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Abstract
Objectives  To identify and synthesise qualitative research 
from 2001 investigating older people’s (65+ years) 
experiences of dying in nursing and care homes.
Methods and outcomes  Eight electronic databases 
(AMED, ASSIA, CINAHL Plus, Embase, HMIC, Medline, 
PsychINFO and Scopus) from 2001 to July 2017 were 
searched. Studies were included if they were qualitative, 
primary research and described the experiences of dying 
in nursing or care homes from the perspectives of the 
older people themselves, their families or staff. Study 
quality assessment was undertaken to systematically 
assess methodological quality, but no studies were 
excluded as a result.
Results  1305 articles were identified. Nine met the 
inclusion criteria. North American studies dominated. 
Most used a mixture of observations and interviews. All 
the included studies highlighted the physical discomfort 
of dying, with many older people experiencing potentially 
avoidable symptoms if care were to be improved. 
Negative psychosocial experiences such as loneliness and 
depression were also often described in addition to limited 
support with spiritual needs.
Conclusions  More qualitative research giving a holistic 
understanding of older people’s experiences of dying in 
residential care homes is needed. Undertaking research on 
this topic is challenging and requires great sensitivity, but 
the dearth of qualitative research from the perspectives 
of those most closely involved in older people’s deaths 
hampers service improvement.

Introduction 
Worldwide, life expectancy is continuing to 
rise, and increasing numbers of older people 
require support towards the end of their 
lives with significant proportions of older 
people living in care or nursing homes. For 
example, across Europe and North America, 
more than two-thirds of care home residents 
are aged 80 years or older.1 In parallel with 
this, the proportion of older residents dying 
in care homes is rising across the world.2 In 
England and Wales, for example, in 2006, 
19.2% of older people aged 65 years and over 
died in care homes,3 compared with 24.7% 
a decade later.4 Therefore, the importance 

of providing good end-of-life care for older 
people in nursing and care homes is growing.

The Gold Standards Framework was first 
introduced in 2000 in the UK to standardise 
the provision of consistent, coordinated 
care for people nearing the end of life. It 
has since been remodelled to train care 
home staff to deliver standardised palliative 
care for all patients approaching the end 
of life.5 More recently, the End of Life Care 
Strategy6 introduced new care pathways and 
initiatives to improve end-of-life care, such as 
Preferred Priorities of Care, a tool to enable 
healthcare staff to work with patients to 
document their wishes as they approach the 
end of life. In view of the variable quality of 
end-of-life care, national concern with the 
topic has continued with the development 
in the UK of the National End of Life Care 
Partnership.7  These programmes have been 
recognised and adopted in many other coun-
tries. Programmes such as the Liverpool Care 
Pathway, for example, have been dissem-
inated to over 20 countries in a range of 
settings including care homes.8

Evidence relating to the implementation 
of end-of-life care policy in care homes is 
sparse and limited. For example, a review 

Strengths and limitations of the study

►► The qualitative focus of this review broadens our 
understanding of older people’s experiences by 
highlighting important psychosocial aspects of 
the experience frequently omitted in quantitative 
studies.

►► Despite being comprehensive, this review only iden-
tified nine studies, thereby highlighting an important 
gap in the literature.

►► Study authors used varying criteria to identify the 
end of life or dying in older people which presented 
challenges to synthesising study findings.

►► The most recent study was published in 2011, and 
all research came from Western countries.
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of the literature relating to the efficacy of palliative care 
interventions for older people living in care homes9 
found only three relevant studies. All were undertaken 
in the USA, and all were described as ‘poor’ quality. The 
authors suggested that care home structure and culture 
may be an important barrier or facilitator of the success 
of any approach to palliative care influencing the gener-
alisability of the interventions. They also highlighted 
that the outcome measures used within the studies were 
predominantly process related, which may not auto-
matically translate to positive patient experiences and 
that future studies should incorporate residents’ views 
of their care.9 A UK-based evidence synthesis10 of the 
implementation of the end-of-life care policy in care 
homes also only identified three relevant studies. Some 
improvement in resident outcomes and in the ability of 
staff to recognise and deliver care to meet resident needs 
were highlighted. However, the dearth of studies and 
the possibility of other factors influencing care mean it 
is not possible to be confident that these improvements 
could be attributed to these interventions. Here, too, 
the evidence failed to highlight the experiences of those 
receiving the care.

Advance care planning, involving advance discussions 
of care needs and preferences at the end of life has 
been studied quite extensively in a variety of settings.11 A 
systematic review of randomised controlled trials found 
that advance care planning for older adults facilitated 
increased documentation of care preferences, advance 
directives and improved family outcomes, but none of 
the studies measured patient outcomes relating to quality 
of life and symptom management.11 The majority of 
studies in another review12 investigated ‘do not resusci-
tate orders’ and advance care directives with only a few 
focusing on patient and family experiences. A case study 
of four care homes in the UK also revealed that advance 
care planning is frequently seen as a ‘tick-box’ exercise 
while it should be an individualised process, discussed 
at the right time and handled sensitively. However, this 
requires a positive culture in care homes with good lead-
ership and staff training if it is to be effective.13 Taken 
together, these publications highlight the need to bring 
together the evidence for how end of life is experienced 
by those at the centre of it—the older people themselves. 
Without this essential perspective, it might be argued that 
their care is unlikely to improve.

Future preferences concerning end-of-life care in 
care homes have also been investigated. For example, in 
one interview study, many older people in care homes 
said they were ready to die but were concerned about 
the process of dying and wanted a peaceful, pain-free 
death, without life-saving treatment or hospital inter-
vention.14 Similarly, some acceptance that end of life was 
approaching was also  reported, but there were differ-
ences of opinion regarding the readiness to engage in 
end-of-life care conversations.14 Many had not discussed 
this with nursing home staff. In a similar vein, missed 
opportunities to have conversations about end of life with 

residents and assumptions about end of life preferences 
were also reported elsewhere among nursing home resi-
dents in the USA.15

A recent systematic review16 summarised the literature 
on what families and patients believe could be done to 
improve end-of-life care in nursing homes. The impor-
tance of health professionals anticipating care and 
support needs and providing guidance were emphasised 
with many participants wanting greater availability of 
doctors. Patients’ preferences were not always recognised 
and participants saw room for improvement.

There is a considerable body of quantitative literature, 
often retrospective perceptions a long time after death, 
that focuses on the process of dying in care homes, with 
emphasis on symptom occurrence such as pain and 
dyspnoea or the frequency of clinical events.17 18 Such 
quantitative research tends to break the experience down 
into measurable outcomes while not capturing the expe-
rience holistically. Although the quantitative literature is 
important and highlights many of the negative aspects of 
dying such as pain, it inevitably relies on methods such 
as structured questionnaires and cannot therefore be 
reported in the participants’ own words. Consequently, 
quantitative methods alone may fail to capture fully less 
tangible psychosocial aspects of dying, such as its spiri-
tual, psychological and emotional facets.

Review aims
As no review synthesising the qualitative research evidence 
relating to the experiences of older people of dying in 
care homes was found, this review therefore aimed to 
identify and synthesise the findings of qualitative studies 
investigating older people’s (aged 65 years or over) expe-
riences of dying in nursing or care homes. The ethical 
and practical challenges of undertaking research with 
people very close to death mean that there was likely to be 
limited research with older people themselves as partici-
pants. We therefore also sought to identify and synthesise 
research that described the experiences of these older 
people as perceived by their families and staff working 
closely with them.

Definitions
For the purposes of this review, experience encapsulates 
the following: psychological and emotional aspects of 
dying such as distress, anxiety, depression, autonomy and 
physical aspects such as pain or dyspnoea, sleep, clean-
liness and finally, spiritual dimensions, such as faith, 
meaning and purpose.

Defining dying is very challenging with the term in 
the literature being used in a range of ways. The focus 
of this review was on older people at the end or very 
near the end of life. For this review, this was taken as 
‘dying’. Each identified paper was scrutinised with this 
in mind. We were led by how the authors described 
or defined dying but only included papers where the 
review team agreed that the majority of participants 
were close to death.
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Methods
The review followed the Centre for Reviews and Dissem-
ination guidelines (CRD 2009)19 and was reported using 
the Preferred Reporting Items for Systematic Reviews and 
Meta-analysis  (PRISMA).20 It was registered on PROS-
PERO (CRD42017055954).21

Inclusion criteria
The following publication types were included: primary 
research studies investigating older people’s (aged over 
65 years) experiences of dying in residential care (eg, 
nursing or care homes, retirement homes and assisted 
living facilities) whether from the perspective of the older 
person, nursing home staff or informal carers; qualita-
tive studies; mixed-methods studies where the qualita-
tive findings could be separated from the quantitative 
findings; and published in peer-reviewed journals in the 
English language.

Exclusion criteria
The following were excluded: studies investigating the 
experiences of dying in other care contexts including 
hospital, hospices and older people’s own homes; studies 
investigating the experiences of nursing home staff; 
studies investigating informal carers’ own experiences; 
quantitative studies; case studies; non-peer reviewed 
journal articles; grey literature (eg, PhD theses and confer-
ence proceedings); and review and comment articles.

Search strategy
Eight electronic databases were searched from January 
2001 to October 2015 and then updated in July 2017: 
Allied and Complementary Medicine Database (AMED), 
ASSIA, CINAHL Plus, Embase, HMIC, Medline, 
PsychINFO and Scopus. Searches were undertaken from 
2000, because the National Service Framework for Older 
People, a seminal policy with wide-reaching significance, 
was published in 2001. This date would ensure that any 
relevant study was captured.

The searches combined the following terms: older 
people, dying, nursing or care homes and qualitative 
studies.

An example search strategy (MEDLINE) that was adapted for 
the other databases
1.	 exp “ Aged, 80 and over” / or Aging / or exp Aged / 

or older ​people.​mp.
2.	 exp Frail Elderly/
3.	 ​aged.​tw. 
4.	 ​elderly.​tw.
5.	 geriatric*.tw.
6.	 older people*.tw.
7.	 ag?​ng.​tw.
8.	 or/1-7
9.	 exp  Death / or exp Attitude to Death / or ​death.​mp.

10.	 end of ​life.​tw.
11.	 ​dying.​tw.
12.	 aged care ​facilities.​tw.
13.	 residential ​care.​tw.

14.	 old* people* ​home.​tw.
15.	 care home*.mp,tw.
16.	 nursing home*.mp,tw.
17.	 long term ​care.​tw.
18.	 assisted ​living.​tw.
19.	 or/ 9-11
20.	 or/ 13-18
21.	 8 and 19 and 20
22.	 ​interview:.​mp.
23.	 ​experience:.​mp.
24.	 ​qualitative.​tw.
25.	 22 or 23 or 24
26.	 21 and 25
27.	 limit 26 to (English language and humans and 

year=“2001-Current”) 

Additional sources
To identify any relevant studies that may have not been 
identified through the electronic database searches, refer-
ences in the only relevant review16 and the references lists 
of all the included articles were scrutinised. In addition, 
where contact details were available, we contacted the 
authors of the selected articles and asked if they could 
suggest any other relevant studies.

Screening for relevance
After duplicate removal, the titles and abstracts of studies 
identified in the electronic and hand searches were inde-
pendently screened by a minimum of three members of 
the review team. Those studies  identified as potentially 
relevant were then retrieved for full-text review and scru-
tinised by a minimum of four team members. Throughout 
the entire process, disagreements were resolved by 
discussion.

Quality assessment and scoring
Assessment of study quality in qualitative research is a 
contentious issue because of the differing paradigms and 
diversity in data collection,22 but it is also important to 
point out that the value of study quality ratings is limited 
by the fact that authors are often restricted in the details 
they can provide because of journal word counts. There-
fore, quality assessment was undertaken to interrogate 
the methodological quality of the studies in a systematic 
fashion, rather than to exclude them. Quality assessment 
of the included studies was performed by a minimum of 
two reviewers using a qualitative quality scale.22 This scale 
was adapted from other scales23 24 and included consider-
ation and rating of, for example, appropriateness of the 
study design and methods of analysis. An additional point 
was added to the original 11-point scale to identify whether 
researcher reflexivity23 was considered. Reviewers’ ratings 
were generally in agreement, and consensus was reached 
with discussion over the few differences.

Data extraction and synthesis
Synthesis of the findings was narrative, but emphasis was 
given to identifying where studies gave insight into older 
people’s experiences of dying in care or nursing homes 
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using the following elements of experience: psycholog-
ical, spiritual and cultural factors, care given and care 
received, physical symptoms and the physical environ-
ment. Data sources were wide and included interview 
and observational data. This diversity made synthesis 
more difficult. In order to capture what the study authors 
regarded as their most important findings, data incor-
porated in the themes and study conclusions came from 
their findings and discussion sections respectively. The 
synthesis was undertaken by three or more members 
of the review team and was intended to summarise and 
explain the study findings as presented in the text by the 
study authors.

Patient and public involvement
There was no patient and public involvement in this 
systematic review.

Results
After duplicate removal, 1239 studies were identified from 
both the electronic and additional searches. No further 

studies were identified after reference list searching or 
contacting the included study authors. After abstract 
screening, 48 studies were identified for full-text review 
(figure 1).

Studies were excluded at this stage for a variety of 
reasons including inappropriate study foci, populations 
or settings and quantitative as opposed to qualitative 
methodology.

Nine studies fitted the inclusion criteria (table  1). 
Close scrutiny of three of these studies25–27 suggested to 
the team that they incorporated the same participants. 
We considered reporting them together in the review but 
kept them separate because they focused on different 
aspects of older people’s experiences.

Two studies28 29 came close to inclusion but were finally 
excluded because, for example, their focus was more on 
service development or the participants were anticipating 
death rather than describing experiences of dying.

The earliest included study was published 16 years 
ago,30 and the most recent  was seven years ago.31 32 Six 
studies were from North America,25–27 30 33 34 two from 

Figure 1  PRISMA flow diagram.20 PRISMA, Preferred Reporting Items for Systematic Reviews and Meta-analysis.
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Sweden31 32 and one from the UK.35 Five studies investi-
gated the perspectives of older people themselves,25–27 30 32 
five the perceptions of informal or family carers25 26 30 32 34 
and four nursing home staff perceptions.25 30 31 35 Reporting 
of participant demographic details was often limited 
(table 2), but more information was generally provided 
about older people participants than the other groups. 
The older people were slightly more likely to be female 
than male, and the mean age of the majority was late 70s. 
Time to death was described in a variety of ways, but the 
vast majority of residents were close to death; authors 
described them as, for example, within hours or days of 
death at the time of the study or described how many 
died during the study. With the exception of one study,27 
participants’ ethnicity and religion were not reported. In 
terms of nursing home staff professional groups, nurses, 
nursing and healthcare assistants dominated, but partici-
pants also included doctors and social workers.

Except for one study that only undertook focus groups,30 
most included studies incorporated either participant 
observation or interviews with participants. Interviews 
were mostly face-to-face, although Whitaker32 described 
data collection as incorporating ‘informal conversations’. 
Written responses to an open-ended question on a ques-
tionnaire were included in one study.34 Data analysis 
approaches were related to data collection methods and 
included content analysis, thematic analysis and event 
analysis (table 2).

Overall, quality rating scores were good and ranged 
from 5 to 11 with a mean of 9.0. The primary quality 
issues that reduced ratings concerned poor reporting of 
methods, analysis and failure to report researcher reflex-
ivity (table 1).

None of the studies reported having a theoretical back-
ground to their research, although they were mostly 
ethnographic in their approach.

Table 3 and table 4 show that all the included studies 
highlighted the physical discomfort of dying with many 
older people experiencing potentially avoidable symp-
toms such as pain, pressure sores, dyspnoea and thirst. 
In all studies except Whitaker 2010,32  physical discom-
fort was highlighted in association with the care given 
to the older person, which was often seen as inadequate 
both by the researchers observing and the staff them-
selves. Aspects of care such as inappropriate food and 
drink,27 limited assessment25 and monitoring34 were also 
mentioned. Negative psychological aspects such as loneli-
ness and depression were described in six studies.25 30 32–35 
Spiritual aspects of people’s experiences such as reli-
gion and existential issues were also described.27 30 31 33–35 
However, two studies highlighted that death30 and exis-
tential issues31 were seldom discussed unless raised by 
older people themselves. In contrast to the other studies, 
one34 also highlighted good spiritual and psychological 
care received by the older people.

Chan and Kayser-Jones study27 stood out for focusing 
on the importance of cultural aspects of care empha-
sising the additional difficulties of Chinese people at the 

end of life in a USA care home in terms communication 
barriers and beliefs around illness and death. However, 
the uniqueness and individuality of older people’s experi-
ences were also clear in other studies (eg, refs 32 and 35).

The studies that included experience of dying from 
the perspective of the older people themselves are high-
lighted in table 4. Irrespective of the participant groups, 
many similarities are evident in the perceptions of this 
experience, particularly in relation to the centrality of 
physical symptoms and the care provided. Psycholog-
ical and spiritual factors were also frequently reported 
themes.

Discussion
Despite a comprehensive electronic database search and 
additional hand searching, we identified disappointingly 
few studies that described the subjective experiences 
of older people dying in nursing and care homes. One 
striking aspect of the searches was how few specifically 
investigated older residents’ own experiences at the end 
of life. Perhaps unsurprisingly this was frequently inves-
tigated by proxy. However, those studies we did identify 
suggested these experiences were often poor.

Care must be taken in interpreting the findings given 
that few relevant studies were identified. However, seven 
of the nine included studies highlighted the physical 
discomfort of dying in a nursing or care home with older 
people often experiencing pain, pressure sores and thirst. 
Added to this, six studies described many people suffering 
psychologically; loneliness and depression were often 
highlighted. Although our aim was not originally to look 
at the relationship between care and experiences, most 
authors here made a clear direct link between inadequate 
care and these negative experiences, stating that they 
were often preventable or at least potentially  alterable. 
This is significant as it demonstrates the impact of the 
physical environment and staff. Only one study27 specif-
ically investigated cultural aspects of these older people’s 
experiences, a significant omission given the importance 
of religion and culture surrounding death.

Whitaker32 highlighted how participants were recon-
ciled to death and rather than fearing approaching death, 
accepted it, focusing more on their fear of a failing body. 
This was often dreaded more than dying. Although only 
one paper, it resonates with studies such as Mathie et al 14 
that highlighted that despite acceptance of death, older 
people and staff were ambivalent about discussing end-of-
life care. Such studies perhaps suggest that if care staff 
had open discussions about death and the potentially 
negative spiritual and psychological features of dying, 
the experiences of this vulnerable group might be better 
recognised, acknowledged and therefore improved. Main-
taining dignity is important in all healthcare contexts but 
has perhaps not been sufficiently highlighted in relation 
to dying in residential care. Here it was only clearly high-
lighted in one study.25 This is perhaps surprising given its 
importance in healthcare generally.



7Greenwood N, et al. BMJ Open 2018;8:e021285. doi:10.1136/bmjopen-2017-021285

Open Access

Ta
b

le
 2

 
P

ar
tic

ip
an

t 
d

em
og

ra
p

hi
c 

ch
ar

ac
te

ris
tic

s 
an

d
 r

es
id

en
ts

’ l
en

gt
h 

of
 t

im
e 

to
 d

ea
th

 a
s 

d
es

cr
ib

ed
 b

y 
th

e 
st

ud
y 

au
th

or
s

A
ut

ho
rs

O
ld

er
 p

eo
p

le
 p

ar
ti

ci
p

an
ts

H
ea

lt
hc

ar
e 

p
ro

fe
ss

io
na

l p
ar

ti
ci

p
an

ts
In

fo
rm

al
 c

ar
er

 
p

ar
ti

ci
p

an
ts

R
es

id
en

ts
’ e

xp
er

ie
nc

es
 

(a
s 

o
b

se
rv

ed
 b

y 
o

th
er

s 
o

r 
id

en
ti

fi
ed

 b
y 

p
ar

ti
ci

p
an

ts
)

n
A

g
e 

in
 y

ea
rs

: 
m

ea
n,

 r
an

g
e

%
 f

em
al

e
n

G
en

d
er

R
o

le
n

G
en

d
er

T
im

e 
to

 d
ea

th

B
ra

yn
e 

et
 a

l35
N

/A
N

/A
N

/A
10

A
ll 

w
om

en
.

C
ar

e 
as

si
st

an
ts

=
5,

R
N

=
5.

N
/A

N
/A

W
ith

in
 h

ou
rs

 o
r 

d
ay

s 
of

 d
ea

th
.

C
ha

n 
an

d
 K

ay
se

r-
Jo

ne
s27

34
M

ea
n 

78
.2

59
%

 fe
m

al
e.

N
/A

N
/A

N
/A

N
/A

N
/A

O
b

se
rv

ed
 fr

om
 w

he
n 

id
en

tifi
ed

 
as

 t
er

m
in

al
ly

 il
l u

nt
il 

d
ea

th
.

D
w

ye
r 

et
 a

l31
N

/A
N

/A
N

/A
20

16
 w

om
en

,
4 

m
en

.
R

N
=

4,
N

A
=

16
.

N
/A

N
/A

N
/A

 

Fo
rb

es
30

13
N

R
77

%
 fe

m
al

e.
30

N
R

In
cl

ud
ed

 s
oc

ia
l 

w
or

ke
rs

, n
ur

se
s,

 
N

A
s,

 a
d

m
in

is
tr

at
or

s 
an

d
 t

he
ra

p
is

ts
.

3
N

R
6/

13
 r

es
id

en
ts

 d
ie

d
 d

ur
in

g 
d

at
a 

co
lle

ct
io

n.

G
oo

d
rid

ge
 e

t 
al

33
N

A
N

/A
N

/A
22

N
R

N
ur

se
s=

14
, 

he
al

th
ca

re
 a

id
es

=
8.

4
N

R
72

 h
ou

rs
 b

ef
or

e 
d

ea
th

.

K
ay

se
r-

Jo
ne

s25
11

7 
(o

b
se

rv
ed

),
35

 (i
nt

er
vi

ew
ed

)
M

ea
n 

79
,

ra
ng

e 
39

–1
01

.
54

%
 fe

m
al

e.
10

2
N

R
R

N
, L

V
N

 a
nd

 
C

N
A

s=
66

, 
p

hy
si

ci
an

=
36

.

52
N

R
O

b
se

rv
ed

 fr
om

 w
he

n 
id

en
tifi

ed
 

as
 t

er
m

in
al

ly
 il

l u
nt

il 
d

ea
th

.

K
ay

se
r-

Jo
ne

s 
et

 a
l26

11
7 

(o
b

se
rv

ed
),

35
 (i

nt
er

vi
ew

ed
)

M
ea

n 
79

,
ra

ng
e 

39
–1

01
.

54
%

 fe
m

al
e.

10
2

N
R

N
ur

si
ng

 s
ta

ff=
66

, 
p

hy
si

ci
an

s=
36

.
52

O
b

se
rv

ed
 1

 d
ay

–1
5 

m
on

th
s 

b
ef

or
e 

d
ea

th
. M

ea
n 

45
 d

ay
s.

Vo
hr

a 
et

 a
l34

N
/A

N
/A

N
/A

N
/A

N
/A

N
/A

10
4

N
R

La
st

 4
 w

ee
ks

 o
f l

ife
.

W
hi

ta
ke

r32
‘A

b
ou

t 
30

’ o
n 

w
ar

d
71

–1
01

A
p

p
ro

x.
 8

3%
 

fe
m

al
e.

N
R

N
R

N
R

 b
ut

 in
cl

ud
ed

 
nu

rs
in

g 
st

af
f.

N
R

N
R

Te
rm

in
al

ly
 il

l o
r 

in
 fi

na
l s

ta
ge

s 
of

 li
fe

.

C
N

A
, c

er
tifi

ed
 n

ur
si

ng
 a

ss
is

ta
nt

s;
 L

V
N

, l
is

ce
ns

ed
 v

oc
at

io
na

l n
ur

se
; N

A
, n

ur
si

ng
 a

id
e;

 N
/A

, n
ot

 a
p

p
lic

ab
le

; N
R

, n
ot

 r
ec

or
d

ed
; R

N
, r

eg
is

te
re

d
 n

ur
se

. 



8 Greenwood N, et al. BMJ Open 2018;8:e021285. doi:10.1136/bmjopen-2017-021285

Open Access�

Ta
b

le
 3

 
S

tu
d

y 
th

em
es

 a
nd

 c
on

cl
us

io
ns

A
ut

ho
rs

A
ut

ho
rs

’ i
d

en
ti

fi
ed

 t
he

m
es

A
ut

ho
rs

’ c
o

nc
lu

si
o

ns

B
ra

yn
e 

et
 a

l35
Fr

om
 in

te
rv

ie
w

s 
(I)

; f
ro

m
 q

ue
st

io
nn

ai
re

 (Q
).

H
al

lu
ci

na
tio

ns
 o

r 
E

LE
S

 (I
): 

se
ei

ng
 c

hi
ld

re
n:

 fo
ur

 r
ep

or
te

d
 p

at
ie

nt
s 

se
ei

ng
 

ap
p

ar
iti

on
s 

of
 c

hi
ld

re
n 

sh
or

tly
 b

ef
or

e 
d

ea
th

 t
hi

s 
ap

p
ea

re
d

 t
o 

p
ro

vi
d

e 
co

m
fo

rt
 

(I)
; d

re
am

s:
 e

ig
ht

 s
p

ok
e 

ab
ou

t 
th

e 
p

ow
er

 a
nd

 im
p

ac
t 

d
re

am
s 

ca
n 

ha
ve

 in
 

p
re

p
ar

in
g 

fo
r 

d
ea

th
. P

at
ie

nt
s 

d
re

am
t 

ab
ou

t 
ot

he
r 

p
at

ie
nt

s 
or

 fa
m

ily
 m

em
b

er
s 

(I)
; l

uc
id

 m
om

en
ts

: s
ev

en
 r

ep
or

te
d

 r
es

id
en

ts
 w

ith
 d

em
en

tia
 a

nd
 c

on
fu

si
on

 
b

ec
om

in
g 

lu
ci

d
 in

 t
he

 la
st

 fe
w

 d
ay

s 
(I)

; p
hy

si
ca

l c
ha

ng
es

: s
om

e 
re

p
or

te
d

 
ho

w
 p

hy
si

ca
lly

 in
ca

p
ac

ita
te

d
 r

es
id

en
ts

 c
ou

ld
 p

ul
l t

he
m

se
lv

es
 u

p
 o

r 
d

o 
so

m
et

hi
ng

 t
ha

t 
th

ey
 n

or
m

al
ly

 b
e 

un
ab

le
 t

o 
d

o 
(I)

. N
ee

d
 fo

r 
re

co
nc

ili
at

io
n 

(I)
.

U
nc

on
sc

io
us

/c
on

fu
se

d
 r

es
id

en
ts

 b
ec

om
in

g 
lu

ci
d

 ju
st

 b
ef

or
e 

d
ea

th
 (Q

); 
d

re
am

s 
or

 v
is

io
ns

 t
ha

t 
he

lp
 p

re
p

ar
e 

fo
r 

d
ea

th
 o

r 
ha

ve
 s

ig
ni

fic
an

t 
m

ea
ni

ng
 

to
 h

el
p

 w
ith

 u
nfi

ni
sh

ed
 b

us
in

es
s 

(Q
); 

se
ei

ng
 d

ea
d

 r
el

at
iv

es
 o

r 
ch

ild
re

n 
ju

st
 

b
ef

or
e 

d
ea

th
 (Q

); 
sy

nc
hr

on
is

tic
 e

ve
nt

s 
at

 t
he

 t
im

e 
of

 d
ea

th
 (Q

); 
th

e 
d

yi
ng

 
sp

ea
ki

ng
 a

b
ou

t 
tr

an
si

tin
g 

to
 a

 n
ew

 r
ea

lit
y 

(Q
); 

d
es

ire
 t

o 
he

al
 fa

m
ily

 r
ift

s 
(Q

); 
ap

p
ea

ra
nc

e 
of

 b
ird

s 
or

 a
ni

m
al

s 
cl

os
e 

to
 d

ea
th

 (Q
).

E
LE

s 
ar

e 
p

ow
er

fu
l s

ub
je

ct
iv

e 
ex

p
er

ie
nc

es
 w

ith
 p

ro
fo

un
d

 p
er

so
na

l 
m

ea
ni

ng
, n

ot
 a

 m
ec

ha
ni

ca
l p

ro
ce

ss
. D

yi
ng

 is
 a

n 
in

te
ns

el
y 

in
d

iv
id

ua
l 

ex
p

er
ie

nc
e 

re
q

ui
rin

g 
ex

tr
em

e 
se

ns
iti

vi
ty

 a
nd

 a
cc

ep
ta

nc
e 

fr
om

 c
ar

e 
p

ro
vi

d
er

s.
 S

om
e 

un
co

ns
ci

ou
s 

re
si

d
en

ts
 c

an
 h

ol
d

 o
ff 

d
ea

th
 u

nt
il 

lo
ve

d
 

on
es

 a
rr

iv
e.

 T
he

se
 E

LE
s 

w
er

e 
ne

ith
er

 r
ar

e 
no

r 
su

rp
ris

in
g.

 H
al

lu
ci

na
tio

ns
 

ev
ok

ed
 c

on
fu

si
on

 a
nd

 a
nx

ie
ty

, w
he

re
as

 o
th

er
 E

LE
s 

fo
cu

se
d

 o
n 

in
ne

r 
p

ea
ce

 a
nd

 a
cc

ep
ta

nc
e 

of
 d

ea
th

.

C
ha

n 
an

d
 K

ay
se

r-
Jo

ne
s27

M
ai

n 
th

em
es

: l
an

gu
ag

e 
b

ar
rie

rs
: m

os
t 

w
er

e 
un

ab
le

 t
o 

sp
ea

k 
E

ng
lis

h 
re

su
lti

ng
 in

 d
iffi

cu
lti

es
 e

xp
re

ss
in

g 
ne

ed
s,

 s
oc

ia
lis

in
g 

an
d

 s
ub

op
tim

al
 

sy
m

p
to

m
 m

an
ag

em
en

t 
(e

g,
 p

ai
n 

an
d

 d
ys

p
no

ea
). 

N
ut

rit
io

n:
 C

hi
ne

se
 

re
si

d
en

ts
 d

is
lik

ed
 W

es
te

rn
 fo

od
 a

nd
 d

rin
k 

an
d

 c
on

su
m

ed
 li

tt
le

 o
f i

t.
 Ic

ed
 

w
at

er
 w

as
 o

ft
en

 s
er

ve
d

, b
ut

 t
he

y 
p

re
fe

rr
ed

 h
ot

 w
at

er
 o

r 
te

a.
 T

he
re

fo
re

, 
fa

m
ili

es
 o

ft
en

 p
ro

vi
d

ed
 C

hi
ne

se
 fo

od
. B

el
ie

fs
 a

nd
 c

us
to

m
s:

 C
hi

ne
se

 
re

si
d

en
ts

 s
ha

re
d

 s
im

ila
r 

b
el

ie
fs

 a
nd

 c
us

to
m

s 
(e

g,
 fa

m
ily

 in
vo

lv
em

en
t 

in
 

ca
re

, t
ra

d
iti

on
al

 C
hi

ne
se

 m
ed

ic
in

e,
 B

ud
d

hi
st

 s
p

iri
tu

al
 b

el
ie

fs
 a

nd
 e

nd
-o

f-
lif

e 
ca

re
) t

ha
t 

in
flu

en
ce

d
 h

ow
 t

he
y 

d
efi

ne
d

 h
ea

lth
 a

nd
 e

nv
is

io
ne

d
 h

ea
lth

ca
re

 
p

ro
vi

si
on

.

C
ul

tu
ra

l d
iv

er
si

ty
 in

 N
H

 p
op

ul
at

io
ns

 is
 in

cr
ea

si
ng

, m
ak

in
g 

cu
ltu

ra
l 

se
ns

iti
vi

ty
 in

cr
ea

si
ng

ly
 im

p
or

ta
nt

. C
om

m
un

ic
at

io
n 

b
ar

rie
rs

, d
is

lik
e 

of
 

W
es

te
rn

 fo
od

 a
nd

 d
iff

er
in

g 
cu

ltu
ra

l b
el

ie
fs

 a
nd

 c
us

to
m

s 
w

er
e 

fa
ct

or
s 

th
at

 s
ig

ni
fic

an
tly

 in
flu

en
ce

d
 E

O
L 

ca
re

 fo
r 

C
hi

ne
se

 r
es

id
en

ts
. K

no
w

le
d

ge
 

of
 C

hi
ne

se
 c

ul
tu

ra
l b

el
ie

fs
 c

an
 h

el
p

 H
C

P
s 

d
ev

el
op

 in
te

rd
is

ci
p

lin
ar

y 
an

d
 

cu
ltu

ra
lly

 s
en

si
tiv

e 
p

la
ns

 fo
r 

th
em

.

D
w

ye
r 

et
 a

l31
Fi

ve
 t

he
m

es
: a

 m
ix

tu
re

 o
f r

es
id

en
t 

an
d

 s
ta

ff 
ex

p
er

ie
nc

es
 (1

) A
lle

vi
at

in
g 

su
ffe

rin
g 

an
d

 p
ai

n.
 (2

) F
in

d
in

g 
m

ea
ni

ng
 in

 e
ve

ry
d

ay
 li

fe
. (

3)
 R

ev
ea

lin
g 

th
ou

gh
ts

 a
nd

 a
tt

itu
d

es
 a

b
ou

t 
d

ea
th

. (
4)

 C
ar

in
g 

fo
r 

th
e 

d
ea

d
 p

er
so

n’
s 

b
od

y.
 

(5
) C

op
in

g 
w

ith
 p

er
ce

iv
ed

 g
ap

 o
f p

er
so

na
l i

d
ea

ls
 a

nd
 r

ea
lit

y 
of

 w
ha

t 
st

af
f 

co
ul

d
 p

ro
vi

d
e.

 O
ld

er
 p

eo
p

le
 o

ft
en

 s
uf

fe
re

d
 p

ai
n 

b
ef

or
e 

d
ea

th
. E

xi
st

en
tia

l 
is

su
es

 w
er

e 
in

fr
eq

ue
nt

ly
 d

is
cu

ss
ed

 u
nl

es
s 

ra
is

ed
 b

y 
th

e 
ol

d
er

 p
er

so
n.

G
re

at
er

 u
nd

er
st

an
d

in
g 

is
 n

ee
d

ed
 o

f p
al

lia
tiv

e 
ca

re
 p

hi
lo

so
p

hy
 t

o 
d

ev
el

op
 

th
e 

ca
re

 o
f p

eo
p

le
 d

yi
ng

 in
 N

H
s.

 U
nt

il 
N

H
s 

ar
e 

vi
ew

ed
 a

s 
p

la
ce

s 
of

 d
yi

ng
 

an
d

 d
ea

th
, c

ar
e 

w
ill

 n
ot

 b
e 

d
ev

el
op

ed
 a

nd
 t

ai
lo

re
d

 t
o 

m
ee

t 
th

e 
ne

ed
s 

of
 

d
yi

ng
 r

es
id

en
ts

.

Fo
rb

es
30

Fi
ve

 in
te

ra
ct

iv
e 

an
d

 d
yn

am
ic

 t
he

m
es

 e
m

er
ge

d
 r

el
at

in
g 

to
 c

on
te

xt
ua

l f
ac

to
rs

 
af

fe
ct

in
g 

E
O

L 
ca

re
: c

om
m

un
ic

at
io

n,
 q

ua
lit

y 
of

 li
fe

, s
ta

ff 
ed

uc
at

io
n,

 t
ea

m
w

or
k 

an
d

 w
or

k 
en

vi
ro

nm
en

t.
 A

lth
ou

gh
 r

es
id

en
ts

 e
xp

re
ss

ed
 a

cc
ep

ta
nc

e 
of

 
d

ea
th

, t
he

 p
ro

ce
ss

 o
f d

yi
ng

 w
as

 d
es

cr
ib

ed
 b

y 
b

ot
h 

st
af

f a
nd

 r
es

id
en

ts
 a

s 
co

ld
, l

on
el

y 
an

d
 p

ai
nf

ul
. S

ta
ff,

 c
ar

er
s 

an
d

 r
es

id
en

ts
 v

al
ue

d
 h

os
p

ic
e 

ca
re

. 
R

es
id

en
ts

 e
xp

re
ss

ed
 a

 r
ea

d
in

es
s 

fo
r 

d
ea

th
 b

ut
 n

ot
ed

 t
ha

t 
st

af
f d

id
 n

ot
 

in
iti

at
e 

d
is

cu
ss

io
ns

 a
b

ou
t 

it.

Th
e 

d
yi

ng
 p

ro
ce

ss
 is

 n
ot

 a
d

d
re

ss
ed

 a
nd

 a
ck

no
w

le
d

ge
d

 fo
r 

m
an

y 
N

H
 

re
si

d
en

ts
. T

hi
s 

le
av

es
 li

tt
le

 o
p

p
or

tu
ni

ty
 t

o 
p

re
p

ar
e 

fo
r 

d
ea

th
. D

ev
el

op
m

en
t 

of
 p

ol
ic

es
 a

nd
 s

ta
ff 

ed
uc

at
io

na
l p

ro
gr

am
m

es
 t

o 
p

ro
vi

d
e 

go
od

 E
O

L 
ca

re
 is

 
w

ar
ra

nt
ed

. D
is

cu
ss

io
n 

su
rr

ou
nd

in
g 

E
O

L 
go

al
s 

or
 t

re
at

m
en

t 
p

re
fe

re
nc

es
 

w
as

 n
ot

ic
ea

b
ly

 a
b

se
nt

.

C
on

tin
ue

d



9Greenwood N, et al. BMJ Open 2018;8:e021285. doi:10.1136/bmjopen-2017-021285

Open Access

A
ut

ho
rs

A
ut

ho
rs

’ i
d

en
ti

fi
ed

 t
he

m
es

A
ut

ho
rs

’ c
o

nc
lu

si
o

ns

G
oo

d
rid

ge
 e

t 
al

33
Tw

o 
m

ai
n 

th
em

es
 w

er
e 

id
en

tifi
ed

: s
ta

ff 
ca

rin
g 

b
eh

av
io

ur
 (i

nc
lu

d
ed

 p
hy

si
ca

l, 
co

gn
iti

ve
 a

nd
 e

m
ot

io
na

l d
om

ai
ns

) a
nd

 r
es

id
en

ts
’ u

ni
q

ue
 e

xp
er

ie
nc

e 
of

 d
yi

ng
 

(in
cl

ud
in

g 
re

st
le

ss
ne

ss
). 

D
ys

p
no

ea
 w

as
 m

or
e 

co
m

m
on

 t
ha

n 
p

ai
n 

at
 E

O
L.

 
B

ot
h 

w
er

e 
d

is
tr

es
si

ng
 fo

r 
re

si
d

en
ts

. S
ta

ff 
ca

rin
g 

b
eh

av
io

ur
 w

as
 c

en
tr

al
 t

o 
re

si
d

en
ts

’ e
xp

er
ie

nc
es

.

N
ur

se
 a

nd
 H

C
A

 c
ar

in
g 

b
eh

av
io

ur
 w

as
 c

en
tr

al
 t

o 
th

e 
re

si
d

en
ts

’ 
ex

p
er

ie
nc

es
. E

m
ot

io
na

l s
up

p
or

t 
fo

r 
th

e 
re

si
d

en
t 

an
d

 t
he

ir 
fa

m
ily

 a
nd

 
ap

p
ro

p
ria

te
 a

nd
 t

im
el

y 
m

an
ag

em
en

t 
of

 s
ym

p
to

m
s 

w
er

e 
ke

y 
to

 t
he

 q
ua

lit
y 

of
 E

O
L.

K
ay

se
r-

Jo
ne

s25
Th

e 
m

ai
n 

fa
ct

or
s 

in
flu

en
ci

ng
 t

he
 e

xp
er

ie
nc

e 
of

 d
yi

ng
 w

er
e:

 p
oo

r 
at

te
nt

io
n 

to
 

cu
ltu

ra
l n

ee
d

s,
 c

og
ni

tiv
e 

st
at

us
 (c

og
ni

tiv
el

y 
im

p
ai

re
d

 o
r 

co
m

at
os

e 
re

si
d

en
ts

 
w

er
e 

of
te

n 
ne

gl
ec

te
d

), 
in

su
ffi

ci
en

t 
st

af
fin

g 
an

d
 p

oo
r 

co
m

m
un

ic
at

io
n 

b
et

w
ee

n 
ca

re
 p

ro
vi

d
er

s,
 r

es
id

en
ts

 a
nd

 fa
m

ili
es

. T
he

re
 w

as
 in

ad
eq

ua
te

 
as

se
ss

m
en

t,
 m

on
ito

rin
g 

an
d

 m
an

ag
em

en
t 

of
 p

ai
n,

 d
ep

re
ss

io
n,

 lo
ne

lin
es

s,
 

fe
ar

, c
on

st
ip

at
io

n,
 is

ol
at

io
n,

 a
nx

ie
ty

, o
ed

em
a,

 a
no

re
xi

a,
 in

so
m

ni
a 

an
d

 
fa

tig
ue

. D
ig

ni
ty

 w
as

 o
ft

en
 lo

st
 in

 t
he

 la
st

 d
ay

s.

P
ro

gr
es

s 
ha

s 
b

ee
n 

m
ad

e 
d

ev
el

op
in

g 
p

rin
ci

p
le

s 
an

d
 g

ui
d

el
in

es
 fo

r 
th

e 
ca

re
 o

f p
eo

p
le

 a
t 

E
O

L,
 b

ut
 b

ar
rie

rs
 a

nd
 fa

ci
lit

at
or

s 
in

 im
p

le
m

en
tin

g 
th

es
e 

p
rin

ci
p

le
s 

ne
ed

 t
o 

b
e 

in
ve

st
ig

at
ed

 t
o 

en
su

re
 e

ve
ry

on
e 

ca
n 

d
ie

 
co

m
fo

rt
ab

ly
 a

nd
 w

ith
 d

ig
ni

ty
. F

am
ili

es
 s

ho
ul

d
 b

e 
al

lo
w

ed
 m

or
e 

tim
e 

to
 

ta
lk

 a
b

ou
t 

th
ei

r 
fe

ar
s 

an
d

 c
on

ce
rn

s.

K
ay

se
r-

Jo
ne

s 
et

 
al

26
Th

e 
p

hy
si

ca
l e

nv
iro

nm
en

t 
w

as
 n

ot
 c

on
d

uc
iv

e 
to

 e
nd

-o
f-

lif
e 

ca
re

. R
oo

m
s 

w
er

e 
cr

ow
d

ed
, u

nc
le

an
 w

ith
 in

su
ffi

ci
en

t 
lin

en
 a

nd
 s

up
p

lie
s,

 la
ck

ed
 p

riv
ac

y,
 

no
is

y 
an

d
 la

ck
in

g 
fa

ci
lit

ie
s 

fo
r 

re
la

tiv
es

 t
o 

st
ay

 o
ve

rn
ig

ht
 w

ith
 d

yi
ng

 
re

si
d

en
ts

.
In

ad
eq

ua
te

 s
ta

ffi
ng

 a
nd

 la
ck

 o
f s

up
er

vi
si

on
 w

er
e 

am
on

g 
th

e 
m

os
t 

si
gn

ifi
ca

nt
 

or
ga

ni
sa

tio
na

l f
ac

to
rs

 in
flu

en
ci

ng
 c

ar
e.

 S
ta

ff 
fe

lt 
st

re
ss

ed
 a

nd
 o

ve
rw

he
lm

ed
. 

Th
is

 m
ea

nt
 t

he
y 

w
er

e 
un

ab
le

 t
o 

m
ee

t 
re

si
d

en
ts

’ n
ee

d
s.

Th
e 

en
vi

ro
nm

en
t 

is
 a

n 
in

ap
p

ro
p

ria
te

 fo
r 

E
O

L 
ca

re
. T

o 
en

su
re

 p
eo

p
le

 d
yi

ng
 

in
 N

H
s 

re
ce

iv
e 

ad
eq

ua
te

 c
ar

e,
 c

ha
ng

es
 m

us
t 

b
e 

m
ad

e:
 s

ep
ar

at
e 

un
its

 
w

ith
 s

p
ac

e 
an

d
 a

 q
ui

et
 a

tm
os

p
he

re
 fo

r 
te

rm
in

al
ly

 il
l r

es
id

en
ts

; M
D

Ts
 m

us
t 

m
ee

t 
w

ith
 r

es
id

en
ts

 a
nd

 fa
m

ili
es

 t
o 

es
ta

b
lis

h 
a 

ca
re

 p
la

n 
to

 e
ns

ur
e 

a 
sa

fe
 

an
d

 c
om

fo
rt

ab
le

 d
ea

th
 a

nd
 e

ffe
ct

iv
e 

fa
m

ily
 s

up
p

or
t;

 c
on

tin
ui

ng
 p

al
lia

tiv
e 

ed
uc

at
io

n 
an

d
 in

-s
er

vi
ce

 p
ro

gr
am

m
es

 fo
r 

N
H

 s
ta

ff 
an

d
 a

d
eq

ua
te

 s
ta

ffi
ng

 
an

d
 s

up
er

vi
si

on
 a

re
 n

ee
d

ed
.

Vo
hr

a 
et

 a
l34

C
om

m
en

ts
 fe

ll 
in

to
 t

w
o 

th
em

es
.(1

) A
p

p
re

ci
at

io
n 

of
 c

ar
e:

 s
ub

th
em

es
: 

p
sy

ch
os

oc
ia

l s
up

p
or

t 
(in

cl
ud

in
g 

p
er

so
na

l, 
lo

vi
ng

 a
nd

 s
en

si
tiv

e)
, f

am
ily

 c
ar

e 
an

d
 s

p
iri

tu
al

 c
ar

e 
(p

ro
vi

d
ed

 b
y 

cl
er

gy
 a

nd
 s

ta
ff)

. (
2)

 C
on

ce
rn

s 
w

ith
 c

ar
e:

 
su

b
th

em
es

: p
hy

si
ca

l c
ar

e 
(in

cl
ud

in
g 

p
ai

n 
co

nt
ro

l, 
to

ile
tin

g,
 m

on
ito

rin
g 

an
d

 b
re

at
hi

ng
), 

st
af

fin
g 

le
ve

ls
 (o

ft
en

 in
su

ffi
ci

en
t),

 s
ta

ff 
kn

ow
le

d
ge

 (o
ft

en
 

in
su

ffi
ci

en
t),

 p
hy

si
ci

an
 a

va
ila

b
ili

ty
, c

om
m

un
ic

at
io

n 
(p

oo
r 

w
ith

 fa
m

ili
es

), 
p

hy
si

ca
l e

nv
iro

nm
en

t 
(in

cl
ud

in
g 

la
ck

 o
f p

riv
ac

y 
an

d
 t

em
p

er
at

ur
e 

an
d

 n
oi

se
).

Th
er

e 
is

 a
 n

ee
d

 fo
r 

im
p

ro
ve

m
en

t 
in

 E
O

L 
ed

uc
at

io
n 

an
d

 c
ar

e 
sk

ill
s 

fo
r 

st
af

f.

W
hi

ta
ke

r32
Fi

ve
 t

he
m

es
 in

 h
ow

 r
es

id
en

ts
 t

al
ke

d
 a

b
ou

t 
th

ei
r 

b
od

ie
s:

(1
) t

he
 in

ca
p

ab
le

 b
od

y,
 m

ov
e 

to
 N

H
 is

 a
 d

is
ru

p
tiv

e 
ev

en
t,

 fr
us

tr
at

io
n 

ov
er

 
lo

ss
 o

f c
on

tr
ol

, g
rie

f a
nd

 d
is

tr
es

s 
ov

er
 lo

ss
 o

f f
un

ct
io

n.
 (2

) B
od

ily
 n

ee
d

s–
b

od
ily

 d
ep

en
d

en
ce

: a
 s

en
se

 t
he

ir 
b

od
ie

s 
b

el
on

ge
d

 t
o 

st
af

f; 
so

m
e 

sa
w

 
d

ep
en

d
en

ce
 a

s 
sa

d
; f

or
 o

th
er

s,
 it

 g
en

er
at

ed
 fe

el
in

gs
 o

f s
af

et
y,

 s
ec

ur
ity

 
an

d
 c

om
fo

rt
. (

3)
 B

od
ily

 c
ha

ng
e 

an
d

 a
lie

na
tio

n:
 w

om
en

 m
or

e 
co

nc
er

ne
d

 
ab

ou
t 

ap
p

ea
ra

nc
e,

 m
en

 a
b

ou
t 

lo
ss

 o
f h

ea
rin

g,
 s

ig
ht

 a
nd

 s
o 

on
. T

ee
th

 a
nd

 
na

il 
ca

re
 a

re
 im

p
or

ta
nt

 t
o 

al
l, 

to
 lo

ok
 g

oo
d

 a
nd

 s
m

el
l n

ic
e.

 D
yi

ng
 p

ro
ce

ss
 

m
as

ks
 t

he
ir 

se
ns

e 
of

 s
el

f. 
(4

) I
ne

vi
ta

b
le

 d
ea

th
 o

f t
he

 b
od

y—
b

od
y 

sl
ow

ly
 

d
yi

ng
, g

et
tin

g 
st

ea
d

ily
 w

ea
ke

r, 
lo

si
ng

 t
as

te
, e

xt
re

m
e 

fa
tig

ue
, s

ki
n 

an
d

 b
on

e.
 

D
ea

th
 a

s 
lif

e 
co

ns
um

ed
 fo

r 
so

m
e 

a 
ye

ar
ni

ng
 fo

r 
ot

he
rs

. A
 la

ck
 o

f p
ow

er
 t

o 
a 

re
st

ric
te

d
 li

fe
. (

5)
 B

od
y 

st
or

ie
s 

an
d

 ‘b
od

y 
w

an
d

er
in

gs
’: 

th
e 

b
od

y 
as

 a
 t

oo
l 

fo
r 

co
m

m
un

ic
at

io
n,

 a
 n

ee
d

 fo
r 

b
od

y 
co

nt
ac

t,
 n

ot
 ju

st
 t

as
ks

 o
f c

ar
e 

b
ut

 fo
r 

co
nfi

rm
at

io
n.

Th
e 

b
od

y 
is

 c
en

tr
al

 t
o 

th
e 

sp
at

ia
l a

nd
 t

em
p

or
al

 o
rd

er
 o

f t
he

 N
H

 a
nd

 
co

ns
tit

ut
es

 t
he

 e
xi

st
en

tia
l m

id
p

oi
nt

 fo
r 

th
e 

liv
es

 o
f o

ld
er

 p
eo

p
le

. I
t 

is
 n

ot
 

d
ea

th
 b

ut
 t

he
 b

od
ily

 d
ec

lin
e 

an
d

 d
is

in
te

gr
at

io
n 

(b
ef

or
e 

d
ea

th
) t

ha
t 

ol
d

er
 

p
eo

p
le

 fe
ar

 m
os

t.
P

ow
er

le
ss

ne
ss

 b
ef

or
e 

th
e 

irr
ev

er
si

b
le

 a
ge

in
g 

an
d

 d
yi

ng
 p

ro
ce

ss
 a

nd
 

ho
w

 w
e 

ca
re

 fo
r 

th
e 

ol
d

es
t 

ol
d

 is
 fo

cu
se

d
 o

n 
th

e 
ta

sk
s 

of
 c

ar
in

g,
 n

ot
 t

he
 

ex
is

te
nt

ia
l q

ue
st

io
ns

.
Th

e 
sl

ow
 a

nd
 ir

re
ve

rs
ib

le
 p

ro
ce

ss
 o

f p
ro

lo
ng

ed
 d

yi
ng

 c
an

 b
e 

se
en

 a
s 

an
 

un
w

or
th

y,
 u

nd
ig

ni
fie

d
 li

fe
 p

ha
se

.

E
LE

S
, e

nd
-o

f-
lif

e 
ex

p
er

ie
nc

es
; E

O
L,

 e
nd

 o
f l

ife
; H

C
P

s,
 h

ea
lth

ca
re

 p
ro

fe
ss

io
na

ls
; I

, f
ro

m
 in

te
rv

ie
w

s;
 M

D
T,

 m
ul

tid
is

ci
p

lin
ar

y 
te

am
; N

A
, n

ot
 a

p
p

lic
ab

le
; N

H
, n

ur
si

ng
 h

om
e;

 N
R

, n
ot

 r
ec

or
d

ed
; Q

, 
fr

om
 q

ue
st

io
nn

ia
re

s;
 R

N
, r

eg
is

te
re

d
 n

ur
se

. 

Ta
b

le
 3

 
C

on
tin

ue
d

 



10 Greenwood N, et al. BMJ Open 2018;8:e021285. doi:10.1136/bmjopen-2017-021285

Open Access�

Although only nine studies were identified, these 
studies have implications for our understanding of the 
what it is like to die in a care home or nursing home. The 
aspects of their experiences that were described suggest 
that more could be done to improve their experiences 
whether in terms of pain or other symptom relief or the 
overall physical environment. Insufficient staffing26 34 and 
poor communication25 27 30 were highlighted, although 
there was recognition of the challenges for staff. The 
role of families was not always highlighted but improved 
communication25 34 and flexibility in their involvement 
was suggested.26

The dearth of research in the area and the fact that the 
most recent included paper was published in 2011 was 
striking. There are many possible explanations for the 
overall lack of research; for example, investigating the 
topic is potentially very challenging and distressing and 
requires great sensitivity. It is also associated with many 
potential ethical concerns with such a vulnerable group. 
However, the fact that no relevant studies were found 
after 2011 is harder to explain. In the UK, policy changes 
relating to end-of-life care in 20086 increased attention 
on palliative care, but despite this, we identified very few 
studies relevant to our research question either in the UK 
or elsewhere or after this date. Our literature searches 
suggest that the recent focus may be more on the impact 
of advance care planning, staff knowledge about care 
of dying patients and quantitative studies measuring 
outcomes of symptom management (eg, refs 11 and 12). 
As we have shown, very little published research focuses 
on subjective experiences, an essential facet to our review.

Some of the challenges in undertaking research in this 
area were perhaps also reflected in the difficulties we 
encountered during the review. The first of these related 
to the problems defining ‘dying’. Authors often used 
very different definitions ranging from the ‘within hours 
or days of death’35 to terminally ill or in the final stages 
of life32 and described this in varying ways (table 2). We 
decided to make pragmatic decisions together as a review 
team and to restrict the included studies to where scru-
tiny of the articles suggested to us that all or the majority 

of older people being observed or interviewed were very 
near to death, but this was clearly a limitation. Our deci-
sion to include only studies focusing on this period was 
to ensure we came as close as possible to capturing this 
final point in residents’ lives, but we were reliant on our 
interpretation of the authors’ descriptions.

Another difficulty during the review was defining what 
was meant by ‘experiences’ in this context. The quanti-
tative literature gives some insight into the characteris-
tics of dying in nursing homes, but the aim of the review 
was to try and capture the experience more holistically 
(rather than, for example, process outcomes). Therefore, 
quantitative studies were excluded.

Another challenge related to our aim to capture older 
people’s experience in their own words. There are 
obvious potential ethical and practical issues in recruiting 
older people who are close to death, and many residents 
in nursing homes have cognitive and communication 
problems adding to the difficulties of gathering their 
experiences directly from them. Our initial searches 
identified several studies describing participants’ future 
preferences surrounding their death (eg, ref 14) but few 
describing their experiences of dying. We also found 
many studies that investigated the often difficult experi-
ences of those supporting the dying person such as health-
care staff36 and family carers.37 The decision to include 
the perceptions of others, such as families and staff and 
not just the older people themselves, was taken to allow 
us to gain as much information as possible from those 
close to the older person but with the caveat that these 
had to be about their perceptions of the older persons’ 
experiences. Unfortunately, we identified too few studies 
to allow us to compare the perspectives of these diverse 
groups and future research that simultaneously captures 
the experiences of the older person and those supporting 
them is needed to address this limitation.

Strengths and limitations of the review
Many of the review’s limitations such as the paucity 
of recent relevant publications, and the diversity of 
authors’ definitions of dying, have been highlighted 

Table 4  Reported themes mapped onto the key aspects of older people’s experiences as defined for the review.

Authors
Physical 
symptoms

Physical 
environment

Psychological 
factors

Cultural 
factors

Spiritual 
factors

Care given/
received

Brayne et al35 X X X

Chan and Kayser-Jones27 X X X X X

Dwyer et al31 X X X

Forbes30 X X X X X

Goodridge et al33 X X X

Kayser-Jones25 X X X

Kayser-Jones et al26 X X X

Vohra et al34 X X X X X

Whitaker32 X X

X in bold text reflect studies incorporating the views of older people themselves.
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earlier. In addition, the studies, although all qualitative, 
used different methods and had varying aims making 
synthesis challenging. It might be argued that the study 
that included analysis of open-ended questions in a 
questionnaire35 should not have been included, but the 
framing of the analysis was qualitative and it was included 
for comprehensiveness. However, overall  the review was 
comprehensive including seven data bases, additional 
hand searching and input from authors of the selected 
papers. An additional strength of the review was the 
multidisciplinary nature of the review team that included 
researchers from nursing, social care and social sciences. 
This ensured a diversity of perspectives.

Another potential limitation was the exclusion of quan-
titative studies from the review. However, these studies 
were excluded because of their focus on clinical interven-
tions, care processes and measurable outcomes such as 
pressure sores and dyspnoea, rather than the entire expe-
rience from participants’ perspectives and in their own 
words. Participants’ responses in quantitative research 
are constrained by the limited response options available 
and give only partial insight into specific aspects of experi-
ences rather than capturing their experiences as a whole.

However, this decision to exclude quantitative studies 
potentially means that some aspects of people’s expe-
riences when dying, such as the extent of the pain and 
discomfort, may not be receiving sufficient emphasis 
here. Our study also highlighted the sometimes poor 
attention given to spiritual and psychological experi-
ences, and authors often made an explicit link between 
inadequate care and negative experiences. However, the 
fact that many measurable clinical outcomes such as pain 
were described in the included qualitative studies suggests 
that findings from qualitative studies are complementary 
to those from quantitative ones. Case studies were also 
excluded because of their acknowledged general weak-
nesses in data analysis, reporting and overall lack of 
generalisability.38

We also did not include reports of older people who 
died in hospital after being moved from their nursing 
homes shortly before their death. This is a very important 
aspect of many people’s experiences and is often regarded 
as undesirable.39 These transitions deserve recognition 
and exploration but have a different focus and were not 
included here.

Finally, we are also unable to say whether our findings 
are unique to nursing and care home contexts or whether 
these are a better or worse place to die than, for example, 
in hospital or at home.

Strengths and limitations of the included studies
An aim of our review was to provide a more holistic 
picture of the experiences of older people dying in care 
homes. By bringing these study findings together, we have 
arguably taken a small step in this direction, but future 
research needs to  have this as a priority. Without an 
in-depth understanding of these experiences, it is hard 
to see how interventions can be expected to improve 

older people’s experiences. Similarly, although poten-
tially challenging, research needs to start including more 
people with cognitive difficulties to learn about their 
experiences. This will require greater user involvement 
in setting research questions and in subsequent research 
design but as their involvement is gaining momentum in 
other research, studies here could also benefit from this.

The included studies were of variable quality, and 
despite a rigorous search strategy, the latest study was 
published in 2010, making it difficult to be confident that 
the experiences highlighted here reflect the current situ-
ation. Certainly, in the UK, poor care in general is often 
highlighted, and campaigns such as the ‘Fix dementia 
care’40 suggest that care needs to be improved.

The studies were also only undertaken in a limited 
number of Western countries (North America, Sweden 
and the UK), making it impossible to be confident of 
their relevance to other countries because of the diversity 
of healthcare contexts.

There was also a perhaps surprising lack of detail given 
about the older people and about the study participants. 
For example, participant ethnicity and religion and rela-
tionships with family carers were seldom if ever reported. 
The inclusion of such information would further our 
understanding here.

It was also striking that, apart from two studies,31 35 all 
studies included some participant observation. Again, this 
means that the majority were researchers’ observations of 
their experiences. The lack of reported considerations of 
reflexivity are therefore particularly surprising.

Another noticeable feature of the included studies was 
how few individual researchers have published on the topic 
with one researcher involved in three publications.25–27 It is 
difficult to explain the involvement of so few researchers, 
but this may also reflect the challenges of undertaking 
research in the area and possibly also limits the breadth of 
the research undertaken.

Future research
Notwithstanding the ethical and practical challenges in 
investigating this important topic, clearly more high-quality, 
sensitive research into older people’s experiences would 
help us understand and potentially improve how people 
die in nursing homes. Much more needs to be known 
about how the psychological and spiritual experiences of 
dying residents could be managed and how we can meet 
the cultural values and needs of older people in residen-
tial care facing death. Furthermore, unlike much of the 
research identified here, future qualitative research should 
be grounded in explicit, appropriate epistemological posi-
tions to enhance the transferability of the findings.

Conclusions
The findings of this review highlight numerous significant 
continuing issues faced by older people dying in nursing 
and care homes. The challenges, both practical and ethical, 
to investigating death may well be contributing factors to the 
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limited research available on this important topic. Despite 
the dearth of relevant studies, this review highlighted the 
critical value of professional sensitivity to broader psycho-
social aspects of older people’s dying experience in care 
homes. Too often investigations have focused on aspects of 
care that can be more easily measured and delineated by 
policies and protocols. This research identifies the ongoing 
need for enhanced professional consciousness of psycho-
logical, social and cultural elements inherent within dying. 
The expereince of dying is a complex, multifaceted one, and 
timing of interventions, including advance care planning, 
can be critical to the value for dying people. In reviewing 
the available research, the team were struck by the many 
aspects of care and experiences identified that seemed 
potentially avoidable. The combined findings within this 
review suggest that much more can and should be done 
in understanding and supporting older people dying in 
nursing homes. Perhaps in the future, a more comprehen-
sive picture might be gained by adopting an appreciative 
enquiry approach41 focusing on positive experiences and 
what works well, rather than on negative aspects of older 
people’s experiences.
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