used with participants with
dementia, could be a useful tool for validating Q-sorts
administered with this population in future work.

Finally, our sample of participants with dementia
was relatively small compared with the other groups
which was a result of practical limitations in recruiting
participants from this population. Of the 14Q-sorts be-
longing to people with dementia, 6 (43%) did not load
significantly onto a factor which potentially indicates
that data saturation was not reached with this group.
It is therefore possible that further study in this area,
with a larger sample of participants with dementia,
would identify additional viewpoints not captured here.

Conclusion

There is a plurality of views on what is considered im-
portant by people with dementia and their families with
regard to end-of-life care. Four different viewpoints
were identified by this study: family involvement,
managing the present, pragmatic expectations and au-
tonomy and independence. This variety in viewpoints
indicates that there is no universal opinion on what is
important about EoL care for people with dementia;
therefore, when considering how best to improve care
a ‘one-size-fits-all’ approach is unlikely to be most ap-
propriate. This has implications for real world practice
where clinicians are often required to follow national
evidence-based guidelines which if applied to formula-
ically may interfere with providing individual person-
centred care. In light of the findings from this study,
practitioners should therefore be mindful of tailoring
guidance to the needs of the individual. The Q-sort
did however also identify several elements of consensus
such as: prioritising compassionate care, family

involvement in medical decision-making alongside
healthcare staff and having someone help families make
decisions. Whilst the views identified by this study may
not be exhaustive, they are a good starting point for
future research into this area and identify elements of
care that should be focused on to improve EoL care
for people with dementia.
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Key points

• Four, distinct viewpoints (family involvement,
living in the present, pragmatic expectations
and autonomy and individuality) on ahwat is
important about end-of-life care for a person
with dementia are identified.

• A consensus of participants’ views is found for
specific aspects of care: compassionate care,
shared medical decision-making between
family members and healthcare staff and
information availability when making decisions.

• A ‘one-size-fits-all’ approach to end-of-life care
policy is unlikely to be most appropriate due
to the plurality of viewpoints identified.
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